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Preface

Nessa Coyle

Although the nature of suffering and the goals of nursing have not fundamentally
changed since the initial slim volume with that title (five chapters long), coauthored
with Dr Betty Ferrell and influenced by the seminal work of Eric Cassell, was pub-
lished in 2008, the depth of understanding of suffering with all of its complexities—
and the interplay of the experience of suffering between patients, their families, and
the nurse—has grown in maturity. This new and expanded volume—edited by Drs
Betty Ferrell and William Rosa, 18 chapters long, and written by 31 nurse scholars—
allows us to reflect on some of what we have learned over the intervening years. Our
understanding of suffering has been both enriched and deepened.

Let Me Step Back for a Moment

In 1996 I wrote a chapter in a book on suffering edited by Dr. Betty Ferrell. The title of
my chapter was “Suffering in the First Person,” featuring glimpses of suffering through
patient and family narratives—“I am more than my chart” The narratives were
poignant—tfull of struggle, despair, strength, and courage. Those patients and fami-
lies had so much to give and so much to teach and I had so much to learn. Years later
in my PhD thesis I explored suffering through the lens of seven patients being cared
for in an urban cancer center. These patients had expressed a desire that death would
come soon. That the depth of their suffering had not been “heard” or “understood”
was starkly evident in their words. Bearing witness to suffering has deeply affected
me as a person and has been a gift to me. First-person narratives, being present in the
face of suffering, and bearing witness to that suffering are the essence of nursing—it is
what we do. Patients and their families are our teachers and always will be.

But in this age of rapid advances in science and evolving therapeutics, application
of sophisticated technology in day-to-day patient care and multiple options to pro-
long life or to push inevitable death further and further away—or to end life at a time
of one’s choosing—may make listening, being present, and bearing witness more diffi-
cult. At the same time, medical uncertainty and health care disparities—all present in
our complex multicultural societies—may complicate our interactions with patients
and families and our ability to really “hear” what is being said and really “see” what is
unfolding before us. There is also the pressure of time, increased caseloads, tasks to be
completed, and extensive documentation to be done. Yet the nature of suffering con-
tinues to make itself known and the goals of nursing continue to be informed by the
intent to comfort, accompany, and facilitate healing.

Nursing is not immune to the many changes in our society, health care systems, and
delivery of care. New roles have evolved, with some advanced practice nurses taking
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on more of the traditional “medical” responsibilities and relying more and more on
the “bedside” nurse to make sure the voice of the patient and family are both heard
and honored—something may be lost through these transitions as well as something
gained. A significant challenge is how to work as a team—a nursing team as well as an
interdisciplinary team—with the voice of the patient and family and their values cen-
tral to the care provided. As nurses of all educational preparations and specialties, we
bring ourselves to these diverse situations: we listen and are present, we are silent, we
offer both our training and ourselves, and we expect a great deal from both ourselves
and others.

Nurses are not empty vessels able to absorb the suffering of others without an im-
pact on their inner selves. One nurse who had been exposed to suffering over time
while working in an intensive care unit and felt she could do little to alleviate it put
it this way: “I continue to take care of my patients and give good physical care but
I cannot be emotionally present anymore. I switch off emotionally—that’s how I sur-
vive” The suffering of nurses and the impact of that suffering on patient well-being
have at last been acknowledged.

We are all in this together—a diverse quilt of humanity, each part dependent on the
other. We have different strengths and vulnerabilities; at times each of us needs a sup-
portive hand or shoulder to lean on. Science and compassion go hand in hand—one
alone is not sufficient.

Some final thoughts to provide a preamble or backdrop to what you will discover as
you explore the chapters of this book. We bring ourselves to each patient and family
interaction—our life histories, biases, personal hurts and struggles, and strengths. If
we fail to recognize what is within us, we may fail to see what is in front of us. By
helping others, we help ourselves. By working as a team, we help each other.

We need to be able to sit with uncertainty—with struggle, loss, and grief—to recog-
nize it and learn from it. We need to be able to ground ourselves and learn “to be there
in grief” but not swallowed up by it.

We need to be able to “still” our mind chatter, to calm our mind enough to listen, to
tolerate silence, and to respect it as a space for others to fill. Every experience is unique
and different. Make no assumptions about what you are about to hear—but listen with
attention, curiosity, and acceptance.

And finally, we need to learn to forgive ourselves and move on. Sometimes you will
teel like weeping; allow the tears to flow and the grief to pour out. We are all healers—
wounded healers; we are both frail and strong.
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The Nature of Suffering and the Practice
of Nursing

Mark Lazenby

The Nature of Suffering

“To be human is to suffer,” Betty Ferrell and Nessa Coyle wrote in this first volume of
this book.!

Humans have long tried to understand—and explain—this fact of the human con-
dition. The ancient Greek playwright Aeschylus tells us in a tragedy he wrote in the
5th century BCE, Prometheus Bound, that Zeus punished the Titan Prometheus with
lifelong suffering for having stolen fire and given it to humans.? Before Prometheus’s
intervention, fire had only belonged to the gods. Zeus punished Prometheus by chain-
ing him to a rock and sending an eagle to pluck out his liver during the day. At night,
his liver regenerated, only for the eagle to return the next day to pluck it away again.
Because Prometheus was half human, he felt the pain of the mortal wound inflicted by
the eagle, but because he was half divine, he did not die from the wound. And when
the eagle left for the night, Prometheus felt the pain of healing. Healing, itself, is often
painful. Thus, Prometheus suffered without end. In 1618 AD, the Flemish painter
Peter Paul Rubens depicted Prometheus’s suffering in a piece now displayed at the
Philadelphia Museum of Art (Figure 1.1).

In Aeschylus’s play, Prometheus’s never-ending punishment may have been at di-
vine order, but Prometheus understood the experience in human, not divine, terms.
Prometheus, after all, was as much human as divine. Humans, without fire, could not
cook, warm themselves, see well at night, or fend off animals terrified of the chemical
process of combustion. Indeed, Prometheus’s sympathy for his fellow humans who
did not have the essential element of fire led, in the end, to his inevitable suffering. It
was as if Zeus said, “If you are going to show compassion for your fellow human, you
will suffer as humans suffer” Prometheus’s reply was that “suffering is a migrant bird
that settles?

Suffering, like death, is inevitable. The 20th-century philosopher Ludwig
Wittgenstein remarked that death is “not an event in life; we do not live to experience
death,”® though we all know, whether or not we like to admit it, that death shall one
day come for us all. And we do experience others’ deaths. Knowledge of death causes
us to suffer.

Unlike us, however, Prometheus does not die. This is his divinity. In the myth, he
is still, today, chained to the rock enduring the suffering of compassion for humanity.
Some may say that Prometheus’s physical pain is a sufficient cause of his suffering. It

Mark Lazenby, The Nature of Suffering and the Practice of Nursing In: The Nature of Suffering and the Goals of Nursing.
Second Edition. Edited by: William E. Rosa and Betty R. Ferrell, Oxford University Press. © Oxford University Press 2023.
DOI: 10.1093/0s0/9780197667934.003.0001
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Figure 1.1 Prometheus bound.

Source: Rubens PP. Prometheus Bound. Philadelphia Museum of Art: Purchased with the
W. P. Wilstach Fund, 1950, W1950-3-1. Photo by Alberto Otero Herranz, courtesy of the
Prado Museum, 2015.

certainly is a part of it. But it is not the sum. Pain, as the contemporary essayist Elaine
Scarry reminds us, has its etymological home in the Latin poena, which has the same
root as the word for punishment.* Prometheus’s punishment indeed brought physical
pain, but Prometheus also bore the knowledge of the punishment that had been vis-
ited upon him for the good deed of giving humans fire. And he knew that his suffering
would be constant. Rather than suffering from the knowledge of inevitable death,
Prometheus suffers from his knowledge of the eagle’s inevitable return.

Suffering, no matter the cause, is to be conscious of pain. It is to bear, to be put
under, to carry, or to endure conscious awareness of pain. Suffering cuts to the core of
what it means to be human: to have consciousness—awareness.

To be human is to be connected with other humans. It is through this connected-
ness that one has consciousness—awareness—of one’s human destiny. Destiny is the
shape of one’s future and the future of the human community. Hope is predicated on
an awareness of destiny, if only the hope for progeny or for the continuance of human
history in the natural world. Events—such as war—that call into question the con-
nectedness of humanity and the continuance of human history frighten us greatly, be-
cause they disrupt our sense of a future and, therefore, our sense of that which gives us
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hope. To be human is to have a sense of our world and our ability to shape the future—
our destiny. Prometheus, chained to the rock, was helpless and hopeless: he could not
flee or protect himself or have a hand in his future.

The possibilities of war today, given thermonuclear weaponry, threaten even the
natural world with total destruction. The effects of greenhouse gases, effects brought
about largely by our activity, also threaten the natural world. To be human is also to
be harmonious with nature—to have an expectation of a future supported by the nat-
ural world. Prometheus and nature were no longer in harmony. Nature was red. And
rather than a steppingstone to the heavens, the rock to which Prometheus was bound
was a bed of torture.

The Hebrew scriptures also tackle the fundamental nature of human suffering as
disconnection with humanity, one’s own and that of others, and with nature. In this
version, suffering originated when God banished Adam and Eve from Eden—the
garden of eternal life where God himself walked in the cool of each day—for disobey-
ing the divine command not to eat the fruit of the tree of knowledge. He exiled them
to the desert, where God did not go and where they would one day die (Genesis 2:17).
Adam and Eve’s suffering, like Prometheus’s, arose from their punishment, punish-
ment that resulted in their being disconnected—helpless, hopeless, and inharmo-
nious with nature. Theirs was a spiritual suffering.

When one, in the grip of suffering, is disconnected from others and from nature,
one loses a sense of oneself in the human community and the natural order. Rather,
one is trapped in oneself. The experience of suffering, because of its disconnecting
interiority, cannot be shared with others. One cannot express suffering; one is caught
in a wordless world. A wordless world is a meaningless world to which others do not
have access.

In Case Exemplar 1.1, Beth, a patient newly diagnosed with life-limiting cancer,
is trapped in her suffering. This suffering was, seemingly, at the hands of an external
force that acted upon her to unjustly punish her: cancer. This language of giving
agency to a seemingly external force, like cancer, is an attempt to exit the wordlessness
of suffering. It is an attempt, Scarry says, to objectify one’s suffering.*

Case Exemplar 1.1

Beth, a47-year-old woman, recently saw her primary care provider for acute upper-
left quadrant abdominal pain. A physical exam and laboratory and radiographic
tests suggested the need for a transesophageal endoscopic biopsy of the pancreas,
which revealed adenocarcinoma. A subsequent positron emission tomography
scan revealed abdominal wall metastases. The primary tumor was deemed inoper-
able. Chemotherapy was started, but after one cycle, she was hospitalized for pan-
cytopenia, abdominal pain, nausea and vomiting, laryngopharyngeal dysesthesias,
fatigue, and symptoms of depression. The attending oncologist consulted with the
palliative care service.

The palliative advanced practice nurse, Rosie, visited Beth in her hospital room.
Rosie learned that Beth held an endowed professorship in early medieval English
literature at the university to which the academic health center was attached. She
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had been happily married to a cancer biologist, also a university professor, for
21 years. They had two children, a 15-year-old daughter and an 11-year-old son.
They loved hiking in the woods near their home with their two dogs, both huskies.
Beth, in response to Rosie’s question about her home life, adapted the lyrics to the
Crosby, Stills, Nash, and Young song, “Our house is a very, very fine house ... with
two dogs in the yard”'® And then Beth blurted out in sobs, “I hate God”

Rosie sat with Beth in silence. She was simply present with—and for—Beth.
After several minutes, Beth blurted out in as much a scream as she could muster,
“What do you want me to say? F*** God! And I don’t even believe in God”

Rosie clasped Beth’s hands, looked into her eyes, and acknowledged her suf-
fering. It was physical, Rosie said: her pain, nausea and vomiting, and fatigue were
still uncontrolled. It was emotional: she was sad and lachrymose most of the day.
But it was also spiritual, Rosie said to Beth: her anger came from her feeling as if
she no longer had any control in her life. Feelings of helplessness and hopelessness
are a human response to a life-limiting diagnosis of cancer, Rosie said. After some
silence, Beth began speaking about the cancer as if it were an alien that inhabited
her body with the sole purpose of killing her, of stealing her from her beloved hus-
band and children, from her dogs, from the family hikes, and from the book she
was writing—all for no good reason. Beth had lived a good and decent life. She was
fit. She never smoked and drank only a little. She ate healthfully. This suffering was
all too much, she said. “I don’t know who I am anymore,” Beth said to Rosie. “I'm
not myself”

Rosie assessed Beth’s physical symptoms and from that assessment worked with
the palliative care team on a symptom management plan of care that the oncology
team could follow.

Rosie also asked Beth whether she would be open to Rosie meeting her husband
and children. The next day, they all met for 45 minutes. They told favorite stories,
and then Rosie asked them if they had any questions about what was going on with
their wife and mother. They talked openly about the cancer, the anticancer treat-
ment, and the symptom management plan of care. “Will Mom be able to finish her
book?” the daughter asked. Rosie said that she did not know but that perhaps they
all could come up with a plan for how the book could be finished and published if
Beth did not have enough time. Beth said that she had a colleague at another uni-
versity with whom she was close and who could finish the book, if the colleague
wanted to. They agreed to have another meeting in 2 days. At this meeting, Beth
said to her husband and her children, “My body does not lie to me. I know I'm
dying” Rosie then led them in thanking, forgiving, and expressing their love for
each other.?’ After that meeting, Beth decided to end anticancer treatment and
went home with hospice care. She died 5 days later.

When Beth’s book came out in print a year later, Beth’s husband sent it to Rosie
at the hospital. Rosie found a picture tucked inside the jacket. It was of Beth in bed
with her two huskies lying at her feet and her children next to her, each holding one
of her hands. Rosie flipped to the first page and found an inscription: “You helped
Beth live, even when she was dying”
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Nurses may have encountered patients who have been dealt a heavy blow of a life-
limiting diagnosis but who approach their diagnosis, and sometimes their physical
pain, as the presence of wanted spiritual suffering. This is often true of people who be-
lieve in karma or in redemptive suffering. The contemporary psychologist Paul Bloom
says that, for suffering to be wanted, suffering must have meaning.> That meaning is its
object. However, unwanted suffering, as Beth’s was, is objectless. There is no reason—
no meaning—that justifies it. There is no point to it.

An object is external to language, to one’s thinking, and hence, to one’s mind. As
such, the object is the referent. A referent is that to which one’s words and thoughts
point. It is essential that, when one talks (or thinks) about something, our words
have referents—that they point to the object that gives words and thoughts meaning.
However, when there is no object, there is nothing to point to outside us. One is then
trapped in a wordless, meaningless world.

Suffering defies language. One can, of course, say that one suffers. This suffering
can be because of pain, nausea and vomiting, grief, loss, separation, impending death,
or compassion for others. But a cause is not a reason or a justification. Cancer, heart
failure, end-stage kidney disease, sexual trauma, the wounds of war—these are causes.
But they are not referents that supply the suffering with meaning.

Suffering, because it is inaccessible to language, leaves us groaning. It left Beth in
the case exemplar making an utterance that did not make sense: she cursed a god in
whom she did not believe. The Christian apostle Paul put this insight into the non-
sensical utterances of suffering this way: “the spirit maketh intercessions for us with
groanings which cannot be uttered” (Romans 8:26). Universally, groans and seem-
ingly nonsensical utterances are attempts at supplying an object to—a referent for—
unwanted, and hence objectless, suffering.

Objects connect us, as human subjects, to something outside us: to God, eternal
life, wisdom, nature, loved ones, progeny, and so forth. Objectless suffering, on the
contrary, creates an absolute split between one’s reality and what would otherwise be
the object if one’s suffering could have an object. Objectless suffering alienates suffer-
ers from God, from that which sufferers believe, from nature, from loved ones, from
the future—even from sufferers’ bodies. Objectless suffering creates a world in which
sufferers suffer alone; sufferers find themselves in suffering-imposed solipsism. Their
suffering is completely inaccessible to others. There is no object to which sufferers and
others have the same access. Suffering alienates.

Suffering creates a split between sufferers and others. Sufferers have a complete
grasp of their suffering, but others do not—cannot. Because of this inaccessibility,
others may doubt sufferers. This is often the case when someone who by outward
appearances has a good life but suffers from depression or anxiety, chronic fatigue
or fibromyalgia, or migraine. What sufferers grasp—and hence easily know that they
have—can be doubted and denied by others.

The importance of this insight about how suffering can be doubted by onlookers
was made by a nurse-philosopher of the 20th and 21st centuries, Ruth McCorkle,
who was also a symptom management researcher. Her experiences as an air force
nurse during the Vietnam War led her to this insight.® In the planes that transported
wounded and sometimes dying soldiers to hospitals, McCorkle witnessed soldiers’
physical wounds, but their suffering, she said, was within. Even when they could
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talk, they groaned because they were in the solipsistic world of suffering, one she
could not access but one she wanted to believe. She found that other health care
providers often doubted soldiers’ suffering. “It’s not that bad of a wound. Why are
you crying?” But she knew their crying was a wordless expression of suffering.
Later, she worked with the psychiatrist Avery Weisman and psychologist William
Worden who had, for patients diagnosed with cancer, given this wordless suffering a
name: existential plight, a feeling of vulnerability, mood disturbance, and concerns
about the future of one’s existence.” When the face of death visits, one is trapped by
its sight, as Prometheus was on the rock. Even if the face merely passes by, it causes
suffering that defies language; it has no object. And others can easily deny that the
sufferer has seen it.

Eric Cassel, in his foundational 1982 article in the New England Journal of Medicine,
“The Nature of Suffering and the Goals of Medicine,” defined suffering as “the state
of severe distress associated with events that threaten the intactness of the person.”®
Suffering’s objectlessness, its solipsism, and its alienation call into question the suffer-
er’s personhood. It is not just that suffering resists language, but in so doing, it reverses
sufferers to a prelingual state,* that is, to a stage in human development that is pre-
sense, a stage in which we, as humans, do not create meaning, or at least cannot ex-
press meaning. As such, sufferers lose their ability to make sense of themselves and the
world. This prelingual, pre-sense state is a state before personhood, a state in which
sufferers cannot comprehend their existence. And in this state before personhood in
which sufferers cannot comprehend their existence, sufferers lose the awareness that
they are alive.

Others can respond to the prelingual groans of the sufferer who has lost aware-
ness of aliveness with aversion—aversion not just at the crying soldier or the person
who outwardly appears to have it all together but is depressed or anxious or in pain
from no visible cause but also toward the person who is dying of a fungating breast
tumor, for example. Even though the cause of her suffering is visible and the stench
of the microbes infesting it smellable, it is not seeing and smelling the anatomical
malady that elicits aversion as much as it is catching a glimpse and a whift of the suf-
ferer’s loss of awareness of being alive. Humans naturally want to avert their gaze from
death. After all, it is part of human nature to turn away from death—to flee from it—
to preserve oness life. The objectlessness of death is abhorrent. Witnessing objectless
suffering causes the observer to realize that death is the migrant bird that forgets to
fly away.

To be human is to suffer: it is a fate all humans share. It involves the essence of
being human. Suffering reverses sufferers to a wordless state of being. Wordlessness is
meaninglessness. Suffering’s meaninglessness, however, shows us the greatest source
of suffering that is part and parcel of being human: death. In self-preservation, it is
natural to avert one’s gaze from death, for death ends human experience.

The Practice of Nursing

Nurses, however, cannot avert their gaze or turn away from sufferers. Nurses must be

present, for presence, Ferrell and Coyle say, “is the essential task of nursing.”!
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Presence is not easy to define. There is no single nursing action that when complete
can be checked off the to-do list as if to say, “I was present.” Presence is not action per
se. It is, rather, a state of being.® The origin of the English word “presence”—the Latin
praesentia—suggests that it means to be at hand, to be there in the moment at the
ready. Presence is, fundamentally, being in the presence of another person in a certain
place at a certain time, not consumed with other tasks but rather being. “T am here,”
we say without words when we walk into the presence of someone who suffers. Being
present—showing up—is the foundation of nursing presence, but there is more to it.

Presence includes an awareness of what we share with others. The contemporary
feminist bioethicist Margaret Farley says that presence is “to find a location in human
experience” where we “encounter the reality of ourselves and others”!® When, as
nurses, we are present to others who suffer, we encounter our common humanity. To
be human, after all, is to be vulnerable to suffering. To be present to others who suffer
is to overcome our urge to avert our gaze from them, in their prelingual, pre-sense
state, a state in which they only have groans and writhing to express their suffering.
When we show up to and do not avert our gaze from sufferers but rather are with
them, we bring them out of their prelingual, pre-sense world—the world in which
they are trapped, alone, without language—and usher them back into aliveness.

Nursing presence is being for the individual what the individual needs you to be for
the individual to be alive.”

McCorkle understood the power of nursing presence. On one of the transport
planes, a young, mortally wounded soldier, who was groaning from his wounds, asked
McCorkle for his mother and his girlfriend. “Where are they?” he asked. He was ter-
rified of not being alive and of the aloneness of his suffering. It was ostensibly a non-
sensical question in that he was in a plane being transported from the battlefield in
Southeast Asia to a hospital in Europe, and his family was in the United States. But
his question arose from his suffering of being chained to the rock of death. McCorkle
realized that he was terrified of his isolation. She held his hand and said, “T am here.
I will not leave you.” He died moments later. After this event and after her tour was
complete, she returned to her studies and wrote a master’s thesis on the effects of
touch on the seriously ill.!!

Touch, after all, is a bridge between living things when there are no words. Touch is
the first step in giving words back to sufferers. Touch overcomes the aversion of death.

McCorkle went on to earn a PhD and afterward embarked on a career in pallia-
tive nursing, particularly of people diagnosed with life-limiting cancer. In the early
1970s she studied in the United Kingdom with Dame Cicely Saunders and the psy-
chiatrist J. M. Hinton, who, in his 1963 article published in QJM: An International
Journal of Medicine, pages 1-21, “The Physical and Mental Distress of the Dying,’!?
described a connection between dying patients’ unrelieved physical distress and
their mental distress. This relationship had been described only once before, by Sir
William Osler in his Constable & Co., Ltd., 1906 book, Science and Immortality,'® in
which he described his observations of nearly 500 dying patients at Johns Hopkins
University hospital and found a relationship between unrelieved physical distress
and “mental apprehension.” Following Osler and Hinton, McCorkle conducted a
study in which she developed a scale that would, for the sufferer, name a physical
symptom—its frequency, as it were—and the point at which the symptom became a
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burden the sufferer had to bear. She was interested in identifying the point at which
untreated cancer-related symptoms pushed patients into the solipsistic wordless
world of suffering. From this study came the McCorkle Symptom Distress Scale.!*
This scale, simple but profound in its truth, was the first of its kind by violating what
was at the time considered to be psychometric protocol in which one did not mix
the dimension of frequency (yes/no) with the dimension of a rating of (0 = Not
at all distressing, 10 = Extremely distressing). Now, almost every symptom inven-
tory uses such a mixed-dimension approach, for the approach gives the sufferer the
chance to name the source and the burden of suffering. It ushers the sufferer out of
the prelingual, pre-sense state of suffering and into the worded world of awareness
of being alive.

Giving objectless suffering a name is not giving it a reason. There may never be a
reason. And some people may not ever find meaning in their suffering, much less
want to. But to say “This—this pain, these pins and needles I feel in my hands and feet,
this nausea that I cannot shake—this is what is causing me not to feel like myself” is
to give suffering a name. Naming the source of suffering, says Scarry, is to objectify
it. It is the case that by objectifying the referent of a person’s physical suffering, that
suffering becomes known to the one doing the assessment—the nurse. Now, both suf-
ferer and nurse speak the same words; they both have the same object in view. The
sufferer is no longer alone.

Of course, this object may be physical, but it may also be emotional, and it is al-
ways spiritual, in that it calls into question the intactness of the person. In the last
article McCorkle wrote—which she wrote within a few weeks of her own death from
an Agent Orange-related cancer®—she advocated for treating physical suffering
first and then moving onto other sources of distress.!® After all, as Ferrell and Coyle
point out, physical “symptoms are experienced by people, not by bodily organs.”!
Just as it is difficult to concentrate when one feels physical distress, say, from hunger
or tiredness, so too it is difficult to attend to spiritual distress when one is physically
distressed.

The case exemplar illustrates this aspect of nursing presence. Rosie, the nurse, cared
for Beth’s physical distress first, which involved managing her physical symptoms; her
emotional distress, which involved saying goodbye to her family; and finally her spir-
itual distress, which involved the helplessness and hopelessness of finishing her life’s
work, the book. By not averting her gaze from the suffering that tormented Beth, and
then by assessing and addressing Beth’s physical, emotional, and spiritual suffering,
Rosie was for Beth what Beth needed Rosie to be to bring Beth back from suffering’s
reversion to a prelingual, pre-sense state to being aware of her aliveness, even as she
was dying.

Nurses encounter suffering individuals when they are surrounded by other health
care professionals, each treating a different aspect of the individual. In the complexity
of our modern health care system, nurses provide “an intimate, personal encounter;’
Ferrell and Coyle say, an encounter in which the nurse becomes the “confidant, the
vessel” of individuals’ suffering “and the counselor for [their] spiritual distress.”! The
nurse touches the sufferer, assesses the sufferer, and then becomes the vessel of words
that the sufferer no longer has. The nurse names, and thus objectifies, suffering. The
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nurse becomes life for sufferers who no longer have the strength within themselves for
being alive.

This is the practice of nursing presence: it is overcoming aversion toward objectless
suffering and being life for those whose suffering has caused them to question their
very personhood.

The practice of nursing in response to suffering is not just for palliative care
nurses. It is also for nurses who are the consciousness of aliveness for unhoused,
hungry, and jobless individuals.'® It is for environmental nursing, for the earth,
which sustains all our lives, suffers from our destructive behaviors.!” And it is for
nurses themselves, who have provided care to unspeakable suffering during the
SARS-CoV-2 pandemic.!®

Being present to unspeakable suffering may cause nurses to suffer, in the same way
that Prometheus’s suffering was due to his sympathy for—his feeling with—the suf-
fering of his fellow humans. Compassion is suffering with another. Nurses suffer. And
it is for the nursing community to be present to each other in ways that only nurses
can—that too is the practice of nursing.

Suffering is all around. “In every setting, across diseases, and in people of all ages,”
Ferrell and Coyle say, “suffering is part of being human. But they also say that being
present to those who suffer—being life to those who need aliveness— “is the everyday

work of nurses””!

Responses to Suffering

Unwanted suffering causes sufferers to regress to a prelingual state in which they lose
senses of help and hope. Because of this prelingual state, sufferers cannot name the
source of their suffering. Nurses can respond to this aspect of suffering with a thor-
ough nursing assessment that allows sufferers to name their suffering’s physical, emo-
tional, and spiritual sources. This assessment brings sufferers out of the prelingual
state and back into a state of words. The subsequent plan of care can restore sufferers’
senses of help and hope. Because suffering always involves a challenge to sufferers’
personhood, restoring senses of help and hope is restoring a sense of personhood.
This is a spiritual response to suffering.

This spiritual response is the heart of nursing practice in the face of suffering. It
is the response of touching the personhood of sufferers. By giving back words and
senses of help and hope to sufferers, nurses connect sufferers with a sense of them-
selves, with connection to the human community, with nature, with that which they
believe and that which they hold dear—from which suffering has alienated them.
Connecting sufferers back to themselves is to connect them with being alive. This is
nursing presence: to be for sufferers what they need to be alive.

Note

* This sentence is a play on Virginia Henderson’s definition of nursing as offered in her 1964
article “The Nature of Nursing,” published in volume 64 of the American Journal of Nursing,
pages 62-68.
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Spiritual and Religious Perspectives
About Suffering

Elizabeth Johnston Taylor

Spiritual and Religious Thinking About Suffering

Why? Why did this happen to me? Why now? Why do violence, pandemics, wars, dis-
abling accidents, illness, and death happen? Why do humans suffer, especially when
they have been good people? These “why?” questions are universal human questions
that arise when tragedy or threat causes suffering. These questions may quickly lead
to spiritual and religious (S/R) questions: Is there a Reality that ultimately influences
or controls such suffering? Is this Reality evil or loving, or somehow both? If there is
such a Reality, is it all-powerful, all-knowing, or always present to humans? If it exists,
why does evil exist? Furthermore, is suffering somehow purposeful, prompting good
outcomes?

Although these questions manifest in myriad ways, they are fundamentally spir-
itual and, sometimes, religious questions. That is, these questions reflect a search for
meaning within a sacred context (spirituality), which may or may not involve religion
(i.e., beliefs and practices that are formalized and experienced collectively to some
extent).! Sometimes, S/R questions can be too deeply painful to express, or, for some,
even too disturbing to consider. For example, maybe there isn't an all-powerful God.
Or maybe Reality can no longer be experienced as loving. These beliefs could be too
cognitively dissonant to recognize. Researchers have documented how experiencing
such negative religious coping or S/R struggle does sometimes occur in response to
difficult health-related contexts.>* This S/R struggle can also be compounded when a
person becomes aware that existent S/R beliefs are no longer comforting or believable.
Thus, it is unsurprising that the S/R struggle is associated with poor mental health
outcomes, such as depression.>®

Conversely, however, persons experiencing suffering may also ask: Why not me?
They may find that their S/R beliefs and practices provide a means for making sense
of the suffering and for finding psychological comfort.! Their S/R beliefs contribute to
a cognitive schema that affirms they are worthy, that their world is meaningful, and
that the world is basically a good and safe place to exist. That is, their S/R provides the
matrix for a healthful, functional worldview.? Indeed, Soenke and colleagues under-
stood how religions, across time and cultures, provide humans with a “sacred armor”
to buffer them from anxieties, including death anxiety.'’

Whether S/R beliefs about suffering create inner struggle and discomfort or pro-
vide hope and comfort, they inherently provide a lens through which sufferers may
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Nursing. Second Edition. Edited by: William E. Rosa and Betty R. Ferrell, Oxford University Press. © Oxford University Press 2023.
DOI: 10.1093/050/9780197667934.003.0002
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interpret their challenge. Given how S/R beliefs about suffering are integral to a re-
sponse to illness, it is important for nurses to appreciate this dynamic and have some
basic understanding about the diverse S/R beliefs related to suffering. Thus, this
chapter will provide an overview of S/R beliefs related to suffering, especially focusing
on the theological construct of theodicy. First, however, a model explaining the psy-
chospiritual process guiding S/R thinking in response to suffering is reviewed. Given
the process and outcomes presented, clinical implications for health care profession-
als are offered. This overview is influenced considerably by Western psychological and
theological perspectives, which in turn are often influenced by Judeo-Christian worl-
dviews. The struggles and benefits of ascribing S/R beliefs to suffering are illustrated
by Susan, a nurse who has experienced physical, emotional, social, and spiritual suf-
fering (see Case Exemplar 2.1).

Case Exemplar 2.1

Susan is a 64-year-old woman who lives with her faithful dog; her daughter and
her daughter’s partner live in a back house. Although she was raised nominally
Christian and attended a Roman Catholic high school, Susan converted to Judaism
in her 20s. She now participates daily in a Benedictine fellowship and attends a lib-
eral Episcopal church weekly. As a “hyphenated” religious person, she participates
in weekly Jewish and Christian worship services and meetings.

Susan cannot remember a time when she did not suffer with physical illness.
Although she does not know how her mother’s suspected Munchausen syndrome
may contribute, she does know that her medical history is rich with multiple diag-
noses. She presently lives with steroid-dependent asthma, immunodeficiency,
severe rheumatoid arthritis and osteoarthritis (with resulting joint deformities),
fibromyalgia, chronic pain, myopathy, hair loss, and dermatitis with prurigo nod-
ules that itch and bleed. Thus, she lives with people saying things like “Your face is
bigger than last time” and “Did you know you have a sore on your head?”

Susan’s daily routine includes taking medications thrice a day, nebulizer treat-
ments 3—4 times daily, physical therapy, cooking prepackaged meals, attending on-
line meetings, and writing nursing education materials for her work. She also is
seeing about 15 physicians and periodically goes to a health care facility for various
tests or treatments. “I spend most of my life just trying to stay alive,” Susan notes.

Given this context and its inherent losses (e.g., various physical functions, so-
cial roles, body image), Susan often finds herself asking, “Who am I?” Living with
morbidities prompts her to also face her mortality. For example, she just completed
a course on “ending well” Although death is not immanent, the course raised ques-
tions for her as to what religious tradition she wanted to die as.

Susan’s religiosity has supported her to struggle with how to make sense of her
suffering and transcend it. To quote Susan: “Going to church gives me strength
and comfort. Connecting to people in my meetings also gives me support. Singing
hymns and doing nature photography allows me to expand my world.... These
activities keep me sane; they allow me to get to a bigger place—a place beyond
my small world” Susan found comfort when her rabbi normalized her spiritual



SPIRITUAL AND RELIGIOUS PERSPECTIVES 13

struggle and said it was “okay to kvetch with God” Books with prayers specifically
for those with pain and loss have also been helpful to Susan.

How does Susan theologize about her suffering? “Some days I do it better than
others.... Shit happens and keeps happening. I ask God if she has a plan; she’s ex-
tremely quiet about it!

... When I was in high school, a well-meaning nun told me, ‘God must really
love you to give you so many crosses to bear! Well, maybe God could start hating
me?! ... Some would say suffering is to bring us closer to the suffering of Jesus; but
no, it’s not doing that for me. Now I think that God doesn’t cause my suffering. God
is with us cripples. She is a source of strength. She has work for me to do; in fact,
I have a wordless knowing that I need to be doing the work I'm doing.... I have
purpose”

When Suffering Challenges Spiritual/Religious Beliefs: The Process

One’s social environment, including family (especially parents or parent figures),
community, culture, and religion, heavily shapes a persons S/R beliefs.!! But how
does suffering impact these beliefs? Psychologist Crystal Park provides a theory about
meaning making in response to trauma that is particularly relevant.!? Park built on
the notion of other psychologists who posit that everyone has a cognitive schema,
or global meanings (i.e., beliefs and goals). People also instinctively assign mean-
ings to traumatic situations; these traumas are explained by natural or by supernat-
ural causes. For example, a person might explain cancer as being caused by pollution
(a more proximal ascription) or by sin and other religious explanations (more distal
ascriptions). When trauma occurs, if the situational meaning ascribed to a trauma
is compatible with the global meanings held, no distress occurs. If, however, there
is a discrepancy, there is a need to align the global and situational meanings. It is the
misalignment of global and situational meanings that causes distress and the need to
reconstruct satisfactory meaning.'?

The process of reconstructing meaning involves managing intrusive rumination
(inner dialogue) to reappraise the situation or reconstruct global meanings.'? For
example, if a pious patient prior to a cancer diagnosis believed that such a disease
occurred only in persons who lived iniquitously, this patient would need to either
change his ascribed meanings for the situation (e.g., to “genetics caused my cancer”) or
change his global meanings (e.g., “cancer can occur in anyone”). If the patient did not
revise his cognitive schema, he might accept that he must be vile, which presumably
would also cause inner distress. A team of Polish researchers examined how various
types of inner dialogue mediated between S/R struggle and psychological well-being
(PWB) among 143 Catholic undergraduate students. Ruminative inner dialogue was
found to contribute to decreased PWB, whereas imagined supportive inner dialogue
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was linked with increased PWB.!? Thus, examining the nature of one’s inner dialogue
may be therapeutic.

The successful reconstruction of meaning can be manifest not only in revised global
or situational meanings but also in changed identities and perceptions of personal
growth.1214 For example, cancer and trauma survivors often report renewed appreci-
ation for their inner strength, increased spiritual awareness or faith and closeness to
God, or heightened desire to help others.!>-!7 S/R beliefs are integral to this process
of posttraumatic growth. Typically, healthful S/R beliefs provide helpful situational
meanings and contribute to such growth. Thus, illness can be a pivot point, an invita-
tion to spiritual growth and inner transformation.!¢

To test Parks theory, Hall and colleagues interviewed 29 evangelical Christian
patients about how they made meaning in response to a cancer diagnosis.” Using qual-
itative methods, they documented that one-third did experience distress because of a
misalignment of global and situational meanings. The distress manifested in doubting
Gods justice, love, and existence, as well as in dismay from “unanswered” prayers.
These doubts and questions about God were resolved with spiritual surrender, which
included accepting that God is in control, having humility, and giving up the notion of
ajust world. Those who did not experience this distress appeared to be protected by an
existent spiritual humility and confidence in God.”

In summary, ParK’s theory and the ensuing validating empirical evidence suggest
that when situational and global meanings do not align, distress occurs. This suf-
fering often necessitates reevaluation and reconstruction of S/R beliefs. Case exem-
plar Susan provides insight about this process of struggling to have satistying global
meaning. It appears that the global meanings provided to her during childhood and
high school were unsatisfactory to her, prompting her journey to Judaism—a reli-
gion that respects struggling with God. As her illnesses have progressed and new
losses occur, her question of “Who am I1?” (or, “What goals can I pursue?” “What
still identifies who I am?” “What is the meaning of my life?”) reoccurs. Previous
global meanings periodically are threatened by new situations. She (re)constructs
global meaning by engaging with a plethora of S/R resources (e.g., prayer books,
talking with clergy, joining a Benedictine fellowship, attending Christian and Jewish
services weekly). This process supports her to search for satisfying S/R beliefs about
suffering.

Spiritual/Religious Beliefs About Suffering

Humans need meaning systems, especially when they are suffering; S/R beliefs may
provide these.!? Thus, it is no surprise that 77% of over 35,000 US Americans surveyed
in 2014 reported religion as somewhat or very important in life.'8 Over the past few
decades, however, the number of those who do not affiliate with an organized religion
has increased; presently, the US population is composed of 29% of these “Nones”™—
some of whom are “Dones” (i.e., done with institutionalized religion).!” Nones,
however, may self-report as spiritual. Indeed, 27% of American surveyed in 2017 ac-
knowledged being spiritual but not religious. Only 18% in this same study identified
as neither religious nor spiritual *° Regardless of whether an institutionalized religion
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functions as the “cultural arbiter of belief” for Nones, they still experience struggles of
an S/R nature.?!»>2

What S/R beliefs do people ascribe to suffering? Because suffering is prevalent and
human thought is diverse, it is natural that a variety of S/R beliefs about suffering
exist. Often these beliefs are referred to as theodicies, or justifications for why an all-
powerful (omnipotent) and all-knowing (omniscient) ultimate Other (typically,
labeled as God) coexists with evil or whatever causes suffering.?>~2> Next, these theo-
dicies and counterarguments for them are summarized. Given the centrality of God
in theodical beliefs, it is beneficial to first consider some aspects of human thinking
about God.

God

Although the certainty and nature of belief about God varied, 89% of Americans in
the 2014 Pew survey believed in God.'® Theories about how individuals come to know
God—or understand their “God-image”—vary. The language of God-image connotes
how humans know God as who they project God to be, by being the “image of God”
and looking into the mirror.!1?¢ For example, Jungian thinking (albeit oversimpli-
fied) suggests that as a person journeys toward individuation (a process of unravel-
ing of the persona and ego-centeredness), they gain awareness of the individualized
Self (an awareness of God within) and collective Self (the transpersonal core shared
by all of humanity).?® Hall and Fujikawa reviewed contemporary psychological liter-
ature about how people develop a God-image.!! Regardless of whether considering
Freudian, object relations, or attachment theories, the relationship one has with a
parent figure is transferred to God. Thus, unless an idealized parent is substituted,
one’s perception of God will have parallels to one’s perception of parents. In addition
to the quality of one’s early attachments, psychological needs, personality, culture, and
contextual factors influence how one perceives and experiences God.!!

The nature of God is examined in theodicies that wrestle not only with whether
God is omnipotent and omniscient but also with whether God is impassible. That is,
does the essence of God allow God to have feelings like humans? Some who suffer
and accept that God is loving may wonder if God loves them specifically. Kopel et al.
review various theological assertions in this regard and discuss how a nurse’s inter-
pretation will influence their response to a patient’s suffering.?” Process theologians
argue that while God accompanies us in our suffering, God cannot impose power. Yet
this raises the question, if God does not exert power to prevent evil, then is God re-
sponsible for it? Open and classical theists accept that God does experience emotion
but vary in how they interpret this. Open theists emphasize the relationality of God—
a passible and omnipotent God; classical theists recognize the limitations of human
anthropomorphizing of God.#”

Theodicies also raise the question of whether God, assumed to be loving, allows
humans to have free will.?>242829 Does God indeed have the power to affect whether
good or evil occurs? Or does love, by its inherent nature, preclude God from manip-
ulating or controlling circumstances that cause suffering? Process theologians ac-
cept that God is neither omniscient nor omnipotent. Indeed, Macallan wrote,
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“no worse falsehood was ever perpetuated than that of the doctrine of omnipo-
tence.”??(P49) Others, however, view God as manifesting great love while restraining
manipulative power. Of note here is a study of nearly 3,000 undergraduates that
documented that a loving conceptualization of God was positively related to benev-
olent theodicies.* Thus, how one views God is central to how one ascribes global
meanings or theodicies.

In addition to how one perceives God, it is helpful to observe how a person believes
they are to relate to God when addressing a problem such as suffering. Phillips and
colleagues proposed a descriptive theory for how humans relate to God during the
process of religious coping.>® They conjectured that a person could collaborate with
God to cope (i.e., problem-solve in the context of relationship with God), self-direct
their coping (i.e., problem-solve assuming God grants freedom to do so), or defer
(i.e., abdicate control and completely give the problem-solving to God). Because the
self-directing approach to coping proved conceptually unclear, further research re-
vised the scale measuring it. Phillips et al. found that self-directed religious coping
entailed two ways of viewing God: God as abandoning and God as supportive but
nonintervening.>® Considerable evidence of negative religious coping (e.g., God as
abandoning, nonintervening, punishing) finds it consistently associated with mal-
adaption.>>6303! Thus, both the conception of God and the conception of the nature
of the God-human relationship are worth considering while caring for someone who
suffers.

Theodicies

Several theodicies have been offered by theologians and philosophers over the past
few centuries. Theodicies have been categorized in various ways, although the argu-
ments behind them can overlap.?>>2%29 For this chapter, the following categorization
is offered.

o Punishment and warning theodicies include thinking that bad things happen
because humans have sinned or an individual has been bad; thus, they deserve
consequences. It is assumed that there is a cause-and-effect relationship existing
between sin and its consequences (e.g., if one does not obey God’s laws of health,
sickness can result). These theodicies include believing that evil is caused by an
enemy, a dark force, or the demonic.

o The free will defense theodicy reasons that God created humans to have free will—
to respond to and obey God’s love and laws; God forcing obedience would be
unloving and incongruent with God’s nature.

o The unreality of evil theodicies posit that evil is an illusion; when seen from a
larger, or divine, perspective, it has a different character or is insufficient to ac-
count for suffering. Another similar theodicy asserts that evil is a privation, a
distortion of something intrinsically good (e.g., sickness is privation of health).

o The evil is logically necessary theodicy suggests that evil is necessary to dem-
onstrate goodness (e.g., if everything were blue, we would not have color as a
concept).
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o Teleological theodicies propose that evil will be outweighed by good—ultimately.
In the future, there will be harmony and perspective that provides meaning for
current temporal sufferings (e.g., “When we get to Heaven, we'll see how all
things worked together for good”). Another teleological theodicy proposes that
evil brings out the moral, good qualities of humans; to gain these prized quali-
ties, God created (or allowed) a world with evil. Thus, evil begets development
of virtue, character, and spiritual growth—“soul making.” Such theodicies likely
assume that God is in complete control and there is some ultimate purpose of
which we presently do not understand.

o The God’s power is limited theodicy, espoused by process theologians, argues that
God is finite and cannot be as omnipotent or omniscient as humans have often
ascribed. This theodicy explains that God cannot control everything.

o The no better world can exist theodicy is the justification that Leibnitz, the orig-
inator of theodical discourse, proposed in the early 1700s. That is, evil does
exist and God is good and omnipotent, but God had to choose the best option
available.

Of course, theodicies cannot be proven. They are conjectures that ultimately cannot
be refuted.? The humility that should result from this recognition will help nurses to
approach their own and patients’ theodicies with sensitivity.

Theodicies, nevertheless, prompt debates. Anti-theodicists argue that all theodicies
are morally reprehensible. For example, how can a good God be portrayed as creat-
ing an “obstacle course” for soul making, when such a God seems sadistic? Or why
does God need to be weakened by suggesting God is not omnipotent or omniscient
to make God look still loving??® Franklin suggested that Leibnitzs “no better world
can exist” theodicy is the only moral proposition. He concluded that “God and we are
allies against suffering. Our suffering has meaning through its essential role in avoid-
ing worse outcomes.”2>(P>7>) Thus, anti-theodicists remind that most theodicies can be
refuted intellectually. Indeed, God cannot be objectively defended.??

Other theologians recognize the limitations of theodicies and stretch the discourse
to accept that suffering is an invitation to delve more deeply into relationship—either
with God or with others. After reviewing the existential theodicy of Kierkegaard,
Slowikowski concluded that the goal of any theological excursion around suffering is
to reconcile oneself to a good God, to seek the ultimate answers and meaning through
faith, hope, and love.*? Similarly, Sollereder accepts existing limitations of theodicies
and argues for a compassionating theodicy where persons strive to oppose the corro-
sive effects of evil.?* She believes theodicists are to recognize the sufferer as the expert
theodicist and allow for lament, forgiveness, hospitality, and compassion in the pres-
ence of suffering.

It is helpful to have a cursory knowledge of the theological views about suffering
from the perspective of various religious traditions. Box 2.1 synthesizes the religious
interpretations of suffering written by theologians belonging to each tradition.! It
should be expected, however, that persons even within the same culture or religion
can hold differing theodicies. To illustrate, a study of chaplains (N = 298) from across
the US validated that even these mostly Christian spiritual care experts’ theodicies
varied.? Indeed, case exemplar Susan illustrates with her pluralistic belief system how



Box 2.1 Selected World Religious Beliefs About Suffering: An
Essentialized and Dangerously Simplified Overview

o Atheist: No supernatural force influences why events occur; science is relied upon for
medical and psychological amelioration of suffering.

» Buddhist: Suffering occurs when humans project their desires outwardly, thinking
that the world can fulfill these desires and make them happy. To escape suffering, one
must understand the impermanence of earthly things, not identify self with these and
seek them. Nurturing loving-kindness, ethical behavior, and equanimity can decrease
suffering.

o Christian

o Baptist: Whereas some will not link suffering to sin, others will. Some believe if they
pray for a miracle, God will grant it.

o Christian Science: Given the mind-body connection, negative thoughts and
emotions cause suffering; spiritual-mindedness will bring healing.

o Jehovah’s Witness: Suffering results from individual and collective human sinfulness
(i.e., disobeying God’s laws and following Satan). Suffering can also occur because of
being in the wrong place at the wrong time.

o Latter-day Saints: Suffering is explained by nature and free will (individual or
collective choices). We live in a “fallen world” and sickness and death are part of
God’s plan. However, God uses suffering to aid spiritual growth. Suffering allows
preparation for eternal life.

o Orthodox Christians: Whereas disease is explained scientifically, suffering is
explained by a mind-body-spirit imbalance. Suffering will always bring about good,
and this brings comfort.

o Pentecostalism: Explanations for disease can include human sinfulness in a fallen
world and divine punishment. Some believe that if they are right with God, there
should be no suffering (because Jesus took human suffering upon himself); others
believe that suffering indicates God’s chastening them.

o Roman Catholic: God does not will suffering but is present in it. Suffering was given
value and meaning by Jesus’s crucifixion.

 Hindu: Causes of suffering include negative mental state, imbalance of body elements,
wrongful actions, evil “eye;” and karma (bad actions committed in a previous life
now affect one’s current incarnation). Thus, suffering is a way to void past bad karma.
Suffering also allows one to develop virtues.

o Jewish: Illness can occur because of lifestyle, genetics, and other reasons science
explains. The duty of the Jew is to alleviate suffering. Suffering allows people to gain
wisdom and communities to rally to provide care.

« Modern Pagan: Modern pagans generally reject teleological theodicy; some may accept
karmic thinking. Suffering just happens, but the gods can provide support to cope.

o Muslim: Scientific explanations are accepted, as are beliefs that suffering allows one
to worship God more and prepare them for Heaven. It can be a trial sent by God. If
religious proscriptions observed do not remove the suffering, the suffering is accepted
as God’s will (i.e., “in sha Allah”).

o Sikh: Suffering is inevitable in life, like a robe to wear. Spiritual causes include bad
karma, forgetting God, and a mind-body-spirit imbalance. Suffering can be a means to
strengthen their spiritual well-being.

Synthesized from Taylor EJ. Religion: A Clinical Guide for Nurses. Springer; 2012.
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she as a Jew and Christian possesses global meanings that are presumably distinct
from those of most observant Jews and Christians belonging to a single denomina-
tion. Unlike many Christians, Susan rejects that suffering is to bring us closer to the
suffering of Jesus; unlike some Christians, Susan accepts that it is okay to kvetch with
God. Like most theists, Susan finds comfort in her S/R beliefs.?* Susan exemplifies the
variation in S/R beliefs about suffering among humans.

Clinical Implications for Nurses

Some might assume that patients’ deeply inward thoughts about the meaning of suf-
fering are irrelevant to health care and that nurses have no business addressing them.
After all, S/R perspectives are often private and invisible. Furthermore, if the topic
were approached, might it unravel a garment that until now provided some protec-
tion and comfort? Are nurses capable of entering this “holy ground” without causing
harm? Several arguments could deter consideration of a patients S/R thinking about
suffering. However, because there is so much evidence linking healthful S/R perspec-
tives with adaptation, supporting it adds another “therapeutic” to nurses’ capabilities.

Mounting empirical evidence also documents that S/R struggle (or negative reli-
gious coping) is associated with poor physical and psychological health outcomes for
those who are physically well or ill, young or old.*#34-3¢ For example, Ironson et al.
found HIV disease progression slower among patients with a benevolent view of God
compared with those who viewed God negatively (e.g., as punishing).?” Pargament
et al’s findings from a longitudinal study of 596 older adults indicated that negative
religious coping predicted increased mortality risk.*® Tobin and Slatcher’s analysis of
religiosity and cortisol levels among 1,470 adults over 10 years led them to conclude
that S/R struggle is a mechanism through which religiosity impacts health.’® Several
research teams have documented an association between S/R struggle and psycho-
logical distress (e.g., depression, anxiety, less life satisfaction).>%33> Cowden et al.
observed in a longitudinal study of persons with chronic illness (N = 302) that S/R
struggle caused psychological distress and vice versa.® Thus, it behooves nurses to
consider how a patient’s global meanings—a psychospiritual rudder—steer the ship
of health.

Based on their findings about the impact of S/R struggle, many of the research-
ers cited in the previous paragraph conclude that nurses ought to conduct an S/
R screening. Indeed, while S/R struggle may be lower in some contexts (e.g., 30%
among adolescents receiving a stem cell transplant®), it has been observed to be
very high in some hospitalization contexts (e.g., 89% of adolescents admitted to a
psychiatric unit?). This evidence supports screening for S/R distress. Box 2.2 offers
selected questions (selected from or inspired by several sources®*~*!) for screening
for S/R distress that can be used by any nurse. These questions may be appropriate
at the time of admission or when a nurse is becoming acquainted with a patient who
has a challenging situation. The assessment questions in Box 2.2 are more deeply
probing questions when circumstances merit them and when the nurse is compe-
tent to ask them.
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Box 2.2 Questions for Screening and Assessment of Spiritual/
Religious Beliefs About Suffering

For screening for spiritual distress:

» Do you struggle with the loss of meaning and joy in your life?

« Do you currently have what you would describe as religious or spiritual struggles?
» Areyou at peace?

« Do you have any spiritual/religious concerns?

 Does your faith/beliefs provide you with all the strength and comfort that you need
now?

« Isthere a pain deep in your soul/being that is not physical?

» Howareyou... [dropping and softening the voice] inside?

o To what extent do you find life meaningful now, even amid the struggling/pain?

For further assessment:

» What purpose or meanings do you give to [the circumstance/s that caused suffering]?
» What are your beliefs about suffering? For example, what do you think might cause it?
« How are these beliefs helpful? Are any harmful?

« How did you learn these beliefs? (Follow-up questions could include: How did you learn
this from your parents? From your community? From others you know who've suffered
much?)

(If belief in a divinity is expressed) How has the suffering affected the way you believe
about and relate to God? (Substitute the patient’s language for “God”) How do these
beliefs affect the way you live with suffering?

Because S/R beliefs about suffering are so intimate, sacred, and potentially difficult
to think and speak about, it is imperative that the nurse who broaches the topic have
more than a beginner’s level of competence. Indeed, harm could be done by a novice
nurse who opens this “can of worms” and then leaves it exposed and unprotected. For
instance, a nurse might avoid the S/R pain expressed using defense mechanisms (e.g.,
minimizing the patient’s S/R pain or arguing with their thinking). This novice nurse
might also approach the topic for hegemonic reasons or personal curiosity, rather than
for a health-related reason. They might also insensitively impose the topic, without
seeking some form of rapport and permission.**? In contrast, respectful nurses who
provide spiritually sensitive care improve patient satisfaction and well-being.*3

When a nurse screens that S/R struggle exists and understands it to be impacting
health, the following suggestions are offered so that the ensuing conversation can pro-
mote healing:

o Remember that revealing an S/R struggle is likely an incredibly difficult topic for
a patient. It is challenging to admit such to oneself, never mind someone else.
There is no need to problematize it, as it may even be a calling.*! Thus, an attitude
and posture of honoring the patient with an S/R struggle is paramount. Indeed,
by modeling acceptance and compassion, the nurses can increase a patients
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self-acceptance and self-compassion. If God is known in relationship, such a
therapeutic relationship will also allow a patient to experience God.

« While listening, note the patient’s use of language.*? Do they use “God” or some
other term for the divine? (Notice how Susan used female pronouns for God.)
What do they call their S/R struggle? Indeed, “struggle,” “challenge,” and “inner
journey” are likely more comfortable terms than “negative coping,” “spiritual dis-
tress,” “existential crisis,” and so forth. Of course, avoid theological jargon.2>*2

o Use therapeutic communication skills. Remember to be nonjudgmental.*?
While it is easy to appreciate that giving negative responses to expressions of S/
R struggle is harmful (e.g., “You really believe that?”), the nurse must also re-
member that praising the patient for their expressions of religiosity also is being
judgmental and could prevent the patient from further authentic self-disclosure.
For example, if a patient states, “I pray alot” and the nurse responds, “Oh, that’s so
good!)” the patient learns the nurse may not welcome an admission that praying
is painful, as it brings to awareness doubt as to whether God is present. (A ther-
apeutic response might be: “How is that for you?” or “What does prayer mean to
you now as you live with this situation?” or “I'm guessing that maybe you pray
more frequently now””)442

Allowing a person amid suffering to explore their inner S/R beliefs will allow them
to gain insight, reflect, and self-correct if they find their beliefs unhelpful (i.e., their
global and situational meanings misaligned). The nurse’s role is to support and be a
companion, not to fix or impose “right” beliefs.

Because most nurses are not spiritual care experts and because patients who are
suffering and in S/R distress can benefit from expert spiritual care, a referral will
likely be helpful. A referral to a board-certified chaplain is ideal if the resources
are available, given lesser-trained chaplains (often volunteers) do not have the
skills to address intense S/R struggle. Given that psychologists, psychiatrists, social
workers, and other mental health therapists typically now are trained to respect
patients’ S/R needs, a referral to a mental health professional for S/R struggle may
also be beneficial. Community clergy receive varying amounts of training in pas-
toral counseling and thus may or may not be skilled to address such inner pain.
Spiritual directors, even laypersons trained in providing spiritual direction, will
often have the spiritual and emotional stamina to bear witness to another’s S/R
struggle (see https://www.sdicompanions.org/find-a-spiritual-director-compan
ion/). Thus, there are many resources with S/R expertise within and outside of the
health care system; discussing options with a patient can encourage them to seek a
spiritual care expert.

Conclusion

This chapter discussed S/R perspectives among persons who experience suffering.
Many people who suffer find that their S/R beliefs provide comfort, guidance, hope,
and meaning. For some, however, the meanings they have for the situation causing
suffering do not align with their existing S/R beliefs; this then causes another layer of
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suffering, S/R struggle. While many learn that suffering produces increased spiritual
awareness and growth (aspects of posttraumatic growth), the process of S/R struggle
is distressing and associated with poor health outcomes. Thus, to fully understand a
patient’s experience of suffering, the nurse must seek to understand the S/R meanings
ascribed and how these influence the patient’s response to suffering. Implementing
the clinical suggestions provided can help nurses to both support existing spiritual
well-being and ameliorate S/R struggle.
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3
Existential Suffering

Virginia Lee

With the accelerated pace of technology and medicine, the complexity of what it
means to live and die has become increasingly complex in health care. Inherent to
the work of nurses is the opportunity and obligation to accompany patients who
may be facing a threat to life itself. Life-limiting illness and injury, personal adversity,
and exposure to traumatic events can all trigger an unsolicited confrontation with
one’s mortality. Profound existential questions about life and death generally revolve
around four major struggles: (1) the inevitability of death and the wish to live; (2) the
meaninglessness of existence and the search for purpose in life; (3) awareness about
the randomness of the universe and the fundamental need for freedom and choice;
and (4) existential isolation and the need for connection.! The existential experience
is relevant to many illnesses and other transformative life experiences?® but has been
historically prioritized in the cancer population.”~!!

The variability and unpredictability of the human response to suffering and nurses’
sense of moral responsibility can be daunting to effectively manage in the clinical setting.
While nurses receive training in the areas of therapeutic communication and basic emo-
tional support, specialized training in nursing curricula to alleviate crises of an existential
nature is scant.!> Nurses may often feel inadequately qualified to provide existential care
for patients—an area of intervention that is conventionally delivered by trained psycho-
therapists.'® The lack of safe and private spaces in acute care settings and the lack of time*
for reflection further constrain nurses’ abilities to respond, potentially leading to moral
distress and a sense of professional helplessness.!> However, when nurses are equipped
with existential knowledge, the application of purposeful and timely compassionate
caring practices is possible, leading to meaningful and rewarding work.!® Identifying
opportunities to provide existential care can be easily overlooked given the dynamic na-
ture of existential experiences. Thus, the importance of having a theoretical perspective
to guide the delivery of holistic and high-quality person-centered nursing care to alle-
viate existential distress and suffering cannot be overstated. A theoretical framework can
orient the nurse to become more deliberate in the provision of existential care.

The purpose of this chapter is to situate existential suffering within a broader
spectrum of the illness experience and to offer a reflection on the goals of nursing
in the context of major life transitions due to life-limiting illness and other serious
life events. To enable nurses to better understand, identify, and address the needs of
patients with existential suffering, the concepts of mortality salience and existential
health will be described. Nursing implications are provided, including suggestions for
developing nursing-specific competencies. Clinical exemplars illustrate how nurses
can respond to existential suffering in the clinical milieu.
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The Existential Experience

The impact of life-limiting illness and adversity can significantly unsettle beliefs
about one’s sense of self and one’s understanding about their past, present, and future
life. The existential experience refers to the widest range of existential needs, issues,
concerns, and aspects of the patient experience, including existential suffering and
health.!” The literature generally centers around three key dimensions of the existen-
tial experience: (1) coherence: an understanding of the life lived and how the world
works as explained by a uniquely personal global meaning system and life scheme;
(2) purpose in life: a future-oriented view of one’s life guided by short- and long-term
goals and aspirations; and (3) identity: a belief that one’s existence matters. '8

Awareness of one’s existence and the tension between life and death is not univer-
sally or inherently distressing.!® Rather, events are considered neutral until appraised
and imbued with meaning by the person experiencing them.?’ The meaning ascribed
to any one event is uniquely influenced by one’s history, values, beliefs, social back-
ground, and coping strategies and other personal and environmental factors.?! For
patients coping with major life transitions, responses will be varied as each person is
unique, making prevalence of responses challenging to capture. For instance, preva-
lence of existential distress ranges from 13% to 50% among patients with cancer.!%??
To understand existential suffering and intervene in a timely fashion, it is essential to
appreciate the context of mortality salience and existential health.

Mortality Salience and Existential Health

Mortality salience is a shared social awareness about the inevitability and finality of
one’s eventual death.”® Each person’s developmental history, prior life challenges,
resiliencies, and vulnerabilities will shape one’s understanding and ability to cope
when existential questions about life meaning and value are raised following a con-
frontation with mortality.>* Terror management theory suggests that by adulthood,
individuals become acutely aware of the ultimate existential absurdity—that human-
kind lives only to eventually die. To sustain a future-oriented worldview and pursuit
of life goals, individuals engage in conscious as well as unconscious activities to avoid
painful reminders of oné’s ultimate fate.?®

A number of seminal theories describe the critical use of defense mechanisms to
protect against death anxiety under everyday situations. Theorists posit that a global
meaning system lays the foundation for a life scheme to assist individuals with creat-
ing a unique life philosophy and life framework to appraise, explain, understand, and
make sense of daily life events and guide subsequent behaviors and actions.?’ Inherent
in each global meaning system are individual beliefs and assumptions about the sur-
rounding world, other people, and oneself.?> An intact global meaning system is nec-
essary to create a life scheme and build routines that confer a sense of predictability,
control, and mastery as well as a sense of self-esteem, confidence, and self-efficacy to
pursue short- and long-term goals. Terror management theory further suggests that
spiritualty and religion, believing in an afterlife, creating legacy work, and/or the drive
to contribute to something greater than oneself that will last beyond one’s death may
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assuage the dis-ease associated with fear of nonexistence and annihilation.® Thus,
under everyday life circumstances, a number of defense mechanisms are activated to
buffer against death anxiety associated with the awareness of mortality. Such theoret-
ical knowledge can provide nurses with a baseline understanding of existential health
under nonthreatening conditions.

Existential Suffering

Unprecedented major life events such as illness, terrorist attacks, or natural disasters
(whether lived or witnessed through exposure) can provoke existential distress and
suffering. Existential distress and suffering not only embody an unwanted awareness
of one’s own mortality but also a perception of incomprehension so encompassing
that the aforementioned defense mechanisms are overwhelmed and undermined,
leading to the need to examine and redefine one’s life philosophy, purpose in life, and
identity.!®20

Although the two terms are sometimes used interchangeably in the literature, the
term “existential distress” may be distinguished from “existential suffering.” Existential
distress is characterized by a temporary state of great physical or mental strain related
to questions of coherence, meaning and purpose, and identity. Existential suffering is
characterized by a conscious enduring and unrelenting state of distress that is linked
to demoralization and includes a persistent loss of meaning and purpose in life, a per-
ceived failure to meet one’s own expectations and/or those of others, and a persis-
tent failure to cope with life priorities or conditions that threaten the integrity of the
self.?226 A state of demoralization may be seen in the patient with suicidal ideation or
one who has expressed a desire for hastened death.?” In practice, the clinical presen-
tation of demoralization is difficult to recognize as it can occur independently from
major depressive disorder®?® and in the absence of somatic symptoms and reduced
functioning,?’ and can present with or without anhedonia or anxiety states.’® Nurses
play an important role in being present for the unfolding experience of the patient
(Case Exemplar 3.1).

Case Exemplar 3.1

Marisa is meeting her patient, Lewis, a 33-year-old male with stage 4 colon cancer,
for the first time. Lewis eagerly shows Marisa pictures of his 5-year-old daughter,
Brianna. Recognizing Marisa’s genuine presence, he opens up and shares that he is
on medical leave from being a police officer, he has gone from being a competitive
athlete to being completely deconditioned, and his wife left him after he received
an ileostomy. He asks, “Why is this all happening to me? I can’t bear to think of
the future. Look what kind of a loser dad I turned out to be. I don’t have a job. My
wife left me just when I needed her most!” Marisa wasn’t sure how to respond,
but she paused. She asked Lewis, “What do your days look like for you now?” She
followed with, “This sounds quite different from the life you had planned”” She ac-
knowledged the significant number of losses he had experienced in the past several
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months. She mostly listened and asked more exploratory questions, learning about
what gave his life meaning and purpose. By the end of the shift with Lewis, she re-
flected, “T hear you. I can only imagine how hard it must be to not have the ability
to plan the future with certainty. Listening to your story, I hear that despite all these
challenges, you have so many strengths. And it is clear from your photos that you
are a very important part of your daughter’s life. Believe in your own ability to get
through today, in small steps, to make it more manageable.” Lewis replied, “Thank
you. I'm going to be there for her when she graduates grades 1st, 2nd, 3rd grade
heck, through high school and marriage! Thanks for caring. It means a lot to me”

At the time a nurse or other health care provider encounters a patient and/or family
in crisis, the patient’s existential experience may have already been altered by the
life threat. A hallmark of existential distress and suffering is the awareness of being
in a liminal state. The word “liminal,” derived from the Latin word limens, means
threshold. Liminal spaces are temporary passages or “neutral zones™! to allow a tran-
sition between the end of one space and the beginning of another. Individuals facing
a life threat are forced out of a past comfortable life onto the unsettling threshold of a
future life yet to be determined. Individuals in existential distress may report feeling
destabilized, being unsure of one’s grounding, and having lost their foothold. It is
an in-between state of hovering, characterized by ambivalence and fluctuations in
thoughts, mood, and feelings.

Bridges transition model®! offers one framework to understand existential limi-
nality as the manifestation of a life scheme in transition.>? A transition is an inner
psychological process that individuals undergo to come to terms with new situations.
Major life transitions typically begin with “endings,” marked by a stark awareness of
losses in the areas of life coherence (the perceived loss of a future that includes rup-
tured routines and shattered assumptions about justice, fairness, luck, and random-
ness), meaning (loss of life purpose, lost illusions of predictability and controllability),
and value (loss of self-esteem and self-worth). A loss of temporal continuity can reveal
deep fears about the distant future, and feelings of grief, hopelessness, helplessness,
insecurity, and vulnerability can make it difficult to participate in everyday activities.
Existential distress and suffering are characterized by a sense of disembodiment, dis-
integration, and disconnectedness (of being me yet not me).** Individuals may with-
draw from social activities with family and friends.*

Attempts to redefine and reconstruct a global meaning system and life scheme have
been referred to as a “search for meaning”** Contemplation to try to understand eti-
ology, responsibility, and the impact on ones life situation is considered a normative
response in the aftermath of traumatic experiences.?’ As individual’s attempt to as-
similate the stressor into an existing life scheme or to accommodate the stressor by
altering the life scheme, fluctuations in mood and cognitive processing may resemble
posttraumatic-like symptoms. Intrusive thoughts are commonly experienced in the
form of ruminations, involuntary, recurrent, or distressing thoughts or dreams about
the stressor event. To regulate against excessive emotional distress, individuals may
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engage in avoidant or distancing behaviors to deliberately suppress or keep threat-
ening thoughts out of consciousness. Patients may describe feeling emotionally numb
or actively redirect conversations away from the stressor event. The oscillation be-
tween the desire to process the impact of the stressor event and to repel reminders of
the stressor is a distinguishing characteristic of the dialectical coping involved in the
search for meaning.!”

The search for meaning is generally portrayed as an in-between phase when
answers are not yet readily available to fully grasp and understand how to live with the
existential paradox (e.g., “Am I living or dying?”) following a confrontation with one’s
mortality. Attempts to process and integrate the reality of the stressor event through
reflection of the past, present, and future are emotionally and intellectually taxing. The
loss of former life routines, inability to accomplish daily tasks, dashed goals, increas-
ing symptom burden, and increasing dependence may lead to regrets and a lamented
life.2"8 The loss of personal liberty and freedom as a consequence of newly imposed
limitations and restrictions can lead to frustration, anger, social isolation, and dimin-
ished feelings of self-efficacy, self-esteem, and self-worth.28

Theoretically, existential suffering can be alleviated by helping individuals to re-
construct a global meaning system and intact life scheme.*!2° Numerous references
in the literature allude to getting back to a “new normal,” which suggests a successful
integration of the stressor into a readjusted and redefined life scheme.* A postadver-
sity global meaning system may have qualitatively changed new values and beliefs are
adopted. The preexisting life scheme may have shifted to accept a more vulnerable self
living in an uncertain world. Although individuals may or may not rely less on death-
avoidant coping mechanisms, a reasonable return to meaningful life activities is pos-
sible. Having confronted the possibility of one’s own death, some individuals may
emerge from this search for meaning feeling a sense of personal growth and a stronger
sense of agency and clarity about what matters most. This phenomenon, called post-
traumatic growth, includes a new appreciation of living in the present moment, seek-
ing and cultivating meaningful relationships with significant others, and an openness
to welcoming new possibilities.’® See Case Exemplar 3.2 for a case that illustrates the
role of meaning making in alleviating existential suffering and fostering connection
within important relationships.

Case Exemplar 3.2

Genevieve is working the evening shift and checks in on Mr. Beauchemin’s trache-
otomy. She smiles and says, “Mr. Beauchemin, you did very well this week! You
went through a lot after 3 months on a ventilator in the ICU. The team is amazed at
your progress and we think you will soon breathe on your own and then we will re-
move the breathing tube. The plan is for you to go home next week” To her surprise,
Mr. Beauchemin starts crying. He shakes his head and says, “Why go home?! My
wife is not there anymore. I'm all alone” Genevieve encourages him to share what
he means by being all alone. She learns that his wife was diagnosed with advanced
dementia and was hospitalized for safety reasons and is unable to return home.
They have been married for 61 years, and he is not able to see his two children very
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often. “I feel like 'm in jail. I can’t eat what I want, when I want. I can’t drive where
I want to go. I don’t have much time left. I want to live my last days the way I want—
with my wife in my own home.” As he started to talk about his life, Genevieve high-
lighted his sense of resilience, resourcefulness, and sense of humor that used to win
friends in the community. It was clear he felt some shame around his increasing
dependency related to his illness. Genevieve made a referral to the social worker
to inquire about the possibility of his being placed with his wife in a residence. For
the rest of her week, Genevieve aimed to learn more about his life through reminis-
cence and introduced the idea of working on a legacy project to offer his wife and
his children a meaningful opportunity for connection while apart. As Genevieve
reassured him that she would look forward to hearing about his life, he said with a
grin that he’ll have to think about the best stories to share with her.

Responses to Suffering
Knowledge Can Guide Existential Care

Deeply rooted in the origins of nursing practice is the prevention of illness or injury,
promotion of health, alleviation of suffering, and promotion of a dignified death.’”
Nursing is about understanding the human condition in all its complexity, to support
patients to make sense of life events and to assist patients to make choices that can
affect all aspects of their health.?! Whether the nurse-patient encounter is a single mo-
ment or a series of regularly planned interactions over a longer period of time, nurses
have a responsibility to provide holistic care for the patient that includes existential
competency. This becomes increasingly important in attempting to understand how
the patient’s view of self amid health and illness is evolving and what signs of distress
may be present.

An enhanced awareness of the full spectrum of the existential experience allows
nurses to reconceptualize, label, and give value to everyday nursing actions, thus
helping them to understand the gravity and importance of expressing empathy,
demonstrating a caring presence, and showing a genuine interest in knowing the pa-
tient in their full humanity. Such knowledge can assist nurses to deliver more pur-
poseful interventions to manage existential suffering in spite of the challenges that
may exist in clinical settings. Existential suffering may be interpreted as the inability
to reconcile a new life scheme that sees only limited options and results in feelings of
entrapment and isolation in the old life scheme. The goal of nursing in the alleviation
of existential suffering is aimed at understanding the subjective world of the patient,
to assist in the exploration of new perspectives and choices, to assist in the search
for meaning and purpose in life, and to offer a sense of connection to convey that
the patient—and all of the feelings and thoughts they have surrounding their current
sense of identity—matters throughout transitions.

The importance of defining nursing competencies to alleviate existential distress
and suffering is particularly important where there is a lack of continuity among
nurses and when instrumental task workloads pose significant challenges to initiating
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existential discussions in the clinical environment.*® Existential competencies can de-
fine how to apply the existential knowledge and skills and provide direction for nurses
to identify and act when an opportunity arises to explore the patient’s existential ex-
perience. Adopting a nursing approach that includes the concept of cocreation, de-
fined as a joint process of sharing knowledge, attentive listening, and exploration of
different perspectives, can build confidence and contribute to a sense of preparedness
when addressing the existential needs of patients.* Keeping appraised of the litera-
ture, debriefing with colleagues, role playing, and seeking out meaning making and
other communication skills-building approaches can facilitate existential competen-
cies, buffer moral distress, and increase job satisfaction. An openness to initiate and
receive existential discussions with patients during routine care can build a repertoire
of learning moments that can gradually foster more ease and less helplessness when
addressing existential concerns in practice.*

The development of good existential competency begins with letting go of pre-
conceived notions that existential issues only occur with advanced illness or at end
of life. Each nurse-patient encounter offers an opportunity to explore and assess the
patient’s perception of the impact and severity of the stressor event at that moment.
The uniqueness of existential concerns is that these concerns may not be propor-
tionate to the amount of physical pain experienced, can occur in the presence of joy or
in the absence of depression, and can occur in the absence of physical symptoms.?*3
A patient in existential distress may still be able to laugh and enjoy the moment but
may be unable to look forward to a future. Existential concerns may not necessarily be
captured by conventional measures of distress screening.*? For example, individuals
living with early-stage life-limiting disease such as cancer, end-stage renal disease, or
heart failure may also harbor unexpressed emotions and struggle with their reflec-
tions about functional changes and altered life goals for the future. Such concerns may
be inadvertently overlooked if current measures of distress screening based on level
of disease burden or later stages of illness are used.** Similarly, while the end of cancer
treatment may seem like a pivotal moment for celebration, some patients may only
begin to process their situation at the completion of treatment and feel bereft upon
facing the loss of familiar facets of their pretrauma lives and identities.** Conversely,
patients diagnosed with advanced cancer may not express expected levels of height-
ened distress if they perceive their life to be intact and well lived.

Facilitating disclosure about existential concerns and uncovering existential suf-
fering are common challenges in the clinical setting. Rarely are existential concerns
disclosed explicitly as “existential” by patients. Rather, existential matters may be
implicit, subtle, indirect utterances embedded during routine day-to-day conversa-
tions. 340414445 The multidimensional nature of the existential experience means that
existential suffering may frequently be entangled in myriad everyday routine events
and underlying existential messages can be found embedded within patients’ ques-
tions, stories, and day-to-day conversations. Patients may convey existential concerns
with discomfort, hesitance, or ambivalence not only in the choice of language used
(“It’s sad because there was nothing to do about it”) but also in terms of body lan-
guage (stuttering, speaking rapidly, whispering, using a low voice, sitting uneasily,
gazing away).*! Patients may downgrade or display little emotion or interject smil-
ing or laughter during serious conversations about illness that would be expected to
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engender existential issues during routine hospital consultations.*® Existential con-
cerns may be couched in questions about biomedical terms, test results, statistics,
prognostication, and treatment options.®®4! Existential matters or concerns are often
conflated with religion or spirituality. By asking open-ended questions, gathering
more information, observing, listening, and attending to the cues communicated by
the patient, nurses can approach each encounter as an opportunity to learn about who
this human being is and better understand how they see the world within the context
of their social, cultural, and health narratives. Nurses can establish supportive condi-
tions for the patient to explore their own situation and come to understand how they
explain their current and potential future circumstances.

Well-timed nursing interventions in response to existential distress can be spon-
taneous or purposeful. Existential competency means that the nurse will sense when
to focus on an existential concern or experience when an opportunity spontane-
ously presents. An openness to listen for existential cues while completing instru-
mental tasks or other activities of clinical practice reduces the chances of being caught
off guard or missing an opening to have a meaningful conversation with a patient.
Nurses can hone their skills to become more attuned to the subtle signals embedded
in patient stories that may be emanating from the patient. The hallmarks of existen-
tial anxiety can be manifested in patient expressions that refer to uncertainty and the
difficulty of facing the unknowable, noticing losses and change, conceding the lack
of control over choices, feeling a loss of dignity, feeling alone, noticing changes in the
quality of friendships and relationships with others, or feeling that life is meaningless.
Given that nursing has the highest proportion of direct patient-facing time among all
disciplines, it is highly likely that a nurse will be present for these pivotal moments of
sharing in day-to-day conversations. Therefore, a nurse’s preparation for engaging in
these exchanges is critical to holistic care delivery and to the alleviation of both antici-
patory and palpable existential suffering.

Existential competency also means that the nurse can plan to set aside time to pur-
posefully conduct an existential assessment when caring for individuals at higher risk
for existential suffering. Research in an oncology context suggests that patients who
are female, single, experiencing high symptom burden, have a low social network,26-3
have an intolerance to uncertainty or tend to use avoidant coping behaviors,* or en-
gage in self-blame!® may be at higher risk of existential distress. It has been suggested
that when emotional responses appear disproportionate to loss or when physical
symptoms are unremitting, existential distress may be at play. Nurses can apply their
existential knowledge to consider whether and to what extent the patient’s life scheme
or global meaning system had been impacted by the stressor event, whether the pa-
tient has access to adequate coping resources, and whether the integrity of the patient
had been impacted to successfully meet the demands of the life threat.

The oscillation between existential health and existential suffering is another hall-
mark of the existential experience.!” Individuals may display discomfort or hesitation
to directly explore concerns of an existential nature, or the intensity of the existential
suffering may defy the ability to communicate through language. Following expo-
sure to life-limiting situations, patients often process their situation by reviewing and
taking stock of their life (to rebuild an intact life scheme that makes sense), by adjust-
ing their life goals and priorities (to redefine their purpose in life), and to redefine
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their identity and who they are (to preserve self-esteem). The role of the nurse is to
facilitate a climate of openness and reinstate a sense of security in the patient, who
may then share and sort through the entanglement of physical, emotional, relational,
spiritual, and existential suffering.®’ Nurses can play an important role in these sit-
uations by educating and normalizing the ebb and flow of cognitive processing of
highly stressful events. In these instances, nurses can consider offering patients al-
ternate means for expression including art therapy,®! music therapy,®? and reflective
journals.”® Complementary therapies can acknowledge patients” suffering, poten-
tially reveal a deeper perspective and understanding into the patient experience, and
offer solace when suffering must be endured. Sorting through existential dilemmas
will take time and will likely not be resolved in one encounter. Nurses can normalize
that there is no predetermined time frame to process major life transitions and help
patients anticipate the changes relative to their cognitive, social, and emotional states
during the transition toward healing.

As frontline health providers, nurses are ideally suited to provide the continued
presence, knowledge, and agency to structure optimal conditions for existential care.
The environmental conditions to optimally address existential suffering include
ensuring that basic symptom relief and physiological needs are satisfied. Although
low symptom burden may or may not be associated with existential distress, high
symptom burden is consistently associated with existential distress, demoralization,
and death anxiety.”*® Without proper symptom management, higher-level needs for
transcendence and meaning will be harder to fulfill. Referral to social services and
humanitarian assistance programs can be coordinated to meet specific needs such as
food, transportation, rent, and utilities. Once the basic physiological, safety, and secu-
rity needs are adequately addressed, there may be more openness to have existentially
oriented conversations about the goals of care, belonging, and fulfillment in the con-
text of existential distress. Proffering a safe space or an “emotional container” to hold
the suffering can help set the environment to further confront what is at the core of
the suffering.*** Demonstrating compassionate care by establishing and continually
building trust, employing respect and consideration in behavior and demeanor, and
seeking to know the person are all key elements of such a container.*

Gauging the patient’s readiness and willingness to engage in conversations about
existential issues is another competency to achieve more meaningful and productive
discussions. The complexity of broaching end-of-life conversations between patients,
family members, and health care providers was described in a qualitative study that
examined how health care providers initiated conversations about death and dying
with patients at risk of dying from heart failure.®® Changes in the patient’s clinical
status, direct queries from the patient, and organizational policy were identified as
facilitative triggers to initiate, plan, and hold conversations. Yet, the powerful emo-
tions that were evoked by such conversations about death and dying were perceived
as evasive maneuvers by the patient to avoid, deter, or stifle conversations from going
further. Conversations regarding death and dying were perceived as awkward and out
of context in a curative setting and often led to conversations about “death without
dying”*°

Supporting existentially difficult conversations in practice implies that nurses must
convey an openness to receive and hold the patient’s pain and suffering while being
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responsive to the patient’s cues to engage in deeper reflection. Patients must feel se-
cure enough in the nurse-patient relationship to expose their feelings of despair and
desolation. Small gestures take on more significance for patients in existential distress.
For example, addressing a patient by name, establishing eye contact, or remembering
a personal detail about the patient can acknowledge the patient’s existence, convey
a sense of connection and communicate that their being in the world is significant,
and buffer a sense of isolation. Conversely, results from a study of medical oncology
nurses highlighted the importance of self-awareness to discern when the nurse’s own
temptation to console patients at the end of life may clash with the patients’ lack of
readiness to “tear off the protective scab of denial”*® The study recommended that
nurses ask patients for their permission to explore more sensitive topics and exercise
sensitivity to avoid being too forthright when patients may not yet be ready to con-
front their fears.

Many patients deal with existential questions in terms of living and not just in
terms of dying.>* Nurses frequently inquire about everyday life routines that may
have appeared superficial in the life before the life threat. However, what may have
been previously considered a mundane activity of daily living may shift in sig-
nificance and assume a different meaning following the confrontation with one’s
mortality. The longing for familiar life routines may suddenly signify a powerful
foothold for maintaining one’s self-esteem or perceiving the world as secure, pre-
dictable, and controllable.*>>* In this context, nursing strategies to “know the
patient” that may come intuitively should be reframed as a purposeful nursing in-
tervention. Informal, naturally occurring nurse-patient exchanges often include
stories and updates about the patient’s life at home, work, and school and in the
community. Such conversations about everyday routines offer rich sources of in-
formation to increase the nurse’s understanding of the patient’s sense of coherence,
life scheme, meaning, and purpose in life. These conversations offer nonthreaten-
ing windows of opportunity to explore the patient’s global meaning system and life
scheme. Patients reported feeling more open and willing to discuss matters of an
existential nature with nurses more than other health care professionals.> In fact,
some authors have suggested that existential anxiety and distress may reflect a nor-
mative adaptive response to a major life transition, and referral to specialized health
care providers should be reserved for more unrelenting existential suffering.*?
Taking the time to listen and know the patient and understand their joys, prefer-
ences, stressors, hopes, and challenges in light of a dramatically changed life context
is an important nursing intervention that can reinstate feelings of connectedness
and self-worth in a patient in existential distress.

The life review approach to elicit existential concerns has implications for nurses
in the clinical setting. The life review is a critical and transversal element across the
majority of the existential interventions. Systematic reviews and meta-analyses docu-
ment the effectiveness of existential, meaning-oriented interventions.>* When nurses
encounter patients, it is important to remember they have a historical background of
other pivotal life events. Conversations that aim to review and take stock of the life al-
ready lived or contemplate a life that may not come to fruition is a daunting endeavor
for the patient and can create significant existential distress. To successfully establish
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a deep connection with one patient at a time and understand what may potentially
help each reengage in a new normal is an acquired competency. Establishing a nurse-
patient connection is a key nursing intervention. Research has shown that patients’
perceiving a strong connection to at least one health care provider can make a dif-
ference to buffer the sense of disconnectedness in the midst of existential distress.””
The medical chart is only one source of data to get to know the patient. Each per-
son’s history and background offer a rich compendium of information to understand
how the stressor event fits into the patient’s life scheme. It is important to recognize
that healing conversations need not always focus on end-of-life discussions per se.
Creative and novel approaches can be tried to elicit the arc of one’ life story. A stance
of genuine curiosity can be incorporated into a more holistic evaluation of the nature
of the existential distress. Eliciting an understanding of each individuals life story can
help nurses understand which dimension of the existential experience is threatened
from the patient’s perspective and help cocreate strategies to maintain the integrity of
this particular patient.

The role of the nurse is to regularly check in, ask permission to delve deeper, and
respect the patient’s pace to move in and out of conversations about everyday living
and to explore more profound existential dimensions when appropriate. Nursing
assessments can explore different aspects of the existential experience, including
the following: (1) Sense of coherence: Asking open-ended questions to explore a
patient’s understanding or expectations of their situation may reveal passing expres-
sions of surprise, shock, and uncertainty. Asking questions that seek to understand
how the patient views their current life situation against a backdrop or timeline
of their life may lead to patient reflections about not knowing what to expect or
adopting a wait-and-see attitude. These may signal that there is an existential shift
and a renegotiation of a life philosophy or life scheme.® (2) Goals and purpose in
life: Patient conversations may allude to a sense of urgency to complete unfinished
business or an acute awareness of time as a dwindling and finite resource. This topic
of time can open opportunities to further explore what matters most in the pre-
sent moment and shape discussions about treatment preferences and goals of care.>
(3) Identity: Personal stories, dreams, and aspirations about family, school, career,
social commitments, and legacy can reveal a lot about the individual’s identity and
narrative of how they see their future self.*! Statements that allude to being a burden
on others can suggest existential concerns that link self-worth to the need of being
functional, active contributors to family and society. (4) Isolation: Stories about
changing social dynamics with family, friends, or colleagues are a frequent concern
expressed by patients following severe life-threatening situations. Difficulty sus-
taining relationships or self-imposed withdrawal from friends or social networks
requires an assessment to discern the need for accompaniment during a normative
transition or referral for more specialized care. (5) Freedom and choice: Patients
have been reported to prefer receiving experimental treatments that they knew they
may not benefit from as a way to avoid the fear of the unknown and avoid con-
fronting the helplessness of not being in treatment. The nurse’s role is considered
paramount in conversations with patients about how to manage life with respect to
different treatment options.>
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Conclusion

This chapter sought to provide relevant theoretical knowledge to understand existen-
tial distress and suffering within the broader spectrum of the existential experience
under everyday life circumstances. While the challenges of supporting existential dis-
tress and suffering may seem imposing and elusive, it appears that the fundamental
skills needed to begin to address and alleviate existential distress are entirely within
nurses scope of practice and competencies. The tools necessary to address existential
distress and suffering are part of the very essence and foundation of nursing. Deep,
cocreated relationships between the nurse and the patient are essential to understand,
assess, and manage existential suffering. Nursing actions to alleviate existential dis-
tress are characterized by knowing the patient, establishing trust, setting aside time,
being attentive, and being responsive to the dialectical nature of existential concerns.
Having a genuine sense of curiosity to learn about the background of who this person
has been, who they are in this moment, and who they are becoming®” is key to discov-
ering the elements that matter most at that moment for the patient. Considering the
high acceptability by patients for nurse-led psychological support® and the rich exis-
tential experiences found in day-to-day nurse-patient interactions,*">%>4>8 nurses
play a crucial role in the alleviation of existential distress and suffering.
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4
Pain and Suffering

Judith A. Paice and Betty R. Ferrell

Introduction

The terms “pain” and “suffering” are so closely associated that they are often used in
unison: “The patient is experiencing great pain and suffering” While many factors
contribute to the experience of suffering, the presence of pain is often viewed as a
central cause and even considered synonymous with suffering. Pain is described with
words such as horrendous, unbearable, uncontrollable, unimaginable, extreme, and
agonizing. The language of pain is an indicator of the deep psychological and existen-
tial dimensions of this physical sensation.

From the earliest exploration of the human experience of pain, scientists have
acknowledged that it is more than a neurologic event. The disciplines of nursing,
medicine, psychology, and psychiatry as well as basic scientists have described the
complex, intense response to this physiologic event.!™* Since the 1960s with the ad-
vent of the hospice movement, pain has been recognized by pioneers such as Dame
Cicely Saunders as a “whole person” experience, “total pain,” and “a bio-psycho-
social” phenomenon. Psychiatrists including Victor Frankl and Harvey Chochinov
have extended this inquiry by studying the meaning of suffering and transcendence
associated with serious illness.

Nurses, as the professionals most often present across all settings of care, provide
attention to pain and suffering in daily practice.®> Nurses assess the underlying cause of
pain, administer medications, provide nonpharmacologic and complementary ther-
apies, and evaluate the patient’s response. Nurses also bear witness to pain and its as-
sociated suffering through presence, listening, and silence. The call-bell request of “I
need my pain medication” is often a real message of “I am suffering” and a plea for a
compassionate presence.

Figure 4.1 captures this whole-person experience of pain and the overlapping
dimensions of physical, psychological, social, and spiritual well-being impacted by
pain. The experiences of pain and suffering are distinct yet closely interwoven into the
daily lives of people living with pain.

Pain and Physical Well-Being

People experiencing chronic painful syndromes, such as low back pain, and life-
threatening illness, such as widespread cancers with extensive bone metastasis, pro-
vide models of the association of pain with overall physical well-being. Pain is often
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Figure 4.1 Integration of the Ferrell quality-of-life model with the concepts of pain and
suffering.

accompanied by numerous other symptoms; for example, the patient who takes
opioids for pain associated with a pancreatic tumor often then experiences opioid-
induced nausea and constipation. The relief of pain can cause new sources of discom-
fort and significantly add to suffering.®

On a daily basis patients with pain associated with serious illness negotiate the bal-
ance of pain relief and the price of pain relief. For example, an elderly man with late-
stage prostate cancer and pain associated with bone metastases may limit his use of
pain medications in order to avoid becoming lethargic so that he can drive to visit his
father each day in a nursing home. His compromised pain relief increases his physical
pain and suffering but his choice supports his existential need to “be a good man” and
“a good son” Upon deeper listening to this man’s pain treatment choices, the nurse
caring for him also learns of his even deeper angst, and suffering, as he recognizes that
he may die and leave his father alone.

Patients often describe the development of pain as a pivotal point in their illness.
They frequently share how they lived and coped with a chronic or serious illness “until
the pain began” Central to this experience is often that pain led to decreased func-
tion, informing a loss of independence, isolation, depression, increased burden on
caregivers, and the beginning of a “downward spiral” A very common theme in the
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literature and our work as nurse researchers and clinicians has been that pain is a con-
stant reminder of the illness and a relentless source of fear for the future. The suffering
attributed to the pain is often an unspoken fear of the ultimate concern: death.

Patients repeatedly describe their pain as a key source of their suffering, and they
also share a sense of betrayal by their own bodies as the pain “takes over” their life. For
many people, pain may have been the first symptom they experienced that led to the
initial diagnosis of a life-threatening illness. The “headache” is actually a brain tumor
and the shooting pain from the back to hip may be the beginning of decades of severe
rheumatoid disease altering all life plans, changing roles, dependence, intimacy, and
meaning in life. Across many diagnoses, there is a frequent association of pain with
diminished quality of life and a loss of control.

Pain and Its Impact on Social Well-Being

The negative consequences of pain on social health and well-being are extensive, af-
fecting not only the person with pain but also their loved ones, nurses, other pro-
fessional caregivers, and the community. People with chronic pain experience great
losses, including a shrinking social sphere. Being unable to work or gather with family
and friends increases isolation and reduces the support and nurturing gained from
these activities. Families often experience impaired social health as they take on more
responsibilities within the home previously performed by the person in pain. Their
worlds diminish too as they have fewer opportunities for social activities. Loved ones
often remark they have lost their partner to pain. Nurses and other professionals ex-
perience moral distress at witnessing pain and suffering. And our communities lose
the benefits of productive members of society when people in pain or their caregivers
can no longer work.

Suffering becomes a shared experience as family members witness pain and as they
often feel inadequate in their attempts to provide pain relief. Caregivers of patients at
the end of life often derive great meaning from their ability to diminish the patient’s
pain, or, conversely, they may suffer immensely if they are unable to relieve the
patient’s pain. These feelings extend into bereavement and caregivers often voice the
experience as a key aspect of their grief.”

People in Pain

One in five people describe having chronic pain, with close to 7.4% reporting high-
impact pain.® High-impact pain is defined as pain that limits life or work activities
and has negative social consequences. Pain can lead to reduced productivity at work,
missed days on the job, and even loss of employment. Financial stress ensues, along
with feelings of shame or embarrassment, all contributing to further isolation and
diminished social well-being.® Unemployment can be particularly disastrous for the
person in pain as health care insurance may be tied to one’s job.

Because pain is more prevalent in older age, elderly adults are more likely to expe-
rience significant pain.® Living with chronic pain as an older adult restricts activities
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of daily living and limits access to the world and people around them.!* The resultant
loneliness and isolation, along with a sense that health care professionals do not be-
lieve them or have few treatment options, lead them to suffer in silence.!!

Family

Family members take on new responsibilities when a loved one becomes disabled
by pain.!? These obligations often include increased time spent in doing household
chores and greater responsibility in coordinating their loved one’s medical care.!®
Many partners report changes in their own employment while having to carry out this
new caregiver role.'* While responsibilities increase, intimacy may decrease. Severe
pain hinders sexual activity, and medications used to treat pain can reduce libido and
performance. At a time when greater connection is needed, sexual satisfaction and in-
timacy for both patient and partner are diminished.

Professionals

Nurses are constant witnesses to patients’ pain. Moral distress ensues when nurses
perceive they are unable to provide adequate relief, particularly when they know better
pain control is possible.!> Some nurses respond to this distress through avoidance
behaviors, such as declining to acknowledge or assess the patient’s pain by focusing
on other tasks. They may spend less time with the patient or use communication that
limits the patient’s report of pain, such as “It cannot be that bad” Other examples of
avoidance include reluctance to contact the prescribing provider for modifications
in the medication regimen. And while some nurses may become hardened or avoid
managing the pain, others become so distressed that they change jobs or leave the
profession. The moral distress associated with observing pain and suffering is often
cited as a key reason for nurses’ distress.'®!”

Community

The health of communities is greatly affected by the social effects of unrelieved pain.
Pain strains communities through lost productivity when those in pain work fewer
hours or are unable to work at all. Medical costs increase. Volunteerism declines for
patients and their loved ones. And unfortunately, the most vulnerable, disadvantaged
populations and communities are the most deeply affected. Chronic pain is strongly
associated with high disability, low educational level, manual occupations, and eco-
nomic difficulty.!®1° These factors are also more common in communities predomi-
nantly composed of Black, Indigenous, and People of Color (BIPOC). Chronic pain
is similarly more prevalent in rural communities, settings already lacking adequate
access to health care and other resources.®

Because moderate to severe chronic pain is often treated with opioids, lack of early
attention to safety issues to mitigate misuse and diversion can lead to inappropriate
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access of these medications within the community.?*?! These patterns have sparked
the substance use disorder epidemic and confusion about prescribing practices in
clinical, scholarly, and policy settings. Although currently fueled primarily by illicit
fentanyl and other substances rather than prescription opioids, this epidemic has
exploded, with more than 100,000 deaths in the United States during 1 year.?? The
devastating effect on communities includes loss of lives and widespread grief, an in-
crease in the number of children without parents, diminished social connections,
lost productivity, and strained community resources. Efforts to mitigate the epidemic
have had unintended consequences. The number of opioid-related deaths continues
to grow despite a marked decrease in opioid prescribing overall, including for those
with cancer. This reduction is associated with an increase in pain-related emergency
admissions and hospitalizations.?* And as with chronic pain, disadvantaged commu-
nities are greatly affected by the epidemic and efforts to mitigate these opioid-related
deaths, including those serving BIPOC and rural settings.

Pain and Its Impact on Psychological Well-Being

Social health and psychological well-being are inextricable. The social isolation asso-
ciated with pain contributes to loneliness, depression, and other negative emotions,
and these psychological effects impair social health. Pain is defined as “an unpleasant
sensory and emotional experience,” which illustrates the fundamental contribution
of psychological elements to this phenomenon.?* As a result, the consequences of
chronic pain on psychological health are significant. Studies consistently demonstrate
that people with chronic pain report higher levels of depression, anxiety, somatiza-
tion, anger, and impaired emotional functioning.?>2°

These negative emotions make it more difficult for people to cope with chronic
pain. Exacerbating coping difficulties is the effect of pain and anxiety on sleep, further
reducing energy levels and inhibiting exercise. All of these interact to worsen pain and
psychological health, leading to what is often referred to as the “chronic pain cycle”
Interdisciplinary pain programs aim to treat anxiety, manage sleep disorders, improve
activity, and enhance coping skills.

People with poorly understood pain syndromes, such as fibromyalgia, experi-
ence additional psychological stress as their reports of pain may not be believed by
professionals or their loved ones. People with serious illness face another emotional
challenge—uncertainty. Those who have been diagnosed with cancer often report the
constant stress of not knowing “when the other shoe will drop.”?” Since pain is often
an early warning sign of cancer, any report of pain is then perceived as an indication
the cancer has recurred.

A related response is catastrophizing, in which the individual in pain tends to
magnify the intensity, feels helpless, and ruminates endlessly about the pain. This
has been described in acute and chronic pain, as well as in many underlying etiolo-
gies (including arthritis, back pain, cancer, fibromyalgia, interstitial cystitis, muscu-
loskeletal pain syndromes, pelvic pain, and sickle cell pain).?® In experiments using
painful stimuli in healthy volunteers, having control over the stimulation reduced the
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suffering component of the painful experience.?® In another study of experimental
pain, suffering, but not pain intensity, was associated with fear of pain.’® All of these
findings support the complexity of psychological responses to pain and reinforce the
need to address psychological well-being and health in those experiencing pain.

While psychological needs are addressed by many professionals including psychol-
ogists, psychiatrists, and social workers, nurses also play a critical role in assessing and
responding to psychological concerns and the resulting impact on suffering. Mindful
presence, deep listening, and empathic verbal and nonverbal communication skills
are essential as nurses assess psychological well-being and plan interventions for psy-
chological symptoms. The ability to illicit the patient’s story, be present as they de-
scribe the psychological effects of pain, and respond with compassion are at the center
of nursing practice.

Pain and Spiritual/Existential Well-Being

Clinicians and researchers have recognized the strong association of pain with psy-
chological symptoms such as anxiety, depression, and fear.>’** Pain is also described
as an existential experience, associated with questioning God or a higher power. The
question of “why me?” by those living with serious illness often extends to “and why
must I be in pain?”

Living with severe pain may lead the person to wish for death.?* People living with
chronic pain may confide in the nurse their deepest feelings of being exhausted from
living with pain and being “ready for this to end.” Nurses are often engaged in intimate
conversations as patients living with serious illness and pain speak of seeking forgive-
ness for life events and regrets. Hospice and palliative care teams assess existential and
spiritual concerns and help the patient obtain spiritual care from chaplains, but this is
also a responsibility of all members of the team.

Responding to suffering is by no means limited to hospice and palliative care.
Nurses in neonatal intensive care units, emergency departments, nursing homes, di-
alysis centers, rehabilitation clinics, and every setting of care encounter suffering in
their daily practice.*

The multiple dimensions of pain and suffering also often reflect culturally based
values and traditions. The expression of pain, ranging from silence or stoicism to loud
moaning or wailing, is often reflective of culturally based norms of communication,
roles, and beliefs.

Pain is often the constant reminder of the seriousness of the illness, such as in the
case of a diabetic whose peripheral neuropathy creates a constant awareness of an ill-
ness that will likely progress and further impact daily life. Pain is frequently associ-
ated with recognition of mortality, such as in the case of a woman living with ovarian
cancer and whose abdominal pain is the trigger for paralyzing fear that the cancer is
spreading.’>-6

Case Exemplars 4.1 and 4.2 illustrate the intersection between pain and suffering.
Pain and suffering are often linked: assessment and treatment share certain common-
alities, and effective relief can lead to improved quality of life.
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Case Exemplar 4.1
Pain Relief with Ongoing Suffering

Nan Henry is a 75-year-old woman with pancreatic cancer who was initially seen
for severe right upper quadrant pain. After undergoing a celiac plexus block, she re-
ported that the pain was completely relieved. However, the oncology nurse noted
that Nan appeared to continue to be distressed and was often tearful. As the nurse
used quiet presence and open-ended questioning, Nan revealed that because of her
physical decline, she and her husband had to move in with her daughter and son-in-
law and their small children. Although she valued the time with her very energetic
grandchildren, she greatly missed being in her own home and being with her friends
in her old neighborhood. She hated having to use a walker and her loss of indepen-
dence. Nans husband had early dementia and she felt great stress having to provide
care for him. Her anxiety escalated and she slept poorly. She feared death and the
future felt “like a black hole” She felt betrayed by her body and abandoned by God.

The oncology nurse had already begun providing generalist-level palliative care
by eliciting Nan’s worries and fears with compassion. She also realized that because
Nan’s suffering was complex, she would require more specialized care and con-
sulted the palliative care team. Through the work of the entire team—nurses, phy-
sicians, chaplains, and social work—Nan was able to describe her values and goals
with team members. Nan’s anxiety and sleeplessness were addressed. The team
guided her to identify spiritual beliefs and rituals that might bring her strength.
She learned to accept her strengths and forgive her faults. Through this work, Nan
became less anxious and began to slowly realize the things that brought meaning
to her life. She engaged in life review and began to compose letters to her family to
share at important future events in their lives, such as graduations and birthdays.
This work did not negate the fact that Nan has a serious illness that will lead to
her death, yet it allowed her the dignity and peace to appreciate the sacredness of
her life.

Case Exemplar 4.2
Relief of Suffering Despite Ongoing Pain

Felipe Gonzalez had a great job in construction. He enjoyed the work, the colle-
giality on the job site, and the income, especially with lots of overtime pay. At age
45, he was at the prime of his life and proud that he was able to provide for his wife
and three teenage children. Everything changed when he suffered an injury on the
job resulting in severe, chronic back pain. He was told surgery was not indicated,
his medications were ineffective, and after numerous visits to specialists, he gave
up on any hope of relief. He could no longer work or be physically active and his
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wife reported that he spent most of the day on the couch drinking beer. Although
initially supportive, his wife grew weary of his inactivity, his drinking, his anger,
and her increased workload. She felt he was a stranger, no longer the man she had
married. Their children felt the increased tension; over time they spent less time at
home and their grades in school suffered. Felipe feared his life was disintegrating
and his family was falling apart, yet he felt powerless to make a change.

After presenting him with an ultimatum that she would leave him if he did not
get help, Felipe went to his primary care clinic. The nurse practitioner suggested an
interdisciplinary pain clinic composed of physicians, nurses, physical and occu-
pational therapists, psychologists, dieticians, and others. Felipe was skeptical but
reluctantly agreed to try this approach as nothing else had worked. After thorough
evaluation, Felipe developed short- and long-term goals with the team. He under-
went extensive physical and occupational therapy, which initially worsened his
pain. Ready to give up at times, he stuck with the program and gradually, over time,
he noted it was a little easier to move without severe worsening of the back pain.
He learned healthy eating techniques and how to recognize stress eating that was
adding weight to his frame. The psychologists offered strategies to assist with op-
timal coping and learning to live despite pain. His wife attended sessions designed
to foster family growth and healing. The team helped him meet his long-term goal
to return to work by referring him for work training opportunities that would pro-
vide skills for a job that did not require physical labor.

At the end of the program, Felipe observed with wonder that although he still
had pain, he felt more energy, was able to move, and was more optimistic about the
future. He was no longer suffering.

Treatment of Pain and Suffering

As both pain and suffering affect all aspects of the person’s quality of life, successful
relief must include comprehensive assessment followed by interdisciplinary care.
The core components of pain assessment have been well described and align with
the quality-of-life model—physical, psychological, social, and spiritual components.
Physical aspects of pain assessment are well known to nurses and include location,
quality, intensity, and frequency, along with factors that alleviate or aggravate the
pain. Less attention has been paid to the assessment of the other components of the
model. Probing questions may include: How does this pain affect your ability to be
with family and friends or to participate in the activities you enjoy? In what way does
the pain influence your mood? What gives you strength throughout this experience?
Does pain test this strength or your spirit? The insightful nurse will incorporate these
responses to build a wholistic approach to pain relief, integrating the interdiscipli-
nary team.

Despite the fact that relief of suffering is the goal of palliative care,?” the assess-
ment of suffering is less well established. Part of this absence of attention is due to a
lack of a universally accepted definition of suffering or an established framework for
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this phenomenon. Suffering is defined as distress that occurs when a person’s whole-
ness is threatened, disrupted, or injured (Cassell).’® Suffering, alone or occurring in
the presence of pain, is a subjective, negative affective experience.>* Although pain
and suffering are distinct, both are subjective experiences that are often interrelated.
Similar to pain, suffering incorporates physical, psychological, social, and spiritual
dimensions.

The assessment of pain and suffering drives appropriate management and is
guided by the quality-of-life model. Physical measures may include interventions
to address pain and other symptoms, including pharmacology, physical therapy,
heat or cold, and massage, along with invasive procedures. Attention to psycho-
logic factors starts with believing the person’s report of pain and dismissing con-
cerns that it is “all in their head” Counseling, coaching, and mindfulness address
the aspects of pain and suffering that relate to psychological factors. Social variables
can be attended to through interventions designed to return the person to their so-
cial settings, ranging from returning to work to simply being able to be with family
and loved ones; rehabilitation, retraining, and other support services encourage
these efforts. The spiritual domain is addressed through inquiry, counseling, prayer,
legacy making, and other efforts to enhance resilience, provide purpose, and sup-
port transcendence.

Responses to Suffering

The compassionate nurse will respond to pain and suffering with presence, inviting
the individual to share their experiences. Listening, and using strong communication
techniques that gently elicit thoughtful replies, is truly the core of nursing assessment.
The insightful nurse will consider the whole person and all the domains that may con-
tribute to pain and suffering: physical, psychological, social, and spiritual. Nurses pro-
vide reassurance that the patient’s reports are believed and taken seriously and the
team will attend to their pain and suffering. Reframing the meaning of the patient’s
distress is especially important when patients or their loved ones view pain and suf-
fering as punishment, weakness, or a result of some failing. Nurses deliver many of
the interventions designed to relieve pain and suffering or they are primary sources of
referrals to their colleagues to provide these services. Nurses also bring the team to-
gether to ensure continuity throughout the course of care.

Nurses amplify the voices of those in pain and suffering through their clinical
expertise, patient advocacy, interdisciplinary collaboration, and leadership. Nurses
are uniquely prepared, and well positioned, to address pain and suffering. Nurses
are the most trusted of all health care professionals and have the most contact with
patients. Nurses have a moral responsibility to not only address the pain and suf-
fering of each individual in their care but also advocate for vulnerable populations,
such as disadvantaged communities, uninsured individuals, children, the elderly,
those with substance use disorder, and the disabled. These are populations that have
traditionally received inadequate attention and treatment of pain due to mispercep-
tions and stigma.
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Figure 4.2 Nursing care of pain and suffering.

Amid pain and suffering, nurses need to carefully examine their own purpose to
remain whole and fully present. Nurses need the courage to acknowledge the loss and
grief inherent in caring for people who are in pain and suffering and continue their
own ongoing healing. Building personal awareness through self-reflection and the
support of colleagues will help nurses find balance and meaning as they bear witness
to intense pain and suffering.

Figure 4.2 illustrates the dimensions of nursing care of people in pain. Nurses ex-
pertly apply comprehensive whole-person assessment to determine the cause of the
pain and its impact on the person experiencing it. Nurses apply evidence-based prac-
tice as they deliver care, including patient teaching and support and pharmacologic
and integrative therapies. They also provide compassionate presence and deep lis-
tening as essential skills to address pain and suffering.

Conclusion

Pain and suffering are all too common in our contemporary health care systems, par-
ticularly amid the growing global burden of chronic illnesses. The complexities of our
current organizations often leave patients feeling lost and uncared for at a deeply vul-
nerable time in their lives. The unintended consequences of efforts to mitigate the
epidemic of substance-related deaths have created challenges in accessing pain treat-
ment along with profound stigma, affecting all patients, but particularly damaging for
disadvantaged communities. Thoughtful nurses begin the healing process with their
presence in the face of pain and suffering, listening to and eliciting the patient’s story.
Empathy and skill are crucial so that people who are in pain and suffering feel heard
and valued. Compassion is essential but, without knowledge about the current evi-
dence of effective therapies, is insufficient in addressing these serious issues. Expertise
in selecting and delivering treatment options tailored to address all domains of
quality of life is essential. To remain intact and whole while relieving intense pain
and suffering, nurses must reflect on their own practice as they continue this mean-
ingful work.
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5
Suffering of Infants, Parents, and Families

Elena Abascal and Frances T. McCarthy

Although the world is full of suffering, it is full also of the overcoming of it.
—Helen Keller

The Changing Landscape of Suffering for Infants,
Parents, and Families

There was a time, not long ago, when the idea of a baby dying or being born ill, far
from being shocking, was a part of everyday life. At the turn of the 20th century,
nearly 30% of all deaths occurred in children under 5. Suffering the loss of a baby was
a tragic but not uncommon part of daily life. This commonality made public displays
of suffering an acceptable and even encouraged part of mourning a child. Bereaved
parents and families would wear black for months after the death of a baby, and they
often commissioned artwork, jewelry, and later photography in remembrance of their
child.! In one of the most recognizable portraits to arise from the 18th century, Marie
Antoinette is seated with her three living children standing around her. Next to her,
a large and opulent bassinet belonging to her infant daughter, who had died weeks
earlier, lays empty.

Today, such profound suffering during this stage of life can seem almost
inconceivable—in some ways, for good reason. Thanks to public health advances
and social reforms, many pregnancy losses and infant deaths and illnesses can now
be treated or prevented.? Advances in the fields of genetics and ultrasonography have
made prenatal testing possible, providing individuals with insight into their baby’s
health long before birth. And thanks to advances in the fields of neonatology and pe-
diatrics, today, many infants who historically would certainly have died can be saved.

However, despite these leaps forward, suffering during pregnancy and infancy is far
from eliminated. The infant mortality rate in the United States remains higher than
most other high-income nations, and disparities by race and ethnicity further com-
plicate what is undoubtedly a health crisis.> Furthermore, the treatments currently
available for medically complex babies can be painful and highly distressing for both
the child and their parents, and an infant’s inability to communicate their level of suf-
fering can make caring for these patients enormously challenging. The nature of suf-
fering during pregnancy and infancy has certainly evolved in response to medical and
social advances, but its impact on patients has been anything but lessened.
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The Nature of Perinatal Suffering

For many families, pregnancy is one of life’s most joyful periods. It can be a time of
wondrous anticipation and hopeful preparation. But when circumstances change and
a pregnancy ends in heartbreak, the physical, psychological, and social suffering can
be devastating. Every issue that impacts those who are pregnant and their families
deserves recognition and analysis from the nursing perspective. However, this section
will focus on just two very specific causes of suffering during the perinatal period: per-
inatalloss (e.g., miscarriages and stillbirths) and loss of the “perfect” pregnancy due to
prenatal diagnoses of life-limiting or life-threatening conditions.

When a pregnancy ends in loss, families grieve more than just the idea of their
baby. These families grieve the hopes, dreams, and plans they had for their child. They
grieve the excitement of imagining their new baby—what they will look like, which
parent they will take after, and what their personality will be like. They grieve about
the future they had planned together: family vacations, holidays, school graduations,
weddings, and maybe even the birth of a grandchild many years down the road. There
can also be the loss of social support and of important relationships, with many fam-
ilies feeling as though they have “disappointed” their loved ones by not achieving the
perfect healthy pregnancy. It's impact on couples is especially visible, with as many as
22% of couples separating after a miscarriage and nearly 40% after a stillbirth.* There
can be a loss of faith and of one’s trust in a higher power or the natural order of life,
or whatever one believes in. When a pregnancy is perfect, individuals and communi-
ties alike have a chance at renewed hope, unconditional love, and the opportunity to
achieve more than they can alone. When pregnancies lose their ability to instill hope
and joy, there can be enormous suffering for all of those who were invested in welcom-
ing this new child.

Suffering, in whatever context it occurs, is never unidimensional. Even physical
injuries, such as aburn, beget a range of experiences: pain alone does not explain the
injured person’s suffering. A burn is more than justa wound; it’s an experience made
up of sensations and emotions, such as the shock of touching a burning surface, the
fear of wondering if the body has been irreparably damaged, and regret over the
events that led up to the injury. Life-limiting or life-threatening prenatal conditions
as well as perinatal losses are similarly multidimensional. There are physical, psy-
chological, and social consequences of losing a pregnancy, facing the possibility of a
baby’s short life, or preparing for the birth of a child with medical needs. To under-
stand the nature of perinatal suffering, nurses must look at the collective impact of
these experiences.

Physical Suffering During Miscarriages and Stillbirths

Physical pain has a purpose. It alerts us when something is wrong, when we are in-
jured, or when we are ill. It is an evolutionary trait that has helped humans survive
by discouraging us from doing things that may cause us harm, for example, touching
an open flame, and encouraging us to do things that will protect us from pain, such
as wearing warm clothing in the winter. Pain can be tolerated when it has meaning
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and purpose. Medical procedures, treatments, or medications may cause great pain
and discomfort, but patients endure them if they feel they have something to gain by
doing so. Pregnancy and childbirth are undoubtedly physically uncomfortable and
painful experiences. Regardless of how seamlessly a pregnancy progresses, there are
still moments of great physical unpleasantness: nausea, swelling, and muscular pain,
to name just a few. And no matter the method of childbirth, vaginal or cesarean, with
or without anesthesia, there is always some amount of pain before, during, or after
delivery. Yet, despite the known physical suffering of pregnancy and labor, it’s esti-
mated that 140 million babies were born in 2021.> What makes this pain tolerable for
so many is the knowledge that their pain will soon be replaced by the joy of meeting
their child. For those experiencing a perinatal loss, pain is endured without any such
promise of reward.

Consider the experience of miscarrying. When an individual suffers a miscarriage,
there can be physical pain coupled with immense anxiety and even fear. In the United
States, miscarriages are managed either surgically (commonly dilation and curettage),
medically (using pharmacological agents such as misoprostol), or expectantly (when
patients are discharged from the hospital and miscarry at home).® Regardless of the
method or management, women who have experienced a miscarriage often describe
feeling ill-prepared by their clinicians for what it will physically be like to miscarry.
They were not told how painful the experience can be, how long it can take, or what is
physically taking place inside their body. Many have felt frightened by the amount of
blood they lost, particularly because they did not feel prepared to recognize at what
point emergency care should be sought out. Even after the miscarriage has occurred,
women may continue to experience physical pain while also managing the aftermath
of their loss, such as self-monitoring for signs of infection after surgical management
or disposing of fetal remains at home. This unpreparedness for an experience as phys-
ically arduous as a miscarriage can cause enormous shame for those experiencing
the loss.

For families who learn through prenatal testing that their child has a life-limiting
or life-threatening condition, there can be enormous anxiety about the physical suf-
fering of their unborn baby. Words such as “condition” or “syndrome” can have strong
associations with pain and suffering, and so for some parents, prenatal diagnoses can
conjure up images of a baby in agony. They may research the diagnosis online and
find anecdotes from others whose children share the same diagnosis or images of
older children with the condition. These may include detailed descriptions of inva-
sive surgeries and procedures, stories about medical trauma, and imagery that can be
shocking to those who are just learning about this condition for the first time. Families
may not understand that although this information can provide some idea of what life
may be like for their child in the future, they do not accurately reflect how their baby
experiences the condition currently in the womb. The capacity to interpret pain and
differentiate it from other sensations does not develop until the latter portion of the
third trimester.” Moreover, even after a baby is born, there are many conditions that
are associated with physical alterations but are not “painful” For example, Trisomy 21,
the most common chromosomal alteration in humans, is not an inherently “painful”
condition; in fact, research has found that people with Trisomy 21 experience acute
and chronic pain with the same frequency as the general population.® To address
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suffering, nurses should be prepared to help parents distinguish between their own
suffering and the suffering of their baby.

Psychological and Social Suffering in the
Perinatal Population

Although suffering is a personal experience, it rarely happens in isolation from oth-
ers. Friends and family members have the power to shape one’s experience of suf-
fering through their action or inaction. If others feel that one’s suffering is justified,
they will acknowledge, validate, and hopefully attempt to eliminate it. But when
others do not empathize with one’s suffering or if they perceive one’s suffering as
being disproportionate to the causative event, then they will likely disapprove of
the kinds of behaviors that are associated with suffering (e.g., crying, grieving). For
example, many perinatally bereaved families have faced criticism or a lack of un-
derstanding from well-intentioned relatives when they announce that they will be
holding a memorial service for a baby who died in pregnancy. These responses can
be incredibly isolating.

When others perceive that an individual’s response to a loss is outside the bounds
of what is socially acceptable, it is referred to as a “disenfranchised loss” This term
broadly includes experiences of grief and suffering that others feel are abnormal, un-
reasonable, or aberrant (e.g., grieving a relative who died while driving under the in-
fluence of a substance). Because perinatal losses tend to occur outside of public view,
those who have not directly experienced or witnessed a perinatal loss themselves may
find it difficult to empathize with those who have. They may feel as though the perina-
tally bereaved never really “knew” their child, and they may struggle to comprehend
how someone can mourn a person who existed so impalpably.

Additionally, many of the rituals and behaviors used to engage with those who are
grieving are not socially acceptable in cases of perinatal loss, reinforcing the sense
of “otherness” the perinatally bereaved often feel. For example, perinatally bereaved
women have described the process of returning to work after a loss to be particularly
isolating. Many of the behaviors colleagues may have engaged in for other forms of
loss, such as signing a card or offering words of condolence in the hallway, are replaced
with hushed tones and averted eyes. Women have described feeling ostracized in their
workplaces, avoided by the same colleagues who just a few weeks prior had planned
their baby shower or who had gladly covered their shifts during prenatal appoint-
ments. Even language limits our ability to engage with the perinatally bereaved: there
is no equivalent of “widow” or “orphan” for parents who outlive their children, leaving
the perinatally bereaved to wonder, am I a parent or something else?

Nurses can advocate for the perinatally bereaved by affirming their “right” to grieve
and by using the best available evidence to support the legitimacy of their suffering.
A prospective cohort study comparing 492 individuals experiencing a pregnancy loss
and 87 individuals whose pregnancies progressed to term found that after 1 month,
women in the pregnancy loss cohort were significantly more likely to be diagnosed
with posttraumatic stress disorder, anxiety, or depression.’ The authors noted that de-
spite a decline in distress, it remained significantly elevated even 9 months later.” In
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addition to grief, the perinatally bereaved may experience a sense of powerlessness,
fear about the future, or regret about the past.’

For families whose pregnancies continue in light of a prenatal diagnosis, there
can be profound anxiety about the future. Typically, expectant families feel joy and
wonder when they imagine their baby: Will it be a boy or a girl? Will they have blonde,
brown, or red hair? What color will their eyes be? They imagine a life for their baby full
of wondrous milestones—first steps, first words, learning to read or ride a bike—and
these are just the early years. When a prenatal diagnosis is discovered, much of that
excitement is replaced with fear and anxiety. Despite advances in the field of genetics,
prenatal diagnoses are often unable to provide a clear picture of what a child’s life will
look like after birth. Families may be haunted by questions to which there often are
no clear answers: How long will they live? Will they be able to walk/talk/play? Will they
be in pain? It can be challenging to confront the feeling of futility that arises when
a patient’s suffering is so deeply rooted in questions we cannot answer and fears we
cannot assuage.

Suffering in Newborns and Infants

Suffering is a human condition—from life in the womb to death at any age. But the
suffering of babies and infants seems somehow unnatural. It creates tremendous grief
for their parents and families that can be profoundly felt and influence their world-
view for the rest of their lives. In perinatal palliative care (PPC), suffering of the un-
born baby is, thankfully, almost never the case. Very few, if any, prenatally diagnosed
life-limiting conditions are actually painful. Prenatally, babies remain blissfully una-
ware of the suffering of their parents and families. This fact can be reassuring to the
parents, but parental suffering is still very real.!?

Unfortunately, postnatal suffering of the baby can and does occur. In the neo-
natal intensive care unit (NICU), families that choose intensive care must accept that
it comes with invasive procedures, tests, potential surgeries, and an interruption in
parent-child bonding. Of course, this choice is made in service of the hope that the
life of the baby will be spared or, at the very least, improved, and allow for some enjoy-
ment and interaction between the baby and their parents, family, and environment.
For infants in the pediatric intensive care unit (PICU), with genetic disorders, various
syndromes, recovering from surgeries, or who have experienced accidents or injuries,
physical suffering can be acute, can be lifelong, or may come and go with exacerbation
or remission of underlying conditions. The suffering of infants cannot only be defined
by physical pain. In fact, suffering may not involve pain at all, as is discussed in the
perinatal section of this chapter. It is a state of being that encompasses emotional, psy-
chological, and spiritual experiences, as well as possible physical pain.

Causes of Suffering in Newborns and Infants

What can cause suffering of newborns and infants? Approximately 3% of the more
than 3.5 million babies born in the United States will have a congenital birth defect.!!
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This accounts for over 100,000 births per year.!! Additionally, preterm births account
for about 10% of all births in the United States every year.!! In 2018, the infant mor-
tality rate in the United States was 5.6 deaths per 1,000 live births.!! More than 21,000
infants died that year.!! The five leading causes of death in infants are birth defects,
preterm birth and low birth weight, injuries, sudden infant death syndrome, and ma-
ternal pregnancy complications.!! Whether born with congenital conditions, prema-
turity, genetic disorders, accidents, or injuries, newborns and infants can experience
suffering long before the moment they may actually die.

The concept of suffering relates not only to physical pain but also to emotional,
psychological, moral, and spiritual distress. Patients, parents, and staff alike may ex-
perience it. For bedside nurses caring for critically ill infants, suffering comes with the
territory. One must expect that in caring for the most fragile and vulnerable popula-
tion, that of critically ill newborns and infants, exposure to the pain and distress of
their patients and of the parents and families of these babies can take a toll over time.
Often, nurses spend more time with their tiny charges than parents can. Nurses cer-
tainly spend more time in hands-on care than any other member of the health care
team and so they directly witness their patient’s response to procedures, treatments,
medications, and interventions. Some babies and infants are stable enough to tolerate
vitals being taken, being suctioned, and being repositioned. In other babies their heart
rates, oxygen saturation, or blood pressure drops when care is done. It can be daunting
for the bedside nurse to do basic care for fear of the pain and suffering inflicted in
keeping these babies alive. In addition, nurses must also care for the parents and fam-
ilies. While this care is not physical in nature, it requires nurses to be emotionally
available, compassionate, and empathetic while providing excellent care to their ac-
tual patients, the babies.

It is the perception of suffering that can be problematic for both families and the
health care workers who care for them and their babies. Who defines suffering: par-
ents or staff? What does the family perceive as suffering? What happens when parents
and caregivers don't agree? Almost all parents say that they don’t want their babies to
suffer, but what do they see as suffering? How can the health care team elicit an under-
standing of what suffering means to the parents? How much is too much suffering?
These questions must be evaluated on an individual basis with parents and caregivers
exchanging information, as well as their concerns and hopes for the baby’s life.

Indeed, suffering is subjective to some extent and may be considered to be worth
enduring, particularly if the end result will be improvement in quality of life, ultimate
relief of suffering, or part of the process of healing from a surgery, injury, or illness.
Effective communication between parents and caregivers helps to delineate what
suffering means to the family. Having them describe how they perceive their baby’s
situation can give insight into their view of their baby’s condition and response to
treatment and their personal values and concerns. Asking the question “Do you think
your baby is comfortable?” can provide a wealth of information to the health care
team. Comfort of the baby is a priority for parents. In a study that examined providing
the basic care elements of bonding, maintenance of body temperature, relief of hunger
or thirst, and alleviation of discomfort in infants with life-limiting conditions, parents
described comfort as more than the absence of pain.!* They felt that these elements
created a caring and supportive experience for their babies and that this was a source
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of comfort and satisfaction for the parents.'? Similarly, other research has shown that
grief scores were much higher in parents who perceived that their child suffered at the
end of life.!* This demonstrates the importance of utilizing appropriate medication at
the EoL to relieve suffering in both the baby and family.

Liminality

Arnold van Gennep, French ethnographer and folklorist, first described liminality,
from the Latin limen, meaning “threshold,” in his seminal work Les Rites de Passage in
1909.1 Liminality is the experience of being betwixt and between, and van Gennep
used this term to describe the rites of passage, moving from one state to the next,
which is identified by certain roles, rights, and obligations.!* For families of acutely
or chronically ill children or those with life-limiting conditions or injuries, they also
inhabit the realm of liminality. They are wondering if, or how, their child will live.
They are faced with uncertainty about their baby’s prognosis, function, future med-
ical needs, and possible outcomes. What will the future hold for their children and for
their families? Are there supports that exist within the community that would allow
the infant to return home? Is this a chronic or progressive condition? What impact
does their child’s condition have on other members of the family? In addition, family
resources and socioeconomic status will impact many families’ opportunities and
decisions.

For families facing EoL decisions, liminality is also part of the process. EoL decision-
making in the NICU or PICU is a complicated journey for parents and clinicians alike.
How parents and clinicians navigate this journey can have profound effects on all of
them. Shared decision-making is associated with lower grief scores in parents.'? Grief
scores have been shown to be higher in the cases of informed decision-making solely
by physicians based on medical data. Intermediate grief scores were associated with
paternalistic decision-making and no decision-making."?

The EoL decision-making process is a complicated one due to parental fear and
reluctance of parents to make decisions that affect their child’s fate while still wishing
to be involved in these discussions and decisions. However, being involved in making
these decisions may also help parents feel empowered and may ultimately lead to a
sense of peace when the support of nurses and physicians occurs in the process. In
practice, families should be given the opportunity to choose the type of decision-
making that makes them most comfortable and allows them to make peace with
whatever path they choose.

Suffering of Parents and Families

Parents of NICU babies face an environment that is foreign to them. Additionally,
they may feel emotionally disconnected from a baby that is too small or ill to be
touched or held. Parents can feel increased stress due to the inability to protect their
child from pain as well as being unable to provide care for their infant. They perceive
themselves as less competent and as having lost their parental role. The severity of
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their baby’s condition also affects their levels of stress and anxiety.'> Parents of infants
in the PICU also face feelings of anxiety, sadness, and grief due to the circumstances
of their child’s hospitalization. Parents are often torn between care of their hospital-
ized child and other children at home. They have concerns about balancing the care
of their child and maintaining a job, particularly if they are the main breadwinner.
Lack of community-based support often leaves many families with few options for
home care.

Siblings of hospitalized children also suffer. Young siblings who need care may have
to be separated from their parents while they stay with a hospitalized sibling. The
disruption of their usual routine, restriction from visiting their sibling, and concern
for the well-being of their sibling can cause distress. Children can display a host of
responses including somatic complaints, becoming withdrawn, displaying regressive
behaviors, and acting out. But the experience is not unequivocally negative: children
can also display altruistic behavior, display an increase in independent activities, and
develop an understanding about the current situation.!¢

Both parents and families can experience posttraumatic growth. Trauma-informed
care can help health care providers connect with families in a constructive and sup-
portive alliance. Trauma-informed care views the traumatic life experiences of par-
ents as having great influence on their interactions with the health care team. In the
NICU and PICU, it is the parents’ traumatic life experiences that must be understood.
These past experiences can produce feelings of inadequacy, guilt, or distrust. These
feelings can be exacerbated by the ICU experience and lack of understanding from
health care providers. Families can be identified as difficult when in fact they are ter-
rified or reliving past traumas.!” Empowerment and engagement of families in the
care of their babies helps to reinforce parent-child bonds that can help to mitigate
this distress and enhance parental confidence.!” Trauma-informed support is equally
important for the well-being of nurses. Creating a supportive environment, reflecting
on internal experiences, and debriefing and creating a work culture of awareness and
acceptance are all ways to support staff in facing the challenging care of critically ill
newborns and infants.!

Finally, the spiritual needs of families are an important aspect of care that is respon-
sive to suffering. Spiritual beliefs can be a source of comfort and strength to families.
Helping families express their spiritual needs and beliefs, particularly at the EoL, can
help many parents find a sense of meaning and peace. Hospital chaplains are expert at
supporting spiritual needs in both families and staff, and nurses should feel empow-
ered to advocate for their presence.'’

Case Exemplar 5.1

A full-term baby is born with a prenatal diagnosis of dysplastic cerebellum and
other severe brain anomalies. The mother changed a prenatal plan for comfort
care (bonding, maintenance of temperature, feeding/hydration, and medications
as needed)? at her delivery and asked that the baby be resuscitated. The baby was
born limp, with no respiratory effort, and was intubated and placed on a venti-
lator. No reflexes could be elicited; she had no purposeful movement and could



SUFFERING OF INFANTS, PARENTS, AND FAMILIES 61

not breathe independently. She was admitted to the NICU for care. In the first
week of life, after evaluations by neonatologists and neurologists, a family meeting
was held. The prognosis was grim. In addition to the minimally functioning cer-
ebellum, the baby had hydrocephalus, absent corpus callosum, lissencephaly,
and minimal cortical tissue. The family was heartbroken but insisted on contin-
uing treatment. The grandparents were very vocal in their insistence that care be
continued and their belief that “God would ultimately decide” the baby’s fate. The
medical and nursing staff voiced concern to each other and also to the family about
the baby’s future, her dependence on a ventilator, her increasing head size, and
the potential for harm to the baby from continuous ventilation, lack of mobility,
and difficulty moving and positioning her. This caused the family distress and they
began to distrust the health care team. Many nurses felt uncomfortable caring for
this baby and interacting with the family. Soon after, the grandmother pointed out
that in 30 night shifts, the baby had been taken care of by 30 different nurses.

Eventually, the nurse manager asked an experienced nurse if she would work
with this baby and family consistently. The nurse agreed and began to care for the
baby whenever she was on duty.

Over time, general care caused the baby to tremor her oxygen saturations and
heart rate to drop. In conversations with the mother, the mother expressed sadness
and concern about the baby’s condition but said, “I don’t think I can take her off the
breathing machine. I would feel like I killed her. God will decide what to do.”

One evening, the grandfather came to visit and gently touched the baby’s foot.
She immediately began to have tremors that did not stop. Her oxygen saturation
decreased and her heart rate slowed. The attending physician was called to the bed-
side and began to bag the baby with 100% oxygen. The nurse asked the grandfather
to call the mother and tell her to come quickly.

When the mother and grandmother arrived, the baby’s heart rate was hover-
ing at about 99 bpm and her oxygen saturation was in the 50s. When the mother
saw the monitor, she began to cry and asked to hold the baby. After the baby was
placed in her arms, the attending physician asked if she would like to have the tube
removed and see her baby’s face. The mother immediately agreed. The tube was
removed and the baby died quickly and peacefully in her mother’s arms.

Case Exemplar 5.1 illustrates the need for effective communication in under-
standing the family’s desires and goals of care, the importance of consistent caregivers,
the discomfort that can be experienced by bedside nurses and the medical team, the
persistent hope families have for a cure or “miracle,” and the need for a multidisci-
plinary care team to create a safe-space environment for families and staft alike. It
is not unusual for families to cling to a hope that their baby will get better, a belief
that caregivers may deem unrealistic or even impossible. Perceived dismissal of the
family’s hopes and dreams can create conflict and distrust of the health care team.
This results in increased anxiety in the family and staff alike.?! A trauma-informed ap-
proach in this case could have gone a long way for the family and health care providers
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in establishing a trusting relationship. Debriefing after this case allowed bedside pro-
viders to understand the need for this family to be able to know they had done all they
could for their daughter despite the outcome.

Responses to Suffering

For many families, pregnancy through infancy is a time of immeasurable joy. But
when circumstances change, nurses should be prepared to journey alongside families
as they chart a new course. Perinatal and infant suffering can feel senseless—and it
very often is. It can be challenging for nurses to find a way to feel comfortable in sit-
uations where a positive pregnancy and neonatal period is not possible—as though
supporting families faced by these issues implies that nurses have simply accepted
this suffering as unavoidable. But responding to suffering through prevention and
response is key for ensuring short- and long-term mitigation of suffering for this
population.

Although suffering is painful, challenging, and disruptive, it is not universally
negative. Posttraumatic growth is possible. The disruption of a person’s world-
view, whether in parents or caregivers, can be traumatic, but it can lead to personal
growth through a reimagining of that worldview or the creation or adoption of a
new worldview.?? In one study, burnout of hospital health care providers was asso-
ciated with units that had higher admission rates, number of beds, electronic health
record (EHR) use, average lengths of stay, and regional level of the institution. It
is possible that in larger, busier intensive care units in particular, nurses may feel
decreased involvement in the management of patients, underappreciated workload
in relation to admissions, and limited interpersonal interaction or time in direct pa-
tient care due to EHR use.”

Self-care is an integral part of resilience, along with other team and institutional
interventions. Self-care requires that one make an effort to do something that bene-
fits oneself. Physical activity, personal relationships, and mindfulness and spirituality
practices can help nurses release the stress and anxiety that can build up when caring
for newborns and infants in the ICU and reset emotionally, psychologically, and spir-
itually.*->> Engaging with leadership to provide support to staff is a good way to start.
Official and unofficial debriefing should be done regularly, especially after an unex-
pected or prolonged loss. Fostering open communication and interaction with the
entire health care team fosters camaraderie, cohesiveness, and trust among providers.
This can be especially important when working with families facing difficult diagno-
ses and prognoses. Bearing witness to suffering, standing in the discomfort of EoL
situations, and remaining available to patients and their families is a gift to them and
to staff alike. Providing excellent care to patients, even when it can feel as though it’s
too much, is the bar that one must strive for. Suffering cannot be eliminated, but there
is much that a nurse can do for patients and families that helps to shoulder the load. It
is not in the province of the nurse to convince parents about what course they should
take but rather to meet them where they are, share their thoughts transparently, and
find ways to journey with patients and families while offering support, respect, and
compassion at every step.
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The intersection of perinatal loss with emotionally weighty subjects including
abortion, parental rights, and child welfare can make it challenging for nurses to ap-
proach these families from a place of neutrality. And despite the hope nurses have that
they will treat every patient the same way; it is easier said than done. How can nurses
respond to the suffering of these patients without imposing additional distress?

This work is about “being with” families. This is not a passive process; it is not suffi-
cient for the nurse to simply tolerate these patients or to approach them from a place
of detachment. At the same time, being with a patient is not the same as seeing eye to
eye with them under any circumstance. Nurses are not required to agree with every
decision their patients make, nor do nurses need to suppress their beliefs and per-
sonal morals for the sake of others. Instead, when responding to the suffering of these
families, nurses should remember that being with families is a process of actively en-
gaging with those who view the world through a different lens than we do, of seeking
common ground in light of varying perspectives. Being with patients who are suf-
fering requires that nurses practice from a place of humility and curiosity. Beginning
discussions with a question (e.g., can you tell me about your pregnancy/baby?) allows
families to make sense of their situation in light of their personal beliefs and values,
and to give language to their own experience of suffering. Additionally, nurses can
invite families to explore who or what helps guide them when making difficult deci-
sions, rather than implying that there is a “right” and “wrong” way to make this choice.

Historically, nurses have always been at the forefront of shouldering the pain of
their patients. On the battlefield, in hospitals, or in the home, nurses have held the
hands of so many in their darkest moments. Suffering is an ineliminable part of the
human experience: to be alive is to be exposed to the possibility of suffering. Therefore,
to be a nurse is to bear witness to it. Attending to the suffering of perinatal and neo-
natal patients can be incredibly challenging—it can force nurses to confront the limits
of science, the unpredictability of life, and the bounds of their own abilities. However,
there is also something incomparably rewarding about bearing witness to these jour-
neys. Responding to suffering in the perinatal and neonatal period challenges the
nurse to see beyond just a single patient and to think about how suffering affects not
just the person right in front of them but also their family and their community. These
patients allow the nurse to offer their attention and their presence to those whose suf-
fering might otherwise go unnoticed. Experience and exposure to the many types of
suffering and patients who suffer can help nurses develop a practice that meets the
needs of their patients and themselves. It is essential for each nurse to find the balance
between care and compassion for patients and their families and their own personal
growth.

Conclusion

When suffering and joy coincide, as they sometimes do during the perinatal and ne-
onatal period, it is both a professional duty and a profound privilege for nurses to
be present for both. Suffering and hope are not incompatible—it is the ability to
hold space for the full spectrum of human experiences that defines the very nature
of nursing. This work is challenging, necessary, admirable, and rewarding. It is also
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worthy of respect and continued research as to the best approaches to relieve suffering
in patients, families, and those who care for them. May all nurses who have held a
dying infant, comforted a devastated parent, or reframed hope for a family in despair
know that they have done sacred work. May all patients and their families be fortunate
enough to be cared for by that nurse.

10.

11.

12.

13.

14.

References

. Kelly CE. Mourning becomes them: the death of children in nineteenth-century American

art. Antiques. Published July 2016. Accessed March 14, 2023. https://www.themagazinea
ntiques.com/article/mourning-becomes-them-the-death-of-children-in-nineteenth-cent
ury-american-art/

. Schanzenbach DW, Nunn R, Bauer L. The changing landscape of American life expectancy.

The Hamilton Project. Published June 2016. Accessed 2022. https://www.hamiltonproject.
org/assets/files/changing_landscape_american_life_expectancy.pdf

. Healthy People 2030. US Department of Health and Human Services, Office of Disease

Prevention and Health Promotion. Accessed February 2, 2022. https://health.gov/health
ypeople/objectives-and-data/browse-objectives/infants

. Gold KJ, Sen A, Hayward RA. Marriage and cohabitation outcomes after pregnancy loss.

Pediatrics. 2010;125(5):e1202-e1207. doi:10.1542/peds.2009-3081

. New Year’s babies. UNICEEF. Published December 2020. Accessed 2022. https://www.uni

cef.org/press-releases/new-years-babies-over-370000-children-will-be-born-worldwide-
new-years-day-unicef

. Prager S, Micks E, Dalton VK. Pregnancy loss (miscarriage): management techniques.

In: Post TW, ed. UpToDate; 2021. Accessed March 14, 2023. https://www.uptodate.com/
contents/pregnancy-loss-miscarriage-description-of-management-techniques?search=
Pregnancy%20loss%20(miscarriage)&source=search_result&selected Title=6~150&usa
ge_type=default&display_rank=6

. Lee SJ, Ralston HJ, Drey EA, Patridge JC, Rosen MA. Fetal pain: a systematic multidiscipli-

nary review of the evidence. JAMA. 2005;294(8):947-954.

. McGuire BE, Defrin R. Pain perception in people with Down syndrome: a synthesis of clin-

ical and experimental research [published online ahead of print, Jul 30, 2015]. Front Behav
Neurosci. 2015;9:194. doi:10.3389/fnbeh.2015.00194

. Farren J, Jalmbrant M, Falconieri N, et al. Posttraumatic stress, anxiety and depression fol-

lowing miscarriage and ectopic pregnancy: a multicenter, prospective, cohort study. Am |
Obstet Gynecol. 2020;222(4):367.€1-367.e22. d0i:10.1016/j.ajog.2019.10.102

Wool C. Systematic review of the literature: parental outcomes after diagnosis of fetal
anomaly. Adv Neonatal Care. 2011;11(3):182-192. doi:10.1097/ANC.obo13e31821bd92d
National Vital Statistics Reports, Vol. 70, no. 17, February 7, 2022. CDC. http://www.cdc.
gov/nchs/data/nvsr/nvsr69/NNVSR-69-7-508.pdf

Parravicini E, Daho M, Foe G, Steinwurtzel R, Byrne M. Parental assessment of comfort in
newborns affected by life-limiting conditions treated by a standardized neonatal comfort
care program. ] Perinatol. 2018;38(2):142-147. d0i:10.1037/jp.2017.160

Caeymaex L, Jousselme C, Vasilescu C, et al. Perceived role in end-of-life decision making
in the NICU affects long term parental grief response. Arch Dis Child Fetal Neonatal Ed.
2013;98:F26-F31.

Carter BS. Liminality in pediatric palliative care. Am ] Hosp Palliat Care. 2017;
34(4):297-300.


https://www.themagazineantiques.com/article/mourning-becomes-them-the-death-of-children-in-nineteenth-century-american-art
https://www.themagazineantiques.com/article/mourning-becomes-them-the-death-of-children-in-nineteenth-century-american-art
https://www.themagazineantiques.com/article/mourning-becomes-them-the-death-of-children-in-nineteenth-century-american-art
https://www.hamiltonproject.org/assets/files/changing_landscape_american_life_expectancy.pdf
https://www.hamiltonproject.org/assets/files/changing_landscape_american_life_expectancy.pdf
https://health.gov/healthypeople/objectives-and-data/browse-objectives/infants
https://health.gov/healthypeople/objectives-and-data/browse-objectives/infants
https://www.unicef.org/press-releases/new-years-babies-over-370000-children-will-be-born-worldwide-new-years-day-unicef
https://www.unicef.org/press-releases/new-years-babies-over-370000-children-will-be-born-worldwide-new-years-day-unicef
https://www.unicef.org/press-releases/new-years-babies-over-370000-children-will-be-born-worldwide-new-years-day-unicef
https://www.uptodate.com/contents/pregnancy-loss-miscarriage-description-of-management-techniques?search=Pregnancy%2520loss%2520(miscarriage)&source=search_result&selectedTitle=6~150&usage_type=default&display_rank=6
https://www.uptodate.com/contents/pregnancy-loss-miscarriage-description-of-management-techniques?search=Pregnancy%2520loss%2520(miscarriage)&source=search_result&selectedTitle=6~150&usage_type=default&display_rank=6
https://www.uptodate.com/contents/pregnancy-loss-miscarriage-description-of-management-techniques?search=Pregnancy%2520loss%2520(miscarriage)&source=search_result&selectedTitle=6~150&usage_type=default&display_rank=6
https://www.uptodate.com/contents/pregnancy-loss-miscarriage-description-of-management-techniques?search=Pregnancy%2520loss%2520(miscarriage)&source=search_result&selectedTitle=6~150&usage_type=default&display_rank=6
http://www.cdc.gov/nchs/data/nvsr/nvsr69/NNVSR-69-7-508.pdf
http://www.cdc.gov/nchs/data/nvsr/nvsr69/NNVSR-69-7-508.pdf

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

SUFFERING OF INFANTS, PARENTS, AND FAMILIES 65

Harris R, Gibbs D, Mangin-Heimos K, Pineda R. Maternal mental health during the neo-
natal period: relationships to the occupation of parenting. Early Hum Dev. 2018;120:31-39.
doi:10.1016/jearlhumdev.2018.03.009

Niinomi K, Fukui M. Children’s psychosocial and behavioural consequences during their
siblings’ hospitalization: a qualitative content analysis from caregivers’ perspectives. [pub-
lished online ahead of print, Sep 14, 2021]. J Clin Nurs. 2022;31:2219-2226. doi:10.1111/
jocn.16040

Hubbard DK, Davis P, Willis T, Raza E, Carter BS, Lantos JD. Trauma-informed care and
ethics consultation in the NICU [published online ahead of print, Nov 9, 2021]. Semin
Perinatol. 2021;151527. d0i:10.1016/j.semperi.2021.151527

Sanders MR, Hall SL. Trauma-informed care in the newborn intensive care unit: promoting
safety, security and connectedness. J Perinatol. 2018;38(1):3-10. doi:10.1038/jp.2017.124
Suttle ML, Jenkins TL, Tamburro RE End-of-life and bereavement care in pedi-
atric intensive care units. Pediatr Clin North Am. 2017;64(5):1167-1183. d0i:10.1016/
j.pcl.2017.06.012

Parravicini E, McCarthy FT. Patient care. Neonatal Comfort Care Program. Accessed
February 15, 2022. http://www.neonatalcomfortcare.com/patient-care

Mills M, Cortezzo DE. Moral distress in the neonatal intensive care unit: what is it, why it
happens and how we can address it [published online ahead of print, Sep 10, 2020]. Front
Pediatr. 2020;8:581. doi:10.3389/fped.2020.00581

Picoraro JA, Womer JW, Kazak AE, Feudtner C. Posttraumatic growth in parents and pedi-
atric patients. J Palliat Med. 2014;17920:209-218. d0i:10.1018/jpm.2013.0280

Tawfik D, Phibbs S, Sexton JB, et al. Factors associated with provider burnout in the NICU.
Pediatrics. 2017;139(5):€20164134. doi:10.1542/peds.2016-4134

Wei H, Roberts P, Strickler J, Corbett RW. Nurse leaders’ strategies to foster nurse resil-
ience. J Nurs Manag. 2019;27(4):681-687. doi:10.1111/jonm.12736

Grauerholz KR, Fredenburg M, Jones PT, Jenkins KN. Fostering vicarious resilience for
perinatal palliative care professionals [published online ahead of print, Oct 8, 2020]. Front
Pediatr. 2020;8:572933. doi:10.3389/fped.2020.572933


http://www.neonatalcomfortcare.com/patient-care

6
Suffering in Serious Pediatric Illness

Kim Mooney-Doyle’

Introduction

Reflecting on child or adolescent suffering is unfathomable to many people. To im-
agine the scope, quantity, and nature of child or adolescent suffering is to ask for a
heavy heart and perplexed mind. Yet, this is a stark reality for children and adoles-
cents around the world, their families, and those who provide health and social care
to them. Nurses, in particular, bear witness to suffering, walk with those affected, and
take seriously the call to “cure sometimes, relieve often, comfort always.”

This chapter provides a theoretical and linguistic overview of suffering in
children, adolescents, and their families to consider how it is defined and con-
ceptualized. A social ecological model of child and family suffering provides a
contextualized depiction that is helpful in understanding antecedents to and con-
sequences of suffering and determinants of comfort because it acknowledges that
children and their families are nested within environments (e.g., extended family,
health care providers, health care system, school, and sociopolitical-cultural con-
text). The social ecological model also recognizes the bidirectional relationship be-
tween children/adolescents and their surrounding environments. The focus then
narrows to children and adolescents living with serious illness and their families
to provide an overview of evidence to date that describes their suffering and how
nurses can respond effectively and empathically.

Defining Child, Adolescent, and Family Suffering

“Childhood suffering is one of life’s disturbing realities ... . and is uniquely tragic.”!(P137)
Yet, the field of pediatric health care and ethics does not have a definition of pedi-
atric suffering. Suffering may be considered a state in which the child or adolescent
is bearing a level of pain or distress beyond what might be expected from daily life.
Examples of pain in daily life include pain at an immunization site, distress about not
getting invited to the party peers are posting about on Instagram, or discomfort re-
lated to the common cold or influenza. Suffering is a subjective, complex phenom-
enon that inhabits the deepest, essential layers of a person’s lived experience and can
take different forms: physical, psychological, social, spiritual, and existential.

There is agreement among parents, professionals, and philosophers that children
and adolescents of all ages and developmental abilities can suffer.? There are several
challenges that arise in pediatrics. One challenge is the variation in development.
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Variations in development impact how a child or adolescent might define their suf-
fering and their ability to engage in discussion about it. For example, the subjective
experience of school-aged children or adolescents who can participate in conversa-
tion can be accessed, but we do not have the same ability when considering the suf-
fering of young children and nonverbal children. In these cases, their behavioral cues
are assessed and evaluated by parents or professionals. Of note, we may have some
insights into what school-aged children and adolescents would consider suffering if
they had shared these perspectives with us before becoming nonverbal (e.g., child
with cancer who is engaged in discussions earlier in the trajectory who cannot speak
for themselves once critically ill, intubated, and sedated), if such conversations are ini-
tiated. Another challenge in defining pediatric suffering is the question of who decides
if a child or adolescent is suffering if they cannot provide such an answer themselves.
Across these groups, parent or health care provider assessment of suffering is used as a
proxy for the child or adolescent voice.

Salter describes child and adolescent suffering as “a negative, subjective experi-
ence that goes beyond the experience of pain”*®!®) Negative experiences encompass
physical, psychological, emotional, social, spiritual, and existential suffering. This can
be assessed by directly asking the child or adolescent who is capable of answering
whether they are suffering (in a developmentally appropriate way and in child/
adolescent-friendly language) or in an objective manner, as is often done by parents
and health care providers, by observation of signs, symptoms, cues, and behaviors.
This description is helpful because it both privileges the individual’s lived experience
and acknowledges the suffering of those children and adolescents who may not be
able to communicate about their suffering but have others who report for them.?

Tate describes child and adolescent suffering as “a set of absences—absences of
conditions that would otherwise constitute child flourishing”!® For healthy chil-
dren, without illnesses or disabilities, suffering may be understood as “the lack of con-
ditions under which they can grow and develop normally into healthy youngsters,
adolescents, and adults”(°'>>) This understanding draws our attention to their vul-
nerability and reliance on adults in their families and communities. In addition, Tate’s
conceptualization of pediatric suffering draws in the relational and social dimensions
of suffering because it acknowledges that “children are not responsible for their own
suffering, nor can they allay it. Rather, children rely wholly on others to resist suf-
fering, grow, and flourish.”! The flourishing of children is interrelated with and bound
to those around them.

Considering how child, adolescent, and family are inextricably linked, we must also
consider family suffering. When we reflect on the suffering of families of children and
adolescents with serious illness, Chesla reminds us that families living with serious
illness “vacillate between hope and despair, suffering and possibility”>®37!) They live
with a tension of encountering and confronting loss and leaning toward hope and
possibility. Suffering for such families may exist in both “big moments,” such as receipt
of a life-threatening diagnosis or making a decision to withdraw life-sustaining ther-
apies, and “small moments” of suffering, such as deciding whether to leave the bed-
side of a hospitalized child to attend the sports event of a healthy sibling of that child.
These small moments of suffering illustrate the daily management and working-out of
tensions that arise from the illness.
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A Social Ecological Model of Child, Adolescent, and
Family Suffering

Conceptualizing child, adolescent, and family suffering within a social ecological
model acknowledges the “complex social, spiritual, historical, theological, psycholog-
ical, physical, biological, and linguistic realities that bind children to their parents,
parents to their children, and place both in the dynamic relationship of patient, doctor
[nurse, author addition], and parent.” 2 This theory-based framework describes how
different layers of social systems or environments affect the daily lives of children,
adolescents, and their families and has been used extensively in pediatric cancer and
serious illness. It posits that the development of every child is influenced by personal
characteristics and contexts, or social systems, in which they are nested as they de-
velop over their lifespan. These social systems are referred to as the macrosystem, exo-
system, mesosystems, and microsystems.® Figure 6.1 depicts a social ecological model
of child, adolescent, and family suffering.

Professionals can most readily comprehend the impact of social determinants of
health and the structural barriers (e.g., health policy, racism, health inequities) on
child and family health outcomes using a social ecological lens. This understanding is
incredibly important because it forces us to interrogate and articulate how forces that
seem abstract affect the daily lives of children, adolescents, and their families.”8

The macrosystem is the broadest context and is defined by the society and culture in
which the child lives. Examples of macrosystem influences include cultural and ide-
ological values and forces (e.g., individualism, systemic racism), the economy, health
and social policy (e.g., provision for concurrent pediatric hospice care), and govern-
ment regulations and law (e.g., nursing scope of practice regulations). The exosystem,
more proximal to the child or adolescent, is composed of social systems that have an
indirect yet significant impact on the child’s or adolescents life, such as parental work-
place (e.g., benefits, leave policies) and local resources (e.g., community pharmacies
that stock opioids for pain management). Microsystems are the most proximal so-
cial systems to children (i.e., the ones in which children are embedded and interact
with consistently) and include family, school, and peer group. There is a bidirectional
relationship between microsystems and individuals within them influence the child
or adolescent at the center. When a child has a serious illness, the hospital or health
care team becomes a microsystem within which the child develops.! Mesosystems
may be understood as connections between microsystems. Examples of mesosystems
include the connection between the health care team and family and the degree to
which they work together to meet the needs of the ill child. These connections be-
tween microsystems are important in the coordination of efforts to diminish suffering
and enhance child and family outcomes.

Responses to Suffering
The next section provides an overview of the literature and is organized by the domains

of quality of life in palliative care as experienced by children, adolescents, and families
to describe physical, psychological, social, and spiritual/existential suffering; consider
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macrosystem: sociocultural,
political context

exosystem: community,
neighborhood, parent
workplace

microsystem: grandparents and
extended family, school, religious
community, healthcare system

child with serious illness,
siblings, parents

Figure 6.1 Social ecological model of child, adolescent, and family suffering.
Source: Adapted from Mooney-Doyle et al. (2022).

the consequences of unmitigated suffering; and reflect on how the experience of suf-
fering changes the human experience.!"12

Broadly speaking, the evidence base that describes suffering in children, adoles-
cents, and their families focuses predominantly on the experiences of physical suf-
fering, manifested as pain and other symptoms that impact quality of life. There is
less, but growing, attention paid to psychological symptoms that could contribute to
suffering in serious illness. Experiences of psychological suffering in parents are more
often explored in the literature than such experiences in seriously ill children and ado-
lescents. Social, spiritual, and existential suffering are explored even less. Much of the
literature focuses on children and adolescents with cancer and their families, but there
is a growing presence of literature focused on the broader population of seriously ill
children. Finally, the perspectives most often offered are those of parents, older chil-
dren, and adolescents. The perspectives of young children or nonverbal children are
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absent, exemplifying Salter’s point that we have little access to the perspectives of suf-
fering in these two groups.?

Physical Suffering
Child and Adolescent

The preponderance of research on child and adolescent suffering centers on the assess-
ment, identification, treatment, and experience of physical suffering. This emphasis
on physical suffering in the form of pain and symptom management is unsurprising
for a few reasons. First, bereaved parents and parents of seriously ill children have
requested that more research be done that addresses child and adolescent symptoms
so suffering can be minimized.!? Second, nurses and other health care professionals
have a robust history of investigating child and adolescent experiences of symptoms,
symptom clusters, and methods of measurement.!*"1¢ Third, there is recognition
that parents experience greater distress in bereavement when they perceive that their
child’s symptoms were not managed well.!”!® Fourth, children experience multiple,
simultaneous symptoms that can have a synergistic and aggravating effect on each
other.!? Thus, attending to the physical suffering of children and adolescents may be a
way to bring some peace to patients, families, and clinicians.

Children and adolescents living with serious illnesses often experience polysymp-
tomatology.!® They can experience a variety of symptoms concurrently, which can im-
pede and complicate management. Parent and child comfort and quality of life are
diminished when symptoms are uncontrolled. Feudtner and colleagues found that,
according to parent report, children and adolescents receiving pediatric palliative
care experience a range of 6 to 12 symptoms on any given day.'” The most commonly
experienced symptoms were pain, low energy, irritability, drowsiness, and shortness
of breath. Of note, nearly 75% of the sample in this study experienced at least five
co-occurring symptoms. While there was some variation in symptom profiles, the
authors found that symptoms for a variety of advanced serious illnesses may share
common presentation. Children and adolescents who were technology dependent,
those with metabolic conditions, and adolescents experienced the most symptoms.
Thus, systematic assessment of symptoms for all seriously ill children and consid-
eration of how treatment for one symptom can impact the experience of another
symptom is needed.

Considering children and adolescents with cancer, fatigue, pain, and anxiety are
among the most frequently experienced symptoms. Nearly 90% of children and ado-
lescents with cancer experience fatigue,'* but very few receive any treatment for it,
and far less achieve successful treatment.? Pain is highly prevalent, secondary to un-
derlying cancer, procedures, and anticancer treatment. Anxiety is recognized as hav-
ing a substantial impact on the lives of children and adolescents living with cancer.
Weaver makes an excellent point that the sheer ubiquity of these disquieting and un-
pleasant symptoms risk their “normalization as part of pediatric cancer,”?! risks their
underreporting, and can increase suffering. This would be a disservice since children
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and adolescents experience functional limitations, diminished quality of life, and re-
lational strain because of uncontrolled symptoms.

Weaver and team found that the presence of fatigue, pain, and anxiety predicted
moderate to high suffering for the child or adolescent. The high prevalence of these
symptoms in children and adolescents with cancer is supported in a review by Eche
and colleagues.?” Through assessing child and adolescent reported outcomes, they
found that fatigue most readily predicted membership in the medium-suffering
group and anxiety substantially increased the likelihood of membership in the high-
suffering group.

Family Suffering

Parents undertake complex mental and physical work when caring for their seriously
ill child or adolescent. A recent systematic review by Hartley and team describes how
parent physical health was negatively affected, most often by pain and sleep distur-
bances.?? Over 80% of the studies they reviewed reported negative health effects for
parents and caregivers, and this was directly related to caregiving duties. For example,
parents describe back pain secondary to caregiving. Negative physical effects are
influenced by support from spouse/partner, access to quality respite care, and health
care professional support for their needs. 2

Siblings can also experience physical suffering, but this has received less attention
in the literature. Their physical suffering may be secondary to psychological distress
or suffering. For example, abdominal pain can be a somatic manifestation of their psy-
chological distress. Similarly, bereaved siblings who report being excluded from dis-
cussions and caring for the child with serious illness at end of life participated in more
substance use or risk taking; these actions, while a result of psychological distress, can
lead to physical suffering.>*->

Nurses caring for a seriously ill child and their family can be overwhelmed by
encountering and addressing these symptoms. Yet, there are evidence-based steps
they can take to mitigate suffering. According to the Children’s Oncology Group,
evidence-based approaches to addressing fatigue exist that can be readily imple-
mented by nurses or taught to children and their families by nurses and may be
transferable across disease states. These interventions include physical activity that
includes resistance exercises, aerobic exercise, or neuromotor activities, like yoga or
tai chi.?® In addition, relaxation and mindfulness techniques can ameliorate fatigue
and include activities like acupuncture, yogic breathing, and massage. Children
whose fatigue does not improve with the introduction of physical activity, relaxation,
or mindfulness may benefit from cognitive behavioral therapy.?® Considering pain,
skilled and thorough assessment are vital to minimizing suffering (COG). This assess-
ment is the foundation for offering pain management that is child and family centered
and tailored to the child’s needs. Nurses can take a similar approach to mitigating
the suffering that accompanies anxiety. Youth and family should routinely receive
screening for psychosocial distress. Such screening can elucidate sources of risk and
resilience, which can help mitigate the suffering from anxiety.?”
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The experience of fatigue, pain, and anxiety can be burdensome and decrease
quality of life. Without mitigation of these frequently occurring symptoms, suffering
from physical symptoms is amplified. Piette and team, in a systematic review of inter-
ventions to address quality of life at end of life in serious illness, found that electronic
symptom monitoring, patient-controlled interventions, multidisciplinary palliative
care, and provision of instrumental/logistic support to families enhanced child and
adolescent quality oflife, while moderate- and high-intensity chemotherapy and stem
cell transplant near end of life led to a poor quality of life.?

Psychological Suffering
Child and Adolescent

The experience of life-limiting illness is stressful for children and adolescents. They
report “feeling different” or fear stigma because of illness-related physical chang-
es.2%P29) According to Weaver and team, anxiety has been described as “one of the
most severe and long-lasting symptoms for children with cancer”!* Child and ad-
olescent social lives are often disrupted because of prolonged absence from school,
extracurricular activities, and spending time with friends; they report feeling iso-
lated.?® This is particularly painful for adolescents who may feel more tethered to
parents at a time when they simultaneously want more independence. Phenwan
describes how this sense of isolation can amplify the adolescent experience of total
pain and suffering.*

Like adults, children and adolescents worry about their relationships and loved
ones. Adolescents with cancer have described “trying to be good patients” so they do
not cause greater pain to their families.’! Children and adolescents describe feeling
worried about family members’ fear, hopelessness, depression, and anxiety; they do
not want to be a burden.?? An important though understudied aspect of psychological
distress includes concerns about romantic relationships and sexuality, the ability to
have intimate relationships, and concerns about future fertility or prospects of having
one’s own family. These descriptions of psychological distress or suffering emphasize
the need for age- and developmentally appropriate communication with children and
adolescents to mitigate their suffering. Nurses can be a safe space for such conversa-
tions or can coach parents in how to use open-ended questions, active listening, and
presence to help ameliorate their child’s psychological suffering.

Psychological symptoms are prevalent but less likely to be treated in serious ill-
ness compared to physical symptoms that cause suffering. Addressing and attempt-
ing to diminish distress and suffering among children and adolescents is important
because symptom-related distress is related to poor quality of life. This has down-
stream effects because parents’ perceptions of poor child or adolescent quality of
life or ineffective symptom management at end of life is associated with parent de-
pression and grief.?” Nurses can mitigate suffering in children and families through
screening for psychosocial distress, providing a safe space that acknowledges the
psychosocial impact of serious illness, and offering opportunities to enhance family
cohesion and connection.
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Family
“Cancer is a family disease. She has it. I feel like [ have it. We wear it.”*?

Suffering of the family unit during serious illness has not received a great deal of at-
tention. Yet, suffering is done within a social context and each individual has their in-
ternal experience with suffering.’ This notion comes into stark relief when we explore
parent suffering in serious pediatric and adolescent illness. Witnessing or perceiving
one’s child suffering instigates parental suffering. In the face of their child’s suffering,
parents experience uncertainty and powerlessness,'® and their role as protector is
challenged.'” Parents also describe suffering, separate from the seriously ill child,
when they consider the disruption to the family unit caused by the serious illness and
caregiving demands.'® Parents may feel they have to trade off one child’s needs to meet
those of another (most often putting siblings’ needs on the backburner to attend to the
needs of the seriously ill child or adolescent), and this can perpetuate distress.>?

Just as suffering is relational and done in a social context, parents derive comfort
and alleviation of their suffering when they are physically and emotionally close—in
communion—with their child.* This sentiment is captured by a parent’s quote: “If
she’s [patient] ok, then I'm ok”* Parents also experience comfort in receiving em-
pathic care and support from nurses, witnessing expert symptom management from
nurses for their child, connecting with other parents, returning to routines of home
and “normal” life, and receiving instrumental help. By providing a consoling or com-
forting presence, nurses diminish parent and family suffering. This, in turn, enhances
care and mollifies suffering of the child or adolescent.

Chesla describes “small suffering” as the everyday events and decision points of
chronic illness management that bring about distress for patients and their family
members.® This concept of “small suffering” is a helpful way to understand the suf-
fering brought about by logistic challenges, bureaucratic hurdles, and time tax that
families of seriously ill children and adolescents face. For example, parents of seri-
ously ill children describe needing instrumental support for parking, food, and child-
care for the healthy sibling.>> These logistic challenges (e.g., pediatric home hospice
being able to deliver needed equipment) or bureaucratic hurdles (e.g., insurance
approval for medication) can impact parents’ ability to manage the illness or symp-
toms, which can instigate parental psychological or existential suffering.®” Parents
report that skilled palliative care at home that can provide organized, individualized
relational and instrumental support is helpful because it allows them to attend to the
needs of the seriously ill child or adolescent and healthy siblings and regain a sense of
normalcy.3¢

Siblings also experience psychological suffering. They have been described as
“being on the outside looking in”*® Their suffering is multipronged: they suffer nega-
tive emotions due to concern about the child with serious illness, they are concerned
about parents they perceive to be distressed or overburdened, and they recognize the
impact on their own lives from loss of routines or access to parent support or sibling
confidante. In Case Exemplar 6.2, a bereaved sibling reflects on her experience from
her current perspective as an adult who recently completed graduate study in child
development to become a child life specialist.
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Case Exemplar 6.1
Adolescent Survivor/Patient Case

When I consider suffering as a teenager with cancer, the first thing that comes to
mind is the social impact and isolation from friends and school. Receiving a cancer
diagnosis during high school, just at a time when you're trying to fit in and grow up,
when friendships and building bonds outside home are so important, was painful.
Ata time when you’re trying to grow up and get out, you're locked in at the hospital
for treatment or at home because of neutropenia. This worsened during transplant,
when I had to transfer to another center in another city. I was super-removed from
life as T had come to know it.

The physical impact and suffering from cancer had downstream impacts on my
social and psychological experience. Before diagnosis, I was tired and winded and
knew something was not right. To have one’s body not act as expected as a teenager
is jarring. To not be listened to by health care providers added to the feelings of
confusion and upset. I experienced both frequently and less frequently seen symp-
toms associated with treatment. In each case, nurses ameliorated my suffering
through expert symptom management delivered with compassion and patience.
Patience was key as we worked through different assessment, management, and
evaluation modalities. For example, we used different communication strategies to
communicate during my mucositis, a specialized wound care nurse cared for my
radiation-associated burns, and the apheresis nurses had a steady rotation of warm
blankets as my stem cells were collected for transplant.

Asan adolescent with hopes and dreams, receiving a cancer diagnosis instigated
emotional suffering that lasts through survivorship. The suffering can be long term
because of the trauma of diagnosis and treatment. I struggled emotionally with
the prospect of diminished fertility; it was so hard to imagine a future in which
I was not a mother. My nurses, through these phases, helped me to stay focused on
the present moment by reminding me that they would accompany me across the
bridge to what was on the other side. These reminders kept me grounded in the
moment and reminded me I was not alone.

Suffering also extended to my family. The nurses recognized this and scooped
us up as soon as I was diagnosed with cancer. They welcomed my family and sup-
ported my family in caring for me. Since cancer can be difficult to talk about, the
nurses helped my family and me discuss cancer and gave us the information about
the disease and what to expect. This helped us share our cancer journey, which
opened up a whole loving community to us.

The nurses were a lifeline through their ministry of presence. When an adolescent
or young adult has cancer, nurses’ showing up is monumental for healing. They sat
with me and spent time with me, acknowledging the difficulty of the situation and
meeting me where I was. They connected with me and my family and taught us what
to expect, each step of the way. The nurses supported me in their individual interac-
tions, helping to keep our hope grounded and afloat, and as members of the interdis-
ciplinary team, they helped my family and me navigate the terrain of cancer.
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Case Exemplar 6.2
Sibling’s Voice: A Bereaved Sibling’s Perspective

At the age of 7, I experienced the death of my little sister due to a stillbirth. My
parents explained what happened, but I could not comprehend what everything
meant. If I'm being honest, I did not fully understand that my little sister had died
until the funeral occurred. Even though I was still slightly confused, the burial
made everything click, which was when I began to cry. Throughout my grieving
process, there was open communication with my parents, and we knew that we
could talk about our feelings or ask questions. However, I remember worrying
about talking about my sister because I didn’t want to make anyone sad. I believe
that this thought impacted my grieving process as time moved forward. At one
point, my parents reached out to the community resources to help process and
understand our grief, which was an impactful part of my grieving process. Even
though my grief was complicated initially, the familial and community support
I received helped me understand my reactions and control and cope with my emo-
tions in different settings and around other people.

A few years later, my little brother was born, which brought me so much joy.
I genuinely believe that my little sister gave us the gift of having my little brother
and a second chance for me to be an older sibling. I do remember being nervous
about my brother’s birth and fearing that he would leave or that something could
happen. After his birth, I was so excited to have a younger sibling and wanted to
be an important part of his life. As I grew older, I noticed a few characteristics that
I have portrayed that could be connected to experiencing my sister’s death. First,
I have found that I am very overprotective about my little brother and have felt
anxious when he would be out or worried if he was feeling down because I felt the
need to know he was okay. Our family has continued to have open communica-
tion and make it known that we can talk to each other about anything when we're
ready, which I believe is important and was strengthened when coping with my
sister’s death.

Another aspect I noticed included experiencing waves of grief at unexpected
times. For example, I have a friend who has the same birthday as my sister, and
when that day occurred, I did not process or understand why I felt extremely sad
and lonely. However, once I realized it was my sister’s birthday, I felt a wave of
grief wash over me that brought all the emotions back to the surface. This was a
difficult realization that affected me for days where I felt that I was processing my
grief again but as an adult. In addition, experiencing this grief at an older age was
challenging and made me feel guilty about not realizing the event sooner. Even
though the experience of my sister’s death impacted me greatly, I believe that the
strong support system and learned coping strategies that were developed and
utilized after her death aided me in managing my grief more healthily and appro-
priately as an adult.
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Spiritual and Existential Suffering
Child and Adolescent

For children and adolescents with serious illness, spiritual and existential suffering
may be experienced as existential loss, worry about dying, not being at peace, uncer-
tainty about the future, a desire to be remembered, and finding meaning, especially
when children and adolescents feel their dreams and hopes for the future have been
thwarted.?” Children and adolescents may question God about their illness yet also
report that faith or connection to the transcendent fosters resilience, maturity, and ap-
preciation. Interestingly, school-aged children and adolescents described existential
loss, self-image, and the need for access to information as particular concerns.?

Family

For parents, spiritual and existential suffering can begin during the illness and follow
them through bereavement.*® This aspect of suffering is often neglected in the busy,
daily world of illness management when the needs of the seriously ill child are par-
amount. Parents experiencing existential suffering may describe feeling “dread,
powerlessness, solitude, and loss of control ... and extreme hopelessness ... and es-
trangement.”*? Nurses and other professionals can ameliorate these feelings in parents
by maintaining a meaningful relationship and connection to the professionals in the
child’s care settings.

Despite the deep impact of existential and spiritual concerns, the evidence indicates
that nurses and other health care providers may be uncomfortable having conver-
sations with children about these topics and possess limited skills in doing s0.36-3%4!
Not attending to child or adolescent existential or spiritual suffering can amplify their
psychological and physical suffering. We can practice both attentive and preventive
palliative care by encouraging and modeling family-based pediatric advanced care
planning conversations and eliciting perspectives from children and adolescents in a
developmentally appropriate yet meaningful manner.*2

Social Suffering
Child and Adolescent

Suffering and comfort in serious illness can be socially determined. This means there
are factors within the environments in which seriously ill children and their families
live, work, and play that impact child and family suffering and comfort. A new term,
the social determinants of comfort, articulates this intersection of the social determi-
nants of health and pediatric palliative care, and can help nurses and other profession-
als understand factors that can ameliorate or exacerbate suffering for children and
adolescents and their families.*3
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These social determinants of comfort can influence a person or family’s ability to
access resources, thereby exacerbating disparities or enhancing equity. Approaching
child and family health from an ecological, public health lens, even in the midst of
serious illness, provides a foundation for addressing factors that ameliorate or exacer-
bate suffering, improving outcomes, and achieving health equity. Social determinants
of comfort are important for professionals to consider because they propel thoughts
about factors beyond the clinical encounter that increase or decrease suffering or im-
pede access to comfort. For example, nurses using this lens in discharge planning
would consider how geography (e.g., rurality) impacts the availability of pediatric
hospice or how family leave policy impacts parent employment and family financial
stability. Thus, professionals are able to learn about the stressors families face other
than the illness that are not usually part of the clinical encounter.

Namisango and team call for a person-centered framework for assessing and
addressing child and adolescent symptoms because it acknowledges the child or
adolescent in the context of their development and dynamic environments. This
begs the questions “Where is the family?” and “Who is assessing and addressing
parent and family suffering?” Perhaps a person-centered framework can stimu-
late rethinking of a family-centered framework, so that parent and family suffering
can be acknowledged and addressed. Without assessing and addressing family suf-
fering, we may perpetuate trauma or distress that parents are experiencing in other
spheres of their lives.*>46

Family

There has been limited exploration of parent health across social and economic con-
texts; such social determinants may impact parent health and physical suffering in
the context of serious pediatric and adolescent illness. These findings are even more
alarming when we consider the growing numbers of seriously ill children and adoles-
cents, who are living longer, but with more complexity and increased needs,”’~* as
well as sources of health inequity that could preclude access to good-quality respite
care.”

Conclusion

The US poet laureate Joy Harjo reminds us that “we are stewards of stories” One of
the most meaningful and healing things we could ask of another person is to hear
their story. We can ask children of varying ages and developmental abilities, and
their parents, to share stories through a variety of media (e.g., drawings, photos,
poems, voice recording). Once we hear these stories, about how parents “try to be
good parents” to their seriously ill children and adolescents, our gaze may shift,
our breath may be released, and we may be able to journey with, be present to, sup-
port, and provide comfort to a family as they navigate troubled waters and tough
terrain.
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Note

* With acknowledgments to Allison Fuson, MeD, and Jessica Thompkins, BSN, RN, CPN.
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7
Suffering of Older People

Terry Fulmer, Amy Berman, Rebecca Slossberg, Teffin Benedict, and
Rumaysa Sharif

The concept of suffering is deeply personal, and by the time any of us reach what we
call old age, there are often patterns and subjective feelings that have been established
through the life course. It is not unusual to hear someone say, “Don’t tell mom because
she couldn’t bear the news.” In fact, there may be truth in the statement because family
members have become accustomed to the reactions and patterns of intimate mem-
bers in their family. However, usurping the older person’s authority over information
may cause even greater misery than the truth. In this chapter on suffering and older
people, we discuss issues that provide the context for suffering in this age group and
offer ideas for what needs to change in our aging society.

As a college professor, I (TF) was concerned that students might not have the op-
portunity to study the way that suffering is unique to older people. I created a course
entitled “Comfort and Suffering” and taught it each fall semester to a first-year honors
seminar in the College of Arts and Sciences and each spring to senior nursing students
in the College of Nursing in their final semester. This seminar was meant to challenge
how students think critically about what our society considers fair and just care and
required full and active participation. We examined related readings through the lens
of the health care system paradigm, and I used case studies to explore the wellness-
illness continuum of human experiences. Students became familiar with conceptual
frameworks used by nurses, physicians, and social workers as these professionals as-
sist patients through the illness experience, which is continually balanced between
comfort and suffering. Our discussions on the nature of comfort and suffering fo-
cused on writings from a variety of sources, including ancient works such as the Bible
and the Quran, which were contrasted with contemporary editorials and publica-
tions, in order to examine historical changes in the way individuals think about these
important dimensions of the human experience. We explored the scientific advances
that have created heretofore unimaginable opportunities, choices, and suffering, and
the psychological consequences that are inevitable when illness and care needs create
complexity in our lives. We also debated the notion of “self-care,” very popular in the
health care literature, and contrasted it with the concept of “patient abandonment?”

I personally wanted to learn from first-year students who were not in health sci-
ences but rather in the liberal arts programs and then compare and contrast their
views to those of senior nursing students who had observed suffering firsthand in the
clinical setting over several semesters. The readings were the same and the syllabus
for each course had similarities. However, the level of analysis and the examination
expectations were radically different. With both student populations, I learned much
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about the way they think about older people and how the concept of suffering is so
unique to each person. I learned a tremendous amount and was heartened by their
compassion, sense of justice for all, and plans to make a difference in their future.
Conversely, their eyes were opened to the prevalence of ageism in our country.

What Is Ageism and Why Is It So Important?

Robert Butler coined the term “ageism” in 1968 to describe discrimination against
older people; the term was in keeping with other terms of prejudice such as sexism
and racism. He defined “ageism” as prejudice by one age group toward other (older)
age groups. He went on to say that ageism describes the subjective experience im-
plied in the popular notion of the generation gap that reflects a deep-seated uneasiness
on the part of the young and middle-aged, a personal revulsion to and a distaste for
growing old, disease, disability, and fear of powerlessness, uselessness, and death.!

Prejudicial attitudes toward older people, old age, and the aging process include a
number of discriminatory practices against older people such as job discrimination,
infantilization, and institutional practices and policies that can also perpetuate stereo-
types about older people and label them as “less than” younger people. Ageism allows
younger people to see old people as “different.”

The purpose of leading with a narrative about ageism is very intentional as an in-
troduction to the unique aspects of suffering in older people. The added assault of
ageism in the context of suffering can be unbearable. Nurses often make assumptions
about what an older person would prefer in their clinical care and substitute their
own choices for the older adult instead of asking them, which is often painful and in-
sulting. Suffering is a subjective personal event, and that does not change with aging.
What does change is the way society thinks about care for older people, especially
those who need assistance with their activities of daily living (ADLs) including eating,
feeding, bathing, grooming, and toileting. If the older person is living with dementia
or even cognitive decline, there is even more substituted judgment for how the older
person thinks and feels and what constitutes suffering for them.

We use terms with older people that are demeaning and infantilizing such as
“honey, sweetie, young lady, or young man” and make reference to the appearance
of an older adult as different from who they are. It is very common for people to say,
“You don’t look 90 years old” or “80 is the new 60,” and while these are often meant to
be complimentary, they may not be taken that way. What does 90 years old look like
anyway? These types of comments tend to reflect nurses’ concern about their own
aging or are simply trite phrases that have been learned from others. Dr. Butler’s book
should be mandatory reading for every nurse in practice.

The Frameworks Institute is an exceptional organization in Washington, DC with
international impact. That group has taken on the challenge of reframing aging, using
a research-based approach to strategic communications. They do a deep dive into
how people understand complex socio-political issues and then test ways to reframe
them to drive social change.? In one of their powerful reports, “Finding the Frame: An
Empirical Approach to Reframing Aging and Ageism,” they discuss framing strategies
to advance aging and address ageism as policy issues.®> What this team has learned is
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that there are extraordinarily ingrained perceptions about aging in our country that
need to be fundamentally changed. For example, the way that we use terms related
to aging is very confusing. We refer to older people as “them” instead of “us,” and
that helps create the negative attitude of aging. Whenever we compartmentalize older
people we marginalize them, and we dismiss them in ways that diminish our ability
to understand their state of suffering. The Frameworks team also reminds us that our
advertisements are full of content related to how to “fight aging” That phrase not only
has a violent connotation but also rejects the very essence of older people in their ex-
perience.> We also use terms that are overwhelming such as “silver tsunami,” and that
term itself indicates that there is nothing we can do about our shifting demographics
and likens this to a disaster.

Ken Dychtwald, the CEO of AgeWave (https://agewave.com/), has created an or-
ganization that promotes positivity and inclusiveness for older people and provides
strategies and tactics to that end. The greatest success story of the 20th century is lon-
gevity, and nurses need to embrace the very special nature of this cohort and person-
alized care that ensures older people get the best care possible in the context of any
suffering they are experiencing. Nurses have the ability to change the narrative from
deterioration, loss of control, and dependency to staying active, using the accumu-
lated wisdom of the years, and maintaining maximum mental and physical function-
ing in partnership with the health care team.

Racism

Another critical lens for examining suffering in older people is racism. Nurses and
their patients exist in systems that reinforce racial discrimination, resulting in dis-
parities in health outcomes well before their first clinical interaction with an older
adult. Life expectancy for Black, Indigenous, and People of Color (BIPOC) is perpet-
ually lower than for Caucasians in the United States.* There is no evidence to suggest
that differences in mortality among people of color are genetic; rather, the underlying
cause is structural racism. Structural racism leads to “differential access to the goods,
services, and opportunities of society by race,” determines societal values and power
hierarchies, and underlies persistent health disparities in the United States>®%)
Structural racism continues to create disparities in minority communities, leading to
serious suffering.

Suffering in minoritized communities, particularly for older Black Americans,
can often be attributed to a lifetime of structural racial discrimination. Nurses must
be made aware of the accumulated suffering, also known to them as “weathering,”
that their older BIPOC patients have experienced. The American Psychological
Association defines this accumulated suffering as race-related stress across the lifes-
pan. “For [BIPOC] older people, these encounters are stored in memory and relived
with each new racist and discriminatory experience”®P? Nurses spend far more time
with patients, and in order to prevent any further race-related stress, providers must
first understand the impact of racism on their patients.

One study including 619 Black older people residing in South Los Angeles found
that economic strain was linked to five health outcomes. The most significant finding
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was that economic strain was associated with depressive symptoms, pain intensity,
self-rated health, chronic diseases, and sick days. This pattern, alongside the higher
rates of economic instability in Black communities in the United States than the ge-
neral population, shows a disproportionate likelihood of suffering, especially in older
people.”

In addition to the history of biomedical abuse, poor outcomes, and resulting dis-
trust in health care experienced by the Black community, Black older people expe-
rience significant disparities in pain management. Up to 78% of Black older people
experience chronic pain. However, often this pain is not adequately reported because
minority groups can have different cultural beliefs when communicating their pain,
which assessment tools don't capture and clinicians often misunderstand. When pain
is measured accurately, Black older people are more likely to report higher levels of
pain, suffering, and depressive symptoms than White people. Unfortunately, regard-
less of higher pain scores, Black patients are often given a lower dose of pain medica-
tions and experience longer wait times to receive those medications.?

To alleviate the suffering of vulnerable communities, nurses should mitigate racial
bias in their institutions through evidence-informed advocacy and promoting cul-
tural safety in practice. “Nurses must embrace a patient-centered approach respon-
sive to the individual cultural needs and concerns of their patients and families.”
A person-centered approach allows for the inclusion of cultural and socioeconomic
needs in the care plan because the patient is willing to build further trust with the pro-
vider. Older people from vulnerable populations have endured weathering caused by
structural racism, and the nursing field has a unique position to help address issues of
racial equity. Unfortunately, social needs will continue to present themselves as a form
of suffering in all clinical settings; it is our job to acknowledge the lived experiences of
our patients and prevent any further harm.?

Responses to Suffering: Age-Friendly Health Systems

The Age-Friendly Health Systems movement mitigates suffering by directly address-
ing some of the underpinnings of structural racism such as health disparity. Older
people suffer disproportionate harms and death because of suboptimal care, the lack
of geriatric expertise in the health care workforce, and the provision of care that is
not concordant with the older adult’s goals and values. Age-Friendly Health Systems
and its underlying 4Ms framework address these workforce disparities and the
dearth of geriatric-expert clinicians by ensuring all clinicians providing care across
the continuum are competently and reliably applying evidence-based assessments
and actions that result in the avoidance of common harms and causes of suffering for
older people.!! Age-Friendly Health Systems is an initiative of the John A. Hartford
Foundation and led by the Institute for Healthcare Improvement (IHI), in partnership
with the American Hospital Association (AHA) and the Catholic Health Association
of the United States (CHA).

Becoming recognized as Age-Friendly Health Systems entails reliably delivering
the set of evidence-based elements of high-quality care, with corresponding assess-
ments and actions, known as the 4Ms framework, as defined below:!?
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o What Matters—Know and align care with each older adult’s specific health out-
come goals and care preferences, including but not limited to end-of-life care.

o Medication—If medication is necessary, use Age-Friendly medication that does
not interfere with What Matters to the older adult, Mobility, or Mentation across
settings of care.

o Mentation—Prevent, identify, treat, and manage dementia, depression, and de-
lirium across settings of care.

« Mobility—Ensure that older people move safely every day to maintain function
and do What Matters.

Today more than 2,700 health systems and sites providing care to older people
across the continuum, from hospitals and outpatient clinics to nursing homes and
Program of All-inclusive Care for the Elderly (PACE) sites, have been recognized as
Age-Friendly Health Systems by the IHI. The outcomes resulting from implementa-
tion of the 4Ms framework have been featured in a series of case studies produced by
the AHA and featured in its Value Initiative. Sites recognized as Age-Friendly Health
Systems reported reductions in length of stay, rehospitalization, delirium, falls, inap-
propriate medication use, and increased patient satisfaction.!3-1

One of the greatest potential causes of harm in the seriously ill is the provision
of care or treatment that conflicts with what matters to the older adult. The Age-
Friendly Health Systems movement is predicated on What Matters as a critical
element of the 4Ms framework. In eliciting what matters to the individual and in-
tegrating their goals and care preferences into treatment, the resulting aligned and
age-friendly care reduces clinical harm and suffering caused by unwanted care and
treatment. Further, in supporting what matters to the older adult, the movement
supports autonomy and equity as it gives voice to the patient as a member of their
own care team.

Why does What Matters matter and why does eliciting and acting on an older
adult’s goals and preferences reduce suffering? Eleven years ago, I (AB) was diag-
nosed with stage IV (incurable and widely disseminated) inflammatory breast
cancer.'® From the onset, I had the benefit of clinicians who asked what mattered to
me. My prognosis was poor, with only an 11% to 20% chance of survival to 5 years.
I told my oncologist that I did not want care and treatment that would strip me of
my quality of life especially given that the treatment options would not cure me
of cancer. I chose not to have my breast removed, which is almost a knee-jerk re-
sponse to a breast cancer diagnosis. Why did I choose that? The cancer had already
spread to my spine and coursed through every drop of my blood. Removing the
breast would not remove the cancer and might lead to a new set of issues including
lymphedema or surgical infection.

I asked my clinical team to focus on treatments that had fewer side effects. I asked
for palliative care to address pain and symptoms related to the disease and treatment.
And 11 years later I continue to work and live well in the face of life-limiting illness
because what matters to me matters to my health care team. There is no better antidote
to suffering in the seriously ill than attention to what matters to them.
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Cultural Context for Suffering

Our lives are continuously influenced by culture. The Merriam Webster Dictionary
defines “culture” as “the characteristic features of everyday existence (such as diver-
sions or a way of life) shared by people in a place or time”

Culture is a way of life for a group of people, usually expressed in beliefs, values,
and overall social constructs and norms in society. It is a backbone for everything
we do and frames our perspective on life. The United States is often referred to as
a melting pot of diverse cultures and backgrounds, depending on the region of the
country. Urban areas where immigrants land or refugees come to live have a distinctly
unique set of cultural elements that affect the expression of suffering. In other loca-
tions, there can be great homogeneity and therefore a greater capacity for nurses to
anticipate what the belief systems might be. In the book The Spirit Catches You and
You Fall Down,” the author portrays the heartbreaking story of a refugee family from
Laos and the care of a child diagnosed with severe epilepsy. The interpretation of what
the family believed and wanted was the antithesis of what the health care system un-
derstood as the goals of care or the expression of sadness and suffering. The author
portrayed enormous suffering on the part of the family with little initial acknowledg-
ment from the expert clinical team responsible. The American health care system has
made little progress since this book was published.

When we discuss cultural competence, the meaning is often in the eye of the be-
holder. Cultural competence can be described using many different definitions, but
they aim to address the idea that from both an individual and organizational perspec-
tive, we must be able to work with people of all different cultures and backgrounds.!®
This term sometimes is misunderstood to mean we all need to know everything about
everyone’s culture in order to properly care for patients and their families. However,
cultural competence is about valuing the individuality of each person and recognizing
the need for communication skills to effectively and respectfully care for each person
based on what matters to them. It must be accompanied by cultural humility, cultural
safety, cultural sensitivity, and respect. In nursing, it is impossible to be aware of the
wide array of human conditions due to the many patients seen each day. However, it is
hoped that each nurse knows how to effectively communicate to learn about the older
person and their culture in order to respect what matters to them based on knowledge
of and familiarity with the older person and their family’s culture and background.

COVID-19

The COVID-19 pandemic brought into sharp focus the differences in access to care,
vaccine availability, and culturally sensitive approaches to care for older people. This
is very obviously entwined with the way a person experiences suffering.

The pandemic has also shed light on underlying ageism in both American society
and globally, particularly in our health care system. The impact of the pandemic on
older people was severe given the heightened risk for mortality if infected with the
severe acute respiratory syndrome coronavirus 2 (SARS-CoV-2). This played a major
role in health care decision-making, such as triage protocols, allocations of resources,
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and other emergency decisions that occurred during the height of the pandemic.
Older people died at disproportional rates to younger Americans from COVID-19,
which led to significant suffering experienced by older Americans and their families
during this pandemic. Those disproportionate deaths also impacted health care pro-
fessionals because of the overwhelming suffering they witnessed. Ageism became a
default response to this virus due to the increased morbidity and mortality rates in
this population. Health care systems resorted to using chronological age as a signifi-
cant factor in medical decision-making because of the assumption that there is a cor-
relation between chronological age and health outcomes.*’

In addition to suffering caused by ageism, older Americans experienced mental
suffering. For example, during the COVID-19 pandemic, older people in the United
States were increasingly isolated and lonely due to increased restrictions in nursing
homes and other home settings and from the deaths of friends and family members.
Older people were isolated because community centers and places of social activity
were closed. In this way, older people experienced suffering during the pandemic not
just physically from those who were infected with the virus but also from loneliness
and isolation while trying to avoid infection.?

Those older people who were hospitalized from COVID-19 may have experienced
ageism in the form of discriminatory health care practices. Many hospitals had to
create triage protocols that put older people at the bottom of the list for life-saving
treatments, regardless of health status. Their suffering from these policies during the
COVID-19 pandemic was a result of ageism. Unfortunately, societies have decided
that when determining who should live and die, chronological age is a major factor,
often favoring those who are younger.?

Dementia: The Experience of Caring, Comfort, and Suffering

There are over 6 million Americans living with Alzheimer’s disease, and roughly one
in three older people will die with Alzheimer’s disease or another form of dementia.?!
Dementia is the loss of cognitive functioning, progressing from mild to severe stages,
that often impacts a person’s ADLs and instrumental activities of daily living (IADLs).
People living with dementia often exhibit memory loss, confusion, wandering and
getting lost, and acting impulsively, among other changes in cognition that affect one’s
ability to live. Given these large numbers of people living with cognitive impairment,
this group of people accounts for a lot of the suffering that occurs in older people.
Experiencing cognitive decline for the person themself can be scary and frustrating.
Older people often report feeling vulnerable and frustrated by the inability to com-
plete everyday tasks and express negative feelings toward becoming dependent and a
burden on loved ones.?? In addition to the personal suffering experienced by the one
losing their cognition, the process also deeply impacts family, nurses, and caregivers.
People living with dementia often have a caregiver who spends a significant amount
of time helping them with ADLs. Roughly 80% of caregivers are family members, with
the other 20% being hired professionals. Given the complexity of caring for a person
living with dementia, this can often have a negative impact on caregivers’ own health.
The World Health Organization has reported that over 264 million people globally
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suffer from major depressive disorder. However, the percentage of caregivers expe-
riencing depression is much higher than that of the general population. Some of the
effects of depression can include compromised physical health, reduced quality of life,
and in some cases increased risk of caregiver suicide. This suffering by caregivers can
not only be detrimental to their own health but also have negative impacts on their
patient’s health, including a more rapid cognitive decline. The shared experience of
suffering from both the person with dementia and their caregiver shows just how im-
pactful one’s suffering is on the other.??

In acute care settings, nurses play a unique role in caring for patients with de-
mentia. The nurses’ experiences can be “characterized by frustration, overall job dis-
satisfaction, and feelings of powerlessness and guilt” given the complexity of caring
for patients with cognitive impairment. 2* Patients admitted to the hospital with
dementia often can show behavioral issues, leading nurses to employ physical and
pharmaceutical strategies. However, in more recent years, there has been a shift to
more person-centered approaches. Nurses are frequently very busy and have time
constraints that make their jobs difficult. Especially when caring for a patient with
dementia, nurses reported needing more time to carry out tasks, only adding to the
stress of their workload. When patients with dementia exhibit aggressive behaviors
or emotional challenges, this also impacts the experience of the nurse and can lead to
suffering.?

End of Life and Medical Aid in Dying

The suffering experienced by an individual living with serious illness is often signif-
icant. For instance, older people with dementia may fear loss of control in decision-
making, dependence on others for basic needs, and not being able to communicate
their own suffering. Because of these fears, older people sometimes choose to for-
mulate directives for medical assistance in dying, also referred to as assisted suicide.
This is perceived as one way of avoiding the suffering they might experience if they
were to progress into advanced stages of dementia. Further, older people often speak
of “not becoming a burden to their loved ones.” Clinical care is aimed at reducing the
older person’s suffering; however, what might decrease suffering for some can some-
times conflict with the religious, moral, or ethical beliefs of a clinician. For example,
medical aid in dying (MAID) in a patient with dementia could reduce their suffering
by shortening life in end stages of cognitive decline, but clinician reactions need to be
considered and respected.

Globally, MAID is highly controversial, accepted by some and rejected by others. In
the United States, Oregon was the first state to pass a death with dignity law in 1997,
and in years after, states such as Montana, Vermont, California, Colorado, Hawaii,
New Jersey, Maine, and the District of Columbia passed similar laws. In other states
it has been ruled as illegal. Given this regional variation, there are limitations to this
practice.?

The main arguments for MAID are respect for patient autonomy and relief of suf-
fering, while others argue that this practice leads to what has been referred to as su-
icide contagion and overuse of the assistance. Older people living with dementia or
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other diseases from aging might request this practice to reduce suffering. However,
this practice is contentious and political.2®

Death and Dying: How Is It Different for Older People?

One aspect of suffering for older people that is more common is the experience of loss
as they age. Watching dear friends or family members become seriously ill and die is
a hallmark of aging. For many older people, losing a spouse can be a form of suffering
that is particularly hard to emotionally overcome as the loss can pervade every as-
pect of life from an empty bed to challenges maintaining the home to social impacts
as a single person. Some people describe the loss of their spouse as akin to losing a
part of their own body. As emphasized throughout this volume, suffering is a highly
individual experience. What one person experiences as suffering may not feel like suf-
fering to another.

The experiences of structural discrimination may deepen the suffering of loss and
bereavement in the face of structures that don't officially recognize some relationships
and systematically disenfranchise some populations. The LGBTQ community has
had to bear the brunt of this type of discrimination. The majority of studies that seek
to describe the experience of end of life in older people has traditionally relied on
nonrepresentative population samples (mainly Caucasian) that cannot be generalized
to the rest of the public.

Another aspect of suffering related to serious illness, dying, and death is anticipa-
tory grief related to fear of the loss of control or independence from illness. Older
people recognize their mortality. Yet, this acceptance is ignored until one is diagnosed
with a serious illness. The majority of deaths around the world are attributed to the
older adult population, and as such, they experience disproportionate anticipatory
grief beginning with a serious illness or poor-prognosis diagnosis, which can man-
ifest depression, loss of physical and mental acuity, and conflict, in the same way
people may experience grieving an actual death.”

Religion in the Context of Suffering for Older People

Spirituality is a belief in a transcendent power that controls at least some forces in
individuals’ lives. Religion consists of a group of people who have a shared system of
beliefs, rituals, and practices, which strengthen their relationship with a sacred being.
Even though religion and spirituality are different concepts, they do overlap in many
ways. Many patients use religion and spiritualty as tools for their pain and suffering.
In a recent study, 88% of patients with advanced cancer reported religion and spirit-
uality to be personally important in adjusting to their illness. Religious coping can
offer patients a sense of meaning, comfort, control, and personal growth while facing
life-threatening illness. Research also indicates that religious factors affect medical
decisions at a patient’s end of life. In a survey of 1,006 members of the public, 68.3%
of individuals stated that their religious beliefs would guide their medical decisions if
critically injured, and 57.4% believed that God could heal a patient even if physicians
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had determined further medical efforts to be futile. Religious coping has been as-
sociated with increased preference for cardiopulmonary resuscitation, mechanical
ventilation, hospitalization near death, and heroic end-of-life measures.?® An inter-
esting contrast is that even though most religious people choose life-prolonging inter-
ventions because they believe God can heal them even when doctors cannot, many
patients from minoritized backgrounds do not believe in advance care planning be-
cause they believe only God controls their time of death.3

Researchers found that spiritual well-being significantly correlated with greater
levels of physical, emotional, and functional well-being and a better quality of life.
Greater spiritual well-being was associated with less decisional conflict, decreased un-
certainty, a feeling of being more informed and supported, and greater satisfaction
with one’s decision. Most patients successfully implemented their decision and identi-
fied themselves as capable of early decision-making. Patients who were able to imple-
ment their decision presented lower decisional conflict and higher levels of spiritual
well-being and quality of life.*! It is very important for clinicians to have basic know-
ledge of patients’ religious beliefs. By having this knowledge, it will allow clinicians to
understand and respect patients’ goals and behaviors and take them into considera-
tion when making important end-of-life care decisions.*

Christianity, Islam, Judaism, Hinduism, and Sikhism are among the major reli-
gions in the world. These five religions strive for a peaceful end-of-life experience,
discourage actions that can hasten death, and believe euthanasia to be morally and
ethically wrong. However, it is important to note that these are not monolithic reli-
gions and patients may follow various interpretations based on their ethnicity and
culture. While the modern approach to death is highly medicalized, it is important
to remember that it is also a social experience defined by rituals, beliefs, and tradi-
tions. The involvement of family, community, and religious leaders is vital to some as
it enables the provision of meaning, spiritual renewal, and comfort at the end of life.3?

Conclusion

Our profession is keenly aware of the special needs of older people as they enter into a
phase of their life where they have increasing disability, chronic disease, and in some
cases social isolation and loneliness. Since the earliest days of visiting nurses, nurses
were the leaders in the very special and intimate space that we think of as the allevi-
ation of suffering for those who are at the end of life. The nursing profession should
capitalize on our autonomy in this role and take back our practice. Nurses have been
the leading generators of evidence for best practices in the care of older people and
can unleash untold capacity and talent by ensuring nursing practice reflects our abil-
ities and unique role in the care for older people, especially those who are suffering.

Case Exemplar 7.1

Mr. S, known to his friends as “Iron Mike,” had been a rigorous athlete into his 80s
despite a slowly progressing form of Parkinson’s disease. His health took a dramatic
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turn over the past year when he experienced a series of vertebral fractures requir-
ing extensive spinal surgery. In postsurgical rehabilitation, Mr. S did not have the
strength to complete his physical therapy regimen. He suffered from several epi-
sodes of pneumonia over the year, caused in part by aspiration from the effects of
Parkinson’s and exacerbated by weakness and lack of physical activity. Each illness
left Mr. S weaker than the time before.

It was difficult for him to speak beyond an occasional whisper. He spent much
of the day sleeping. He was hospitalized for pneumonia yet again. The antibiot-
ics caused severe intestinal discomfort and diarrhea. He had a loud rattle when
breathing. The physician discussed hospice with his wife in his presence. Mr. S said
he had “had enough” (treatment), which was the first time his wife ever heard him
say that treatments were too much for him. His wife agreed to enroll him in hos-
pice. His family had taken turns regularly visiting. His wife called the family and
told them to immediately come see their father. The physician indicated that a hos-
pice inpatient facility bed should be available in the next day or two.

Mr. and Mrs. S experienced a range of suffering with a number of mitigation
strategies that provided support and comfort in his final days. Together, they ex-
perienced anticipatory grieving, loss of control and independence, fear, and loneli-
ness from being disconnected from their circle of family and friends as they faced
the end of life. Mr. S also faced physical suffering due to the labored breathing and
effects of the antibiotic.

A nurse present for the physician’s discussion with the husband and wife asked
if the antibiotics could be discontinued and medication provided to ease his respi-
ratory distress. The physician said that both steps would happen when he moved to
hospice. The prescient nurse pushed the physician further.

“Are you saying that he should needlessly suffer until hospice has a bed?”

The young physician looked up and acknowledged the suffering, ordered the
antibiotic to be discontinued, and added a medication to ease Mr. S’s labored
breathing. He seemed appreciative that the nurse reminded him of the goals of care
and what he could do to ease the physical suffering.

Some members of the family arrived soon after. They helped Mr. S have video
calls with the family who couldn’t be there. Even though Mr. S could no longer
speak, he smiled and his nonverbal responses showed the easing of his suffering.
The nurse asked Mrs. S questions about Mr. S and the family; the use of reminis-
cence helped to ease Mrs. Ss suffering by allowing her to share positive memories
with Mr. S.

The family’s rabbi visited that day to offer comfort and the support of their reli-
gious community and asked how best to ofter spiritual support.

The next day, Mr. S died at home in hospice, although before he could be admit-
ted to the inpatient setting. He was comfortable at home and had family with him.
His wife said she was appreciative that the physician suggested hospice because
during that conversation her husband said he was ready to stop treatment. It gave
her comfort to know that “Iron Mike” was ready to die.
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8
Suffering Related to Mental Health
Challenges and Traumatic Events

Barbara A. Harris

Introduction

In 2020, mental health challenges, in the form of mental illnesses and responses to
trauma, affected as many as 52 million people in the United States.! The Substance
Abuse and Mental Health Services Administration noted that in 2019, an additional
20.4 million Americans experienced or were diagnosed with a substance use dis-
order.? Hune and Kimball,? in their discussion of suffering and suicidality among
persons with mental illness and substance use disorders, cite Cassell’s* definition of
suffering as the “state of severe distress associated with events that threaten the intact-
ness of the person” Consider for a moment the phrase “the intactness of the person.”
To be intact is to be untouched, unharmed, undiminished. To feel harmed, damaged,
less of a person, or less than whole is, as Hune and Kimball® assert, often central to the
suffering of those with mental health challenges. The experiences and events that give
rise to this suffering and the manifestations of suffering are the focus of this chapter.
The central question that accompanies the discussion of these experiences is: how do
we, as nurses, support persons suffering with mental health challenges to mend, or
find a greater sense of wholeness, even in the face of illness, symptoms, or experiences
that operate to take this away?

Mental health challenges in this chapter refer to the experience of symptoms of
mental illness, substance use disorders, and psychological responses to trauma. While
each of the three are distinct diagnostic categories and areas of human experience,
people can be diagnosed in more than one category and suffer from the manifesta-
tions of more than one at a given time. In addition, having one may increase risk for
another. For example, the connection between the experience of trauma and later
substance use disorders is well documented.® Likewise, having a mental illness may
predispose a person to substance use disorders because substances can sometimes be
used as a way to manage symptoms or cope with psychological pain.>® More impor-
tantly, there is overlap in the lived experiences of suffering within each category.

This chapter will describe and discuss the sources and nature of suffering for all
three areas, with attention to the common dimensions of suffering across them. This
chapter will also address how experiences of suffering among members of marginal-
ized populations are shaped and often made worse by societal factors. It will conclude
with a direct address of the question raised above: Given what we know about suf-
fering with mental health challenges, how do we as nurses respond? How do we draw
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on both our humanity and knowledge of the person’s suffering so that we are able to
walk forward with them on their journey toward greater wholeness and less suffering?

The Suffering of Mental Illness

Mental illness includes several diagnoses that encompass a wide range of symptoms
and experiences. Diagnoses can range from alterations of mood, such as depression
and bipolar illness; to thought disorders, such as psychosis and schizophrenia; to dis-
orders that stem from organic changes to the brain, such as dementia. Addiction and
the psychological effects of trauma can also fall under the umbrella of mental illness
but will be addressed separately in this chapter.

Much of the suffering related to mental illness can be exacerbated by the invisi-
bility of its source, which can increase the burden of suffering. In addition, it is often
harder for another person to understand suffering that does not have a visible source.’
Further, as Verhofstadt et al. note in their examination of euthanasia requests among
persons with severe and persistent mental illness, not only is the source of suffering
with mental illness often not visible to others, but also it may be hard to describe in
ways to which others can relate. Almost everyone can relate to an experience of phys-
ical pain, but not all can relate to the psychic pain of despair, for example, or the un-
relenting fear of a paranoid delusion. Hesitancy to share one’s suffering out of fear of
not being understood, or worse, being rejected can also occur, which, as discussed
below, can lead to isolation, alienation, and disrupted relationships that can ultimately
increase suffering.®

An experience of psychosis is a good example of an invisible source of suffering.
Consider a person with an enduring delusion, or fixed, false belief, that they are being
poisoned. They may not feel able to share this with others, or if they do, they may be
told their fears are not real, though to them, the fears are very real. This person is expe-
riencing the anguish of living with a very real fear that their body is being harmed in-
side and yet feels helpless to do anything about it. In addition, as Breggin and Stolzer’
note, there is sometimes a propensity among clinicians to focus on the content of a
delusion or its severity with the objective of resolving it or diminishing its severity
to the exclusion of seeking to understand the distress it engenders for the person
experiencing it. If the medical focus is solely on the delusion as an abnormality to be
eliminated, it minimizes the human experience of suffering and can leave the person
feeling defective.

A delusion or other symptoms of psychosis that alter a person’s ability to perceive
and interact with reality can significantly hinder their ability to function in the world.
Preoccupation with a delusion can interfere with school, employment, and family, as
can the emotions that frequently accompany these symptoms, such as fear and anx-
iety. The same can occur with the fatigue, apathy, and withdrawal that can accompany
psychosis. If a person becomes severely psychotic, their behavior may cause harm to
themselves or others. All these experiences can significantly interfere with a person’s
function in the world, leading to the distress of decreased self-esteem and diminished
sense of efficacy and worthiness.!® And all have the potential to contribute to a sense
of brokenness and often helplessness.’
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Persons with alterations of mood, such depression or bipolar illness, can experi-
ence unrelenting despair or hopelessness, even in the absence of real-world events
that could cause this. Some feel defective or damaged or even guilty because they are
aware they are not experiencing events that normally give rise to despair, yet they
cannot simply “snap out of it” and feel better, as some family and friends may sug-
gest.8 There is, however, some evidence that persons with bipolar illness may experi-
ence the distress associated with adverse life events more keenly than those without
mood disorders.!! People around them who do not understand this may judge them
as being overdramatic or unstable, increasing their despair and sense of themselves as
damaged.

On the other end of the mood spectrum, persons who experience mania as part
of their bipolar illness may find themselves acting in ways that, while part of the ill-
ness, wreak havoc with their lives and reputations. Hypersexuality and impaired
judgement can place the person in unsafe and embarrassing or humiliating situations.
Grandiosity (e.g., overestimation of worth and ability) can lead to overspending and
result in financial damage. These are just a few examples of how bipolar mania can
give rise to behaviors that, unlike some forms of mental illnesses, are visible to others,
as are the consequences of the behaviors. The real-world consequences of the behav-
iors can be a significant source of suffering. Once the manic episode is resolved, a
person can be left with criminal, legal, financial, and reputational problems that can
be overwhelming. These life problems serve to intensify existing feelings of guilt, de-
spair, and worthlessness.!?

Isolation is not an uncommon response when people feel that what they are expe-
riencing may be unacceptable, disgusting, or abhorrent to others. For example, a
person who suffers with obsessive-compulsive disorder can experience repeated,
intrusive, and obsessive thoughts of themselves being dismembered in accidents
or through other violent methods. They may have no intention of acting on these
thoughts and indeed spend tremendous energy suppressing these thoughts or per-
forming compulsions, or repeated actions, to decrease the intensity of the thoughts
and accompanying anxiety. Yet they can be very concerned about how the violence
of their thoughts could alarm, disgust, or drive others away so they may choose
to remain silent.!® The same can occur with suicidal thoughts.” Isolation is further
intensified when people around the suffering person sense something is wrong but
the person does not reveal what that is. People around the suffering person may
feel increasingly uncomfortable and helpless and eventually, either consciously or
unconsciously, distance themselves from the person. This cycle of increasing iso-
lation and alienation intensifies despair and helplessness. This can be seen in Case
Exemplar 8.1. Peter struggles with fears that he will do something to disgust his
coworkers. He certainly does not want to, but the anxiety and fear that he might is
great. He attempts to manage the anxiety with repeated actions, or compulsions, yet
these only serve to draw his coworkers’ attention to him and eventually push them
away. He does not explain his fear to them or the reason for the actions he takes. As
aresult, they withdraw from him. He can see no way to break this cycle and experi-
ences isolation and alienation daily.
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Case Exemplar 8.1
The Cycle of Isolation and Alienation

Pete is a 37-year-old clerical worker with a diagnosis of obsessive-compulsive dis-
order. He has recurrent, intrusive thoughts of a time when he vomited in the class-
room during elementary school. These thoughts have generalized to fears he will lose
control and do something “disgusting” that will repulse people. Pete understands his
fear is not rational but cannot stop the thoughts. He attempts to decrease the anxiety
of the thoughts with repeated actions, or compulsions, such as continually wiping
his mouth. He avoids eating at work and when hungry will take tiny bites of food at
his desk and chew each bite 30 times. His coworkers have noticed and occasionally
make jokes at his expense. He feels alone and hopeless. Each day it is harder to sit at
his desk alone and the intrusive thoughts become more intense. He wants to join in
the regular workday socialization but knows his coworkers see him as “weird” He
is wiping his mouth so much now that the skin is raw and red, and he knows his
coworkers notice. He feels as though life is not worth living but cannot break free
from his thoughts or compulsive behaviors. Pete visits his local community health
clinic for his mouth, which appears infected. The nurse practitioner, Judy, carefully
assesses his skin, talks to him about proper cleaning, prescribes him a topical oint-
ment and analgesic cream—as the area has become very painful—and gently guides
him in how he can care for the skin to avoid further irritation and infections. Judy
sits with him to better understand what has led to the current condition. Pete begins
to cry. He shares about his intrusive thoughts and compulsive actions, as well as his
feelings of isolation and embarrassment. Judy sits and listens to Pete’s story without
interrupting. After acknowledging how hard it sounds like things have been for him,
Judy normalizes his experience by sharing that several people struggle with similar
challenges, and reminds him there is no reason to be ashamed—“You are safe here
and you are not alone.” She places her hand on his and asks if he would like to see the
clinic case manager to arrange for some therapeutic support. Pete did not realize this
was possible or that his insurance would cover these services. He tells Judy before he
leaves that this is the first time—in a very, very long time—that he doesn't feel iso-
lated or alienated. He feels seen.

Some people do choose to share their pain and the thoughts underlying the pain,
only to find that those they share with are unable to, or appear to be unable to, handle
the thoughts, feelings, or accompanying emotional intensity, leading them to greater
isolation and increased sense of alienation.”?® Experiences like these may condition
the person to expect only negative results from seeking help or sharing experiences.
Isolation and alienation are potent sources of suffering for those with mental health
challenges. Being unable to ease the burden of psychological pain through sharing as
well as the fear that others will reject them if they do share reinforces a sense of bro-
kenness and, for some, shame.!?
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There are other mental health challenges that hold the potential to contribute to
isolation and alienation in different ways. At times, isolation is not a choice or self-
protective action taken on the part of the person, but rather the result of other people’s
responses to them and their behaviors. Persons with obsessive-compulsive disorder
may find themselves bullied in educational or employment settings because of what
others perceive as odd behaviors. For example, a person with obsessive-compulsive
disorder may get “stuck” performing a ritual that serves to decrease anxiety and the
intensity of obsessive thoughts, which slows down their work performance, irritating
their coworkers.!* As a result of this or because their behaviors make others uncom-
fortable, they can become a target for bullying or harassment. Alternately, persons
with obsessive-compulsive disorder may spend tremendous amounts of energy and
endure severe psychological distress to resist acting on compulsions so as not to be
targeted or labeled as different, resulting in stressful and draining workdays, or may
believe that somehow their thoughts can be harmful to others and go to great lengths
to avoid interpersonal engagement.!* Some struggle to overcome the lack of interper-
sonal connection, often working hard to hide or mask psychological states that others
might find off-putting. Isolation and alienation are problematic not only because of
the suffering experienced as a result but also because lack of meaningful interaction
and social support can intensify symptoms of mental illness and lead to poorer out-
comes." Social isolation and avoidance of help seeking can also be correlated with
decreased quality of life.!® As discussed above, Peter in Case Exemplar 8.1 cannot find
a way to either explain his “weird” behaviors to his coworkers or stop them, leaving
him without any way to connect with his coworkers. As a result, the suffering of his
isolation grows and adds to the weight of hopelessness he feels.

Treatments for mental conditions can also be sources of suffering. Side effects of
medications can cause physical discomfort, such as headaches or gastrointestinal dis-
turbances. Other side effects, such as drowsiness, mental fogginess, or problems with
vision and motor activity, including tremors and stiffness, can limit or decrease ability
to function in the domains of work, family, school, and social life. For some, the side
effects of medications are of a far greater magnitude than the actual effectiveness of
the medication on target symptoms.'? These side effects can clearly lead to distress,
feelings of inadequacy, or feeling defective. Some medication side effects or long-term
effects can cause visible disability. Tardive dyskinesia, for example, is a movement dis-
order characterized by involuntary movements that can result from the use of some
antipsychotic medications. The visibility of tardive dyskinesia invites all of the same
negative social reactions and associated suffering that persons with physical disability
experience, including compromised physical function and being judged by others as
less than capable, defective, or damaged. The experience of lack of control over side
effects is also distressing, as is the awareness that stopping the medications to stop the
side effects leads back to the distress of symptoms. Powerlessness and helplessness can
be significant sources of suffering in these situations.

When perceptions of powerlessness and helplessness become unbearable, suicide
can be perceived by a person as their only option for relief from the suffering of mental
health challenges. In addition, when suicidality arises from largely invisible, psycho-
logical suffering, mental health providers may simply view it as a symptom of mental
illness to be targeted with medication or somatic treatments, such as electroconvulsive
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therapy or transcranial magnetic stimulation.” As with the medicalization of delu-
sions discussed above, medicalizing suicidal ideation as a symptom of illness divorces
it from the human experience of suffering.’> Over the past decade, however, there
has been growing awareness that the suffering of mental illness is a type of existen-
tial crisis leading to suicidality in the same way that occurs with physical suffering.
In their qualitative study of 26 people with mental health challenges and suicidality,
Verhofstadt et al.® found that illness symptoms, medication effects, and isolation and
disruptions of interpersonal relationships—and, significantly, feeling powerless to
change these—were potent sources of the despair that gave rise to suicidality among
their sample.

As demonstrated in the preceding paragraphs, there are many sources of power-
lessness and helplessness that exist in the experiences of persons with mental health
challenges. Isolation and alienation are also frequent sources of suffering among
those with mental illness, which intensify or reinforce perceptions of powerless-
ness. The elusive and often invisible nature of suffering as well as the inherent diffi-
culty of explaining it to others adds to the sense of powerlessness and can further fuel
suicidality.”

The Suffering of Trauma Survivors

Trauma can be defined as an adverse experience that either harms or oppresses a
person.'” Events that cause trauma can vary in intensity and duration of time and can
be either witnessed or personally experienced. These include a wide range of events
such as natural disaster, war, torture, being a victim of a crime, violence of all kinds,
and abuse, whether physical, psychological, or sexual. While the nature of harm or
oppression stemming from the original traumatizing event may be either psycho-
logical or physical, or both, the focus in this chapter is on the psychological trauma
that extends past the traumatizing event itself and continues to cause psychological
symptoms and suffering for the person. Posttraumatic stress disorder (PTSD) is the
commonly used psychiatric term for a lasting psychological response to a trauma. The
nature, intensity, and length of the original trauma, as well as personal characteristics
such as experience of previous traumas and possibly aspects of a person’s personality,
will all shape the person’s response to trauma. Because of the multiplicity of factors
that shape a person’s response to trauma, it is essential to remember that a person’s
response may not be proportional to the original trauma; this should not overshadow
attention to the unique, lived experience of suffering of trauma survivors.'8

Trauma survivors’ suffering is more likely than other mental health challenges to
include physiological sources of suffering. Fibromyalgia and chronic pain disorders,
for example, are not usually the direct physiological results of a trauma but occur at
higher rates among trauma survivors than other groups and add to the burden of suf-
fering.'” Reynolds,!” discussing the importance of understanding the lived experience
of trauma for developing effective interventions, suggests that a major dimension of
suffering among trauma survivors is a sense of brokenness, a belief that they were ei-
ther too weak or too defective to prevent the trauma or to stop it. As can be seen in
Case Exemplar 8.2, trauma survivors like Shanara may even feel that, in the case of
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abuse, they invited it. Living with this belief about oneself can cause pain, despair, and
hopelessness. It can also lead to a sense of confusion as to what is right and wrong in
morally ambiguous situations. Guilt can give rise to a view of self as morally broken
or compromised. As Itzick et al.® remark about the experiences of trauma survivors
struggling with addiction, one cannot underestimate the significance of suffering that
arises from an inability to believe in oneself as a basically decent human being.

Case Exemplar 8.2

The Interrelated Nature of Mental Illness, Trauma, and
Addiction, Compounded by the Effects of Marginalization

Shanara is a 23-year-old Black woman admitted to an in-patient psychiatric setting
after overdosing on prescription medication. She reports a history of sexual abuse
as a young teen, depression since she was 15, and suicide attempt and hospitaliza-
tion when she was 17. She has a history of alcohol and drug abuse, job loss, and un-
stable interpersonal relationships. She is a lesbian and states she overdosed because
her girlfriend of 6 months ended their relationship. Prior to the break-up, Shanara
had started to see a psychiatrist and had begun taking an antidepressant. She had
looked for an LGBT-friendly therapist but was unable to find one she could af-
ford so began seeing a therapist at a local free clinic. She stopped going when the
therapist asked her when she entered puberty, commenting that Black girls often
develop early. She felt he was blaming her for the abuse and his attention to her
body made her uncomfortable. She did not return. Now, as she sits with the nurse,
relating these experiences, she questions again whether the abuse was her fault.
She feels shame and believes this is why her girlfriend left her. She feels helpless to
gain any control over her flashbacks and sees no way to get through the day besides
drinking. She feels hopeless. The nurse’s response is to listen calmly. She does not
rush to try to make Shanara feel better; she lets her tell her story, listening without
flinching when Shanara shares her experience of sexual abuse. When she finishes,
the nurse validates her pain and shares how she sees Shanara as having been badly
hurt, and not yet having had opportunity to find healthy ways to release her pain
and begin to heal. She offers to start with Shanara wherever she is at, noting the
journey will not be easy but offering hope by framing Shanara’s honesty as evidence
of her courage and desire to heal, strengths that will help her move forward.

Trauma survivors may also experience flashbacks to the original trauma experi-
ence, triggered by events or persons in their environments. Flashbacks can be ter-
rifying, paralyzing, and, if witnessed by others, embarrassing, or lead to behaviors
that impact function at work, school, or home. The unpredictability of flashbacks adds
another dimension of suffering that can, as with the experience of mental illness, lead
persons to isolate or withdraw from social situations. They may feel unable to trust
themselves to stay in control or trust the responses of others around them should they
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have a flashback, or even trust that others will understand their need to withdraw to
decrease distress.!”

The Suffering of Addiction

Suffering in addiction, regardless of its original source, is often understood as a sense
of something irreparably broken in a persons life, not unlike the sense of brokenness
experienced by trauma survivors.>!7 Both theoretical and empirical work on addic-
tion suggest that trauma is often a contributor to addiction.'®2° Shame is often central,
with Ashcroft” suggesting that a sense of shame is both a potent contributor to suf-
fering and a trigger for continued substance abuse.

It is important to note that the suffering experienced by persons with substance
abuse can be both a result of substance abuse and a factor in its continuation. In other
words, while suffering can arise directly from addictive behaviors and their conse-
quences, suffering is also a trigger for the continuation of addictive behaviors. In ad-
dition, suffering from both mental illness and trauma have been identified as factors
contributing to substance abuse.” In Case Exemplar 8.2, Shanara abuses alcohol to
cope with memories of trauma and flashbacks. She relates, as is not uncommon with
trauma survivors struggling with addiction, that she cannot find any other way to
numb the pain or distance herself from traumatic memories enough to maintain a
basic level of function or get through her day.%!® Thus, while the use of substances can
numb a person temporarily to their suffering, whether the suffering arises from expe-
rience of mental illness, trauma, or addiction itself, the abuse of substances engenders
helplessness and shame, which can perpetuate suffering, keeping the cycle of addic-
tion going.°

While the ongoing nature of the cycle of addiction adds to the burden of shame
that constitutes a significant portion of the addicted person’s suffering, some theorize
that suffering may be used as a doorway to change and sobriety.® It is often said that
a person struggling with addiction must hit “rock bottom” to be motivated to make a
change toward sobriety.? In other words, unbearable suffering may be what first opens
the door to the possibility of change and release from addiction. Wiklund et al.? sug-
gest that helping the addicted person see the craving for a substance not as a dead-
ended urge leading to more substance use but as a yearning for relief can be a useful
approach in substance recovery. Substance abuse treatment differs from treatment for
mental health challenges in that the suffering of the former is embraced as a potential
path toward healing, not just as the consequence of a symptom to be eradicated.

Marginalized Groups, Suffering, and Mental
Health Challenges

A marginalized group is any group of people within society who are relegated away or
kept from resources based on a common, usually readily identifiable, characteristic,
such as skin color, race, sexual identity or preference, or disability status. This often
includes persons with mental health challenges, particularly when their behaviors



102 NATURE OF SUFFERING AND THE GOALS OF NURSING

make the illness apparent, or when they share their experiences of illness with others.
Thus, while marginalization contributes to the suffering of people with mental illness,
trauma, and substance abuse, such suffering will be compounded for those who also
identify with one or more other marginalized or minoritized groups.

Marginalized people are at risk to experience social stigma and internalized stigma.
Stigma can be defined as social disapproval or discrimination against a person or
group that possess a characteristic or identify in a way that makes them perceived as
different from others in a negative way. Self-stigma refers to an internalized negative
view of one’s own identity. Self-stigma, also called internalized stigma, develops and
takes root in people as a result of experiences of social stigma, becoming a significant
source of suffering. The harsh, negative self-evaluation of internalized stigma causes
suffering related to shame and guilt.® Intersectionality, in which multiple aspects of
marginalized identity exist within a person, is responsible for an additive impact of
both stigma and self-stigma.?*

Beyond stigma, other effects of marginalization can occur in health care settings,
potentially causing or intensifying the suffering of those seeking help. Cyrus?*? sug-
gests that the oppression and discrimination experienced by members of marginal-
ized groups can create stressful emotional experiences during health care encounters,
which hold the potential to contribute to and worsen mental health challenges.
Barriers to care as well as compromised quality of care can occur. For example, micro-
aggressions, defined as intentional or unintentional insults or assaults on a person’s
identity, can create barriers to care in treatment settings when these invalidate iden-
tity, or make the person feel unsafe and unable to trust/engage further in treatment.'’
For example, in Case Exemplar 8.2, Shanara identifies as Black and lesbian, both iden-
tities that can be marginalized and stigmatized (e.g., intersectionality). She has dif-
ficulty finding a therapist who is LGBT friendly, and when she begins therapy, she
experiences the therapist making inappropriate and unfounded comments about her
racial identity that reignite her questions regarding her own guilt about her role in her
sexual abuse. The experience is so negative that Shanara quits therapy, closing herself
off from the only form of help and healing available to her at that time.

Quality of care can be compromised as well, as Doughty Shaine et al.”* found in
their study of transgender military veterans’ attempts to seek mental health care.
Several of those interviewed noted that when seeking help, they often needed to ed-
ucate their providers on the nature of their lived experience, how it shaped their care
needs, and what those needs were. When people seeking help need to take on the
role of educator for mental health professionals, it can add to the burden they carry
even as they seek help to lighten that burden. In addition, marginalized persons may
be denied the authority to name and own their experiences of suffering by medical
authorities.”® This can both negate the human dimensions of suffering and hold po-
tential for added harm to marginalized persons.

Anderson et al.> offer an example of how being denied the authority to name one’s
own suffering can lead to harm for marginalized persons. They outline how medical-
izing addiction as a genetically mediated disorder for Black persons makes it easier for
legal authorities to jump from a narrative of genetic propensity for addiction to one
of propensity for repeated criminality. In other words, identifying addiction as a bi-
omedical phenomenon makes it easier to link it with other biological characteristics,
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such as skin color or race, which can then feed or reinforce implicit racial bias of the
law enforcement or judicial systems. This can also make people more hesitant to seek
help for substance use disorders and can significantly interfere with treatment if the
person does not feel they can trust professionals to act in their best interest. In a sim-
ilar manner, the use of professional terminology around trauma, particularly for
refugees who are survivors of war or war torture, can render the individual lived ex-
perience of the trauma, as well as cultural-specific meanings of experiences, invisible,
adding to suffering by diminishing the person’s worth and reinforcing a sense of help-
lessness and brokenness.> Having to overcome barriers to treatment, having to battle
to name and own your experience of suffering, and being unable to trust providers all
create significant additional suffering for persons who are members of marginalized
groups seeking help for mental health challenges.

The overarching theme in this section is the way in which identifying or being iden-
tified as a member of one or more socially marginalized group can compound suf-
fering for persons experiencing mental health challenges, trauma, or addiction. This
can happen through stigma, through internalization of stigma, or more concretely
through barriers to care or inequities in care encounters, all of which place an addi-
tional burden on those seeking care.

Responses to Suffering

Throughout this chapter, multiple forms of suffering have been described and dis-
cussed. Case Exemplar 8.2 shows how mental illness, trauma, and substance abuse
can be interrelated. For Shanara, unresolved sexual trauma contributes to depression
and substance abuse. Her identity as a Black woman who is a lesbian creates barriers
that add to her suffering when she endeavors to seek help, leaving her isolated and
hopeless. Case Exemplar 8.1 demonstrates how isolation can lead to hopelessness in
a different way. The actions Peter takes to help cope with obsessive thoughts and re-
lated anxiety create a barrier between him and his coworkers that he finds impossible
to breach despite his desire for interaction and connection. Both Shanara’s and Peter’s
experiences are different, and unique to them, but both share a sense of being locked
away, alone in their suffering. They are suffering alone in feeling broken and without
hope that they can change things for themselves.

At the start of this chapter, the question was posed: Given what we know about
suffering with mental health challenges, how do we as nurses respond? How do we
draw on both our humanity and knowledge of the person’s suffering so that we are
able to walk forward with them on their journey toward greater wholeness and less
suffering? Now that we have explored the nature of suffering experienced by persons
with mental health challenges, trauma, and addiction, we know that while we may
very much wish it to be, the answer does not lie in removing all sources of suffering
for the person. While nurses may be able to alleviate some individual sources of suf-
fering, for example, by helping a person find the most effective medication or dose for
maximizing symptom control and minimizing side effects, the fullness of suffering re-
lated to mental health challenges, trauma, and addiction usually cannot be fully elim-
inated. The journey through suffering can be seen as a journey toward finding a new
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relationship with suffering and, most importantly, a way of being in the world that
restores a sense of empowerment, or a way to move forward that removes barriers on
a journey to greater wholeness. As Wiklund et al.?° suggest, this journey can result in
the restoration of dignity and wholeness with or despite suffering, while Itzick et al.®
encourage those with substance use disorders to embrace suffering as an opportunity
to begin their journey toward self-acceptance and self-care. The important point for
nurses is that the suffering person cannot make this journey fully alone. Breaking the
cycle of isolation and alienation is essential to moving forward. Interpersonal con-
nection allows opportunity for both enhancement of individual agency or empower-
ment and making meaning of suffering and finding purpose within that.’ Nurses can
walk with the person on this journey by providing the interpersonal connection that
creates opportunity for restoration of dignity, self-acceptance, and greater wholeness.

To walk with the suffering person in a helpful way, nurses must be prepared to be
open to the suffering of others. Nurses can prepare themselves by addressing their
own experiences of suffering as well as priming themselves to be open to difficult con-
versations.’ Throughout this chapter, it has been noted that alienation is a significant
source of suffering among those with mental health challenges. If nurses are not in
touch with and comfortable with suffering, they may inadvertently shy away from
the suffering of others. Withdrawing from a person or recoiling from the intensity of
a person’s suffering further increases alienation and sense of brokenness, ultimately
increasing suffering.?! Therefore, it is imperative that nurses are open to hearing an-
ything and everything a person wants to tell them in an open and nonjudgmental
manner and that they are prepared emotionally and spiritually to receive what the
person brings. Unburdening to a nonjudgmental and accepting person is essential
to regrowing a healthy sense of self-acceptance.® Talking through experiences gives
rise to opportunities to make new meanings and restore mind-body-spirit connec-
tions.>1%2! And significantly, relating difficult life experiences and suffering honestly
without experiencing rejection from the listener can dismantle the person’s expecta-
tion of rejection and increase their future openness to sharing and connecting inter-
personally.® The nurse’s response to Shanara in Case Exemplar 8.2 demonstrates all
these actions. In addition, the nurse ends her interaction with Shanara with an offer
to continue to move forward with her. She also offers realistic hope by acknowledging
that while Shanara has a way to go on her healing journey, she has strengths that will
help her to move toward health and wholeness.

Itis also important that nurses transcend diagnostic and other terminology to truly
witness people’s suffering and establish trust.!”

In other words, if the nurse can make an effort to think beyond what their patient’s
diagnosis entails to what their lived experience entails, the nurse is better positioned
to respond from a place of human care. The person must feel safe and heard if they
are to be able to engage in the process of making meaning from their suffering. It is
important to note that this work can occur within the context of traditional psychi-
atric treatment. Psychiatric and substance use disorder treatment include diagnostic
labels as well as labeling of behaviors for purposes of assessment. But a nurse willing
to witness and walk with a person in their suffering will only use these as needed and
put them aside while thinking about and responding to the person. Walking with and
witnessing a person’s suffering may not seem like significant actions in today’s health
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care environments, where technology- and evidence-based intervention are given
primacy, but it is one of the most elemental and human responses that can be offered
to a suffering person.

Conclusion

Mental illness, trauma, and addiction are human challenges that each give rise to suf-
fering in different ways. While the sources of suffering from each source may differ,
the nature of suffering that results shares common dimensions. Common to all are
isolation and alienation from others, emotional pain related to fear and helplessness,
and guilt and a sense of being defective or broken. Suffering may also stem from a lack
of meaning or purpose and a lack of vision to see a way forward. Suffering and hope-
lessness can be so all-encompassing as to lead to suicidal ideation. Persons suffering
from mental illness, trauma, or addiction who also belong to marginalized groups
can find their suffering compounded by social stigma, barriers to care, insensitivity,
microaggressions, or even unsafe care. The ways in which these sources and forms
of suffering intertwine produce a unique experience for each person. The nurse’s re-
sponse to suffering is rooted in acknowledgment of this uniqueness as well as the un-
derstanding that no one can fully relieve another’s burden of suffering. By working
to be in touch with their own experiences of suffering, nurses can meet the suffering
person where they are with openness and steadfastness, as well as with a readiness to
listen, witness, and walk with them on a path toward greater wholeness.
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Suffering in Acute and Critical Care

Elizabeth G. Broden and Anessa Foxwell

Sources of Suffering in Acute and Critical Care

Admission to a hospital or other acute care setting suggests that a person is experi-
encing severe enough illness to require around-the-clock nursing and medical care.
Whether the sick person is a child, adolescent, adult, or elder, their condition requires
interventions only possible in a hospital setting. In addition to frequent assessment
and treatment, a hospital admission also represents a vast shift from normalcy. This
shift is characterized by diverse losses, such as separation from a person’s home en-
vironment and social support, limitations on independence and functionality, and
other changes. Even the language to describe a person shifts when they are admitted
to a hospital. Language pivots from “person” to “patient;” from “family” to “visitors,”
forcing explicit and implicit changes from agency to passivity upon them.

This chapter explores suffering in acute and critical care. These health care
settings—characterized by sterile environments, strict policies, medications, constant
monitoring, and invasive treatments—may themselves contribute to a person’s expe-
rience of suffering, along with the aforementioned losses that accompany a hospital
admission. The purpose of this chapter is to examine the multiple dimensions of suf-
fering in acute and critical care settings, provide situation-specific considerations to
help identify and alleviate suffering, and explore acute and critical care nurses’ roles in
attending to suffering. This chapter will describe suffering based on clinical and per-
sonal experiences, review the empirical and theoretical literature, and explore cases to
illustrate the multidimensional elements of suffering.

Suffering is a profoundly personal experience defined by individually ascribed
meanings. A closely related concept, “total pain,”! offers a framework to identify po-
tential sources of suffering. Total pain includes physical, psychological/emotional,
spiritual, and social domains. The sources and manifestations of suffering within
each category are illustrated alongside an additional category, environmental, which
encompasses the ways that the situational context of being admitted to the hospital
impacts suffering. These domains likely overlap and amplify one another. Figure 9.1
represents this intersectional nature of suffering. Examples are provided under each
domain of suffering. However, note that many potential sources of suffering are not
finite; for instance, as previously suggested, total pain can contribute to physical, psy-
chological, spiritual, and/or social suffering. The rest of the chapter will be grounded
in this intersectional, multidimensional understanding of what it means to suffer in
acute and critical care settings.

Elizabeth G. Broden and Anessa Foxwell, Suffering in Acute and Critical Care In: The Nature of Suffering and the Goals of
Nursing. Second Edition. Edited by: William E. Rosa and Betty R. Ferrell, Oxford University Press. © Oxford University Press 2023.
DOI: 10.1093/050/9780197667934.003.0009
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Figure 9.1 The intersecting nature of suffering in acute and critical care.

In the model shown in Figure 9.1, the patient is at the center, with the dimensions
of suffering depicted in overlapping circles. Under each domain, potential examples
of suffering are in parentheses. First, the patient may experience physical suffering,
for example, pain or uncontrolled symptoms. This physical suffering can also impact
a person’s experience of psychological/emotional, spiritual/existential, social, and en-
vironmental suffering. For each domain there is likely to be significant overlap; how-
ever, the experience of suffering is unique to each individual. The examples listed here
are not exhaustive. See Case Exemplar 9.1 for further explanation.

Case Exemplar 9.1

A nonbinary person recently diagnosed with acute myeloid leukemia (AML)
with FMS-like tyrosine kinase 3 (FTL3) is admitted to the inpatient oncology unit
during the chemotherapy regimen for AML consisting of 7 days of cytarabine and
3 days of daunorubicin (7 + 3) via a peripherally inserted central catheter (PICC).
Scout is a 32-year-old nonbinary person who works in public relations. Until
last week, their life centered around advancing their career, spending time with
their friends, and staying healthy through regular spin classes and eating a prima-
rily plant-based diet. Now, Scout is lying in a hospital bed, tethered to intravenous
chemotherapy, uncomfortable, and lonely despite constantly being surrounded by
people. They are learning a new language littered with acronyms for letters and
numbers—AML, FTL3, 7 + 3, PICC.* They are trying to adapt to this new envi-
ronment and be a “good patient” while also feeling a loss of self and silently suf-
fering. They are struggling with constant nausea, pain from frequent phlebotomy,
and questions about efficacy of treatment. This is the first time in Scout’s life that
they have been sick, but they are not just sick, they are very ill, and they wonder
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if they will make it out of the hospital. Scout has certainly faced adversity in their
life, which has always been a source of strength and a badge of honor. Yet, this is
the hardest thing Scout has ever experienced, and while the nurses and staff appear
compassionate, Scout often feels like their concerns are minimized by everyone—
family, friends, and health care workers. Scout wonders, “How is everyone so sure
I'll get better, except me?”

Domains of Suffering

For the hospitalized patient, there are many sources of suffering—environmental,
physical, psychological/emotional, spiritual/extensional, and social. Each person
experiences and subjectively may define suffering differently. A recent systematic re-
view identified more than 130 unique stressors experienced by critical care patients.?
A key role in nursing is helping a patient to identify their sources of suffering and indi-
vidualizing interventions to help alleviate associated distress.? In order for the nurse
to care for a person experiencing suffering, they must first understand the potential
domains of suffering.

First, the hospitalized patient is likely to experience environmental suffering as a
function of being in an unfamiliar setting. Hospitals are typically sterile facilities that
lack the comforts and familiarity of home. The environmental suffering that hospital-
ized patients experience may span all other domains of suffering. For many patients,
the hospital environment is a constant reminder of illness and of disruption to normal
life. The environment itself may also contribute to an individual’s physical, psycholog-
ical/emotional, spiritual/extensional, and social experience, as shown in Figure 9.1.

Second, physical distress that informs suffering could be caused by symptoms,
including pain, nausea, constipation, diarrhea, fatigue, insomnia, and dyspnea,
among others. Hospitalized patients, such as Scout, often experience additional
sources of physical, as opposed to environmental, distress from “typical” hospital
interventions. Scout is physically encumbered by the continuous intravenous che-
motherapy infusing through a new central line. Hospitalized patients can feel “im-
prisoned™ by devices that limit their mobility, freedom, and privacy while under
constant monitoring. Imagine patients in the intensive care unit (ICU) who typi-
cally are attached to, at times, dozens of devices: ventilator, multiple intravenous
drips running through one or more central lines, an arterial line, a urinary cath-
eter ... the list goes on. The ICU environment is a blur of lines connecting patients
and machines, which frequently hinder, confine, and alarm. While each beep is an
important warning for the ICU clinicians, the sounds and technology can be physi-
cally jarring for unfamiliar patients.

Third, patients in the acute care setting often experience psychological or emotional
suffering. In fact, in the adult oncology population, one in two patients report expe-
riencing psychological or emotional distress while coping with cancer.® Those with
acute or chronic illnesses are susceptible to feeling psychologically distressed due to
a loss of normalcy alone. Additionally, many patients experience fear, anxiety, feeling
overwhelmed, uncertainty, and even anger. These emotions are normal responses to
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illness and hospitalization; however, unattended negative emotions can contribute to
suffering. Research has shown that prolonged stress alone can lead to increased allo-
static load—that is, the cumulative physiological changes that are caused by repeated
stress and environmental factors—which contributes to poorer health outcomes.®

A fourth domain of suffering is existential suffering, which can be related to spir-
itual pain, demoralization, doubting one’s previously held beliefs, or existential
distress. In adults with cancer, the existential experience is fluid when considering
one’s mortality.” In the acute care context, spiritual pain can have similar sources
to physical and psychological suffering that contribute to the loss of normalcy.
Religion may be a source of comfort and ritual; without those traditions, people
may feel lost. Moreover, when acutely ill, patients often ruminate on questions of
“Why did this happen?” and “How did this happen?” For religious people, they may
ask these questions of their God. In some traditions, such as Buddhism, illness is
viewed in the context of karma (i.e., a cause or a punishment from one’s actions
in their previous life);? in others, suffering can be viewed as redemptive.” For all
people, including those who are nonreligious (e.g., agnostic, atheist), questions of
existential distress may center around a loss of meaning and purpose in life. For
instance, in the case of Scout, if their work gave them meaning and purpose, being
sick and unable to work could lead to a sense of purposelessness. Although hospital-
izations are temporary, for many a diagnosis can be chronic and cause a shift in life
goals and focus for years, and often for the rest of one’s life. For those with serious,
life-limiting illnesses, prognostic uncertainty and facing mortality is a common
source of existential suffering.” People who believe in an afterlife (i.e., heaven) may
find comfort in this belief, whereas others who may not have the same belief may
struggle with the finality of death.

The fifth domain of suffering experienced by hospitalized patients is social suf-
fering. Being hospitalized takes you away from your daily social interactions, causing
change in familial, work, school, friend, and community relationships. The hospital-
ized person is seen as “sick” and a “patient” and therefore dependent on others for
some degree of care. The hospitalized person’s health is now managed by health care
workers, which can cause suffering in a person’s social sphere. For instance, in Scout’s
case they are no longer in a comfortable social situation of their choosing; further, they
may fear being misgendered by health care team members who are guided by the bi-
omedical model and outside their preferred—and safe—social circle. Visitor policies
during the COVID-19 pandemic highlight another form of social suffering, where
social networks were limited and minimized, contributing to hospitalized patients’
isolation and therefore social suffering.

As previously noted, sources of suffering in acute care have much overlap. For ex-
ample, when describing each domain, a common thread is the suffering due to “loss”
or “change” It is important to note that loss of normalcy or change in role, for ex-
ample, can cause suffering in one or more of the domains. In the case of Scout, they
may identify physical suffering due to pain, psychological suffering due to diagnosis,
existential suffering due to loss of meaning, and social suffering due to lack of so-
cial interaction with loved ones. As suffering is highly individualized, Case Exemplar
9.2, illustrating a case in pediatrics, in which similar domains of suffering are evident,
shows how these domains manifest differently.
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Case Exemplar 9.2

An emergent admission to pediatric intensive care unit (PICU) from the emer-
gency department (ED) following febrile seizure.

This was Gabriela’s second time ever in an emergency department. She held
Luis, her 6-month-old, close. Luis was typically a happy, hungry, and active baby
who hardly ever cried. She and her mother, her biggest helper in caring for Luis,
often called him “gordo” or “gordito.” So the last few days of alternating between
barely keeping his eyes open, fussing constantly, and not keeping down any food
was frustrating for him and Gabriela. Luis was awake now and had finally stopped
crying after 2 hours in the ED waiting area. This morning, he had a fever of 104.
He hadn’t taken a full bottle in so many days now, despite Gabriela’s best efforts.
Shed always been able to make sure Luis had what he needed, but tonight, she felt
at a loss. She brought him to the ED where she listed her concerns to an impa-
tient triage nurse. It was a miracle that the nurse, “la enfermera,” spoke Spanish;
otherwise it would have been difficult to convey her fear and anxiety and how
her baby was not acting like himself. But apparently Luis wasn't sick enough to
see a doctor yet. So they waited. Suddenly, Luis began to jerk and shiver. Gabriela
shouted for help. Two nurses rushed to her chair and grabbed Luis from her arms.
She followed them to a room, where they quickly placed him on a bed and started
attaching wires and monitors to him. He kept shaking. It felt like forever before he
stopped. A bunch of people in white coats surrounded Luis’s bed. Gabriela strained
to see him. Without warning, they started wheeling his bed off. From what little
she could hear, there were few words she could understand. “To the PICU; she
overheard amid his cries. She didn’t know what it meant. She couldn’t get close
enough to wipe his tears, let alone learn what was causing them. Two hallways, an
elevator ride, and incessant beeps later, they were in another room, with another
set of nurses and doctors, and Luis woke up screaming. She knew he must be so
scared of all the people, the alarming monitors, the pokes from the needles. Before
she could reach out to hold him, someone tried to secure a whooshing mask on his
face. The crying and beeping continued....

Situation-Specific Considerations

The sources of suffering in acute and critical care have common themes but require
specialized consideration across different ages and settings. In Scout’s case, the abrupt
change to their daily routine and an unexpected confrontation with mortality precip-
itated psychological, existential, and social suffering. For Gabriela and her son Luis,
their interaction with one another was drastically altered, leading to physical and psy-
chological suffering for Luis and existential, social, and psychological suffering for
his mom.!° Depending on a patient’s age and developmental level, environmental,
physical, psychological/emotional, spiritual/extensional, and social sources and man-
ifestations of suffering may differ. To provide a comprehensive examination of these
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important considerations, suffering is explored by population based on age/develop-
mental level and then by setting and circumstance.

As explored more deeply in Chapter 6, identifying, assessing, and attending to suf-
fering in children requires special attention to a family’s lifecycle, including the de-
velopmental level of the child, parental roles, and the overall trajectory of the child
and their family. In the hospital setting, many of the necessary interventions to di-
agnose, treat, and alleviate illness are painful, scary, uncomfortable, and completely
unfamiliar to children, who may not yet understand various interventions (e.g.,
needlesticks, being NPO, etc.). Health care providers may take on primary caregiving
roles, rather than parents or other loved ones. New parents working to establish their
own roles are forced to continuously reevaluate how they fit into the team during
seemingly never-ending invasive interventions.!! Adolescents often find themselves
straddling competing yet equally uncomfortable positions: dependence on (1) their
parents, from whom they’ve worked hard to establish independence, or (2) nurses,
who might be close to their own age, for intimate care tasks.

The ways in which the hospital environment forces a person to shift their way of
being in the world can lead to multidimensional suffering. To adults who have estab-
lished work and social routines, important cultural rituals, families or friends who
depend on their presence at home, physical and mental health habits, and other such
activities, a hospital admission for any length of time presents a thorough disruption
to their everyday world. Take Raquel, for example, who was recently admitted to the
ICU for sepsis following an ambulatory surgical procedure. Raquel has struggled with
anxiety and disordered eating since she was a teenager. She finds relief in regularity and
routine. Cooking simple and small meals for herself has changed her relationship with
food. She never misses salat and has a handwoven prayer rug for her grandmother that
she typically kneels on, facing Mecca, for each of the five daily prayers. Being in the hos-
pital has been harrowing on every level. Between the IV, the blood draws what feels like
every hour, and the debilitating fatigue, Raquel feels violated by the staff, who often enter
her room without knocking, before she can put on her hijab. She is scared and anxious,
finding no comfort in the hospital food. She’s been unable to get into a position to pray
because of constant pain and all the equipment on her and around her. Her suffering
seems to go unseen by the nurses and doctors, who often talk at her as if she doesn’t know
English.

Whether following an abrupt event or gradually worsening symptoms, the transi-
tion from being a “healthy person” to a “sick patient” is fraught with physical, emo-
tional, and social changes and challenges that can cause immense suffering. Rather
than family needs or work goals guiding a daily routine, in the acute or critical care
unit of the hospital, a patient’s activities are dictated by the biomedical model. Labs
are drawn at 5 a.m., rounds are done at 10 a.m., and baths are given in the night shift.
Medications are administered when ordered. Visitors are allowed only during strict
hours, which has become even more limited in the wake of COVID-19. A person life
becomes completely consumed by their illness and its necessary treatment.

Gaining familiarity with the health care system through a hospital admission when
you are sick is an unwelcome milestone that most people would elect not to experience.
While the hospital unit constitutes a place of work for clinicians, the rooms, halls, and
constant beeps become the entire life of a person admitted to it. In an acute care unit,
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characterized by stress and busyness, it may be hard for a person to get the necessary
physical or emotional care and attention they need. Nurses may be on their feet for 12
hours straight while confronting short-staffing or other resource constraints, feeling
like the to-do list is endless. For patients, these stretched-too-thin nurses might not be
able to attend to their care needs, even those as basic and intimate as continence care.
The nurses might seem too busy to ask for help. Environmentally, the hospital may be
a complete departure from a persons typical life. They may be sharing a room, requir-
ing help with intimate care, sleeping on a couch at their infant’s bedside, or otherwise
upended from well-established routines and coping mechanisms.

By design, patients admitted to a critical care unit find themselves strikingly close
to the boundary of life and death. Patients may require invasive machines, high-risk
medications, and constant monitoring to help keep them alive. Yet, all this technology
may not help them heal. Nurses possess a uniquely holistic lens that grants them both
clinical expertise and emotional intelligence. For example: Zara was 13 when she was
admitted to the ICU after her second bone marrow transplant with graft-versus-host
disease. Her skin was completely covered in bandages that had to be changed every day.
It was so deeply painful that she had to be sedated so that she wouldn’t scream. As shed
fall asleep, she could hear her mother begging with her nurse, “Can we just leave it for
today?” She wished her dad could be there too. Zara wished she could hold her mom’s
hand. Bridging the gap between criticality and humanity for patients and their fami-
lies by communicating, advocating, and liaising between multiple specialty and inten-
sivist teams is among the most important but difficult of ICU nurses’ tasks. Amid all
these competing priorities, nurses can be present for families, offering emotional sup-
port in times of need. Achieving this quality of care is increasingly difficult in a frag-
mented health system that constantly operates with bare-minimum staffing.

Transitions in care across the wellness-illness continuum can heighten suffering
and illuminate changes and loss. Whether experiencing an abrupt or gradual shift
from very healthy to very sick, navigating a new diagnosis, dreading returning to the
hospital again, adjusting to new equipment or medication, going home with a body
or soul forever changed, or any other anticipated or unanticipated transition, such
changes can precipitate suffering spanning from the physiologic to the existential.
Perhaps one of the most profound transitions is the transition to and through the
dying process.

Dying in the hospital medicalizes the experience in ways that can range from
helpful (easy access to pain medication and symptom management experts) to awk-
ward (transferring from the ICU to the floor for “comfort care only”) to intrusive
(dying in a shared patient room) to downright miserable (excruciating pain from
traumatic injuries followed by failed cardiopulmonary resuscitation).!? Parents whose
child dies in the hospital are particularly at risk of adverse outcomes!? and often per-
ceive high levels of suffering.!* Bearing witness to a loved one’s death can be grueling.
Being in the hospital during any part of the dying process can exacerbate suffering.!®
As the bedside providers with the most frequent interaction with dying patients and
their families, nurses are well placed to help facilitate an end-of-life experience that
is meaningful for families by anticipating and attending to symptoms and circum-
stances leading to different dimensions of suffering during the dying process.'®
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Clearly, assessing and attending to suffering is a complicated task for the bed-
side nurse. A general but adaptable framework of guiding questions based on self-
reflection, intuition, and patient assessment can help nurses identify suffering and
wholly attend to it by collaborating with interdisciplinary colleagues. To conclude this
section, questions to guide a focused but comprehensive examination of suffering are
offered (Box 9.1). These questions provide a quick and feasible way to approach suf-
fering within each patient and family interaction and can be integrated throughout a
nurse’s shift.

Responses to Suffering

Hospital-based nurses juggle many responsibilities with a primary goal of caring for
complicated patients. For the novice nurse, their focus is on completing tasks, and it
may be daunting to imagine adding one more task, such as responding to suffering.
Initially, interventions for suffering may be nebulous. However, there are a few com-
munication principles that are key when responding to suffering: (1) therapeutic pres-
ence, (2) empathic communication, and (3) individualized care (Figure 9.2).

Therapeutic presence is a tenet of nursing care that is often underestimated when
nurses are being pulled in many directions. Therapeutic presence can include active
listening, nonverbal communication (i.e., sitting with the patient and having open
body language), and being a source of support.!” Empathic communication entails
acknowledging and responding to emotion. While clinicians often worry that talking
about emotions will be time-consuming, studies have shown that making space to
respond to emotion adds only 21 seconds to a clinical encounter and increases trust
in clinicians.!®! Box 9.1 provides examples of naming and responding to emotions
in italics. Naming a patient’s emotion (i.e., “I can see this is scary for you”) tells the
patient you are listening, builds trust, and allows them to explore their own feelings.
Individualized care is at the heart of nursing and responding to suffering; Box 9.1 pro-
vides a roadmap to offer such patient- and family-centered care.

Nurses in acute and critical care settings are particularly well suited to help patients
feel like people in an often-dehumanizing hospital unit. For children, adolescents,
and their family members, it’s important to explain procedures, include parents’ and/
or adolescents’ perceptions in their assessments, and ensure that parents are able to
complete some of their child’s basic caregiving activities (changing diapers, feeding,
etc.) to the extent that brings each comfort. To help the child or adolescent experience
less suffering, nurses can minimize painful procedures, cluster invasive or uncom-
fortable care, provide medication when possible, and incorporate developmentally
appropriate play and/or social opportunities when possible. For adults, taking the
time to learn about their story and how their illness fits into it can be a helpful way of
acknowledging their personhood and their suffering. Partnering with families is crit-
ical to understanding and attending to the unique ways that suffering may impact an
individual child, teenager, or adult. Many challenges can prevent a nurse from holisti-
cally attending to suffering—whether staffing issues, a language or cultural barrier, or
anurse’s own moral distress. Advances in technology have made some issues easier to
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Box 9.1 Assessment of Patients’ Multidimensional Suffering*

Step 1. Prework

Outside of the patient room, ask yourself, “What do you think is the primary source of the
patient’s suffering (past, present, and future)?”

Step 2. Situational Awareness

Consider these questions about communication, timing, and environment:

o Communication: What is the best way for the patient to communicate? What
accommodations should you think about (i.e., ventilated, language barrier, cultural
considerations, family dynamics)?

o Timing: Is this the best time to engage the patient? (Considerations: Did they recently
receive sedating medications, do they need to use the bathroom, etc.?).

o Situational awareness: Who is in the room? And who does the patient want in the
room (check in with patient)?

Step 3. Talking with the Patient

When exploring sources of suffering, give the patient time and space to talk about sources
of suffering while exploring values, preferences, and concerns. Communication examples:
o If patient names suffering, ask: What is contributing to your suffering the most
right now?

o Adaptation: What is bothering you the most? What concerns you when thinking
about the future?

» Acknowledge stress, suffering, or any emotion the patient is experiencing.

o Think back to “Step 1” for potential areas to focus on.

Step 4. Co-construct a Therapeutic Plan.

 Acknowledge emotion and praise patient for sharing with you.

o Consider offering interdisciplinary support tailored to primary source of
suffering (i.e., chaplain for existential distress, psychology for emotional, child life
specialist, etc.).

o Tips for ending conversation: repraise, reacknowledge emotions, and set a plan.
“I'm grateful you've shared this with me.”

“I'm honored you've shared this with me.”

“I know this must have been hard to share.”

“It sounds like you are carrying a lot right now.”

“We've talked about some tough stuff; I'll be back soon and we can talk more if

you want.”

“We've talked about some tough stuff; I'm going to go look into how and who can help
and check back in soon.”

Step 5. Implement Plan
Share results with team; check in with and reassess patient later.

*Example language in italics.

overcome, such as phone and electronic interpretation over videoconferencing soft-
ware,?® but some issues have become more pervasive with time, such as nurse staff-
ing and burnout. Though these challenges are complex and difficult to overcome, the
tenets underlying therapeutic presence, empathetic communication, and individual-
ized care offer a method to acknowledge and alleviate suffering that transcends these
barriers.
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Figure 9.2 Responses to suffering.

Case Exemplar 9.1

Revisited

It’s 7 a.m. Nurse Joyce is getting report from the night shift. She knows the first
two patients from last week and previous admissions—an older man with mul-
tiple myeloma who is here for pain management and a middle-aged woman with
CNS lymphoma getting her 10th round of methotrexate. But the third patient is
new: Scout, a 32-year-old with new AML, struggling with chemo-induced nausea
and diarrhea currently. Joyce blurts out, “I have a nonbinary sibling,” shocking
both herself and her colleague. She realizes she hasn’t shared this with anyone at
work. “OK;” the night shift nurse continues with report, more shocked by the in-
terruption than the confession. They finish up with report and check in on the
patients. All three are still sleeping, but the hustle and bustle of the hospital will
wake them soon enough. Joyce returns to the nurse’s station to check orders and
get prepared for the day. Scout rings their call bell. Joyce goes to the room and
cheerily introduces herself. Scout says a groggy hello and asks for something for
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nausea. Joyce offers an as-needed antiemetic and leaves to prepare the medication.
She returns to the room, making small talk while administering medications and
doing the morning assessment. Scout engages with Joyce, but it’s clear that they are
uncomfortable beyond the outward physical sense. Later, Joyce is in the room for
rounds. Scout sits up in bed, nods their head when cued, and at the end asks, “How
much longer will I feel this bad?” The oncologist responds with, “Be strong. You’ll
get through this” The team leaves the room, but Joyce stays behind as she normally
does with newly diagnosed patients because she knows that rounds can be intimi-
dating and sometimes it’s helpful to debrief. Joyce says, “Do you have any questions
about what the team said?” Scout says, “I don’t know” while hanging their head.
Joyce takes a seat and leans in. She waits. Then Scout says, “I feel awful. I've never
felt this bad. How is he so sure I'll get better when I don't feel it?” Joyce says, “This
must be so hard for you. 'm sure everything changed in an instant. Have you had
time to process all this?” Scout replies, “All I do is think. What else am I supposed
to do?” Joyce says, “It must be overwhelming” Scout sighs, “It is”

The two sit in silence. Joyce isn’t sure what Scout is thinking but thinks about her
sibling, only a few years younger than Scout. What if they were in this bed and suf-
fering as Scout is? Joyce’s heart ached for Scout. After what felt like 5 minutes (but was
probably 30 seconds), Joyce breaks the silence and says, “My sibling is nonbinary too.”
Scout raises their head and smiles, “Oh yeah?” They ask questions about Joyce’s family
and they talk for a while. Scout shares that they volunteer at the lesbian, gay, bisexual,
trans, and queer/questioning (LGBTQ+) youth center. After a natural pause in con-
versation Joyce says, “I need to check on my other patients, but thank you for sharing
a part of your story with me.” Scout replies, “Thank you for making me feel like a
person again ... and not just a patient.”

Case Exemplar 9.2
Revisited

Lin had just gotten back from an already late lunch break when she made eye con-
tact with the charge nurse. He smirked. “Six-month-old coming up from the ED.
Seems like he’s in status; they’ve given him a couple of doses of Versed but haven't
been able to break it. The mom’s been difficult too. Only speaks Spanish. Sorry”
Lin sighed and went to the break room to start gathering supplies. A flashlight,
stethoscope, IV supplies. It was already 4:00. The end of this shift was going to
be crazy. When they rolled up from the ED, Lin could see that the little boy was
crying now. He looked scared; his mom did too. Lin followed the ED team and the
stretcher into the room and started hooking the child up to the monitors while
another nurse started looking for an IV. “It's OK, Luis,” Lin whispered. “T've just
got some special stickers to put on” He kept crying. Lin could see his oxygen satu-
ration dropping and called for a respiratory therapist to start continuous positive
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airway pressure. This was always the worst part. “I've got a million things to do, for
Luis and my other patient, and I wish I didn’t have to make him cry. I wish I could
explain to his mom how sorry I am,” Lin thought to herself. “Those little things go
by the wayside when there is a language barrier though. They shouldnt, but the re-
ality is that they do. Once I get him settled I'll call an interpreter and give her a full
update...”

Conclusion

Nursing responses to suffering within each domain of suffering can be woven together
throughout a nurse’s shift to attend to a persons suffering holistically and feasibly
while they are admitted to an acute and/or critical care setting. Between the tasks that
often dictate a nurse’s shift, there are fleeting moments when these responses can be
quickly and adeptly incorporated. While the blood pressure cuff is inflating, assessing
respirations and perfusion, drawing labs, helping the patient ambulate, or transport-
inga patient to a procedure, or during the first 15 minutes of blood transfusion—these
short, often unnoticed pauses in the endlessly busy shift are when the nurse can offer
therapeutic presence or empathetic communication for the patient and their loved
ones if present. Sometimes it can help to delegate tasks to another nurse, nursing as-
sistant, or other interdisciplinary colleague so that the primary nurse can attend to a
patient or family’s psychosocial suffering. Rather than attempting to address the full
spectrum of a patient’s suffering in one fell swoop, it may be more feasible to concep-
tualize alleviating or minimizing suffering as a constant duty that nurses work to up-
hold throughout the entirety of their care.
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Suffering in Chronic Illness

Avery C. Bechthold and ]. Nicholas Dionne-Odom

Background

This chapter describes the concept and experience of suffering within the context of
chronic illness and the role of nurses in addressing suffering. To do this, distinctions
are first made among the nomenclature of “disease,” “illness,” and “sickness,” reflecting
professional, personal, and social perspectives on how we refer to an individual who
is not “healthy””! These three states will be collectively referred to as “unhealth,” a term
coined by Dr. Marshall Marinker in 1975.% Since the 1950s, there have been discourses
about these terms in medical sociology, medical anthropology, and the philosophy
of medicine.! In this chapter, the authors integrate the nursing perspective to these
multidisciplinary viewpoints. Hence, the goal of this chapter is to first illuminate dis-
tinctions among the terms “disease,” “illness,” and “sickness.” Subsequently, the term
“suffering” is defined and explored as it relates to the subjective experience of chronic
illness. The chapter concludes with a discussion of how nurses in clinical, research,
and education roles may effectively respond to the suffering of patients with chronic
illness.

Disease, Illness, and Sickness

Defining disease, illness, and sickness has been argued to be a critical reflection
in the health care field as it dictates the objectives and actions that clinicians take
toward addressing them.! Further, it has been noted that distinguishing and de-
fining disease, illness, and sickness is more difficult than might first appear. For ex-
ample, it might be questioned whether heart failure describes a specific pathology
or a syndrome of objective pathological processes in combination with presenting
subjective symptoms. Consistent with other recent discussions on this topic and for
the purposes of this chapter, “disease” is defined as a physical or mental health con-
dition resulting from a combination of genetic, physiological, environmental, and
behavioral factors that persists beyond 1 year and requires ongoing monitoring or
treatment and/or limits activities of daily living.? Disease is frequently described in
objective physical terms, such that it can be observed (i.e., seen, touched, measured,
and smelled), mediated, and measured.!? Its basic phenomena consist of physiolog-
ical, biological, genetic, and mental entities.! Health care professionals aim to cure
disease through classification, detection, control, and treatment, ultimately enhanc-
ing a person’s survival.!
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Conversely, “illness” is defined as the subjective feeling or emotional experience
of impaired or diminished physical, emotional, intellectual, social, developmental,
or spiritual functioning.!? Such subjective experiences are made apparent to others
through communications and verbal reports based on introspection.!? Health care
professionals often seek to address a patient’s illness experience by employing strate-
gies to enhance coping, thereby optimizing a person’s quality of life.! Although illness
may exist in the absence of disease, it often exists alongside it.> Manifestations of ill-
ness include anxiety, fear, pain, and suffering.!

Finally, “sickness” is a social construct that is governed by the culture and laws
established by social institutions and societal norms.? Such norms determine an
individual’s entitlement to treatment, economic rights, exemption from social respon-
sibilities (e.g., sick leave), and legal accountability."* The basic phenomena of sickness
include expectations, conventions, policies, and social norms and roles.! While di-
sease and illness are confined to an individual, sickness is determined by relations
with others and the society and culture in which one lives.!* For example, diagnosis
with a so-called self-inflicted disease, such as chronic obstructive pulmonary disease
(COPD), can have a judgmental aspect where one treats the diagnosis as reflective of
one’s way of life.*

Nurses and other health care professionals play a key role in addressing the social
determinants of health, defined as the conditions that people are born into and live
under that affect their health (e.g., environment, socioeconomic status, access to health
care).” At the patient level, nurses may identify patient needs (e.g., transportation, legal
assistance) and partner with other health care professionals, such as social workers, to
address such needs, which may help alleviate patient stress, foster patient- and family-
centered care planning and delivery, and promote better outcomes.® At a system level,
nurses may advocate for health equity through inclusive policy advancement, partner
with national and international professional associations to raise awareness and im-
prove education about the social determinants of health, and hold systems accountable
for ensuring the workforce is supported, respected, and treated equitably.5

While disease, illness, and sickness each demand action, this chapter will focus on
the individualized, subjective experiences of suffering in chronic illness.!? This aligns
most closely with the scope of suffering, which has also been described as an individ-
ualized experience.”””

Suffering
Definition

Recognizing that suffering is an experience frequently encountered in clinical prac-
tice,” nurses across the world have sought to define the concept of suffering and iden-
tify its attributes.”” Across the scientific literature, suffering has been consistently
described as a negative, individualized (or subjective), and complex experience.””’
Synthesizing the previously discussed definitions of suffering, the remainder of this
chapter will refer to suffering as
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an individualized experience of loss, damage, or pain that is dependent on inner fac-
tors, significant others, exterior circumstances, and stimuli, and one’s meaning of life;
consists of physical, psychological, social, and spiritual aspects and threatens an indi-
vidual’s self-integrity and induces withdrawal, feelings of helplessness, despair, and
changes to one’s value system and sense of reality.

Guided by this definition, the remainder of the chapter will focus on exploring the
suffering of patients with chronic illness and clarifying the nurse’s role in responding
to patient suffering.

Suffering and Chronic Disease

Chronic diseases are ongoing or recurrent, are potentially characterized by periods of
exacerbation and recovery, and typically persist for as long as a person lives.!® While
many chronic diseases may not be noticeable in the early stages, most can eventually
be diagnosed using laboratory procedures.!? As chronic diseases progress, their man-
agement often becomes complex and overwhelming. '

Five major concerns often accompany chronic diseases: (1) impaired cognitive
functioning (i.e., attributable to either medications or the illness), (2) loss of inde-
pendence and the perception of burdening others, (3) alterations in body image,
(4) inability to maintain social roles (e.g., loss of employment, identity, family co-
hesiveness), and (5) uncertainty about the future (e.g., physical or mental limita-
tions, financial demands).!® Additionally, many patients perceive their illness and
care needs as a burden to others and a cause of hardship, which may lead to frustra-
tion, worry, distress, feelings of responsibility, and a diminished sense of self.!! As
the number of family caregivers providing care to loved ones with chronic illness
continues to increase, it is critical for nurses to consider self-perceived burden as
a potential source of suffering.!">!? Patients from diverse cultures have uttered the
statement, “I do not want to be a burden.”!? Thus, self-perceived burden appears to
be a universal form of suffering among patients with chronic illness that transcends
cultural differences.!!

The subsequent sections will detail patients’ experiences with suffering in the
context of five of the most prevalent chronic diseases worldwide: (1) heart disease,
(2) stroke, (3) Alzheimer’s disease, (4) chronic lung disease, and (5) chronic kidney
disease.

Heart Disease

Heart disease, a broad term for conditions affecting the heart’s structure and function,
includes, among others, coronary heart disease (the most common type), arrhyth-
mias, and valvular disease.!* Approximately one in four deaths in the United States—
that is, about 659,000 people each year—are due to heart disease.!® Heart disease is
among several conditions that may lead to heart failure, a condition that develops
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when the body receives insufficient blood, either due to inadequate filling or weak
pumping.'? Heart failure affects over 6 million adults in the United States.!3

Suffering and Heart Failure

Patients with heart failure have identified the following as causing suffering: bur-
densome symptoms (e.g., fatigue [42%-82%], dyspnea [18%-88% prevalence],
pain [14%-78%], delirium [15%-48%], depression [6%-59%], impaired sleep);
anticipatory grief related to an uncertain clinical course, marked by acute exacer-
bations (i.e., hospitalization), progressive disability, and near-death experiences;
feelings of loss (e.g., achieving life goals, previously enjoyed activities, roles, and
employment), hopelessness (i.e., knowledge of having a progressive, life-limiting
illness), and isolation; and depression and worry about increasing dependence and
burden.!®!>

Stroke

In the United States, strokes account for approximately 1 of every 19 deaths, with an
estimated 7.6 million Americans self-reporting having had a stroke.!® Each year, ap-
proximately 610,000 are first attacks and 185,000 are recurrent attacks.!* Ischemic
strokes are the most prevalent (87%), followed by intracerebral hemorrhagic (10%)
and subarachnoid hemorrhagic strokes (3%).

Suffering and Stroke

Stroke survivors experience numerous debilitations, including paralysis or reduced
control of their movements, sensory disturbances (e.g., pain), problems speaking
or understanding language or both (e.g., expressive, receptive, or global aphasia, re-
spectively), difficulties with thinking and memory, and emotional disturbances.!®!”
Additionally, approximately one-third of all stroke survivors experience poststroke
depression.!® Patients have expressed distress over the suddenness of their stroke
and a lack of forewarning; feelings of powerlessness (e.g., recurrence is beyond their
control), reduced autonomy, and dependence; undesirable side effects from new
medications (e.g., bleeding, gastric pain); frustration related to difficulties with com-
munication; and fear of death or future occurrences and profound disability (e.g.,
physical or ability to communicate).!®!” Feeling disempowered and at the mercy of
others may also alter the patient’s identity, including their occupational identity, and
devalue their self-concept.!® Patients may experience role reversal, intergenerational
changes, or an altered position in the family and may no longer be able to participate
in their valued occupation.'6

Alzheimer’s Disease

More than 6 million Americans are living with Alzheimer’s disease, a progressive type
of brain disease, and the most common cause of dementia (i.e., a particular group
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of symptoms, including difficulties with memory, language, and problem-solving)."
Initially, patients are unaware of brain changes, which begin many years before
symptom presentation.!” However, after many years of neuron damage or destruc-
tion, patients begin to experience memory loss and language problems.!® Gradually
other parts of the brain are damaged or destroyed, and eventually, basic bodily func-
tions (e.g., walking and swallowing) are affected.’® As the disease progresses, family
caregivers must increasingly advocate; provide hands-on assistance with care and
mobility, social support, and medical care; and manage behavioral symptoms.'?

Suffering and Alzheimer’s Disease

Currently, Alzheimer’s disease remains irreversible and incurable.!® Patients in the
early stages of Alzheimer’s disease have described suffering in terms of inevitable,
unwanted changes in personality, life, and behaviors, such as forgetfulness, not rec-
ognizing loved ones, loneliness, loss of dignity, and feeling “lost in one’s own life and
in the mazes of one’s own mind”2021(P1469) As Alzheimer’s progresses, patients may
become unable to communicate their suffering.?’ Thus, pain or other symptoms
may manifest as agitation, aggression, wandering, sleep disturbances, withdrawal,
resistance to care, hallucinations, or delusions.?? Agitation or other restless behav-
iors should be considered as evidence of discomfort such as pain, urinary retention
or incontinence, or constipation until proven otherwise.2’ Other sources of poten-
tial suffering include choking and swallowing problems (e.g., infection, aspiration),
recurrent infections (in the terminal stages), urinary retention or incontinence (i.e.,
due to infections and cortical damage), and falls (i.e., related to pain, medications,
environmental factors).?°

Chronic Lung Disease

Chronic lung disease is a slow, progressive disease that affects the airways and other
structures of the respiratory system.?> COPD, asthma, occupational lung diseases,
and pulmonary hypertension are among some of the most common types.?> More
than 16.4 million Americans have been diagnosed with COPD, a group of diseases
that impact airflow and breathing (i.e., chronic bronchitis, emphysema).?223

Suffering and Chronic Lung Disease

Common sources of suffering for patients with COPD include unpleasant and dis-
tressing symptoms (e.g., dyspnea [90%-95% prevalence], fatigue [68%-80%], de-
pression [37%-71%], anorexia [35%-67%], pain [34%-77%], delirium [18%-33%]);
feelings of powerlessness and guilt from dependence on others, loss of social roles,
and the inability to conduct many day-to-day activities (e.g., shopping, walking);
fear about the future with an incurable disease (i.e., deterioration and death); social
isolation, including stigmatization within society and the health care system; and
feelings of shame and guilt due to the perception of self-inflicted disease (i.e., due to
smoking).»?* Patients have doubted their deservingness of receiving care and com-
fort from others due to what they perceive as a personal weakness or a “self-inflicted”
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disease.* Further, some patients reported not feeling welcomed or outwardly rejected
and accused of bringing about their own situation by health care professionals or
family.* A persistent cough and the use of supplemental oxygen are particularly “eye-
catching” barriers to hiding their disease, although some have reported concealing
their disease as a less stigmatized disease, such as asthma.?

Chronic Kidney Disease

Chronic kidney disease (CKD) involves slow, progressive loss of renal function,
whereby the kidneys are damaged and unable to adequately filter blood.?® Eventually
this loss of function can lead to early cardiovascular disease and renal failure, which
requires dialysis or a kidney transplant to manage the buildup of excess fluid, toxins,
and waste products in the body, and ultimately, to sustain life.? In the United States,
over 37 million individuals (one in seven American adults) are estimated to have CKD
and millions of others are considered at risk.?

Suffering and Chronic Kidney Disease

Patients with CKD have reported demanding lifestyle changes, including managing
symptoms (e.g., fatigue [73%-87% prevalence], pain [47%-50%], anorexia [25%-
64%], dyspnea [11%-62%], depression [5%-60%]) and self-care in relation to diet,
fluid, and physical well-being, and monitoring medication side effects.*#?* Other
identified sources of suffering include prognostic uncertainty; worry about cata-
strophic events, including death, as a result of surgery or missing treatments or immu-
nosuppressive medications; anxiety due to altered social roles, burden (e.g., logistics
of CKD and treatment, asking friends or family for a living kidney donation), and the
inability to perform daily tasks; financial burden (e.g., lack of insurance to pay for di-
alysis or transplant surgery) and dependence due to loss of employment or reduced
work hours; frustration at the receipt of fragmented and mechanistic care and feeling
unheard or misunderstood; and concern about a lack of readily accessible and under-
standable CKD-related information.2® Patients have also reported distress over the
looming possibility of reaching kidney failure and being forced to choose between
dialysis, transplant, or conservative care, which was described as “life or death”
Additionally, fear of social stigma and prejudice was another source of suffering.?®
Reasons for stigma included CKD being perceived as a self-induced disease and being
labeled with the “patient stamp” (i.e., the stigma of being sick) and perceived as weak
or inferior.%® Patients reported worry of social exclusion due to physical and medical
restrictions, and that others would not take them seriously or use their illness against
them.

Responses to Suffering

Nursing as a professional discipline has long regarded suffering and addressing
those experiences as a central focus of its role.”?” According to the American Nurses
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Association, the Nursing Scope and Standards of Practice consists of “the protection,
promotion, and optimization of health and abilities; prevention of illness and injury;
facilitation of healing; alleviation of suffering through the diagnosis and treatment of
human response; and advocacy in the care of individuals, families, groups, communi-
ties, and populations”?” Thus, in the scope and standards of nursing itself, registered
nurses and advanced practice registered nurses are expected and deemed competent
to attend to patient suffering.?” But what exactly does alleviation of suffering entail?

Nurses spend a significant amount of time with chronically ill patients compared
to other health professionals. Therefore, they are uniquely situated to respond to suf-
fering deriving from chronic illness. Addressing suffering requires nurses to care for
patients in a holistic fashion, beyond physical symptoms.® Instead of attempting to
fix, change, or eliminate suffering, nurses should first empathize with patients to un-
derstand their experience of suffering and then assist with coping and reframing suf-
fering in a way that is meaningful and promotes overall well-being. Although caring
for a suffering person requires extensive effort on the nurse’s part, the act of caring can
serve as the fuel needed to provide compassionate care.?® See Case Exemplars 10.1
and 10.2 for case studies demonstrating how to address suffering in heart failure and
dementia, respectively.

Case Exemplar 10.1
Addressing Suffering in Heart Failure

Emily, a registered nurse in the cardiovascular stepdown unit, has been assigned to
care for John, a 63-year-old Caucasian male with advanced heart failure, recently
admitted from home due to worsening breathlessness, orthopnea, and lower ex-
tremity edema. Emily greets a disheartened-looking John and his wife. She asks
John if there is anything that she can do to make him more comfortable. Emily
listens attentively as John replies, “No. Well, I don’t know. I'm just so frustrated
that I keep ending up in the hospital. When my condition gets bad, I can’t do the
things I enjoy like tending to the garden. To top it off, my wife has to help me out
even more. I just don’t know what to do” Hearing that John is feeling a sense of
loss and hopelessness, Emily responds, “John, that sounds frustrating. You can’t do
the things that you once enjoyed, and you don’t want to burden your wife. Is there
anyone else that you can reach out to for support? Family? Friends? Neighbors?”
John pauses and replies, “Well, my church is a very tight-knit group. We always
help each other out.  haven’t been able to go lately but I'd really like to be able to go
again. I used to go every week.” Emily encourages John and his wife to reflect on
some tasks they might be able to delegate. Later, they go over the ideas together.
Emily informs John and his wife about some options while he is admitted: having
their pastor or the hospital chaplain visit or tuning into their church’s services on-
line or by radio. John and his wife are thrilled to learn about these options. Toward
the end of her shift, Emily informs John and his wife that she will be leaving shortly
and handing his care over to the night shift nurse. They thank Emily profusely for
being so kind and attentive.




SUFFERING IN CHRONIC ILLNESS 127

Case Exemplar 10.2
Addressing Suffering in Dementia

Maria is a registered nurse who has worked on the dementia unit in a nursing
home for several years. She is preparing to give medications to Frannie, a 68-
year-old, ambulatory resident with early-stage Alzheimer’s disease. As she enters
the room, she finds Frannie frantically tearing through her closet. Maria greets
Frannie, “Hello Frannie, what are you looking for?” Frannie turns to Maria looking
visibly upset. She exclaims, “I've lost my purse! Oh, what am I going to do!” They
search the room until they locate the purse under the bed. Frannie quickly pulls
out a photograph and lets out a sigh of relief. Maria asks Frannie to sit with her and
chat. After a few moments of silence, Frannie shares that she often worries about
her worsening memory and fears the day she is unable to recognize her loved ones,
which is why she keeps their photograph in her purse. Maria listens attentively as
Frannie shares her fears about the progression of her Alzheimer’s. She empathizes
with Frannie’s concerns and thanks Frannie for confiding in her. Maria asks if this
can be an ongoing conversation between them. In the meantime, they agree that
the purse should always be kept in the same place in Frannie’s room. At the end of
the conversation, Frannie thanks Maria for listening to her story.

Clinical Responses to Suffering

In the clinical setting, nurses can help patients find meaning in their suffering by
(1) listening to and witnessing suffering, (2) connecting suffering and spirituality,
(3) facilitating values elicitation, and (4) delivering primary palliative care.

Listening to and Witnessing Suffering
Unbearable suffering has been described as a type of suffering that is silent and hidden
and experienced as a “single pole,” for example, only death, dying, or darkness.”
An experience may seem unbearable due to its duration (i.e., mismatch in the ex-
pected and actual duration of suffering) or intensity.>* Suffering begins once a patient
acknowledges their trying situation and continues until they engage in an existential
caring encounter,? which is characterized by (1) presence and active listening, (2) rec-
ognizing the uniqueness of each patient and their needs, and (3) treating the patient as
a fellow human rather than a patient.?! For example, the nurse may sit and listen to the
patient’s story; engage in small talk or use humor; or use gentle touch, such as holding
the patient’s hand.! This encounter serves as a turning point toward what is known
as “bearable suffering”—that is, the patient suffering becomes conscious and express-
ible, and they struggle between paradoxes such as hope and hopelessness, meaning
and meaninglessness, and reconciliation and broken-heartedness.?%°

Many factors challenge a nurse’s ability to be fully present with patients, including
time constraints and distractions such as electronic health records, computers,
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cellular phones, and modern diagnostic technology.>> However, when a patient is
hospitalized, nurses are the only health care professionals in direct contact with
patients 24/7, which places them in an ideal position to facilitate an existential
caring encounter.>?

Suffering does not resolve quickly; however, giving the space for patients to nar-
rate their stories and voice their suffering provides relief from frustration, guilt, and
shame; fosters peace and acceptance of the past; preserves dignity; minimizes feelings
of loneliness and abandonment; increases a sense of human connection; and creates
meaning and begets hope, which makes the patient’s present and future bearable.?®32-
34 Nurses should listen empathetically to the patient’s story and encourage the lever-
aging of any resources and abilities.** In this way, the patient can create meaning in
their life situation, which includes their chronic illness.>*

Connecting Suffering and Spirituality

Religion and spirituality have been suggested to affect a patient’s beliefs about their
suffering, influence their experience of suffering, and help them to endure suffering as
well as find meaning in their journey.?® Finding meaning in suffering offers patients
a means of control, spiritual growth, and increased empathy for others.?® Spiritual
distress—that is, suffering due to unmet spiritual needs or an impaired ability to find
meaning in life through connectedness with oneself, others, the world, or a Superior
Being—has been found to contribute to worsening physical and emotional symp-
toms.>® Thus, a patient’s spiritual well-being should be treated as equivalent to their
physical or emotional well-being.*?

While chaplains are charged with in-depth exploration of a patient and caregiver’s
spiritual, religious, and existential suffering, nurses can conduct a spiritual screening
(i.e., one to two questions at admission to determine the need for a referral to a spir-
itual care professional) or spiritual history (i.e., a clinical history to develop care or
treatment plans), promote spiritual well-being (e.g., encourage connectedness), and
initiate specialist referrals.>>** Providing attentive, spiritual care helps patients sort
through their experiences and feelings related to their illness and to regain perspec-
tive.28323% Elements of spiritual care include active listening, compassionate presence,
authenticity, kindness, respect, vulnerability, service, honesty, and empathy, which
align closely with the nursing philosophy of care.?>*

Because spirituality and religion can vary considerably by culture, region, and in-
dividual, nurses should explore each patient’s particular spiritual and religious back-
ground to gain insight into how the patient makes meaning of suffering.® Nurses
should support patients who wish to engage in religious or spiritual rituals and con-
sider leveraging spiritual care colleagues, such as chaplains, for more intensive sup-
port.?83233 There may also be patients who are too ill to attend religious services, in
which case the nurse might suggest a visit from the chaplain or religious leader, or
listening to religious services on the television or radio or online.** Note that rituals
may be nonreligious by nature, such as birthday cakes, bedtime stories, or coffee or tea
while reading.>? To promote spiritual well-being, nurses should find some private, un-
interrupted time for the patient and family’s unique needs and desires.*

Nonreligious patients can be assisted to find meaning in their suffering based on
their past and present situation.?® Relaxation responses, breath work, and meditation
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techniques are some body and mind health approaches that may help in finding peace,
increasing one’s understanding of self, and finding balance.?” Integrative practitioners
with experience in these modalities may be available for specialist consultation and
support in some health settings.

Facilitating Values Elicitation

Often, patient values, defined as abstract and subjective core beliefs that function
within a system and a priority that can be changed under certain circumstances,* are
unknown to the health care team, which may result in uncertainty, unwanted care,
increased costs of care, avoidable suffering, and futile treatments at the end of life.>
However, nurses can engage in values elicitation and assist in incorporating patient
values into care through the delivery of person-centered care, an approach to care
guided by the patient’s values and preferences.?”-*® In this approach, patient decision-
making is informed by others, including people important to them and relevant pro-
viders, to the extent to which they desire.’” Shared decision-making and advance
care planning represent two person-centered decision-making programs that recog-
nize the uniqueness of each patient and are driven by the patient’s values, goals, and
preferences.

Given recent controversies surrounding advance care planning,* there has been
renewed emphasis that advance care planning is not synonymous with the comple-
tion of advance directives, which are legal documents that may arise from advance
care planning.*"*> Advance care planning involves (1) understanding and sharing
one’s personal values, life goals, and preferences regarding future medical care and
(2) aligning care with one’s expressed wishes.* These conversations should focus on
understanding what patients consider acceptable and unacceptable in life, rather than
identifying in-the-moment treatment preferences or hypothetical situations.** This
includes facilitating the elicitation of patient values, goals, wishes, surrogate(s), and
prognosis prior to a medical crisis.** If the patient is unable to participate in active
decision-making due to mental or physical incapacitation, the health care team should
link the patient’s values and life goals to the care plan and partner with the patient and
surrogate(s) to ascertain the best course of action given these articulated wishes.?*4?
Care decisions made by the health care team and surrogate should be guided by the
patient’s expressed wishes.*?

Research Implications

Despite a modest amount of scientific literature examining suffering among patients
with chronic disease, few articles explicitly detail the nurse’s role in responding to
suffering.®® Researchers should consider detailing the clinical implications of their
findings, including common sources of suffering among patients with a particular di-
sease and actionable items for nurses. Further, authors should avoid phrases such as
“patients suffering from .., “patients who suffer from .., or “sufferers of ..” within
their title or full text unless they intend to explore this concept. Suffering is an individ-

ualized, subjective experience; therefore, researchers should not overgeneralize and
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assume all patients with a particular diagnosis are suffering. Avoiding the use of such
phrases will also assist other researchers when searching the literature.

Educational Implications

While it is essential for nursing students to develop skills related to the identification
and planning of care for patients who are suffering, the complexity of the concept,
as well as a scarcity of clinical sites and adequate exposure to patients during clinical
rotations, necessitates imaginative and innovative learning activities.* For example,
one assignment included William Utermohlen’s nine self-portraits, which chronicle
his deterioration from Alzheimer’s disease, as a strategy to increase their awareness of
the mental and physical impact of Alzheimer’s disease.**

Conclusion

In this chapter, we defined the terms “disease,” “illness,” and “sickness”; explored suf-
fering as it relates to the subjective experience of chronic illness; and discussed how
nurses in clinical, research, and education roles may variously address the suffering
of patients with chronic illness. Although patient suffering is a unique, individual-
ized experience, nurses may apply similar approaches to address patient suffering, in-
cluding listening to and witnessing suffering, connecting suffering and spirituality,
facilitating values elicitation, and delivering primary palliative care. Further, nurses in
research roles should detail the clinical implications of their findings and avoid refer-
ring to entire patient groups as suffering.
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11
Suffering in the Context of Cancer

Renee Wisniewski and Blima Marcus

Background

Over the past several decades, progress in cancer detection and treatment has led to
earlier diagnosis, decreased mortality rates, and longer survival. Despite this progress,
cancer incidence remains high, with 442.4 per 100,000 men and women each year
diagnosed in the United States alone.! Worldwide, cancer is among the leading causes
of death with over 18.1 million new cases and 9.5 million cancer-related deaths.! This
chapter presents an overview of the suffering caused by cancer and cancer treatments
throughout the trajectory of a patient’s journey from initial diagnosis through survi-
vorship, while examining the unique experiences of “the sandwich generation”; ado-
lescents and young adults (AYAs); Black, Indigenous, and People of Color (BIPOC);
and lesbian, gay, bisexual, transgender, and queer/questioning (LGBTQ+) cancer sur-
vivors. As of January 2019, there were an estimated 16.9 million cancer survivors in
the United States, with this number projected to increase to 22.2 million by 2030 and
reach 26.1 million by 2040.!

A cancer diagnosis may immediately incite significant distress or suffering for the
patient and their family. According to the National Comprehensive Cancer Network
(NCCN), everyone with cancer has some level of distress, which is considered normal,
common, and expected and can range from mild to extreme.? Symptoms of suffering
commonly experienced by patients with cancer include physical discomfort and
symptoms, emotional and psychological distress, and existential pain. Lesser-studied
sources of distress include financial struggles, discrimination, and role changes for
family members.

The role of the nurse in the cancer context is to provide holistic person- and
family-centered care, nurture, assess and manage symptoms, educate, and alle-
viate suffering. Nurses can use the NCCN 2020 Guidelines for Patients Distress
During Cancer Care to familiarize themselves with common symptoms of distress,
the causes, risk factors, and triggers of distress; times when distress is more likely;
and to learn to incorporate distress screening into their symptom assessment.? The
NCCN recommends using a two-part patient-reported distress screening tool con-
sisting of a Distress Thermometer and a Problem List.? The patient is able to rate
their level of distress on the thermometer over the past week from 0 to 10; 0 equates
to no distress and 10 correlates with extreme distress. Patients can self-select from
a list of problems associated with distress that is stratified into five categories: prac-
tical problems, family problems, emotional problems, spiritual/religious concerns,
and physical problems. Nurses are on the front line of cancer care and often the
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first to detect patient distress.? The goal of this tool is to identify and assess distress
in patients, allowing nurses to intervene accordingly and help provide referrals to
chaplains, social workers, psychologists, psychiatrists, physical therapists, occupa-
tional therapists, and other critical interdisciplinary team partners based on patient
responses.’

Defining Suffering and Distress in Patients with Cancer

“Distress” and “suffering” are used interchangeably in this chapter with the purpose
of describing the widest possible range of experiences. The National Cancer Institute
(NCI) defines distress as emotional, social, existential, or physical pain or suffering
that may cause a person to feel sad, afraid, depressed, anxious, or lonely.! People in
distress may also feel that they are not able to manage or cope with changes caused
by normal life activities or by having a disease, such as cancer.! According to the
NCI, patients with cancer may have trouble coping with their diagnosis, physical
symptoms, or treatment due to their distress or suffering.! People with uncontrolled
symptoms from cancer, treatment, or a combination of both are more likely to be dis-
tressed.” This definition demonstrates how the expression of suffering is imbedded in
the subjective experience of distress.

Physical suffering is common among patients throughout their cancer experi-
ence. Weakness, fatigue, pain, loss of appetite, insomnia, respiratory distress, in-
vasive procedures, and gastrointestinal disturbances related to cancer or cancer
treatment can reduce a patient’s ability to perform activities of daily living (ADLs),
socialize, and enjoy available pleasures, and may cause overall suffering. From
antiemetics to analgesics to appropriate referrals, there are many useful pharma-
cological and nonpharmacological management options for these symptoms. For
instance, nurses assess patients for symptoms of physical suffering during routine
encounters, from which specialist referrals for nutrition or rehabilitation therapy
are often initiated.

Emotional suffering that accompanies a cancer diagnosis may contribute to and
exacerbate a patient’s physical and existential distress. Anxiety is a common symptom
experienced by patients at various times and in varying degrees throughout their
cancer experience. For patients undergoing cancer treatment, anxiety can heighten
the expectancy of pain and other symptoms of distress, increase sleep disturbances,
and be a major factor in anticipatory nausea and vomiting.> Anxiety can manifest at
various times during cancer screening, diagnosis, treatment, and recurrence.® The
NCCN recommends screening for distress at every health care visit but especially at
transition times when distress is likely.?

Emotional suffering is reported as a source of distress for most patients diagnosed
with cancer, regardless of age, race, gender, or type of cancer. The risk of suicide among
people with a cancer diagnosis is higher, transcending sociodemographic characteris-
tics and clinical risk factors (e.g., depression, cancer site, and time since diagnosis).*>
Depression is one of the most common psychiatric complications among people
with cancer and has been reported to increase risk of mortality.® Many academic
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cancer centers have psychiatrists, psychologists, and social workers to assist patients
with their mental health, but in rural communities and resource-poor cancer clinics
worldwide, there is a dearth of mental health support for these patients. The NCCN
Problem List screening tool can be utilized by nurses to assess causes of psycholog-
ical/social suffering during each care encounter. Oncology nurses are often enlisted to
provide emotional support for patients with cancer and their families throughout the
trajectory of their disease course.

Existential distress occurs frequently among patients with cancer, especially in
advanced stages. In the face of a cancer diagnosis or progression of disease, various
aspects of life may lose their former meaning, and one’s sense of stability, familiarity,
and safety may become questionable and precarious.” Basic assumptions of the world
that once seemed controllable may now be shattered, former goals may no longer be
achievable, and one’s sense of meaning may unravel.” A cancer diagnosis, unlike other
illness diagnoses, forces patients to confront their mortality, making the process of
finding meaning more difficult and at the same time more urgent.” Various evidence-
based interventions in the psycho-oncology field have sought to address and alleviate
existential grief. Meaning-centered psychotherapy (MCP), inspired by the work of
Viktor Frankl, is a structured intervention that organizes and distills existential con-
cepts so that they are more accessible and relevant to patients’ lives.*® Concepts uti-
lized to facilitate MCP include creating meaning, fostering the will to find meaning,
having the freedom to choose how suffering is experienced, and exploring sources of
meaning from the domains of everyday life.%?

Cancer pain, which has the potential to become severe, excruciating, and un-
relenting, comprises not only physical components but also psychological, so-
cial, emotional, and existential components as described by Cicely Saunders.!®!!
She coined the concept of “total cancer pain,” which encompasses all of the above
aspects of pain for an individual.!®!! The contribution of each component varies
with each individual and their circumstances.!® Nurses are able to utilize their as-
sessment skills and validated screening tools to understand their patient’s subjective
experience of suffering and distress and provide referrals to aid in alleviating these
symptoms.

Systemic stressors and structural injustices—such as financial stress and racism
at myriad levels—may lead to uniquely intense pain or distress for patients, and it
behooves providers to be familiar with these issues while incorporating the social
determinants of health into oncology care planning and delivery. Often, providers
may be able to assist patients with additional resources and bear witness to their suf-
fering while providing safe spaces for their narratives and personal experiences to be
seen, heard, and acknowledged.

Financial distress is also common in oncology. Studies have shown that when
compared to patients with other diagnoses, patients with cancer experience more
significant financial burdens.!? Overall cancer mortality in counties with persistent
poverty was 7.4% higher than in counties experiencing current but not persistent
poverty.!® Financial stress can contribute to emotional distress and worse outcomes;
bankruptcy is associated with a 79% increase in early mortality among people with
cancer.!* Studies on medication adherence related to finances found that 19% of
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oncology patients only partially filled prescriptions, 24% avoided filling prescriptions
altogether, and 27% reported poor medication adherence.!®> Making financial conces-
sions to cancer care may lead to an increase in physical suffering, as palliative chemo-
therapy or palliative radiation therapy visits may be canceled or prescriptions for pain
or nausea unfilled.

Another poignant example is the discrimination, implicit bias, and racism (inter-
personal, institutional, systemic, structural) that continues to impact care for Black,
Indigenous, and People of Color (BIPOC). Even after controlling for health care bar-
riers and socioeconomic status, BIPOC experience poorer outcomes and poorer expe-
riences in the health care system. Minoritized people experience more employment
discrimination, leading to more uninsured BIPOC, more Medicaid coverage, less ac-
cess to care, more delayed diagnoses, and worse outcomes.'® Decades of studies on pain
management among Black people consistently found that racial bias impacted provid-
ers’ opioid prescribing habits, with Black people consistently being undertreated for
pain.!” Experiencing microaggressions and disrespectful interpersonal treatment while
navigating a cancer diagnosis will contribute to increased emotional suffering for the
racialized patient dealing with cancer. Providers need to acknowledge the impact that
racism and implicit bias have on health outcomes while advocating for needed changes
to dismantle racist structures and promote inclusive, community-oriented, and people-
centered cancer care. Remaining cognizant of these biases by engaging in self-reflection
may enhance patient care, including management of side effects and treatment. Nurses
in leadership must ensure that their institutions have diversity, equity, and inclusion
training, with a particular focus on creating welcoming environments and developing
empathic, culturally sensitive communication skills.

Suffering with an Initial Diagnosis of Cancer

Despite an overall decline in the cancer death rate, a diagnosis of cancer is often as-
sociated with increased distress. For many people, cancer is still viewed as “a death
sentence.” Distress can first manifest during routine preventive screenings or when
getting tests for a symptom or lump.? The lag time between taking the test and re-
ceiving the results can be distressing for patients who are existing in a space of un-
knowing. Patients’ responses to a cancer diagnosis include shock, worry, fear, and
sadness.? Additional tests, surgery, or imaging may be needed to learn more about
the cancer diagnosis, causing further distress.” Waiting for cancer treatment to start
and receiving treatments can trigger distress due to complications or side effects.?
Transitions in care or changes in treatment are sources of distress, for example,
learning that a cancer treatment did not work, hospital admission or discharge, com-
pleting cancer treatment, and shifting from frequent treatment visits to less routine
follow-up visits.2 Nurses are present in the clinical setting, chemotherapy suites, and
inpatient setting to assess symptoms of distress and utilize resources available to al-
leviate patient suffering. Nurses can help mitigate financial stress by having open
conversations with the patient about their financial concerns, considering treatments
with lower copays, utilizing social workers or case managers who may offer services,
and seeking funding assistance for their patients.
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Sandwich Generation

The sandwich generation has been defined as “the middle-aged generation who are
responsible for caring for elderly parents and dependent children,’'® “individuals
aged 35-75 with adult children and living parents who may face competing demands
on their time and finances from two generations of family;"® and “mid-life individu-
als [who] are sandwiched between multiple generations, providing care for multiple
generations”? For this chapter, the sandwich generation is defined as individuals be-
tween the ages of 35 and 75 providing care (time and/or money) to multiple genera-
tions of family including grandchildren, children, and parents/in-laws.

Maria Rivera’s parents (Case Exemplar 11.1) are part of the 33% of individuals who
are providing care to multiple generations of family;'? in this case they are caring for
three generations of family members. Maria’s mother was unable to engage in paid
work due to the responsibilities of multigenerational caregiving and made the deci-
sion to quit her job to devote more time to caring for her daughter and grandson. The
challenges of balancing competing demands of raising or supporting children while
caring for aging parents/in-laws has led to negative effects on caregivers’ overall well-
being.?! Caregiving responsibilities impact health-related outcomes including sleep
disturbance, physical health, fatigue, and stress.!82!

Case Exemplar 11.1

Maria Rivera was a 32-year-old Latina diagnosed 2 years ago with metastatic colon
cancer and hospitalized with a large bowel obstruction on fourth-line treatment.
She was a single mother to a 7-year-old son. One month prior to her death, Maria
and her son moved in with her mother, father, and grandmother because Maria
was experiencing a decrease in functional status, impacting her ability to work and
to care for her son, due to chemotherapy treatments. Three months prior to hospi-
talization, Maria’s mother quit her job to stay home and care for Maria, Maria’s son,
and her mother, who was losing her vision due to diabetes.

Prior to Maria’s hospitalization, her mother was providing physical and emo-
tional care to Maria, Maria’s son, and Maria’s grandmother approximately 60 hours
per week while Maria’s father worked full time in maintenance facilities at a uni-
versity. Maria was hospitalized in the fall of 2020 during the COVID-19 pandemic,
impacting her ability to have her son and extended family at her bedside in the last
days of her life. Fortunately, Maria’s mother was able to be at her bedside during
the final days of her life to provide emotional and physical support to her daughter.

During Maria’s final days, she experienced severe physical and emotional suf-
fering because of her widely metastatic disease and likely bowel perforation,
which required high doses of multiple pain medications and sedatives to manage
her symptoms. Her hospitalization and death were challenging for the oncology
nurses and other clinicians caring for her due to her age, high symptom burden,
and intense suffering requiring around-the-clock symptom management on a
busy stepdown unit.
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Sandwich generation members are less likely to check food labels, exercise, use
seat belts, and choose food based on health value while experiencing increased job
burnout, financial and emotional stress, and feeling overwhelmed.!®!%2! Maria’s
mother had to make a choice between caring for her family or working, and for
Maria’s mother, family and her daughter were most important. Maria’s father was
struggling to balance his job and his desire to be with his daughter in the final months
and days of her life. Often caregivers are forced to make difficult choices about how
they spend their time if they continue to work and how to balance caring for them-
selves. Oncology patients require time for transportation, cancer treatment, multiple
doctors’ appointments, tests, and recovery from treatments. Family, friends, and paid
help are often required to support a patient throughout their treatment.

Being a caregiver contributes to increased physical and psychological distress,
which can result in feeling overwhelmed. The responsibilities and stress of the sand-
wich generation will likely continue to increase as the population ages and rates of
new cancer cases increase worldwide, along with increased incidence of AYA can-
cers.! An increase in the incidence and prevalence of cancer worldwide and the large
percentage of sandwich generation members already providing care for multigener-
ational family members cause concern about rising rates of financial, emotional, and
physical suffering among this population.

Assessing the distress of the patient and their caretakers is a central role of nurses.
Nurses can assist in alleviating distress associated with a wide range of problems, such
as practical matters like needing a ride to appointments, lack of knowledge about
cancer, physical symptoms and illnesses, complex health care systems, and mental
health symptoms and disorders.? Nurses and other clinicians can collaborate in
assessing the emotional and physical health of caregivers, familiarize themselves with
support available to caregivers, and provide referrals to social work, chaplaincy, and
case management when appropriate and available.

Cancer Suffering Among Adolescents and Young Adults

Maria accounted for one of the 9,270 cancer deaths during 2020 in the AYA popu-
lation.?? Cancer in AYA is defined as a cancer diagnosis in young people aged 15 to
39.3536 According to the NCI, 89,000 young people are diagnosed with cancer each
year in the United States, accounting for 5% of all cancer diagnoses in the United
States.”® The AYA cancer population is expected to grow due to the significantly
increased incidence of 6 of 12 obesity-related cancers (multiple myeloma and co-
lorectal, uterine, gallbladder, kidney, and pancreatic cancers).?»** This population
is at risk for emotional, physical, and financial distress due to age at diagnosis and
the unique life transitions experienced during adolescence and young adulthood.
A cancer diagnosis and oncology treatments can cause substantial disruptions in
school and career as well as changes in functioning and appearance, making the tran-
sition after treatment a longer process.?>?* Fertility issues, sexual dysfunction, and
body image, particularly among women, are common among AYA cancer survivors.*?
Compared with both younger and older patient populations, AYA cancer survivors
report worse overall psychosocial functioning, which may reflect difficulty in coping
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with cancer during early life transitions.?? Psychological distress among the AYA pop-
ulation includes fear of recurrence or being different, feeling different, cancer-related
disclosure, distress of diagnosis, and control of treatment.?

AYA patients with cancer generally experience more financial hardship, spending
more on out-of-pocket medical costs due to higher rates of uninsured AYAs com-
pared to other groups; this can contribute to significant delays in diagnosis and lead
to poorer outcomes and more extensive treatment.”> Compared with older survivors,
young survivors have higher rates of bankruptcy and more frequently forgo needed
medical care because of cost.?? Paid work is associated with a higher quality of life,
self-esteem, and social status, and is often experienced as a sign of recovery after a
long period of treatment.2®

Utilizing a multidisciplinary approach, using open communication, and involv-
ing family members are key elements in alleviating suffering in the AYA population.
Primary palliative care (i.e., non-specialized palliative care) promotes stronger pri-
mary clinician/nurse-patient relationships and reduces fragmented care using four
domains: assessing/treating physical symptoms; addressing psychological, social, cul-
tural, and spiritual aspects of care; serious illness communication; and care coordi-
nation.?” Health care providers participating in one qualitative study described the
challenges of engaging AYAs/families in a palliative approach to care, an increased
sense of tragedy treating this group of patients, and the emotional proximity expe-
rienced when caring for them.?® Nurses caring for Maria (Case Exemplar 11.1) re-
ported distress about the patient’s young age, concern about the patient’s son losing his
mother at a young age, and distress about not being able to alleviate Maria’s suffering.

Access to primary palliative care remains a barrier to improved quality of life for
many patients with cancer throughout the trajectory of their treatment. Nurses can
screen for distress using the NCCN Distress Thermometer to identify areas and levels
of distress among their patients, caregivers, and families. Providing nurses with edu-
cation about primary palliative care and involving palliative care specialists in AYA
care as needed may improve quality of life and reduce distress for the patient, their
family, and health care clinicians.

Suffering in Survivorship

A cancer diagnosis can ignite a sequelae of physical, emotional, and existential suf-
fering persisting well into survivorship. Cancer survivorship focuses on the phys-
ical, mental, emotional, social, and financial effects of cancer that begin at diagnosis
and continue through treatment and beyond with family, friends, and caregivers in-
cluded in the survivorship experience.?”? Over the past several decades, prevention
and improved cancer screening, detection, and treatments have contributed to an in-
crease in the number of cancer survivors worldwide. Cancer is a highly heterogeneous
condition, and recognition of the diversity of survivorship experiences is crucial to
optimizing care.’® The suffering and lived experience of cancer survivors are varied
in relation to age, gender, cancer diagnosis, and occupation, yet some symptoms are
shared among all populations. Survivors living with cancer were more likely to report
lower levels of physical functioning, self-rated health, and quality of life and slightly
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higher psychological distress than those without cancer, with considerable variation
across cancer types, time since diagnosis, treatments, and stages.*

Research over the last decade has, to a large extent, focused on treatment side
effects such as physical and psychosocial damage, emotions, coping, quality of life,
and how the workplace is experienced among cancer survivors.*! Physical, emotional,
and cognitive fatigue was found to be prevalent in many cancer diagnoses for at least
2 years after diagnosis and higher than in the general population.*? The type of fa-
tigue and level of fatigue varied depending on cancer diagnosis. Patients with stomach
cancer have demonstrated higher levels of physical and emotional fatigue; patients
with bladder cancer had the highest prevalence of emotional fatigue and among the
lowest prevalence of physical fatigue; and physical fatigue levels were significantly
higher among patients with stomach, lung, pancreas, and kidney cancers compared
to breast cancer.>

Fear of recurrence is among the top reported causes of distress among cancer sur-
vivors. People want to return to the life they had before cancer, but many people find
this experience difficult because they continue to experience side effects of cancer
treatment and long-term effects of their therapy.”’ When cancer treatment ends,
patients enter a period where they must adapt to their new life on their own with
decreased support from health care clinicians.?! Suffering patients sometimes feel
they need to protect others from their suffering and therefore suppress it, which can
lead to compounded suffering.’! Cancer survivors are often perceived as “healthy”
and their illness as “a thing of the past,” causing a conspiracy of silence that breeds
more suffering.>! Based on the 2021 study by Ueland et al., survivors may try to accept
the limitations and find their subjective meaning in the new delimited and narrowed
life space; this population is an example where meaning-based interventions, such as
MCP, may be utilized effectively by trained nurses to explore and create meaning amid
the transition to survivorship.*!

Age and gender are commonly studied in relation to the suffering experienced by
cancer survivors. In a 2021 study of cancer survivors 65 years and older with two or
more additional comorbid conditions, 45.7% of those studied reported worse pain
and fatigue and greater physical function limitations compared to survivors reporting
only one comorbidity and survivors without any additional comorbidities.** The AYA
population also experiences suffering related to physical, psychological, and quality-
of-life changes caused by cancer diagnosis and treatment. This population often has a
longer survivorship trajectory due to their age at diagnosis and developmental stage,
impacting their experience, level of suffering, and survivorship needs. According to
the NCI, the transition after treatment for the AYA population took longer and was
more challenging than they anticipated, with many young people reporting prolonged
side effects from treatment, long-term side effects, and late effects.?®> A systematic re-
view in 2016 reported that AYAs desired information concerning possible late and
long-term side effects of treatment, their capacity to pursue family and work-related
goals in the future, the transition to survivorship and what to expect, guidance on
which health professionals to seek out for various issues, and access to supportive care
to manage challenges in reintegrating to school and work roles.?> Older AYAs were
more likely to follow up with oncological care, females were generally more likely to
comply with recommended oncological follow-up (but also experience greater cost
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barriers) compared to men, males were more likely to experience unmet service
needs, and non-white AYA survivors were more likely to experience unmet service
needs.”

Between 420,000 and 1,000,000 LGBTQ+ cancer survivors are estimated to live
in the United States.** The LGBTQ+ community comprises a historically excluded
and poorly researched population with cancer survivorship needs that are impor-
tant to explore and recenter. Minority stress—defined as the chronic, underlying
worry about discrimination and prejudice that an LGBTQ+ person may experience
because of their stigmatized sexual or gender identities—is important to recognize
when caring for these survivors.** Many cancer survivors experience continued anx-
iety, depression, psychological distress, and the stress of integrating a new identity
postcancer; for LGBTQ+ cancer survivors, this distress may be magnified by under-
lying, chronic minority stress.*® For instance, transgender survivors have experi-
enced a lack of information regarding guidance about the continuation of hormone
therapies and population-specific screening/monitoring guidelines. Both LGBTQ+
and AYA survivors report unmet information needs related to fertility, coordinating
follow-up care, and dealing with late effects of treatment.>>* It is well documented
that LGBTQ+ young people face increased risk of suicidality, mental ill-health, sub-
stance misuse, smoking, bullying, sexual abuse, disordered eating, and sexually trans-
mitted diseases.>® Screening LGBTQ+ patients with cancer, specifically young adults
with cancer, to assess for distress may improve health outcomes throughout the tra-
jectory of their treatment and survivorship. Transitioning from active treatment to
survivorship presents unique challenges to all patients with cancer and is associated
with ongoing management of physical, emotional, social, and psychological distress.
Cancer survivors reflect the heterogeneity of the general population, highlighting the
importance of understanding the unique suffering and concerns of specific people
and populations. Nurses can assess the individual needs and suffering of patients by
implementing a patient-centered approach to survivorship care. Patient-centered sur-
vivorship care may facilitate improved referral and access to interdisciplinary profes-
sionals who can best address the type of suffering being experienced. Training nurses
in meaning-making techniques may be helpful in alleviating the distress survivors
feel during the transition phase from active treatment to less frequent visits and sup-
port of the health care team.

Responses to Suffering

Suffering in its many forms is prevalent among all ages and at any stage of care (from
diagnosis through survivorship) in the oncology population. Taking time to under-
stand the unique challenges that contribute to the increase in suffering of each patient
and the people who support and care for them will help nurses provide high-quality,
patient-centered oncology care. Nurses should be familiar with the resources available
to their patients and issue appropriate referrals as needed to help alleviate their suf-
fering. Asking values questions, which are questions about patients’ beliefs and prin-
ciples that guide how they live their lives and make decisions, and receiving training
to provide holistic, primary palliative care, which addresses physical, social, spiritual/
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existential, emotional and psychological, cultural, and legal/ethical concerns, are
tools to better understand the patient as a person with a cancer diagnosis.

Bearing Witness

The palliative care field has grown considerably in the last few decades, and there is
more awareness of pain and symptom burden and its management. However, some
symptoms and some forms of suffering cannot be helped with treatment, traditional
symptom management, or further referrals or resources. This is where bearing wit-
ness can be a crucial way to be with the patient and be present, alleviating suffering
by sharing in their experience. Bearing witness is defined as being present and atten-
tive to the truth of another’s experiences.*® Many authors who have sustained trauma,
from Elie Wiesel to Maya Angelou, have described bearing witness as necessary to
their healing and survival. This is where the true calling of nursing and the art of
nursing lies: in compassionate connection, therapeutic touch, being with, being pre-
sent, reflective listening, and the art that is oncology nursing.’® Nurses must practice
this art, for when there is nothing left to “fix, cure, or mend,” entering into another’s
suffering as sojourner and witness may provide the greatest comfort.

Compassionate Silence as Presence

“Compassion” literally means “to suffer with” “Compassionate silence” is the inten-
tional approach of creating an empathic and quite space to acknowledge and honor
another’s suffering.’” Compassionate silence can be used by providers to participate
meaningfully and establish connection with another person during difficult conversa-
tions.?” Long speaking pauses can convey bearing witness and tangible listening and
absorb the suffering of others. It requires a shift from doing something for the pa-
tient to simply being with the patient. Nurses should accept the limits of the spoken
word and acknowledge that at times, a therapeutic silence may provide the patient
with more comfort than meaningless or empty words. Compassionate silence may
be useful in conversations when patients ask rhetorical questions, such as, “Is this the
end for me?” Knowing the answer, the patient and nurse can choose to sit together in
meditative silence, avoiding unnecessary and inconvenient answers in order to pro-
cess, to grieve, and “to suffer with”

Nurturing Resilience Among Oncology Nurses

Oncology nurses experience moderate to high levels of moral distress due to their
frequent exposure to end of life, challenges with symptom management, and con-
flicts about goals of care.®® Moral distress is defined as a complex issue in health
care that occurs when an individual faces a moral event, such as moral uncertainty
or conflict, and experiences psychological distress, putting the individual at risk
for burnout and compassion fatigue.’® More research is being conducted on moral
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distress among oncology nurses in an effort to identify strategies to mitigate nega-
tive effects: decreased job satisfaction, avoidance, compassion fatigue, and turnover.
McCracken et al, in their study examining moral distress among oncology team
members, found that improved team collaboration, early and ongoing palliative care,
goal-of-care discussions, and accessible organizational and unit-based resources
were important strategies in supporting oncology health care professionals’ ability to
find meaning in their work. Facilitating the meaning of work may be an important
strategy to mitigate moral distress, burnout, and compassion fatigue for those in on-
cology practice.®® But, ultimately, alleviating moral distress among nurses will require
both individual nurses’ commitment to their own mental and emotional health and
system-level changes that invest in workforce wellbeing and sustainability.*

Conclusion

Suffering—physical, psychological, emotional, social, spiritual, and existential—is
prevalent among all people with cancer across the lifespan and at any stage of disease.
However, nurses can serve as a compassionate and consistent presence throughout
the cancer trajectory. They are in the unique position to heal, nurture, and alleviate
that suffering in the face of distressing symptoms, in the large and small transitions,
and in the quiet moments. Taking time to understand and assess the unique chal-
lenges that contribute to the suffering of each patient, and the people who support
and care for them, will help nurses provide high-quality, patient-centered oncology
care. Nurses should be familiar with the resources available to their patients and issue
appropriate referrals as needed to help anticipate and alleviate their suffering. Asking
questions about a patient’s values and providing holistic, primary palliative care (Case
Exemplar 11.2) are some of the tools nurses can employ to better understand the pa-
tient as a person with a cancer diagnosis.

Case Exemplar 11.2

Kevin, a 32-year-old gay man with advanced leukemia, was being cared for by his
primary nurse, Scott. Kevin had entered the hospital from home with shortness
of breath, severe fatigue, and uncontrolled pain. Kevin's medical record had a do
not resuscitate (DNR) order in place. Before leaving for the evening, Scott com-
municated closely with the interdisciplinary team to ensure intensive treatment
of Kevin’s physical symptoms. Overnight, Kevin’s breathing became more labored,
his oxygen saturation decreased, and he was placed on a high-flow nasal cannula.
Scott started the next day’s shift and administered the medications ordered for
symptoms of shortness of breath and then sat with Kevin. Scott had noticed that
Kevin's same-sex partner, Alex, was never present when Kevin’s parents were in
the room. With Kevin’s breathing less labored, Scott began asking Kevin about his
values and relationships. Kevin explained that his parents were not accepting of
Alex and refused to acknowledge their 7-year relationship. This was a source of dis-
tress for Kevin as he struggled to reconcile his love for both his parents and Alex.
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Scott expressed his concern about Kevin's emotional suffering and offered referrals
for social work and chaplaincy. Kevin accepted both, explaining his parents were
deeply religious and did not recognize the validity of Kevin’s long-term relation-
ship with Alex.

Scott coordinated a chaplain visit when Kevin's parents were visiting, having
notified chaplaincy of the distress Kevin was experiencing due to his parents’ re-
fusal to accept Alex. The chaplain was able to meet with Kevin and his parents,
discuss their values and beliefs, and focus his parents’ actions on providing support
and acceptance in the final days Kevin had left. Three days later, after Kevin had
made the decision to remove the high-flow nasal cannula, Kevin’s parents and Alex
were all present at his bedside as he took his final breath.
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Bearing Witness to Suffering at End of Life

Stephanie Van Hope, Janet Booth, and William E. Rosa

We all need basic human kindness—the reliable presence and love of an-
other person, someone willing to be in regular contact with us for the du-
ration of our journey through suffering.

—Christine Longaker!®>%)

Introduction

Before the advent of modern medicine, most people died of infections or injuries,
at younger ages, at home with family caregivers, within a robust and involved com-
munity, and with little access to professional health care. The majority of Americans
now live longer, die more slowly of chronic diseases, and have access to life-extending
treatments. In addition, they commonly have unclear goals of care, they die within
health facilities, and families struggle to meet complex caregiving needs. Where death
was once considered a natural part of the lifecycle, the modern perspective is often
that death is a failure of medicine.

With a predominant cultural reticence to speak openly about dying and death, it is
hard for many people to recognize life’s end as a meaningful stage of life. Many of the
rituals that have sustained communities in the past as ways to navigate dying, death,
and grief are no longer part of current practices and norms. When death is seen only
as a medical event by health practitioners, there is often less attention to psychospiri-
tual exploration and existential support. These factors and shifts intersect and impact
the end of life for the seriously ill person, chosen family and friends, social networks,
the health care team, and society at large.

This chapter examines four approaches to end-of-life care, which overlap and build
on one another. The first approach to care focuses on cure until shortly before time of
death. These deaths often happen in acute care settings and the general perception
is: “Despite our best efforts, death is happening.” Care in this paradigm focuses on
eliciting advance directives and incorporating palliative care for symptom manage-
ment with limited time and resources available to address the psychosocial needs of
the patient and family.

The second approach to care centers on comfort, often with the support of hospice,
summarized as an attitude of: “Death is happening, but we can make it more comfort-
able” Here, the patient’s and family’s wishes to allow natural death have been estab-
lished, and more substantial time and resources can be devoted to psychosocial needs
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and symptom management as clinical priorities. A patient’s spiritual and existential
needs may also be supported, often with the assistance of pastoral care, but death is
still often lamented as an unfortunate event, rather than a rite of passage.

The third approach, nascent but developing, is one that centers on consciousness.
This type of care requires a patient who has a willingness to prepare for their death
ahead of time with a general sentiment of: “Death is a teacher. Dying is our last de-
velopmental act” Within this approach, death is treated as one of the most sacred and
important moments in one’s life. Here, palliative care might be integrated throughout
the serious illness trajectory, sometimes in conjunction with disease-directed treat-
ment, to mitigate suffering. Depending on patient preferences, physical or other types
of suffering are sometimes embraced and supported as a part of the human experience
that can provide teaching and insights.

The final approach incorporates culture and involves reclaiming caregiving and death
care practices from the professional realm back to family and community, acknowl-
edging: “There is value in honoring death together” This movement, which can involve
home caregiving, home wakes, and green burials, can be seen as akin to the natural birth
movement, in which suffering is reconceptualized and reclaimed from pathological to
empowering, from dehumanizing service provision to human-centered relationship-
based care, and from the health care setting to a home environment, potentially sup-
ported by health care professionals but recentered around family and community
culture. Caring for dying and deceased loved ones can provide a vehicle for working
with grief through action and connection—a process known to all cultures worldwide
that we are calling participatory grieving (see section on cultural approach).

From Curative to Palliative Care

According to 2020 mortality data from the Centers for Disease Control and
Prevention, 9 of the 10 leading causes of death are related to chronic, progressive dis-
eases.? It is noteworthy that although most people will die slowly and have the op-
portunity to prepare, only half of all Medicare decedents are enrolled in hospice at
the time of their death, with a median length of stay of only 18 days.® Additionally,
only approximately one in three US adults completes any type of advance directive for
end-of-life care.* Many studies have shown that, if possible, around 80% of Americans
would prefer to die at home (though further understanding of the sociocultural
demographics of these samples is needed).” Estimates suggest that around 35% of
Americans die in acute care hospitals, 27% in nursing homes, and 31% at home.®
Nurses working in hospital settings will care for these patients and families before,
during, and after these deaths. There are stressors that contribute to nurses’ suffering
when death occurs in an acute care setting. As outlined in Box 12.1, these include un-
clear goals of care, the lack of family preparation for death, nurses’ cumulative grief
from multiple losses, witnessing futile medical care, and the pace and demands of
hospital nursing. In contrast to the hospice philosophy that allows for a natural death,
hospital systems are designed to prevent death. Additionally, many nurses may feel
unprepared for serious illness conversations, high-stakes medical decision-making,
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Box 12.1 Factors Unique to the Suffering of Nurses Who Bear
Witness to Deaths in an Acute Care Setting

o Cumulative losses and grief experienced over time

o Patients/families unprepared for death—more confusion, distress, and unex-
pressed grief

o Chaos and stress related to unclear patient goals of care

o Fast pace and demands of hospital nursing care

o Philosophical discrepancy between “allowing natural death” and “death as
failure”

o Witness to medically futile care

ethical dilemmas, and complex psychosocial family dynamics that may occur at the
end of life.”

“Dying well” is one of the eight trends noted in a recent global health summit re-
port on the future of wellness.® There is also growing recognition of “successful dying”
from a human developmental point of view. A systematic review of systematic reviews
identified common themes that would inform a “good death,” including dying in one’s
preferred place, alleviation of pain and psychological distress, loved ones’ emotional
support, autonomy in decision-making, effective communication with health profes-
sionals, and performance of desired rituals, among others.” What people typically want
to experience at the end of life—emotional well-being, a sense of life completion or
legacy, dignity in the dying process—are generally not quick fixes. Nurses need to en-
gage in values-directed conversations over a period of months to years and not just in the
days or weeks before a patient’s death to position themselves as key practitioners within
the continuity of end-of-life care. The American Nurses Association (ANA) states that
all nurses benefit from basic palliative care skills to strengthen symptom management
and serious illness communication.!® Nurses are ideally positioned as a resource and
support for patients and families in end-of-life decision-making, especially to advocate
for care aligned with patient preferences. This process can involve collaboration with
experts in decision-making, such as specialty palliative care teams or ethics committees.

Case Exemplar 12.1

A nurse on a hospital medical-surgical floor is caring for a 68-year-old man, Eddie,
who has dementia, heart disease, and hepatic cirrhosis. Eddie is a Korean War
veteran whose eldest daughter describes him as self-reliant, private, and having
a “fighting spirit” He adamantly wants to be back in his home with his older care-
giver spouse, Doris. There is occasional broader family caregiving support, but
it is complicated by years of estrangement among the four adult children. Doris
appears hesitant to speak up to either her husband or the medical team about her
husband’s condition. There are unclear advance directives, as Eddie refuses to talk
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about his illnesses with anyone and there are different ideas among family mem-
bers about what Eddie wants and what end-of-life decisions he would make.

Eddie has had several recent hospital admissions for infections. He is now
admitted for pneumonia. His condition is unstable. The medical team needs Doris
to decide Eddie’s code status, but the children are not in agreement about what
Eddie would want. The nurse caring for Eddie feels uneasy about both the medical
team pressure and the family indecisiveness.

Complicating the nurse’s work is constrained time to spend with the family due
to the high census and acuity on the floor. She knows that she has a role in helping
the family work toward clarity in the goals of care, but she doesn’t feel empow-
ered or confident enough to have those conversations. She decides to call the nurse
on the palliative care service and consults with her about initiating and guiding a
family discussion about what Eddie would want.

It is a challenging family meeting characterized by strong emotions. Eddie’s
children direct their anger at the specialist palliative nurse. The palliative nurse
models clear boundaries by redirecting aggressive communication instead toward
the grief and confusion they might be feeling. When the nurse acknowledges that
Eddie didn’t want to die in the hospital, Doris speaks up: “He didn’t want to be on
any machines. He just wanted to die in peace” As the patient’s medical power of
attorney, Doris’s words change the trajectory of the next 18 hours. Due to his rapid
decline, Doris decides Eddie should remain in the hospital rather than transfer
home while honoring Eddie’s desire for privacy, comfort, and dignity.

The bedside and palliative nurses both work with the primary team to com-
plete a do not resuscitate (DNR) order and create a home-like environment in
the patient’s room, and—collaborating closely with the team social worker and
chaplain—have found ways to actively include family members in Eddie’s care.
One of his daughters brings in a small battery-powered candle for his bedside, and
they turn the lights down in the room. Two of the siblings speak with the hospital
chaplain, who support them to express their grief over years of complicated family
dynamics. These conversations allow them to say things to their father that express
love and forgiveness. Doris is able to sleep in a recliner chair next to his hospital
bed, which allows her to be with Eddie when he dies peacefully in the early hours
of the following morning.

Advocacy for patients and their end-of-life decision-making is challenging
when goals of care are unclear and decisions need to be made quickly. The nurse—
experiencing prolonged, direct contact with patients and families—is witness to the
particular kind of suffering that emerges when families are unprepared and conflicted.
The nurse is often challenged by the competing values of quality versus quantity of
life, the benefit versus burden of disease-directed treatments, and patient/family con-
trol versus lack of control throughout the process. The weighing of these competing
values offers a potent area for discussion with patients and families when discerning
direction and priorities at end of life.
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Nurses can play a critical role to help shift a person’s experience away from the anx-
iety and uncertainty of an immediate crisis toward the bigger picture of “what matters
most.” This shift requires a kind of pause—an opening—and a chance to breathe more
easily as patients and families reflect and recalibrate the path forward. This ability to
focus and pause is a skill that supports the nurse’s well-being within a sometimes cha-
otic and intense acute care setting.

Part of the intensity for nurses is the amount of grief—expressed or unexpressed—
that they witness. Just as stress can be cumulative over time, so can exposure to the in-
tense emotions of grief and loss. Nurses may be unaware of their own grief in bearing
witness to patient and family suffering. Another piece of well-being in this work is
the examination of one’s own beliefs/experiences/feelings about serious illness, death,
loss, and grief. Some say that normalizing grief and grieving with self-compassion
can cultivate “grief literacy.”!! Understanding one’s own history with end-of-life care
and grief can ease the emotional weight a nurse carries, which may free them to be
more present for others in their grief. In addition, bereavement-conscious care can
be fostered by prioritizing bereavement considerations long before the death of a pa-
tient, focusing concerns on loved ones’ needs, worries, and fears; ensuring clear and
compassionate communication pathways with care teams; facilitating family presence
and opportunities to have important conversations with the dying one; leading be-
reavement risk screening; advocating for proper supports for family members at risk
for complicated grief; and providing condolence calls following the death to minimize
abandonment.!>!3

Types of physical suffering that can be easily prevented or relieved with nursing
interventions include mild to moderate pain, nausea, sleeplessness, anxiety, constipa-
tion, skin breakdown, and others. In an acute care setting, palliative trained clinicians
are often better able to anticipate and recognize common symptoms, elevate their
priority, suggest a range of pharmacological and nonpharmacological interventions,
administer multimodal medication regimens, and reassess symptom burden toward
achieving a patient’s goals.

There are some physical symptoms, however, that are difficult to fully relieve or
are accompanied by side effects or trade-offs. A skilled palliative nurse is honest with
patients and through active listening and inquiry helps patients identify their values
and where they are willing to make trade-offs (e.g., drowsiness for pain relief). Some
patients want full relief of symptoms even if it requires sedation; others are willing to
live with some discomfort if it means they can be lucid enough to have meaningful
interactions with family, complete important business, and maintain awareness of the
many layered changes that are happening within them; while other patients do not
want any kind of pharmacological intervention. These priorities can shift and change
atany time.

Nurses working in care settings have an important opportunity for initiating con-
versations with patients about advance care planning (e.g., identifying a surrogate de-
cision maker), quality of life (e.g., what makes life meaningful?), and patient priorities
(e.g., dying at home, aggressive symptom management). The more normalized these
conversations can become in all the places where people receive health care, the more
likely that patients will have the time and support needed to complete the important
practical, relational, and spiritual work of preparing for dying.
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Comfort-Focused Care Approach

The hospice movement, which began in England and took root in the United States
in the 1970s, transformed care for dying people, primarily by de-pathologizing death,
prioritizing comfort and value-concordant care, recognizing death as a lifecycle event,
and putting patients and families at the center of the experience. In disease-focused
care, suffering can be seen as a potentially necessary side effect of treatment, whereas
in hospice care, tending to suffering itself is the goal of care—hospice is often synony-
mous with comfort-focused care.

The process of adopting hospice itself can be one that introduces or relieves certain
types of suffering. For some patients and families, recognizing that the patient is likely
to die from their condition may be perceived as a defeat against the illness accom-
panied by feelings of disappointment, desolation, and anticipatory grief. For others,
once this outcome is imminent, it is a relief not to have to use physical and emotional
energy fending it off, and the shift to a focus on quality of life in the time remaining
may enrich joy and meaning. Many patients and families experience a mix of these
reactions. And sometimes an admission to inpatient hospice care for someone whose
needs for food, shelter, and medical care are not adequately addressed at home can
mean the alleviation of suffering by meeting basic needs.

In the original edition of this volume, Ferrell and Coyle write that “nurses diag-
nose sources of suffering and identify those that can and should be relieved, and they
recognize the aspects of illness and suffering that should be witnessed and support-
ed”14P2) Though many people fear pain at the end of life, other types of suffering
that cannot be medicated can also cause substantial levels of distress. Records from
Oregon’s implementation of the Death with Dignity Act reveal that most participating
patients are motivated by nonphysical suffering. Loss of autonomy (90.6%), decreased
ability to enjoy life (89.9%), loss of dignity (73.6%), and perceived burden on friends
and family (47.5%) are more prominent end-of-life concerns than actual or poten-
tial inadequate pain control (27.4%)."> A dying person must let go of everything they
have and know—abilities, independence, roles and identities, relationships—whether
slowly or quickly. The dying person’s loved ones are simultaneously being challenged
to adapt and let go at a fundamental level.

Anticipatory grief—also known as predeath grief, predeath or anticipatory loss, an-
ticipatory bereavement, and anticipatory mourning—plays a role in this process of
“letting go”” This is grief that happens before the death occurs and is a natural response
to that anticipated loss. It is commonly experienced by the loved ones as well as by
the person who is dying, and it can include signs and symptoms of grief. Although
this experience of grief might be confusing for some people—“TIs it wrong that 'm
feeling these things before he dies? How can I feel this and still have hope?”—it can
also be an impetus for personal growth and closure.!® It gives the dying person and
their loved ones an opportunity to begin the grieving process together, to have hard
conversations that could lead to authentic closeness and healing moments. Nurses
have an important role in educating and supporting people experiencing anticipatory
grief—naming it, normalizing it, and focusing on what opportunities might be avail-
able for healing and closure.!”
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Conversations that bring in aspects of life review and life completion have been
shown to improve a sense of well-being for seriously ill people. Research conducted by
Steinhauser and colleagues has shown that discussion of life completion may improve
important health outcomes—decreasing suffering and increasing quality of life—for
patients at the end of life.!® Their interview questions covered three areas: life story,
forgiveness/regret, and legacy. The outcomes included improvements in functional
status, anxiety, depression, and preparation for end of life. Their model of skillful
questions and deep listening was designed to help with the role transitions that occur
during serious illness, with a goal of allowing people to go beyond the “patient” role
by integrating their whole-person resources and taking the time to ask questions like
“What do I cherish most about my life? Is there someone I need to ask forgiveness
from? What are the most valuable life lessons I learned?” Physician and author Atul
Gawande refers to this perspective as one of bringing a coherent view to managing the
complexity of medical decision-making.!® Coherence can be understood as inviting
the possibility that our dying might fit into the unified whole of who we are, contin-
uing the values we've lived by throughout our life.

While there is no medication for a patients perceived loss of dignity, a nurse can
offer the intervention of “presence, listening, and communication that enables patient
expression”’!4(P1%) The last chapter of a novel can reframe the entire story. Patients at
the end of their life may struggle to reinterpret their life story when the end comes
while they are unprepared. Active listening provides a space for meaning making.
And even when a patient dies with unresolved existential anxiety, the experience of
being witnessed and sharing that suffering with others creates opportunity for a rarely
felt level of connection and tenderness.

Conscious Dying Approach

The Lancet Commission on the Value of Death report declared a paradigm shift to
“bring death back into life” and create pathways across health and death systems to
rehumanize living, dying, death, and grief.?° The commission called for a “realistic
utopia” where the social determinants of death, dying, and grief were tackled; dying
could be understood as a relational/spiritual process instead of a mere physiological
event; networks of care endeavor to support people who are dying, caring, and griev-
ing; conversations and stories about everyday dying, death, and grief are normalized;
and death is recognized as having value.?’

For the last 40 years, the hospice movement has improved care for the dying by of-
fering the possibility of “a good death.” A conscious dying approach goes further to ac-
knowledge the value of death itself and recognize the imminence of death throughout
one’s life as a teacher—if one can be awake to it. Acknowledging that death can come
at any moment naturally leads to better preparation for death, increased connection
with and appreciation for loved ones and community, and considerations for after-
death care and legacy.

Conscious dying as a nursing framework “strives to deepen the nurse healer’s
awareness in tending to a patient’s dying and death, returning death to its sacred place
in the cycle of life”*! Conscious dying principles include creating caring-healing
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environments; increasing opportunity for beauty, caring, tenderness, and love; and
acknowledging mysteries and miracles. Conscious dying practitioners must deeply
acknowledge, reflect upon, and confront their own mortality and beliefs about dying
to serve as coaches and guides for others. In addition, they can reflect on the capacities
of their health systems to cultivate human-centered end-of-life care and advocate for
needed changes.?!

Beyond recognizing the value of death, a conscious dying approach acknowledges
the value of suffering. Religions and cultures worldwide recognize suffering as an in-
evitable part of life and often encourage its direct approach through rituals and rites of
passage such as fasting, intensive prayer, pilgrimage, vision questing, and coming-of-
age rituals that confront a person with the opportunity to suffer consciously in order
to transcend a certain part of themselves and step into a new sphere of existence.

An emerging paradigm of treating end-of-life existential anxiety through such a
rite of passage is psychedelic-assisted therapy (PAT). Research in the use of psilocybin
in serious illness, though still only in phase II trials with small sample sizes, shows
promising outcomes, including rapid, significant, and sustained improvements in
anxiety and depression; enhanced quality-of-life and spiritual well-being; and marked
decreases in hopelessness and demoralization.?*?* Often, patients in PAT trials have
described an experience of the mystical that seems to engender feelings of wholeness,
love, the divine, and transcendence over the fear of death. If phase III trials deliver
similar results that lead to rescheduling of these medicines, nurses will have key roles
to play in providing thoughtful and competent care to PAT patients during prepara-
tion, journeying, and integration.?*-*’

Nursing theorist Pamela Reed argues that self-transcendence is “a developmental
imperative, meaning that it is a human resource that demands expression, much
like other developmental processes such as walking in toddlers, abstract reasoning
in adults, and grieving in those who have suffered a loss. These resources are a part
of being human and of realizing one’s potential for well-being ... and nursing has a
role in facilitating this process.”2(P1!) The multitude of losses a dying person is faced
with—loss of identity, relationship, capability—can be opportunities to disidentify
with the temporal parts of oneself and to search for connection to who one is beneath
social masks and identities. While these losses may bring suffering, a prepared person
may take the attitude of “I am suffering, and that is as it should be. Stay with it and see
what it has to offer” It may be difficult for nurses to abandon an aspect of their training
that demands that every symptom presented be eliminated or at least ameliorated. But
indeed, many experiences of suffering that come at the end oflife cannot be fixed, only
deeply witnessed, accepted, and supported as a natural process.

In a response to the modern body of work around suffering related to Eric Cassell’s
work, philosopher Govert den Hartogh argues that suffering is a response to very real
threats to a person’s life and well-being, and that in these circumstances “it would
rather be a pathological symptom not to be sad and not to suffer. Suffering, therefore,
is sometimes and to some extent a condition to be respected.”?*4!%) Den Hartogh,
while recognizing that the alleviation of suffering is a primary aim of palliative care,
argues it should not be absolute. A beneficial approach by a nurse or palliative spe-
cialist could be to first understand the patient’s experience as they experience itand ac-
cept it as it is, without judging any part of it as bad, wrong, or “shouldn’t be happening?”
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From that ground of acceptance, a nurse can move forward with the patient to deter-
mine what changes in their plan of care they may desire and what may be possible.
While opportunities for great strides in personal and relational growth are avail-
able at the end of life, it is more likely that a person will “die as they lived” A person
wanting to die with full consciousness and embrace dying as a last developmental act
may have to learn to live with a greater degree of consciousness. Thus, living with
more presence becomes a desirable side effect of contemplating one’s death ahead of
time, including being present to suffering.

Case Exemplar 12.2

Marian is a late middle-aged woman, mother of four and grandmother of five, and
retired schoolteacher living with her husband, Sam, in a rural community. Marian
was diagnosed with early-stage breast cancer in her early 50s that was treated
with a lumpectomy and radiation. The experience awakened her to the reality
that death can come at any moment. She began exploring spiritual teachings on
death, using her own Methodist faith as a starting point. She attended local death
cafes—community meetings where people get together and discuss death—which
were organized by a hospice nurse and death doula, where she became familiar
with ideas such as home wakes and green burials. Marian started considering the
concept of being cared for at the time of death at home by her family. The idea of
limiting the amount of medical involvement as much as possible appealed to her
given dissatisfying experiences with the health system and clinicians during her
cancer care.

Despite her desire to speak about her death, her family (especially her husband)
was unwilling to entertain these conversations, insisting her death seemed unlikely
and distant, and accusing her of being “morbid and paranoid” Marian could feel
that thinking of losing her, their rock, caused suffering for them. Her daughter June
was supportive of Marian, hiring the death doula that Marian had encountered at
the death cafe to help guide them through the difficult and meaningful conversa-
tions needed to establish Marian’s end-of-life goals and preferences. Marian and
June found that, though sometimes uncomfortable, these conversations led both
of them to value their time together more. And for Marian, she found her contem-
plation of death helped strengthen her spiritual life, be closer to God, and prioritize
how she wanted to spend the time she had left on this earth, which led her to create
a local community garden. The garden gave her great comfort as she realized it
would exist beyond her death, offering a place of comfort for many.

Marian maintained a high level of function and quality of life throughout her
breast cancer treatment. However, 3 years later, Marian died in a car accident.
Amid the shock and grief, her daughter June felt cheated out of the opportunity
to care for her mom at the end of life in the way they had envisioned, though she
was able to provide the after-death care that her mom wanted—organizing friends,
family, and church members to hold a wake in their home for 3 days and burying
Marian in a wicker casket she had already selected in the green burial section of a
regional cemetery. Though June’s siblings and father were unable to participate in
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discussions about her death when Marian was alive, June was now able to share
with them her mother’s beliefs about death and her wishes for how the family could
carry her legacy forward, which helped to provide some guidance through their
grief process.

Cultural Approach and Participatory Grieving

Cultures since time immemorial have created rituals around caring for the dead,
many involving the entire community connected to the dying person and their family
in all aspects of caring, from practical to spiritual. These rituals have largely been out-
sourced to death professionals in Westernized settings. In many places in the world
these rituals are still robust, and in others they are intact but fragile.”’ In a beautiful
video testimony of the power of participatory rituals around death, an American
family describes coming together to weave their mother’s casket ahead of her death,
caring for her at home (with the help of professional caregivers), anointing her body
with oil and prayer after the moment of death, keeping her body at home (supported
by dry ice) for 3 days as family grieved together and visitors paid their respects, car-
rying the casket by hand through town to the burial site, and together covering her
body with dirt at the gravesite.>® All these practices were common for families to per-
form until less than a century ago. This family describes the gifts that they received by
being engaged with their grief, physically through their very hands, and together as
a family system. We refer to this involvement with active and communal death and
after-death care as participatory grieving.

Contemplative author Francis Weller proposes that we collectively experience grief
not only for personal losses of loved ones but also for cultural losses, such as the loss
of the old ways of community, what he refers to as “what we expected in this life and
did not receive”*! Weller speaks to how we might locate ourselves in the bigger pic-
ture of our communities, the natural world, and the cosmos—our sense of belonging
on a deeper level. Without that sense of knowing we belong, there can be a widespread
feeling of loneliness and disconnection. This loss of community, ritual, and connect-
edness may be related to the mental health and substance abuse crises unfolding in
America, perhaps more indicative of social and cultural suffering. The loss of commu-
nity death-tending skills robs us of our ability to engage in participatory grief. The key
understanding put forward by the Lancet Commission on the Value of Death is:

Our relationship with death and dying has become unbalanced, and we advocate a
rebalancing. At the core of this rebalancing must be relationships and partnerships
between people who are dying, families, communities, health and social care sys-
tems, and wider civic society. 20?1

A cultural approach to dying recognizes sources of suffering within systems and so-
ciety that deny the value of death and the ripple effects this denial has on the way we
live. Some nurses working from this perspective may shift emphasis from working
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with dying people to working with well people long before their death and from health
care to community settings to provide leadership in this essential rebalancing.

In the last decade or so, many small, interwoven movements around community
death care have begun to gain traction. Community death care is a grassroots move-
ment that educates and supports families to care for their dying loved ones. It serves
to normalize death and dying and to guide people in caregiving skills that many have
forgotten. Interest is growing for death cafes, end-of-life doulas, creative resources for
advance care planning, green burials, home funerals, new forms of cremation, and
awareness of the significant role of spirituality and consciousness. The compassionate
care community movement empowers communities in which everyday people play a
stronger role in the care and support of people as they age and at the end of life. It is
an approach to improving the end-of-life experience for people by mobilizing local
networks, groups, and services to be more conscious, aware, and equipped to offer
support.?® This public health education approach to death and dying is proposed to
both upstream and normalize the conversation about advance care planning in the
domain of a broader death education context.> Nurses can reimagine their role from
caregiver/care coordinator (either inpatient or at home) to educator, coach, and com-
munity organizer.

Responses to Suffering

There has been a strong emergence within the general American culture of resources
and education that support emotional and spiritual well-being, especially related to
mindfulness, self-compassion, and compassionate presence. For instance, as part of
the Being with Dying program, nurses and other health practitioners learn the skills
and practices of compassionate presence. It can be seen as an integration of three
parts: not knowing, bearing witness, and acting compassionately.’® As nurses, we bear
witness to suffering on all levels. Bearing witness calls us to be present with the suf-
fering and joy inherent in our nursing practice, without judgment or any attachment
to outcome—which can be challenging while working within fragmented and often
resource-constrained health systems. A key concept is the practice of being present
with what is. Suffering is increased for many of us when we feel things “should” be
different (i.e., the suffering in front of us should not be happening). The acceptance
of what is in the present moment helps free us from the worries or anxieties about the
past and the future.

A nurse accompanying a suffering patient can acknowledge first the difficulty they
are experiencing and extend compassion for self. Kristin Neff, who first clinically con-
ceptualized self-compassion, defines it as “ways that individuals emotionally respond
to suffering (with more kindness and less judgment), cognitively understand suffering
(as part of the human experience rather than as isolating), and pay attention to suf-
fering (in a more mindful and less overidentified manner) 34?122 Self-compassion
in hospice health professionals has been associated with increased capacity for self-
care, mindfulness, and professional quality of life, as well as a decrease in perceived
burnout risk and secondary traumatic stress.*
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With self-compassion engaged, a nurse could then respond to the suffering of the
patient, family member, coworker, community, or system, first by acknowledging that
suffering is present, without immediately trying to fix or eliminate it. The existence
of suffering often feels like failure to a health care professional. A nurse can relieve
themselves of this feeling of failure by understanding suffering as a part of the human
experience. The nurse, by allowing themselves to be touched by this human experi-
ence of another’s suffering while also not taking it on as their own, can make an au-
thentic connection with the patient. From this perspective a nurse can then determine
a course of action—for example, teaching patients nonpharmacological symptom
management techniques that transform a patient’s relationship to discomfort, such as
noticing the shifting qualities and borders of pain in order to experience oneself as the
more spacious witness of suffering rather than as the sufferer.

A nurse working from a conscious dying/participatory grieving perspective can
also accept suffering as it is on a systems level. While a nurse may feel frustrated that
our systems are not designed to help patients face their mortality through human-
centered approaches, they can accept that this is indeed the case and ask what possi-
bilities are available for a certain patient/family/community/system in the situation.
Engaged nurses can work to make changes inside institutions to normalize dying and
help patients to approach the reality of death earlier.

Conclusion

There has been a substantive evolution in how communities and systems care for
the dying and their loved ones, with multiple and iterative shifts from curative and
comfort-focused care to conscious dying and cultural/participatory approaches.
The nurse is a constant presence throughout the wellness-illness-dying-death-
bereavement expanse. Learning to bear witness to suffering—to be with, empathize
with, appreciate, and respond compassionately to the other—is a lifelong process. In
addition, nurses are now being called to work as an integral part of networks, teams,
and communities as societies relearn how to bear witness to suffering together.

References

1. Longaker C. Facing Death and Finding Hope: A Guide to the Emotional and Spiritual Care of
the Dying. Broadway Books; 1998.

2. Leading causes of death. Centers for Disease Control and Prevention. Published January
13, 2022. Accessed March 20, 2022. https://www.cdc.gov/nchs/fastats/leading-causes-of-
death.htm

3. Hospice facts and figures. National Hospice and Palliative Care Organization. Published
October 28, 2021. Accessed March 24, 2022. https://www.nhpco.org/hospice-care-overv
iew/hospice-facts-figures/

4. Yadav KN, Gabler NB, Cooney E, et al. Approximately one in three US adults completes any
type of advance directive for end-of-lifecare. HA. 2017;36(7):1244-1251.


https://www.cdc.gov/nchs/fastats/leading-causes-of-death.htm
https://www.cdc.gov/nchs/fastats/leading-causes-of-death.htm
https://www.nhpco.org/hospice-care-overview/hospice-facts-figures/
https://www.nhpco.org/hospice-care-overview/hospice-facts-figures/

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

BEARING WITNESS TO SUFFERING AT END OF LIFE 159

. Aldridge MD, Bradley EH. Epidemiology and patterns of care at the end of life: rising com-

plexity, shifts in care patterns and sites of death. Health Aff (Millwood). 2017;36(7):1175-
1183. doi:10.1377/hlthaff.2017.0182

. QuickStats: percentage of deaths, by place of death — National Vital Statistics System,

United States, 2000-2018. MM WR. 2020;69(19):611.

. Croxon L, Deravin L, Anderson J. Dealing with end of life—new graduated nurse experi-

ences. ] Clin Nurs. 2018;27(1-2):337-344.

. 2019 Global wellness trends report. Global Wellness Summit. Published January 28, 2019.

Accessed February 17, 2022. https://www.globalwellnesssummit.com/2019-global-welln
ess-trends/

. Zaman M, Espinal-Arango S, Mohapatra A, Jadad AR. What would it take to die well?

A systematic review of systematic reviews on the conditions for a good death. Lancet
Healthy Longevity. 2021;2(9):e593-e600.

American Nurses Association. Nurses’ roles and responsibilities in providing care and sup-
port at the end of life (position statement). Published 2016. http://www.nursingworld.org/
MainMenuCategories/EthicsStandards/Ethics-Position-Statements/EndofLifePositionSt
atement.pdf

Breen L. Grief literacy: a call to action for compassionate communities. Death Stud.
2022;46(2):425-433.

Roberts KE, Lichtenthal WG, Ferrell BR. Being a bereavement-conscious hospice
and palliative care clinician. J Hosp Palliat Nurs. 2021;23(4):293-295. doi:10.1097/
NJH.0000000000000775

Lichtenthal WG, Roberts KE, Ferrell BR. Bereavement care: walking the walk. J Palliat
Med. 2021;24(6):805-806. d0i:10.1089/jpm.2021.0195

Ferrell BR, Coyle N. The Nature of Suffering and the Goals of Nursing. Oxford; 2008.
Oregon Health Authority Public Health Division. Oregon Death with Dignity Act 2020
Data Summary. 2021.

Allard E, Genest C, Legault A. Theoretical and philosophical assumptions behind
the concept of anticipatory grief. Int J Palliat Nurs. 2020;26(2):56-63. doi:10.12968/
{jpn.2020.26.2.56

Corless IB, Meisenhelder JB. Bereavement. In: Ferrell BR, Paice JA, eds. Oxford Textbook of
Palliative Nursing. 5th ed. New York, NY: Oxford University Press; 2019:390-404.
Steinhauser K, Alexander S, Byock I, et al. Seriously ill patients” discussions of preparation
and life completion: an intervention to assist with transition at end of life. Palliat Support
Care. 2009;7:393-404.

Gawande A. Being Mortal: Medicine and What Matters in the End. Metropolitan
Books; 2014.

Sallnow L, Smith R, Ahmedzai SH, et al. Report of the Lancet Commission on the Value
of Death: bringing death back into life. The Lancet (Br ed.). 2022;399(10327):837-884.
doi:10.1016/S0140-6736(21)02314-X

Rosa W, Estes T, Hope S, Watson J. Conscious dying: human caring amid pain and suffering.
In Rosa W, Horton-Deutsch S, Watson J, eds. A Hand Book for Caring Science: Expanding
the Paradigm. Springer Publishing; 2018:145-161.

Ross S, Bossis A, Guss J, et al. Rapid and sustained symptom reduction following
psilocybin treatment for anxiety and depression in patients with life-threatening
cancer: a randomized controlled trial. ] Psychopharmacol. 2016;30(12):1165-1180.
doi:10.1177/0269881116675512

Agin-Liebes GI, Malone T, Yalch MM, et al. Long-term follow-up of psilocybin-assisted
psychotherapy for psychiatric and existential distress in patients with life-threatening
cancer. ] Psychopharmacol. 2020;34(2):155-166. doi:10.1177/0269881119897615


https://www.globalwellnesssummit.com/2019-global-wellness-trends/
https://www.globalwellnesssummit.com/2019-global-wellness-trends/
http://www.nursingworld.org/MainMenuCategories/EthicsStandards/Ethics-Position-Statements/EndofLifePositionStatement.pdf
http://www.nursingworld.org/MainMenuCategories/EthicsStandards/Ethics-Position-Statements/EndofLifePositionStatement.pdf
http://www.nursingworld.org/MainMenuCategories/EthicsStandards/Ethics-Position-Statements/EndofLifePositionStatement.pdf

160 NATURE OF SUFFERING AND THE GOALS OF NURSING

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

Rosa WE, Sager Z, Miller M, et al. Top ten tips palliative care clinicians should know about
psychedelic-assisted therapy in the context of serious illness [published online ahead of
print, Mar 14, 2022]. ] Palliat Med. 2022. doi:10.1089/jpm.2022.003625.

Penn A, Dorsen CG, Hope S, Rosa WE. Psychedelic-assisted therapy: emerging
treatments in mental health disorders. Am ] Nurs. 2021;121(6):34-40. doi:10.1097/
01.NAJ.0000753464.35523.2926.

Rosa WE, Dorsen CG, Penn A. Fostering nurse engagement in psychedelic-assisted ther-
apies for patients with serious illness. J Palliat Med. 2020;23(10):1288-1289. doi:10.1089/
jpm.2020.024127.

Penn AD, Phelps J, Rosa WE, Watson J. Psychedelic-assisted psychotherapy practices and
human caring science: toward a care-informed model of treatment. ] Human Psychol. April
2021.doi:10.1177/00221678211011013

Reed P. Theory of self-transcendence. In: Smith MJ, Liehr PR, eds. Middle Range Theory for
Nursing. 4th ed. Springer Publishing Company; 2018:109-139.

Den Hartogh G. Suffering and dying well: on the proper aim of palliative care. Med Health
Care Philos. 2017;20(3):413-424. d0i:10.1007/s11019-017-9764-3

Sturmann J. Taking Back the Process: The Handmade Funeral of Loie Knowles [Video].
Vimeo; April 2,2019.

Weller E. The Wild Edge of Sorrow: Rituals of Renewal and the Sacred Work of Grief. North
Atlantic Books; 2015.

Prince-Paul M, DiFranco E. Upstreaming and normalizing advance care planning
conversations—a public health approach. Behav Sci (Basel). 2017;7(2):18.

Rushton C, Halifax J, Dossey B. Being with dying-practices for compassionate end-of-life
care. Am Nurse Today. 2007;2(9):16-18.

Neff KD, Téth-Kirdly I, Knox MC, Kuchar A, Davidson O. The development and validation
of the state self-compassion scale (long- and short form). Mindfulness. 2020;12(1):121-140.
doi:10.1007/s12671-020-01505-4

Mesquita Garcia AC, Domingues Silva B, Oliveira da Silva LC, Mills J. Self-compassion
in hospice and palliative care: a systematic integrative review. ] Hosp Palliat Nurs.
2021;23(2):145-154. doi:10.1097/NJH.0000000000000727



13

Suffering of Caregivers, Loved Ones, and
the Community

Tamryn F. Gray

Introduction

Within medicine and health care more broadly, the alleviation of suffering is a key
goal, particularly as patients and families are impacted by serious illnesses. Despite
improvements in serious illness and end-of-life care, some unrelieved suffering
persists for patients with advanced illness and their family members. Suffering
is defined as an unpleasant or even anguishing experience that severely affects a
person at a psychophysical and an existential level. Moreover, suffering is personal,
individual, and commonly expressed as a narrative,> meaning that it engenders
a crisis of meaning and is perceived as a threat, fear, or concern about the future.
While suffering is often considered synonymous with pain, it can happen inde-
pendently of pain and other physical symptoms. Suffering arises from perceptions
of impending destruction of an individual’s personhood and continues until the
threat of disintegration has passed or the integrity of the person is restored. While
suffering is most often attributed to patients, family caregivers also experience sig-
nificant suffering as they serve as witnesses of the patient experience and struggle
with their own grief.>*

As understood in its fundamental sense as a response to suffering, palliative care
has a critical responsibility to those who suffer the greatest morbidity and mortality,
particularly the poor. Palliative care is intended for people living with serious ill-
ness, and preventing and alleviating suffering continues to be an important priority
area within palliative and end-of-life care. Palliative care has been defined as “the
active holistic care of individuals across all ages with serious health related suffering
due to severe illness and especially of those near the end of life. It aims to improve
the quality of life of patients, their families and their caregivers”4#7>> Particularly
within palliative care, an individual’s suffering must be heard and accepted, as the
denial of the person’s story of suffering and sacrifice is a denial of their identity as a
sufferer.”

The purpose of this chapter is to (1) define suffering of caregivers, loved ones, and
the community; (2) discuss consequences related to suffering; (3) identify evidence-
based ways to respond to suffering; and (4) outline the possible benefits of suffering
including meaning making, personal growth, and introspection and reflection.

Tamryn F. Gray, Suffering of Caregivers, Loved Ones, and the Community In: The Nature of Suffering and the Goals of Nursing.
Second Edition. Edited by: William E. Rosa and Betty R. Ferrell, Oxford University Press. © Oxford University Press 2023.
DOI: 10.1093/050/9780197667934.003.0013
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Manifestations of Suffering

Suffering is a specific state of severe distress associated with events that threaten the
intactness of a person. It is the result of an imbalance between perceived threats and
regulatory processes, leading to exhaustion. The experience of exhaustion, physical
and emotional, is common in family caregivers. There are many different dimensions
of suffering, including physical, psychological, social, and spiritual, and there is some
indication that much suffering comes from nonphysical sources.> Suffering can be
seen from an existential perspective for family caregivers, known as existential suf-
fering, that is focused on suffering events such as feeling a loss of control in caring for
the patient, changes in the relationship, social isolation, and facing the patient’s death
and anticipatory grief. Suffering can also be seen from an experiential perspective that
examines the actual suffering experiences, known as experiential suffering, including
sensory, emotional, cognitive, and spiritual experiencing of suffering events.”

Suffering has the potential to lead to significant deterioration in well-being and
quality of life (QOL) and comprises a unique, complex, and multidimensional ex-
perience. Observing a patient in pain is a common experience causing suffering for
caregivers. Caregivers may feel helpless in relieving the pain or even wish for death
in order to see the patient suffering end.® Suffering may also have effects on various
desires, priorities, relationships, and character.

Measuring Suffering in Palliative Care

The first step in reducing suffering is to measure it.” While suffering should be
assessed subjectively, its subjectivity also creates challenges as the experience varies
between individuals,”!? and suffering is often compounded in family caregivers who
are experiencing chronic illnesses of their own or who have other life challenges.
A suffering assessment instrument should be (1) able to measure subjective elements
over a concrete period of time, (2) understandable and replicable, (3) simple and fast
to administer, (4) noninvasive to the individual, and (5) unlikely to suggest new prob-
lems. While not used regularly in the palliative care setting and none constitutes a
gold standard, there are many assessment tools available to measure suffering. Table
13.1 describes the available instruments to assess suffering. Most were created to as-
sess patient suffering but may also be useful to assess family caregiver suffering.

In addition to administrating evidence-based instruments, there are clinical signs
to assess suffering among patients and their families. For example, health care profes-
sionals need to listen to what is said and unsaid, watch face and body for expression
and actions, learn to listen without interpreting or judging, and practice silence to
allow the individual to share their experiences related to suffering in the context of
serious illness. As in Case Exemplar 13.1 with Tom’s family, the palliative care team
will need to listen intently to understand the experience of both a wife and a mother as
they face his death and imagine life without him.



Table 13.1 List of Available Instruments to Measure Suffering

Instrument

Description

Initial Assessment of Suffering

(IAS)”

Pictorial Representation of
Illness and Self-Measure
(PRISM)12

Suffering Assessment Tool
(SAT)®3

Mini-Suffering State
Examination (MSSE)*

Structured Interviews for
Symptoms and Concerns
(SISC)1®

State of Suffering (SOS-V)6

Suffering Pictogram’®

FACT-G Caregiver vs. 417

20 items

Assesses the initial experience of suffering in patients who
are dying from advanced cancer

0-5 Likert scale

Measures the perceived burden of suffering due to illness
Using a white colored board representing one’s life at
present, with a yellow disc representing “self” in the
bottom right corner, patients are asked to place a red

disc representing their illness anywhere on the board.
Depending on the patient, other colored discs are
available. The distance between the “self” and illness disc
is a quantitative measurement of self-illness separation
representing the patient’s perception of burden and control
of the illness.

10 items

Measures physical, spiritual, personal, and familial
suffering

0-10 scale (0 = none, 1-3 = mild, 4-6 = moderate, 7—-
10 = severe)

10 items

Assesses severity of the patient’s condition and level

of suffering for patients with end-stage dementia.
Additionally, clinician and family perception of the
patient’s illness are included.

Each item is scored as a 0 (no) or 1 (yes). Higher total scores
reflect higher levels of suffering.

13 items

Structured interview measuring severity levels of
symptoms and concerns

0-6 scale (0 = none, 6 = extreme)

69 items

Measures the nature and intensity of unbearable suffering
in end-stage cancer patients

1-5scale (1 =notatall, 5= very seriously)

Open-ended questions are asked when a score of 4 or 5 on
any item is given and the patient explains the higher score
experience.

A pictogram is used to measure suffering in palliative

care evaluating discomfort, worry, fear, anger, sadness,
hopelessness, difficulty in acceptance, and emptiness.
Current experience of suffering: 0-4 scale (0 = none,
4=alot)

Overall suffering: 0-10 scale (0 = none, 10 = worst possible
suffering)

27 items

Assesses the physical, social/family, emotional, and
functional well-being of those caring for cancer patients
0-4 scale (0 = not atall, 4 = very much)
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Case Exemplar 13.1

Tom is a man in his mid-30s who is admitted to an oncology unit after a recent di-
agnosis of a late-stage incurable cancer. For the past 5 years, he has been living with
his wife, 3-year-old daughter, and newborn son. Since his diagnosis, his mother has
been staying most nights to assist in caring for him and her grandchildren. Lately,
Tom has been experiencing increased dyspnea, drowsiness, pain, and decreased
mobility as a result of disease progression. After Tom’s recent admission to the in-
tensive care unit, the palliative care team meet with Tom’s wife and mother and
sense their intense suffering as they describe their anguish in observing his pain as
well as their sense of helplessness and intense grief.

One of the first responses by the care team is to witness and acknowledge the
suffering and create an environment for Tom’s family caregivers to openly share
their emotions and concerns. The palliative care team provides care on a daily basis
and includes one psychologist, two nurses, one palliative care physician, and the
hospital chaplain. Each care team member is well poised to meet the physical, exis-
tential, and psychosocial needs of Tom and his family.

Members of the care team initiate a conversation to further assess the needs for
support for Tom’s wife, mother, and young children. They develop a plan for care
at home after his discharge and also schedule a meeting with Tom and his wife to
discuss hospice care.

The Suffering of Caregivers, Loved Ones, and the
Community

Providing care to a loved one with serious illness can put a significant burden on
family caregivers, who must balance their caregiving tasks, work responsibilities,
family duties, and financial responsibilities.'®!° Disease-related suffering, such as re-
lated to symptoms of the disease and the impact on the patient and family, is among
the most commonly identified by clinicians. Another gap is the focus in most liter-
ature only on care during the end of life or preparing caregivers for the death itself,
but studies have not extended into the time of bereavement.?’ Caregivers who pro-
vided care for along time or whose loved ones had a prolonged illness often have some
understanding of what to expect during bereavement, but during this time, more
interventions are needed to support caregiver suffering. Family caregivers experience
suffering due to a variety of circumstances, including when they bear witness to the
patient suffering, face the reality of poor prognosis or imminent patient death, ac-
knowledge the patient’s death during bereavement, observe the patient experiencing
worsening symptoms, experience exhaustion from caregiving, feel obligated to ne-
glect their own life, and worry about other family and child-rearing responsibilities
outside of their caregiver role.”

In addition, caregiver suffering is often exacerbated when the care situation
becomes unmanageable, with demands exceeding resources and arising from
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diverse facets of the illness experience. Another form of suffering can occur when
caregivers perceive a threat to their sense of self and identity that arose from their
experiences of illness and caregiving. When caregivers, loved ones, and other
members of the patient’s community experience suffering from the patient’s illness,
feelings of exhaustion, anger, guilt, uncertainty, and hopelessness can manifest.?!

Family caregivers are often a part of a larger community support network, wherein
individuals are also struggling with the patient’s illness and/or death. Others in the
community may also withdraw to avoid the negative emotions of the one suffering,
which may impact individual friendships and relationships as well as broad commu-
nity engagement. Reengagement with community members has the potential to al-
leviate suffering through the empathy of others and can assist with processing and
understanding the situation.??

Suffering and the Human Experience

Suffering is inherent in the human experience. Each person suffers to some de-
gree, but the extent of suffering will vary considerably across persons, place, and
time. Given that loss is inevitable in this life, suffering cannot be eliminated, only
alleviated and responded to. While the alleviation of suffering is an important goal,
it should be viewed as secondary to that of the promotion of human flourishing.
In response, humans should demonstrate empathy toward one another as an im-
portant way to alleviate suffering in palliative care, particularly as it focuses on
seeing the world from the perspective of others. In addition, compassion is the cor-
nerstone of all therapeutic relationships and is a key characteristic of most health
care providers. Using components of the mindfulness-based supportive therapy
(MBST) framework, patients, health care providers, and family caregivers can be-
come fully aware of what to say and what not to (compassionate communication)
and aware of what to do and what not to (compassionate action) in addressing
suffering. To fully understand the human experience during suffering, health care
providers may find it beneficial to demonstrate curiosity by seeking to understand
the stories, narratives, and perspectives of patients and their family caregivers and
other loved ones as well as ask questions to invite their concerns related to an ill-
ness.>” 10 In the case of Tom’s family, an important initial step in responding to the
family suffering will be to hear their stories. What is it like for this wife to see her
husband’s suffering? What is this experience like for a mother to witness her son
die before her life ends? How must it feel to be responsible for his comfort? How is
this death experienced by the children?

Ethical Perspectives on Suffering
From an ethical perspective, suffering is a concept related to an individual’s whole

experience of life, health, and illness in a physical, mental, and spiritual sense.?®
Suffering violates human dignity and implies loss and dying, but also the possibility
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of new life and reconciliation. According to the international code of ethics by the
International Council of Nurses,? it is the responsibility of nurses to promote
health, prevent illness, restore health, and alleviate suffering. This responsibility
to alleviate suffering resonates within the philosophy of hospice and palliative care
with the goal of alleviating suffering and optimizing quality of life for patients,
their families, and communities for whom they provide care. Feminist ethics can
be applied to understand the impact of suffering on patients, family caregivers, and
members of the patient’s community, specifically in relation to concepts such as
relationship, compassion, and respect. It is essential that health care providers es-
tablish a trusting relationship with patients and families in the illness experience,
use compassion and respect to affirm the presence of suffering, maintain human
dignity, and use hope and growth in understanding the meaning of life, illness,
and suffering. Family caregivers make many important ethical decisions regarding
care such as withdrawing life support, changing a code status, and balancing relief
of symptoms with fear of potentially hastening death. Nurses play a critical role in
supporting families with these decisions.?>2*

Responses to Family Suffering

Listening intently is a simple yet effective way for health care providers to respond to
suffering experienced by family caregivers. As health care providers, it is the nurse’s
responsibility to maintain a high level of awareness to the presence of suffering among
families and individuals within the patient’s community, especially in the presence of
serious illness. All health care professionals must be equipped with skills to under-
stand patients’ and family members’ responses to bad news and respond to their ex-
perience of suffering. The commitment to nonabandonment and to listening openly
to the family members is necessary to accompany them through serious illness and
end-of-life care.%!° Building trust, clarity of communication, and confidence between
patients, their families, and health care professionals is essential for reducing suf-
fering. Health care professionals should also seek to understand the resiliency family
caregivers bring to the care experience to transform understanding of the suffering
that exists.®!

In addressing suffering, traditional approaches that deal with the threat are com-
bined with cognitive methods to target the three cognitive appraisals of threat,
damage, and coping as well as whole-person care or healing to find a new sense of
integrity, independent of illness, recovery, or death. To help patients and families
achieve growth through suffering, health care professionals may find it helpful to ask
two fundamental questions: (1) Even though there are some things you can no longer
do, what activities can you still enjoy? (2) Are there things about your life that this ex-
perience does not affect?

Social support is another potential response to suffering. In some cases, so-
cial support helps to reduce suffering, while in other cases it may be burdensome
and may intensify suffering.%° In the context of palliative care, mindfulness has
also been shown to be a potential strategy to reduce suffering. Mindfulness is a
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nonjudgmental awareness of the present moment, cultivated by paying atten-
tion to being as openhearted as possible and simply noticing what is taking place.
Mindfulness-based interventions, such as mindfulness-based stress reduction
(MBSR) and mindfulness-based cognitive therapy (MBCT), have been shown
to improve pain acceptance, insomnia, stress, anxiety, depression, and caregiver
stress, among other outcomes. Key mechanisms of mindfulness include the pro-
cess of paying attention on purpose, paying attention in the present moment, and
paying attention nonreactively. Table 13.2, developed by Beng et al.,> describes
some mindfulness-based interventions to ameliorate suffering for both patients
and caregivers. These interventions were derived from the development of the
MBST framework, which consists of five components: (1) presence, (2) listening,
(3) empathy, (4) compassion, and (5) boundary awareness.

For both patients and family caregivers, there may also be disenfranchised suf-
fering for those whose experience is overlooked, ignored, dismissed, or invalidated.

Suffering Gives Rise to New Opportunities

Suffering gives rise to new opportunities related to meaning making, personal growth,
introspection, and reflection. Figure 13.1 describes strategies for clinicians to help
patients and their family caregivers transcend suffering. Many caregivers have shared
that their experiences of caring for a loved one at the end of life was a time of personal
growth or finding new strengths and meaning.

Table 13.2 Examples of Interventions in the Palliation of Suffering

Type of Suffering

Intervention

Patient-centered suffering
Dependent suffering
Differential suffering
Empathic suffering
Emotional suffering

Terminal suffering
Interactional suffering
Environmental suffering
Sensory suffering

Cognitive suffering

Caregiver-centered suffering

Spiritual suffering

Mobilizing support and resources
Rehabilitation
Care of caregivers

Supportive listening, emotional processing, and
relaxation techniques

Disease-modifying treatment

Communication training of health care providers
Patient-centered hospital design

Symptom control

Supportive listening, cognitive restructuring, and
hope fostering

Spiritual support, pastoral care, and
nonabandonment
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Finding Meaning in Suffering

Suffering, to some extent, may offer an opportunity to find greater meaning through
illness. Relatedly, religious beliefs themselves can provide resources for understanding
and finding meaning in the context of suffering and may lead to an embrace of suf-
fering to attain higher ends.!” For instance, suffering can lead to a clarification of and
a purifying of one’s desires for that which is most important. Many caregivers have
found great meaning in providing care. Caring for a loved one, especially at the end of
life, may also be a time to seek or offer forgiveness.

Personal Growth

As author David Brooks has previously said, “Suffering drags you deeper into your-
self ... and gives people a more accurate sense of their own limitations, what they

Recognize new
opportunities,
personal
strength, and
spiritual growth

Use touch to
convey
presence

Transcending Help reframe
Suffering hope

Listen and
validate
emotions

Figure 13.1 Transcending suffering.



THE SUFFERING OF CAREGIVERS AND THE COMMUNITY 169

can control and cannot”?? Suffering has the potential to give rise to individual per-
sonal growth and lead to a deepening of self, a profound connectedness to life, and an
awareness beyond self. More specifically, those who endure suffering may experience
posttraumatic growth or the experience of positive change that occurs as a result of
the challenging life crisis. As in Case Exemplar 13.1, Tom’s wife may experience tre-
mendous growth in recognizing her ability to care for her husband and to assume the
role of single parent.

Introspection and Reflection

There is potential for introspection and reflection in response to suffering. While suf-
fering may alter how a person views themselves and their identity following a threat,
cognitive processing may occur as a result to introspect, reflect, and reevaluate their
values, desires, goals, emotions, and circumstances. Cognitive responses to suffering
may help clarify the loss or threat, adjust to it, or determine what is needed for the res-
toration of some good.

Conclusion

In summary, supportive care interventions to address human suffering should be
tailored to the individual patient, caregiver, and community needs. Within the clin-
ical setting, suffering should be assessed using validated and reliable measures and
throughout the care trajectory. To better support family caregiver suffering during
the illness and bereavement, health care providers must develop a trusting relation-
ship with caregivers and equip them with tools and resources to reduce their own suf-
fering during this phase. Relatedly, it is critical that health care providers are trained
on appropriate screening and assessment of suffering among their patients and family
caregivers and identify ways to respond effectively and empathically. Responding to
suffering often means simply being with, witnessing, providing care for, listening to,
and supporting the person who is suffering.
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Social Suffering, Biopower, and
the Naturalization of Inequality

Alic G. Shook, Robin A. Narruhn, and Christine R. Espina

Introduction

Sinceits onset in late 2019, the global COVID-19 pandemic caused by severe acute res-
piratory syndrome-coronavirus 2 (SARS-CoV-2) has revealed long-standing and his-
torically rooted inequities in the US health care system that drive the disproportionate
burden of suffering, disease, debility, and economic deprivation for people subjected
to structural injustice.! The pandemic has unequally impacted people of color, older
individuals, and those in the lowest power strata of society.> Marginalized com-
munities (e.g., people of color; immigrants; individuals experiencing homelessness;
people with disabilities; the lesbian, gay, bisexual, transgender, and queer [LGBTQ+]
communities; individuals with mental illness; the incarcerated; people who use drugs;
and sex workers) have also been disproportionately impacted by the residual effects
of the pandemic—the global economic downturn, social isolation, and movement re-
striction measures.

Beginning in late May of 2020, following the brutal murder of George Floyd, a
46-year-old African American man, by former Minneapolis police officer Derek
Chauvin, communities took to the streets worldwide to protest structural racism and
the persistent violence inflicted on Black and African American men by the US po-
licing system.® Protesters frequently chanted, “I can’t breathe,” a slogan associated
with the Black Lives Matter movement that originates from the last words of Eric
Garner, who, like George Floyd, was suffocated to death in 2014 after being put in a
chokehold by a New York City police officer. Preliminary data at the time of the pro-
tests demonstrated that Black and African American people living in the United States
were at disproportionately high risk for COVID-19 infection and death compared to
their White counterparts.” Shortly after the protests erupted worldwide, social scien-
tist Brett Bowman, in reflecting on this moment, wrote, “Pitting the risk of infection
against the drive to protest against the violence of systemic racism encapsulated in the
slow suffocation of George Floyd brings into relief the calculus underpinning exactly
what sort of life is deemed worth living”$(313) The COVID-19 pandemic and wide-
spread protests against police brutality have highlighted interwoven threads of ine-
quality and health, particularly as health and economic inequities disproportionately
impact US communities of color.”1°

By June of 2020, 20 US cities and counties and three states had declared racism a public
health crisis.!""' Since then, public social discourse about the systemic and structural
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conditions that produce suffering from unequal power systems has rightfully intensified.
In response, public health organizations, schools of medicine, major nursing organi-
zations, and nursing schools in the United States have put forth position statements on
racism and health.!® Position statements—such as those issued by influential nursing
organizations—are helpful in as much as they influence nursing practice and health pol-
icies and have the potential to influence social discourse that shapes and guides the pro-
vision of health resources. In 2021, Knopf et al. reviewed position statements issued by
national professional nursing organizations (the American Nurses Association [ANA],
American Academy of Nursing, American Association of Colleges of Nursing) and
found consistent themes, including condemnation of police brutality, acknowledgment
of the effects of racism on health, and calls to action to end systemic racism.'?

Notably, the role of structural racism—defined here as macro-level systems, so-
cial forces, institutions, and ideologies that coalesce to produce and maintain racial
inequities'*—in creating unequal burdens of suffering among US communities of
color was well documented before the COVID-19 pandemic and the killing of George
Floyd. It has been confirmed, for example, that US police kill upwards of 1,000 people
per year, disproportionately Black Americans.” Moreover, before June of 2020, it was
well documented that structurally mediated physical and psychological violence
enacted by law enforcement systems results in deaths, injuries, trauma, and stress that
disproportionately affects marginalized populations more generally.!> How has such
tremendous suffering been naturalized and mainly rendered invisible until recently?

This chapter argues that suffering not apprehended as such (i.e., that goes over-
looked, naturalized, systematically excluded) is a particular kind of suffering that cuts
across multiple aspects of experience and identity and is produced by inequitable
arrangements of power. Medical anthropologist Arthur Kleinman termed this “social
suffering,” which “results from what political, economic, and institutional power does
to people”!® The production of social suffering is rooted in systems of oppression that
penetrate all aspects of everyday life in individual, interpersonal, and institutional
contexts. Examples of systems of oppression that sustain imbalances in power, wealth,
and opportunity are racism, colonialism, sexism, heterosexism, transphobia (e.g., cis-
sexism), and ableism. Social suffering is directly linked to inequity in health and social
systems. It drives health inequities (e.g., maternal mortality, average life expectancy,
disease burden, COVID-19 infection and death rates, injury and death from police
brutality, etc.) within and between communities and populations.!” Because social
suffering is rooted in the creation of norms that govern the distribution of life chances
and make some more vulnerable to violence, exclusion, harm, and death than others,
recognizing and responding to social suffering requires an understanding of the polit-
ical dimensions of suffering—aspects of which are embedded throughout every part
of society, including the US health care system, and codified in nursing values such as
social justice and advocacy in the ANA Code of Ethics.!®

The chapter begins by exploring how nurses have analyzed the politics of suffering
in historical and contemporary times, with a focus specifically on Jane Georges’ atten-
tion to the politics of suffering and her work to illuminate how suffering and biopol-
itics are entangled. Then it looks more closely at the relationship between biopower
and nursing, focusing on Foucault’s original conception and later how Italian political
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philosopher Giorgio Agamben theorized biopower, which has particular significance
for nursing and nurses’ abilities to apprehend social suffering. The chapter describes
the role that discourse plays in naturalizing inequality and rendering some suffering
invisible and explores three related concepts: the biopolitics of disposability, slow vi-
olence, and necropolitics. It ends by summarizing three specific strategies, previously
outlined by Espina and Narruhn,!© that nurses can utilize in response to social suf-
fering in their practice, scholarship, and teaching: critical conscientization, structural
competency, and advocacy, activism, and allyship.

Nursing and the Politics of Suffering

Drawing on emergent conceptualizations of suffering from the social sciences in the
late 1990s and early 2000s, over a decade, Jane Georges utilized a critical-feminist,
self-reflective approach to reconceptualize suffering as we make sense of it within
nursing. Like Kleinman, Georges argued that suffering “must be conceptualized as a
causal web in a global political economy in which political factors such as sexism and
racism play complex roles”!*®2>!) Georges’ work was, in part, a response to increased
attention to suffering as a prominent theme in a broad array of academic disciplines
(e.g., anthropology, theology, psychology) and a response to the dominant concep-
tion of caring as the essence of nursing. Georges argued that because their work as
nurses is saturated in power relations, they must pay particular attention to the re-
lationship between relations of power and the mechanisms via which suffering is
produced. Additionally, she encouraged nurses to reconsider “the ‘invisible’ suffering
all around [them] as more than just ‘health disparities. ”°*2>>) Notably, her work is
part of a broader genealogy of nursing scholarship that foregrounds the critical role
of power relations in shaping nursing practice and scholarship and locates nurses as
agents embedded within systems of power.

Georges was initially interested in exploring the nature of suffering as an avenue for
rethinking compassion in nursing, which she defined as “a sympathetic consciousness
of others’ distress with a desire to alleviate it.”2°(P>> Notably, in Georges’ formulation
of compassion in nursing, compassion is not static but rather “grows as individual[s]
develop the capacity for connectedness with others and [are] the recipient[s] of com-
passion”2?>) She argued that suffering and biopower are entangled with the pres-
ence and absence of compassion in the practice setting; furthermore, compassion has
been radically reduced—if not rendered impossible—in contemporary practice set-
tings that have been fundamentally altered by market forces.!” More recently, nurse
scholars have introduced the concept of the Capitalocene—which names capitalism
as a system of power?!—to analyze the central role of capitalism in reshaping nursing
identity and politics.*?

Georges’ early attention to the biopolitical spaces in nursing practice was an im-
portant divergence from Eurocentric accounts of suffering as individual, apolit-
ical occurrences. White dominant cultural portrayals of suffering have frequently
conceptualized suffering as a response to discreetly identifiable events or situations
rather than the result of social and political forces such as racism, colonialism,
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and militarism.?’ Based on a reading of Bronwyn McFarland-Icke’s work in Nurses
in Nazi Germany: Moral Choices in History,** Georges demonstrated how, in an
apolitical framing of the suffering encountered by nurses, particular discursive
themes are present: (1) the use of psychological distancing, which allows nurses to
cast people as “inferior;” “undeserving,” or “other” and renders suffering “natural,’
“normal,” or “just the way it is,"1°®?4) and (2) free-floating responsibility, which
shifts the burden to account for suffering from individuals to more amorphous
forms of authority that are frequently imagined to be lawful. When suffering hap-
pens on a large scale or to specific populations “in the past” (such as in the cases
of settler-colonialism and the transatlantic slave trade), it is often thought of as a
distant or past atrocity rather than the effect of ongoing relations of power of which
nurses are a part, and which continue to produce suffering in ways that nurses are
connected to.

Biopower
Foucault’s Conception of Biopower

Biopower generally refers to power over life, “an explosion of numerous and di-
verse techniques for achieving the subjugation of bodies and the control of popu-
lations”* It is foundational to understanding both the politics of suffering and the
nature of any kind of suffering that is normalized, rendered invisible, and system-
atically relegated to the margins of society. Initially coined by French philosopher
Michel Foucault in volume 1 of The History of Sexuality,”> many scholars have since
theorized biopower. All of them have a concern with the intersection of politics and
life, or politics and “the living” Foucault was primarily concerned with power, spe-
cifically how power, discourse, and social identities—what he termed “subject posi-
tions”—are constructed. In Foucault’s view of power, “power is not something that
people possess—instead, it circulates throughout social relations and constitutes
people into certain kinds of subjects suitable to the prevailing political order.”?®
Power is pervasive, productive, socially distributed, and discursively managed.
The authors discuss discourse and the nature of suffering in more detail shortly.
But first, they explore biopower as Foucault originally conceived it; the relationship
between biopower, nursing, and governmentality; and how Italian political philos-
opher Giorgio Agamben later theorized biopower, which has particular significance
for nursing.

Foucault’s conception of biopower characterized a new form of power that first
appeared in the 18th and 19th centuries. He argued that biopolitics is a “matter of
taking control of life and the biological processes of man-as-species and of ensur-
ing that [people] are not disciplined, but regularized”?”(>>%) These new relations of
power—biopolitics, which refers to the style of government that regulates populations
through biopower—were concerned less with the body as an object of disciplinary
techniques (e.g., punishment) and more with the body as a site to be systematized.
This is to say, biopolitics is a reference to the processes via which life—specifically
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at the level of the population—is managed, and it requires experts (e.g., physicians,
nurses, psychologists) to make determinations about, for example, what is normal
versus what is abnormal, who is a good and deserving patient versus who is a malin-
gerer, etc. While there are biopolitical implications at the level of the body, biopower
is targeted at managing entire groups or populations. For example, Foucault suggests
that government surveys of population health to eradicate sexually transmitted dis-
eases and incest among the working class were intended to improve the population’s
health and had the effect of controlling the population more tightly.?® Biopower
operates as a form of bioregulation (i.e., regulation of biological or living processes)
administered across institutions throughout a society (e.g., medicine, nursing, in-
surance, etc.) that treats the individual as an economic subject and sees the subject
in terms of their “productive” capacities as human capital.? It is a kind of analysis
of the interaction between the body—or bodies—and institutions where biopower is
fundamentally about establishing the value of human lives or stratifying the value of
human life.

Case Exemplar 14.1
Biopower and Anti-Trans Legislation

In thinking about how biopower operates to create and distribute norms that es-
tablish and regulate the value of human lives, consider the recent wave of anti-
transgender legislation sweeping the United States, particularly legislation
targeted at transgender youth (i.e., youth under age 18). In 2021 alone, lawmakers
across 35 states brought forth 127 anti-transgender bills and 9 states passed some
form of anti-transgender legislation, including barring or criminalizing health
care for transgender youth. The majority of these bills target transgender youth
by preventing them from participating in athletics and making it illegal for them
to access particular types of health resources. Other bills make it difficult, if not
impossible, to change the sex designation on one’s birth certificate, thus subject-
ing transgender youth to ongoing vulnerability, violence, and exclusion. Biopower
operates via both health care and the law as norms are created and debated about
what is normal versus abnormal with regard to gender, what types of health and
legal resources an individual can access related to gender, and the degree to which
transgender individuals are afforded basic privileges that allow individuals to par-
ticipate in everyday life as full human beings. These bills convey powerful messages
that transgender people do not really exist and perpetuate false ideas about both
sex and gender. A 2020 survey of LGBTQ+ youth mental health found that 21%
of transgender youth have attempted suicide and 52% have seriously considered
it. Notably, negative mental health outcomes among transgender youth have re-
cently been exacerbated in response to increased anti-trans discourse that appears
in the news. The American Psychiatric Association has found a direct connection
between the discrimination transgender people face, their lack of equitable civil
rights, and the harmful impact of anti-trans hate (including in health care and the
law) on their mental health.
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Biopower, Nursing, and Governmentality

Nursing is charged with the responsibility for labeling, coding, organizing, and moving
individual bodies—and sometimes entire populations or groups of individuals—
through a for-profit health care system that rationalizes and organizes life and death
and that frequently makes determinations about the value of human life. This includes
attending to those who are suffering and frequently ascertaining “real” suffering and
making decisions or recommendations about what resources should be leveraged on
behalf of those who suffer. This also includes participation in the systematic disregard,
production, and maintenance of “not knowing”—or an epistemology of ignorance—
concerning particular expressions of pain and suffering. This is a function of nursing’s
task in what Foucault termed “governmentality” Governmentality describes the elab-
orate and often subtle ways a society shapes and manages individuals and popula-
tions.*® Holmes and Gastaldo have theorized nursing as a means of governmentality,
and they argue that nurses both help the state to govern at a distance and are a critical
body that challenges the status quo and works for more equitable systems of care.’!
Foucault’s conception of governmentality links both constructive and repressive ways
of exercising power (i.e., emancipatory versus oppressive expressions of power). This
is particularly important for nurses to consider when critically reflecting on their
roles as biopolitical “experts” within a fundamentally inequitable health care system
that places a higher value on some lives over others and that legitimizes some forms of
suffering while invalidating others.

Working at the junction of the individual and collective body within power rela-
tions that promote and recuperate life, nurses are able, through their interventions,
to mold, conduct, or affect people as well as construct, with the help of other health
professionals, people’s subjectivities.>! (6%

What does it mean to construct another’s subjectivity? Foucault argued that the
subject, or subject positioning, results from relations of power rather than something
that precedes those relations.?® This was a divergence from the White-dominant focus
on the individual. Within this frame, for example, it becomes possible to reconsider
what Georges termed “discursive themes deeply ingrained in the European metanar-
rative” that “assure us that suffering is perpetuated by distant people who are separate
from us”19®2>¥ to appreciate suffering as the result of social and political forces of
which all people are a part. Nurses are, in effect, often tasked with producing “the suf-
fering subject” in ways of which they are both aware and unaware. This is a function of
their social position as nurses and their role as “experts”

Agamben and Biopower

In her work on compassion in nursing and the politics of suffering, Georges relied
heavily on Giorgio Agamben’s formulation of biopower. Agamben’s seminal work
Homo Sacer: Sovereign Power and Bare Life*? carries forth Foucaults study of bio-
politics. He asserts that all power—or “sovereignty;” as he termed it—is by nature
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biopower. This includes having power over another, which involves the power of
life or death.?* This might be thought of as an administration of life and death. Like
Foucault, Agamben argues that biopower is state sanctioned, and in Agamben’s con-
ception, it involves the administration of what he termed “bare life,” “zoe,” or “non-
person.” Any individual who fails to comply with socially constructed norms (e.g.,
obey the law) begins to descend within the social strata (i.e., loses power), with the ex-
treme being the point at which an individual’s very humanity is erased or occluded to
the point that it makes them particularly vulnerable to violence, exclusion, and death.
Importantly, this is a normalizing process, meaning it is a taken-for-granted socio-
structural process embedded in institutions and everyday life. It is perceived to be the
“natural” order of things.

Conversely, Agamben uses the term “bios” to refer to individuals who possess so-
cial agency or power and occupy a “real” person status.>> According to Agamben, one
is either “bios,” meaning they are granted political agency by the prevailing order and
are protected by social norms, or “zoe,” meaning they are stripped of political agency
and vulnerable to violence, exclusion, and death. While this zoe-bios dichotomy is
systematically concealed via normalizing processes, “it has its most visible forms
in biopolitical spaces such as prisons and hospitals, where the zoe-bios divide is so
prominent and all-encompassing that participants inside these locations perceive it
as ‘natural’ "20(>%)

Discourse and the Unspeakable

Both nurses and those we work with are caught up in the zoe-bios divide. In many
cases, people may be assigned a “zoe” status because of a given socially constructed
difference (e.g., race, class, gender, sexual orientation, immigration status, ability,
etc.).>® An essential aspect of how these assignments—these distributions of the value
of human life—operate is that they have, until recently, not been spoken about in
dominant public social dialogue. This is a function of discourse, which makes it pos-
sible to think some thoughts and not others, empower some speakers, and disqualify
or negate others.’* Discourses are systems of thought that construct social reality and
are enacted and contested at the site of the body.*® Dominant discourses—such as
Whiteness, or the normalization of White racial identity,*® for example—promote
viewpoints and uphold ideologies that codify existing power relations, hierarchies,
and social structures.’”

Feminist scholars have used the term “Unspeakable” to describe any event or expe-
rience so threatening to the power structure that no language exists to describe it.?®
Others have used it to describe patterns of discourse that are so profoundly normal-
ized and taken for granted that they disappear from an individual’s consciousness.*
Georges developed a definition of the Unspeakable in her work on biopower and
compassion in nursing. She writes, “The Unspeakable in nursing is the creation/main-
tenance of biopolitical spaces in which compassion—for oneself or one’s patients—is
rendered severely diminished to nearly impossible”**(®*13 This is a kind of uncritical
acceptance of routinized, normalized, taken-for-granted suffering such that it moti-
vates no action. Nurses may see this type of suffering as normal or not see it at all.
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Examples of the Unspeakable include the common practice of withholding necessary
treatment for patients living with a history of substance use disorder*! or being ac-
cused of drug-seeking behaviors while Black.*?

The frames through which nurses view “the Other” are saturated in relations of
power and are themselves operations of power.** Acts of inclusion and exclusion—
what nurses see and don't see, what nurses say and don’t say—are politically saturated.
Nurses” work occurs at the confluence of discourse, culture, life, and death, and thus
nurses are “necessarily connected to normative frames that exclude certain parts of
populations”#4(P28% When an individual—or a “patient,” as the case may be—is not
recognized as human in the full sense (i.e., is dehumanized and rendered invisible—
what Agamben termed “zoe” or “non-person”), their life is not apprehended as life and
becomes what Butler calls “a living figure outside the norms of life*(*® Drawing on
Butler’s work, critical nurse scholar Thomas Foth has argued in his work on care and
biopolitics that “dehumanization first occurs within discourses and then gives rise to
physical violence ‘that in some sense delivers the message of dehumanization that is
already at work in the culture’ ”#4®2°!) For example, in clinical spaces when a person
with a substance use disorder suffers because theyre denied appropriate treatment
for withdrawal, this may not be seen as suffering but as something they “deserve.”
This framing and these ideas have material implications. Foth argues that the frames
through which we view others are less about individual choice and are restricted by
norms and culture. “Questions arise then,” he writes, “as to whose face makes an eth-

ical demand on me.44(p289)

Related Concepts: The Biopolitics of Disposability,
Necropolitics, and Slow Violence

Before specific strategies for responding to social suffering in nursing practice, edu-
cation, and policy are discussed, a few related concepts are explored: the biopolitics of
disposability, necropolitics, and slow violence.

Biopolitics of Disposability

American Canadian scholar and cultural critic Henry Giroux introduces the politics
of disposability in his works Stormy Weather: Katrina and the Politics of Disposability*>
and “Reading Hurricane Katrina: Race, Class, and the Biopolitics of Disposability.’4¢
Giroux argues that government neglect in the wake of Hurricane Katrina—a Category
5 hurricane that caused over 1,800 fatalities and $125 billion in damage in late August
2005—revealed the emergence of a new kind of politics, “one in which entire popu-
lations are now considered disposable, an unnecessary burden on state coffers, and
consigned to fend for themselves40®174 Utilizing biopolitical concepts and in a cri-
tique of postwelfare neoliberalism, Giroux’s work illustrates how the new biopolitics
of disposability both justifies and obscures state-sanctioned violence and relegates en-
tire populations of people to “spaces of invisibility and disposability”#®18) —most
often poor people of color. This notion of the biopolitics of disposability adds to an
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understanding of suffering that is rendered invisible by highlighting how the politics
of suffering are structured mainly around racial and class inequities. Foucault’s con-
ception of biopower holds that biopower “inscribes a kind of racism into mechanisms
of the state*4(?°0) which sanctions differentiation between races and allows for ra-
cial hierarchization (i.e., at its core, biopower characterizes some races as superior to
others).

When you have a normalizing society, you have a power which is, at least superfi-
cially... biopower, and racism is the indispensable precondition that allows someone
to be killed, that allows others to be killed. Once the State functions in the biopower
mode, racism alone can justify the murderous function of the State.?”(P256)

Importantly, Foucault underscores the idea that to kill someone can mean both phys-
ically putting to death and indirect forms of murder, such as placing certain subjects
in positions whereby their risk of death is increased or where they are rendered po-
litically dead (i.e., expulsion, exclusion, rejection, displacement, marginalization,
etc.). A recent example is the disproportionate COVID-19 deaths in the United States
among poor communities of color (who have fewer choices to reduce their exposure
risks). Yet policies were developed that restricted COVID-19 testing and treatment
and supported premature lifting of COVID-19 protections.?’

Necropolitics and Slow Violence

Achille Mbembe’s concept of necropolitics is entwined with the Foucauldian con-
ception of biopolitics. Importantly, Mbembe argued that Foucault’s biopower/bio-
politics could not fully explain contemporary forms of subjugation, such as slavery
and colonialism, resulting in the bodily suffering and death of people living under
exceptional violence and brutality. Mbembe describes how enslaved people’s bodies
were “kept alive but in a state of injury”*$7>) and that enslaved people were “treated
as no longer existing except as mere tool[s] and instrument[s] of production.43®7%)
They were devalued to the point of being seen as “non-persons,” their lives, Mbembe
argues, “a form of death-in-life”*3%7>) Mbembe’s conception of necropolitics, or
necropower, accounts “for the various ways in which, in our contemporary world,
weapons are deployed in the interest of maximally destroying persons and creating
death-worlds.”*8?%2) He argues that these death-worlds are “new and unique forms
of social existence in which vast populations are subjected to living conditions that
confer upon them the status of the living dead.”*3#°? These forms of violence do not
necessarily result in immediate death. Still, they involve the permanent wounding of
entire populations via exposure to repeated, everyday forms of violence (e.g., environ-
mental racism and climate change) and the naturalization of persistent suffering that
results from these exposures. This violence is consistent with Agamben’s homo sacer.
Slow violence was originally coined by literary theorist Rob Nixon and is frequently
used interchangeably with necropolitics.*” Nixon described slow violence as “a vio-
lence of delayed destruction that is dispersed across time and space, an attritional vi-
olence that is typically not viewed as violence at all”*°®? Slow violence highlights the
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association of time and environmental harm. It interacts with marginalization in that
it is disproportionately suffered by dispossessed people, whom Nixon called “casual-
ties of accumulative environmental injury.”>°®149 The distribution of environmental
injustice is highly racialized and is “predicated by an entrenchment of long-standing
social inequalities, rendering some groups more vulnerable than others”47(1541)

Like the biopolitics of disposability, both necropolitics and slow violence add to an
understanding of invisible and naturalized forms of suffering by drawing attention to
the reality that the politics of suffering are structured largely around long-standing ra-
cial and class inequities. The concepts of slow violence, biopower, and the Unspeakable
are all evident in the history of the United States’ destruction of the Marshall Islands,’!

for example (Case Exemplar 14.2).

Case Exemplar 14.2

Slow Violence, Biopower, and the Unspeakable and the Republic
of the Marshall Islands

For one decade (1948-1958), the Republic of the Marshall Islands (RMI) was a nu-
clear test site for the United States. Sixty-seven tests were conducted to study large-
scale weapons of mass destruction. The largest of these was equal in force to 1,000
Hiroshima-sized bombs. In 1956, the Atomic Energy Commission declared the RMI
as the most contaminated place in the world. People from the RMI were exposed
to enormous amounts of radiation, and those living on nearby atolls suffered im-
mediate and long-term injuries and illnesses from exposure to nuclear fallout. This
vast exposure—which exceeds Chernobyl and Fukushima—is not well known.
The United States” destruction of the RMI and its people is not found in our history
books and contributes to the erasure of these communities, such as the Marshallese,
who were medically experimented on, dehumanized, and called nuclear savages.>!
This erasure from public consciousness is consistent with Agamben’s biopower and
Georges’s the Unspeakable. RMI soil and marine ecosystems remain contaminated,
severely impacting food sources. Radiation rendered food sources inedible, affecting
the health of people living on the RMI. The impact of this contamination persists
today and is demonstrated in disproportionate cancer rates, loss of sustainability, and
poverty among the Marshallese. Worse, the social and economic fabric of communi-
ties has suffered from the loss of the previous way of life.

In 1986, the Compact of Free Association (COFA) Treaty between the United
States and the RMI promised public benefits to Marshallese nationals such as health
care access and educational loans in exchange for the militarization of the largest
island Kwajalein, now known as the Ronald Reagan Ballistic Missile Defense Test
Site. The Marshallese began to immigrate to the United States in the 1990s because
of the ecological destruction and pursuit of economic opportunity, education,
and access to health care. As of the 2010 census, approximately one-third of the
entire population of the RMI had migrated to the United States. Marshallese are
not considered US citizens, nationals, or immigrants and do not have the status
of lawful permanent residents, placing them in a precarious position comparable
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to biopower and Agamben’s homo sacer. The COFA benefits were inexplicably
removed during Clinton’s Personal Responsibility and Work Opportunity Act in
1996, breaking the United States’ end of the treaty, yet the United States maintained
access to Kwajalein. COFA benefits were not reinstated until 2021, and ironically,
the original COFA Treaty is set to expire in 2023. Despite migrating in pursuit of
increased opportunity, the health of the Marshallese people has not improved, and
they face disproportionate burdens of cancer, diabetes, COVID-19 infection, and
death. The nuclear bombings and their generational impacts and the broken COFA
Treaty leading to early mortality are akin to the mechanisms of slow violence.>! The
Marshallese were and are treated as less than human and unworthy of basic human
needs (biopower) despite the culpability of the United States in the disparate rates
of cancer due to nuclear exposure.*!

Responses to Suffering

There are a number of ways that nurses can meaningfully engage with the politics of
suffering and mitigate the impact of inequitable burdens of suffering on the most vul-
nerable populations. Nursing is an inherently political practice saturated in relations
of power; thus, nurses are instruments of power, and they “have the capacity to both
exercise and resist power.”>2(P111):33 If nurses wish to live up to their commitment to
social justice and responsibility to integrate principles of justice into nursing practice,
policy, and the provision of health resources more generally, they must not only be
capable of installing “new frames”*3®12) (i.e., new ways of seeing the world that ap-
prehend suffering, especially when it is obscured by inequitable relations of power)
but also able to critically self-reflect on their roles in the production of suffering and
deconstruct the normative frames that render some lives more valuable than others.
Espina and Narruhn!© offer three strategies nurses can use to mitigate these injustices,
summarized next: critical conscientization, structural competency, and advocacy, ac-
tivism, and allyship.

Critical Conscientization

Critical approaches to education in the health professions (i.e., those that teach skills
for examining unquestioned assumptions at the individual, institutional, and cul-
tural levels of health care) have been recommended in response to concerns that
competency-based education falls short of fostering compassion and social responsi-
bility among health care providers, particularly concerning raising providers’ aware-
ness of the conditions under which the most marginalized live and experience health
and illness (i.e., making known what has been obscured regarding the inequitable dis-
tribution of suffering).>*>" Critical consciousness is an educational concept that arises
from emancipatory work with marginalized communities, particularly the work of
Paulo Freire as he worked to transform education among the poor in Brazil in the
1970s.¢ Freire argued that for education to be transformational, “learners needed to
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connect with their own personal, cognitive, and emotional experience, to engage with
others through dialogue (an engaged discussion that includes affective and experien-
tial knowledge) and to emancipate themselves and others through praxis (the realiza-
tion of theory within action).”>’(P13) This type of transformational education requires
that teachers and learners engage in critical self-reflexivity and be willing to challenge
their position(s) of power and privilege. Conscientization involves a “reflective reading
of the world,”””®!% focusing on taken-for-granted and socially embedded inequities.
A critical stance allows nurses to pay attention to the underlying sociopolitical na-
ture of both education and health care, recognize opportunities for challenging un-
examined assumptions that perpetuate systems of oppression, and implores them to
act as agents of change.”® Adopting a critical stance is foundational to apprehending
the politics of suffering. Therefore, nursing should integrate conscientization into the
profession’s definition of critical thinking. Content focused on understanding the
distribution of wealth, health, and opportunity (i.e., social justice content) should be
given equal weight in nursing education curriculum as biomedical content.!°

Structural Competency

Structural competency as a concept was initially introduced in Metzl's 2010 book
The Protest Psychosis: How Schizophrenia Became a Black Disease.® In 2014, Metzl
and Hansen proposed structural competency as a paradigm for medical education®
and it has since been utilized and advanced in multiple educational settings.**-*? In
their original conception, Metzl and Hansen define structural competency as the
capacity of trained health professionals to recognize how “a host of issues defined
clinically as symptoms, attitudes, or diseases”>*P12®) are frequently the downstream
consequences of broader economic and sociopolitical forces (i.e., upstream factors).
Structure refers not only to environmental infrastructure (e.g., buildings, transporta-
tion, water, sewage, food and waste systems, electronic communication systems, etc.)
but also to the “diagnostic and bureaucratic frameworks that surround biomedical
interactions” (e.g., health care access)*®!28) and the “assumptions embedded in lan-
guage and attitude that serve as rhetorical social conduits for some groups of persons,
and as barriers to others”*®128) In other words, “structural” denotes not only social
and economic policies, including those that regulate the distribution of health and
social resources, but also social stratification based on race, ethnicity, immigration
status, ability, gender identity, sexual orientation, etc. Competency, in this formula-
tion, does not suggest mastery of structural forces. Rather, it is grounded “in the be-
lief that conceptualizing and intervening into abstract social formations is a skill that
requires study and practice over time”*®128) as well as the humility to recognize that
nurses’ work as health care professionals is saturated in relations of power.

Structural competency has been utilized in nursing education as a pedagog-
ical framework intended to help prepare nurses to understand health inequities in
the context of macro-level systems/structures and recognize the status and privilege
conferred on them as health care workers.®> Woolsey and Narruhn,%? for example,
have used a graduate nursing-level course grounded in biopower and structural
competency that connects the structural causes of suffering among marginalized
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communities via critical concepts such as “Othering;” epistemic injustice, historical
trauma, intersectionality, embodiment, and internalized oppression. Students explore
how these concepts show up across various public health issues such as mass incarcer-
ation, substance use, and homelessness and are encouraged to critically self-reflect on
how their own biases and privileges impact their abilities to recognize how inequitable
burdens of suffering among the most marginalized are frequently the result of ineq-
uitable arrangements of power.®? Structural competency is an innovative pedagogical
method congruent with Freire’s conscientization!? and Giroux’s critical pedagogy.

Advocacy, Activism, and Allyship

Provisions 1, 3, 5, 8, and 9 in the ANA Code of Ethics!'® charge nurses to advocate
for vulnerable individuals and communities and promote social justice. This pro-
fessional obligation applies to the instances of injustice arising from biopower, slow
violence, structural racism, and other mechanisms of injustice.!’ Because of the na-
ture of their work and the proximity to the suffering of others that their role affords,
nurses frequently assume the role of advocate when they wish to “tell the narratives of
suffering [they] have witnessed.”2°®*?) Without critical awareness of existing power
differentials, taking on advocacy roles may exacerbate these power imbalances, im-
pede patients’ capacity for agentic self-determination, and perpetuate the notion
that nurses always know what is “in the best interest” of the individuals they serve.®
“Solutions” that arise from such an individualistic focus frequently perpetuate pater-
nalistic practices in health care and are often short term and ineffective at making
long-term, systems-level change.> Given what is known about power and the ineq-
uitable distribution of suffering, upstream strategies rooted in community know-
ledge and self-determination and that focus on establishing concrete social policy in
areas such as shelter, work, food, health care, and legal status may be more effective
for both ensuring that suffering among the most marginalized is apprehended as such
and establishing systems-level change that genuinely transforms the conditions under
which the marginalized suffer. Additionally, systems-level advocacy strategies and
participation in “movements that seek to redress experiences of oppression”>2(P108)
may also help to repair and heal existing distrust between nurses and marginalized
populations who have historically been harmed by inequitable distributions of health

resources and pathologized via normalizing practices within systems of “care”>?

Conclusion

In accordance with nurses’ ethical responsibility and mandate for social justice, they
must commit to ongoing processes of critical self-reflection and recognize their re-
sponsibility in apprehending social suffering, particularly when it is not popular or
palatable. A central part of their responsibility in apprehending social suffering is in
naming and deconstructing the role that systems of oppression play in driving dis-
proportionality in the distribution of suffering, disease, debility, and economic dep-
rivation for people subjected to structural injustice and in recognizing the processes
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by which some lives are rendered more valuable than others. As the largest segment
of health care workers globally, nurses have a tremendous capacity to leverage their
collective political power in service of movements for social justice, centering “the
voices of the most marginalized to ensure that their voices also inform health care
practice and policy”**?1%) This involves fundamentally altering their orientation—
from experts to allies—acknowledging how power operates in and through their work
as nurses and committing themselves to a more liberatory vision of health and healing

for all.
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Suffering in the Face of Humanitarian Crises
and Emergencies

Sheila Davis and Marc Julmisse

Bearing witness surely has a certain value, especially if it is linked to good-
will efforts to prevent unnecessary suffering caused by war or disease or
insufficient preparation for natural disasters.!

Background

There is no one definition of a humanitarian crisis or emergency. A crisis can be one
single event or a series of events that threaten a large number of people’s health, se-
curity, or survival. The distinction of “man-made” versus “natural” disasters is be-
coming less relevant as we see that the climate crisis, undeniably man-made, has
dramatically increased the number of hurricanes, cyclones, and other “natural disas-
ters”> Humanitarian crises are becoming increasingly prevalent in the world, with the
United Nations estimating the need for global humanitarian aid in 2022 to be 274 mil-
lion people, an increase from 235 million people in 2021.3

Political instability, ongoing conflicts, and war are major drivers of crisis situations
affecting millions of people. The World Bank describes fragility, conflict, and vio-
lence (FCV) as a set of substantial challenges that are impacting the developmental
efforts to end extreme poverty in both low- and middle-income countries, stating that
“by 2030, up to two-thirds of the world’s extreme poor could live in FCV settings.
Conflicts also drive 80% of all humanitarian needs” Similarly, populations in low-
income countries where a large percentage of the population lives in extreme poverty
are more vulnerable to the effects of natural disasters.® Therefore, it must be acknowl-
edged that there is a disproportionate impact of humanitarian crises of any type on
low- and middle-income countries (LMICs).

Beyond the consequences of conflict, the impact of climate change on humani-
tarian crises leads to serious implications for health, economy, and security, including
direct effects from the increase in temperature and changes in the frequency and
strength of heatwaves, storms, floods, and droughts. There are also changes in food
production, increases in infectious diseases, climate-induced population displace-
ment, and resultant conflict. As noted above, LMICs are disproportionately impacted
by humanitarian crises, which will continue to exacerbate existing global health chal-
lenges and inequalities.® The Global Assessment Report (GAR2022), released by the
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United Nations Office for Disaster Risk Reduction (UNDRR), reveals that between
350 and 500 medium- to large-scale disasters took place every year over the past two
decades, and this number of disaster events is projected to reach 560 per year—or 1.5
disasters per day—by 2030.”

Disparities become more pronounced during crisis. Women and girls are at higher
risk of violence during the acute and ongoing responses to any humanitarian crisis.
Those most vulnerable prior to a crisis become most impacted in the aftermath. On av-
erage, natural disasters are more likely to be the cause of death for women when com-
pared to men and cause death at a younger age for women than men.® Furthermore,
relief policies are biased to the needs of men, and relief resources are also largely con-
trolled and managed by men, which leads to the needs of women being ignored fol-
lowing a disaster. This, coupled with the fact that women are more likely to experience
poverty, suggests unequal access to resources, which leads to higher rates of death
and disenfranchisement of women following a natural disaster. In the aftermath of a
crisis, women and girls are also increasingly at risk of maternal death. According to
the United Nations, “Some 60 percent of all preventable maternal deaths in the world
take place in conflict, displacement or disaster settings.” One example of this unset-
tling phenomenon comes from the 1994 Rwandan genocide, in which it is estimated
that 250,000 women were raped throughout the conflict. Of these rapes, an estimated
20,000 babies were born. This violence affect not only the women themselves but also
the children born of these assaults. Data from support groups in Rwanda found that
these children are often “disparaged, tend to live in poverty, fac[ing] higher rates of
HIV, and domestic abuse than their peers.”

Contflict, climate-induced disasters, and humanitarian crises can force people to
flee their homes. According to the UN High Commissioner for Refugees (UNHCR),
as of mid-2021 there were over 84 million forcibly displaced people globally,'® which
includes refugees, internally displaced people, and asylum seekers. Many suffer from
insufficient hygiene and sanitation facilities, creating conditions conducive to the
spread of disease, food insecurity, and a lack of access to basic medical care. These
conditions drive the profound vulnerability for displaced populations and increased
illness, compounding dehumanizing conditions and inadequate palliative care. For
instance, Rohingya refugees in Bangladesh with advanced illness are facing sub-
stantial physical, emotional, and social suffering due to a lack of symptom relief.!'!?
Additionally, Ukrainians in need of pain management confront barriers at the inter-
section of inadequate opioid access and war.'?

Humanitarian aid, although lifesaving, is flawed, and colonialist history led to
deeply entrenched policies and systems that have perpetuated gross global inequity.
Racism is clearly impacting global response to crises. Journalist Maher Mezahi re-
flected on the difference in the global response to European versus African war and
conflict and the clear differences in who is welcomed into surrounding countries.'*
The role of the media cannot be ignored. Various news outlets were forced to apolo-
gize for their coverage of the conflict in Ukraine versus many conflicts in the Middle
East or on the African continent.!” Every human life is of equal value, but one cannot
ignore the correlation between varied gradients of skin color and who is deemed
worthy of compassion and intervention. In the United States, as recently as July 2020,
evidence shows that Black and Brown individuals make up 23% of deaths related to
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the COVID-19 pandemic despite making up only 13% of the US population. Black
and Brown people are expected to be resilient, and the reality of who is worthy of
the acknowledgment of suffering is disturbingly evident.!® Suffering is normalized for
Black and Brown people.

In addition to the personal and familial impact of a natural disaster or conflict,
health care workers are also at risk. According to a World Health Organization
(WHO) report on the impact of COVID-19 on health and health care workers, “In
2019, WHO recorded 778 attacks on health care workers from 10 countries and ter-
ritories, resulting in 156 deaths and 895 injuries.”!” These numbers report only doc-
umented cases, and the full extent of violence against health care workers in natural
disasters is unknown.

Acute-on-Chronic Emergency

The inequitable impact of humanitarian crises on LMICs is the result of acute disaster
confounded by chronic emergency. There is no guaranteed access to quality health
care globally. High-quality health systems are better able to withstand disasters of any
type, but sustained enthusiasm and investment in building quality health systems re-
main elusive. In the words of Bill Gates, “Strengthening health care systems not only
improves our ability to deal with epidemics, but it also promotes health more broadly.
Without a functioning health system, it is very hard for a country to end the cycle of
disease and poverty’!®

Despite the repeated assaults on precarious health systems, there is minimal invest-
ment in strengthening health systems to promote resilience. From a 2021 report on
philanthropic spending in 2019, $352 million was funded by foundations and public
charities for disasters and humanitarian crises. Natural hazards and severe weather
events accounted for 55% of disaster funding, and of the 51% of dollars that were allo-
cated for response and relief efforts, 17% of funding went toward disaster prepared-
ness, 6% went toward reconstruction and recovery, and only 4% supported resilience
measures.!?

Even before the COVID-19 pandemic, the world would not reach the United
Nations’ Sustainable Development Goal (SDG) health targets by 2030 or the goal of
providing universal health coverage to 1 billion more people by 2023. The provision of
essential health services is challenged in many places, and the additional patient load
caused by the pandemic has strained already weak health systems.?’ The long-term
impact of the pandemic on achieving universal health care is unknown, but with the
challenge of the emergence of a new pathogen, our global health response effort has
failed.

Humanitarian crises cause suffering. People in crisis, regardless of the cause, suffer
physically, mentally, and emotionally. The accelerated pace of news media, paired with
unprecedented access to the internet and the ability to upload footage from around
the world, has given all of us a front seat to global suffering. Post-natural disaster
immediate response includes stories of heroism, makeshift operating rooms, and
working around the clock to save those impacted by an earthquake, hurricane, flood,
or drought. Less known, less researched, less of interest to the frenzied news media
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is: What is the impact on the nurses and family caregivers who are responding to these
extraordinary events? What is the impact of not just one disaster, but a series of simul-
taneous and ongoing emergency response situations compounded daily? What is the
impact of suffering on the health care workers who themselves are victims of natural
disasters and humanitarian crises, both acute and chronic? This chapter will explore
these issues with a focus on how nurses respond to suffering and the impact on care.

Haiti and Humanitarian Crises

In August 2021, a 7.2 magnitude earthquake in Haiti occurred approximately 150
miles west of Port-au-Prince, largely affecting the cities of Les Cayes, the capital of
the South, or Sud, and Jérémie, the capital of Grand Anse in the southern part of the
country. At least 2,248 deaths were reported, and an additional 12,763 people were
injured with at least 650,000 people in need of humanitarian support.?! Although the
impact was not as large as the devastating January 2010 earthquake that destroyed
the city of Port-au-Prince and caused massive destruction and casualties, it came
on the heels of a tumultuous time for the country with the unsolved assassination of
President Jovenel Moise in July of 2021.

Haiti is the poorest nation in the Western Hemisphere, suffering from a treach-
erous history of foreign exploitation and structural violence including decades of
both the occupation by the United States and detrimental political instability. It was
in the context of long-standing social, political, and economic conditions that these
earthquakes struck and resulted in catastrophic acute-on-chronic disaster. These were
not the first, nor last, humanitarian crises for Haiti in the 21st century. Frequently
battered by tropical storms, situated on seismic fault lines, and enduring centuries of
exploitation and the additional catastrophic impact of the pandemic, Haiti has weak
public infrastructure and an overwhelmed health system that is ill-prepared to serve
its 11 million inhabitants.

It is well noted that natural disasters disproportionately affect communities where
there is an unstable government, weak infrastructure, and inadequate health services,
particularly mental health services.?? Researchers acknowledge the lack of studies
identifying the adoption of long-term mental health and psychosocial support fol-
lowing a disaster.”® Long-term support is often not planned, even though the link
between the development of mental health issues and psychosocial issues in a post-
disaster setting has been well established.?* Immediate postdisaster crisis counseling
is sometimes provided to the survivors and health care providers. Unfortunately, the
duration of the services is limited and scale-up of interventions is difficult due to mul-
tiple barriers such as lack of oversight, lack of support provided to trained service
providers, lack of ongoing technical assistance, lack of policy promoting integration,
lack of political will, noncontextualized curricula, and lack of financial and human
resources.”
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Nursing Burnout

Clinical practices and specialties are experiencing an alarming rate of burnout. Fifty-
nine percent of the global health care workforce consists of nurses.? In a profession
that is demanding physically and emotionally, burnout rates and compassion fatigue
have been steadily increasing.?” Several terms have been used interchangeably to de-
scribe the negative transformations that occur in clinicians because of ongoing oc-
cupational stress.”® One of these terms is “burnout,” which is defined as the gradual
process of increasing physical and mental fatigue or the “exhaustion of physical or
emotional strength or motivation usually as a result of prolonged stress of frustra-
tions.”?* Compassionate care, which is at the moral center of the nursing profession,
can be at risk when the caregiver is overwhelmed from the witnessed suffering of
patients. The idea may be true that “the process of caring for a suffering person is
painful for the nurse and requires exceptional effort on the nurse’s part, but the very
act that drains the nurse can also create the fuel for compassionate care”*® However,
in cases where the nurse is exposed to repeated suffering without psychological in-
tervention and support, the development of compassionate fatigue (CF) is im-
minent. Compassion is described as “a virtuous response that seeks to address the
suffering and needs of a person through relational understanding and action.”***2 CF,
sometimes described as the cost of caring, is the emotional and physical fatigue that
progressively develops in professionals when repeatedly exposed to traumatized indi-
viduals.?>3? The practice that some nurses develop, erecting barriers and distancing
themselves from patients suffering as a protective measure, may be the beginnings of
CF, as evidenced by the comment made by Haitian nurses working at a tertiary level
hospital (Case Exemplar 15.1).

Case Exemplar 15.1

“Nurses, when faced with a patient’s suffering, must not become emotionally at-
tached to a patient. Nurses have to maintain a professional relationship with the
suffering patient. It is not recommended to interact with a lot of sympathy. Between
human beings, there are images that haunt you when you think of a particular case,
even unconsciously” (Medical-surgical nurse in Haiti)

“In a family fold, the nurse’s family members do not understand how she can
take a case with such delicacy. Why is the nurse so calm? Well, it is because we—the
nurses—see so many cases in front of us day-to-day, so we do not show any concern
about a case in the community or/and in the family. As an oncology nurse, death
means the end of all suffering. Due to our experiences, knowing a person is dead
does not affect nurses nowadays. However, they feel much more helpless when
they cannot ease a patient’s suffering. ... The nurse does not develop too much inti-
macy and/or sensitivity because she considers that this can make her weak and can
divert her care to support the patient” (Oncology nurse in Haiti)
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In the Global North, nursing burnout is well documented, and it is known that
“many nurses who care for suffering patients burn out.”® In the United States, a
Joint Commission survey identified that more than 15% of nurses surveyed reported
burnout.** Another survey conducted in 2019 by the Joint Commission identified
that “burnout is among the leading patient safety and quality concerns in health
care organizations.”** Furthermore, the article highlighted the Joint Commission’s
finding that the “negative effect of these stressors can affect the ability of the health
care professionals to care for others”** A policy brief published by the International
Council of Nurses (ICN) indicated that 20% of nurses in the national nurses asso-
ciations (NNAs) connected to the ICN are reporting their intention of leaving
the nursing profession, citing the “emotionally and physically draining” environ-
ment, the increase in critical patients, and the inadequate staffing for the volume of
patients as reasons.* In the 2021 ICN COVID-19 update, data collected by the ICN
showed that nurses reporting mental health distress increased by 20% during the
first wave of the pandemic. Several countries are reporting elevated levels of stress
and anxiety. The United States reported that 93% of health care workers were suf-
fering from stress and 76% reported burnout. In Africa, a survey conducted over 13
countries showed an 18% increase in symptoms of depression and anxiety; 80% of
nurses in Spain are reporting symptoms of anxiety and burnout; 90% of nurses in
China are reporting anxiety; and in Brazil 49% of nurses are reporting anxiety and
25% are reporting depression.’® A multitude of research exists providing insight
into the effects of burnout and the supportive measures and interventions necessary
to reduce the burnout rate in health care professionals in the global north,*” and the
same is required in the Global South.

In the majority of LMICs, where the global burden of disease is higher and where
acute traumatic events are often combined with chronic events and chronic systemic
gaps such as lower staffing ratios, lack of materials to intervene even when clinical
knowledge exists, lack of space to provide care, and inadequate staff and salaries, there
continues to be a significant lack of research and documentation on the impact that
these systemic issues, chronic traumas, and primary exposure to traumatic events
and secondary traumatic stress have on the long-term health and mental health of the
health care provider. In LMICs, literature evaluating the burnout rate in clinicians,
and more specifically in nurses, is difficult to find. In one study in sub-Saharan Africa
the burnout rate is estimated to be between 51% and 87%.°8 Protracted exposure to
traumatic events is known to increase the burden of mental health disorders.® It is
widely noted in LMICs that face a scarcity of resources in the mental health sector
that services provided often focus on postdisaster crisis counseling in the immediate
aftermath.

As noted earlier, psychological support for existing trauma in LMICs where there
are ongoing humanitarian crises in the presence or absence of an acute disaster is dif-
ficult to find in practice or in available research. With the dearth of supportive mental
health services for clinical providers in many LMICs for acute and chronic trauma,
the term “resilient” is often applied to describe these communities or individuals as
they begin the process of recovery.®® In such cases, the term “resilience” requires fur-
ther investigation in both the definition and its application.
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Resilience

Sometimes Haitian people resign themselves to life. They know pain very
well and it allows them to be very resilient in the face of many things.
Haiti, everything you do there, even the simplest thing, you do in suf-
fering. Suffering is second nature to Haitians. This is the very theme of
Haiti, “PAIN. (Interview with an intensive care unit nurse in a Haitian
hospital)

A well-known Haitian proverb says “Saki pa touyeou, li angrese ou.” Translation: What
does not kill you fattens you. Concept: You are resilient. In the wake of a disaster or
in the midst of a protracted crisis, communities or persons are sometimes described
as resilient and are often commended for their ability to return to “normal” or a ver-
sion of a new normal. Resilience has been described as the “human capacity to adapt
swiftly and successfully to stressful and traumatic events and manage to revert to a
positive state”* The textbook definition of resilience is the “ability to recover from
or adjust easily to misfortune or change” Gang Wu further describes resilience as the
“capacity and dynamic process of adaptively overcoming stress and adversity while
maintaining normal psychological and physical functioning”*” Two words often de-
fine resilience: “recover” and “adjust” These are key terms that are foundational to the
concept of resilience. The prevailing thought is that either one recovers, returning to a
previous state of normalcy, or adjusts, continuing life with modifications to establish
a new normalized pattern of life. There is not one common or agreed-upon definition
of resilience. In the study of resilience in the psychobiological construct as it relates
to mental health disorders, researchers define resilience as both a protective factor
preventing the development of mental health issues and a risk factor to developing
certain clinical conditions.*

Pathological Resilience

Cénat and Derivois noted that between 30% and 50% of the population suffered from
posttraumatic stress disorder (PTSD) and depression in an evaluation conducted of
several postdisaster studies.®’ In society, resilience is often celebrated, and the sur-
vivors are often made out to be heroes. In countries such as Haiti where acute disas-
ters occur with increasing frequency and chronic traumas are unresolved, and where
there is difficulty obtaining positive global development or recovery, should the term
that is used to describe a “resilient” population actually be referred to as a population
that is “coping”? Would it make sense to refer to this population as having the mindset
of “survival”? Is resilience culturally pathological?

Cénat and Derivois described pathological resilience as “a form of resilience that
sublimates setback and makes it easy to roll with the punches*° In several studies
there is documentation and evidence of people’s ability to manage in the aftermath
of the disaster; however, that is not always an indication of “positive development 4
Are the systemic failures and inequalities inadvertently normalized by labelling them
as “resilience”®! and ignoring the invention of “paradoxical coping strategies”?4
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Haitians are resilient, but it quickly becomes an expectation to be resilient and to ac-
cept the next disaster or atrocity that comes along, leaning toward patronization and
reminiscent of colonial exploitation. It has soured the possibility of resilience as a pos-
itive. Nurses in communities where chronic trauma exists are expected to be strong
and commended for their resilience. This is the pathological side of resilience.

Resilience Reimagined

The definitions that are widely accepted for resilience are regulated to major cata-
strophic external events. Some scholars propose that this trauma can be slow and
chronic, undetectable to external observation.*? To formulate a more accurate de-
scription of resilience, the concept of time should be acknowledged. “Resilience is
dependent upon a state of uncertainty and shows no clear deadline and no time
frame of resolution of the threat.”*? Take into consideration the following: duration
of care (short- and long-term postdisaster crisis counseling); addressing chronic
trauma; recognizing secondary trauma; incorporating environmental factors;
discussing systemic failures; and developing supportive strategies that address
burnout, compassion fatigue, and other mental health disorders at the individual
and organizational level with the goal of promoting the development of true resil-
ience and not pathological resilience, where a community is not functioning in a
state of uncertainty.

Partners In Health (PIH) is an international nongovernmental organization that
works in 12 countries providing a preferential option for health care for the most
impoverished. PTH has worked in Haiti since 1987 in partnership with its sister or-
ganization Zanmi Lasante (ZL) supporting the Ministry of Health to provide health
care. As of 2022, ZL provides a comprehensive model of health care for over 1.3 mil-
lion people and has become Haiti’s largest health care provider outside of the gov-
ernment, working closely with the Haitian Ministry of Health. ZL employs more
than 6,300 staff, including 2,500 community health workers, to provide primary care,
maternal and child health care, HIV and tuberculosis services, and more advanced
secondary and tertiary care. PIH refuses to accept that the resilience of the Haitian
people is a necessary byproduct of the challenges that the country has encountered in
its history and instead works to create systems that break the cycle of harm being done
within these communities.

Suffering and Leadership

The largest clinician cadre among PIH staff are nurses and midwives—affirming the
global reality that quality care cannot be delivered without nurses and midwives.
Nurses serve as the foundation and overall support, and without them, health systems
and quality of patient care would suffer immensely. There is also profound responsi-
bility that comes with the title of “nurse” Nurses at leadership levels are not exempt
from burnout and its associated suffering.
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Numerous studies focus on frontline clinicians and the factors that cause nurse
burnout. What has not been studied widely is the development of burnout in nursing
leadership, who potentially have the same or higher risk for burnout as that of nurses
in nonleadership positions.*> Factors that contribute to nursing burnout include
clinical load, work environment, career growth, secondary trauma, and compassion
fatigue. The nurse leader has the responsibility of ensuring employee satisfaction,
improving staff retention and motivation, ensuring patient safety, and advocating for
patients and staff in addition to setting a vision for the team—all while fostering pro-
fessional identity and lifelong learning across settings.*?

Nurse leaders are often not direct care clinicians. For those who engage in direct pa-
tient care, their time in the clinical setting is limited. The exposure nursing leadership
has to patient suffering is less than that of a direct care nurse; however, that does not
negate the risk the nurse leader has for secondary trauma. In one research study, four
themes emerged in their findings as risk factors for nursing leadership burnout: (1)
emotional drain, (2) every interaction tells a story, (3) managing one’s psychological
capital, and (4) work-life balance juggle.** Emotional drain is experienced by nurse
leaders providing disciplinary measures and firing employees in addition to providing
coaching and supporting hospital policy even when at odds with its implementation.
Furthermore, the article identified the challenges encountered by nurse leaders such
as maintaining work-life balance as they achieved higher leadership levels, insuffi-
cient resources, lack of peer support, and lack of executive leadership support, among
others.*?

Nursing leadership has the triple burden of disciplinary, organizational, and op-
erational stress.*® Being removed from frontline clinical care does not exclude the
nurse leader from burnout. As there is extremely limited research studying burnout
in nursing leadership, it is important to underscore the need for more research in
that area.

Responses to Suffering

As leaders working amid humanitarian crises, it is important to acknowledge suf-
fering in our patients, communities, staff, and ourselves. All crises and disasters are
stressful, but the acute-on-chronic emergencies described in the case studies in Haiti
above are particularly challenging. Pragmatic solutions that are used by PIH/ZL lead-
ers in Haiti include providing direct operational support, teaching, accompaniment,
funding, methods of data collection, and additional procurement of supplies to sup-
port mobile clinics and optimize health care delivery. Embedded within PIH’s health
systems approach is the idea that every individual deserves full access to health care,
and yet without providing direct support to our nurses and staff in a comprehensive
model, delivering such quality care is impossible; every human being is deserving of
dignity and respect, and that includes the workplace, regardless of location and access
to resources.

Nurses and those who are relied upon to deliver quality health care services are
part of the ecosystem of global health delivery that is inextricably linked to their
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quality of life. Many live and work in the same environments they serve. At PTH/
ZL, the workforce, which includes cooks, drivers, medical doctors, nurses, mid-
wives, community health workers, and many other professions, is 88% Haitian and
also living and working in their country of origin. With this comes the recognition
that it is difficult to separate work and home environments and this can cause suf-
fering, particularly when major humanitarian crises occur. If there is no separa-
tion of work and home, how is it possible to live free of the burden of exhaustion,
burnout, and despair? If it is assumed an individual should be capable of living
a fully human existence (as more than one identity)—for example, a nurse and a
mother, a nurse and a brother, a nurse and a cook, a nurse and a friend, etc.—then
how does one show up wholly and bear the weight of patient care daily? It is time
to recognize that the profession of nursing is one that requires not only immense
empathy and compassion but also strength, and to shift from mere survival mode
to comprehensive care for the nursing workforce. Nurses need to feel supported
and seen by the world they work to comfort every day. They must be treated with
dignity and respect.

Grieving the work environment one had hoped for and envisioned is also im-
portant. Finding trusted colleagues to talk to without fear of impunity is essential.
Modeling stepping away from the chaos, even for short periods of time, is useful, and
as aleader, normalizing that you may need to step away from the work for longer peri-
ods is also crucial. To make a paradigm shift for change, it is crucial to resist viewing
resilience as a virtue. Even among the chaos, it is important to make the deliberate
decision to stay in the moment with a staff member and listen in solidarity. Consulting
mental health professionals and engaging in transparent communication from the be-
ginning and as an ongoing practice can help mitigate problems.

In 2021, a nurse in Haiti who had already had two warning letters for extremely
aggressive behavior toward patients, family members, and other staft members was
placed on temporary suspension. The nurse was strong clinically but had anger issues.
Compassionate care directed at the nursing staff was needed rather than only issuing
disciplinary measures. After meeting with the nurse and sharing with her the nega-
tive aspects repeatedly demonstrated in her actions, she was informed she would be
placed on a temporary suspension with the condition that she would follow up with
the psychosocial team. The team met with her again and she shared some of the unre-
solved trauma discovered during her consultations. Trauma is not limited to disasters,
nor is compassionate care limited to patients.

Peer support practice may also be beneficial, with the relationship focused on cre-
ating a supportive caring environment versus a supervisory environment. Finding
tangible ways of supporting each other in the patient care area is also encouraged
and valued and can decrease the feelings of isolation that nurses may experience.
Intentional listening with copious training on people management, conflict resolu-
tion, and workplace distress is essential to longevity in the field. The approach toward
quality patient care must also be the approach toward self-care.

The most important thing that can be done as nurses is to work to strengthen health
systems. Any true leader understands that health systems are built by changemakers—
those who can see around corners and envision a brighter future. It is easy to claim to



SUFFERING IN THE FACE OF HUMANITARIAN CRISES 199

be committed to values of honesty, integrity, humility, accompaniment, and respect,
but it is a challenge to the status quo to embody these values as nurse leaders and to
uplift and amplify future nurse leaders who exemplify these qualities. It is imperative
that nurses work together to build health systems that sustain the test of time—health
systems that are built by the individuals who are living in the communities served.
These community members are more than capable of building the future because they
know what it is like to live without access to resources, to be overlooked and feel un-
important by the media, and to be treated as “the Other”

Conclusion

It is essential to show up first as a human being, as a global citizen, and as an ad-
vocate and be willing and eager to listen to the people who are so often silenced.
Forming lasting partnerships and working to disrupt the cycle of suffering while chal-
lenging funding streams and advocating for integrated mental health services and
programs for both formal and informal caregivers that are established as part of the
core package of routine health care is not only needed but also critical. The approach
must be to develop health care systems that support staff, provide quality access to
care and resources, and hire and train educators and leaders in the field of nursing.
Political instability and poverty intrinsically impact weakened health systems, and it
is imperative to integrate the perspective of the world’s leading medical and academic
institutions with the lived experience of those living in poverty to build robust and
sustainable health systems. It is time to listen to both patients and their caregivers and
be bold, passionate, and compassionate. It is essential that care be provided during
times of humanitarian crises, but most importantly, comprehensive quality care must
always be provided for all.
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Suffering of Nurses

Cynda Hylton Rushton and Katie E. Nelson

Introduction

In his seminal work, Warren Reich defined suffering as “an anguish experienced as a
threat to our composure, our integrity, the fulfillment of our intentions, and more deeply
as a frustration to the concrete meaning that we have found in our personal experience.
It is the anguish over the injury, or threat of the injury to self; and thus, the meaning
of the self that is at the core of suffering””! When unpacking his definition, we begin to
illuminate the context and nuances of nurse suffering. Given Reich’s definition of suf-
fering, the threat to one’s wholeness is a particular kind of suffering that engages the
moral aspects of our lives and the contours of integrity and conscience in clinical prac-
tice.? Nurses’ suffering is not separate from their humanness. The ability to perceive the
suffering of others and within oneself is fundamental to the commitment to relieve it.

Evidence of Nurse Suffering

Growing evidence of suffering among nurses and other health care professionals has
led to an increased use of varying terms, which are often conflated but have distinct
symptoms and consequences and should be addressed differently (Table 16.1). Each
of these unique, interrelated terms illuminate a slightly different lens on the suffering
nurses experience. Instead of using these terms interchangeably and giving suffering
a seemingly unidimensional definition, it is prudent to examine how each contrib-
utes to understanding the complex dimensions of nurse suffering and the tools used
to measure the effects and consequences. In short, suffering is not a one-size-fits-
all phenomenon.

Sources of Suffering

Being at the forefront of caring for patients and families, nurses experience episodic,
chronic, and cumulative occupational stress. Globally, 1 in 10 nurses have reported
experiencing burnout and/or some degree of emotional and physical distress in
carrying out their roles and responsibilities.?! These statistics are the byproduct of
individual- and organizational-level factors stemming from toxic work environments,
ever-increasing nurse-patient ratios, lack of available resources, and decreased man-
agerial support.2?? In a survey of frontline health care workers during COVID-19,
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Table 16.1 Terms Used to Describe Nurse Suffering and Forms of Measurement

Term or Concept Definition

Forms of Measurement

Compassion
fatigue

Disenfranchised
grief

Moral apathy

Moral
disengagement

Moral distress

Moral injury

Moral outrage

Moral stress

Occupational
burnout

Posttraumatic
stress disorder

Secondary
traumatic stress

“Diminished capacity to care as a
consequence of repeated exposure to the
suffering of patients™

“Grief experienced by those who incur
aloss that is not socially acknowledged
or supported (e.g., loss of a patientin a
formal caregiving setting)”>

“When denial, lack of caring or willful
ignorance makes it possible to ignore or
not perceive the suffering of others™”

“A coping strategy to avoid self-
condemnation and a sense of failure one
might otherwise experience when one
has acted in ways that violate or fall short
of one’s own moral standards™®

“Anguish in response to a circumstance
where one has ‘violated a core value
commitment, failed to fulfill a
fundamental moral obligation, or in
some other significant way fallen morally
short under conditions of constraint or

duress’ 10

“The profound psychological distress
which results from actions, or the lack of
them, which violate one’s moral or ethical

code’!?

“Justifiable anger that arises after
thoughtful reflection on values
such as compassion, empathy, and
discernment”!41>

“A state of arousal in response to a real

or potential threat or challenge to one’s
integrity”?

“In a worker, occupational physical AND
emotional exhaustion state or emotional
burnout is an exhaustion due to exposure
to problems at work”1¢

“A psychiatric disorder that can develop
in people who have experienced or
witnessed a traumatic event; previously
referred to as ‘shell shock’ during World
War IV

“Natural behaviors and emotions
resulting from exposure to patients’
traumatic events; symptoms include
intrusive thoughts, avoidant behavior,
and hypertension™

Professional Quality

of Life: Compassion
Satisfaction and Fatigue—
Version V (ProQOL)*

Brief Grief

Questionnaire (BGQ)
Inventory of Complicated
Grief (ICG)®

Currently there is no valid
scale to measure moral
disengagement in clinicians.
See a general scale for adults’

Moral Distress
Scale—Revised!!

Moral Injury Symptoms
Scale—Health
Professionals'?

Burnout Assessment Tool
(BAT)Y

Copenhagen Burnout
Inventory!®

Clinician Administered
PTSD Scale (CAPS)
Modified PTSD Symptom
Scale (MPSS-SR)

PTSD Checklist (PCL)
Short PTSD Rating
Interview (SPRINT)"?

Secondary Traumatic Stress
Scale?
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one individual expressed, “We are not fine. We also know that PPE supplies are lim-
ited. Please don’t insult me by telling me that we are safe as we should be right now.”??
Palpable organizational injustice, or the degree to which employees perceive being
treated unfairly, led to heightened mistrust of institutions, workforce turnover, and
lack of trust during the COVID-19 pandemic.?>%

Systems-level processes and guidelines have a trickle-down effect, which can inhibit
nurses’ ability to do their job in a way that makes them feel personally accomplished,
bringing about symptoms of moral injury.?*?* For instance, during COVID-19, lim-
iting visitation opportunities for families greatly contributed to nurses’ distress by
placing them in the center of emotional and intense interactions day in and day out
with little to no time for reprieve. One nurse lamented, “Having to watch patients who
are completely mentally intact call their loved ones and tell them goodbye as they go
on a ventilator, unsure if they will ever come off ... that has been the most haunting
thing ... to watch that play out shift after shift"26(%

The ultimate pillar of the nursing profession is the provision of high-quality patient
care; yet complex ethical and situational challenges left many nurses reporting state-
ments like the following: “The patients are so sick that we are unable to make them
comfortable ... seeing the struggle and decline is heartbreaking (273)”2°%) or “They
deserved a peaceful death, and yet many did not receive that”?2?*¥) Lack of support
in the workplace can breach organizational trust and erode moral community, which
then not only perpetuates individuals’ personal suffering but also leaves organiza-
tions even more strapped for resources as nurses change jobs or leave the profession
altogether.1-23:25:27

Responses to Suffering

Nurses, like all human beings, respond to their own suffering in a variety of ways.
K. Turner’s narrative (Case Exemplar 16.1) illustrates the range of responses to var-
ious situations one may experience, which can result in suffering that ranges from
mild discomfort in isolated instances, to intense (yet manageable) responses, to accu-
mulated, more recalcitrant forms of trauma or moral injury. Suffering may manifest
through (1) physical symptoms, such as sleep disorders, gastrointestinal issues, head-
aches, etc.; (2) psychological symptoms, including depression, anxiety, and irrita-
bility; and (3) spiritual symptoms, like mourning the loss of moral and/or professional
identity and meaning.

Case Exemplar 16.1
An Experience of Nurse Suffering

“I've watched patients’ bodies become shadows of their former selves—their
bodies degrading rather than healing under my own hands. I've watched clin-
ical teams offer patients or their families unrealistic hopes when the evidence
to the contrary seems so apparent. I get the sense from patients and families
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that surrendering part of their personhood is part of the price of ICU admis-
sion. We constantly trade oft the quality of the person’s life with the length of it.
In reflective moments, I feel adamant that a person’s dignity is not something
we should ever ask to be traded away. I don’t know if there is a moral or eth-
ical difference between offering up your own dignity and having it unthinkingly
chipped away at because of an unspoken, unexamined assumption that such is
the price of the possibility of more time. I see myself begin to feel numb, going
through the motions, and checking all the boxes during shifts without really en-
gaging. The patient becomes a disintegrating body, not a person with a life story
and people who love them. By depersonalizing our patients, do we add to or re-
inforce our own depersonalization and disconnection from our deepest values?
I have thought for some time now that the similarities in adverse psychological
outcomes among ICU patients, families, and nurses are because something is
wrong in the ICU itself. You can say that patients have certain risk factors, fam-
ilies have their own risk factors, and staff have others. The experience that binds
these parties is the ICU itself. We have figured out easy ways to capture specific
big events—witnessing CPR, participating in withdrawal of life support, etc.—
but what if the common risk factor that spans all entities is a harder one to pin
down—the day-to-day insults to integrity and personhood?”(Turner K, personal
communication, 2016)

There can be predictable patterns in responses to threats or violations of one’s com-
posure, personhood, identity, or intentions. Some individuals’ initial response is to
deny such threats, or to distract oneself from the experience by keeping busy or per-
ceive something is wrong without a name to describe it. This inchoate awareness can
become the pebble in one’s shoe that causes continuous irritation or distress without a
clear path for resolution. One nurse described, “You just put the blinders on, and you
pretend ... pretend that it doesn’t bother you” Another nurse stated, “We just ignore
it. L have another patient to care for. And we just move on"28(p238)

Sometimes nurses have difficulty allowing themselves to connect to the reality of
a given situation because it is just too painful to consider or acknowledge, or they
are afraid of any consequences that might follow. Compounded by these feelings is
a culture of shame and guilt that is widely prevalent in nursing, which encourages
presenteeism—or coming to work while ill—and neglecting wellness practices.?’
These feelings and behaviors reflect attempts to protect oneself rather than rep-
resenting and acknowledging what is typically thought of as denial. This is not a
sign of stubbornness or weakness; it highlights how uncertain people can be about
allowing themselves to perceive the suffering or to perceive something that feels
wrong—especially when there is no name to sufficiently describe their feelings.

Nurses may either employ strategies that avoid the sources of their suffering or
literally or figuratively abandon the source of their distress. Sometimes we become
numb to the root causes of our suffering. One nurse reflected, “It starts a negative cycle



SUFFERING OF NURSES 207

specifically for the nurse because when you pretend the first time, it makes it easier
to pretend the second time. And then it becomes a non-issue, and you stop thinking
about it and you become numb."?$(P23%) Reflecting on the process of caring for sedated
and ventilated patients with COVID-19, a nurse stated, “It was very easy to just treat
their vital signs and treat their numbers, and almost detach from the situation, which
emotionally I think made it easier to deal with. But when you sit down and think
about it, it was very sad”30®7)

Nurses’ suffering can quite literally erode the caring and empathetic demeanor that
encompasses nursing as the most trusted profession. A nurse working in the emer-
gency department shared, “At one time I was so distressed I left the ED ... you don’t
want to come to work. You try to distance yourself from your patients. You try to be
cold and uncaring, but you know you really aren’t that way”’?® A nurse providing care
during the COVID-19 pandemic said, “I feel I have lost some of my empathy. I feel
like I'm just going through the motions, still providing excellent care but not with the
feeling that I used to.”*!2

In resisting becoming numb or apathetic, nurses may at times rationalize suf-
fering—“it’s not that bad”—and instead can become angry, defensive, and outraged.
In response to the COVID-19 pandemic one nurse stated, “People not realizing how
serious COVID is makes me feel very angry. 'm very disgruntled and angry with the
public ... they don’t get it. It's just a frustration for me”*°®> When nurses become
overwhelmed and/or have resorted to all other feelings and emotions, it is not un-
common to lapse into moral apathy. It can keep people stuck in an endless cycle of
despair, disappointment, resentment, and victimization. The nervous system then
habitually remains in patterns of threat—fight, fright, or freeze—and the negative
arousal pathways create disempowering narratives that continually reinforce the det-
rimental sequelae of suffering.

Consistent with Reich’s definition, nurses’ personal and professional iden-
tity can become eroded, dissonate, or corrupted by their experiences. This was a
prominent theme during the COVID-19 pandemic, where commonly heard sen-
timents such as the following were heard: “People say we signed up for this. No,
I never agreed to risk my life or my family to help others. I'm no soldier nor cannon
fodder. I am a nurse (022)” Nurses also questioned the description of nurses as
heroes: “Health care workers are NOT heroes. We are human and we are scared
(075).726(p100) Others reported regret regarding their career choice: “This has been
the hardest it’s ever been to be a nurse and I sincerely hope that we can change how
nurses are treated. I would not encourage anyone to be a nurse, and this causes me
great sadness because I love being a nurse”?!? Loss of personal and professional
identity is also a prominent feature of moral injury.? Concurrently, it is impor-
tant to acknowledge that suffering can fundamentally and permanently change an
individual. Critical care nurses disproportionately experienced this reality during
the COVID-19 pandemic and made statements like “We can’t unsee what we have
witnessed. It stays with us (042),” and “I know I will never be the same person,
nurse, mom or friend (194).”26(°190) Alongside this erosion of identity and whole-
ness, some nurses may blame themselves for the circumstances that caused the suf-
fering or their own responses to them.
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The Other Side of Suffering

When we meet real tragedy in life, we can react in two ways—either by
losing hope and falling into self-destructive habits, or by using the chal-
lenge to find our inner strength.

—H.H. Dalai Lama

Not all suffering results in detrimental consequences or experiences. Nurses’ suffering
can be a signal to pay attention. The same way that a fever alerts to the possibility
of infection, the perception of suffering can also be a signal that important values,
commitments, or intentions are being threatened or violated. Instead of seeing suf-
fering as evidence of weakness or deficiency, it can also be understood as evidence of
attunement and engagement in the complexity of life, and it reveals people’s character,
values, commitments, and integrity. It can be a raw experience that is undoubtedly dif-
ficult but necessary to build strength and resilience that can sustain wholeness, caring
practices, clinical expertise, and well-being so that patients and their loved ones re-
ceive quality, safe, and compassionate care. As such, nurses’ suffering can be a source
of insight, growth, and restored integrity.>*

During COVID-19, nurses found ways to maintain hope by celebrating patient
outcomes. Hope, rather than optimism, is a stance that acknowledges challenges yet
enables an individual to pivot toward the possibility that things will turn out well even
when there is countervailing evidence that it might not. One nurse acknowledged that
amid the COVID-19 pandemic they were transformed: “I believe it has made me a
better nurse (109),” and it revealed their strength and determination: “T had emotional
and physical strength that I didn’t know I had (269).”2¢®101)

From this perspective, suffering is not something that should be hidden or sup-
pressed. Understanding the suffering of nurses demands that everyone engage in
the dynamic process of learning to be with it, understand it, and potentially give
meaning to it. Only through a commitment to a shared vision that embodies robust
values of respect, compassion, and justice can clinicians and their institutions suc-
cessfully impact the experience of suffering and its effect on patient care delivery.
The other side of suffering can include the ability to transform suffering through
the cultivation of compassion,®* moral resilience,” posttraumatic growth,* moral
courage,*® or other means. Nurses must skillfully engage with personal suffering
so that it can be transformed into integrity and compassion, rather than allow-
ing it to disable basic human goodness and moral code. This requires letting go
of a victimized narrative and meeting suffering with grace, integrity, and gener-
osity. Ultimately, nurses must proactively harness inner strength, confidence,
and agency to be able to choose how to respond and open themselves up to the
possibility of discovering unseen or unknown resources and outcomes that are
unimaginable.’%%¢
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Equipping Nurses to Respond

There are a vast number of sources that can contribute to nurses’ personal and profes-
sional suffering, suggesting a nuanced approach to responding is needed. However, in
general, the strategies shown in Case Exemplars 16.2 through 16.4 may be helpful for
nurses in restoring their wholeness, relieving some degree of suffering, and/or trans-
forming it.

Case Exemplar 16.2
Recognize and Name Suffering

“I stepped into my shoes outside the zendo. They are my old work shoes, steeped
in blood and propofol. I thought right away about what happened last summer
during reflexology when, as the practitioner worked on my hands, images came
up of all the harms and unpleasant things they had done at work in the service of
trying to heal. I thought of the cries and begging for mercy. My throat was so tight
that if someone had asked me what was wrong, no words would have come out.
I felt like I was flailing inside, and my heart and brain were racing. I wanted my
mom to give me a hug. I thought, if I can’t soothe myself with the familiar balm
of mother’s love, I will do it with the familiar balm of one foot in front of the other
and that’s what I did. As I kept walking, I began to see that I am still the same me
that was here before this overpowering wave and that it, too, would pass. The other
thing I was thinking was that I must get rid of these shoes. They have served their
purpose”” (Turner K, personal communication, 2016)

Before nurses can work with or transform their suffering, they first need to no-
tice its unique signature and name it. Through mindful awareness, they can notice
the signals that indicate suffering is present and their responses to it. For example,
K. Turner noticed tension in her throat, her heart racing, and her mind jumbled as she
recalled images associated with her service as a nurse. These signals alert to potential
threat or danger—whether it is physical, psychological, spiritual, or moral in nature.
When they arise, there is an opportunity to inquire with mindful curiosity to notice
the pattern of responses. She realized her need for support and the comforting “balm
of her mother’s love” Such insights can guide nurses to access available resources for
enhancing well-being while also providing an opportunity to connect to personal es-
sence, purpose, and values. Until nurses name the sources and consequences of our
suffering, it is more likely to remain as what Reich refers to as “mute” suffering or be-
come an unprocessed weight that further erodes health and well-being.
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Case Exemplar 16.3
Restore Agency and Integrity

“I was in Mrs. C’s bed doing CPR with the full blaze of code blue in progress when
her daughter arrived and instructed us to stop resuscitation. ‘Mom wanted to be
DNR! What are you doing? Stop!” I flew off the bed in horror and shame. The ICU
doctor flipped through the chart looking for an order and yelled over and over
‘Keep going!’ I told the other clinicians around the bed that they were welcome to
continue, but that I would not go against the next-of-kin’s refusal. No one moved.
The doctor continued to press for the code to resume. It did not. This doctor fol-
lowed me around the ICU for hours, venting his frustration and trying to convince
me of his point. Finally, I turned around and said, ‘It’s not that I don’t understand
what you're saying; it’s that I think you’re wrong.” (Turner K, personal communi-
cation, 2016)

Frequently, suffering renders feelings of powerlessness and helplessness in any
given situation. As Reich highlights, situations like this one, that threaten composure
(i.e., new information about a patient’s code status), identity (e.g., advocating for the
person who is unable to speak for themselves), meaning (i.e., how do I see myselfas a
good nurse under these conditions?), and purpose (e.g., to relieve suffering and pro-
mote well-being), can be at the crux of nurses’ suffering.! In response, it is possible
to leverage personal and professional values and courage to take integrity-preserving
actions that restore agency and shield against involvement in unethical patient care
encounters.

Case Exemplar 16.4
Cultivate Compassionate Awareness and Action

“Beth spent much of her first weeks in the ICU looking panicked. While visiting
her on the floor, her partner Sam pulled me aside and said, ‘Beth thinks that the
whole ICU time, she was held in a train car, with no light and no air, and people
would come in and hurt her A week later, Beth was back in the ICU, ventilated,
restrained, and she and I were deep into a rocky shift. She would often wake up
staring and trying to protect herself from things I couldn’t see. Sam’s words kept
playing in my head, and it broke my heart to be one of the people she was afraid
of. I became acutely overwhelmed and asked my co-worker Danielle if she would
mind watching Beth so I could step off the unit to regroup. No hesitation, she did.
I walked the halls, reciting over and over T feel this person’s pain. I am not this
person’ When I believed that, I resumed my post at Beth’s side, ready for whatever”
(Turner K, personal communication, 2016)
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Compassion, understood as a state associated with perceiving the suffering of oth-
ers and being motivated to act to potentially relieve another’s suffering, is a complex,
emergent process, involving noncompassion elements, that produces principled,
wise, action(s).>” Typical characterizations of compassion can be reduced to “being
kind” or, when in limited supply, “compassion fatigue” Terms such as these are likely
misapplied; studies suggest it is empathy rather than compassion that often becomes
overwhelmed and fatigued.>*” Such characterizations of compassion have the poten-
tial to undermine the power of compassion to transform ourselves and others and
the central role of compassion in healing ourselves and our relationships, systems,
and society. Compassion is a key dimension of responding to the suffering of nurses.
Without compassion, we may inadvertently cause more harm and disrupt, or under-
mine, healing and transformation.

The mnemonic GRACE was developed to engage the noncompassion components
necessary for compassion to emerge.”?” The elements of GRACE can be used as a
tool to explore our own suffering and cultivate necessary conditions for compassion
to arise (Table 16.2). These simple, nonlinear, and emergent elements provide a scaf-
folding for application in different contexts, but developing the architecture to sup-
port compassion in action requires ongoing practice. These elements can be applied
to situations that involve patients and their families, colleagues, leaders, or others
where compassion will serve those involved and also to extend compassion to our
own suffering.

Fostering Moral Resilience

Inevitably, our suffering is often multifaceted and rarely compartmentalized into
physical, psychological, spiritual, or moral domains. We are whole integrated beings.
When suffering includes threats to our values, commitments, and ultimately our in-
tegrity, we must accurately name its source and use strategies to restore our whole-
ness. Moral resilience, “the capacity of an individual to preserve or restore integrity
in response to moral adversity;2(P%®) is a protective resource that can assist nurses in
meeting moral and ethical challenges in a way that does not reduce their health or in-
tegrity.226 The core elements of moral resilience are personal and relational integrity,
buoyancy, self-awareness and self-regulation, moral efficacy, and self-stewardship.*®*°
As the case exemplars highlight, navigating ethical tensions or conflicts requires more
than reasoning to create conditions for determining the path to preserve or main-
tain integrity. In Case Exemplar 16.4, K. Turner recognized signals of her distress and
the source of it allowed the nurse space to engage in self-regulatory skills (mindfully
walking and differentiating her suffering from her patient’s pain). Additionally, rep-
etition of the phrase “I feel this person’s pain. I am not this person” helped calm her
nervous system and shift her mindset and perspective in a way that supported her to
continue to serve while avoiding detriment to herself or further depleting her energy.
Repeating this phrase also helped her to differentiate the experience of the patient
from her own experience, a key element in avoiding empathic overarousal.’”
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Table 16.2 Components of GRACE

G: Gathering your attention Simple mindfulness practices such as soft
belly breathing can stabilize the nervous
system and focus attention on what is
happening in your body, heart, and mind in
this moment and help to regulate emotions
and responses.

R: Recalling your intention With stable attention, deliberately connect
to your worldview, moral and ethical
orientation, values, and intentions as
a foundation to focus attention and to
motivate aligned action.

A: Attuning first to one’s own experience,  Observe and connect to your body, heart,

then to another and mind before enlarging your perception
to include another’s experience. Staying
grounded in your own experience supports
differentiation, perspective taking, and
balanced engagement with others.

C: Considering what will serve A stable attention, awareness of one’s
experience, and connection with our
intentions create the foundation to respond
to complex situations with humility,
curiosity, and openness to discover a path
unseen or unknown that is aligned with
who you essentially are, what you stand for,
and what you seek to bring about.

E: Enacting, ethically, ending Once you have considered what will serve,
take principled, integrity-preserving
steps to manifest the action in ways that
are ethically grounded, transparent, and
wise. Marking the ending of an interaction
or process offers an intentional way to
release the residue and prepare for the next
encounter or step in the process.

Restoring Wholeness amid Suffering

Nurses, like other human beings, experience situations that cause suffering. It is in-
evitable that we all will bear witness to the suffering of others at some point, and in
attempting to relieve it we may also experience suffering. Having specific strategies to
rely on when we find ourselves in such situations can help restore agency, confidence,
and wholeness (Table 16.3).

Nurses have an ethical obligation to invest in addressing their own well-being. The
American Nurses Association Code of Ethics for Nurses* clearly states that nurses
have the same obligations to self as to others, including preserving their own health,
well-being, and integrity. COVID-19 has made visible the limits of nursing culture
that view investments in one’s own well-being as selfish or self-indulgent, and/or that
self-sacrifice is a norm within the profession.*! An elaboration of the meaning of this



Table 16.3 Restoring Wholeness amid Suffering (© Rushton, 2021)

Overarching Action

Small Steps or Strategies

Realistically appraise the situation
without being swept away with fear,
distraction, or dysregulated emotions

Set realistic expectations of self and others

Befriend uncertainty

Ground yourself by paying attention to
your breath, feet on the floor, an object,

or something else that helps ground your
awareness and attention.

Stay focused on why you are here; connect
to purpose, values, and intentions.

Apply the GRACE process to the situation
or challenge.”*

Ask yourself: “What part of this situation is
mine to carry? What am I responsible and
accountable for?”

Hard choices must be made.

o Tradeoffs of important values and
consequences are predictable and
inevitable.

o Assess what residue from the situation
you can accept and live with.

- Do the best you can with what you have.

o Recognize what is modifiable and what
is not.

o Let go of expecting that you can fix
unfixable situations.

o Bring your whole self to what is
happening in front of you right now.

Accept limitations that are beyond your

control.

- Resist holding yourself responsible for

things beyond your role or authority.

o Let go of unjustified shame, blame, guilt,
and regret.

o Consider what you need to put down to
lighten your burden(s).

The landscape is rapidly changing, and

uncertainty is expected and unavoidable in

many circumstances.

Hold lightly to your position, assumptions,

or agenda.

o Welcome the unfolding process with
curiosity.

Notice when fear or your need to control

shows up.

Respond to these patterns of response

with curiosity and kindness rather than

judgment.

(continued)



Table 16.3 Continued

Overarching Action

Small Steps or Strategies

Resource yourself with tools, rituals, and
practices

Increase social and relational connections

Practice self-stewardship

Create rituals for coming to and

leaving work.

o When arriving, set an intention for the
day or take a breath to remember why
you chose nursing as your profession.

o When leaving, pause as you wash your
hands to consider your service and the
good that was done, and to acknowledge
you did the best you could with the
resources that were available.

Regularly engage in intentional letting-go

practices releasing what no longer serves

from body, heart, and mind.

Use titration of exposure to distressing

situations and use tools for internal and

external resourcing to support well-being
to maintain or restore stability.

Leverage tools like mindfulness,

journaling, movement practices, or others

that support well-being and resilience.

Determine the people and relationships
that nurture your well-being and integrity.
Support each other’s personal and
relational integrity.

Create opportunities for sharing
experiences with colleagues in a safe,
respectful environment.

Consider the intentions of leaders and
colleagues when relationships become
strained or complicated.

Create openness and space to be supported
by others.

Practice giving and receiving support and
resources.

Comprehensively assess health and

well-being.

Explore what nurtures your body, heart,

and mind.

Conserve energy.

o Take steps to reduce exposure to toxic
situations, people, and environments.

Know your limits and honor them with

compassion.

Establish boundaries and maintain them.

Create, refine, and implement a

personalized self-stewardship plan.

Practice noticing and appreciating

moments of integrity.
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provision, in the context of the pandemic, offers nurses greater clarity about balancing
their commitments to others and to themselves.*! Turning toward humanity and suf-
fering offers a pathway for personal and professional restoration.

Systemic Implications

The COVID-19 pandemic has underscored the irreplaceable role of nurses within
health care systems and communities. Globally, we are experiencing a critical nursing
shortage—largely due to nurses leaving the profession because of their suffering and
distress. This has dire implications, as decades of research has proven that nursing
shortages lead to decreased patient safety and increased patient morbidity and mor-
tality.*? The pandemic has highlighted the importance of holding institutions ac-
countable for their ethical obligations to support clinicians’ health and well-being.*>44
Organizational leaders must take every opportunity to rebuild trust where it has been
eroded and build in safeguards (i.e., clear policies and guidelines) for nurses (and all
other staff) to report concerns, communicate ideas, and access resources to support
their individual and team/department’s well-being.?>?>** It is only through a shared
commitment to addressing the modifiable systemic contributions to nurse suffering
that real progress can be made.

Conclusion

Nurses are uniquely positioned to provide high-quality care for patients, families, and
communities; yet this renders them at higher risk for suffering in their roles. Suffering
can manifest in different ways based on the individual, the context, and their specialty
within the nursing profession, and it can result in physical, psychological, spiritual,
and moral consequences if not proactively acknowledged and addressed. Healing suf-
fering requires patience, grace, and compassion toward oneself and others. Nurses
and organizational leaders must be equipped to respond to suffering given the high-
intensity, complex health care systems that nurses operate within. As the phrase goes,
“You cannot pour from an empty cup,” and as such, nurses must take the time to prop-
erly heal themselves so that—collectively—the profession can continue caring for all
others.
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Healing and Wholeness in the Face
of Suffering

Mary Koithan and Mary Jo Kreitzer

Nurses are called to alleviate suffering by protecting, promoting, and restoring the
health and well-being of individuals, families, groups, communities, and popula-
tions.! The American Nurses Association (ANA)? further refines the scope of nurs-
ing’s responsibilities as the integration of the art and science of caring to optimize
health and human functioning and alleviate suffering through compassionate pres-
ence and the treatment of human responses while recognizing the connection of all
humanity.? Yet, the nature and origins of suffering and the strategies that are likely to
mitigate the impact of suffering are elusive and poorly defined in the literature, and
nurses are often left to wonder how they are to fulfill both the moral obligation to re-
duce suffering and the practice obligation to intervene effectively.?

Integrative nursing as a way of being-knowing-doing that advances the whole health
of persons, families, and communities holds both theoretical and moral/ethical cues
that facilitate our understanding of suffering.* Integrative nursing stresses that suffering
is addressed not only by mitigating underlying causes of distress but also by bolstering
a sense of wholeness, cocreating opportunities for healing, and nourishing well-being.
In addition, the principles of integrative nursing practice suggest interventional tech-
niques that nurses can employ to address whole-person and whole-system suffering. At
the individual/family level of care, integrative nurses use caring/healing relationships,
individualized person-centered care, and evidence-informed traditional and emerging
therapeutics to alleviate both acute and chronic suffering. At the systems and planetary
levels of engagement, integrative nurses use advocacy, political action, and leadership
to address geopolitical and environmental suffering that threatens our very existence.
While suffering appears to be a universal experience among living organisms, integra-
tive nursing beliefs, values, and actions hold out hope and opportunity for healing, res-
toration, and promotion of well-being. Case Exemplars 17.1 and 17.2 highlight different
expressions of suffering and integrative nursing approaches.

Case Exemplar 17.1
Matt

Matt is a 40-year-old male from northern Michigan who was diagnosed with schiz-
ophrenia in his early 20s. Additionally, he reports ongoing anxiety, depression, in-
somnia, posttraumatic stress disorder, and apathy. He is a musician and recently
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lost hearing in one ear due to a viral infection. Matt talks and writes often about the
nature and depth of his suffering. Why, as a relatively young man who has tried so
hard to manage his mental illness, is he facing once again a health challenge that is
deeply impacting every aspect of his life? And, while Matt expresses deep gratitude
for his health care team that includes a primary care provider, psychiatrist, and
integrative mental health APRN/therapist, and for the antipsychotic drugs that re-
duce his hallucinations and delusions, they do little to address other symptoms
that contribute to his deep suffering.

Case Exemplar 17.2
Planet

Planet Earth is a 4.5-billion-year-old ecological system in the Milky Way galaxy.
She was diagnosed with environmental distress more than four decades, ago but
recently the symptoms of planetary dis-ease have intensified, including unremit-
ting drought, extreme temperature and climate fluctuations, rising greenhouse
gases, and the loss of biodiversity. With the link between planetary and human
health so obvious and the need for wise stewardship of our natural resources and
flourishing natural systems so clear, she “questions” why the current inhabitants
can’t coalesce around global action that will heal both animate and inanimate com-
ponents and reduce Earth’s suffering. More importantly, she “asks” why they can’t
see that her deep suffering is ultimately tied to theirs. And she sighs.

The Nature of Suffering: An Integrative Nursing
Perspective

Suffering is broadly defined as an experience of unpleasantness and aversion asso-
ciated with the perception of harm or threat of harm.’ Synonyms include distress,
agony, and misery—implicating both physical and emotional aspects of health.
Suffering has been described as a negative valence of the affective domain and appears
in degrees of intensity from mild to intolerable.® Most literature describes suffering
as a complex phenomenon that includes physical, mental, emotional, social, cul-
tural, and spiritual components.>’~1% Although it is often ascribed only to sentient
beings,!! van Hooft'>!3 argues that suffering can occur in the absence of cognition
or self-awareness and occurs when a physical entity’s purpose is threatened. Based in
Aristotelean philosophy, van Hooft rejects the notion of dualism and the claim that
suffering occurs only at the emotional/psychological level of existence. Rather, van
Hooft posits that suffering is a condition of the embodied whole and reflects the whole
system’s sense of well-being and potential for fulfillment. Therefore, van Hooft claims
that suffering occurs within inanimate as well as animate objects, sentient as well as
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nonsentient living beings. From this perspective suffering is a universal phenomenon
when telos or purpose in existence is threatened.

Therefore, both humans (animate living beings) and the natural environment that
makes up planet Earth (an inanimate living being) have the capacity to suffer, con-
sistent with the two case studies. While nurses clearly recognize their role in acknowl-
edging and alleviating suffering that occurs in both human and animal beings,
suffering experienced by the planet is often viewed as outside the scope of nursing
practice. Yet, nurses are called to alleviate suffering and to optimize health broadly and
to improve well-being through compassionate presence and healing actions. The the-
oretical concepts and meta-theoretical perspectives that inform integrative nursing
provide additional insight into the nature of suffering from a systems perspective and
clarify why attention to planetary, whole-system suffering is a moral obligation of the
profession.

Integrative nursing aligns with complex systems science (CSS) as a meta-
theoretical perspective and nursing grand theories by Martha Rogers, Margaret
Newman, Rosemarie Rizzo Parse, and Jean Watson.!4 This perspective helps to situate
suffering and define the scope and nature of an integrative healing approach to the
experience of suffering. CSS identifies “how the parts of a system give rise to the col-
lective behaviors of the system and how the system interacts with its environment.”!>
Complex adaptive systems are (1) whole systems that (2) change over time. They are
characterized by (3) emergence, connectivity, and mutual causation, which creates a
global or holistic “order” that is (4) not predictable by the properties of the parts but is
a function of the whole system. Emergence is often nonlinear; therefore, change can
be exponential and potentially synergistic, driven by (5) self-organization. Change
feeds back into the system across all levels of organization, allowing the system to
self-tune for adaptive purposes, giving rise to a sense of an edge-of-chaos existence
where (6) stability and flexibility are critically paired to create a continuously shifting
or integrating system across all levels of existence (individual and collective).!® These
six basic tenets of CSS help us understand the nature of suffering as a manifestation of
systems change.

The tenets of CSS are in full display in patient care and help to provide an explana-
tory framework for responses to illness that nurses witness on a daily basis. Consider
the patient who makes a miraculous recovery, defying the odds of life-threatening
conditions or perhaps the unexpected complication to a routine procedure, ending in
the death of a young 23-year-old adult. Consistent with CSS, change is not necessarily
linear and directly proportional to what might be considered “typical” and expected
outcomes. Timing, system readiness, adaptability (plasticity), and sensitivity to treat-
ment choice all conspire to create a possible future. Nurses, more than any other
health care provider, understand that all systems—human, organizational, natural—
are in perpetual transition where one transaction becomes the knowledge and input
for subsequent change. Further, nurses understand the nuances of treatment choice,
the individuality and specificity of intervention, and the importance of context or en-
vironment in the delivery of therapeutics. The subtleties of expert practice and deep
understanding of the patient/family in the selection of treatment modalities have long
been present in the profession’s literature.!”-20
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Aligned with van Hooft’s description of suffering, CSS also suggests that suffering
is a dynamic pattern that is reflective of the undulating changes that occur over time.
Responses to suffering (internal and external) feed back into the system and become
part of the evolving pattern as the system adapts and learns. Internal feedback occurs
at all levels of intrapersonal experience—physical, emotional, mental/cognitive, and
spiritual. External feedback occurs through relationship with others—individually
and collectively. Therefore, the degree of suffering decreases and increases over time
based on reinforcing and extinguishing messages, giving rise to the observation that
the degree of suffering manifests individually in response to similar situations. In
some, grief from losing a loved one is transitory, while in others it is incapacitating
and enduring. CSS also helps to explain what appears to be exponential and nonlocal
suffering responses. As whole systems, a small change or perturbation in the system
(e.g., musculoskeletal pain associated with overexertion) can create either local/
physical suffering that is brief and easily relieved or distal/psychic suffering based on
timing of the perturbation and concomitant conditions of the system that can only be
fully understood through deep-reflection self-assessment and discovery.

Martha Rogers'” and Margaret Newman'® corroborate this view of suffering.
Rogers’s theory suggests that suffering is a manifestation of the inseparable and multi-
dimensional human-environmental energy field that continues to evolve in nonlinear
and increasingly diverse patterns that form the very substance and focus of nursing as
a discipline. According to Rogers, these manifestations have neither inherent positive
nor negative valence but are assessed and valued individually within the lifeworld of
the individual. Suffering, then, is a pattern that has created dis-ease or constraint in
the system. Consistent with van Hooft’s beliefs about the nature of suffering, Newman
offers that current suffering is a composite of “information enfolded from the past and
information which will enfold in the future,” an embodied wholeness that continu-
ally expands to create meaning and possibilities for wholeness and healing.!”®3) This
adds to our understanding of suffering as an opportunity for growth and evolving
universal consciousness through ongoing interpretation and reinterpretation across
all spheres of experience.

Parse?® adds that interpretation is a process of human becoming through individu-
ally valuing and freely choosing from multiple possibilities in order to become more
organizationally coherent. Thus, suffering as a process is continually emergent as the
system strives toward meaning making and adaptation in order to create the right re-
lationship to ensure its ongoing growth and telos. Aligned with Nietzsche's beliefs that
suffering is critical to the process of becoming fully human,*! Parse suggests that it is
systems dis-ease that creates suffering, which in turn provides the impetus for growth
and transformation. At times, meaning is elusive and suffering continues; at others
there is resolution and understanding. Thus, suffering provides opportunity and mo-
mentum for growth, healing, and change.

Suffering or dis-ease is alleviated through the creation of right relationship which
occurs across levels of scale within the human-environmental whole system.!**?
Physical suffering can often be relieved through reducing inflammation and easing
the friction or relationship between tissues. Facilitating the repair of interpersonal
relationships can heal and reestablish connections that are broken through disagree-
ment and misunderstandings. Right relationships are facilitated and supported by
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processes described by Watson®® in her theory of caring and historically have been
implemented at the person, family, and community levels of scale. Thus, the relief of
suffering is cultivated over time and through relationships that encourage exploration
and meaning making so that the system continues with purpose and growth.

As we consider the two case exemplars presented in this chapter, we can more fully
appreciate the nature and expression of personal and planetary suffering. As Matt’s
life patterns have evolved over time, he currently ascribes a negative valence to his
experiences, perceiving dis-ease across multiple aspects of his life. This evaluation is
prompted by enfolded experiences of partial resolution of some of the manifestations
that he considers particularly troublesome and ongoing lack of resolution of others.
Alocal stress (viral infection) has created more distal systems expression (frustrations,
questioned purpose and meaning), further contributing to his degree of suffering and
further entrenching suffering as the behavioral patterning of the system. Resolution
of Matt’s suffering will require self-appraisal and examination of the meaning of his
suffering and dis-ease created by the many symptoms he is experiencing as well as the
dis-ease that occurs through losses associated with hearing and ability to find purpose
through music.

Planetary suffering is similarly dis-ease manifested within an inanimate system
created over time through enfolding/unfolding of inputs and experiences. The level
of suffering can be evaluated through the planetary expressions that threaten Earth’s
very existence and ongoing stability and will be relieved as the system makes meaning
ofits suffering and evolves in a way that ensures telos through caring-healing relation-
ships with all systems’ elements.

Reducing the Impact of Suffering: An Integrative
Nursing Approach

The principles of integrative nursing (Box 17.1), informed by the theoretical perspec-
tives of CSS and nursing theories, can be used to frame nursing practice and provide
specific strategies that can be employed to ameliorate suffering and improve overall
systems well-being.*

Box 17.1 Integrative Nursing Principles

. Human beings are whole systems inseparable from and influenced by environments.

. Human beings have an innate capacity for healing and well-being.

. Integrative nursing is person centered and relationship based.

. Nature has healing and restorative properties that contribute to health and well-being.

(S I S L S I

. Integrative nursing is informed by evidence and uses a full range of conventional and
integrative approaches, employing the least intensive intervention possible depending
on the need and context.

6. Integrative nursing focuses on the health and well-being of caregivers as well as those

they serve.
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The first principle of integrative nursing, “human beings are whole systems insepa-
rable from and influenced by environments,” highlights the interconnected nature of
human beings and all systems. The body, mind, and spirit of humans are inextricably
linked and thus human suffering impacts every aspect of personhood. Humans are
also shaped and influenced by their environments, which is why attentiveness to the
social, environmental, and behavioral determinants of health is critical. If this prin-
ciple holds true, our environment is similarly shaped by its inhabitants and patterns of
behavior; human activity becomes a planetary determinant of health and well-being.
Therefore, to reduce planetary suffering, we must be equally vigilant about the envi-
ronmental conditions as well as the human behaviors that shape them.

The second principle of integrative nursing, “human beings have the innate ca-
pacity for health and well-being,” is based on the understanding that the body has the
innate capacity for healing and restoration on many levels. When the integrity of the
skin is damaged by a cut, scrape, or deeper wound, the body automatically goes into a
process of inflammation, cell proliferation, and ultimately cellular repair. It is indeed
a compelling example of the body’s innate capacity to heal. There are other examples
of physical healing. While neurons do not divide and are not capable of mitosis after
injury, surviving nerve cells reorganize and establish new neural connections.**

The mind also has the capacity to help humans heal. The brain has a property called
neuroplasticity and is capable of changes in structure and function. Changes can occur
as a result of experiences as well as purely internal mental activity, our thoughts.?®
Positive emotions flood our brains with dopamine and serotonin, enhance immune
system functioning, diminish the inflammatory response to stress, and change the
scope and boundaries of the brain.?® And people have the capacity to heal from deep
grief, loss, and suffering as well as psychological, emotional, and spiritual traumas.
People who have experienced the death of a loved one rarely describe themselves as
recovering or “getting over it” They do describe healing from a profound loss that is
often characterized as a journey toward wholeness.

Similarly, natural systems have the capacity to repair and regenerate. As Speck and
Speck?” suggest, our planet has a powerful capacity to heal itself. When oil spills occur,
marshes and wetlands produce increasing numbers of oil-consuming microbes,
speeding the oil degradation and reducing environmental suffering.?® Forest regrowth
following devastating fires has similarly been documented. Low-intensity fires restore
nutrients to soil; nonnative grasses are eradicated, making way for growth of native
plants, which in turn provide food sources for birds and animals.?’

The third principle emphasizes that integrative nursing is person centered and
relationship based. Humans have an innate need for connection and intimacy.
Relationships that are healthy and mutual are core to healing and the alleviation of
suffering. Allowing ourselves to love and be loved opens up our vulnerability to both
experiencing and healing from suffering. Relationships are also central to alleviating
suffering of our inanimate environment. Relationships between flora and fauna are
critical to environmental healing. Birds drop seeds that ultimately help in reforest-
ation. Similarly, human-environmental relationships facilitate both suffering and
healing. Planetary suffering can be eased when human beings appreciate their essen-
tial relationship to their surrounding world and begin to walk softly upon the earth.
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The fourth principle of integrative nursing is that nature has healing and restorative
properties that contribute to health and well-being, reinforcing the reciprocity and
centrality of the human-environmental relationship. According to the biophilia hypo-
thesis, human beings are innately drawn to nature and the natural world, and nature
has properties that are healing and restorative.3%*! Systematic literature reviews sup-
port the growing evidence that being in nature is associated with reduction in blood
pressure as well as reduced heart rate and respiratory distress/shortness of breath,
with preliminary evidence pointing to changes in biological markers associated with
the stress response and changes in neurological activity and brain activation.’?3?
Spending time in nature not only reduces human suffering; ultimately, these nature-
based experiences invite a radical shift in our being, knowing, and doing wherein we
begin to see the planet as self, without which we as a species cease to exist.**

The fifth principle of integrative nursing focuses on the importance of using a full
range of conventional and integrative approaches in our healing practices, employing
the least intensive intervention possible depending on the need and context. Without
a doubt, there are times that pharmacological and technological interventions are
necessary to preserve life and restore health. However, often nonpharmacological
approaches can be highly effective in reducing stress and suffering that are associated
with pain,¥¢ anxiety and depression,*”*® nausea,* and fatigue.*

Similarly, strategies to reduce planetary suffering vary in intensity from attitudinal
shifts and awareness of the threats to planetary well-being to conscious acts to re-
duce personal and institutional carbon footprints. And, when faced with crisis-level
symptoms of planetary suffering (e.g., major greenhouse gases at the highest levels for
the past 800,000 years, loss of more than 50% of the vertebrate population in 45 years,
and changes in climate/weather patterns over the past 10 years), integrative nurses are
called to intervene through public/professional education, political action, and advo-
cacy by partnering with organizations including the United Nations and Clinicians
for Planetary Health (https://planetaryhealthalliance.org/clinicians-for-planetary-
health) and the Alliance of Nurses for a Healthy Environment (https://envirn.org/
about/).41-43

The sixth principle of integrative nursing addresses the importance of self-care
and attention to the stress associated with both professional and lay caregiving roles.
While this principle focuses on caregivers attending to their own self-care, it also
calls for organizations to attend to workforce needs by creating systems that nurture
and sustain caregiver as well as patient well-being. Caregiver suffering has been well
documented in light of the past 2 years with the severe acute respiratory syndrome-
coronavirus 2 (SARS-CoV-2) pandemic.** The exhaustion and suffering of our health
care workforce is in the news daily with attendant shortages across human, financial,
and materials resourcing. The National Academy of Medicine has launched a clinician
well-being initiative that highlights the critical need for self-care along with systems
change.*® Failure to address system issues that contribute to stress and burnout will
compromise any efforts made to address the well-being of the health care workforce.

Education and practice standards for all health care providers now feature self-care
skills as a critical component of a caregiver’s toolkit. Further, quality and safety stan-
dards increasingly require health care systems to demonstrate attention to a culture
that sustains and supports workforce well-being and an environment that nurtures
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both patients and caregivers. Quinn?? notes that the way of the healer requires culti-
vation of self—actively living-walking a path of self-healing and self-caring that rec-
ognizes vulnerabilities and suffering in not only others but also self. When extended
beyond the local caregiver, healing and compassionate relief of suffering require at-
tention to the whole of our being—to the planet.

Matt’s Plan of Care

At the individual and family level of care, integrative nurses use caring/healing rela-
tionships, individualized person-centered care, and evidence-informed traditional
and emerging therapeutics to promote health and well-being and alleviate both acute
and chronic suffering. Matt’s health care team included an integrative mental health
advanced practice registered nurse (APRN), a primary care provider, and a psychia-
trist. As Matt reflected on the plan of care he created with his integrative mental health
APRN, he noted that while antipsychotic drugs work wonders for his hallucinations
and stop delusions, they don't touch the other symptoms that contribute to his deep
suffering.

He is very invested in his self-care plan that includes music, journaling, intense
aerobic exercise, outdoor activities, and mindfulness. He has noticed that anger, rigid
thinking, and alack of nuance and spectrum in his life are precursors to schizophrenic
symptoms. If he can become aware of his thought processes soon enough, he can often
prevent a psychotic episode from happening. Routine and structure are critical.

Recently, when he was experiencing a lot of paranoia and high anxiety, he took his
dog for a mile-long walk on snowshoes. Matt’s symptoms reduced dramatically. The
combination of exercise, time in the woods, and being with an animal companion
was enough to “reset my brain,” noted Matt. When he found his way back to playing
music, he described a powerful experience when he was playing with another mu-
sician: “As we began playing, the audience was enveloped in the music. The music
flowed out of us like a river. I felt some of the deepest catharsis I had ever known. We
played our hearts out”

While suffering in life is unavoidable, healing is possible. As Matt’s story illustrates,
healing is a journey toward wholeness that engages the body, mind, and spirit. His
plan of care encompassed each of the six principles of integrative nursing. His care was
whole-person focused, tapped into his innate capacity to heal, was person centered
and relationship based, extensively incorporated nature, utilized both conventional
and integrative interventions, and continually encouraged self-care and self-efficacy.
Integrative nursing embraces an approach to the alleviation of suffering and healing
that is both simple and complex and more accessible than is offered by a purely con-
ventional medical model approach.

In summarizing this journey toward wholeness, Matt noted, “Life is not about
grand gestures. Peace and serenity come from the small day-to-day tasks. Life is truly
made up of these moments. I received great joy from splitting kindling today, knowing
what a blessing it is to have a warm home. Need to stay grateful”
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Earth’s Plan of Care

Given the level of crisis and the degree of suffering that currently exist, reducing
planetary suffering will require engagement across the six principles of integrative
nursing. Integrative nurses realize that without intensive intervention, suffering and
degradation of the physical conditions on the planet will continue to worsen. Potter*®
calls upon integrative nurses to first cultivate an active awareness of the intercon-
nectedness of nature and our natural environment to human health and well-being
(Principles 1 and 4). She claims that reducing planetary suffering will necessarily ease
human suffering and improve health across populations: “We must recognize that we
have to preserve nature as a source of our healing¢

Walking softly upon the earth as recommended by Indigenous populations world-
wide to reduce our carbon footprint constitutes another approach to reverse the suf-
fering created through human activity (Principles 2 and 3). Rosa et al.>* call upon
integrative nurses to engage in grassroot efforts to advocate and participate in recy-
cling programs, transition to a diet that is plant based and locally sourced, select prod-
ucts and packaging that reduce impact on the planet, and model planetary self-care
and stewardship. Reducing suffering through personal as well as professional com-
mitment to a healthy planet is a critical first step on the path toward healing.

Using the full continuum of strategies to reduce planetary suffering (Principle
5), Schenk?” reminds nursing to engage in active environmental stewardship that
includes community and patient education, political and professional advocacy, and
knowledge generation in order to reduce suffering and planetary dis-ease and dis-
ruption. Recognizing that nurses constitute the largest health care provider work-
force globally and continue to enjoy public trust and confidence, Schenk and others
encourage nurses to join citizen action groups that support community gardens,
farmers markets, public transportation, and biking/walking corridors. Recognizing
that health education extends beyond symptom management on a personal level,
integrative nurses can engage in education about the benefits of a plant-based diet,
reduced use of plastics and other nonrecyclable packaging, and chemical-free envi-
ronments. As thought leaders and experts, nurses can ease planetary suffering and
facilitate healing through political action and advocacy, weaving together the story of
human and environmental well-being and raising awareness across all sectors of the
population.

Professional Suffering: An Integrative Approach
to Restoring Wholeness

While there has been increased attention to the suffering of the health care workforce
during the SARS-CoV-2 pandemic, burnout and chronic, unremitting stress among
nurses have been long documented.*® According to a recent survey,*” 90% of nurses
are thinking about leaving the profession in the next year, citing reasons that go be-
yond the current pandemic. Seventy-one percent of nurses with more than 15 years of
nursing experience are considering leaving as soon as possible or within the next few
months. Issues cited include high patient-to-nurse staffing ratios; increased workload
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due to ancillary staff shortages, forcing nurses to procure supplies, clean units, and
attend to clerical details; inefficient operational workflows; poor communication;
and administrative burdens. Poor processes, inefficient operational workflows, and
administrative burden are key drivers of stress and burnout. Jenna’s story (Case
Exemplar 17.3) is one that is familiar to many and her suffering is a shared experience
across the profession.

Case Exemplar 17.3

Professional Suffering

During the COVID-19 pandemic, Jenna decided to work as a travel nurse. While
she had left the ICU environment 6 months previously to return to school, the
need for nurses was so great that she decided that she would go where she was
needed the most. This brought her to COVID ICUs in multiple large cities across
the United States.

Early in the pandemic, there were few drugs and no clear treatment protocols to
care for desperately sick patients. “It was like flying the plane blind,” Jenna recalled.
To make matters even worse, patients were cut off from family members due to
the infectious nature of the virus. This meant that nurses needed to provide exten-
sive emotional, social, and spiritual support as well as manage all the technical and
technological aspects of care. Jenna noted that all the nurses were required to give
110% every day, and most days, that was not enough. The level of death, despair,
and suffering was unlike anything Jenna had experienced.

After 8 months, Jenna described herself as being anxious, depressed, and in a
state of deep mental anguish. In other words, she, herself, was suffering.

A Systems Response to Suffering Informed by Integrative
Nursing

Effective leadership is a critical strategy for addressing the pervasive suffering of
nurses. Leaders must foster an environment where nurses feel heard, supported, and
valued. Integrative nursing embraces leadership competencies that focus on systems
thinking and can be applied to complex situations such as the pandemic and dys-
functional processes and inefficiencies that exacerbate stress and burnout. Six whole-
systems leadership competencies integral to creating a systems response to improve
the environment of care within which nurses work include

o deep listening,

o awareness of systems,

« awareness of self,

« seeking diverse perspectives,

o suspending certainty and embracing uncertainty, and
« taking adaptive action.>
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Integrative nurse leaders deeply listen so that they truly understand issues and en-
gage staff in generating meaningful and effective options. They think from a systems
perspective and recognize that getting at the root cause of issues is critical rather than
adopting superficial fixes that lack meaning and sustainability. Integrative nurse lead-
ers are keenly focused on self-awareness, recognizing that awareness of motivations,
feelings, and beliefs enables leaders to make effective decisions. Integrative nurse lead-
ers seek diverse perspectives, recognizing that conflicting points of view can sharpen
thinking and lead to innovative options. Suspending certainty and embracing uncer-
tainty enable leaders to see beyond habitual lenses to get a broader and potentially
more accurate view of organizational issues. Taking adaptive action involves contin-
uous learning, taking time to recognize patterns, and balancing an inclusive, deep lis-
tening approach with a bias toward action.

The nursing leadership in Jenna’s hospital began with an organizational assessment
to identify the systems issues that were creating stress, burnout, and suffering across
their nursing staff and units. Through a combination of surveys, focus group inter-
views, unit observations, and individual interviews, they found that supporting indi-
vidual well-being initiatives among the nursing staff, reducing patient-to-staff ratios,
improving the physical environment (e.g., exposure to natural lighting, reducing
clutter, providing quiet spaces), and ensuring adequate time off were priority systemic
changes needed to reduce the suffering and improve well-being among the staff. They
met with staff and unit leaders to develop implementation plans and redesign the
care environment to address these needed modifications and make lasting systemic
change that would result in improved caregiver experiences and well-being while re-
ducing turnover and burnout.

With these changes, Jenna felt personally encouraged to engage in self-assessment
and to begin her own healing journey to well-being. She explored lifestyle factors in-
cluding diet and nutrition, movement, sleep, and thoughts and emotions. She deter-
mined that with scheduling modifications she could engage in additional exercise,
improve her rest and sleep habits, and engage in meaningful activities in her commu-
nity. She felt empowered by leadership to express these needs through staff/leadership
shared governance and by advocating for scheduling that permitted a lifestyle that
resulted in joy and fulfillment rather than stress and suffering.

Conclusion

Integrative nursing is a way of being, knowing, and doing that advances a whole-health
perspective to optimize well-being. Integrative nurses use evidence-informed strate-
gies to support whole-person, whole-system, and planetary healing.? The three case
exemplars illustrate very different manifestations of suffering, yet the six principles
of integrative nursing provided practical and unambiguous guidance that can both
shape and direct care at the level of the patient and planet as well as organizational
and systems change necessary to create pathways that reduce suffering and support
healing. Whether caring for patients or facilitating healing through political action
and advocacy, integrative nursing provides a framework that can inform action.
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“What Is the Nature of Suffering and What
Are the Goals of Nursing?”

Betty R. Ferrell and William E. Rosa

The second edition of this book on suffering and the goals of nursing adds both
breadth and depth to the conversation we began with the publication of the first edi-
tion in 2008.! Our first edition was prompted by our observation that nurses are the
largest health care profession—comprising an estimated 59% of the health care work-
force worldwide and spending the highest proportion of direct patient-facing time
at any point along a given disease trajectory.? Ultimately, nurses are the most likely
clinicians to be present across all settings for patients who are suffering and their fam-
ilies. From the labor ward to hospice, from the trauma center to home care, the artand
science of nursing becomes known through the nurse’s abilities to give comfort; dem-
onstrate empathy, caring, and compassion; and deliver high-quality, evidence-based
care in a manner that humanizes patients and fosters trusting relationships. Nurses
are sojourners with those who suffer in all circumstances, both in spaces where well-
being is nurtured and sustained and in places where dignity is degraded or threat-
ened. The skills and capacities needed for nurses to identify suffering, sit with it, allow
for it, and meet people wherever they may be with whatever emotions they may be
feeling is a practice calling for constant growth and development.

Yet the description, scope, and value of nurses’ roles and responsibilities in
responding to suffering are often misunderstood or ignored altogether by interpro-
fessional partners, health systems leadership, and the public at large. It may be quite
difficult for nurses—be they clinicians, researchers, educators, advocates, and/or
administrators—to articulate (or even understand) the many inner dimensions and
textures of being a first responder to suffering. This current volume aims to provide
a substantive reflection on these gaps at the intersection of the authors’ expertise, the
best available evidence, and set against the backdrop of emergent social discourse. In
this way, we hope to support nurses in identifying their own opportunities to better
ameliorate suffering while offering an expanded vision of the highest potential of the
nursing profession to provide person-centered and holistic care for both individuals
and the human collective amid the unpredictability of the living-dying continuum.

Suffering: An Evolving Concept

In the years since the release of the first edition, nurses have witnessed immense suf-
fering in patients with serious illness across all ages and diseases, as well as among
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patients’ loved ones, communities, and the bereaved. Citizens and countries of the
world have seen how their interdependence, characterized by either solidarity or in-
difference, influences the extent to which suffering is manifested and perpetuated.
Rapidly spreading communicable diseases—such as the Ebola outbreak in West
Africa (2014-2016) and the COVID-19 pandemic—have added elements of fear,
panic, worry, and mass loss and grief to how people from every walk of life under-
stand, explain, cope with, process, and respond to suffering. Armed conflict, the
climate crisis, and other humanitarian and public health emergencies have become
unavoidable realities that directly inform how the sick suffer, how the healthy remain
well, and the extent to which nurses can fulfill their professional roles and simultane-
ously honor multiple loyalties to patients, employers, and their own moral compass.?

Of utmost importance is the elevated societal urgency to dismantle all forms of
racism and casteism and to reconstruct equitable health and social care systems based
on the threads of inclusion and justice. These goals will only be accomplished through
a strategic recentering of marginalized and systematically disenfranchised groups and
concerted investments to address the social determinants of health at all levels. There
are morally unjust disparities not only in how people access health care services but
also in how and why they suffer during illness.

A key exemplar is the global burden of suffering. The Lancet Commission on Global
Access to Palliative Care and Pain Relief coined the term “serious health-related suf-
fering” based on 20 health conditions that are widely recognized as causing substantial
physical and psychological distress.* The commission stated that suffering is “health-
related when it is associated with illness or injury of any kind” and it is “serious when it
cannot be relieved without professional intervention and when it compromises phys-
ical, social, spiritual, and/or emotional functioning”(®!3? They estimated that more
than 61 million people worldwide experience serious health-related suffering, the vast
majority of whom live in low- and middle-income countries with no or extremely
limited access to palliative care services or palliative care medicines (e.g., opioids for
pain and symptom management).* Indeed, nearly 90% of the global palliative care
need is unmet, with people in the poorest countries experiencing needless suffering
without the policy protections, infrastructure, interventions, or training for health
professionals to provide the physical, psychosocial, or spiritual care required.’® In this
case, the evidence shows that (1) people suffer merely because they live in poor coun-
tries and (2) people know the relief of suffering because of their proximity to wealth.

Beyond the travesties imposed by global divides of the rich and poor, suffering is
deeply embedded in the social fabric, woven by legacies of white supremacy, coloni-
alism, patriarchy, hetero- and cisnormativity, and other deliberate misappropriations
and violations of power. For example, the malignancies of all forms of racism—
individual, interpersonal, systemic, structural—inform unacceptably disparate
pain, end-of-life, and other clinical outcomes for Black, Indigenous, and all persons
of color.®® Homophobia, transphobia, and other forms of violence and discrimi-
nation against minoritized sexual and gender identity persons lead to higher rates
of social isolation, suicide, and substance abuse among lesbian, gay, bisexual, trans-
gender, and queer/questioning (LGBTQ+) people when compared to non-LGBTQ+
groups.”12 The list goes on of those whose suffering is underassessed, undertreated,
or silenced: older people, incarcerated persons, persons experiencing homelessness,
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persons with mental or physical disabilities, and many others. The bias and exclusion
of these groups call us to question what we think we know about intergenerational
suffering, suffering from toxic and chronic stressors, and the burdens faced by people
with intersectional and multiple minoritized identities. Furthermore, it holds nurses
and the broader health workforce accountable for uncovering and responding to the
meaning and significance of historical narratives, social structures, and the pervasive
“isms” that mediate and moderate suffering.

As the social consciousness continues to awaken to the seemingly endless ways in-
justice both predicts and exacerbates suffering, it is no longer acceptable or feasible to
only provide nursing care for the person before us. A broader and more refined scope
of nursing’s contributions, and obligations, is needed. Indeed, when we care for this
person and respond to their suffering in this moment, we are—in essence—caring
for the consequences of a legacy and a history (e.g., the social determinants of health)
alongside the symptoms and emotional burdens of how the current illness is being
experienced. The contributing authors of this text remind us again and again that suf-
fering is both driven and mitigated not only by the inner lifeworld of the patient but
also by the situational, environmental, and relational covariates of society and the
health system. When we care for one, we care for a community. There can be no doubt
that the amount of suffering in the world and the toll it takes on all of us is significant.
But so is the gift and calling that is nursing.

Nursing: An Evolving Duty to Care

In the mid-19th century, nursing scholars began to recognize the role of nursing be-
yond the physical care of bathing patients, managing wounds, and delivering other
medically prescribed treatments. Nurse theorists began defining professional nursing
and describing the intimate relationship between nurses and those they served, com-
mencing a scholarly and scientific journey into the influence of psychosocial support,
therapeutic presence, deep listening, and bearing witness to suffering. Nursing lead-
ers began to push the profession beyond a goal of restoring function, increasing oral
intake, or healing physical injuries toward a new vision in which expert nursing care
also meant being fully present and available, listening to the voices of suffering, rec-
ognizing those aspects of patients’ lives that will not be fixed or cured, and providing
comfort through our very intimate bond as nurses with patients and their loved ones.

The caring theorists offered language to explain the power of “being with” rather
than “doing to” and of “allowing for” over “fixing” or “changing” the circumstances
that arise during the nurse-patient encounter.!® Holistic and integrative nursing
scholars have opened our awareness to use all ways of knowing—the personal, em-
pirical, sociopolitical, ethical, and aesthetic—and develop comfort with ‘not knowing’
in order to engage patients and effectively respond to suffering.!*!> Other recent
approaches, such as nurse coaching, have created communication and relationship-
building tools to ground the art of nursing in replicable and cohesive competencies.!®
These paradigm shifts have each helped move nurses beyond assistant or technician
roles toward becoming experts in facilitating healing and alleviating suffering for the
human condition. These elements of “being with” and “allowing for,” of using all ways
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of knowing at our disposal, and of using evidence-informed communication skills to
express empathy and inclusion are fundamental to the professional nursing obligation
to care for those who are suffering.

As this narrative of nurses as a caring presence in suffering was first emerging, noted
nurse scholars Kahn and Steeves wrote about the basic tenets of suffering through a
nursing lens.!” They described nurses as “witnesses and moral agents” and they iden-
tified four ways that nurses witness suffering through firsthand observations, through
serving a ceremonial role, as expert witnesses, and as visionaries. These roles enable
nurses to speak for those who are suffering and advocate for their care—core to the
professional practice of nursing. Kahn and Steeves also describe the tenets of suffering
(Box 18.1).17

These tenets provide a roadmap for nurses to step into the potential discomfort of
being with suffering. When examined closely, Kahn and Steeves show that knowing and
responding to suffering is an iterative and lifelong process. Their tenets remind nurses
that no aspect of suffering can be presumed or taken for granted and that each human
experience is only known through time, caring, intention, and an appreciation for the
countless variables that factor into the suffering equation. Kahn and Prefer Steeves’
explicit mention of assumptions invites pause in how nurses carry their own implicit
biases or opinions when meeting the suffering patient and encourages introspection
about ways they might interrupt the sometimes-unconscious cycle of transference
and countertransference during patient engagement. These tenets give hope that while
the sources of suffering are innumerable—and may be ultimately unknowable—there
is also a basic structure to suffering and a larger process at play that includes both the
nurse’s capacity to care and the patient’s coping skills and relational supports.

Kahn and Prefer Steeves’ roadmap also reminds us of the importance of that broader
and more refined scope extending beyond the current nurse-patient encounter and
encompassing the sources of suffering that may pre-date this moment, the expressions
of suffering that may be arising within this moment, and the implications of suffering

Box 18.1 Tenets of Suffering as Described by Kahn and Steeves!”

« Suffering is a private, lived experience of a whole person, unique to each individual.

o Suffering results when the most important aspects of a person’s identity are threatened
or lost.

o Because suffering depends on the meaning of an event or loss for the individual, it
cannot be assumed present or absent in any given clinical condition.

o Suffering also can be viewed as an experience of lost personal meaning.
o Possible sources of suffering are innumerable.

o We recognize certain kinds of experiences as forms of suffering; we acknowledge these
forms as experiences that will lead to suffering for many who experience them.

 Asafundamental human experience, suffering has a basic structure.
o The experience of suffering involves the person in a larger process that includes the
person’s own coping with suffering and the caring of others.

o The caring environment in which the processes of suffering occur can influence a
person’s suffering positively and negatively.
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for the patient and their loved ones that may reach long beyond this moment. Watson
called this phenomenon the “transpersonal caring moment”—recognizing that both
nurse and patient come to this present encounter with a lifetime of history and past
experiences that inform their perceptions and responses right now.!® Additionally,
the remnants of this current encounter will stay with the nurse and patient for the
remainder of their lives and will continue to have an impact on their self-perceptions
and perceptions of others. Whether the nurse is caring or devoid of caring, their dem-
onstration will long live in the minds and memories of their patient. The former may
be remembered as life-giving or healing (i.e., biogenic), while the latter may be viewed
as harmful (i.e., biocidic).

These early contributions to defining suffering from a nursing vision and recogniz-
ing the role of nursing in responding to suffering are reflected in Case Exemplar 18.1.

Case Exemplar 18.1

Mayola is a 59-year-old African American woman seen in a public hospital outpa-
tient clinic for a painful draining wound on her breast, today diagnosed as stage 4
breast cancer. Mayola is alone, now being seen by Regina, a nurse practitioner who
is attempting to discuss treatment options and care with Mayola, who is greatly
distressed, sobbing, clutching her purse, rocking in her chair, and repeating, “Oh
Jesus, no, no, Oh Jesus ..” Regina recognizes the extreme distress, closes and sets
aside her laptop and consent forms, and sits next to Mayola. Regina gently touches
Mayola’s hand but maintains space and lowers her head and listens to Mayola’s
chants until Mayola finally becomes silent, but her crying increases. Regina says, “I
can’timagine what it must be like to hear the words you have heard today—that you
have cancer” Mayola sobs, saying, “Just like my mother” As Mayola repeats these
words, her face appears to contort and her sobs seem to extend to deep expressions
of grief. Regina remains silent as Mayola shares the story of her mother who had
breast cancer when Mayola was a child and received no care in the southern United
States, where there was no hospital for Black people in their area. Regina listens
and assures Mayola that she will receive care, but Mayola then moves from deep
distress and grief to a sense of panic as she begins to recognize how her own life
is about to change. Mayola tells Regina that she is a single parent and her oldest
son, James, the first of the family to attend college, depends on her for financial
and emotional support. She can’t miss work; this is all that matters. Regina listens,
assures Mayola that the care team will be there for her and her son, and suggests
that she return later in the week with her son to discuss plans for care. Regina asks
if Mayola has a picture of her son, what he is studying in school, and also who
is available to support Mayola. Regina also asks Mayola if she can assist her with
transportation to get home today and if she would like a call from the clinic social
worker to learn more about her needs. As Mayola prepares to leave, Regina notices
that she is holding a small cross in her hand. Regina places her hand on Mayolass,
assuring her that she will be there for her during each step ahead, and pauses for a
moment of silence before she assists her in leaving.
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Regina, an undoubtedly very busy nurse overwhelmed by the realities of current
practice, has lived into the words echoed by Kahn and Steeves.!” She has offered her
presence, resisted the urge to offer solutions or silence the suffering, and begun a re-
lationship with Mayola that will greatly impact her experience in the months ahead.

The Nature of Suffering and the Goals of Nursing:
An Evolving Dynamic

The first edition of The Nature of Suffering and the Goals of Nursing concluded with the
creation of 10 fundamental tenets of the nature of suffering and the goals of nursing.!
These tenets began our attempts to understand the nature of suffering from the vi-
sion of nursing and our place as nurses to intimately accompany those who suffer.
This second edition brings many other voices: the authors of this book include nurses
from a wide range of clinical areas, and yet all share the common ground of nursing.
While synthesizing the contributing authors’ perspectives in this current volume, we
revisit these tenets and expand upon them to provide additional context for nurses to
feel confident in their response to suffering while coming to a place of understanding
of those deeper personal and existential questions that are ultimately unknowable,
are unanswerable, or may cause distressing thoughts and feelings for both the patient
and the nurse as a witness. An updated list of the tenets of suffering can be found in
Box 18.2.

Nurses not only build relationships with patients in their care but also, as they be-
come more expert in their practice, build a relationship with the very essence of suf-
fering over time. Nurses will likely learn to anticipate suffering, readily identifying the
missed clinical opportunities or other circumstances that will lead to a patient’s dis-
tress or dis-ease. Although there will be countless cases when a nurse might feel that
the patient’s suffering is not sufficiently alleviated, consistent reflection on relevant in-
dividual and system-level factors may be helpful to create environments that can bear
the weight of suffering and empower nurses to sustain themselves.

At the individual level, nurses may seek to better know their own experiences of
suffering, which can range from their own past traumas and losses to the moral dis-
tress and moral suffering confronted in their work (see Chapter 16). Nurses’ unad-
dressed suffering may diminish their capacity to bear witness and remain present for
their patients’ suffering. It may also abate their own sense of well-being; cause harm
to their psychosocial, mental, and emotional health; and preclude opportunities for
joy, meaning, and purpose in their nursing role. The opportunity to know how we
respond to seeing and processing suffering is part of building a sustainable nursing
career. Individual reflection could be kept private, discussed with colleagues as a
debriefing mechanism, or talked about with the support of a counselor or therapist.
Any approach that intuitively helps the nurse to feel seen, heard, acknowledged, and
validated may be helpful. Some examples for reflection might include:

o Am I aware of any sadness, grief, anxiety, or worry I feel related to my work? If
I needed help, support, or assistance to manage my suffering, would I be able to
ask for it?



NATURE OF SUFFERING AND GOALS OF NURSING 239

Box 18.2 Tenets of Suffering

1. Suffering is described as a loss of control, which creates insecurity. Suffering people
often feel helpless and trapped, unable to escape their circumstances.

2. Inmostinstances, suffering is associated with loss. The loss may be of a relationship,
some aspect of the self, identity, or the physical body. The loss may be evident only
in the mind of the sufferer, but it nonetheless leaves a person feeling diminished and
with a sense of brokenness.

3. Suffering is intensely personal, informed significantly by the meaning that the
sufferer makes of their experience.

4. One’s experience of suffering cannot be separated from the environmental context,
which may include their social determinants of health, their home and relational
dynamics with family or other relationships, their past experiences of trauma and/
or marginalization, and their perceptions of health systems and clinicians, among
other multi-level factors.

5. Suffering is accompanied by a range of intense thoughts and emotions including
sadness, anguish, fear, abandonment, despair, worry, demoralization, regret, and
myriad other thoughts and emotions.

6.  Suffering can be deeply linked to a recognition of one’s own mortality. When
threatened by serious illness, people may fear the end of life. Fears about end of life
may be characterized by worry about pain or physical distress, questions about one’s
legacy and relationships, and uncertainty about an afterlife, among other concerns.
Conversely, for others, living with serious illness may cause a yearning for death as
an end to suffering.

7. Suffering often involves asking the question “Why?” Illness or loss may be seen as
untimely and undeserved. Suffering people seek to find meaning and answers for
that which is unknowable.

8.  Suffering is often associated with a sense of separation from the world. Individuals
may express intense loneliness and yearn for connection with others while also
feeling intense distress about dependency on others.

9.  Suffering is often accompanied by spiritual or existential distress. Regardless of the
presence or absence of religious affiliation, individuals experiencing illness may feel
a sense of hopelessness. When life is threatened, there may be a self-evaluation of
what has been lived and what remains undone. Becoming weak, feeling vulnerable,
and facing mortality may cause one to reevaluate their relationship with a higher
being or worldview.

10. Suffering is not synonymous with pain but is closely associated with it. Physical pain
is closely related to psychological, social, and spiritual/existential distress. Pain that
persists without meaning becomes suffering.

11. Suffering occurs when the individual feels voiceless. This may occur when the
person is mute to give words to their experience or when their “screams” are
unheard.

12. There is no singular antidote to suffering. Suffering does not need to be fixed,
changed, or altered. The one suffering often seeks to be seen, heard, acknowledged,
validated, and fully expressed. Suffering that is deemed unbearable by the
sufferer will likely call for a range of physical, emotional, psychological, and
spiritual/existential responses. These responses may be required from nurses,
interprofessional partners, and health systems.
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Experiences of individual healing and wholeness are possible in the face of suffering,
even in the absence of cure or resolution. Suffering does not inherently diminish the
opportunities for the sufferer to know joy, love, and connection.

Suffering occurs in the context of all physical and mental illness, in the process
of aging, and in the final phases of living and dying. There is no hierarchy or
quantification of suffering when living in the face of illness. Each expression of
suffering can be valued as an opportunity to remain present, listen more deeply,
provide comfort, and ensure dignity.

Suffering may have collateral and/or sustained effects on those who bear witness,
including families, communities, caregivers, and nurses.

How do I respond to my own suffering at the end of a stressful day?

How do I process the suffering I see on a daily basis? Where do I put it?

How do I attend to my own sadness or unresolved feelings after a patient dies?
What are the hardest parts of seeing people suffer? What parts are in my control
and what parts are not?

Does my suffering matter? Why or why not?

System-level changes are required to support nurses in their work and nurture envi-
ronments that provide whole-person care not only for patients but also for nurses.
Systems that do not prioritize the human experience are likely to become blind to the
suffering of all involved and without the tools needed to respond to it. Reflecting on
the current state of the system in which we work can bring about the courage to make
necessary change at all levels so that nurses can fulfill their duty to care for patients
who are suffering. Some of these reflections may include:

Is my system attuned to the needs, experiences, and history of the local commu-
nities we serve? How can we improve these critical relationships to inform health
system practices?

Do system priorities and values explicitly mention the commitment to ensuring
dignified care for patients and their loved ones? Is there a way to prioritize these
aspects of health care delivery?

Is nurses’ duty to care respected, honored, and celebrated by the system at large?
What changes are needed to amplify nurses’ roles, responsibilities, and needs?
Are there pathways to communicate openly, honestly, and transparently with
leadership about how to improve nursing care for patients?

How does the system invest in sustaining the well-being and addressing the suf-
fering of staft?

Conclusion

In concluding this volume, we would be remiss if we did not acknowledge the suf-
fering of nurses that has been exacerbated by the COVID-19 pandemic, other global
humanitarian crises, and continued health system deficits since the release of the
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first edition. Nurses’ mental, emotional, and physical well-being have been compro-
mised in countless ways and yet they continue to walk alongside patients and their
loved ones as the most trusted of health professionals. Without question, tremendous
healing will be needed in the years ahead, not only for our colleagues and the broader
nursing profession but also for health systems at large.

The work of nursing will continue to be both rewarding and challenging in ways

that only nurses can understand. This truth is at the root of our joy, our purpose, and
our suffering. While the nature of suffering may continue to be ultimately unknow-
able, the goals of nursing will forever be intertwined with the duty to bear witness and
respond compassionately to the unfolding journey of those in our care.

10.

11.
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