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Inthisissue of The Journal of Clinical Ethics, in“Last Hours of Life: Encouraging End-of-Life Conver-
sations,” Benjamin F. Stump, Craig M. Klugman, and Barbara Thornton report findings on what people said
they most wanted in their last hours. Some of what they wanted wasn't surprising. Those surveyed particu-
larly wanted to be with their family and loved ones, and wanted them to do well later. (“Families and loved
ones” will be referred to as “families’ for the remainder of this discussion.) People also wanted to be with
their pets. Other wantswere surprising, for instance, aparticular aromaor being outside. An unexpected and
even disturbing finding was that people may not want to be with careproviders, which may have significant
implications for careproviders.

Based on these findings, how can careproviders help patientsto the greatest extent possible during their
last hours? Since patients’ last hours may be profoundly affected by their prior experiences, how can care-
providers best care for patients during the weeks and months prior to their death?

The best approaches may not be as well known as they could be. For instance, during a meeting that |
attended not long ago, a careprovider asked if anyone present knew of alocal careprovider who was espe-
cially skilled in treating patients who were imminently dying, because he was seeing a patient who desper-
ately needed this care. (Patients who are “imminently dying” will be referred to as “dying” throughout the
remainder of this discussion.) More than 100 local careproviders were there, but not one knew a single
careprovider who fit this bill.

Giventhis, | will discuss herewhat careproviders can best do for dying patients, beginning many months
before their lives most likely will end. In this issue of JCE, Stump, Klugman, and Thornton provide a
worksheet of important questions that careproviders can ask patients. As a supplement to this, | will add
some other thingsthat careproviders should know. | will not review much of what iswell-known, such asthe
importance of listening to patients.! Rather, | will focus on less well-known interventions — for instance,
that family members of patients who are dying at home from some kinds of head or neck cancers may want
to buy red or black towels. On rare occasions patients may suddenly start “bleeding out” if their cancer
involves their carotid artery and the skin of the neck. Dark-colored towels may reduce the horror that pati-
ents and their family members experience, and buying towelsto prepare for this possibility may at least help
them feel more prepared.? This one example represents many othersthat are not common knowledge, and so
I includeit in thetitle of thisarticle.
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MEETING PATIENTS NEEDSASINDIVIDUALS

Careproviders should attend to patients’ most urgent needs first, asthey are determined by the patients.
A common, most important example, and the one | will discuss as aparadigm, isrelieving patients’ pain —
and ensuring that patients know their pain will be relieved.

Relieving Physical and Emotional Pain

When patients have physical pain, careproviders should know the best current approachesto safely give
them optimal relief, for example: how to givethefastest pain relief possible; how to give different pain meds,
because one may be successful when another isn’t; and how to relieve side-effects such as constipation,
which may be persistent.® If careproviders lack this expertise, they should refer their patients or consult.
Patients may have excruciating emational pain, and how to best treat that is more ethically controversial.
Standard treatments such as antidepressants and anti-anxiety meds may be most helpful, but even these meds
may not substantially reduce the greatest source of pain: the anguish that oneis dying.

When patients have profound and unremitting physical or psychological pain, regardless of the source,
they may benefit greatly from knowing in advancethat if their pain staysasbad or getsworse, their carepro-
vider will do whatever isnecessary to makeit bearable.* Patients may be afraid to ask whether their carepro-
vider will do this and feel “petrified” that their careprovider will abandon them. Careproviders who will
provide relief when needed should take the initiative to tell patients this. In extreme cases, it might mean
giving patients adequate sedation, at least temporarily.®

It may be possibleto heavily sedate patientsfor only ashort time, such asafew days, and then seeif they
continue to reguest the same level of relief. Some patients may change their minds. One fear careproviders
may have is if they take the initiative to make such a promise to patients in advance, it may be seen as
suggesting the option, and, as aresult, the suggestion may become a self-fulfilling prophecy. Patients could,
for example, from the first time their careprovider mentions this level of relief, want it, and then they may
never havethe opportunity to have positive experiences such asfinding meaning and joy in their last days, as
otherwise might be possible and more beneficial for them. This could happen. Conversely, taking thisinitia-
tive might have a paradoxical effect: it may decrease the likelihood of patients’ ending their lives. Patients
anguish, physical or emotional, may decrease when they know that they could have relief should they need
it. Patients may experience relief because they can see thislight, at least, at the end of the tunnel.

A related controversial question is whether careproviders should try to relieve incompetent patients
pain in the same way. Compassion and justice might “argue” that careproviders should give incompetent
patients equivalent relief. Readers who want to consider acase in which careproviders gave an incompetent
patient such relief may review severa articles published in a previous issue of JCE.® Incompetent patients
may be much less able to find meaning that helps them compensate for the pain they have in their lives.
Current practice may favor giving only competent patients a greater degree of pain relief; it might be, how-
ever, that the “threshold” for giving incompetent patients adequate pain relief should be lower. They can’t
regquest pain relief; if, dueto pain, the quality of incompetent patients' livesiswholly negative, it isopen to
guestion (if they could express themselves) whether they would want to stay alive under these conditions.

Optimal Interventions

Careproviders should attend to patients' physical and emotional pain, and they should also ask patients
about their other needs— thingsthat are very important to them but areless obviousto others. Careproviders
might then ask themselves whether a patient isin denial about dying, and, if this seemsto be the case, the
degree to which this should be respected. When patients aren’t in denial, careproviders can concentrate on
giving them the information they need, doing it in away that allows patients to retain hope. If patients are
given too much information or are given it too early, it may break through their denial and harm them.

When patients do not want information because they are denying they are dying, they may indicate this
explicitly or suggest it with nonverbal behavior, such as avoiding the topic or showing great anxiety during
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discussions about it. Careproviders may believe that they should always confront denial, or at least try to
nudge patients so that they increasingly accept the reality that they are dying, over time. Careproviders have
good reasons for wanting to nudge. Without denial, patients can try to get their affairsin order and, more
importantly, be able to find meaning and even joy with loved ones during the time they still have together.
Patients can also participate in and make medical decisions. When patients can participate, it ismuch easier
for careproviders. Such increased ease cannot, however, be used asgroundsfor careprovidersto break through
apatient'sdenial.

Instead, careproviders should know that patients and families may be unable to overcometheir denial at
any given point in time. One careprovider who works extensively with dying patients reports that, with one
patient, hewas* reduced to” either supporting her denial or “alienating her completely.”” Some patients may
do better if their careproviders do not confront their denial 2 because they need to accept dying at their own
pace — if at all. This possibility is suggested by a recent study conducted in Japan. All of the patientsin the
study were inpatients on the same ward and were dying of liver cancer, but their careproviders didn't tell
them they were dying. The patients accepted death at a pace that was acceptable to them. The authors claim
that although there was no control group, based on the responses of equivalent patients who had been told
they were dying, the patients who were not told died much more peacefully.® A wish to remain in denial may
vary by culture. Patients from some cultures will want all information to be given to their families.?

Still, careproviders should be careful not to stereotype patients on the basis of their culture. They should
not presume that patients share the beliefs attributed to a majority in their culture. Next-door neighbors may
haveradically different beliefs. | recall a patient’s wife who shouted out to him with each breath to fight on
so that he could get well, even ashe died. Thiswas her way to be with him as he died. Perhapsit was hisway
aswell. | have seen her many times since and she has done well.

Careproviders should generally not try to break through denial, since it most likely will be futile and
may make the denia worse.™* When possible, careproviders should ask patientsin advance what they would
want. They might ask, “If you were dying, whom would you want meto tell?” If patients say that they don’t
know what they want, or say that they wouldn’t want to know, careproviders can ask whether they would
want to discuss“just the prosand cons’ of knowing or not knowing another time, possibly later. Careprovid-
ers can say that the patients might be better able to decide at alater time, when (if ever) they might want to
know more.*?

This uses an approach called motivationa interviewing, which presupposes that people change mostly
in stages, and that careproviders can most help apatient by responding only to the stage that the patient isin.
Some patients who are dying may believe that the gains of not knowing surpass those of knowing. The goal
is not to oppose this position, but rather to reframeit or even sidewithiit, “so that it becomes the patient who
isthe one arguing for change.” ** Asking a patient whether she or he would want to discuss the pros and cons
of knowing may support the patient’s denial, rather than cause the patient to feel pressured. This should
enhancethelikelihood that the patient will give up denial, if sheor he can. If apatient doesn’'t want to discuss
the pros and cons, careproviders might say, “We can always discuss the pros and cons together later. But if
wedo it later, it could be more difficult. Then we may know more about your illness, and we may lose the
opportunity for you to decide, in advance, that you do not want to know that you have an iliness that could
end your life. But even considering this may be too stressful. Should we go on to discuss other things?’

It might seem that thistack might increase patients’ stress, leading to increased denial. Inthisinstanceit
may be ethically warranted for careproviders to take that risk. When patients are rapidly dying, it may be
preferable not to even ask if they want to discuss the pros and cons, as it might cause patients to feel more
fearful, and make it more unlikely that they can accept that they are dying.**

The risk that patients will respond negatively may be reduced by acknowledging the responses they
might have before they speak. Ngo-Metzger, Legedza, and Phillips offer a superb example when they dis-
cuss how careproviders should decide whether to counsel patients directly: on the one hand, if careproviders
directly counsel when patients prefer nondirective counseling, patients can seethis as“alack of collabora-
tion”; on the other hand, if careproviders are nondirective when patients would prefer them to be directive,
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patients may “lose confidence” in their careprovider.’> The authors suggest that careproviders ask patients
whether they want only to be given options, or to know what the careprovider thinks they should do. The
authors recognize a particularly subtle reality, that careproviders risk unduly harming patients if they give
only one of the options explicitly, rather than both, even though the meaning of only giving one optionisjust
the same.

Patientsmay prefer receiving bad newsto receiving no news, because even bad news may beless painful
than uncertainty. Conseguently, careproviders who see dying patients should ask patientsrepeatedly whether
they want more information. Ideally careproviders might say that there are no dumb questions, but rather
only questions that patients don’t ask.® Patients may need additional encouragement to ask the questions
that are most important to them. Careproviders should go beyond this and anticipate what patients might
want to know; they might want to know, for example, the most likely clinical course, and — but only if they
say they want to know — the worst outcomes they could expect.'” Patients with certain kinds of cancer may,
for example, be more likely to have a rapid downhill course; those with heart and lung disease may die
abruptly or wax and wane for some time; those with dementia may go more steadily downhill.*®

Patients with chronic obstructive pulmonary disease (COPD) are a good example of a group who may
want to know how they will probably die — or, rather, how they will not die, due to their careproviders
interventions.’® Their concerns may be greater than that of other patients, because they may fear (rightfully)
that they may die with feelings of suffocation. Giving dying patients the information they desire respects
their autonomy to the utmost degree. It may also help them decide what they want to do to make their
remaining time most meaningful .2

Thisis crucialy important when patients have little time. Some careproviders say that when patients
want this information, they should be told, even that they have only “minutes to hours,” athough it must
always be acknowledged that exceptions are possible in either direction.?* Often patients find it very mean-
ingful to tell their families how much they love them, to express their gratitude to them, to ask for forgive-
ness, and to give forgivenessin return.2 Many find it meaningful to recall with their familiesthe timesthey
have shared, and sometimes to say their last goodbyes.

Some patients and familieswill not sharein these waysfor various reasons; for instance, it may not even
occur to them to try. Or they may be afraid it would cause too much pain for them or family members.
Careproviders can help patients and families by taking the initiative to say that when patients are dying,
many patients and families find this kind of sharing deeply meaningful and emotionally rewarding.

When careproviders share the likely course of an illness with patients — for example, how much time
they have left — they should also acknowledge their uncertainty.?® This respects and benefits patients be-
cause it increases their knowledge, and such uncertainty may provide a needed source of hope for some
patients. Careproviders may want to meet this need, although it may be essentialy irrational. Careproviders
can also acknowledge the frustration that they feel as a result of this uncertainty.?* This may model for
patients how they can share painful feelings, and it may help them to feel less alone.

Aretherelimitsto how far careproviders should go in anticipating information that patients might want
to know? A test example might be careproviders who tell patients on a respirator that they may have a
“window of opportunity” during which they may be able to die suddenly, rather than taking a longer time.
That is, in some circumstances a patient can’t breathe without assistance because of damage to the brain.
Brain function may improve over time, so the patient might die if the careprovider discontinues the respira-
tor early on, but the patient might not dieif the respirator isdiscontinued later. If the patient — and, thus, the
careprovider — waits too long to decide, the brain may recover enough that if the respirator is withdrawn,
the patient will be able to breathe without assistance, and if the patient still wishesto die, he or she may only
be able to die in another way, such as by not taking food and water.

Should careproviders tell patients who may be in this situation that they may have only a limited time
during which they could die quickly by discontinuing the respirator? Some careproviders may believe that
they should never give patients this much information. Their rationale may be somewhat like the concern
discussed earlier, that informing patients about temporary sedation could result in this becoming a self-
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fulfilling prophecy. Even if this should happen, however, it may still be ethically preferable for careprovid-
ersto share such information, because it enhances patients’ autonomy. Having greater autonomy is particu-
larly important here, because the stakes are as high as they can possibly be — life or death.

Thismay provide emational benefit for some patients. They may feel that they have greater control, and
thisis atime, surely, that patients most need this. Finally, thisis an intervention that careproviders can do
early on, before patients are dying, that may profoundly affect patients’ experience of dying later. Why?
Because patients may know, rather than hope, that their careprovider will provide what they need in the
future. Patients will trust their careprovider, and thisitself may give patients great relief.

Peopl e often need, or at least want to continueto have, hope, even when their reasonsfor hope are almost
completely irrational. Patients who know that they are dying may greatly need and want information, but
receiving thisinformation may quash their hopes. What should careproviders do? Some careproviders who
specialize in working with dying patients urge patients to try to adopt new hopes for different outcomes,
other than continued survival. An example is the hope to die in away that will enable family members to
remember them well. This may be preferable by far for patients, because such hopeisbased in reality. There
isagreat deal of evidence that people can find new reasons for hope. Parents who have children who are
born with the most profound special needs must give up their old hopes and replace them with hopesthat are
new; they must find what somerefer to as“anew normal” life. Many are ableto do this. Many find alifethat
isasrich or richer than usual, finding meaning and joy in sharing their liveswith their children. People who
are dying, or who are with people who are dying, can find “anew normal” life that isrich. A paradigmatic
exampleis patientswho have Alzheimer’s disease. Abigail Thomas, the wife of aman who hasAlzheimer’s
disease, writes, “Rich and | sit together, we hold hands.. . . that’s al the communication we need.” %

Sometimes it isn't possible for patients to find meaning or to experience hope in a different “new nor-
mal,” possibly because timeistoo limited time, or because it seems as though timeistoo limited. Carepro-
viders have no choice but to tailor the care they provide to the needs of each patient. It may be possibleto let
patients retain some hope while still telling them the truth. Ngo-Metzger, Legedza, and Phillips suggest
several possibilities. Careproviders may suggest that patients hope for the best while expecting the worst.
Careproviders can discuss much of what patientswill experience and what pati ents might want their carepro-
vider to do in the “worst-case scenario,” while at the same time not “taking away” the “possibility of the
best-case scenario.”  Another approach suggested is“ sequential treatment.” In this approach, careproviders
support patients, but also discuss what the next step will be if the initial treatment isn’t successful. This
approach sets“ practical parametersand allowsdiscussion of alternativesif theinitial treatment isunsuccess-
ful.”?” They also suggest that careproviders can refer patients to a Phase 1 clinical protocol; indeed, some
believe that careproviders have an ethical duty to make patients aware of such research opportunities when
they are available.

There are other options. Careproviders may be abletotell patientstruthfully that while statistically they
are likely to die soon, there may be exceptions. They can also tell patients truthfully when there is no
medically certain reason that they can't recover. | think of apatient whoseliver failed, and then hiskidneys.
Each day hislab values got worse, and all of his doctors believed that he would die, except me. No one knew
why his organ systems were failing or why they continued to do worse. | didn’t know that the patient would
do better, but, on the basis of medical uncertainty, | did know that hisdying wasn't inevitable. | told him that,
and with hispermission also told hiswife. Dayslater when | arrived on the ward and checked the lab reports
from the previous evening, | couldn’t believe my eyes:. the lab results weren’t worse, in fact they got better,
and so did the patient. It's noteworthy how the patient and his wife responded when | indicated that | had
somehope. Their relationship totally changed. He had been silent and forlorn; she, irrational and demanding.
Their relationship was emotionless and distant, but with some hope, he could smile, as could she. Their
relationship became virtually ceaselessly intimate and, indeed, overtly passionate.?®

Patients may respond differently. They may feel rage. They may “ expend their waning energies,” asone
careprovider put it, “lashing out at the Grim Reaper.”# If this happens, careproviders shouldn’t imply that
somehow patients should diea* better” death. They should validate patients’ feelings and be present so they
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don't fedl so alone.* To confirm that such feelingsare valid may have a paradoxical effect: patientsmay feel
more positive because they feel validated and because they feel less alone.

| recall a patient who had been caring for his wife constantly since she was bedridden. He developed
cancer and knew he would be thefirst to die. “1 planned to continue to care for her, and for her to diefirst!”
he shouted from his hospital bed. He convinced his best friend to bring to him a knife, but it was spotted
before he could use it. | said, “All you wanted, you lost. | can't imagine how devastating thisis.” He re-
sponded wordlesdly, indicating, “ Yes, thisislife.” But he didn’t try to take hislife again.

Some careproviders might ask whether there are any limits — are there some times that careproviders
should not validate how patients feel ? | know of none, but | believe in expressing that there always may be
some ground for hope, even when it can't be seen. For example, in even the worst-case scenario of patients
who want temporary sedation, the patients may, on waking up, for unknown reason, feel better. The reason
this happens, | might say to patients, may remain unknown, not only to me, but to them.

Helping PatientsWho Aren’t Dying

Careproviders can take these initiatives with patients who aren’t dying, but who may have a limited
amount of time to interact meaningfully with their family members. One example is patients with progres-
sive dementia, whose illness will rob them of their capacity for cognition. Once they lose this capacity they
may live on for several years. Further, they may not live on like Abigail Thomas and her husband, mentioned
above. Patientswith dementiamay become much worse, and for them and their familiesit may be equivalent
to death.

| think of awoman whose husband had Alzheimer’s. He lived at anursing home, and when she went to
enjoy a concert with him, he sat with one arm around her on one side, and one arm around his “new girl-
friend” on the other. He apparently still had a warm feeling toward his wife of 52 years, although probably
undefined, but otherwise he had no idea who she was. Thus, careproviders should ask patients as early as
possibleif they want to discuss things with their loved ones while they till can. If patients don’t want to do
this, careproviders can ask whether they want to discuss even just the pros and cons, as described above.
Also, as above, careproviders can point out that it might be more difficult to discuss the same issues | ater,
that they know this might be very stressful, and so it might be too much to discuss, ever.

For patientswho have Alzheimer’sdisease, such discussionswill not be more difficult later becausethey
will be near death; they will be more difficult later because the patients will be less likely to understand or
respond. | had a patient who had very advanced Alzheimer’s. | asked her if she wanted meto try to help her
reconnect with her son, whom she hadn’t seen in decades. She said “yes,” so | did. When she saw him, she
recognized him and they were able to talk. Soon after this meeting, she lost the capacity to recognize loved
ones and the capacity to talk. Thereisno way for usto know how important meeting her son wasfor her, but
from what happened after they finished talking that afternoon, it might be inferred. The patient’s husband
had driven her to wherewe all met in his pickup truck. | had comein my own car, but the patient didn’t seem
to realize that. After she had finished talking with her son, as she and her husband were leaving, she walked
to the back of the truck and climbed up over the rear bumper into the open truck bed. “ She's never donethat
before,” her husband remarked. She seemed to want to express her gratitude to me by giving me the seat by
her husband, in front.

HELPING PATIENTSBE WITH FAMILY

The best thing careproviders can do to help dying patientsis probably to help them be with family and to
help maximize their time together. Careproviders can help in many ways; for example, they can help family
stay with patientsin their hospital rooms. Ideally, careproviders may be ableto help patients and family find
aroom where they can be together without the usual hospital noise, turmoil, and interruptions.

It may seem implausible, but with careproviders' support (and perhaps “allittle pressure’), wards may
allow this and other exceptions. Ann Berger, a hurse and internist who specializes in palliative care at the
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National Institutes of Health, for instance, helped a dying patient have her small dog with her in the ICU.*
Some may believe that patients feelings for their pets shouldn’t be given the same respect and effort as
feelings for family members. But, in general, patients should be allowed to define their own needs. Berger
reportsthat arrangementswere made for one patient to speak regularly with her dog over the phone. The dog
would bark in response to hearing her voice!® A question this raises is whether dying patients should have
visits from young children.®® This may be open to different views, based on what is or isn't best for the
children. If the child's best interest isn't affected, this may be a situation in which wards may be willing to
make an exception.

One very important intervention that careproviders can provide isto help estranged families reunite, as
noted above. Here is the approach | have used. When | talk with patients, | listen for any ambivalence they
have regarding family members they no longer see. If | hear this| make an offer: “It sounds as though you
had some positive things together. | find that many patients gain greatly from being able to reunite with
family members, even when they haven't seen each other for years. | would liketo tell you how | do this. Is
thisokay?’ If they say it isokay, | tell them that | contact the family member and say why I’'m calling. | tell
patients that, as their doctor, | will call their family member and ask for help, because that person can do
something that | can't. | will ask the family member to come on the phone and talk with the patient and me,
or cometo bewith usin person, even if for aminute. If the person wantsto hang up or leave, even after only
aminute, thisisfine. | would feel only great appreciation. There would be one hitch: since | would be so
grateful, | would want to insist on being able to end the phone call or meeting mysdlf, if | thought that the
family member was being harmed or even at risk of being harmed. | say that | am concerned that old patterns
of behavior might repeat themselves, and | would want to be ableto end the discussion, rather than allow any
risk of harm. This has never yet been unsuccessful.

Should patients ever not reunite and forgive? Opinions differ. Years ago, CorneliaWilbur, apsychiatrist,
shared with me an argument against reuniting and forgiving. Wilbur treated a well-known patient called
Syhil, who had multiple personalities, and whose life and therapy were depicted in a book and in films.3
Sybil’s mother did horrible things to her when she was a child. Wilbur asked me if | were treating Sybil
whether my goal would beto try to help her to forgive her mother. | said yes; Wilbur said no. It would be bad
for Syhil to forgive her mother, Wilbur explained, because her mother had done her such harm. The only
“healthy” emotional response for Sybil, Wilbur maintained, would be for Sybil to sever ties completely and
neither see nor forgive such a parent, forever. But I’'m not sure that | can agree.

M aximizing Communication

If family members can be present, patients often find it very meaningful to share together what it means
to each person that the patient will die. Some patients may deny that they are dying, but may know that they
are dying and not want to tell their family. Hospital wards can establish practices to ensure that family
membersknow that if apatient isdying, he or she can chooseto keep thisinformation confidential .* Patients
may realize that it is more likely that family members may suspect that they are dying, even if the patients
don't tell them. Patients and family members may not want to share their feelings with each other openly.
Thismay befor any number of reasons, such asbeing afraid it would betoo painful. Careproviders may help
by taking the initiative to tell patients and their families that, despite their concerns, most patients and
families greatly benefit from such discussions. One careprovider who specializesin this areatells patients
and their families about thisin away that may allow them to maintain hope. He says, “ Are there things you
would want to say . . . just in case?’ % When families do this, they are thankful later, because “ They have
made allowance in their calculations for their loved one’'sdemise. . . .”¥"

Careproviders should prepare patients that they might have negative interactions with family, to reduce
the chance of harm. Family may respond in negative ways to physical changesin dying patients. We often
seeourselves not aswe are but asweimagine others see us, and as patientsbecomeincreasingly ill, they may
become particularly vulnerableto this. They may regressemotionally asthey feel more helpless and become
more dependent on how others seethem, assmall children do. When patients undergo changes such aslosing
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hair, some family members may shrink back and respond in negative ways, even if they try not to. Or family
may respond to what patients do or say; as one careprovider notes, patients say “fearful thingsand wear . . .
pained expressions that make their loved ones uncomfortable.”* Changes may be profound, as when pati-
ents have cancer of the face or neck.®® Family members may no longer want to go out with them to dinner,
and the patients may feel guilty about it.*

Careproviders should try to anticipate such outcomes when they can and discuss them with patients
before they occur, so patients can be better prepared. Patients may find such experiences traumatic because
they want their families to remember them in a positive way. Many dying patients focus on leaving their
family the best memories of them they can, and as aresult, may not want to others to see them, even people
they love. They worry that being seen in adiscrepant and debilitated state may affect how their family will
remember them. For instance, when | wasyounger, my mental image of my father was asagrandfather to my
two older children, with abright twinkle in his eyes, pushing them on swings from the front, pushing them
by their feet. Swinging toward him, their feet would push into him, smack into his belly. To the children’s
great delight, he would make a show of falling over backward, his white hair flying. Later he had a stroke
and died after three monthsin a persistent vegetative state. Now my memory of himisnot of histwinkling
eyes, but of his eyes staring vacantly into space.

Careproviders should support patients who wish to be remembered well, even when it causes them to
avoid those dearest to them. Careproviders should try to discuss this possibility with patients and family
members ahead of time. Dying patients who refuse to see family memberswill probably need support from
their careproviders, because the pressure from their families to see them may become very great.

Helping Families Afterwards

As Stump, Klugman, and Thornton report, dying patients’ greatest concern often is not for themselves
but for their family. Careproviders can help in variousways, from asking apatient if he or she would want to
consider family members’ emotiona and financial needs when discussing advance directives, to telling a
patient how they will try to help the patient’s family before and after the patient dies. Careproviders right-
fully focuson the care of the patient, but familiesmay also feel devastated. Before apatient dies, careprovid-
ers can tell family members what they can probably expect.t This may include physical changes in the
patient and the negative responses that family members may have despite their best efforts. In this way
careproviders can help patients and families deal with feelings such as shame and guilt. Careproviders can
also anticipate and recommend practical measures such as buying red or black towelsfor patients with head
or neck cancer, mentioned above.

If apatient is dying at home, it isimportant for families to have a number they can call to get help 24
hours a day.*? Families tend to fear sudden medical “disasters’ that they don't know how to handle, and
having anumber can quell their fears, whether or not it's ever used. After the patient dies, careproviders can
help families by giving them sound information regarding the process of bereavement.

Many people incorrectly believe, for example, that there is only one “right way” to grieve, and that if
family members don’t cry or at least grieve painfully in an obvious way, they didn’t care. Ideally, carepro-
viderscantell patients and family memberstogether that thereisno right way to grieve, and that if they don’t
grieve, they may be fortunate because that involves less pain, and it may indicate that they have especially
good emotiona health.® Careproviders should strongly consider calling the family after a patient dies to
inquire how they are doing, to go to a patient’s funeral (when possible), and to even write the family anote
on the anniversary of the patient’s death.* In considering any of these interventions, careproviders should
consider that, to the family, they and they alone shared, and continue to be, a precious and unique part of
their past. When careproviders decide they would like to do any of these things, it will benefit the patient to
tell him or her about it as early as possible. The beneficial effect may be disproportionately great.
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CAREPROVIDERS

For many, the worst aspect of dying is the fear of dying alone. Dying patients may benefit from doing
these four things: saying “I love you,” expressing thanks, forgiving, and asking for forgiveness. Obviously
all of these areinterpersonal. When patients don’t have family members who are present, their careprovider
may be al that they have. Stump, Klugman, and Thornton indicate that dying patients may not want a
careprovider by their deathbed; it may be not because careproviders can't be immensely meaningful to
patients at thistime; it may be simply because they currently are not.

Ernest Becker, in his Pulitzer Prize winning book The Denial of Death, suggests that although people
greatly fear death, one way to reduce this fear is to place childlike faith in another.*® Such faith is largely
irrational, since others can’t forestall or prevent death — till, the effect of thisfaith, like religiousfaith, can
beimmense. Patients become more dependent and tend to regress when they become fatally ill, and become
more like they were as children; thus careproviders should try to help patients, particularly when they have
no one elsg, if they can.

Helping Patients as Much as Possible

There are guidelines that can help careproviders to maximize the time they can have with a patient, as
brief as their time together may be. When careproviders come to see a patient, they should sit down as far
from the door as they can. They should turn off their cell phone or beeper or leave them with someone
outside the room who will answer it for them. They should listen attentively to the patient and, unless there
is a cultural or psychological contraindication, communicate that they are fully attentive by looking the
patient in the eye. Careproviders may feel nervousif they don’t know what to say; they may fear that to talk
about everyday things, such as sportsor art, may risk trivializing that the patient isdying. They may fear that
if they take theinitiative to talk with the patient about death, it may be an unwanted downer.

| recall laughing together with a patient for hours, even though we both knew that he would soon die. |
felt anxious because we were laughing, and | feared that | was being phony. But feeling either that one may
be too light, on one hand, or too heavy on the other, may be right. St. Augustine wrote that he made jokes
with hisfriend as his friend died, and his friend “shrunk back” as though St. Augustine was his “enemy.” 4
But asking dying patients about their feelings may be the last thing that they want to hear. For example, one
patient told his psychologist, “Barry, cut the psychological crap.”+

Many dying patients delight in laughing and interacting with others as though they aren’t dying, maybe
because it is distracting and gives needed relief. Such interactions create moments when patients are just
people, rather than people who are dying. Actress Gilda Radner, who died of ovarian cancer, describes how
careproviders came to her home and gave her chemotherapy: “ They called it ‘the chemo party’. . . . Those
nurses would make me laugh, or they’ d dance around the bed and entertain me. . . . The chemo partieswere
like the scene in Cinderella when the little birds and mice come to wake up Cinderellain the morning. One
minute you think her life's so bad, but then she has all these little friends. That'swhat | felt like.”*®

When careproviders feel they have to choose between trivializing dying on the one hand, and being too
serious on the other, | suggest they share their dilemmawith the patient and ask the patient what she or he
prefers. It might cause the patient some pain, but it avoids hiding or trying to repress feelings, and engages
the patient as an equal. Asking helps a patient to say what she or he wants. As Callahan and Kelley note,
“Don’t push. Let the dying control the breadth and depth of the conversation.” They add: “1f you don’t know
what to say, don’t say anything. . . . Sometimes the best responseis simply to touch. . . . Touching givesthe
very important message, ‘I'm with you'.”#

Dealing with Feelings

What should be done in response to exceptionally strong or even overwhelming feelings, for example,
wanting to cry? You should.® Thismay be more meaningful to apatient than anything else that acareprovid-
er does. On the other hand, careproviders may be especially vulnerable to denying feelings and then acting
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them out. Careproviders have power and mixed responsibilities, and so may be prone to becoming excep-
tionally rigid. For instance, they may force an unnecessary “ stand-off” between themselves and patients or
families about whether patients should have cardiopulmonary resuscitation (CPR). Patients or families may
change their view and accept a do-not-resuscitate (DNR) order if given moretime. When careprovidersfeel
unusually moved to oppose patients and families, they should make a habit to check their own views with
others. They should do thisroutinely to help ensure that the position they take makes as much sense to them
asit first seems, or that they are not “acting out” in response to exceptional pain and grief they feel dueto a
patient’s dying.

Patients and families have exceptional ly strong emationsin these circumstances, and may make requests
that are not rationally based. Ambulance drivers report, for instance, that some families want them to per-
form CPR even hours after a patient has died. Some comply. They perform CPR to meet families’ requests,
although they may think this might be ethically wrong, sinceit would belike doing a“slow code.” But some
report that doing CPR, even if only for a few (token) minutes, almost miraculously gives some families
immediate and profound emotional relief. It isasif they required ambulance personnel to make an attempt
for them to have emotional closure.

CONCLUSION

Because the extent to which careproviders can cure is aways limited, | have described some lesser
known initiatives that careproviders may be ableto useto help dying patients and their families.
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