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ABSTRACT

In the documentary Boston Med, patients, their family
members, and their careproviders agree to be filmed in real
medical situations. Why would they do this? The possible
answers to this question may help us to make sense of the
paradoxical results of a recent study, in which patients with
terminal iliness ranked their careproviders highly for com-
munication, even though the patients had failed to learn that
they had a fatal illness.

Based on this analysis, | offer careproviders a practical
approach they can use to improve communication with pa-
tients, particularly to help patients to feel less alone. This
same approach can also be applied in bioethics consulta-
tion.

In this issue of The Journal of Clinical Eth-
ics (JCE), several authors discuss the ethics of
filming patients and careproviders in real-life
medical situations for a TV documentary, Bos-
ton Med.* The documentary filmed patients who
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were dying. Should the privacy of these patients
have been especially protected? For example,
hospitals could paternalistically prohibit such
filming, even when patients, family members,
and careproviders had agreed to participate.?
On the other hand, such filming may have been
warranted, not only for the reasons these au-
thors give—such as providing additional infor-
mation to the public—but for other reasons.

The recording and sharing of such deeply
moving and private events is something new.
A similar situation is that of a woman who lived
with people who are the worst-off in India, so
she could later publish her experiences, some
of which are shocking. For example, she saw a
15-year-old boy who was working, stuffing plas-
tic into a shredder, whose hand was “cut clean
off.” She writes, “The boy’s eyes . . . filled with
tears but he didn’t scream. . . . Instead he stood
there with his blood-spouting stump . . . apolo-
gizing to the owner of the plant. “ ‘Sa’ab, I'm
sorry,” he’d said to the man . . . ‘T won’t cause
you any problems by reporting this. You will
have no trouble from me.”

Such accounts raise a far deeper question
than whether such events should be recorded
and shared. Depicting events of this power
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speaks to the question of who, at our core, we
really are. If we assume, in the case of Boston
Med, that we have a great deal in common with
the patients and careproviders who agreed to
be filmed, we might wonder: Why did they
agree to participate? Are they missing some sen-
sibility regarding privacy that most of us have,
or are they in touch with something that most
of us don’t experience? (I use the words we and
us intentionally, as a way to encourage readers
to ask themselves how they would feel about
participating in a documentary, and to identify
which group—those who would agree to be
filmed, or those who would not—they would
be in.) As I go on to discuss why these patients
and careproviders might have agreed to be
filmed—consciously or for reasons unknown to
them (unconsciously)—readers may gain some
insight into their own values.

There is another reason that I will consider
why people may have agreed to be filmed—to
better understand a possible implication of new,
highly remarkable findings published in the
New England Journal of Medicine (NEJM), that
even the authors of the study call “paradoxi-
cal.” They studied 1,193 patients with termi-
nal cancer who were receiving palliative treat-
ments—treatments that were unlikely to cure
their cancer. When queried, the majority of the
patients said they believed the treatments could
cure their cancer.* But that is not the finding
that is astounding and paradoxical. In the study,
the patients who least understood that they were
probably going to die gave their physicians the
highest possible ratings on communication.
This raises, of course, the question: Why?

Why agree to be filmed in such a deeply
private context? Why were physicians rated
highly by patients who didn’t understand they
were dying? The answers to these two questions
may be related, and may have profound impli-
cations for how careproviders of all kinds
should relate to patients, especially when ethi-
cal conflicts are involved.

I will consider why patients and carepro-
viders may have agreed to be filmed for Boston
Med and why the palliative patients rated their
physicians so highly. I will then consider how
careproviders may do more to inform patients

and how the same approaches may be applied
to ethics consultation.

WHY MIGHT BOTH PATIENTS AND
CAREPROVIDERS AGREE
TO BE FILMED?

We all greatly value our privacy, especially
when it involves our medical condition and
needs. Careproviders usually try to “be the best
they can be” with patients and their peers. Why,
then, would some patients and some carepro-
viders agree to be filmed?

Patients

To be altruistic. It is well known that pa-
tients generally do better when they feel more
in control over what happens to them,® and
patients who watch Boston Med may feel they
know more, and have more control. In this is-
sue of JCE, the producers of Boston Med,
Terence Wrong and Erica Baumgart report, “We
have been approached many times by patients
who tell us that they found the courage to un-
dergo a particular procedure because they had
seen it performed on a patient in one of our
earlier series.”® An example of how important
feeling in control can be is that some patients
report they are relieved to receive test results
indicating they have Alzheimer’s disease—they
know what they are facing.”

Believing that one is helping others is an-
other way to feel more in control. The wife of a
patient who was filmed as he waited for an or-
gan donation on Boston Med reports that her
husband felt that if he could “just help one per-
son, it would be well worth it.”® Patients may
agree to be filmed as a way to feel more in con-
trol, and to feel they may be helping others.

For attention. A simple, much less praise-
worthy, and perhaps even derogatory reason is
that those who agree to be filmed want the at-
tention it brings. This may make sense in some
contexts. For example, people volunteer to par-
ticipate in stage shows that feature hypnosis,
and seem to be compelled to go on stage and
cluck like a chicken. While it cannot be shown
conclusively that one cannot use hypnosis to
compel another to do something against his or
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her will,® people who agree to participate in a
stage hypnosis show may later feel that they
were not in control of their actions while on
stage, and may use this to explain why they
acted as they did.?®

To be less alone. A third possibility is that
patients wish to feel, at some level, even un-
knowingly, less alone. Perhaps this possibility
is best understood by the German philosopher
Martin Heidegger, who focused, maybe more
than anyone, on how humans struggle to deny
their own death. For example, Heidegger wrote
that we tend, overwhelmingly, to tell ourselves
that “one of these days we’ll die too, but right
now this has nothing to do with us.”** Heidegger
said that we habitually and constantly seek to
try to distract ourselves from the awareness of
our impending death by becoming absorbed in
everyday trivia, and that by engaging in this al-
most ever-present denial, we are being untrue
to ourselves. Our being aware of our death, and,
indeed, the most incredible fact of our existing
at all, should, Heidegger proclaimed, instead
move us to feel indebted, and we might, as a
result, act in ways that are more true to who we
really are.

This makes sense; that as we are more aware
of our impending death, it may move us to act
in different, better ways, for at least ourselves,
if not for others. I think of a mother from my
own experience who was dying of cancer. She
chose to spend every minute she had left with
her grade-school-aged son. But I believe that
Heidegger was mostly wrong in his assertion
and belief that humans, in response to being
more aware of their own death, could, and, thus,
should do more. I think he based these beliefs
on logic, not on how we, as humans, actually
are. Death, and any serious illness, changes us.
We feel greater fear and, particularly relevant
to this discussion, much more alone. Hannah
Arendt, who studied with Heidegger, wrote,
“the experience of great bodily pain is . . . the
most private and least communicable of all”
experiences.'?

Patients who agree to be filmed in the hos-
pital may be more in touch with their need for
connection with others. These patients may

hope, unconsciously or not, to feel less alone,
or not as alone, and to be more connected with
others. This could be similar to how some of us
react when we are stressed—we may find our-
selves talking with people we don’t know well
while we share an elevator, for example.

Agreeing to be filmed with the intent of
helping others may even be a psychological or
emotional defense, something to shelter us from
the terrifying fear that we may die, evoked by
being in the hospital. What kind of altruism it
is, for the purposes of this discussion, doesn’t
matter. What does matter is the singular impor-
tance of feeling alone when in the hospital sick
or dying. This kind of pain is what careprovid-
ers can address with the approaches I will de-
scribe below, to help patients to be able to know,
and to hear, the truth—which is what the NEJM
piece reveals that patients need, so compel-
lingly.

Careproviders

Why careproviders agree to be filmed may
be as much or more of an enigma, particularly
because they may be filmed at their worst.
Thalia Margalit Krakower, Martha Montello,
Christine Mitchell, and Robert Truog report in
“The Ethics of Reality Medical Television,”*® in
this issue of JCE, that some careproviders in
Boston Med were filmed chuckling at a pati-
ent’s “offbeat behavior”; one careprovider is
filmed saying that she liked it much better when
her patient was unconscious; still another is
filmed saying, in regard to a man who was
stabbed by his wife, “All I'm sayin’, is you bet-
ter not mess with your woman.” Again: Why?
An analogous range of highly disparate, repre-
sentative possibilities might be considered.

To be altruistic. Careproviders who agree to
be filmed may want to benefit patients. They
may want to do this in spite of the risks to them-
selves, and thus this choice may be even more
courageous. They may want to benefit patients,
for instance, by giving them more realistic ex-
pectations, as opposed to unrealistically posi-
tive expectations. As a hospital administrator
put this, participating in a documentary is an
opportunity to “educate the public” about the
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hospital’s “shortcomings.”** The producers of
Boston Med report that the documentary series
shows “the good, the bad, and the ugly.”*®* We
have all heard careproviders state, sometimes
almost bitterly, that patients expect more from
them than they can give. I should quickly note
here that commonly careproviders blame them-
selves in these situations. Much too often, they
say, they fail to admit to patients when they
“don’t know.” Presumably, they do this to avoid
feeling shame, even though it may be harmful
to patients and self-destructive. Such feelings
of shame are wholly unwarranted. Still, if this
is true, careproviders who participate in film-
ing to be altruistic do much more than show
courage: they do it despite their fear of shame.

For attention. As discussed above regard-
ing patients who choose to be filmed, carepro-
viders could agree to be filmed for a less admi-
rable purpose — they could just want to be on
TV. Careproviders are not different than the rest
of the general population; it could be they are
seeking novelty.'® But such easy, smug assump-
tions are harmful. As an example, some patients
with an addiction repeatedly request additional
pain medication, and it may be easy to link the
requests with their addiction. But research in-
dicates that addictions can cause higher pain
thresholds, so the patients may actually need
higher levels of medication to achieve relief
from pain.’” Or sometimes patients “test posi-
tive” for alcohol, leading staff to wonder about
parties on the ward. But the test results may
have been produced by bacteria growing in the
small intestine.™

To be less alone. Wrong and Baumgart re-
port that “careproviders need black humor as a
coping mechanism.” Why would this be the
case? Why might they need—or if not need, at
least benefit from—using black humor?*® This
need or possible benefit may be a clue that care-
providers, like patients, want not to be so alone
in their pain. Even though careproviders, rela-
tive to their patients, suffer exponentially less,
they still feel pain themselves, as they see pa-
tients suffer. And some see this all the time. I
think of an instance from my own experience.
A baby was born with ichthyosis, a skin condi-
tion, often genetic, in which very dry human

skin resembles scales on the skin of a fish, hence
the name. The mother’s pain, relative to that of
the careproviders who were present, was expo-
nentially greater. But exposure to this kind of
pain, if repeated, takes its toll. For example, a
doctor reports how he felt a patient’s eyes fixed
on his face, longing to find hope and confidence
there, as the patient looked for a reason to feel
better. The doctor says that the patient might
have found what he was looking for in the
doctor’s face, but inside the doctor felt sad and
depressed, thinking about the sickness of this
patient.?’ It is not surprising that careproviders
are affected by the suffering they witness, and
that they often feel alone. As one doctor put it,
“physicians . .. who feel very isolated and alien-
ated have increased symptoms of melancholia,
guilt, shame, cognitive distortion, and
suicidality that lead to suicidal actions.”*!

This is echoed in the first episode of a new
television show, based on a novel written by a
doctor. In the first episode an adolescent un-
dergoing surgery suddenly dies. The surgeon is
devastated and knows he must tell the boy’s
mother immediately. Empathizing with her, he
decides he should first take the time to change
out of his surgical gown because it is stained
with blood. He tells the boy’s mother what has
happened. In her grief, she is able to empathize
with him, and says, “I know what happened
there must’ve been so hard for you.” Even
though this is fiction, it depicts how a family
member can understand the pain that carepro-
viders also experience.?

What careproviders and patients most need
at times like these is to feel less alone. This may
be why the patients in the NE/M study rated
their physicians highly on communication,
even though the patients didn’t understand that
the treatments they were receiving weren’t cura-
tive; perhaps the communication that these
patients were rating highly was the physicians’
ability to help them feel less alone. Maybe this
is the case; maybe not. But it could be that help-
ing patients to feel less alone when they are sick
or dying may be the most helpful thing that
careproviders can do. I will now describe some
approaches that any careprovider can use to
help patients feel less alone.
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PROVIDING ADDITIONAL
INFORMATION TO PATIENTS

Patients may idealize their careproviders
and be extraordinarily afraid of offending them.
An account depicting this comes to mind from
a story by Anton Chekhov, a doctor who prac-
ticed a century ago. In this story, a character
named Vanda leaves the hospital, without a
home and without “a farthing in her pocket.”
She remembers a dentist who was kind to her
and goes to him to ask him for a loan.
Vanda is seated for treatment in the dentist’s
“soft armchair.” When he comes in, he asks her,
“‘What can I do for you?’ ” Vanda doesn’t know
how to begin to ask for his help and is silent.
He repeats the question, “a bit irritably” this
time. Nonplussed, Vanda can only think to say,
“‘T've got toothache,’ ” as this was the case when
she saw him before, although it isn’t the case
now. “ ‘You must be brave,” ” the dentist says,
attempting to help prepare her for having her
tooth pulled. “And his tobacco-stained fingers,
smeared with blood, held up the tooth to her
eyes. ...”? This may seem outdated—but maybe
it’s not. Patients’ desire to please and not of-
fend may be implicit in the findings of the NEJM
study.

This is exemplified in a recent article pub-
lished in the Washington Post, in which an on-
cologist relates his reactions and feelings as he
watched his mother die in the hospital. She had
had chemotherapy for breast cancer, and was
emergently admitted to the hospital with neu-
tropenic sepsis—a serious systemic infection
complicated by chemo. The son flew 500 miles
to be with her after she was admitted. At the
hospital, he found that “few if any of the essen-
tial and obvious interventions needed to save
her life” had been done. He found the staff
irresponsive to his concerns and insisted that
his mother be moved to the intensive care unit,
to push the staff to begin the hospital’s sepsis
protocol, but as hours pass and the sepsis pro-
tocol is not begun, he says that he “felt lost and
powerless. . . . What would happen if I made
additional demands? Would the ICU nurse start
avoiding my mother’s room? If I criticized my
mother’s oncologist, what would happen to

their relationship? I knew there could be a
downside to being too demanding in a hospi-
tal. I was losing my own confidence as a doc-
tor, becoming instead the helpless son.” He then
attempted to have his mother transferred to an-
other hospital. In response, the sepsis protocol
was finally begun, 23 hours after admission. But
the delay proved too much, and his mother died
in a few days.*

To return to our consideration of Boston
Med—it is possible that the patients’ and fam-
ily members’ fear of offending careproviders
played arole in their agreeing to be filmed. They
may have felt fearful like Vanda and the physi-
cian whose mother died of sepsis. If such a ten-
dency to want to please careproviders or au-
thority is what influenced some patients and
careproviders to agree to be filmed, this would
be most problematic ethically. This might sug-
gest that those who later said they were glad
they chose to participate in the filming didn’t
know their “real” underlying reason, like those
who participated in stage hypnosis and later
try to rationalize their actions. Even if only a
small percentage of those who agreed to be
filmed responded from a desire to please, this
might warrant barring the practice.*

Depending on the context, we may all feel
at some time as fearful and alone as Vanda and
the doctor whose mother was dying. This is all
the more reason for us do what we can to help
patients feel less alone, even when all we can
offer patients is ourselves, because it may, to
some extent, enable them to feel—and actually
be—less alone.

There are some practical steps that carepro-
viders can take. Sherwin Nuland, himself a sur-
geon, wrote, “The ideal doctor needs ‘skills of
the heart’ to be able to create ‘the aura’ that a
patient and careprovider are ‘both enmeshed
in a journey that they’re taking together.” 7%
Even subliminal cues from a careprovider, out-
side a patient’s conscious awareness, can reduce
feelings of being alone, and help a patient re-
cover in a way “something akin to the placebo
effect.”” One strategy is to provide additional
information to patients.

Here are some examples of how this might
work. (1) When patients feel suicidal, conven-
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tionally, understandably, careproviders ask
these patients whether they have made plans
to carry out their suicidal feelings, and, if they
have, whether they have taken any initial steps
toward carrying them out. Careproviders may
know, though, that insurance companies may,
at some later time, ask to see patients’ medical
records, and may look to see if suicide is men-
tioned. If it is, some insurance companies may
see this as an increased risk and raise rates. As
this is the case, careproviders may inform pa-
tients of that possibility, and ask patients if they
want to discuss how to handle this issue, be-
fore they begin the discussion of suicide.

(2) Some patients may be dangerous, and
conventionally, again most understandably,
careproviders ask such patients if they own a
firearm. Careproviders might say, “Before you
answer, you should know that if you say you
do own a firearm, I shall have to take action to
ensure that you give it up.”

(3) When patients come in “complaining”
that recently their memory is much worse, it is
conventional for careproviders to test their
memory. This makes great sense and is in line
with the standard of care: diagnose first, then
treat. Still, a careprovider may say, prior to do-
ing any testing, “Before I test you—if I do test
you—you should know that we all age. We all
experience some memory loss. Thus, what you
are experiencing may be normal. Yet, at the
same time, it may be the first sign of something
serious, but, depending on what it is, we may
not have much we can do now to treat it. You
may, then, want me to not test your memory at
all right now. We could discuss the pros and
cons of testing, now or later—or not discuss
this—if you want.” Patients who test at all posi-
tively may feel sudden dread that can instantly
darken their life. But if there are memory defi-
cits present, they may not progress to demen-
tia, and, even if they do, there is now little treat-
ment for it—current treatments may only slow
the disease a short time, at most.

But when careproviders say the things I
describe, it gives patients a choice. Such greater
sharing between careproviders and patients is
what Thaddeus Mason Pope and Melinda
Hexum’s “Legal Decision Making and Patient

Decision Aids,” in this issue of JCE, is all about.?
They state, for example, that using patient de-
cision-support tools may improve individuals’
understanding of medical treatment options.
They make the point that, in Washington State,
careproviders who share more information us-
ing patient decision aids have greater legal pro-
tection than they usually would if they errone-
ously disclosed something that was incorrect.
Perhaps careproviders who share additional
information with patients should have greater
legal protection also. Ethically, in any case, care-
providers who share additional information
may not only increase the degree to which pa-
tients can share in making decisions; they may,
more importantly, decrease patients’ feelings of
being alone and isolated by their illness. This
is because the only other persons who are likely
to “risk” sharing additional information with
patients, knowing that this might harm the pa-
tients, are people the patients love, like mem-
bers of their own family. Even if patients go on
to disregard the additional information that their
careproviders offer, the patients may feel less
alone, because their careproviders treated them
as equals.

APPLICATIONS OF THIS APPROACH TO
ETHICS CONSULTATION

Edward J. Bergman in his article, “Sur-
mounting Elusive Barriers: The Case for Bio-
ethics Mediation,” in this issue of JCE, discusses
several strengths of mediation in bioethics con-
sultation.?® As an example of the difficulties tra-
ditional bioethics consultants face, Bergman
quotes Richard Zaner, who wrote in 2004 that
whenever he mentioned that he was “in eth-
ics,” others inferred someone might be doing
something morally wrong, or that Zaner might
be some kind of “moral police.” Zaner wrote
that this was “a little frustrating” and put “such
a damper on conversation.” Bergman argues that
the “inclusive, respectful, and non-judgmental
nature” of mediation does not impede conver-
sation, but instead facilitates the exchange of
information and the clarification of “otherwise
opaque information.” Bergman concludes that
the predominant “skill set” needed by bioeth-
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ics consultants is not so much ethical brilliance,
but instead qualities that include “empathy,
communication, insight, creativity, [and] trust-
worthiness.”

Nancy Neveloff Dubler, commenting on
Bergman, agrees that the issue is whether it
would be better to replace professionals who
are trained in bioethics with professionals who
have more training in mediation, and less train-
ing in bioethics.*® In response, Dubler notes that
bioethics mediators must have a specialized
knowledge and training beyond what a media-
tor would usually have. Bioethics mediators,
she says, can recognize and address the “de-
spair of providers facing family members, and
occasionally patients, who seem not to care
about the medical diagnosis and prognosis” nor
care about “reasoned decision making.” Bioeth-
ics mediators can also recognize and address
the hopelessness that patients and family mem-
bers often feel as they are run over by “the jug-
gernaut of care,” that their views and wishes
not be “heard” or “heeded.” Dubler gives sev-
eral case examples that illustrate what bioeth-
ics mediators do best: meet the needs and in-
terests of all parties. For example, she states that
a decisionally capable patient’s refusal of care
“is not the end of the discussion: it is the be-
ginning of the inquiry.” She says that if the
mediator doesn’t help resolve such questions,
when the situation becomes emergent, organi-
zational “forces” other than the patient and fam-
ily will “make the decision.”

As I read Bergman and Dubler, I was re-
minded of a quote from A.J. Ayer: “Another man
may disagree with me about the wrongness of
stealing,” but “he cannot, strictly speaking, con-
tradict me,” because “I am merely expressing
certain moral sentiments.”?!

Practically, a presupposition such as Ayer’s
regarding ethical analysis could avoid the
dampening of discussion that Zaner lamented.
Such an approach could assist careproviders
who want to help patients feel less alone. Dubler
exemplifies this approach when she suggests
that we should always begin conversations with
family members by asking, “Tell me about [the
patient].”

CONCLUSION

Ronald Diamond, a psychiatrist, wrote, in
regard to helping patients with making deci-
sions, “Our job is not to convince patients to
take medications, but to structure the flow of
information to help them to make good deci-
sions. . . . People aren’t going to take anything
if they feel hopeless. We have to engender hope
and keep it alive until patients feel they can get
better.”?? All of us, like the patients, family, and
careproviders who agreed to be filmed for Bos-
ton Med, when we are ill and/or confronted with
dying, may be prone to feeling desperately
alone. Careproviders who confront such issues,
in any and all contexts, can choose to first help
patients feel less alone. Once this is done, we
can, as Dubler suggests, do any bare-knuckled
ethical analysis later—if and when that becomes
necessary.
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