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At the Bedside

How to Retain the Trust of Patients and

Families Even When We Will Not
Provide the Treatment They Want

Edmund G. Howe

ABSTRACT

How might clinicians best try to retain the trust of patients
and family members after clinicians oppose giving a treatment? If
clinicians can maintain the trust of patients and families in these
situations, this may soften what may be the greatest possible loss—
the death of a loved one.

| discuss what clinicians seeking to retain trust should not
do—namely impose their values and reason wrongly—and intro-
duce strategies that clinicians may use to reduce both. | present
five principles that clinicians can follow to try to retain trust, with
examples that illustrate each. | suggest specific interventions that
clinicians can make, especially when they anticipate that a patient
and/or family may, in time, want a treatment that is futile.

In this issue of The Journal of Clinical Ethics
(JCE), Steven Perry and Arvind Venkat report a case
in which clinicians believed that they should stop a
young woman'’s life-sustaining treatment because
she had a rapidly degenerative autoimmune neuro-
logic condition, and so a grim neurologic progno-
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sis.! Her father, who had been estranged from his
family for many years and who had been located by
social workers, did not agree with the medical team.
Consequently, the patient received continued life-
sustaining treatment and was transferred to a long-
term care facility. This raises the following question:
How might clinicians best try to retain the trust of
patients and families after clinicians oppose giving
a treatment? This question arises in many contexts,
but is paradigmatic of cases in which clinicians
won’t provide treatment they consider to be futile.

How to retain trust is a question of utmost im-
portance, especially in this context. If clinicians can
maintain trust in these circumstances, it may soften
what may be the greatest possible loss—the death
of a loved one. Trust may prevent further hurt for
families who expected the medical team to save their
loved one, but instead seemed to make choices that
caused the patient’s death. In extreme cases, family
members have expressed the turmoil they feel by
forming a barricade around the patient’s bed, to pro-
tect the patient.? Such struggles may leave family
members passive and embittered, with tragic after
effects. For example, family members who become
sick may not seek care or seek care soon enough.
Could this tragic loss of patients’ and families’ trust
for clinicians possibly be avoided?

In this issue of JCE, Autumn Fiester responds to
Perry and Venkat’s letter, and she suggests that some
shared resolution may be possible.? Fiester says that
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she is “partisan about process, but not about the out-
come in any but the most obvious ethical conflicts.”
She adds, “if the daughter [in this case] were ca-
pable of hearing [her father’s] reasons, she might
have considered them appropriate,” and that this
may be “why the mother ‘acquiesced’ to the long-
term placement rather than withdrawal of therapy.”

But what happens when a shared resolution is
not possible? How can clinicians best try to retain
the trust of patients and family members? I shall ad-
dress these questions here.

WHAT NOT TO DO

Clinicians can lose the trust of patients and fam-
ily members by imposing their own moral views un-
necessarily or by using flawed ethical reasoning.

Don’t Impose Moral Views Unnecessarily

Clinicians have exceptional medical knowledge.
They may assume that because they have this ex-
ceptional knowledge, they also must have excep-
tional knowledge regarding ethics. As Robert Veatch
said decades ago, clinicians may have this excep-
tional expertise, but, if they do, they must demon-
strate it. It cannot be assumed.* Exceptional exper-
tise in ethics would include knowledge of approach-
es that those trained in ethics would deem optional
(although these may be open to debate and, in prac-
tice, are usually only self-assessed).

Clinicians routinely assess the limits of their
medical knowledge. For clinicians, there may be no
single capacity more important than recognizing the
point at which they lack medical knowledge.
Edmund Pellegrino, a much renowned and respected
physician and ethicist who recently died, believed
this capacity was so important that when he inter-
viewed students applying to medical school, he
would ask them increasingly harder and harder ques-
tions until they were stumped. Most students would
admit it when they didn’t know. If a student didn’t
admit this, however, it was much less likely that
Pellegrino would recommend that the student be
admitted.” We all can (and do) overestimate what
we know, and may deny our inability to know when
we don’t know, much less acknowledge what we
don’t know, and when. Pellegrino’s “test” therefore
taps a predilection we all have. Even so, it may dis-
tinguish those who have the integrity and strength
to admit a lack of knowledge from those who don’t.

Even when clinicians have ethical expertise and
know where it ends, they mustn’t introduce their
expertise unwisely. This is primarily for two rea-

sons. First, patients and families may not want this.
Even when clinicians’ ethical views are sound, shar-
ing an ethical view may make it emotionally harder
for patients and families to make a different choice.
Second, patients and families may bristle, reflex-
ively, should clinicians seem to imply what they
should do. We all may react in this manner, even
when the other person is right.

Here is an example of how clinicians possibly
could go too far in trying to further an optimal ethi-
cal outcome by introducing their own moral values.
An elderly woman lived at home, even though she
was more or less bedridden. There were many things
she couldn’t do for herself, but she could call for
emergency assistance if needed. Her adult son lived
with her and went to work each day to support them.
He joined her as much as he could, but was not home
24 hours a day. A visiting nurse told her supervis-
ing physician about their circumstances. This doc-
tor and his colleagues thought it medically obliga-
tory that the woman enter a nursing home so that
she could have attendants nearby at all times. Their
medical model indicated that care should be avail-
able 24 hours a day. The problem was that she lived
for being with her son, and if she went to a nursing
home she would live far away from him. Fortunately,
in time, the medical team recognized this, and they
accepted her living as she was. They did not im-
pose what they had believed their “medical model”
required, and the woman continued to thrive.®

Don’t Engage in Flawed Moral Reasoning

Clinicians, as anyone, may adopt flawed moral
views. These views may stem from emotional bias.
Without knowing this, they may rationalize their
flawed views to justify them after the fact. They may
impose a flawed view not because it is right, but
because they have the power to do so, and they may
not be able to see the difference. James Adam Was-
serman, Shannon Lindsay Stevenson, Cassandra
Claxton, and Ernest F. Krug, III, in this issue of JCE,
suggest that this may be the case, and it may occur
more often than previously believed.” In “Moral Rea-
soning among HEC Members; An Empirical Evalua-
tion of the Relationship of Theory and Practice in
Clinical Ethics Consultation,” they report that, in
their study, ethics committee members frequently
appeared to have made immediate moral judgments
and rationalized their judgments afterwards.

Their conclusion, if valid, is disturbing. It might
indicate that we may “cherry pick” our ethical views
and then rationalize them, falsely, more than we
think we do. Here is an example from my own ex-
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perience. An elderly Greek man who had been a
bricklayer was hospitalized with kidney failure,
other serious and progressing heart and lung prob-
lems, and dementia. He couldn’t express what he
wanted, but it was clear that he still very much en-
joyed being with his family. Likewise, his children
and grandchildren cherished being with him, and
arranged for a family member to be with him during
his every waking hour. They wanted him to have
kidney dialysis, but the medical team refused, as
they believed he would live no more than a week or
two at most. Thus, instituting dialysis would pro-
long the patient’s death, not his life, and would be
futile.

Other interventions may also be seen as futile
because they are perceived as prolonging the death
of a patient. At the same time, treating a patient will
sustain life, and, as was the case for this patient,
give him the opportunity to continue to interact and
find joy in his family members, and they in him.
Therefore, when clinicians assess these situations,
they should keep both of these ideas in mind, and
seek an optimal synthesis.

In this case, without dialysis, the patient died
shortly afterward, as all expected. The team’s deci-
sion may have been the best one, but this may illus-
trate the possibly limited logic the team may have
used. That is, it might have placed more moral
weight on what dialysis would not have accom-
plished for the patient, rather than on what it would
have accomplished, because the former seemed to
be more in line with their medical model.

When the team told the patient’s family that the
patient would not receive dialysis, the team offered
the option of transferring the patient to another fa-
cility, if one could be found that would provide di-
alysis. The family chose not to look for another fa-
cility. The team reasoned, in light of this, that the
family most likely did not really want dialysis. Per-
haps, the team thought, the family was afraid to say
they didn’t really want dialysis, or even to admit
this to themselves. Perhaps, the team reasoned, the
family felt too guilty to know they felt this way, much
less to say that dialysis need not be started.

This possibility is plausible. Some family mem-
bers have reported they felt “too guilty” to request
interventions for a loved one, such as sedatives and
analgesics when the loved one is withdrawn from a
respirator.® In these instances, family members may
say they feared that the medications would make
the difference between a patient’s continuing, or not
continuing, to breathe. Family members may have
feared that if they requested the medications, it might
have caused the patient to die.

Still, for this family, that was only one of sev-
eral possibilities. Maybe they simply felt helpless
and gave up. If the medical team had considered
other explanations for the family’s not pursuing a
transfer—for example, giving up—the team might
have responded differently. For example, they might
have asked the family, “Do you want to pursue a
transfer? Because if you do, would you like some
help making phone calls?” Doing this could have
had additional, important positive effects. For ex-
ample, it may have increased the likelihood that such
a place would have been found, and, more to the
point, might increase the family’s trust in the medi-
cal team.

AN APPROACH THAT MAY
REDUCE MORAL ERROR

Joshua Greene, in his book Moral Tribes, pre-
sents an approach that may help clinicians reduce
moral error.® Its subtitle, Emotion, Reason, and the
Gap Between Us and Them, captures and conveys
his focus. Greene addresses the gap between our
emotions and our reasoning, and suggests when we
may be wise to give more moral weight to one ver-
sus the other. For example, he asks when we should
particularly listen to what we feel, and when we
should not. His beliefs may or may not ultimately
be valid, but it would seem they may provide a
means by which we can check our conclusions, and,
having done so, come out better. I will describe his
main points here.

Use Emotion More When Acting as an Individual

Greene asserts that when we are acting toward
others as individuals, our minds tend to work dif-
ferently from when we are acting as members of a
group—as members of our “tribe” (thus the title
Moral Tribes). When we act as individuals, he be-
lieves, we are more prone to act to fulfill our own
self-interests, even when that may cause harm to
others. When we are doing this, an emotion within
us may suddenly burst forth and shout, No—don’t
do this! Greene says this is an especially fast and
strong “emotional alarm bell” that has come about
through evolution, to enable us to better avoid harm-
ing others. Without this emotional alarm system, he
writes, we’d be “moral monsters.” He calls these situ-
ations “Me versus Them.”

Greene contends that there was an evolutionary
benefit to this system because we needed others to
survive. To survive we had to be socially connected.
This alarm system alerts us to the possibility we may
be doing something morally wrong. It moves us to
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be more empathic toward others and be less auto-
matic in putting our own needs first. Greene asserts,
consistent with the findings of Wasserman and col-
leagues, that when we are acting for ourselves, we
are vulnerable to rationalizing falsely, in ways that
most serve our own interests. If our emotional alarm
goes off, it may be our only inkling that we are do-
ing something that, once examined, may be ethically
wrong. (Greene’s belief that this alarm exists as an
evolutionary adaptation is speculative, as are other
moral behaviors explained in this way. This “alarm”
could be no more than a reflective pause that is made
possible after the push for immediacy.)

Such an “alarm” went off for me recently. I'm
glad it did. A patient told me over the phone he had
just entered a lottery, saying, “I think I might win.”
Ireplied, dryly, “Possibly.” Clearly disappointed, he
said, “You’re supposed to help me feel better. Now,
you’ve just made me feel worse.” Then he said, “Let’s
talk about medications.” Thinking about it later, I
felt anxious, and I considered whether this was an
alarm bell telling me that I'd done the patient harm.
I called him back and said, “I'm sorry. I know that
winning the lottery would be very important to you.”
In reply, he said, “I know you only meant to help.”

Use Reason More When Acting as a Group Member
When we are acting as a member of a group, we
are more likely to act based on our feelings rather
than on reasoning. Greene says this also is an evolu-
tionary response, to protect members of our tribe.
When an event seems to threaten our group, Greene
asserts, our feelings direct us primarily to the needs
of the group, and may not reflect other values that
moral reasoning might suggest. (Another explana-
tion might be that we automatically favor the best
interests of our own group when threatened.)

An example of such a value is distributive jus-
tice, which might benefit strangers or those worst-
off, but not necessarily those in our group. An emo-
tional response to protect members of the group may
have been present among the clinicians in the case
involving the patient and her estranged father. The
patient’s father had been estranged from his family
and was a stranger to the medical team. When we
have feelings that are protective of our group, Greene
says, we should consider placing less moral weight
on the possible validity of our emotions and place
more moral weight on our reasoning. Fiester’s re-
sponse to Perry and Venkat, which I considered
above, may be an example of the kind of corrective
moral reasoning that Greene urges. Fiester writes,
“I don’t know the father or what his reasons were,
but if he were morally opposed to withdrawal, that

would in no way be an illegitimate moral concern,
even if he was delinquent in his relationship with
his daughter while she was still healthy.”°

This type of response may be helpful when we
want to discount the view of a family member be-
cause he or she hasn’t visited the patient often. We
may feel the family member is a “stranger,” but per-
haps that fact shouldn’t, as Fiester says, invalidate
his or her views. Fiester adds, “If [the father’s] resis-
tance to withdrawal wasn’t the morality of with-
drawal per se, but instead related to the state of his
relationship with his daughter, that may constitute
a different, but also possibly justified, ground for
refusing withdrawal.”" In this way, Fiester suggests
that the relationships between patients and others,
in and of themselves, may warrant moral weight.
Placing greater moral weight on the importance of a
relationship to the parties involved may change how
we balance various factors when we make ethical
decisions, and, possibly, how they come out.

When our predominant feelings are to protect
members of our group, our feelings may be telling
us, “unthinkingly,” that we should oppose a per-
ceived enemy. When this is the case, we may sub-
scribe to that feeling too quickly—and so be more
likely to be morally wrong. Greene calls these situa-
tions “Us versus Them.” Here, he says, we should
not act so much on the basis of our emotions, and
we should check out our conclusions to a greater
extent. We should use “slower” moral reasoning.
“Let’s agree, then,” he writes, “that when we . . .
disagree, we’ll stop and think.”*?

Applying Moral Tribes to Other Situations

To illustrate how clinicians might apply Greene’s
approach, I will apply it to two different ethical ques-
tions raised by articles in this issue of JCE. One ar-
ticle asks when clinicians should save men’s sperm;
other articles consider when (if ever) clinicians
should agree to “repair” a woman’s hymen, when
this is requested for cultural reasons. In “ ‘Let Me
Keep My Dead Husband’s Sperm’: A Systematic
Review on Ethical Issues in Posthumous Reproduc-
tion and the Introduction of an Ethical Decision-
Making Tool,” Nikoletta Panagiotopoulou and
Stamatios Karavolos ask when a clinician should
save a patient’s sperm, and provide several ques-
tions that clinicians may ask to assist in making this
decision.”® How might Greene’s framework help
here? In this instance, we might see ourselves as pri-
marily responding in the interest of our own group.
For example, we might see ourselves as having to
adhere to our medical, professional standards, or,
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alternatively, to the interests of our greater society.
In regard to this latter interest, we may see ourselves
as having a duty to limit medical spending. We may
see society as having given us this duty, not by law,
but by default. Or we might have strong feelings for
the person who is requesting the sperm, for instance,
a woman whose husband died unexpectedly and
suddenly, and who is bereft.

Using Greene’s view, our “emotional alarm,” that
reflects empathy for the woman, might go off. We
might feel for her, and, if we do, Greene would sug-
gest that we should listen to it. To save the recently
deceased husband’s sperm might have a negligible
societal effect, in this instance. Doing so might set a
precedent, but these same circumstances may oc-
cur only rarely. Saving the husband’s sperm might
mean more to this woman than anything else, ever,
for the rest of her life. This possibility reflects one
example of how people may derive profound mean-
ing from very different things—in this instance, this
woman may find profound meaning in the memory
of her husband. The wish to be remembered is a tra-
ditional source of meaning: historically, people have
willingly died in battle to be remembered, as was
related, for example, in the Iliad. Considering this,
we might return to the estranged father, and even
the patient’s mother, who wanted to keep their
daughter alive. Some of us may prioritize having just
a few more days, hours, or even minutes with a loved
one as sublime and uniquely precious. When we
attempt to apply “corrective” moral reasoning, we
should consider situations like this.

Wasserman and colleagues raise the importance
of justice in moral reasoning. Adding the value of
justice to Greene’s emphasis on the importance of
listening may lead us in an unanticipated direction.
We might conclude that saving sperm is, in some
instances, so exceptionally important that, if we can’t
assist everyone who requests it, we might design a
fair system to assist those who do. Perhaps we might
need to set up a system like the one we now have
for kidney transplant. Or we might randomize sperm
saving so that it is fairly available to all.

How might Greene’s views be applied in the sec-
ond situation, of a woman who, for cultural reasons,
requests surgical repair of her hymen? (Greene’s
views may be worth considering not because he is
necessarily right, but because his pragmatic rubric
may be helpful in this context.) It would seem highly
likely that we might respond based on loyalty to our
own group. In the United States, we highly value
gender equality, and we might be initially inclined
to refuse to help, based on considerations of “Us
versus Them.” Our gut feeling might be to strongly

oppose such surgery, but Greene would advise that
we not listen so much to that feeling, but instead to
value our reasoning to a greater extent. This kind of
response might place less moral weight on any self-
righteous anger evoked in response to the gender
inequality and injustice that appears to be expressed
in this woman’s culture. If we are able to respond
more with reasoning than with emotion, we may be
able to place greater moral weight on the plight of
the woman and on what is most important to her.
As we did in the case of the woman who asked to
preserve her deceased husband’s sperm, we could
ask whether considering the needs of the woman
who asked to have her hymen reconstructed could
significantly affect other, “larger” factors, such as
cultural views in her home country—and the extent
to which this may or may not matter.

As I mentioned above, there are strong histori-
cal and cultural drives to be remembered, and to
remember, that may factor into a woman’s request
to save her partner’s sperm. A consideration of a re-
quest for hymen restoration likewise calls forth his-
torical precedents; for example, banishment as pun-
ishment for doing wrong. Such a request can remind
us of the importance of ongoing, meaningful rela-
tionships with loved ones—prospective marital part-
ners and family members.

We could envision requests for these procedures
as existing along a spectrum, which may help us, to
a greater extent, determine what moral features are
essential as we attempt to reason through where to
“drawn the line.” For example, requests to save
sperm could be considered in relation to women’s
requests to freeze their eggs because they have can-
cer and want the chance to conceive a healthy child
later, after treatment. Hymen repair could be con-
sidered along a spectrum that includes cosmetic sur-
gery for both women and men.

One consideration already raised is the unique
meaning some find in even the shortest extra time
with a loved one before death. In this instance I think
of a woman I met who held her newborn son for just
10 minutes before he died in her arms. Still, now
years later, she continues to see these as the most
meaningful moments of her life. Should we add to
this type of special meaning, and place in the same
category, a woman'’s request to save sperm—or, in
the appropriate culture, having an “intact hymen”
at one’s wedding, to preserve familial ties? Or should
a line be drawn between these, somewhere?

Finally, our reasoning should alert us to related
examples in our own culture. One example is our
culture’s interest in losing weight—not in avoiding
obesity—but in being “sufficiently thin.” Another
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contemporary concern, particularly among women,
may be having “thigh gap.”*® Some view this inter-
est in being thin as a less-than-healthy “obsession,”
particularly because, for some, such a pre-occupa-
tion with dieting, which they can’t stop, is no less
than life-deadening. Our own cultural bias must be
subjected to the same scrutiny as we reason and as-
sess patients’ requests involving cultural beliefs with
which we disagree, as this may affect and change
what we conclude.

FIVE KEYS TO GAIN AND RETAIN TRUST

As noted above, a patient’s trust in a clinician
may soften what may be the greatest possible loss—
the death of a loved one. I propose five general prin-
ciples that may be most helpful when we wish to
gain and retain the trust of patients and their fami-
lies. These may be especially important for clini-
cians who want to retain trust, who anticipate that
they may later feel they must refuse, or at least op-
pose, giving a patient a treatment that the patient or
family want.

The moral foundation of such efforts is an atti-
tude of humility. To best establish conditions that
maximize the possibility that clinicians will be able
to authentically engage patients and family mem-
bers, clinicians should view patients and family
members as equal, vulnerable people.

1. Reduce Fear

Our neural responses have been “wired” through
evolution to protect us from harm and death. One of
these responses is to fight, flee, or freeze when we
experience fear. The implication of this for clinicians
doing ethics is far-reaching. If we evoke fear in pa-
tients or families, they may become unable to focus
on anything else. For example, fear may impair their
capacity to hear and understand. Given this, not
evoking fear should be our first, top priority. How
might we not do this? A master here was the psy-
chiatrist Milton Erickson. He sought to help patients,
and he frequently did when no one else could. He
often used indirect hypnosis or suggestion. This was
necessary to insure that patients felt sufficiently safe
to be able to hear his suggestions that they could get
better and what they could do better.?®

Erickson’s primary general rule was to “go with”
his patients’ resistances. In practice, this meant he
would be accepting of whatever they felt. He would
move forward with patients, but only to the degree
that they could and would accept it. The relevance
of this to clinicians doing ethics, especially when

they might stop providing futile care, is this: rather
than trying to persuade patients and families about
what they should do, at least initially, clinicians
should try to proceed as Erickson did. This may
mean taking unusual measures. For example, to help
a patient feel safe, a clinician could, at first meeting
the patient, ask the patient whether it would be ac-
ceptable to proceed as the clinician usually would.
That is, the clinician could ask, “Would you like to
begin by my sharing with you what I think is most
important, or would you prefer for us to discuss your
concerns first?” The clinician might then affirm the
validity of what the patient wants, and how the pa-
tient wants the clinician to respond.

Here is a specific example. At this point in the
discussion, a patient and family may say that they
want CPR (cardiopulmonary resuscitation) because
they feel that every last moment of life is precious.
This view may be uncommon, but if they feel this
way and are willing to share it, a clinician can indi-
cate that she or he can “see” their point of view. (A
clinician may see this statement as an expression
that the patient and family have not adequately pro-
cessed their grief, or that they misunderstand the
costs and benefits of CPR. This perception may be
unwarranted—perhaps that is what the patient and
family really want most.)

After the patient and family state their wishes,
the clinician may say that, notwithstanding the pa-
tient’s and family’s stated preference, the clinician
may have contradictory obligations that should be
discussed, namely that, at some point, the medical
team may have to deny a treatment that the team
deems futile. The clinician can ask the patient and
family whether they want to know the reasons for
this requirement. If they do, the clinician can say
that part of the reason would be that the treatment
would not benefit the patient. The clinician could
then ask the patient and family whether or not they
agree. They may not. For example, a patient and fam-
ily may believe providing CPR, no matter what, will
be best because it will comfort family members and
make the patient’s death less painful for the family.
The clinician could discuss this perception with
them. If they continue in their original preference,
the clinician could then assure them that she or he
will voice their preference fully for them, if and
when decisions about futility are being made.

In discussions around CPR, it can be very pro-
ductive to ask patients and families a question that
is not often asked: How do you imagine you would
feel if the patient survives CPR, but still has little
chance of continued survival? The clinician could
share that some patients have felt dread. For ex-



Articles from The Journal of Clinical Ethics are copyrighted, and may not be reproduced, sold, or exploited
for any commercial purpose without the express written consent of The Journal of Clinical Ethics.

Volume 26, Number 2

The Journal of Clinical Ethics 95

ample, some patients then ask, bitterly, why they
were kept alive.

Irecall a patient who begged a loved one to end
his life for him. The patient had metastatic cancer
and said, “it’s unbearable, just waiting to die.” (A
similar situation may have moved Samuel H. LiPuma
and Joseph P. DeMarco to write “Expanding the Use
of Continuous Sedation Until Death: Moving Beyond
Last Resort Protocols for the Terminally I11,” in this
issue of JCE."”) After this patient died, his loved one
confided to me, weeping, that he felt terrible because
he wasn’t able to help the patient die. I said, “That
you weren’t able to help may have meant more to
him. It may have conveyed how deeply you really
cared for him, because you couldn’t take his life.”

I don’t know whether I was right about this, but
these are the kinds of accounts, of the dread and
suffering that may follow CPR, that a clinician may
be able to share after using Erickson’s approaches to
support patients and family members. This kind of
sharing may be less possible if a clinician starts with
telling the patient and family that they should agree
to a DNR (do-not-resuscitate) order. As Erickson
found, patients and families may have less fear when
they have nothing to resist. Having less fear, they
may feel more willing to discuss realities that are in
conflict with their original preferences. Then they
may be more able to make a different choice.

2. Give Over as Much Control as Possible
to Patients and Family Members

Many patients and family members feel better if
they have more control. Their response to having
more control may be disproportionately great, and
this may be further increased when a patient or loved
one might be dying, or is actively dying. There are
many examples, ranging from patients with demen-
tia feeling great relief from knowing they can pull
up their pajamas because they have an elastic waist-
band, to the relief felt by knowing that if the pain
gets too bad there is a way to obtain pain relief.

An example illustrating this disproportionality
in the context of impending death is the following.
A premature baby was in an incubator. His mother
knew he might die. The baby had on a knitted cap
that a hospital volunteer had made. In the incubator
the cap fell off. The mother felt exceptionally, dis-
proportionately distressed. Perhaps she was displac-
ing all her profound fear of her child dying onto this.
She struggled over whether to ask the neonatolo-
gist—busy with other things—to replace the cap.
Although she was exceptionally timid in this respect,
she did ask, and felt extraordinary, instant relief.

The lesson seems clear. Clinicians should seek
ways to give patients and families more control,
whenever they can. An easy-to-follow way to do this
is to ask, before doing anything to which they can
imagine anyone might object.

3. Imagine What May Be Ambiguous
or Misinterpreted

Some patients and families scrupulously ana-
lyze clinicians’ every word and nonverbal behav-
ior. They ask themselves not only what clinicians
are saying, but why they are saying whatever they
say. Thus, clinicians should always explain why.
And they can do still better. When they say some-
thing ambiguous, patients and families may misin-
terpret it and feel fear. Like the mother of the neo-
nate with the cap, patients and families may feel
too afraid to ask whether their misinterpretation is
correct. Clinicians may help by imagining any pos-
sible ambiguity before speaking, clarifying before-
hand what they mean and what they don’t. It may
be impossible to anticipate others’ misinterpreta-
tions, but in some cases it is quite possible, as in the
following case.

A patient had to remain in a hospital to stay
alive; she needed a daily treatment that required she
be there, and had been for months. Her family was
like the family of the patient described above who
had dementia and needed dialysis to live even just
a few days longer. Her family visited her every day,
around the clock. A clinician who had recently be-
come more aware of the importance of ethical prin-
ciples such as autonomy, from a course he had taken,
feared that the patient might not know that she could
refuse further treatments and die. “She might want
to free up her family so that they can go on with
their lives,” he told me. He told the patient this. She
then chose to refuse treatment and died the next day.
When the clinician said this to her, what did she
hear? Did she hear that she should die, or that she
could make this choice? I wonder.

The clinician’s statement may have been am-
biguous. It might have been helpful for her clini-
cian to share ahead of time what he meant and what
he didn’t. For instance, he could have said, “It’s clear
how much your family loves you and how precious
it is to them to be with you. They care for you so
much, I'm sure what they want for you is whatever
you want. If you want to continue treatments at the
hospital, I can’t imagine there would be anything
they would want more than this.”

When a clinician tells a patient and family that
they might later want a treatment that the clinician
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sees as futile, it may be ambiguous. The patient and
family may infer from this, for example, that the cli-
nician is saying this because the patient is immi-
nently dying, or because the clinician wants the
patient and family to accept stopping a treatment
that the clinician wants to stop. Clinicians can re-
duce this risk by anticipating such ambiguity and
by clarifying, in advance. On the other hand, clini-
cians are not clairvoyant. But the dangers of misin-
terpretation are great, as these examples show. Fur-
ther, patients and family members may feel deeply
hurt when they misinterpret a statement, and may
become even more unwilling to ask whether what
they have inferred is correct. If a clinician says in
advance what they don’t mean to say, it may convey
to patients and families what the clinician wishes
to avoid saying, and also that the clinician wants to
hear about other possible misunderstandings of what
they are saying.

4. Discuss Questions that May Be Stressful

Patients who are dying may not want to discuss
their dying. They may want to discuss instead what
they always have enjoyed, such as sports or art. As
Kessler notes, “Sometimes it’s best to say: ‘Hey, did
you know that the Lakers won five in a row?’ ”8 In
fact, one patient said that this is the worst part of
dying: some people treat you as if you are only who
you were in the past. Patients may want to continue
to enjoy ordinary interactions, and continue the flow
of living as long as they can. But some patients may
want and need to discuss what, to them, are very
difficult questions regarding their dying. Clinicians
may too often conclude that they should give pa-
tients and families only the information they need,
but to be silent if they ask for a personal opinion.
Clinicians may do this to be impartial, but patients
and families often want their advice.

For example, a patient was dying from amyo-
trophic lateral sclerosis (ALS—also called Lou
Gehrig’s disease). The patient and his wife were
greatly at odds because he wanted to call additional
experts, but, due to this illness, he couldn’t pick up
or dial the phone. His wife felt “unglued” because
she believed there were no more experts with addi-
tional expertise to call—she felt that they had talked
to all of the top experts already. I suggested to her
that she could see herself as just her husband’s hands,
giving him the means to make phone calls, which
he lacked. Thus, she need not at all concern herself
with whether or not his calling more experts made
sense. She did this. He died, feeling loved by her,
nestled in her arms, in the summer, under the stars.'®

This patient’s dying was fraught with emotional
pain, and he and his wife’s relationship had become
greatly strained. A simple reframing of how his wife
saw herself allowed both of them to change.

Conventionally, clinicians don’t give advice, as
I did in this case, which proved to be very helpful.
Another convention is that clinicians typically don’t
give patients and families a way to reach them at
home. Doing this may help patients and families to
feel less alone, should a crisis arise, and may do a
great deal to increase trust.?’ It is important for cli-
nicians to foster and retain the trust of patients and
families, especially if they later have to oppose or
refuse giving a treatment.

5. Explore Meaning, and Accept that Patients
and Family Members May Feel None

Often clinicians can help patients who are dy-
ing find additional meaning in life. One patient, for
example, found meaning in making a video for his
child about how to be a good grandparent, which
included this advice: “When your adult children are
grown and have children, they will ask you why you
are so different now. You can say it’s the job of a
grandparent just to have fun.”

Victor Frankl supported helping people find
meaning in all situations,? but some, even with sup-
port, may not find any. Frankl gave an example in-
volving Yehuda Bacon, “one of Israel’s leading art-
ists.” After just being released from a concentration
camp, Bacon reported, “I saw a funeral with a huge
coffin and music, and I started to laugh: ‘Are they
crazy, to make such a fuss over one corpse?” If T went
to a concert or theater I would calculate how long it
would take to gas a crowd of that size, how many
clothes, how many gold teeth would be left. How
many sacks of hair they would make?” The lesson
seems clear: some patients and families will find no
new meaning. Then clinicians must try to find other
ways to support them. What could they do instead?
They could, even if only for a short time, just be
with them, even if they remain silent.

A clinician I described in the last issue of JCE
helps pregnant women through labor and child-
birth.?? When her own mother was dying, she used
her professional skills to “connect best” with her
mother. She said to her mother, “talk later, for now,
just breathe with me.” She says that to “connect
with” a patient in “dire emotional or physical pain”
one must “be fully present one moment at a time.”
Compassion “doesn’t come from words,” it comes
from “being physically and emotionally present,
concerned and grounded.” It is a paradox that this
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approach, which does not attempt to provide mean-
ing, may provide the most.

Clinicians may help some patients find new
meaning by saying how they feel. Irving Yalom, a
psychiatrist, is considered a leading expert on group
psychotherapy. In recent years, he has focused on
existential concerns. He shares this instance as an
example. A patient described seeing in his mind’s
eye his wife, who was alive, as dead and beckoning
him to join her. Later, the patient said, just before
leaving the psychotherapy session, “I'm wiped out.”
Then he asked Yalom, “Are you?” “Not at all,” Yalom
replied. But then Yalom says, he “slapped himself”
and said, “No, I can’t do this.” (Greene might see
this as an example of an “inner alarm” going off).
“The truth is,” he said to his patient, “I am tired . . .
and I'm grateful I have no one else on my schedule
today.” Yalom didn’t know what to expect in re-
sponse. But the patient said, “Tknew that. . ..Iknow
when you're just trying to be therapeutic.”?

SPECIFIC INTERVENTIONS

There are several specific interventions that cli-
nicians can use to try to retain the trust of patients
and families when they may later have to oppose or
refuse giving a treatment. I shall discuss these inter-
ventions in the order in which clinicians may best
use them, from before they see the patient, to after
the patient has died.

Initial Steps

Enact a Policy

Hospitals may or may not have a policy on fu-
tile treatment. Refusing to provide a treatment that
is futile when there is no policy in place risks evok-
ing the profound distrust of the patient and family,
and, in general, it may be best to refrain from doing
so in this environment. The possible harm to pa-
tients and families may be unwarranted. If no prior
policy exists, clinicians are challenged to explain
why they believe that the “criteria” they propose
for not giving the patient a treatment, on the ground
that it is futile, have been met. Without the backing
of an established policy, such a refusal may be per-
ceived as discriminatory by the patient and family.
The lack of policy allows such ambiguity, and the
dangers of ambiguity that were outlined previously
may not be avoidable.

When a policy does exist, it might be ideal, if it
would be agreeable to the patient and family, for
clinicians to invite them to apply the criteria stated
in the policy to their situation, so that they might be

better able to see the clinicians’ view for themselves.
An appeal to policy may have a downside: the pati-
ent and family may see this as a one-size-fits-all,
cookie-cutter response, and feel this slights them by
neglecting their particular sensibilities and needs.
Accordingly, clinicians could state that, working to-
gether with the patient and family, they would be
open to reconsidering anything they may have
missed. Before beginning such conversations with
the patient and family, clinicians might want to re-
think what stopping the treatment unilaterally
would accomplish, and weigh that against any ex-
ceptional, competing considerations. As noted
above, for example, some patients and families may
consider gaining any possible extra last moments of
life to be of extreme importance.

Discuss Who Will Speak for the Family

It is essential for clinicians who seek to estab-
lish trust with patients and families to first inquire
and determine whether they will speak with just one
member of a family or several members. This may
be particularly a concern—and, to some degree, may
be a different ethical concern—if the family wants
only one member, such as the eldest son, to speak
for them because this is the practice in their cul-
ture.* If the patient and family want just the eldest
son to speak for them, some clinicians may find this
unacceptable.?® If this disagreement can’t be re-
solved, clinicians could use the same steps as when
no agreement can be reached regarding a futile treat-
ment.

That is, clinicians might first say that they can
understand why the patient and family may disagree
with them, and perhaps even feel enraged at being
challenged. After all, the patient and family may be
wondering, “Who is this person, to deny us what is
so precious within our culture?” In this situation,
clinicians could say, “If it’s okay with you, I'd like
to explain how I thought about this,” and share what
they think, and why.

Disclose Future Hopes

Before beginning medical treatment, clinicians
should inform the patient and family that if an ethi-
cal issue arises in the course of treatment, they will
be asked to return to the hospital to review what
happened. Clinicians should explain that returning
will allow the staff to learn from them, and, more
importantly, for all parties to retain trust in each
other. Declaring a genuine hope that the staff may
want to learn from the patient and family, and that
the staff values their trust to such an extent, may
help establish a fertile soil in which trust can grow.
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All of the steps described above risk being ap-
plied in a perfunctory manner. The key is to apply
them in a way that is not formulaic. Clinicians can
note and respond to even nonverbal cues that pa-
tients and family members may show in response to
each intervention.

Talk to the Patient and Family before a
Treatment Is Not Provided

Alert Early that Treatment May Not Be Provided

Once clinicians see that a future treatment may
be futile, they can alert the patient and family to
this possibility. It would be ideal to share several
examples from the hospital’s futility policy, such as
when a patient has heart failure or is not able to eat
by mouth, to better convey that this kind of deci-
sion involves others as well, not only this patient
and family.

Share that this May Be Frightening

Clinicians can share with patients and families,
prior to beginning a discussion, that they know what
they are about to say may be frightening. Clinicians
can say this same thing before saying they won’t meet
only with the eldest son (if this is the case).

Clinicians can explain why they are sharing this
information, and why it is being shared so much in
advance—especially given that it may be frighten-
ing, and most likely won’t even occur. The reason is
to better prepare the patient and family for what may
happen. Knowing about these possibilities early on
may help them be better prepared, at least cogni-
tively. They may be better prepared emotionally, as
well. In general, it may be helpful to prepare for any
difficult information in this way. For example, as
our parents age, we come to realize that they will
die. Clinicians can acknowledge that receiving this
kind of information may be very upsetting.

Clinicians can say, for instance, “I can imagine
that, as I am first telling you this, you may feel very
upset. Please know that if you do feel this way, I
can imagine how that might be. I don’t know what
you are experiencing or how painful this is for you,
but if you feel as though you would like to tell me, I
would really like to know.”

Clinicians might take a leaf from Yalom’s book,
and share what they feel. For example, they might
say, “It is very painful for me to imagine what you
may be feeling. It is particularly painful for me, imag-
ining that a future disagreement about futility could
occur, and knowing that presently I may be causing
you great fear, even by just mentioning the possibil-
ity. I also fear greatly that if this occurs, our judge-

ment that a treatment is futile may be wrong, but we
may be too fearful, or just unable, to see this.”

Forewarn the Medical Staff.

Finally, clinicians who decide a treatment is
futile and will not be provided should alert the staff
about it beforehand. It may evoke much discussion
and dissent. But it may greatly enhance the clini-
cians’ later likelihood of “success.”

Meet after a Treatment Is Not Provided

Once it is decided that a treatment is futile and
won’t be provided, clinicians can proceed as follows.
They can state how they can see how the patient
and family may not want to go along with this deci-
sion, offer to transfer the patient, and offer to help
in finding a place that will provide the treatment
the patient and family want.

Clinicians can ask the patient and family if
they’d like to know the reasons that the treatment
must be declined for the patient—and not ask wheth-
er patients and families want to know the content of
the hospital’s futility policy (if there is one). The
clinician may clarify that the reason for refusing to
treat is for the patient (when this is the case). In rare
circumstances, the reason may not concern the pa-
tient, but be to conserve limited resources. Clini-
cians may (rightly or wrongly) see this as part of
their responsibility, at least by default. If so, clini-
cians may especially want to review or even rethink
their decision, and if, after doing so, they still be-
lieve that not providing an intervention is what
should be done, this also should be shared with the

patient and family.
Meet after All Is Said and Done

Clinicians should invite family members to ex-
press their hesitations, anger, and concerns, and then
support them. At the end of the patients’ hospital
stay, clinicians should ask whether it would still be
all right to invite the family to return to the hospital
to share their views, and reassure the family that
they can always change their mind later about do-
ing this. If the family does return, clinicians should
prepare the staff on what may occur. That is, family
members may feel angry, and they will be encour-
aged to express this. John Fletcher, a renowned ex-
pert on ethics and ethics consultation, viewed mak-
ing this kind of invitation, and the intervention of
encouraging and supporting families to later share
whatever they felt, to be critically important. I re-
call him saying to such a family, when he was invit-
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ing them and they were reluctant to come, “We re-
ally need you.”

Help the Staff

Staff may be most reluctant to participate in this
kind of intervention. What families say may be very
hard to hear. Clinicians may wish to arrange, be-
forehand, a specific time to debrief staff after they
meet with the family. A trusted staff member can be
engaged to facilitate the discussion. With this spe-
cific planning, staff may be more willing to come.
This may, of course, also benefit them.

CONCLUSION

In this introduction, I have discussed several
ways to retain the trust of patients and families. Cli-
nicians may consider using these approaches for a
reason that was expressed by Elias Canetti: when a
cheetah is chasing a herd of gazelles, the gazelles’
fear may abate when the cheetah singles out one par-
ticular member of the herd.?® Traditionally, the prin-
cipal moral role of clinicians is to help those who
are worst-off. In these instances, these families may
be the singled-out gazelles.
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