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A large percentage of patient deaths occur during or
shortly after an intensive care unit admission. Death and
dying is not a new phenomenon occurring in these
units; the very nature of this level of care is that patients
are at their sickest and most acute phases of illness.
The difference lies with advances in medical technology
and pharmacologic therapies that have the potential
to extend life but also fuel the fire of an already
death-denying culture. As critical care teams are confronted
with the increasing demands of this patient population,
ethics and palliative care consultants are being called upon
to assist with frequently encountered ethical and moral
dilemmas. A case is presented that highlights 2 common
ethical challenges seen in the intensive care unit: symptom
management in the noncommunicative patient and
medical futility. Steps to address concerns of nurses
and outcomes are discussed.
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S tudies have shown that approximately 20% of pa-
tient deaths occur during or shortly after an intensive
care unit (ICU) admission. This represents more than

500 000 patients each year who die in or after an ICU stay
either with a ‘‘do not resuscitate’’ order in place or with full
resuscitation efforts by medical and nursing staff.1

Death and dying is not a new phenomenon occurring
in ICUs; the very nature of this level of care is that pa-
tients are at their sickest and most acute phases of illness.
The difference lies with advances in medical technology
and pharmacologic therapies that have the potential to
extend life but also fuel the fire of an already death-denying
culture. As a result, prognosticationVan already complex
calculationVhas become more difficult, impacting com-
munication and patient care. Patients and families are
now being faced with numerous decisions at a time when
outcomes are uncertain and stakes are high.1

As critical care teams are confronted with the increasing
demands of this patient population, ethics and palliative
care consultants are being called upon to assist with a host
of frequently encountered ethical dilemmas. It is also be-
cause of this increased demand that ICUs have become a
focus of interest for many hospital-based palliative care
teams. Different models have been attempted, including
consultative and integrative approaches,2 with the goal of
improving communication, symptom management, and
psychosocial support for these patients and their families
who are at risk for high symptom burden and emotional
distress at end of life (EOL).

Another vital component of an ethics and palliative
care consultation is to provide support for staff members
who accompany these critically ill patients through their
journey of illness and suffering. Nurses, in particular,
whose daily role at the bedside is as caregiver and patient
advocate, have a high risk for burnout in cases thought to
be futile. Other key sources of occupational stress leading
to burnout that have been identified include a difficult
workload, conflict with colleagues, inadequate staffing,
emotional demands of patients and family members, ethi-
cal concerns surrounding life-sustaining therapies, and ex-
posure to death and dying.3 These are issues that most
nurses can identify with, and many have encountered at
1 ormultiple points in their career. At amajor cancer center,
feelings of emotional exhaustion permeated the ICU from
the increasing number of young adult patients admitted for
acute issues that were irreversible despite prolonged, ag-
gressive ICUmanagement. The following case study repre-
sents one of many cases that highlight some of the ethical
challenges faced in ICU settings by nurses and other team
members.

CASE: SYMPTOM MANAGEMENT FOR
A NONCOMMUNICATIVE WOMAN
DYING IN THE ICU

L.J. was a 37-year-old woman with recurrent cutaneous
T-cell lymphoma initially diagnosed 8 years prior. At that
time, she was treated with multiple lines of chemotherapy
and stem cell transplant, which successfully brought her
into remission. She lived disease free with her husband and
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child for 6 years. Shortly after her child’s 10th birthday, L.J.
was told she had recurrent disease when she presented
with new lesions and persistent fevers. After reinitiating
chemotherapy, shewas admitted to the hospital for neutro-
penic fevers that eventually led to septic shock requiring
transfer to the ICU. In the ICU, despite multiple attempts
to reverse the infectious process, L.J.’s conditionworsened,
and she developed multisystem organ failure. She re-
mained intubated in the ICU for weeksVrequiring high
levels of daily care including dressing changes for her mul-
tiple cutaneous lesions. This would cause grimacing and
agitation documented by the nursing staff. In the early days
of her ICU admission, L.J. was placed on continuous infu-
sions of opioids and sedatives and prior to dressing changes
would receive bolus doses as needed.

As L.J. continued to receive aggressive interventions in
the ICU without improvements in her clinical condition or
mental status, the palliative care service was consulted to
assist with goals-of-care discussions. The oncology team,
ICU team, and palliative care service were all in agreement
that the patient’s condition was irreversible, and she would
likely not survive this ICU admission. Multiple meetings
were held with L.J.’s husband, who was her designated
health care agent, and other family members. Ultimately,
L.J.’s husband understood the critical nature of L.J.’s condi-
tion and was agreeable not to attempt resuscitation should
her condition worsen; however, he was not amenable to
withholding or withdrawing care stating, ‘‘I can’t give up
on her. I’m still hoping for a miracle.’’ An order to allow a
natural deathwas placed in the chart, and ongoing support
and daily updates were provided to L.J.’s husband. As L.J.’s
condition continued to deteriorate, so did her mental sta-
tus, and she was no longer exhibiting nonverbal cues of
pain or agitation. The ICU team, in a final attempt to awaken
L.J., slowly tapered her sedation, including opioids, without
success. Despite documenting the absence of pain and ag-
itation in L.J.’s chart using validated scales, the nurses still felt
that it was their obligation to provide pain medication prior
to dressing changes, as this had always been a source of ex-
treme pain for her. Because of her tenuous blood pressure,
the ICU residents and fellows on call overnight did not feel
comfortable giving L.J. medications that could potentially
lower her blood pressure further. The evening L.J. died,
she was given a very low dose of opioid twice, spaced
3 hours apart when she had previously required almost
4 times that amount for pain management.

ASSESSING AND TREATING PAIN IN
THE NONVERBAL PATIENT

In this particular case, the nurses felt there was a level of
suffering that L.J. likely experienced that could not have
been documented using validated pain and agitation
scores. The pain being described was witnessed directly

by the eyes of the nurses performing daily care and dress-
ing changes at the bedside. In their attempts to advocate for
patient comfort and dignity at EOL, the ICU nurses felt their
concerns were being dismissed by team members. Mean-
while, the ICU fellow on call worried that giving opioids in
the setting of hypotension and nodocumented evidence of
pain could potentially hasten L.J.’s death. This calls atten-
tion to one of many challenges in the ICU, which is the as-
sessment and management of symptoms in nonverbal,
critically ill patients.

Pain, as well as other symptoms, has been well docu-
mented in the ICU, so much so that guidelines4 have been
published for assessment and ongoing management. The
pain, agitation, and delirium practice guidelines for adult
critically ill patients are supported by research that has
identified the presence of pain in ICU patients as high as
50% at rest. Incidence increased up to 80% during the com-
mon care procedures performed in the ICU, including turn-
ing, tracheal suctioning, wound care, and placement and
removal of drains and central lines. For the patients who
survived ICU admission, pain was linked to greater risks
for posttraumatic stress disorderwhenuncontrolled and re-
duced duration ofmechanical ventilation, ICU-acquired in-
fections, and length of stay when well controlled. For
patients who are cognitively impaired, symptom experi-
ence remains less understood.4,5

The Improving Palliative Care in the ICU Project4 has
addressed relieving common distressing symptoms of
pain, dyspnea, and thirst in the ICU. Evaluation of current
standards and evidence supports that self-report of pain
and other symptoms remains the criterion standard of as-
sessment.When patients are noncommunicative, validated
behavioral symptom assessment scores using the Behavior
PainScaleor theCriticalCarePainObservationToolhavebeen
helpful in understanding pain levels in adult patients without
brain injury. Findings of these tools, however, are still an in-
direct representation of a patient’s true perception of pain.

Proxy assessment by either family or clinicians when
self-report and behavioral assessment scores cannot be
used remains somewhat controversial. Although family
members have been found to overestimate pain, data sug-
gest that report by proxy can help identify normal sources
of distress for the patient and their past response to man-
agement. Clinicians should also use their experience and
judgment to identify potential sources of discomfort for the
patient and treat symptoms appropriately using evidence-
based approaches to care.4

Pain and symptoms should be routinely monitored and
documented. If pain is thought to be present, initiating an-
algesic trials is recommendedusing lowdoses of fast-acting
opioids to monitor for improvement of symptoms or pain-
related behaviors.4,6 Putting a plan of action in place and dis-
cussing this with family and bedside clinicians are essential
to ensure that all parties have a clear understanding of how
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symptoms will be managed. This also provides the oppor-
tunity for allmembers of the care team to voice any questions
or concerns that may be present. In L.J.’s case, the nurses
reported that she previously had severe pain with dressing
changes requiring premedication and postmedication with
opioids, which should have prompted an evaluation by the
care provider. The nurses’ concerns should have also been
sufficient reason to provide an analgesic regimen that took
into consideration what was needed in the past to tolerate a
similar level of care.

Despite recommended guidelines, these methods of
evaluation when the patient cannot self-report pain or dis-
tress may not necessarily alleviate provider concerns about
secondary effects of opioids. Secondary effects can include
hypotension, sedation, respiratory depression, delirium,
and agitation.4 Treating pain in the presence of physiologic
instability remains a concern formany ICU clinicians, espe-
cially those in training that may not have been exposed to
the full spectrum of ICU patients and outcomes. Regardless,
fear of physiologic instability should never prevent clinicians
from assessing and treating pain in this patient population
vulnerable to suffering at EOL. Treatment of pain is not limited
to opioids, and all available ICU resources must be utilized
tooptimize comfort. Feelings of uncertainty shouldprompt any
clinician to seek advice from colleagues with more experi-
ence, supervisors, and/or from palliative care specialists.

MEDICAL FUTILITY

Another key ethical dilemma was the feeling of provid-
ing futile care for L.J.. ‘‘Medical futility’’ is a complex con-
cept as there is no universally accepted definition. Some
view care as being futile if the goals of treatment are not
achievable or when a seriously ill patient has an extremely
low likelihood of meaningful recovery.1,3 A study by
Sibbald et al7 used semistructured interviews with physi-
cians, nurses, and respiratory therapists in an ICU to de-
velop a working definition of ‘‘futility’’ that was ultimately
summarized as using considerable resourceswithout a rea-
sonable hope for recovery to a state of relative independence
and interaction with the environment. When participants
were asked why medically futile care was offered and pro-
vided, the 3 most common themes were demands from
family or decision makers, lack of skilled and timely com-
munication, and lack of consensus among team members.
Although each theme can be viewed separately, it is truly
the blending of all 3 that creates the perfect storm of diffi-
cult decision making in emotionally charged conditions.

Health care providers often find themselves in criti-
cal situations where choice of treatment seems to lie in
the hands of the patient’s family or surrogate decision
maker(s). In many of these cases, individuals dictate care
without any previous health care knowledge and insist
on treatments that may or may not be supported by the

medical teams involved. In certain states, an agreement
between 2 attending physicians that a case is ‘‘medically
futile’’ may be enough to legally cease unnecessary, some-
times harmful, interventions. In the states that do not have
this legal support, families are left with the burden of mak-
ing choices based on their understanding of an extremely
complex situation. Although decisions to pursue futile care
against medical advice may be driven by cultural or reli-
gious beliefs and lack of critical care knowledge,7 onemust
not forget that evenwith a knowledgeable decisionmaker,
sometimes choices aremade in hopes of having a fewmore
moments with their loved one. L.J.’s husband verbalized
understanding of his wife’s poor prognosis and did notwant
to see her suffer, as demonstrated by his agreement to
place the ‘‘do not resuscitate’’ order. Regardless, his desires
to continue the currentmeasures andescalate care to a certain
pointwere largely driven by his emotional dedication to his
wife. This aspect of decision making cannot be ignored.

Gaps in understanding may be filled by initiating clear
and timely communication with patients and families
throughout the disease trajectory. Unfortunately, this does
not happen routinely, and critical care teams are tasked
with breaking bad news to patients and family members
in a crisis situation. Communication is also essential be-
tween different team members to ensure that a unified
message is being presented to the patient and family. This
is especially crucial when a consensus on the plan of care
has not been reached between providers, including the
many consulting teams who can fall into a pattern of focus-
ing on specific organ systems rather than the total patient.
Differing messages from care teams can contribute to the pa-
tient’s and family’s feelings of mistrust for the medical sys-
tem and create barriers to communication later in the ICU
course. Frequent discussions and family meetings should
be held with all involved parties to outline different per-
spectives that avoid medical jargon.

Whether clear and timely conversations could have
prevented a prolonged death in the ICU for L.J. is unclear;
however, dialogue should have been initiated between the
ICU nurses and medical team caring for this young patient.
Unfortunately, the ethics and palliative care teams were
consulted late in the case when the focus of concern was
primarily L.J.’s goals of care. The case also happened to
take place at the beginning of an academic year when
new medical residents and fellows were just becoming
oriented to the hospital system. Because of this, steps were
not taken to communicate with the nursing staff to get
their daily perspective on patient care.

THE ROLE OF ETHICS AND
PALLIATIVE CARE

In a health care system where ‘‘medical futility’’ lacks clear
definition and consistency in legal support for providers,
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how can the large number of caregivers experiencing pro-
fessional burnout and moral distress be appropriately
addressed?

Inmany of these challenging cases, ethics and palliative
care teams come together to provide the staff working with
patients day in and day out with a new care perspective.
The nature of bioethics is to approach individual patient
cases by looking not just at what can be done, but rather
what should be done.1 Ethics consultants are often brought
on board in cases where there is moral dilemma or con-
flicting values about patient autonomy, surrogate decision
making, goals of care, and transitions to EOL care.8 Pallia-
tive care teamsmay be called upon for similar reasons, and
their presence is growing rapidly as health care profes-
sionals and patients are benefiting from the added layer
of physical, spiritual, and psychosocial support provided
at various points along the disease trajectory. Palliative care
specialists can provide guidancewith difficult and complex
treatment choices as well as help patients and families nav-
igate the health care system.9 The 2 services have been
known to work synergistically with each other to alleviate
patient and family conflicts with care teams and conflicts
between teams and also to provide support for staff work-
ing in an environment prone to ethical dilemmas and
moral distress.

In L.J.’s case, all medical teams were on the same
page about goals of care and treatment options moving
forward. What was lost was the nurse’s voice and con-
cerns. The ICU nurses felt ethically challenged by this case
for multiple reasons and brought this to the attention of
the ethics committee and their nurse leader. As a result, a
debriefing session was arranged, and members of the
ethics, social work, and palliative care service were asked
to facilitate. Also in attendance were multiple critical care
fellows and residents, attending physicians, and chaplaincy.
With strong backing by nursing leadership and the weight
of the ethics consultant indicating institutional support, the
nurses were given a platform to verbalize their distress
with not just caring for L.J., but also the multitude of pa-
tients, young and old, who enter the ICU and remain there
until death.

Some of the key challenges identified by the staff in-
cluded feelings of frustration, lack of support, and the
minimizing of their concerns when advocating for pa-
tient dignity and comfort at EOL. The ICU nurses bravely
voiced their emotional distress about having to care for an
increasing number of patients at EOL with very little sup-
port and communication from other team members. More
specific to this case, nurses felt strongly that if they were
obligated to provide care that they believed was ‘‘futile’’
to patients like L.J., they should at least be reassured that
the resources necessary to alleviate the pain and suffering
they had witnessed first hand would be made available.
The ethics consultant played a vital role in validating many

of the nurses’ concerns and reinforced that relieving pa-
tient suffering regardless of code status or goals of care
is both an ethical and moral obligation of all health care
providers.

RESOLVING ETHICAL DILEMMAS AND
MORAL DISTRESS

As a response to staff distress, changes have been made
to the ICU’s approach to caring for the seriously ill with
high mortality risk. Whenever a case is deemed challeng-
ing by staff members, the ICU nurse leader and social
worker are notified, and a debriefing session is con-
vened. This may be held before or after a patient’s death.
The meeting is scheduled to include the attending physi-
cian(s) involved in the case, palliative care, ethics, medical
fellows and residents, and nurses. The case is reviewed
with weigh-in from multiple parties to assess what was
done, what should have been done, and how care can
be improved.

At the nursing level, changes in documentation prac-
tices have been initiated to compliment the validated
pain and agitation scores already in place. Nurses are
now more aware of documenting additional information
on past and present pain findings to support the need for
optimizing patient’s symptoms. In addition, the ICU nurse
leader and palliative care nurse practitioner were awarded
grant funding to support the designation of 4 palliative care
nurse champions who will complete the End-of-Life Nurs-
ing Education Consortium critical care train-the-trainer
course and develop training programs for all full-time
ICU nurses to complete.

As 1 in 5 deaths will occur in or shortly after an ICU ad-
mission,1 ethics and palliative care teams must continue to
work side-by-side, using their individual strengths and ex-
pertise to provide ongoing support for this extremely vul-
nerable patient population. Support cannot stop with
patients and family members and must also be offered to
providers at every level who have willingly taken on the
responsibility of accompanying patients through their jour-
ney with illness.
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