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End-of-Life Communication
Nurses Cocreating the Closing
Composition With Patients and
Families
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Communication is imperative for end-of-life decision-making; however, descriptions of key
strategies used by nurses are missing. A phenomenological approach was used to interpret
interviews from 10 hospice/palliative nurses. The overarching pattern is the closing composition. Key communication strategies/patterns include establishing context, acknowledging
through attentive listening, making it safe for them to die, planning goals of care, and being
honest. Essential is the awareness that nurse, patient, and family all hold expertise in the
subject matter. It is imperative that pre-/postnursing licensure curriculum be expanded to
include training in mutual influence communication practices and mentoring in the skill of orchestration. Key words: advance care planning, communication, end-of-life care, nurses,
palliative care, phenomenology, relationships
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EALTH care professionals in Westernized societies are challenged in initiating crucial conversations with patients and
families experiencing life-limiting illnesses.
These patients and families grapple daily with
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the knowledge that they may or may not be
responding to treatment. Amid patients’ and
families’ fervent search for the latest “cure,”
health care professionals may struggle communicating that cure is no longer possible.1
For these patients and families, health care
professionals often are a beacon of hope—
“yes, you can fight this, yes, you can win.” Yet,
in the face of a terminal diagnosis, instilling
hope in this way limits opportunities for patients and families to truly understand the realities of the disease and openly review, without judgment, their goals and wishes for endof-life (EOL).2 Within the health care team,
nurses are well positioned to navigate advance care planning decision-making. While
bearing witness to patients’ and families’ stories, nurses have the opportunity to sensitively present reality to preempt unnecessary
treatment and suffering.3,4
Advance care planning discussions about
EOL can be heart-wrenching, painful, and difficult for patients, families, and some health
care professionals. The reality of mortality underscores the imperative for dialogue specific
to EOL goals and wishes. A recent survey of
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Statements of Significance
What is known or assumed to be true
about this topic:
Health care professionals in Westernized societies are challenged in initiating crucial conversations with patients
and families experiencing life-limiting illnesses. Within the health care team,
nurses are well positioned to navigate
advance care planning decision-making.
While bearing witness to patients’ and
families’ stories, nurses have the opportunity to sensitively present reality
to preempt unnecessary treatment and
suffering.
What this article adds:
This article adds a real-life, unscripted
documentation of the communication
practices used by hospice/palliative care
nurses when engaging patients and families with life-limiting illnesses in EOL
decision-making. This study extends the
knowledge of EOL communication practices by revealing the importance of orchestration and mutual influence, which
are crucial for shared decision-making.
physicians specific to EOL discussions and
advanced care planning with patients and
families revealed that 46% of physicians are
uncertain what to say when initiating these
conversations and only 29% indicated receiving formal training specific to advanced care
planning.4 Nurses identify several barriers to
EOL conversations, such as logistics, inadequate education on the topic, and cultural
differences,5 resulting in futile care versus palliative and/or hospice care at EOL.
These critical conversations are the natural
domain of nurses, who have the most contact with patients and families,6 and physicians, who typically lead the medical care.7
However, the uncertainty and barriers reported by both physicians and nurses signal a
need to more specifically explore and identify components reflective of optimal communication around palliative and EOL care
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decision-making. To address these communication concerns, this study sought to understand the communication practices used
by rural and urban, hospice/palliative care
nurses when engaging patients and families
in decision-making at EOL.

BACKGROUND AND SIGNIFICANCE
Palliative and EOL care defined
Palliative and EOL care encompass a myriad of physical, psychosocial, and spiritual
changes, which necessitate ongoing intervention and evaluation.6 Palliative care focuses on the patient with serious advanced
illness, and their family, and seeks to enhance quality of life throughout the illness trajectory by “addressing physical, intellectual, emotional, social, and spiritual
needs.”8(para1) Palliative care is an interdisciplinary, simultaneous care model, where a
specialized palliative care team, alongside the
patient’s primary provider, addresses the multifaceted concerns of patients and families.6
The World Health Organization adds that palliative care relieves patient and family suffering through “early identification and impeccable assessment.”9(para1) End-of-life care is supportive care when a person is dying, which
can be provided “days, weeks, and even
months before death.”10(para2) Hospice, similar to palliative care, provides comprehensive
symptom management; however, hospice is
for persons with a life-limiting/terminal prognosis and includes the family.11
Dying in America
In 2014, the Institute of Medicine (IOM)
issued the report, Dying in America,11 in
which experts from across the United States
identified grave concerns with the current
state of health care delivery for persons at
EOL. These concerns recognized the aging
US population, a lack of knowledge about
the palliative and hospice care, confusion
regarding the role of advance care planning, and a lack of trained hospice/palliative

Copyright © 2018 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.

4

ADVANCES

IN

NURSING SCIENCE/JANUARY–MARCH 2018

care professionals.11 The report offered recommendations; communication was one of
the key areas identified to support patients/families at EOL.
Since the release of this report,11 health
care professionals have noted some progress
toward improving EOL care, yet barriers remain. Survey respondents identified modest
improvements in care delivery (54.2%), communication, and advance care planning between providers and patients (59.1%), and
palliative/EOL care education (64.9%).12 Yet
even with these reported improvements,
the respondents shared that communication
deficit among health care professionals, families, and patients was the most important barrier in delivery of palliative/EOL care. This
was followed by poor public awareness of advance care planning with EOL care options,
limited palliative/EOL care education and
training opportunities, lack of palliative care
knowledge, and challenges in discussing EOL
concerns.12 It is evident that in the United
States, despite IOM recommendations, significant gaps continue in health care professional
knowledge and use of effective EOL communication practices with patients and families.
Communication and decision-making
at EOL
Throughout the care trajectory of advanced
illness to terminal prognosis, patients desire
shared decision-making13 and are best served
when health care communication envelops
the elements of clinician expertise, patient
and family goals and concerns, and medical evidence.11 A systematic literature review
identified registered nurses’ roles of information broker, supporter, and advocate when
engaging patients/families in EOL decisionmaking.14 These roles are echoed in Dahlin
and Wittenberg’s15 descriptions of critical
communication competencies for the generalist nurse, where honest and transparent
communication is the central component.11
This communication at EOL is patient centered where nurses bear witness to personal

suffering by employing multiple communication techniques, such as presence, listening,
silence, and humor.15
The necessity for nurse presence, practice expertise, and communication excellence is well established within the palliative and EOL nursing literature.16 Nurses are
the faithful and stable presence for patients
and families at pivotal lifespan moments, particularly near or at the EOL. Nurses must
be skillful and empathetic communicators,
yet they report challenges in communicating with patients and families in areas such
as engaging persons from differing cultural
backgrounds, having discussions related to
spiritual or religious concerns, and initiating a conversation following the delivery
of “bad news.”17(p169) Furthermore, novice
nurses, as well as nurses employed in critical
care, pediatrics, geriatrics, and rural regions,
identify additional communication challenges
and barriers with patients and families at
EOL.5,7,18-22 Examples of these challenges and
barriers include (a) years of experience,7,18,19
(b) bearing witness to perceived unnecessary treatments,18 (c) managing difficult family dynamics,21 (d) poor provider communication with patients and families,5,20 and (e)
blurring of professional/personal roles in rural
nursing.22
It is clear that nurses recognize the importance of their role as advocate, supporter,
and information broker for patients and
families at EOL; however, many struggle with
how to implement these roles. In addition,
recent evidence suggests that, despite the
Dying in America11 report, barriers remain
in the ability of health care professionals to
initiate these crucial EOL care discussions.12
Furthermore, few studies have explored the
practices used by hospice and palliative care
nurses when discussing EOL wishes with
patients and families.14 Thus, the purpose
of our study was to understand the shared
communication practices of rural and urban,
hospice/palliative care nurses when engaging
patients with a terminal diagnosis and their
families about EOL decision-making.
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Figure. COMFORT model.

Relevant theory
Communication skills are particularly crucial in the context of a life-limiting disease
trajectory; however, a lack of health care professional comfort in EOL discussions leads to
flawed outcomes.11 These poor outcomes can
be attributed to the traditional sender-receiver
approach of dispensing health care information. In contrast, the COMFORT model
is a patient-centered, palliative care communication framework designed to address
communication challenges across the health
care continuum.16 This model, specific to
EOL communication, is grounded in narrative

nursing practice23 and represents mutual influence where nurse and patient/family are simultaneously and reciprocally engaged.16,23
COMFORT comprises 7 key principles—
Communication, Orientation and opportunity, Mindful communication, Family, Openings, Relating, and Team—and is further described in the Figure. The linear fashion of the
model does not imply an algorithm; instead
it is a way of reflectively embodying day-today interactions with patients and families.
Although the model did not guide this study,
it served as a backdrop for relevance of the
narrative analysis to nursing practice.
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The COMFORT model is useful across
practice settings, yet health care professionals continue to struggle communicating with
patients and families about EOL. What can
be useful for health care professionals is to
reenvision communicating with patients and
families about EOL decisions as orchestration. Orchestration is an amalgamation of the
professional roles and duties associated with
providing EOL care. For example, the nurse
surreptitiously serves as information broker,
supporter, and advocate while arranging
and directing the essential elements of best
practice alongside patient/family goals,13 as
if orchestrating a symphony.
All nurses manage competing demands, but
for hospice nurses this management or orchestration becomes even more critical because of the time constraints of imminent
death. The orchestration conducted by hospice nurses includes a high priority on communication, which attends to patient/family
needs, seeks interdisciplinary input, and juggles organizational constraints. This phenomenon of orchestration is not rushed despite the anxiety often associated with dying. Hospice/palliative nurses personify the
orchestration of the day-to-day elements in
delivering patient-centered care amid the reality of impending death and are uniquely
poised to share their experiences. This interpretive phenomenological study extends our
understanding of EOL communication practices through the descriptive lens of hospice/palliative nurse narratives.

METHODOLOGY AND METHODS
This article reports the hermeneutical analysis of interviews from a broader multimethod
study. Hermeneutic phenomenology, influenced by Heidegger and Gadamer, was the
methodological approach used by the research team. Hermeneutics reveals phenomena that are often concealed or overlooked
in everyday human experiences or practices, returning the forgotten phenomenon to
visibility.24 Revealing phenomena and sharing

the experience in a new way extend knowledge about what was previously known.25
Methods
After approval by the institutional review
boards at Avera Health and South Dakota
State University, the principal investigators
contacted and discussed the study protocol
with the health system’s home health/hospice
agency nurse managers. The location of the
nurse managers included rural and urban facilities. The nurse managers identified nurses
who met the inclusion criterion of at least
2 years’ experience working with hospice patients and families. After the nurses agreed
to participate, the nurse managers shared the
potential participants’ e-mail addresses with
the principal investigators, who then contacted each participant to establish the date,
time, and location for the face-to-face interview. The nurse managers were not informed
which participants elected to participate. All
participants elected to be interviewed at their
work location. Because of a prior commitment, 1 rural nurse was interviewed using a
secure Skype connection.
During the informed consent process, each
nurse was notified that study participation
was voluntary and withdrawal could occur
at any time. After giving consent, the participants provided general demographic information and selected a pseudonym, which
was then used throughout the transcribed
notes. To help the participants prepare for
the semistructured interviews, the questions
noted in the Table were sent out via a secure
e-mail server 1 week before the scheduled interviews. Each interview began with the same
3 questions, with the researchers gently probing by saying, “tell me more about” or “can
you describe a situation?”
Following a Heideggerian/Gadamerian
hermeneutic approach,26 the researchers
began each in-depth interview mindful of
their personal nursing backgrounds—one as
a former hospice nurse the other a former
parish nurse.27 These views specific to EOL
communication guided the researchers in
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Table. Interview Questions
1. Tell us about a time where you helped a
patient and family with advanced care
planning decision-making. If possible,
describe the time frame and the decisions
within which you assisted the patient
and/or family.
2. Describe your specific communication
strategies when talking with patients
and/or families about end-of-life planning.
3. Tell us your communication approach
when working with patients and families
in advanced end-of-life decision-making.

their clarification and probing questions
with the participants. Furthermore, the
researchers’ prior review of the literature
and nursing experiences facilitated their
thoughtful contemplation, as they bore
witness to the participants’ stories.27
At the completion of the interview, each
participant received a $50 gift card. All participant information was stored in a locked file,
with all narrative data shared through a secure
university-based online storage system.
Sample
A total of 10 hospice/palliative nurses participated in this study. All were employees
of the same health care organization, female,
between the ages of 30 and 60 years, and
had 10 to over 30 years of nursing experience. Upon hire, all participants received specialized training on the basis of the End-ofLife Nursing Education Consortium (ELNEC)
curriculum.28 The 5 rural nurses cared for patients in the home, acute care, and nursing
home settings. The 5 urban nurses cared for
patients in a hospice house.
Analysis
Each interview lasted 45 to 60 minutes,
was digitally recorded, and transcribed verbatim by a qualified transcriptionist. Before
the research team began their analysis of the
narratives, they addressed their preconceived
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views. The interpretive team consisted of the
authors and a bachelor’s prepared educator
with an emphasis in fine arts. The authors
are nurse educators and researchers with over
30 years of combined clinical experience, are
certified in hospice and palliative nursing,
and have received specialized training in EOL
care.
One team member, a skilled hermeneutic
phenomenologist, guided the other members
of the interpretive team through the analytic
process, as described by Crist and Tanner.29
Familiarization with the data began by reviewing the transcriptions for accuracy while relistening to the audio-recording and simultaneously reading the text, making minor revisions
as needed. Each member conducted an indepth analysis by independently reading and
rereading the texts, seeking common themes
among and within the narratives, and identifying initial paradigm cases.29 Over a period
of 2 months, the team compared their initial
themes, cases, and shared meanings. As they
debated the overarching pattern, a growing
awareness emerged that the narratives went
beyond a description of EOL communication
practices to reveal the phenomenon of orchestration. The team envisioned the orchestration of these communication practices as
the nurse cocreating with the patient and family an EOL symphony.
To illustrate the orchestration, the team
recognized that the use of an alternative
platform would be helpful. Janesick30 articulates the importance of intuition and creativity within the analytic process, thus the
team incorporated interpretative metaphors
to describe the overarching and subsequent
patterns. This approach reveals an overlooked but common experience/practice and
expands understanding and awareness31 by
illuminating the phenomenon through a
metaphoric lens.
Rigor
Throughout
the
entire
process,
the researchers addressed rigor and
trustworthiness.32 Credibility was maintained
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by establishing a safe environment for nurse
participants to share personal stories about
EOL care communication. Transferability is
evident in the descriptions of the setting and
the participants. The researchers maintained
dependability using the participants’ verbatim examples.33 The researchers conducted
member-checking, by sharing their interpretations with participants and receiving no
comments for correction.32 Dependability
and trustworthiness were maintained by
the sharing, discussing, and refining their
interpretations via Skype and the participant
narratives provided.32

FINDINGS
Communication practices
Captured in the touching narratives of
these 10 hospice/palliative care nurses was
their genuineness and candor. They openly
shared their struggles and communication
practices when orchestrating EOL decisionmaking with patients and families. These
nurses recognized the patient and family’s inherent need for these critical conversations.
They did not shrink away from the potential dissonance, but rather through authentic
presence created an opening for these difficult discussions. Furthermore, these nurses
acknowledged that patients do not have the
luxury to practice or rehearse their dying experience. Infused throughout the narratives
was the profound sense of the nurses’ unhurried and un-harried orchestration of the following communication practices (patterns):
establishing context, acknowledging through
attentive listening, making it safe for them
to die, planning goals of care, and being
honest. The nurse’s orchestration of these
communication patterns guides the patient
and family in cocreating the closing composition (overarching pattern) for the EOL
symphony. To reveal the communication patterns, a musical metaphor is used as a mechanism for conveying the communication practices as shared by these hospice/palliative
nurses.

Establishing context
Within the closing composition, establishing context often begins simply with these
nurses hearing the background music, seeking to understand what the patient and family
have undergone before their initial meeting.
This begins with a review of the patient’s medical record, where the nurses come to know
the disease trajectory from the perspective of
the health care team. When they meet the patient and family for the first time, noting the
tempo and the pitch of the vocals and who
the key performers are, what was once background music is now a live performance. Each
of the nurse participants identified that requisite in this first gathering is “meeting them [patients and families] where they’re at;” where
these nurses do not attempt to sway the patients or families’ views, but rather bear witness to their song.
Each nurse identified similar ways of initiating these critical conversations. Phrases such
as “Tell me what you know about your illness”
or “How did you get to this point?” were often the only invitation needed. In her role of
supporter, Heidi shares her approach with patients and families entering hospice:
When people have just come on hospice and they
have just turned that corner—using those words
with people. “Wow, you just turned a huge corner.
This is big. This has been tough.” And you get the
outpouring of the tears . . . the opportunity for
them to express that grief . . . I don’t have a big
agenda, actually, other than just to be present . . .
It might depend on the situation, but it might be
something like, “Do you want to talk to me about
how that’s [aggressive therapy] going and how you
see things going?”

Kate recognizes that for patients and families this first discussion about hospice signals
that “things are just starting to unravel in their
world.” When possible Kate addresses the patient first saying,
“You’re the man of the hour.” I acknowledge the
patient as that being the most important . . . I’ve
seen too often . . . the patient is ignored. It’s really
about dignity for the patient . . . I will use the
phrase hospice, but I will often say, “It’s a big word
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and I don’t want it to scare you” . . . I often use the
word goals instead of hospice . . . [I] acknowledge
that they have had a very difficult road. “I’ve read
your chart. My goodness, you’ve had a heck of a
few months. You guys must be tired. You’ve been
through a lot.”

Acknowledging the challenges, maintaining patient dignity, and listening and hearing
their perspectives of their illness journey are
all key practices these nurses employ when
first meeting patients and families. Essential
in this initial gathering is not attempting to
change their perceptions but to create a dialogue and build trust and rapport in their
fragile world.
Acknowledging through attentive
listening
Establishing context provides the scaffold
necessary to begin the process of creating the
melody, harmonies, and rhythm of the closing composition. Nurses must learn the patient’s rhythm to “meet them where they are
at.” For example, the patient’s rhythm can be
specific for how he/she expresses physical,
spiritual, or emotional concerns. Only when
the rhythm is learned can the nurse begin
to hear the patient’s melody and work with
the patient to form the music for this closing
phase. It is also vital to pay careful attention
to the various harmonies of family members,
helping to align the wishes of the family with
those of the patient. Integral to the composition is recognizing when someone other than
the patient begins to take over the melody,
such as a spouse or child, but also being attentive to which voices are silent. It is important for nurses to be mindful of the tempo set
by the patient and family, and to be comfortable in silences. After all, the great composer
Claude Debussy once pointed out, “Music is
the space between the notes.”34(p147) Heidi
illustrates this in the following excerpt:
I don’t have an agenda, other than to be present.
And presence in the larger definition of walking
through it with them, doing active listening, being
able to listen to what it is that is on their hearts that
day.

9

Theresa feels that establishing continuity
with patients and families is essential. When
conducting daily rounds in the hospital, she
generally starts a conversation by asking,
“How are you doing today?” and “What can
I do for you?” Through this brief daily visit,
she establishes rapport and demonstrates her
availability. Theresa remarks:
It might only be two minutes one day, but it might
be the next day where they’ll [the patient] say, “I
didn’t sleep very good last night.” And instead of
saying, “Oh, I’m sorry to hear that,” I’ll sit down
and say, “Why didn’t you sleep good last night?”
or “Let’s talk about why you didn’t sleep good last
night.” . . . Sometimes there’s one little thing that
they’ll offer you that you’ll pick up on . . . You do
end up covering all kinds of things because you’re
taking the time to listen to them.

Theresa’s consistency helps to develop the
rapport needed for patients to feel comfortable sharing their deepest concerns. She is
attentive to the subtle language the patient
uses. Instead of disregarding what could appear as a superficial complaint, through her
posturing (sitting down) and deeper questioning she provides an opening for disclosure of what is often a deeper issue. Phrases
like “I didn’t sleep well last night” or “I don’t
know what to do about this” are often a signal of deeper physical, spiritual, or emotional
suffering.
Nancy incorporates many of the same techniques while also recognizing the importance
of being cognizant of the nonverbal cues she
may be sending to patients and families. She
is carefully aware of whether her presence is
creating space for them to share or is furthering the dissonance. She remarks:
I think the big thing is that I need to be seated.
I need to be on the level with the patient and
not standing over them during an assessment asking questions about spirituality or anxiety or fears
while I’m listening through a stethoscope because,
guess what? That gives them the impression that
what they’re saying isn’t important, and that’s more
important than anything I’m going to find out by
listening to heart sounds or lung sounds. So, making sure I’ve had that time to sit and just make eye
contact and talk about the nonverbals [sic] I might
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be seeing . . . So many patients will say, “No, I’m
not having pain,” and I’ll say, “Well, I’ve noticed
that your hands are in a fist and your . . . furrowed
brow, and you’ve kind of been rolling your head
back and forth. Are you uncomfortable?” Sometimes the word pain is . . . it’s not pain unless
your right arm is cut off. But if you use the word,
“Are you uncomfortable?” they’re more willing to
share . . . “Well, I just ache all over.” Well that’s not
pain to some of these people, that’s just not being
comfortable.

Sasha demonstrates attentive listening to
patients by acknowledging their losses. She
shares:
. . . letting the patient know you heard them. List
those losses . . . “You’ve been through a lot with
the loss of your wife, moving from your home to
the facility,” or just recognizing that you feel that
they’ve had changes and a lot of loss . . . I think
honoring and saying it aloud that you recognize
that as a loss even if the patient hasn’t been able to
express it as a loss . . . They feel like they’ve been
validated, they’ve been heard.

These exemplars offer ideas and practices
for deepening conversations with patients at
EOL. These nurses tune into their patients’
nonverbal rhythms and phrases that may seem
off-pitch by asking for clarification. Yet, these
conversations are also necessary with families. Noelle talks about how she observes families when she is speaking.
I watch how much are they able to really be focused on what I’m saying. If somebody is sitting
there . . . head in their hands, crying, maybe not
really even to listen to what I’m saying, they’re
probably not going to be a key person to go to
right now. But if you’ve got somebody intently sitting there and listening to every word and maybe
. . . nodding, they let you know that they’re hearing what you say . . . You key in on those, and . . .
if somebody opens the door and asks a question
like, “Do you think this could be as fast as just a
few days?” I say, we never know, but I sure think
that’s a possibility . . . I think it’s only fair . . . I
don’t think it’s fair to let them think they’re going
to be here longer than what they are.

These nurses reveal that often the patient
and family do not communicate well over
choices, such as pursuing aggressive therapy

or resuscitation status. They share that when
this occurs it is important, when possible, “to
get everybody in the same room so that you
don’t have all these other conversations going
on.” In her role as advocate, Sasha describes
how she approaches patient/family discord.
What I’ve utilized with families is having that patient say out loud what it is they really want . . . [In
a particular situation] the patient and the wife were
sure that they wanted to be a Do Not Resuscitate,
and the daughter had said, “Oh, but dad, they can
do CPR and technology is so good . . . They bring
people back all the time.” That was her perception,
but both the husband and the wife were like no,
we don’t want that, we’re okay. “If God wants to
take me, I’m okay with that. I don’t want them to
beat on my chest or have a tube and I don’t want
to be on the ventilator.” But in that particular case
it was setting up for the daughter, just to say now
I want your dad to answer this question, and I just
want you to listen to what he has to say. And I just
said, the patient’s name and said, “Tell your daughter what you shared with me earlier about why do
you want to be a Do Not Resuscitate.” She had a
hard time being still and not interrupting him, but
I think with him saying that, you could tell that she
still disagreed with what her father was saying, but
she needed the set-up to hear him say it himself.
She still wanted to talk over him and disagree with
his decision. I don’t know if that was the right approach or not, but that was one tool of letting them
hear it for themselves. Then she also got to share
with him why she felt so strongly that he should
receive CPR or be intubated because she felt like
he had a lot more life left. I don’t know that they
had ever expressed that to each other in the same
room.

These nurses demonstrate attentive listening by sitting, commenting on the patient’s
nonverbal cues, probing further on seemingly off-hand comments, acknowledging the
losses, and being aware of their own body language. Imperative within attentive listening is
realizing that
if we [nurses] are directing the conversations instead of letting them [patients] direct the conversation, it is two different conversations. So to really ask questions trying to pull out what’s important to them and then having the discernment and
the wisdom to see what you can pull out that’s
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really important out of that conversation. It takes
listening.

Through attentive listening, which is simultaneous and reciprocal (mutual influence),
the nurse can recite the melodies and the harmonies patients and families share, ensuring
all voices are heard.

Making it safe for them to die
The end of someone’s life cannot be timed
to a death march or a funeral dirge; death is often off-beat, disorderly, and syncopated. This
syncopation, with its variation in rhythms and
chords, can be frightening because it feels disorganized and unmanageable. Nurses, working within this closing composition, must prepare patients and families, as they approach
death for these moments of modulation in
pitch, key, and cadence. This preparation
through establishing trust and providing education helps them to anticipate, recognize,
and respect the syncopation. They become
comforted in knowing that during this deceptive cadence they will not be alone, and their
wishes will be honored. When the care team
eases the tension and suspense felt during the
deceptive chords of the dying process, patients and families now have an environment
where it is safe to die.
Noelle exemplifies the importance of establishing a trusting relationship and an environment of safety in a story of a middleaged woman diagnosed with metastatic lung
cancer whose desire was to “go someplace
where they’ll keep me out of pain and keep
me from being scared.” According to Noelle,
the outlook from the beginning indicated a
very limited timeline. Noelle recognizes that
trust and safety must first be established before she assumes the role of information broker. She tells:
Sometimes you have those patients that you just
“cook with,” and we did right from the beginning.
She was just full of questions . . . We talked about
how this [dying] might play out and what kinds
of symptoms she might have and what we were
going to do.
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Noelle describes setting up her morphine
drip, adjusting the basal rate, and nurse administration of bolus doses during the night, noting that each day the patient required more
morphine.
Every day we’d sit, we’d talk, and she’d say, “Well,
you know, I could hardly take a shower this morning . . . that’s a lot different than what it was two
days ago.” She would open up and just be very
aware of the changes taking place, so then we
talked about what do we do when you get to a
point that . . . [She would ask,] “What do I do
when I can’t take a shower?” I said, “Well that’s
what we’re here for. We’ll keep you clean, we’ll
keep you bathed.” [She was] very private, didn’t
want any help with anything. I said, “How alert do
you want to be when the end comes?” She said,
“I don’t want to know what’s happening, and I
don’t want to be scared.” I said, “Well, then I think
we’re at that point where we already need to talk
about us putting you to sleep when we see that the
time is here.” . . . We ended up talking about and
getting consent for palliative sedation.

Noelle continues the story by sharing that
they had not yet started the palliative sedation, but she could see that time was getting
close:
So I could just tell from Friday morning to Friday
night, Saturday morning to Saturday night, and I
said to her on Sunday, “We’re maybe getting to
the point where we might want to talk to the doctor about when to start this sleep medicine.” She
said, “Well, I’m going to have supper. My boys
are bringing in supper tonight . . . I want to eat
with them.” . . . But that never happened. I put
her to bed at 3:00 and at 6:30 when the boys came
back they came out to the desk. I think she had
a 5:00 med, something, I can’t even remember
what, something I considered not important, so
I didn’t wake her. I thought she needs this nap,
you know, before they come so that she’s got energy. Well then they came and came out and said,
“We can’t wake her.” I said, “Oh really? She went
right to sleep after you guys left.” I went down to
the room, and I couldn’t wake her. I said, “I think
she’s just that exhausted. I was in here when you
guys walked out and I watched her give herself a
bolus . . . I don’t think it took her 15 seconds to
be asleep. We can wait and see, maybe she’ll wake
up, but maybe this is going to just take care of itself
on its own.” Both boys were very understanding
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of their mom’s wish to not know when the time
came, and they said, “So you think it could happen
this quick?” I said, “It could, and it did.” She died
the next day, never woke up again.

Noelle’s story depicts the syncopation of
dying. The dying process for this woman proceeded at a rapid tempo, yet through trust and
education about the process, this woman’s
wishes were honored. Noelle simply states,
“You know, we have to do that. We owe it
to people to make it safe for them to die . . .
and if they’re scared . . . there has to be that
assurance.”

Planning goals of care
Dying is ubiquitous, but the process remains intensely personal and unique for each
situation. Within the syncopation of dying
is the refrain of patient wishes and goals of
care. Nurses need to understand advance care
planning, advance directives, palliative care,
and EOL decision-making. This understanding
equips them to keep time with the unique
rhythm of the patient/family-centered goals
of care. The refrain of wishes and goals of
care may occur up until the final stanza of life,
where patients and families may need help in
understanding what is meant by goals of care.
The word “goal” could mean a task or a todo list, but well-timed nursing probes such as
“What is it that you want, What can I do to
help your care,” or most concretely, “Is there
something you would like to do while you
are still physically able?” represent words affording patients an opening to cocreate their
melody of care.
Although written directives may be in
place, family members may have never seen
the document, and the patient may not even
remember the contents as articulated by
Nancy:
It was amazing, there was something in writing,
but the kids hadn’t seen it, and it was locked in
the safe back home, so there wasn’t a copy of the
advanced directive in the current nursing home
chart. I said, “Well, what does it say?” and even the
patient couldn’t remember what she had decided

from her advanced directive and it was probably
done within the last 10 years.

The nurse-facilitated dialogue that ensues
when wishes are openly discussed within the
patient’s current context is crucial for EOL
decisions. Aggressive heroic measures may
seem appealing when death is imminent and
the loud clang of a do-not-resuscitate order
disturbs whatever rhythm a family may have.
Ingrid uses an economy of words and a sensitivity to timing:
Who is the CPR going to benefit, the patient or the
family? And they just like, the look on their face,
they sat back and they’re like, oh . . . . us. Yeah it’s
not helping her. So it was just a matter of the right
words at the right moment.

Just as sensitivity to timing is imperative
for a well-played opus where movements are
distinctly unique, so also is a nurse’s sensitivity to timing important as goals of care are
revisited in response to changes in the patient’s condition. Rapport and trust, like the
bass and treble clef of an opus score, string together meaningful tones heard in probes such
as “What do you think is going on? or What
kinds of changes are you seeing?” which welcome patient input for EOL decision-making.
Ingrid describes it this way:
Hospice might not pay for it but that doesn’t mean
you can’t do it if those are your wishes. Then to say
the next time they are having issues, “Is that still
what you want?” and not try and be judgmental one
way or another or steer them one way or another,
but really let it be patient centered as to what their
goals are.

The autonomy of patient decision-making
may be in harmony or discord with family
wishes as echoed by Sasha:
I think part of it is asking the family member, “How
do you think it is going?” So I think the biggest
piece is seeing the patient bigger than just the individual, that it’s the whole family and what’s going
on with the person in bed is affecting everybody
in the family. Learning to use the family as, tool is
not a good word, but use them as a unit rather than
just seeing the patient as an individual laying in the
bed and using the family as a whole.
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Conversation is scored within tones of
compassion, presence, and calm. Ingrid
describes:
A calm conversation is a calm voice with being
compassionate about their loved ones and not necessarily say[ing], “I know how you feel,” but to say
that this is their story and knowing it’s all about
them and not necessarily what we want or what us
professionals want for the situation.

And there are the repetitive notes, or hints,
as Sonia explained about a patient transitioning from home hospice to skilled care:
He listened to what we had to say, and he just
didn’t think he was ready for that, didn’t want to
do that. That happens occasionally, you know, it’s a
lot to take in. So then it was probably about a week
later we came back, and he said he was ready, he
wanted to sign for hospice services . . . In that
conversation we always ask at admit, a good one
that opens up, I think a lot of ideas of what they
think hospice is . . . He was very accepting of us
coming and didn’t want to do nursing home, didn’t
even want to talk about it. But then as his condition
changed we had to adjust his plan of care, and
he wasn’t able to ambulate as often but was still
refusing . . . So as the hospice nurse and the social
worker, we made more visits, we had daily nurse
aide visits, communicated with his wife who was
the contact person, then he had some sons and a
daughter that came too to help. Then he got to
a point where he was accepting of being able to
move . . . So sometimes, it takes, you know, if you
can at least hint at the idea, it doesn’t mean you
have to go . . . You have to kind of hint at them or
approach them as their needs arise too.

Especially poignant is the patient’s awareness upon learning she has a voice in directing
her care as shared by Sasha:
. . . you’ll ask the open ended what is your goal
or what is it you want? And they’ll say, “I don’t
know.” So one [is] classic. She was at least 85 years
or older . . . and she says “I don’t know, nobody’s
ever asked me.” And so she needed time to think
about that. You could just tell she had never even
fathomed that, that she would have the opportunity to say what it is she wanted. She was being
the good patient. But she did come up with something, you know, but she had to think about it for
awhile.
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Delicate interludes occur with the changing nuances of the patient’s wishes and goals
of care—interludes captured with the mutual
influence of patient and family. The nurse, as
an information broker and advocate, deftly orchestrates these interludes with a measured
pace and understanding that the patient’s
wishes are the worthiest refrain in the closing composition of the EOL symphony.

Being honest
Requisite to a goals of care conversation is
the need for factual information. But just as
black and white piano keys exist side by side
on a keyboard, the black and white facts of
patient conditions are merely solitary pieces
of information and do not represent the nuances inherent in each situation. The hospice
nurse’s honest arrangement of these facts is
garnered through shared time and dialogue
with the patient and family. Sasha represents
being honest within the context of decisionmaking:
And then what would be some of the things, what
if you don’t put the tube in, and a lot of that was
reframing the same things that the physician had
told the family, but they hadn’t talked it out loud
yet, so I know I didn’t give different information
than the physician, but as the physician talking
to a family, I remember it just being very black
and white. Well you, know there is a risk of infection, he could still aspirate, he could still get
a pneumonia. They were black and white facts,
you know, that were listed. And then we talked
about that, just in general, what would that mean
and what would that mean if dad didn’t have a
tube feeding and he wasn’t able to eat or drink
anymore.

A tone of honesty ringing through the participants’ narratives is also closely aligned
with transposing reality into understandable
phrases from which family and patient are
able to make EOL decisions and prepare for
the dying process. For Nancy, as information
broker, being honest means:
. . . if I see changes and I see things that are telling
me things are changing and getting closer, I’m
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going to be honest with them and not say, “Oh
yeah, things are about the same.” I’m going to say,
“You know what? I am seeing this . . . his blood
pressure is starting to drift down, his heart rate is
faster, I am seeing mottling on his knees. I really do
think that if there’s family that wants to see him,
or he needs to see someone, I think we need to
do it soon” . . . I am going to say it over and over
again to the patient and the family if I see things
that make me think we need to start making sure
you’re aware of how close things might be.

The repetition of messages of reality is
rooted in a compassionate awareness that
“they can only grasp so much, and then they
might need it repeated.” Nancy describes her
technique:
. . . oftentimes there’s more family coming in and
out, and so you say sometimes the same thing over
and over again. You might shorten the sentences,
you might try and get more in depth if that’s what
they seem to be looking for, but sometimes it’s just
saying the same thing in different ways over and
over to try and explain what is physically going on
with their condition.

The repeated delivery of information is similar to a musical refrain, where the nurse may
say the same thing but in a different way. The
measured approach of the nurse as an information broker must be in harmony with the
nurse as a supporter. For example, with each
refrain the patient and family may not be hearing the same message; thus, the nurse must
gauge patient/family readiness for difficult
conversations. Ingrid’s honesty is transparent,
sensitive, and in tempo with patient/family
readiness. Ingrid states:
You know, maybe when someone, especially at admission comes in and they are very quiet, and they
don’t have a lot to say. You know, you can try and
sit and talk to someone, and they don’t offer much
conversation. That to me says . . . that they’re not
quite ready to hear everything. I acknowledge that
I’m sure this has been a really tough road, that
you’ve made some really hard decisions especially
to get to this point. Then I always acknowledge
that we’re here for them and their loved ones, I
mean in talking with the patient, we’re here for
you and your family, and just to let them know it is
a family focused place, and that we’re honest and,
you know, we’re here for questions or any con-

cerns or I said if there’s anything that’s bothering
you and you want help, because we want to make
this a good experience for you given the difficult
circumstances they are in.

These hospice nurses validate the pivotal
transition from life to death. This transition
is treated with honesty and sensitivity to the
tempo of patient/family readiness. Honesty
fosters EOL decision-making because it incorporates the nurse’s expertise and application of clinical evidence, in concert with patient/family wishes. Thus, each patient’s closing composition in his/her EOL symphony
is original, unapologetic, and conducted at a
seemingly steady and unhurried pace.
The closing composition
Hospice nurses enter into spaces where
other health care professionals are often hesitant. They recognize that the imminence of
death creates an urgency to address patient
and family comfort, as well as attend to the
completion of a life. Integral to EOL care interactions is effective communication. For our
participants, each distinctive patient/family
interaction is orchestrated with the skillful interplay of the following communication patterns: establishing context, acknowledging
through attentive listening, making it safe
for them to die, planning goals of care, and
being honest. These communication patterns
are the nurse’s mechanism for attending to
the completion of a life, and are the overarching pattern—the closing composition.
A musical composition may be considered
as the process of creating music. Similarly,
the closing composition is the process of creating a supportive space for patients with lifelimiting illnesses and their families to plan
and decide their EOL wishes. This creative
process features the hospice nurse’s (conductor) artistry in orchestrating the communication patterns. In this orchestration, the
nurse is attuned to the pitch and tones (the
story) of the patient and family. Although
the pitch and tones have clinical similarity at EOL, the nurse recognizes the singularity of each patient’s melody as well as
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anticipates changes in the patient’s rhythm.
The nurse is crucial in preparing the patient and family for any dissonance created
by changes in rhythm as death approaches.
The syncopation of dying is modulated by the
nurse through advanced care planning where
the patient has expressed his/her final wishes.
Honesty is interwoven throughout the orchestration of the closing composition; repetition
of information (the refrain) is a necessity.
The nurse’s exquisite orchestration of these
communication patterns throughout the closing composition coalesces into the EOL
symphony.

DISCUSSION
Current emphasis on provider initiation of
EOL care communication35 overlooks the integral components of orchestration and mutual influence. This study extends the knowledge of EOL communication practices by
revealing the importance of orchestration
and mutual influence, which are crucial for
shared decision-making. Our participants’ narratives demonstrated how they guide patients and families with EOL decision-making
through the orchestration of communication
patterns.
The patterns include the nurse’s expertise
as an information broker, patient advocate,
and supporter, as well as the fundamental
communication concepts of trust, honesty,
attentive listening, presence, context, and
repetition. Clearly, the manner in which the
participants embodied their roles and the
communication practices suggests a difference in nursing comportment to orchestrate
EOL care. What does it mean to orchestrate?
Orchestration in nursing is described as going beyond management of care to include
the ability to harmoniously combine the various aspects of patient care.36 In addressing
the complexity of EOL care, our participants
demonstrate orchestration by addressing the
multifaceted concerns and needs of patients
and families while also serving as the hub
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of the multidisciplinary team. Through their
skillful orchestration, a supportive space is
created where patients and families safely explore “what end-of-life looks like.”
Crucial to this exploration by patients and
their families is a sense of mutuality, which is
to say that the nurse and patient influence
each other’s communication.16 The quality
of mutuality provides a sharp but needed
contrast to the traditional sender-receiver
communication model, an approach which
impedes discussion.36 Skillful orchestration
achieves what patients and families consistently identify as most important at EOL (ie,
effective communication, shared decisionmaking, and expert care).37 Of utmost importance is the awareness that the nurse, patient,
and family all hold expertise in the subject
matter.38
Our nurse participants’ EOL communication practices matured from training through
the ELNEC curriculum, observation of and
mentoring by seasoned palliative/hospice
nurses, and experience. Specialized EOL care
training for prelicensure students results in
improved knowledge and attitudes toward
care of the dying.39-41 However, these results do not explicitly improve communication in clinical practice.42 Specialized EOL
care training must include an EOL communication model, accompanied with experiential
learning, debriefing,43-45 and an emphasis on
the mutual influence of patient, family, and
nurse.
Postlicensure training in ongoing EOL communication is essential for accurate, timely,
and sensitive tailoring of patient and family
goals.46 However, an all-too-common waiting
game ensues in discussing palliative and EOL
decisions, as any or all parties wait for the
other to address the “elephant in the room”
topic(s).11 The nurse’s skill in gently and effectively orchestrating, initiating, and guiding communication is undeniably imperative;
there will be no opportunity for a do-over of
the dying experience. Advance care planning
discussions ideally occur at the onset of a lifelimiting illness and must be mutually nurtured
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throughout EOL decision-making,47 as the focus shifts to the final days and moments.48
Study limitations
Our sample of nurses was limited to one
major health care institution, although the settings included rural and urban facilities. There
are demographic limitations with the sample.
However, the limited diversity is representative of the majority of employed nurses in the
region.

CONCLUSION
Without hierarchy, nurse, patient, and family simultaneously partner in creating the closing composition of EOL. Absent in nursing
education and practice is an emphasis on the
role of the nurse in orchestrating the communication patterns within EOL care. It is imperative that pre-/postnursing licensure curriculum be expanded to include training in mutual influence communication practices and
mentoring in the skill of orchestration.
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