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THE DYING PATIENT

The last few days of life pose special problems for cancer patients, their families,
and the clinicians caring for them. In fact, taking care of dying patients has been
found to be a major contributor to burnout among medical oncologists (Whippen
and Canellos 1991; Jackson et al. 2008). Oncologists who saw both a biomedical
and psychosocial role for themselves, however, who felt skilled in communicat-
ing with dying patients, and who obtained support from colleagues were more
satisfied with the care they delivered and seemed to be protected from burnout.
Significantly, they were the more experienced clinicians (Jackson et al. 2008) (We
discuss burnout more extensively in Chapter 13.)

If you are a younger clinician, you may not realize that you can get the support
you need to help these patients and their families from your oncology mentors or
from a palliative care or hospice team member. You might feel you have nothing to
offer. But that is far from the truth. Both the patients, if awake, and their families
will welcome your calls or visits and your ongoing involvement in their care. Don't
worry about being blamed for what is happening, and let your instincts guide you
in offering the patient and the family the respect and comfort you want to give
them.
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Dr. Ned Cassem, a talented psychiatrist and teacher who worked extensively
with dying patients, articulated nine components essential to care of the dying
that are still relevant today (Cassem 1991).

COMPONENTS OF CARE OF THE DYING

+ Clinical competence

+ Comfort

+ Compassion

+ Consistency and perseverance

+ Cheerfulness

+ Equanimity

+ Visits from children

+ Family cohesion and integration

- Communication

Of these components, the keys for me (Janet Abrahm) have been acquiring the
clinical competence to relieve a patient’s physical and psychological distress, the
communication skills to help him as he struggles with questions about his goals
of care, and the equanimity to remain present with him. I collaborate routinely
with nursing, social work, and spiritual care colleagues in this work. When I know
we have decreased a patient’s distress to a tolerable level, I find I can, with com-
passion, hold his hand, talk with him, and be cheerful. As we clarify his and his
family’s goals and values, I find I increasingly connect with all of them, am able
to manifest an equanimity that I truly feel, and to offer my presence. When a
patient is lucky enough to experience increased physical, psychological, and spir-
itual comfort, it becomes much easier for his family to be near and, if they wish,
to be present at the time of death.

CARING FOR A DYING PHYSICIAN

There are special challenges when our patients are themselves physicians. Fromme
and Billings described these well in their 2003 article: “Care of the Dying Doctor:
On the Other End of the Stethoscope.” They report that physicians may have
greater anxiety about death than do members of the general population, and while
physicians understand more about what is happening to them, they have no more
emotional resources to deal with their dying than other people do. The oncology
team who is caring for a physician may feel an extra sense of obligation, along with
a heightened sense of vulnerability, since this is happening to “one of us.”
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Fromme and Billings caution us not to succumb to VIP syndrome, during
which we give the patient too much control and we lose our usual boundaries; this
often results in patients getting worse care from us. We can help our physician
patients by being aware of and compassionate about their attempts to self-doctor
and to retain control and self-respect, and by trying to maintain our equanimity.
At the same time, we need to remain open to our connection with them, allowing
them the same space to grieve, to share their distress, hopes, values, and goals as
we do any other patient.

Fromme and Billings end by offering several strategies, including a detailed
table describing how to negotiate the relationship, and helpful insights into how
the physician patient is both “like all patients” and “different.” These challenges
can extend to caring for other health care providers as well, or for family members
who are clinicians. I typically address this by saying that although circumstances
may demand we clinicians put on the patient or caregiver “hat,” we can never take
off the clinician “hat.” We have to find a way to wear both hats, awkward as it may
sometimes be. As providers for clinician patients and their families, we can honor
both these identities and help negotiate them.

SUPPORTING THE FAMILY

The dying patient presents an increased burden for an already stressed family,
especially when the patient is dying at home. But families who have been able to
care for a dying loved one at home often express their profound satisfaction that
they did everything they could. Even those who need to bring the patient to the
hospital or an inpatient hospice for the final few days or hours may feel an appro-
priate sense of pride and accomplishment.

Most family members have never seen anyone die and, while willing to do
whatever is necessary to allow the patient to die at home, they are totally un-
prepared for the reality of that death. When I was still practicing oncology, as a
patient entered his final weeks to months, [ met with or talked on the phone with
the patient and his family whenever possible to review the implications of dying at
home. Along with the nurses and social workers on my team, I found I needed to
validate caregivers’ requests for additional home care resources or, if the patient
and caregiver preferred, to move the patient to an inpatient hospice or nursing
facility in which he could receive hospice services.

Enrolling patients in hospice programs is one of the most important things you
can do to enhance the bereavement of those they will leave behind; the bereaved
will be less likely to develop a major depressive disorder, prolonged grief disorder
(Chapter 13), or post-traumatic stress disorder. They will even be less likely to die
themselves (Bradley et al. 2004; Christakis and Iwashyna 2003; Wright et al. 2010).

Caregivers are particularly prone to becoming exhausted and frustrated if they
are trying to provide this care alone, and we must validate their need for help.
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When the patient was likely to die in a matter of weeks, I talked with caregivers
about how their roles in the care of their loved one now needed to change. Before,
they were the eyes and ears of the oncology team, monitoring the patient for early
warning signs as he rode the roller coaster typical of chemotherapy treatments.

Families may not even realize that this monitoring of blood counts and being
hypervigilant for any signs of deterioration have become second nature to them.
They need to know that they can now relinquish those tasks without exposing
the patient to danger, and that they have equally important tasks to work on in
the time that remains. Patients have stories to tell, meaning to make, legacies to
leave—and likely need help with these and with maintaining a sense of purpose.
We also encouraged patients and their families to work with their spiritual care
providers, social workers, and hospice caregivers to aid them in these tasks.

When a patient who was not enrolled in a hospice program was dying at home,
I made every effort to call the patient and the family two or three times a week,
increasing the frequency for the last few weeks. I think that the calls were par-
ticularly helpful for the caregivers. I answered their questions, provided emo-
tional support, praised their efforts, and demonstrated my continuing concern. I
also had the opportunity to modify the patient’s treatment regimen frequently to
ensure the best possible control of symptoms during those last days.

Practice Points: Communication during the Last Days

Have a family meeting to discuss what is likely to happen next.

Call frequently to give support and adjust the medical regimen.

Mention that patients often need family permission to let go and reassurance
that the survivors will be OK.

Tell the family Dr. Byock’s “Five Things” (Byock 1997): | forgive you; forgive me;
| love you; thank you; and good-bye.

Provide written reminders: “Don't call 911”; “Signs and symptoms of dying”;

),

“Who to call for help”; “What to do when death occurs.”

Assuage ethical or religious concerns about symptom management.

+ Reuvisit the benefits of hospice care.

Family members often want to know how they will recognize that the last days
are approaching. I always provide anticipatory guidance about the signs they may
see as their loved one approaches and enters the final days. Some want to know
how to focus their care. Over the course of the patient’s illness, after all, they have
frequently needed to be enthusiastic coaches; without their urging, the patient
would not have bounced back as readily from what proved to be temporary set-
backs. But if the patient is dying this time, it is important to let them know so that
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their goals as caregivers can change. For some who would like to be at home with
the patient, vacation, sick, and even family leave days are limited, as is the time for
which another person can assume that person’s other obligations. Caregivers need
to know when to take that time and when to call in extra help, so that they can feel
free to be present full time with the patient during the important last few weeks.

What are the signs of what Doyle-Brown (2000) has termed “the transitional
phase” (i.e., as the patient becomes bed-bound), and what effects do they have
on the family? Characteristics that denote the beginning of this phase include
increased sleep, almost total loss of appetite, and then weakness. If I am with a
patient and family member as a patient is transitioning, I will point out and de-
scribe “from head to toe” the normal parts of the dying process that I am seeing.
I will also point out the reassuring signs I see (a calm face and body, no guarding
or furrowed brow) that show me their loved one is comfortable, or, if needed, de-
scribe how we will try to increase the patient’s comfort.

Some caregivers mistakenly believe that the patient has some control over
this phase, and they may be angry at the patient, thinking, “He’s giving up!” As I
discuss in Chapter 11, repeated rejection of specially prepared food is particularly
distressing. Caregivers may have great difficulty allowing confused patients to
remain as independent as they think they can still be. Some patients are not fully
convinced that they need help until they have fallen or become incontinent.

Practice Points: The Transitional Phase

« Increased somnolence
+ Loss of appetite

« Weakness

« Confusion

- Falls

+ Incontinence

(From Doyle-Brown 2000)

When it seems appropriate, remind caregivers and clinicians that it is impor-
tant to give the patient “permission” to die. I learned this many years ago from one
of my residents. One day on rounds, John gently told me that a patient of mine,
Mr. Garabaldi, was “holding on” because he didn't want to let me down—that I was
the only one Mr. Garabaldi hadn't told that he wanted to die. I felt chastened and
went to visit Mr. Garabaldi that afternoon. During our visit, I reassured him that
he would not be disappointing me, that I knew he had been fighting for a long
time, and that I understood his need to rest. His relief was obvious, and he died
within the week.
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Up until that point, I had no idea how important it was to tell someone explic-
itly that he can let go. It does not matter whether the patient can respond verbally
or indicate in any way that he has heard you; it still needs to be said. Share this
insight with family members and urge them to give this kind of permission to
their loved one. And ask them to tell the dying person not to worry about them,
that they will be OK. A phrase I often say to the patient is: “Your work is done; your
family will take care of each other; you can rest now.”

Dr. Ira Byock, in Dying Well, lists an additional “Five Things” that both the
dying patient and the family members need to say and, when possible, discuss.
The “Things” are not just sentences to be said but emotions to be explored. They
are I forgive you; Forgive me; Thank you; I love you; and Good-bye. Some families
can talk about these feelings and the stories that underly them more easily than
others, but almost all eventually can say or discuss one or more of these with their
dying loved one. When they do, both family members and patients seem much
more at peace.

Written reminders. If the patient is enrolled in a hospice program, the nurses
or social workers give the families written reminders of how to reach them. They
suggest that the family put these somewhere they will be easily found in an emer-
gency, such as on the refrigerator or stuck onto a coffee maker. Someone from the
hospice program can be reached 24 hours a day, 7 days a week.

Some states have out-of-hospital DNR forms or the POLST forms that we de-
scribe in Chapter 1. These also should be put in a prominent place, like on the
refrigerator. In addition, encourage someone in the family to inform the local
ambulance company that the patient has an advance directive and does not want
to be resuscitated. You can even send the ambulance company a copy of the direc-
tive to keep in its files. Then, if 911 is called by mistake when the patient dies, the
paramedics will know not to institute cardiopulmonary resuscitation.

It’s also helpful to reiterate in the written reminders how to reach you or your
covering clinicians in an emergency. If the patient is not followed in a hospice
program, ask the family members to call you when the patient dies and to tell the
funeral director that you will be responsible for completing the death certificate.

The family'’s ethical concerns about pain management. Despite many reassur-
ances to the contrary, a major source of concern for family members is giving
pain medicine to someone who is dying. They fear that in trying to relieve pain,
they might inadvertently be hastening death. Even though they cannot relieve the
person’s suffering in any other way, they may have religious concerns—often be-
cause they are not aware of the writings of their religious leaders on this subject.

I discuss in Chapter 7, and it is worth reiterating here, that Catholicism, Or-
thodox Judaism, and Islam all encourage the relief of suffering, even if there is
a chance that, as a secondary effect, the person may die sooner than if the pain
medicine were withheld. This is the so-called doctrine of double effect (Bradley
2009). The Catechism is very clear on this point: intent is the key. Unlike Roman
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Catholicism, Islam and Orthodox Judaism do not have one spokesperson, but in
recent writings, the majority of opinions from clerics of both faiths are identical to
that of the Roman Catholic hierarchy: if the intent of the caregiver or the clinician
is to relieve the patient’s pain, the caregiver should give whatever medication is
required.

These three religions are generally also in concert about the right of the patient
to refuse artificial means of prolonging life (e.g., ventilators, dialysis, high-flow
oxygen, continuous positive airway pressure [CPAP], or other therapies that delay
a natural death), but some orthodox theologians, such as some ultra-orthodox
rabbis, do not agree. Artificial nutrition or hydration can also be withheld if they
are only prolonging the dying process. But Roman Catholic patients have been
advised not to sign an advance directive or living will “that invites patients to
remove food and water provided by artificial means should they become inca-
pacitated . .. A better alternative is the designation of a health care agent, who
can, case by case, make a determination of the morality of medical interventions
consistent with the will of the patient and the teaching of the Church” (Bradley
2009, p. 376).

Referral to a hospice program. Even if the patient or the family has previously
resisted accepting the referral, make every effort to engage hospice services for
dying patients, including those dying in hospitals or in long-term care facilities.
In Chapter 11, we offer a full description of the services provided by hospice pro-
grams and of the ongoing role for the oncology team. The hospice clinicians may
have useful suggestions for improving the patient’s symptoms and will also ad-
dress psychological, social, and spiritual sources of distress of the patient and
family. Hospice personnel begin to prepare the family for their loss and offer con-
tinued assistance through bereavement programs that continue for more than a
year after the death. Chapter 13 includes a more extensive discussion of bereave-
ment programs.

In a period as short as the few days or week before death, hospice care can
be an enormous source of comfort to families and professional caregivers, par-
ticularly when they have never witnessed a “natural” death. The team members
have “been there,” can explain what is likely to happen, and can provide expert
symptom management during the last hours or days. For patients at home, hos-
pice staff will provide practical instruction in how the family can help with toilet-
ing, daily care, feeding, massage, and giving medications. As dying approaches,
hospice personnel provide suggestions for answering the patient’s questions and
written materials that explain how the family or the staff in the inpatient or long-
term care facility can determine that death is imminent.
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WHEN PATIENTS DIE IN THE HOSPITAL
Supporting the Inpatient Team

When one of the patients we are following is dying in the hospital, we feel the
additional obligation of helping the primary and oncology teams, the house staff,
physician assistants, and the ward staff (social workers, nurses, patient aides, the
environmental services staff, and ward clerks) cope not only with the patient’s
and family’s needs but with their own feelings of distress. The dying process often
brings ward staff closer to patients and their families, even if this is the patient’s
first admission to that ward.

To allay feelings of guilt and anxiety, we review with all team members the
history of the illness, the limits of the treatments that remain, the burdens of
those treatments, and, when appropriate, the limits the patient has placed on
further supportive measures. We also remind them that, despite our best efforts,
patients still die and that it is no one’s fault. This can be very comforting. Even
more helpful is suggesting things they can do that will enhance the patient’s last
days and further the healing process of the survivors. One simple thing is to have
the team ask the electrophysiology service or cardiology staff to adjust the rate
of the ICD or pacemaker to the lowest response settings for those patients who
have one. Believe it or not, 65 percent of patients with DNR orders still had the
defibrillators active the day before they died, and 24 percent of them received one
or more shocks (Kelly, Kabir, and Keshvani 2020).

Not uncommonly, however, the primary team are the undeserving target of a
patient’s or a family’s anger, as was the case for Mr. Champion’s team.

Mr. Champion

Mr. Champion underwent definitive therapy for lung cancer, but 6 months
later he was admitted for bilateral malignant pleural effusions. He required bi-
lateral chest tubes and sclerosis, was febrile from resistant pneumonia, and was
significantly malnourished. Despite control of his pain, Mr. Champion was unable
to clear his numerous secretions, was severely tachypneic, and became recur-
rently hypoxic. No pulmonary emboli or clots were present in his upper or lower
extremities.

Although Mr. Champion had told his oncologist, Dr. Rydell, that he did not
wish to be intubated electively or resuscitated if that meant he would have to be
on a ventilator, no advance directive was completed. Because of Mr. Champion'’s
rapidly deteriorating pulmonary status, | asked Dr. Rydell to confirm and docu-
ment that Mr. Champion did not wish to be electively intubated.

The next morning, nurses on the unit told me of the conversation they had
overheard between a furious Mrs. Champion and the house staff. It went some-
thing like, “Why did you have to ask Dr. Rydell to talk about those things with my
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husband? Look what you've done to him. You took away all his hope! He was fine
until you made us have that talk—now look at him!” She went on in this vein for
some time, and the next day she would not speak with the physician assistants
whom she blamed for her husband’s ongoing deterioration.

After Dr. Rydell confirmed that Mr. Champion did not wish to be intubated,
the team treated his progressive dyspnea symptomatically with pulmonary toilet,
suctioning, oxygen, antibiotics, anxiolytics, and opioids. He died two days later, in
no apparent distress. As we gathered around him, his wife asked for forgiveness
from the physician assistants, “for what | said out there in the hall.” She included
them in the prayers she led, and in the thank-you gift she sent to all the floor staff
later in the week.

Not all medical teams are so lucky. Mr. Champion’s wife was able to understand
that her anger had been misplaced and to apologize to the staff. Many families
don't, and the interns, residents, students, physician assistants, and nurses caring
for the patient add the family’s unjust accusations to their own unwarranted feel-
ings of guilt about the patient’s death.

Be sure to support the team through these stressful situations. Explain that
they are often the lightning rod for the family’s or patient’s helplessness, despair,
and anger. Encourage them not to take family attacks personally, to continue their
exertions on the patient’s behalf, and to work with the palliative care team to elim-
inate or minimize sources of distress. During hospitalizations that lead to death,
and after the death itself, dispel any misconceptions the staff may have about
their fault for the death and praise the work they did to make the dying person as
comfortable as possible. Praise coming from nurses who have shared in the care
of the patient can be particularly healing to house staff or physician assistants.
In turn, you can encourage the team to praise the nurses for the care they have
delivered. This kind of support goes a long way toward enabling young clinicians
and ward staff to recover from the pain they experience when a patient dies and
to allow themselves a feeling of satisfaction for a job well done.

Resuscitation status. In Mr. Champion’s case, as the crisis neared, Dr. Rydell
simply needed to confirm that Mr. Champion’s wishes had not changed. Later,
when intubation would have been needed to support him (his pH was 7.24, pCO2
80 mm Hg, and pO2 55 mm Hg with maximum oxygen support), we all felt con-
fident that in not intubating him, we were caring for Mr. Champion within the
limits he had set.

Unfortunately, the 1995 SUPPORT study (of patients dying in teaching hospi-
tals) indicated that physicians often do not know the wishes of their hospitalized
patients suffering from life-threatening illnesses—only 47 percent were aware that
their patients did not wish to be resuscitated. One-third of outpatients had not
even told their physicians that they had an advance directive.
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Practice Points: Supporting the Inpatient Ward Team

Remind the team of medicine’s limitations in the face of illness that is refractory
to treatment.

Relieve anxiety and unwarranted guilt; explain patient/family anger.

Develop a plan of care through which they can minimize patient and family
suffering.

Dispel misconceptions and praise their efforts.

Record/update advance directives regarding elective intubation and
resuscitation.

To enable a truly informed choice, give realistic prognoses and realistic descrip-
tions of the burdens and benefits of any remaining therapeutic options, including
mechanical ventilation.

We still have a long way to go in this area. A 2011 review concluded, “The
persistent problems with DNR suggest that physician behaviors toward commu-
nication with patients about goals of care and resuscitation decisions have not
measurably changed in the past 20 years” (Yuen, Reid, and Fetters 2011). They cite
one study, for example, of 500 patients who had a cardiac arrest during a hospi-
talization. When these patients were admitted, 89 percent would have been able
to participate in a DNR discussion, but by the time the DNR discussion actually
occurred, only 24 percent were able to do so.

I hope that the work of the Serious Illness Care Program (Bernacki et al. 2019),
described in Chapters 1 and 11, and other national efforts such as the Conversa-
tion Project will soon improve documentation of patients’ wishes about attempts
at resuscitation. In 2013, a survey of Americans by the Conversation Project
(https://theconversationproject.org) indicated that while 90 percent thought it
was important to have the conversation, only 27 percent actually had it. In a sim-
ilar survey in 2018, 32 percent had had the conversation.

We should do all we can to inform ourselves of the wishes of patients with far-
advanced disease while they are still well enough to make rational decisions, and
we should communicate these directives to all members of their health care teams
in and out of the hospital. If you are realistic when you inform your patients of
the extent of their disease, the likelihood that the remaining treatments will add
meaningfully to the time they have left, the realities of mechanical ventilation,
and the odds of ever being weaned from it, you enable them to make informed
decisions about resuscitation and preventive intubation. Difficult discussions will
then not have to be initiated in crisis situations, and you will avoid resuscitating
patients whose disease is essentially untreatable and who might have been able
to die comfortably, saving both them and their families needless suffering. We
discuss communication strategies for these conversations in Chapters 1, 5, and 11.
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Supporting the Families of Inpatients

Despite our best efforts to enable those who wish to die at home to do so, many
patients who have cancer require such complex care that they must remain in
the hospital until they die. Our palliative care team is often consulted to help care
for these patients and their families. The families may have promised to take the
patient home and are feeling distraught at what they see as their failure to fulfill
the patient’s last wish.

I cared for Elmo, a 45-year-old man who required significant respiratory sup-
port, more than could be delivered in any other setting. Some hospitals have one
or two rooms they have redecorated as comfort suites for these patients; they
look something like a nice hotel room, or home, with ample space for friends and
family to stay overnight, but they also include the technology and nursing care
the patients need to remain comfortable as they die.

Our hospital does not have rooms like these, but we were able to do several
things to assuage his family’s feeling that they had let him down, and to support
them. We were clear that it was a medical decision that was keeping him in the
hospital, that as much as they loved him, even with the help of a home hospice
program, they simply could not provide the care he needed at home. We said that
while we, too, had wished we could ensure his comfort at home, we just couldn't;
he needed a hospital level of care.

Then, we asked them to make Elmo’s hospital room look, sound, and smell like
his room at home, and encouraged them to bring bed covers, pictures, one of his
son’s favorite stuffed animals, music, whatever would make it feel more familiar.
We were able to allow them unlimited visiting hours, and for his last day, the hos-
pital provided drinks and snacks (a “bereavement tray”), so they would not have
to leave his room.

Elmo was unstable enough that we successfully enrolled him in a hospice pro-
gram at the inpatient level of care in our hospital, and the hospice team came daily
to provide him and his family extra support, which they appreciated. When Elmo
died, he was completely surrounded by his family members. We let them know
that the last faces he saw, the last voices he heard, the last touch he felt was that
of his family, and that they had done everything any family could do to help him
have his wish: home, after all, is the place where you are with those whom you
love and who love you, and they created that in the hospital for him. It is my hope
that as they told the story of Elmo’s death, pride at what they had been able to do
for him would replace any regret that he had to die in the hospital.

For all patients coming to the end of their lives in the hospital, involve social
work, spiritual care services, psychiatry, palliative care, and interpreter ser-
vices to address spiritual, social, cultural, and psychological aspects of patient
or family distress. Identify important cultural or spiritual practices at the end of
life that may inform patient’s choices for their care and identify whose presence
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the patient considers important as a source of support, whether or not these are
family members.

Family members and staff should all be involved in the decision-making and
have an opportunity to express their concerns with the plan of care. In discussions,
you can discover from the patient or family how you can help them personalize
their good-byes, for example, which rituals, music, or other things should occur;
who should be present (in person or by video or telephone), and whether clergy
are important. Inform them that procedures such as taking vital signs, drawing lab
tests, doing x-rays, hemodialysis, or CVVH will also be stopped because they do
not contribute to the patient’s comfort. Some families find the monitors helpful, so
they do not always need to be turned off, but the alarms do.

Collaborate with professional medical interpreters, not family members or
untrained staff who happen to speak that language, for all communication with
patients who have limited English proficiency or use ASL as their language of
choice. Consider working with medical interpreters for improving communication
across cultural barriers (cultural mediation) even when language interpretation
may not be needed, especially when you have had difficulty communicating with
a patient or family from a cultural background different from your own.

COVID-19. In the first year of the 2020 COVID-19 epidemic, family members
were not able to be present in the hospital, and this was an additional source of
anguish. We used video communications whenever possible, bringing at least the
sight and sound of their loved ones to the patients, but this was a poor substitute
for their presence. When someone was actively dying, one family member was al-
lowed to be present, and sometimes, with special nursing agreement, a few more
could come. The staff served as surrogate family, and at our hospital, Brigham
and Women’s Hospital in Boston, as I imagine was true in many hospitals, I am
honored to report that the nursing staff never let anyone die alone. We were also
able to provide enhanced bereavement services.

SYMPTOM MANAGEMENT GUIDE

Symptom management in patients’ last days can be challenging. The SUPPORT
study also revealed that family members often felt the patient’s symptoms were
not adequately controlled. Researchers found that among the conscious patients,
family members thought that 40 percent had unrelieved severe pain and, of those
with lung cancer or an underlying malignant condition with superimposed multi-
system organ failure, that 70 percent had severe dyspnea and 25 percent had
moderate anxiety or dysphoria (Lynn et al. 1997). These tragic findings were one
of the major catalysts for the growth of our field of specialty palliative care.
Symptoms change rapidly during these last days. If possible, when the patient
is dying in the hospital, be present for at least 5 to 10 minutes several times a
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day. Sit at the bedside and observe the patient for any signs of pain, delirium,
excessive upper airway secretions (“death rattle”), or myoclonus. If you find them,
correct them as suggested in the following pages. Ask family or friends who are
there what they have observed and answer their questions. Let them know they
can touch and speak to the patient, as they may be afraid to do so if the patient is
attached to multiple machines or intravenous lines.

Symptom complex of dying patients. Data on the frequency of the various symp-
toms that occur in the last days to week before death are somewhat conflicting.
Patients usually have multiple symptoms, with combinations of those listed below
varying with the underlying disease process:

+ Pain

- Noisy or moist breathing

+ Urinary incontinence or retention

-+ Restlessness, agitation

- Dyspnea, cough

+ Nausea and vomiting, anorexia, dysphagia, xerostomia

+ Delirium

- Fatigue

- Existential or spiritual distress

+ Cooling of extremities

- Fecal incontinence

Up to 70 percent of patients with advanced cancer have pain, and this pain
requires ongoing therapy until death. Noisy or moist breathing, urinary incon-
tinence or retention, and restlessness and agitation are seen in almost half of
patients who are actively dying.

Manifestations of Active Dying: The Last 10 to 14 Days

+ Dehydration, tachycardia, followed by decrease in heart rate and blood pressure
« Perspiration, clammy skin, cool extremities; just before death, mottling

+ Diminished breath sounds, irregular breathing pattern with periods of apnea or
full Cheyne-Stokes respiration; grunt or moan with exhale

+ Mouth droop; difficulty swallowing; loss of gag reflex with pooling of secretions,
causing “death rattle”

- Incontinence of bladder or rectum
- Agitation * hallucinations; stillness; difficult to arouse

(From Pitorak 2003)
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One in 5 patients will be short of breath, and about 1 in 10 will have nausea and
vomiting. The incidence of delirium in patients dying of advanced cancer is 88
percent (Lawlor et al. 2000). Manifestations of delirium are described in Chapter 9.

Patients lose the ability to swallow and become much less interactive. It is as
though they are living in a large mansion in which they gradually move to rooms
that are farther and farther from the front door. Responding to voice or touch
takes them much longer, and they may stop showing any response. Most families
seem to understand that the patient is not personally rejecting them. I often say
that it just takes too much energy for the patient to “come to the front door, al-
though they are still there, and can hear you.”

Some patients may experience existential or spiritual distress, but others ar-
ticulate visions of spiritual peace. One night at midnight, a patient from the north
of India whom I cared for asked her husband for “water from the Ganges.” Until
then, he had seemed not to understand how ill she was. But after the request, he
realized she was dying. They were able to grieve together, talk, and say their last
good-byes. She died the next morning. And a patient from Ireland spoke glowingly
to me of “going to the Isle to meet my people.” She could see them waving at her.
Could I? Her eyes were closed as she added, “My job is to get there. Theyre waiting
for me.” She continued to speak, but in Gaelic. As I got ready to leave, I wished her
a peaceful journey. To my surprise, without opening her eyes, she said, in English,
“Thank you.”

Commonly required medications. Most of the problems experienced by dying
patients can be controlled by a limited number of medications given by the oral,
rectal, transdermal, or, if necessary, parenteral route (Table 12.1) (McPherson, Kim,
and Walker 2012). Patients who previously appeared comfortable may at some
point need medications for discomfort, rattling secretions, and terminal anxiety,
agitation, or delirium. Some patients need treatment for dyspnea or various other
miscellaneous problems.

While it would be wonderful if patients who were no longer able to take oral
medications could absorb medications through their intact skin in gel form, this
does not work. While compounding pharmacies commonly make gels with an-
tiemetics or antianxiety agents in them, there is no evidence that these are ab-
sorbed through intact skin (Smith et al. 2012). Haloperidol, diphenhydramine,
metoclopramide, and lorazepam can be absorbed through the rectal mucosa, as
I describe below, but they are not absorbed from intact skin, and recurrence of
symptoms is likely to follow if needed oral medications are given in a gel format.

Liquid oral concentrates, subcutaneous infusions, and, if needed, intravenous
infusions will ensure symptomatic relief for most patients. Liquid preparations of
many medications can be administered through a rectal Macy catheter if this is
acceptable to the patient and family. For those very few patients whose extreme dis-
tress cannot be controlled in any other way, the palliative care team is likely to rec-
ommend dexmedetomidine or palliative sedation to unconsciousness (see below).
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TABLE 12.1 Treatment of Common Problems in the Final Days

Problem

Agent

Route; Dose

Baseline pain

Breakthrough pain

Death rattle

Anxiety

Delirium

Dyspnea due to
anxiety/panic

Concentrated oxycodone or
morphine solution

Fentanyl
Methadone liquid

IR Morphine/hydromorphone
suppositories

SR opioids put in gel capsules
into the rectal vault

NSAIDs: acetaminophen, naproxen
Dexamethasone

(requires compounding)
Concentrated oxycodone or
morphine solution

Fentanyl

Scopolamine

Hyoscyamine (Levsin SL)

Glycopyrrolate (Robinul)

Atropine
Atropine 1% opth solution

Lorazepam (Ativan)

Diazepam suppository
Haloperidol (Haldol)
Olanzapine (Zyprexa, Zydis)
Chlorpromazine (Thorazine)
Lorazepam (Ativan)

Morphine

Chlorpromazine (Thorazine)

p.o.; SQ g4h around the clock;
individualized

Transdermal; individualized
p.o.; individualized

p.r. g4h

p.r. g8 to 24 hr depending on the
preparation’s usual oral schedule

p.r.tid. to q.i.d.
p.r. daily to b.i.d.

Sublingual, SQ g4h; individualized

Transmucosal* (buccal, sublingual);
individualized

Transderm Scop, 1-3 patches g3d;
0.1-2.4mg/24hr SQ, IV

0.125-0.25 mg sublingual g4h (discontinue
when renal function declines significantly)

0.2-04mgSQ, IVt.id.to g.i.d. or1-2mg
p.o.b.id. to t.i.d.

0.4 mg sublingual, SQ, IV g4-6h
1-2 gtt sublingual, p.o. g4h

1mg p.o., IV, or sublingual g2h
5to 10 mg p.r. daily

2-4mg p.o., SQ, IV q60min p.r.n. to total
20mg/24 hr

2.5-5mg p.o./sublingual /IV ghs to b.i.d.
plus p.r.n. g4h

25-50mg p.o. g4-8h or 25mg p.r. g4-12h;
preferred for dyspnea

1mg p.o., IV, or sublingual g2h
5-10 mg sublingual, IV, or by nebulizer
25mg p.o., p.r. g4-12h; or 12.5mg IV g4-8h

Note: Medications compounded into gels are not absorbed through intact skin (Smith 2012). All liquid p.o. medications can

be given per G-tube.

*Only for opioid-tolerant patients.
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Pain control. You will be able to relieve most patients’ pain at the end of life if
you use the WHO guidelines for cancer pain relief (see Chapter 7). Patients require
close monitoring, and both opioids and nonopioid adjuvants are usually required.

If the patient is unable to take pills, transmucosal, sublingual, rectal, or trans-
dermal opioids are usually effective. In some cases, however, subcutaneous or,
when intravenous access is available, intravenous infusions will be needed. Con-
centrated morphine or oxycodone solutions (20 to 40 mg/ml) can be given sub-
lingually every 1 to 2 hours and are often satisfactory. Rectal administration of
sustained-release opioid preparations is not approved by the FDA, but studies
indicate that morphine absorption from a sustained-release preparation placed
in the rectal vault is equivalent to that from oral administration, and oxycodone
levels from rectal administration are higher than those achieved when the patient
takes the pills by mouth.

Practice Points: Medication for Pain Control
When Pills Cannot Be Swallowed

« Concentrated morphine/oxycodone (20 to 40 mg/ml), buccal or sublingual
« Sustained-release preparations, p.r.

« Adjuvants, p.r. (e.g., NSAIDs, acetaminophen, doxepin)

+ Opioids and dexamethasone, subcutaneous injection or infusion

- Liquid preparations of opioids (including methadone), anxiolytics, antiemetics
through a feeding tube (when present) or a rectal (Macy) catheter

As many as 50 percent of dying patients need an increase in opioid dose
during their last days. If the calculated opioid dose is too large to be delivered
by sublingual, transdermal, or rectal routes; if pain relief does not seem satisfac-
tory using any of these routes; or if the routes are unacceptable to the patient
or the caregiver, give the opioid by subcutaneous infusion or, if intravenous
access is available, by intravenous infusion. Both types of infusion can be deliv-
ered in the home with the aid of hospice or other home nurses working with
nurses from infusion services. The starting opioid dose for a patient whose pain
is well controlled should be the intravenous equivalent of the oral dose (see Table
7.4); if the pain is not under control, give a dose that is slightly higher than the
equivalent dose.

Other symptom management medications should be continued. When the
patient is no longer able to take oral medications, they can be given rectally
(Samala and Davis 2012) or subcutaneously. Patients previously benefiting from
oral NSAIDs can receive rectal aspirin, naproxen, ibuprofen, or diclofenac, and
suppositories of indomethacin and acetaminophen are commercially available;
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patients taking a stable glucocorticoid dose for bone or nerve pain can receive
subcutaneous dexamethasone or specially compounded dexamethasone suppos-
itories. Rectal doxepin can replace oral tricyclic antidepressants.

Dexmedetomidine. In select inpatients with uncontrolled symptoms, addition
of a dexmedetomidine (Precedex) infusion can improve the patients’ pain control
and help reverse opioid-induced hyperalgesia and delirium (Hofherr, Abrahm,
and Rickerson 2020). Dexmedetomidine is a selective alpha-2 agonist tradition-
ally used for perioperative anesthesia and sedation of mechanically ventilated
patients. But it also acts synergistically with opioids and can produce pain relief
with a low risk of impairing breathing or alertness at the low doses needed in
these patients. It can also be used to lower opioid doses in patients with opioid-
induced hyperalgesia or delirium and delay or prevent altogether the need for
palliative sedation.

Our protocol at BWH requires that patients reside on our intensive palliative
care unit, a specialty oncology floor staffed by expert palliative care clinicians
(MDs, PAs, SWs, pharmacists, social worker, chaplain, and nurses) who are knowl-
edgeable about dexmedetomidine. Patients receiving dexmedetomidine must
have refractory symptoms, be DNR/I, and have chosen comfort as their goal; they
do not want to be admitted or readmitted to the ICU. We do not require monitor-
ing of vital signs. We use a continuous dexmedetomidine infusion of 0.1-1.5 mcg/
kg/hr and an optional IV bolus of 0.4-1 mcg/kg over 10-30 minutes (administered
by a physician). There is no limit on duration (days) of infusion. In all eight pa-
tients we reported who received a dexmedetomidine infusion, the drug decreased
their distress and provided comfort to the end of life (Hofherr, Abrahm, and Rick-
erson 2020).

Oral/respiratory secretions. Excess oral secretions occur in 60 to 90 percent
of dying patients. The sound of excess oral secretions is often referred to as the
“death rattle” among staff, though I recommend you avoid using it, as families
can overhear you. The sounds are often distressing to families, so it is important
to let them know that they are not distressing to the patients, who are unaware
of them. Sometimes, simply repositioning patients is helpful because they may
breathe more easily in a lateral recumbent position than supine. Most patients
benefit from an antihistamine, such as oral hyoscyamine (Levsin SL), scopolamine
in a transdermal patch, intravenous or oral glycopyrrolate, or intravenous or oral
atropine (via 1% ophthalmic drops).

None of these anticholinergic agents has been shown to be better than the
others in controlling secretions of dying patients. Scopolamine and atropine, how-
ever, cross the blood-brain barrier, so I use glycopyrrolate or hyoscyamine if I
am worried about increasing the patient’s confusion or causing or exacerbating
delirium. I also take into account the routes that are available and that the patient
prefers. All these agents cause xerostomia, and patients will need to have their
mouths moistened periodically.
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Practice Points: Treatment of “Death Rattle”

- Place the patient in the lateral recumbent position.

+ Administer one of the following antihistamines:
— Glycopyrrolate (Robinul) 0.2-0.4 mg SQ, IV q 2-4h p.r.n. or
1-2 mg p.o. g4h p.rn.
— Hyoscyamine (Levsin SL), 0.125-0.25 mg sublingual g4h
— Scopolamine patch q72h*
— Atropine 0.4 mg sublingual, SQ, IV g4-6h; 1-2 gtt 1 percent
ophthalmic solution p.o. g4h*

*Do not use if delirium is a concern.

Terminal restlessness. Almost half of the patients who are actively dying of
cancer show signs of restlessness and agitation. They may toss and turn, moan,
have muscle twitching or spasm, and only intermittently awaken. Even though
patients may appear to be out of contact with the external world, they often seem
to be reassured by familiar voices or by being touched.

The agitation is sometimes due to reversible physical problems, such as a full
bladder, fecal impaction, pain, nausea, or trouble breathing due to hypoxia or
poorly cleared secretions. In other patients, unresolved spiritual, psychological,
or social problems induce the distress. All members of the hospice or inpatient
palliative care team will reevaluate the patient with these issues in mind. They
often can detect the cause of the problem and offer workable solutions.

Patients may need a mild sedative such as lorazepam (e.g., Ativan) supposi-
tories or diazepam (e.g., Valium) gel if they are unable to take oral medications;
consider spiritual reassurance, a visit from an estranged family member or friend,
or just permission to let go. When it is possible to arrange these, the anxiety often
disappears entirely, and the patient will appear calm and peaceful.

Other patients, however, are agitated because they are delirious. Some patients
may have developed delirium either as an opioid side effect or in response to
increasing blood levels of opioid as renal or hepatic function deteriorates. If the
patient is expected to live for several more days, try lowering the opioid dose or
changing the opioid. Rehydrating the patient won't improve delirium, agitation, or
myoclonus in these patients (Good et al. 2014).

No matter what the underlying etiology of the delirium is, if it is distressing to
the patient, try to control it with haloperidol (e.g., Haldol), olanzapine (Zyprexa,
Zydis) or chlorpromazine (Thorazine). A small double-blind randomized trial of
patients with terminal delirium suggested that for patients refractory to initial
doses of haloperidol (2 mg IV), chlorpromazine (25 mg), or a combination (1 mg
of haloperidol and 12.5 mg of chlorpromazine), escalation of haloperidol doses,
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rotation to chlorpromazine, or a combination of the two agents all provides rapid
control of the restlessness without extrapyramidal side effects (Hui et al. 2020).
For patients with dyspnea, chlorpromazine, which is effective for both delirium
and dyspnea, may be used as first-line therapy. Chlorpromazine is also more se-
dating than haloperidol, and this extra sedation may be beneficial at this time.
Lorazepam (oral) or diazepam (rectal) can alleviate myoclonus; if the myoclonus
is refractory to these agents, and the IV route is available, use midazolam (titrated
to effect).

Practice Points: Treatment of Terminal Agitation

+ Evaluate the patient for reversible physical problems: full bladder, fecal impac-
tion, pain, nausea, hypoxia, secretions, opioid side effects (especially if there is
decreased urine output), marked dehydration.

« Consider the need to change opioid, opioid dose, or opioid preparation
(i.e., from sustained to immediate release given as needed).

« Consider the need for psychological or spiritual counseling (e.g., for resolution
of family estrangements or for permission to let go).

+ Medicate for anxiety.

— Lorazepam (e.g., Ativan), 1 mg p.o. or sublingual every 2 hours.

+ Medicate for mild agitated delirium (see also Chapter 9).

— Haloperidol (e.g., Haldol), 2 mg p.o., SQ, or IV, repeated at 60 minutes p.r.n.
After an additional 60 minutes, double the dose, if needed, to a total of
20 mg/24 hr.

— Olanzapine (Zyprexa, Zydis), 2.5 to 5 mg p.o./SL/IV b.i.d. to g.i.d.; may give an
additional 2.5 to 5 mg g4h p.r.n.

— Chlorpromazine (Thorazine), 25 to 50 mg p.o. or p.r. or 12.5 mg IV every
4 to 8 hours; preferred for dyspneic patients or for those who would benefit
from sedation.

Dyspnea. Dying patients with dyspnea benefit from the same symptomatic
therapies recommended for patients with less advanced disease (see Table 12.1).
Aggressive treatment of panic due to perceived breathlessness is particularly
important for these patients, and hospice nurses often instruct families in how
to administer the necessary opioid, chlorpromazine, or, for refractory panic,
lorazepam.
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Practice Points: Treatment of Dyspnea that Is Causing Panic
- In opioid-naive patients, morphine, 5 to 10 mg liquid sublingual or p.o., IV;
double the usual rescue dose in opioid-tolerant patients
+ Chlorpromazine, 25 mg p.o. or p.r., or 12.5 mg IV
« Lorazepam 1 mg sublingual, p.o., or IV; Midazolam, 0.5 to 1T mg IV very slowly

Hydration. While patients are unlikely to be thirsty or hungry, they may have a
dry mouth. A prospective study at St. Christopher’s Hospice in London found no
difference in the reports of thirst or dry mouth between dehydrated and normally
hydrated dying patients (Ellershaw, Sutcliffe, and Saunders 1995). More than 90
percent of all patients with these complaints were receiving opioids. In a report
from Oregon, most hospice patients who voluntarily refused food and fluids to
hasten their deaths seemed to their hospice nurses to have had a “good death,’
and they did not complain of hunger or thirst (Ganzini et al. 2003). A systematic
literature review on hydration in the last weeks of life found mixed results: two
studies found less nausea and fewer physical signs of dehydration; two found
adverse effects, such as increased ascites; and four showed no effect on problems
such as delirium, thirst, or chronic nausea (Raijmakers et al. 2011).

Practice Points: Hydration in Dying Patients

+ Remember: dry mouth # dehydration.
+ Moisten lips with mouth swabs, gauze soaked in ice water, or offer sips of ice water
or plain or fruit-flavored ice chips.

« If parenteral hydration is chosen, do not exceed 1 liter 2 to 3 times a week to avoid
increasing distress (e.g., increasing urine output, pulmonary secretions, nausea
and vomiting, ascites, or pulmonary or peripheral edema).

Parenteral hydration can cause increased distress by increasing urine output,
inducing pulmonary or peripheral edema, increasing pulmonary secretions and
cough, and causing nausea and vomiting from increased gastric secretions. If you
think parenteral hydration is indicated to allow the patient time to finish last goals,
try to limit replacement to a liter two or three times a week. Moistening the mouth
with mouth swabs or gauze soaked in ice water or offering sips of water, ice chips,
mouth swab sponges, or fruit-flavored Italian ice is usually all that is needed for
the sensation of a dry mouth. The colder the water, it turns out, the quicker the
brain turns off the “thirst signal” (Zimmerman 2020). Parenthetically, when family
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members need to feel that they are “doing something” while sitting vigil with a
dying loved one, I often recommend moistening the mouth as a regular com-
fort measure that they can perform. You can also reassure them that because the
brain’s thirst signals are triggered by ingested food, by not eating, their loved ones
who are no longer eating are also decreasing their thirst (Zimmerman 2020).

Massive hemoptysis (or gastrointestinal bleeding). Massive hemoptysis is rela-
tively rare, in one report occurring in 7 percent of about 500 patients hospitalized
in a cancer hospital. In a dying patient, it will usually have been preceded by less
extensive hemoptysis, giving you and the home care or hospice team the opportu-
nity to prepare the patient and family. If you think the patient is likely to develop
either a massive gastrointestinal bleed (e.g., from a colonic tumor) or massive
hemoptysis, suggest the family get dark-colored sheets, towels, and blankets to
mask the blood. Because emergency intravenous access may be needed for pa-
tient sedation, consider insertion of a PICC line in patients without an indwelling
venous access device.

Practice Points: Treatment of Massive Hemoptysis
or Exsanguinating Bleeding

+ Ask the family to purchase dark-colored towels, blankets, or sheets to mask the
blood.
+ When appropriate, insert a PICC line for emergency IV access.

+ Teach the family how to place the patient bleeding side down in the Trendelen-
burg position when bleeding occurs.

« Ascertain whether the family feels comfortable giving medications IV, SQ, or p.r.
and instruct them as appropriate in administering the following;
— Rectal diazepam gel (10 mg), rectal lorazepam (2 mg), or IV midazolam
(1to 5 mg) from prefilled syringes
— Morphine IV from prefilled syringes
Dose for opioid-naive patient: 10 mg morphine
Dose for patient on opioids: the intravenous equivalent of the “rescue”
opioid dose
Example. For a patient taking 300 mg SR morphine every 24 hours:
Oral rescue: 30 mg; IV rescue: 10 mg (i.e., 30 mg/3 hours)

Opioid dose for the emergency: 10 mg IV morphine

If the family feels capable of giving an intravenous injection, the hospice nurse
can leave a kit in the home that contains prefilled syringes of appropriate medi-
cations for a patient likely to develop massive hemoptysis or an exsanguinating
bleed. It includes morphine, to be given intravenously, and a benzodiazepine.
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Midazolam (Versed) can be given intravenously; diazepam gel (e.g., Valium) can
be given rectally. When the event occurs, the patient is placed bleeding side
down, in the Trendelenburg position, and the medications noted above are given.
If the nurses arrive in time, they can position the patient and administer these
medications or start continuous infusions of morphine and/or midazolam, if
necessary.

Miscellaneous. For patients with catheters who are experiencing dysuria, lido-
caine can be added to saline bladder irrigation. For patients with nausea or vom-
iting due to bowel obstruction, add dexamethasone and a scopolamine patch for
cramping if delirium is not a concern or continue octreotide and dexamethasone
if the patient is already receiving these; for nausea or vomiting from other causes,
sublingual lorazepam (e.g., Ativan) or haloperidol (e.g., Haldol) liquid can be ef-
fective, as can specially compounded dexamethasone suppositories, commer-
cial prochlorperazine or lorazepam suppositories, or haloperidol liquid through
a Macy rectal catheter. All these medications can be given in the home by the
caregivers or by home care or hospice nurses.

Practice Points: Treatment of Other Distressing Problems

- Catheter-induced dysuria: lidocaine bladder irrigation

+ Nausea/vomiting
— Due to bowel obstruction: continue dexamethasone and octreotide if previ-
ously prescribed; if not, add dexamethasone and, if delirium is not a concern,
a scopolamine patch.
— Due to other causes: haloperidol or lorazepam p.o. or p.r.; prochlorperazine
p.r; haloperidol liquid 5 mg (2mg/ml solution through Macy Catheter) g6h
p.r.n.

+ Myoclonus due to opioid toxicity or liver failure: lorazepam 1 mg sublingual,
p.o., IV g4h p.rn.; diazepam gel 5 mg p.r. daily; midazolam 5 mg loading dose
(2 mg for patients over 60), then 10 to 100 mg/24 hr IV infusion.

Sedation as a side effect. Unfortunately, the doses of opioid, neuroleptic, or
benzodiazepine that will control pain, cough, dyspnea, seizures, or agitation in a
dying patient may sedate the patient so profoundly that unconsciousness ensues.
Some ethicists have invoked the doctrine of double effect, discussed above, to
support the use of medications to the point of sedation with the intent of relieving
symptoms. They argue that while harm is foreseen, no harm is intended by the
sedation-induced unconsciousness; on the contrary, the clinician has an obliga-
tion to help the patient, and no alternative ways remain to provide that help. Since
the action meets both these conditions (i.e., no harm is intended, and benefit will
accrue), such sedation may be considered ethical.
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Some have gone as far as suggesting that “death-hastening or death-causing
palliative analgesic administration” is obligatory in such settings (Cavanaugh 1996,
p. 248). Situations may occur, Cavanaugh suggests, when our obligation to relieve
the patient’s pain or suffering is greater than our obligation to avoid hastening
or causing death. In such instances, he says, the use of opioids or other agents to
induce sedation would become obligatory.

Palliative sedation to unconsciousness. Palliative care experts consider using
palliative sedation to unconsciousness when, despite their ongoing evaluation
and management, a patient who is near death continues to experience intolerable
physical, psychological, or spiritual/existential distress. In palliative sedation, the
sedation is not a side effect of a medication given to relieve a symptom, such as
the sedation induced by high doses of opioids for pain or dyspnea, or that induced
by chlorpromazine for delirium. Here, sedation is the desired effect, and medica-
tions designed to induce sedation (e.g., midazolam, pentobarbital, or propofol)
are used.

In 2020, the Japanese Society for Palliative Medicine published the results of
their consensus process creating initial recommendations for clinical palliative
sedation therapy (Imai et al. 2020), in which they offer the possibilities of respite
sedation (i.e., sedation limited to several days, after which the patient is reawak-
ened), continuous proportional sedation (tailored to the patient’s distress), and
continuous deep sedation. Their guidelines include refractory existential suffer-
ing among the indications for the sedation, though when it is the only cause of
the suffering, they write: “the appropriateness of continuous sedation for psycho-
existential suffering should be very carefully addressed” (p. 1188), and they recom-
mend consulting a psychiatrist, psychologist, and pastoral care worker for these
patients.

Clinicians throughout Europe continue to struggle to define palliative seda-
tion, indications for ethical palliative sedation (e.g., whether they should include
patients without refractory physical symptom or delirium), and appropriate
methods of providing palliative sedation (Payne and Hasselaar 2020). In 2019
they began a 5-year project, Palliative Sedation, to explore practices of what they
termed “proportional palliative sedation” across countries. They plan to present
their findings in various venues, revise and update the current framework (Cherny
and Radbruch 2009), and provide free educational resources, including an e-book,
to highlight best practices in symptom management and palliative sedation.

In the United States, there is legal and professional support for palliative seda-
tion to unconsciousness. The U.S. Supreme Court (in Vacco vs. Quill 521 U.S. 793
(1997)) recognized the right of patients to receive palliative sedation to uncon-
sciousness if that is what is required to relieve their suffering at the end of life.
The codes of ethics of the national professional societies of medicine, nursing,
and pharmacy all have determined that the provision of palliative sedation to
unconsciousness is consistent with ethical practice. When used in appropriate
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terminally ill patients and carefully dosed, the sedation itself does not hasten
death beyond what would occur due to the dying process itself, or if artificial
nutrition or hydration are not provided (Maltoni et al. 2012).

In 2020, the main area of controversy is the use of palliative sedation in an
imminently dying patient suffering from intractable existential distress alone (i.e.,
in the absence of refractory physical symptoms or delirium). Most professional
clinical organizations in the United States (e.g., the American Medical Association,
the American Nurses Association, and the Hospice and Palliative Care Nursing As-
sociation) exclude existential distress alone as a valid reason to give a dying patient
palliative sedation to unconsciousness. The American Academy of Hospice and
Palliative Medicine, however, does not specifically exclude palliative sedation for
existential distress alone, and the Ethics Committee of the National Hospice and
Palliative Care Organization was unable to reach consensus on whether it should
be included (Kirk and Mahon 2010). Some noted ethicists, however, such as Dr. Eric
Cassell, have argued that it should be allowed (Cassell and Rich 2010).

How would you recognize a patient suffering from existential distress alone?
Consider the situation of Glen Smith, an 85-year-old man with refractory leuke-
mia and profound pancytopenia. He decided to discontinue blood product sup-
port and all antimicrobials. His oncologist expected him to die in a matter of days.
Glen asked to be sedated: “I don't want to watch myself die.” Glen had long ago said
his good-byes to his family and friends, who supported his request. He had con-
sulted with his pastor and knew that his spiritual beliefs did not preclude sedation
prior to or at the time of death. But the hospital policy that allowed palliative seda-
tion for refractory symptoms or delirium in imminently dying patients would not
apply to Glen. So, we discharged him home with hospice support, and his family
told us that they were able to sedate him to his satisfaction using the lorazepam
supplied in the hospice kit. He died peacefully three days later.

Most often, however, the consideration for palliative sedation to unconscious-
ness arises when a patient is suffering from refractory pain or other physical prob-
lem or from refractory delirium. In our facility, the palliative care team must be
consulted, and if the refractory problem is delirium, psychiatry must be consulted.
If chaplains or social workers are not already seeing the patient, and we feel that
would be helpful, we ask the team to consult them as well.

It is especially important to inquire whether the patient practices a faith that
has specific rituals associated with the end of life, so that the patient can engage
in them before the sedation begins (the same applies to the discussion of terminal
extubation, below). Catholic priests will anoint the patient and administer the
Sacrament of the Sick; patients of the Muslim faith will say the tahlil (laa ilaaha
illallaah), or declaration of faith (“None has the right to be rightfully worshipped
but Allah the Exalted”) before they lose consciousness, so that they can be guaran-
teed jannah (paradise) (Chakraborty et al. 2017); those of the Jewish faith will want
to say the “Vidui,” a final confession. As discussed in Chapter 3, “if one cannot say
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the Vidui audibly, one can say it in their heart . . . someone near the person can
lead them in the Vidui, they can say it, and the dying person can repeat it” (Shul-
chan Aruch Y.D. 338:1 [Yachter 2007]).

When clinicians have been doing their best, often for weeks, to bring the pa-
tient’s suffering under control, they feel terrible when the suffering continues.
Feelings of helplessness at being unable to lessen the patient’s suffering may influ-
ence our choices about how to respond to a patient’s request for hastened death or
for sedation (Kelly, Varghese, and Pelusi 2003; Schuman-Olivier et al. 2008). When
we are considering instituting palliative sedation to unconsciousness, therefore,
we always have a second palliative care physician evaluate the patient; is there
something that is contributing to the suffering that could be reversed?

Whenever possible, we ask a senior, experienced physician for this second
opinion. Both palliative care physicians must document their assessment of the
patient, that sedation is the only means to relieve the patient’s suffering, that
the nurse manager of the unit agrees, and that the patient and family have given
informed consent to the sedation. See Figure 12.1 for an algorithm that describes
the assessment and management that should precede consideration of palliative
sedation to unconsciousness.

Nonpharmacologic

symptomatic Rx Nonpharmacologic symptomatic Rx

YES : .
Resolved? >—> CO:;;?:QESSRX'
Apparent
correctable problem(s)?
Initial evaluation for Bowel/bladder obstruction
reversible causes Pain
(guided by family Opioid toxicity Reevaluate
wishes, burden/benefit) Metabolic imbalance for correctable
Hypoxia problem(s)
Delirium
Anxiety

Continue Rx;
reassess

NO YF_S> Attempt

—_— Resolved?

to correct
Y
Empirical symptom Empirical therapy _»/\7\/_5> Continue Rx;
management for delirium, pain, Resolved? reassess
hypoxia, anxiety
NO

Y

Palliative sedation Palliative sedation

FIGURE 12.1. Patient Evaluation and Management Preceding Consideration of Palliative Sedation
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Discussions among the health care team, the patient, and family members
usually achieve consensus on the need for and acceptability of sedation to un-
consciousness as a means of achieving symptom control. We explain to the family
that the patient is not likely to regain consciousness before death. Patients must
be DNR/DNI, and if the patient has an implanted defibrillator, we ask the elec-
trophysiology service or cardiology staff to adjust the rate to the lowest response
settings. We turn off the monitor alarms, and in most circumstances, turn off the
monitors themselves and measure only respiratory rate, as a proxy of distress
(except in patients with tachypnea from acidosis). We continue medications that
helped to provide comfort or manage delirium.

While no good evidence suggests that the sedation to unconsciousness itself
hastens death (Beller et al. 2015; Maltoni et al. 2012), there is also no uniformity
on whether artificial nutrition or hydration should be continued (Claessens et al.

Practice Points: Palliative Sedation

+ Indications: The patient is imminently dying and is experiencing suffering (phys-
ical, psychological, or spiritual/existential) that is refractory to expert attempts at
management, including palliative care and psychiatric and spiritual consultation.

Family counseling:

— Obtain informed consent from the patient and family or from the health care
proxy. Explain that the patient is not likely to regain consciousness before
death.

— Ask, “Look ahead to a few months after she dies; looking back from there,
do you still feel that we did the right thing today? Do you feel that anything
should have been done differently?”

If the patient has a responsive symptom that is not the indication for the palliative
sedation to unconsciousness, continue the specific treatment for that problem.
For example, opioids for pain, cough, or dyspnea; haloperidol for delirium.

For distress that is refractory to specific therapies and counseling, choose one

of the following initial doses and titrate to comfort. A physician must give

the loading dose of phenobarbital or pentobarbital and be present when the
infusion is initiated or be present when the loading doses of the other agents

are given and the infusion initiated; he or she must remain continuously present
until the patient appears calm. Either a nurse or physician can do the subsequent

monitoring.
Midazolam Bolus 0.5 mg; then 0.5-1.5 mg/hr
Phenobarbital 130 mg g30 min p.r. to 1000 mg/24 hr
Pentobarbital 3 mg/kg load, then 1-2 mg/kg/hr
Thiopental 3-5 mg/kg/hr
Propofol Up to 5 mecg/kg/min
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2008). Retrospective reports indicate that 34 percent of patients died within 24
hours after initiation of palliative sedation to unconsciousness, and 96 percent
died within one week, so discontinuing the hydration was not likely to have been
the cause of these patients’ deaths (Claessens et al. 2008). Some ethicists argue
that if the patient is expected to survive more than two weeks, the cause of death
would more likely be lack of supplying artificial hydration than the malignancy
or other underlying cause of the patient’s condition (Berger 2010). In those cases,
families or patients might choose to continue hydration. We discuss with patients
or their health care proxies the burdens and benefits of continuing hydration or
artificial nutrition. In my experience, no one has chosen to continue these.

In addition to the formal informed consent that we obtain either from the
patient or from the health care proxy, Dr. Byock (1997) recommends that we try to
ensure that families will not regret their decision after the patient dies. He asks
them to imagine that, several months after the death, they are recalling the events
immediately preceding it and asking themselves whether anything should have
been done differently. If the answer is no, he proceeds with the agreed-on plan. He
finds that families who have had these conversations do not develop subsequent
guilt or regrets.

We use propofol (Moyle 1995), midazolam, or pentobarbital to induce palliative
sedation to control the symptom or to unconsciousness (Schuman and Abrahm
2005). Patients are usually comfortably sedated within an hour, and adjustments
to the sedation are provided as needed, which is usually only during the first
24 hours. We continue careful monitoring for comfort until the patient dies. A
sample hospital guideline for palliative sedation is included in the online materi-
als for this chapter.

LVAD WITHDRAWAL AND TERMINAL EXTUBATION OR WEAN

Intensive care staff may ask palliative care clinicians to consult when a patient’s
care has become focused on comfort and a left ventricular assist device (LVAD),
endotracheal tube, or ventilator support are not felt to be contributing to those
goals.

LVAD Withdrawal

Withdrawing an LVAD is generally agreed to be ethical, as is withdrawal of ven-
tilatory support, and they can share similar religious objections. Palliative care
clinicians can help patients, their families, and the medical team sort through
ethical concerns, as well as the psychological and existential distress that can
arise (Slavin et al. 2020). They provide the communication of the plan with all
parties as described to ensure the patient will not suffer, determine who wishes
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to be present, and counsel and provide support to the bereaved survivors. If value
conflicts persist, however, consult the ethics service. The LVAD team performs the
actual LVAD deactivation, but the palliative care clinicians often advise on appro-
priate sedation with lorazepam or midazolam (IV boluses), which can also prevent
or treat seizures that can occur if an embolus follows deactivation.

Cessation of Ventilatory Support

The techniques needed to achieve symptom control during cessation of venti-
latory support are similar whether or not the tube is left in place. The patients
receive additional sedating medications, if necessary, after which they are either
extubated or weaned from ventilator support with the tube left in place. Staff and
families need support prior to and after the extubation or wean, and patients need
to be made as comfortable as possible. For detailed information, see von Gunten
and Weissman (2003a, 2003b, 2003c).

Earlier in this volume, we review how to have discussions with patients and
families about withdrawing life-sustaining therapy and moving to comfort care
(Chapters 5 and 11). When terminal extubation or wean is being considered as
part of a comfort care plan, remember to review with the family that medications
providing comfort will all be continued, and those that don't will be stopped. Ex-
plore or reexplore any cultural or religious barriers. The family’s own religious
leader(s) should be involved whenever possible with these discussions, even when
there are no perceived barriers. Such collaborations can reach solutions that were
otherwise not apparent, as was the case for the patient presented by Pan and
colleagues (2020). As they discussed, the rabbi was able to help the team find a
solution that allowed terminal extubation without violating any terms of the pa-
tient’s Orthodox Jewish faith.

Stopping extra hydration, pressors, and antibiotics may be enough for the pa-
tient to have a peaceful death even with the tube in place. Help the family un-
derstand why stopping any artificial nutrition, be it enteral or parenteral, will
not cause added discomfort (see discussion in Chapter 11). Procedures such as
taking vital signs, drawing lab tests, doing x-rays, hemodialysis, or CVVH will also
be stopped. If the patient has a pacemaker or an ICD, ask the electrophysiology
service or cardiology staff to adjust the rate to the lowest response settings. If the
family would prefer that the patient continue to be monitored, ask that the alarms
be turned off or overridden by staff. Ask the nurses to remove restraints and any
other extraneous devices.

Be sure to let the family know that the patient might linger for hours or even
days, if you think that possible. And carefully document all these discussions. If
there is a disagreement as to whether the extubation or wean meets the patient’s
goals, either between members of the staff (e.g., nurses and physicians) or be-
tween staff and the family, it is often helpful to consult with the ethics team.
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To extubate or to wean? In extubation, the patient is suctioned, humidified
oxygen added, and the patient receives sedating medications (described below).
If the patient is to be weaned with the tube left in place, the PEEP (positive end
expiratory pressure), oxygen levels, and ventilatory rate are decreased over about
30 to 60 minutes. If the patient survives, a T-piece can replace the connection to
the ventilator.

Some dying patient’s secretions are so voluminous that leaving the tube in
place and decreasing the support from the ventilator will actually provide more
comfort. Patients may have had bad experiences from past extubations, and they
or their families ask that the tube be left in place when ventilatory support is
stopped. In the COVID-19 pandemic, the secretions themselves were so danger-
ous to the staff that the tubes were left in place. In other situations, especially if
the patient is conscious, secretions minimal, and the airway likely to be open after
the procedure, extubation may be preferred.

Practice Point: Terminal Extubation or Wean

Initiate or continue discussion to ensure you are providing goal-concordant care.

Consider recommending wean instead of extubation for patients with excessive
secretions.

Check that an order for DNR/DNI/comfort-focused care is placed.

Ask the team to adjust other orders, monitors, and ICD/pacemaker settings to
promote a comfortable death.

If requested, advise ICU respiratory therapy and other staff about comfort
medications.

Adjust family expectations for timing of death after extubation or wean.

Debrief with family; offer to debrief with staff immediately or at a later time.

Medications. If the patient was on a paralytic, the ICU team will stop it prior
to the procedure, and they will confirm that the patient has a spontaneous respi-
ratory rate before they begin the extubation or wean. They may continue midaz-
olam or propofol, but at a dose that allows for spontaneous respirations. After the
extubation, no increase in the propofol dose or rate is permissible.

You may be asked to advise on which medications to give to establish and
maintain comfort during this procedure. Intensive care unit staff are usually more
experienced in and more comfortable managing extubations when the patient is
expected to survive; when the extubation or wean is expected to allow the pa-
tient’s death, they are anxious to ensure that the patient be as comfortable as
possible. They may not be familiar with the medications needed to provide that
comfort at the end of life.
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The palliative care clinicians will monitor the patient for evidence of distress,
which may be from pain, anxiety, or air hunger, and suggest appropriate medica-
tions. If the patient has tachypnea alone, however, it is likely to be reflexive and
unlikely to respond to medications. Table 12.1 describes strategies for treating dys-
pnea using opioids for either opioid-naive or opioid-tolerant patients and common
agents and doses of anticholinergics for excessive secretions. Delirious patients
who survive the procedure will require continuation of their antipsychotics.

Debriefing. You would normally spend time with the family after any death.
Here, you need to spend time with the staff as well, providing support for their
grief and, what may provide even more anguish, their feelings of inadequacy (“If
only someone else had been on, they might have seen something correctable that I
missed”). Identify which family members to refer to bereavement counselors and
who, among the staff, may need special support as well.

IMMEDIATELY AFTER THE DEATH

Studies indicate that many house officers are not trained in what to do after a
patient dies (Ferris et al. 1998; Bailey and Williams 2005). If you are present at the
death, or if you have been asked to pronounce the patient dead, offer your unhur-
ried condolences to all others present before you leave the room. Such expressions
can be very comforting. If you are invited to participate in a prayer, this is perfectly
appropriate if you so wish. Encourage those present to spend as much time as
they need to, to say or do whatever they need to say or do, including touching the
body. Answer the family’s questions, and if the family was not present at the death,
answer any questions about how their loved one died. Reassure them about pain
control or other concerns they have about the patient’s suffering.

If hugging comes naturally to you and seems to be called for now, this, and the
tears that may accompany it, are also OK. Just be sure to mitigate the manifesta-
tions of your sorrow so that the family doesn't feel the need to take care of you. As
one of my colleagues, Vicki Jackson, has said, “no ugly cries; don't make it about
you.” Also offer condolences to the nurses and other staff who have cared for the
patient. If the family has shared with you praise for the care that the patient re-
ceived, be sure to share this with the staff as well: “Her family told me they were so
appreciative of the wonderful care you gave her.” Those of you who work with house
staff and physician assistants can help them deal with their grief by allowing them
to review the circumstances of the death, their feelings for the patient, and their
contributions to the care of the patient. Studies indicate that interns, in particular,
need this support (Redinbaugh et al. 2003).

The nurses will be bathing and caring for the patient’s body according to the
patient’s wishes. Some religions require special rituals after a person has died.
These needs should be known prior to the death and arrangements made to have
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the appropriate people informed. Some Jewish patients, for example, will direct
that their body be bathed and prepared for burial by a specially trained group of
men or women (the Chevra Kadosha). In Chapter 13, we review what you and the
team can do to help the bereaved family.

WHAT OUR INSTITUTIONS CAN DO TO SUPPORT US

Finally, I want to say a word about what the hospitals we work in and your pal-
liative care colleagues can do to support you. A survey of oncologists who were
asked how their institutions could support them was published in 2012 (Granek
et al. 2012). Oncologists, of course, are already engaged in working through their
feelings about their many patients each year who die. Support from their office
colleagues and staff and from friends and family, participation in religious obser-
vances or other spiritual practices, a good exercise routine, hobbies, and vacations
(for those with the time) are all helpful.

But not enough. The oncologists reported that the hospitals they worked in
could do much more to support them. They wanted training during fellowship
on how to cope with their own losses, not just how to help patients and their
families. They advocated for having mentors during training who modeled for
fellows how to work through the feelings that are associated with patient deaths.
Grand rounds and regular opportunities to debrief could continue the education
for graduate physicians. Some wanted the hospital to host regular meetings in
which they could normalize their feelings and share their stories. They thought
the hospital could provide a grief counselor or other mental health professional
to whom they could go if more complex or painful concerns persisted.

Hospitals or other institutions that already have a palliative care team could
involve them in supporting their oncology clinicians in all these areas. Palliative
care teams can give talks, sponsor memorial services, and teach oncology fellows
through seminars, or better, through inpatient or outpatient clinical rotations.
They can host a monthly meeting and create a safe space in which oncologists can
share their stories, normalize their grief, and learn how to be better role models
for their junior colleagues or trainees. Through these kinds of interactions, on-
cologists can begin to see their palliative care colleagues as resources between
the meetings, when they see each other on the wards, or when there has been
a particularly troubling case that the oncologist would really like to debrief with
someone. In this way, palliative care clinicians can help prevent the compassion
fatigue that results from unacknowledged or unprocessed grief (Abrahm 2012).
As oncology clinicians learn ways to care for themselves, they will be much more
helpful to the patients and families they want to comfort. You can find a more
extensive discussion of compassion fatigue and burnout in Chapter 13.
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