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Conversations about goals of care with the patient and family are a
critical component of advanced practice in oncology. However, there
are often inadequate team structures, training, or resources available
to assist advanced practitioners in initiating these conversations. We
conducted a study to assess nurses’ perceived role and communication
tasks in such conversations about goals of care. In a cross-sectional sur-
vey of 109 nurses attending a comprehensive 2-day end-of-life nursing
education course, nurses were asked to describe how they would partic-
ipate in a “goals of care” meeting in three different scenarios. They were
also asked what changes they desired in their clinical settings. Nurses
overwhelmingly described that their primary task and communication
role was to assess patient/family understanding. Nurses referenced
their team members and team support with the least frequency across
scenarios. Team roles, structure, and process were reported as areas in
greatest need of change in patient/family goals of care meetings. These
findings demonstrate that lack of preparation to function as a team is
a barrier for nurses in communicating about goals of care, and there
is a demand to move such conversations upstream in oncology care.
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difficult  conversation
has been defined as an
interaction between a
provider and a patient at
transition points on the disease tra-
jectory (Svarovsky, 2013). In oncol-
ogy, these transition points include
sharing a new cancer diagnosis, de-
ciding on treatment options, transi-
tioning to survivorship, or shifting
the focus to palliative care. These
conversations, commonly known
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as “goals-of-care” discussions, of-
ten involve family and provide a
platform for discussing and setting
goals of care and sustaining hope
by defining and reevaluating goals
as the patient’s disease progresses
(Svarovsky, 2013). The conversa-
tions should trigger early discus-
sions, educate the patient and fami-
ly, be documented in the electronic
medical record, and be evaluated
based on performance standards
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(Bernacki, Block, & American College of Physi-
cians High Value Care Task Force, 2014).

Although goals-of-care conversations need
to include trained advanced practitioners (APs)
and target patients at high risk of death within the
year, few APs have received formal communica-
tion training about these discussions, and hospital
systems rarely have processes in place to ensure
that these conversations take place. As a result,
conversations about goals of care often occur too
late to make a difference in the quality of care pro-
vided, patients are infrequently encouraged to
actively participate in their own decision-making
process, and often consent from the patient is im-
plicit (Bélanger, Rodriguez, & Groleau, 2011). This
article summarizes the literature on goals-of-care
conversations and presents a study on nurses’ per-
ception of these conversations.

Goals-of-care conversations often do not oc-
cur due to patient/family, provider, and system
barriers. Patient/family barriers include difficulty
accepting a poor prognosis, difficulty in under-
standing complications of life-sustaining treat-
ments, disagreement among family members, and
the patient’s incapacity to participate in these
important discussions (You et al., 2015). Provider
barriers include insufficient knowledge about the
patient, inconsistent assessment of the patient’s
nonmedical goals, and failure to provide suffi-
cient information for decision-making (Bernacki
et al., 2014). Systemic barriers include obstacles
to team communication, especially for sharing in-
formation across services and between specialties,
with variation in documentation systems delay-
ing workflow and care coordination (McCorkle
et al., 2012). Advanced practitioners experience
role tension due to the variability across disease
teams and between inpatient and outpatient set-
tings, which can create a disparity in team com-
munication and impede coordination (McCorkle
etal., 2012).

Despite these barriers, goals-of-care con-
versations remain a gold standard in facilitating
patient-centered communication and shared de-
cision-making (Bakitas, Kryworuchko, Matlock,
& Volandes, 2011; Tamburro, Shaffer, Hahnlen,
Felker, & Ceneviva, 2011). Shared decision-making
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is a process often characterized by patient-fami-
ly-provider involvement, information sharing be-
tween parties, acknowledgment of all preferences,
and agreement over future plans (Charles, Gafni,
& Whelan, 1997; Moumjid, Gafni, Brémond, &
Carrere, 2007). Shared decision-making is inhib-
ited by unmet information needs and unrealistic
expectations, the framing of options in consulta-
tions, and the patient’s/family’s wish to delay de-
cisions to follow default patterns of care (Bélanger
et al,, 2011).

Although little is known about the impact of
participation in decision-making, researchers
have found that lower levels of health literacy
have the potential to negatively influence patient
participation (McCaffery et al., 2013). Health liter-
acy is defined as an individual’s capacity to obtain,
process, and understand basic health information
and is often regarded as a highly important factor
in patient-provider interactions (The Patient Pro-
tection and Affordable Care Act, 2010).

However, those individuals who are less
health-literate often have more issues relating to
successful patient-provider interactions. For in-
stance, lower health literacy is associated with
lower patient health knowledge (McCaffery et
al., 2013) and with higher decisional uncertainty
and regret. Low patient health knowledge and de-
cisional uncertainty, if overlooked by the health-
care team, can result in negative consequences
such as miscommunication (Kawachi & Kennedy,
1997). In addition, individuals with lower health
literacy often have less desire for involvement, ask
fewer questions, and experience less patient-cen-
tered care (McCaffery et al., 2013). All of these fac-
tors could potentially influence patient and family
participation in the shared decision-making pro-
cess, which can be detrimental to the overall qual-
ity of any goals-of-care conversations.

Decision support tools such as brochures, au-
diovisual materials, educational sessions, coun-
seling sessions, and interactive websites or media
have been implemented to improve goals-of-care
conversations and encourage participation in
decision-making (Wu, Boushey, Potter, & Stacey,
2014); however, most of these tools are patient-
focused rather than patient- and family-focused.
This is problematic given the increasing reliance
on family caregivers for assistance with care,
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transportation to appointments, and involvement
in decision-making as proxy. Although family in-
volvement is not necessary in every case, many
families have reported feeling misunderstood or
neglected when their involvement in the patient’s
care is not considered (Elwyn et al., 2013b).

Although support tools have been developed,
most of the patient decision aids are for indepen-
dent use either before or after clinical visits (El-
wyn et al., 2013a), and widespread adoption of
these decision-support interventions has not yet
occurred (Elwyn et al., 2013b). Further, few of
these tools include decision-coaching, and many
neglect to assess communication in the encoun-
ter (Elwyn et al., 2013b). Most decision tools are
never fully implemented by providers due to time
pressures, and providers often perceive a lack of
applicability to patient characteristics or clinical
situations (Wu et al., 2014).

Research and communication skills train-
ing about goals-of-care conversations are also
heavily physician-focused (Svarovsky, 2013), ne-
glecting the role of the AP (Elwyn et al., 2013b).
Although patients do not express uniform agree-
ment about which clinician they prefer for goals-
of-care conversations (Bernacki et al., 2014), a
variety of health-care providers have concluded
that advanced practice nurses or social workers
would be excellent providers for initiating such
discussions and decision-coaching (You et al.,
2015). Advanced practice nurses are expected to
support decision-making by providing informa-
tion, conveying empathy and building trust, and
advocating to others about the patient’s wishes
(Adams, Bailey, Anderson, & Docherty, 2011), yet
there is little instruction available for them about
how to communicate in a way that accomplish-
es this approach (Elwyn, Frosch, Volandes, Ed-
wards, & Montori, 2010).

Nurses are expected to consider the patient’s
values and quality-of-life preferences and to re-
view them with the patient and family in a manner
separate from their own daily goals and treatment
tasks (Martin & Koesel, 2010). Given the emphasis
on nurse communication skills to determine the
goals and preferences of patients and families and
assist with health-care decision-making (Nation-
al Consensus Project for Quality Palliative Care,
2013), this study explored nurses’ perception of
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their role and communication tasks during goals-
of-care conversations with patients and family in
three different contexts.

An open-ended survey was distributed to
nurses attending one of four End-of-Life Nurs-
ing Education Consortium (ELNEC) programs.
These ELNEC programs are delivered in a 2-day
train-the-trainer format, providing participants
with comprehensive curriculum about end-of-life
care including communication. Nurses voluntari-
ly completed the survey prior to receiving course
content. The survey was determined to be exempt
under the institutional review board at the sup-
porting institution.

Instrument

Consisting of four open-ended items, the
survey was developed by nursing, communica-
tion, and oncology research experts. Nurses were
presented with three different oncology case
scenarios and asked to describe how they would
participate in a goals-of-care meeting involving
(D the health-care team, patient, and family; (2)
a patient, following physician disclosure of life-
altering information; and (3) when a patient asks
to talk about treatment decisions (Table 1). To as-
sess areas for improvement, a final open-ended
question invited nurses to describe what changes
were needed for goals-of-care conversations in
their current position or setting.

Data Analysis

A research team member transcribed all
open-ended responses, and three members of the
research team reviewed them. Inductive-content
analysis was used in two phases (Elo & Kyngis,
2008). First, each research team member indi-
vidually conducted open coding by identifying
unrestricted chunks of text and creating catego-
ries. Second, research team members met to in-
tegrate categories and come to consensus by dis-
cussing independently created identified themes
and connecting, collapsing, or associating to es-
tablish categories. Identification of categories
emerged from strong representation throughout
responses and was verified by coding and fre-
quency calculation.
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Open-Ended Survey Scenarios Regarding
Goals-of-Care Conversations

e Elderly man with bladder cancer

Diagnosed with bladder cancer, Giuseppe is a 91-year-
old Italian man and a devout Catholic. His condition is
declining rapidly, and he is admitted monthly to the
hospital for blood transfusions. He doesn’t understand

a lot about the cancer, but he does know that the
tumors keep coming back and are what are causing his
condition. The family doesn’t want to tell him that he

has cancer; although they don’t keep anything from him,
they just don’t use the word “cancer” when talking about
his illness.

During your team’s meeting with Giuseppe and his family
to discuss goals of his care, what ways do you personally
participate and help Giuseppe and his family make
decisions about his care?

e War veteran with lung cancer

As part of a visit with Thomas, a veteran of the Vietnam
War, his physician explains that there are no treatment
options left that will cure his lung cancer. From your own
assessment, you know that Thomas is a widower and has
no children. Soon after sharing this news, the physician
leaves, and you are alone with the patient.

How and what do you communicate with Thomas to help
him make decisions about his care?

e Young woman with breast cancer

Blythe is a 35-year-old married woman with 3 children
ages 2, 3, and 7. She has been diagnosed with stage

2 breast cancer and does not have a history of breast
cancer in her family. She is not from the area, and her
husband works out of the state 3 out of 4 weeks a
month. Her oncologist has recommended a rigorous
regimen of radiation and chemotherapy. Blythe asks you
to talk with her about her treatment decisions.

How and what do you communicate with Blythe to help
her make treatment decisions?

Study Participants

A total of 193 nurses were surveyed, with 109
completing the open-ended items of the survey.
Half of the nurses surveyed had more than 16
years of nursing experience. They came from a
variety of settings, most commonly hospital (50%)
and university (25%) settings. Table 2 summarizes
the participant demographics.

Participants overwhelmingly described assessing
patient understanding as the dominant goal-of-care
communication. Across all three scenarios, the nurs-
es’ primary response was first to assess patient and/
or family understanding of the disease and prognosis
and ask questions about the patient’s goals of care.

AdvancedPractitioner.com

Overview of Participant Demographics
(N =109)

Characteristic N (%)
Geographic region
Northeast (CT, ME, MA, NH, NJ, NY, PA, 24 (22%)
VT)
Midwest (IL, IN, IA, KS, MI, MO, NE, OH, 24 (22%)
SD, WD
South (FL, GA, MD, MS, NC, OK, SC, TN, 36 (33%)
TX, VA, DC)
West (AK, AZ, CA, CO, MT, NV, OR, UT) 23 (21%)
Ontario, Canada 1(1%)
Not reported 1 (%)
Years of experience
<1year 1 (10%)
1-5 years 15 (14%)
6-10 years 12 (11%)
11-15 years 17 (15%)
> 16 years 54 (50%)
Type of institution*
Home care 10 (9%)
Hospice 16 (15%)
Outpatient/ambulatory care 20 (18%)
University/school of nursing 27 (25%)
Hospital 54 (50%)
Other 12 (M%)

Note. *Categories not mutually exclusive.

The highest frequency of this communication
task (n = 65) appeared in response to the third sce-
nario, in which a patient requested a discussion
with the nurse about treatment decisions. The
second most common communication task/role in
each of the three scenarios reflected the circum-
stances of each scenario.

The first scenario depicted team members
present and nurses focusing attention on family
(n =42) as their key role (Table 3). In scenario two,
following physician disclosure of a poor progno-
sis, nurses emphasized being present with the
patient (Table 4) by describing listening (n = 56).
In the third scenario, when asked by the patient
about treatment decisions, nurses described in-
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Nurse Responses for Goals-of-Care Meeting With Health-Care Team, Patient, and Family

Category*

Assess patient/family understanding
of disease/prognosis

Focus attention on family

Sample response (n = 107)

“Review what he knows and his functional status. Ask permission to
tell him and his family what you know and understand.”

“Assess Giuseppe’s symptoms and ask him what the doctors

have told him and still respect the family’'s wishes. Then focus on
Giuseppe’s goals, likely asking ‘what concerns you most about the
future?”

“Ask the family what cancer means to them. Ask them if the patient
has had ‘bad’ cancer connection. Ask questions regarding spirituality
(e.g., is cancer a sin?).

n (%)
49 (45%)

42 (39%)

“Meet with family separately and discuss obstacles to wanting to
discuss diagnosis/prognosis. Meet with the patient in front of his
family to ask what he believes about his condition.”

Discuss psychosocial topics, such
as spirituality and fears

“Ask what is most important to them. Ask what they fear the most.”

23 (21%)

“What are the gifts of his life? Does he have goals or things that he
wants to achieve? What role does family and faith play in his life? How
has his illness affected the quality of his life/functional states?”

Seek team support, referrals to
other team members

“Ask the social worker, the chaplain, as well as the oncologist (if
there is one available) to be part of the discussion. Write up (on a

12 (M%)

board, easel, etc.) the salient concerns expressed and options for care

moving forward.”

Initiate end-of-life topics
(advance directives, hospice, pain
management)

“Talk about his illness, not cancer. Discuss treatment, not
chemotherapy. Focus on symptom management and quality of life.”

12 (11%)

“Discuss options for care at home (hospice) given his decline and
tell them that care continues with hospice, with a focus on comfort,
symptom management, and quality of life.”

Note. *Categories not mutually exclusive.

quiring about patient resources concerning care,
side-effect tolerance, and place of care (n =57) and
reported that they would assess for understanding
and also convey information honestly (Table 5).

Overall, participant comments showed little dif-
ference in approach to goals-of-care conversations
and communicative tasks, despite the different sce-
narios presented. In none of the three scenarios were
team members or support from other disciplines
identified frequently, and in fact team members and
team support was the least mentioned communica-
tion task/role element across all scenarios.

Finally, an open-ended question offered nurses
an opportunity to share what they wished was dif-
ferent about goals-of-care communication in their
work setting. In terms of needing change, nurses
overwhelmingly pointed to team roles, structures,
and processes as the areas of change needed to im-
prove such communication (Table 6). These two
findings (low frequency in scenarios and high fre-
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quency in desired changes) are in consonance with
one another. Closely related to team structures and
processes, nurses commonly described the need
and desire for goals-of-care conversations to occur
earlier in the cancer care continuum.

This study provides unique findings about
nurse perceptions of their role and communi-
cation tasks during goals-of-care conversations
across three oncology care scenarios. Additionally,
nurses identified desired changes in goals-of-care
communication in their own settings. As the sam-
ple in this study had extensive clinical experience,
their task and role perceptions as well as challeng-
es represent experiential credibility, strengthen-
ing these findings.

Overall, the dominating nurse response to
goals-of-care tasks was representative of nursing
education to assess patient understanding. Recent
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Nurse Responses Following Physician Disclosure of a Poor Prognosis and Exit

Category* Sample response (n = 107) n (%)
Assess patient understanding; ask “Ask Thomas if there is anyone in his life he would like to be a 56 (52%)
questions about goals of care part of his care. Ask him to explain what he thinks the physician

meant and what it means for him. Ask him what he foresees his
needs being. What does he want?”

“Great start to the conversation would be, ‘What do you
understand about what was just described by the oncologist?”

Be present, listen to patient process “Open conversation with a caring statement such as, ‘What 52 (48%)
feelings are you thinking or feeling right now?’ Let the patient talk and

listen.”
Inquire about patient’s support “Find out who (if anyone) he would want involved in decision- 30 (28%)
network, available resources making/proxy.”

“Ask about his wishes. Who helps him make decisions? What
are his support options? Does he have a power of attorney or a
will?”

“Who does he turn to and trust? Who could help him? How can |
help? Who could make decisions if he cannot?”

Seek team support “Have a social worker involved in the planning and support 19 (18%)
process, and facilitate contacting the people in his life who may
be helpful (with his permission). | would also contact his primary
care physician with the information and offer to assist with
ongoing transitions of care.”

“Call in social work to help.”

“Refer to social worker and/or spiritual coordinator, depending
on his concerns.”

Note. *Categories not mutually exclusive.

Nurse Responses When a Patient Asks to Talk About Treatment Decisions

Category* Sample response (n = 102) n (%)
Assess patient understanding, “Find out from Blythe exactly what she was told about her 65 (63%)
ask about goals of care, research condition first.”

treatment options, outline risk-benefit

ratios “Discuss risks vs. benefits of recommended treatment

interventions (collaborate). Discuss quality of care, need for
supportive care, resources available (patient never alone with
cancer). Discuss code.”

Inquire about patient’s support “It’s important she choose a treatment plan that will work with 57 (55%)
network, available resources her family and discuss what type of extended family/friend

support system she has.”
Communicate honestly and “Acknowledge difficulty. Explore her feelings and thoughts and 33 (32%)
encourage patient to lead offer a presence. Go where the patient’s thoughts are.”
conversation, describe typical day of
treatment “Start with her concerns. Is there anyone who can help?”
Seek team support, make specific “Confirm with physician what treatment options are to 22 (21%)
referrals for team support best educate the patient. Involve social worker and an

interdisciplinary team to support the patient and look at other

care needs.”

Note. *Categories not mutually exclusive.
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Nurse-Desired Changes in Goals-of-Care Conversations in Current Setting

Category

Team roles, structures, and processes

Earlier goals-of-care conversations

Resource needs, including time,
space, and administrative support

Sample response (n = 103)

“Clearer lines of communication about who leads meeting
outside of palliative medicine unit.”

“News delivered by an interdisciplinary team (planned
meeting) rather than a fragmented delivery.”

“Written completed goals shared with the whole team. Full
documentation and transparency.”

“The belief by our palliative MDs that they are the ‘experts’
and no one else does it well.”

“Usually, my experience is that there is zero communication
with primary care physicians regarding goals of care, and the
oncologist is telling the patient ‘we are going to do XYZ. The
patient often does not know that there is a goal other than
cure and often thinks a cure is possible, even with stage 4
and metastases.”

“They happen earlier vs. when the patient and/or family is in
crisis.”

“l wish we had more time. Our service is becoming busy, and
we have limited providers for big numbers of consults due to

n (%)
43 (42%)

26 (26%)

17 (017%)

budget restraints.”

“We do not have enough conference rooms (meet with
families in the nurse locker rooms at times).”

Communication training needs for
disclosure, meetings, access to
patient/family information

area.”

prognosis.”

work has shown that years of nursing experience
is positively associated with comfort in commu-
nicating about end of life, one of the transition
points in a goals-of-care discussion (Moir, Rob-
erts, Martz, Perry, & Tivis, 2015).

Still, nurses experience unclear team roles
when providing palliative care to patients/fam-
ilies (Beckstrand, Collette, Callister, & Luthy,
2012; Klarare, Hagelin, Fiirst, & Fossum, 2013).
Palliative care communication is a unique skill
that nurses engage in across care settings and
throughout the disease trajectory (Goldsmith,
Ferrell, Wittenberg Lyles, & Ragan, 2013; Malloy,
Virani, Kelly, & Munevar, 2010). There is little
question that nurses have distinctive needs and
demands in their goals-of-care communication
and should be educated to handle the communi-
cation demands placed upon them.

Although assessing patient understanding is a
key focus of goals-of-care conversations, there is
also a general consensus that these conversations
should include providing the prognosis and discuss-
ing acceptable trade-offs and function for the patient

J Adv Pract Oncol

“The people generally having them are not trained in this

16 (16%)

“More honesty and transparency about a patient’s

(Bernacki et al., 2014). Patient preferences for goals
of care often include statements about length of life,
symptom control, and preferred location for living
or dying (Gramling et al.,, 2015). Similar research
concluded that communication strategies for goals-
of-care conversations include describing the signs
that indicate a transition in care is approaching and
explicitly stating when a patient or family stated goal
is not clinically feasible (Norton et al., 2013).

However, findings from this study depict a
different scope and role for APs, demonstrating
an emphasis on patient understanding and fam-
ily support rather than delivering or discussing
prognosis. The content of goals-of-care con-
versations for APs may vary depending on the
health-care team, clinical setting, and patient/
family understanding. The minimal presence of
team in goals-of-care communication may indi-
cate the need to clarify how a team can address
goals of care and improve team function when
serving patients and families. Future work is
needed to determine team-based preferences for
the AP’s role in these conversations.
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One of the limitations of this study is the
sample’s presence at an educational training ses-
sion for end-of-life nursing practice. The provid-
ers attending had experience and knowledge of
goals-of-care communication not typical of other
nursing specialists and practitioners. Perspectives
from nurses in different clinical settings should be
studied in future research.

The lack of a formal review process to evaluate
performance in goals-of-care conversations further
impedes professional growth in the area of commu-
nication skills development (McCorkle et al., 2012).
Future studies need to evaluate interventions to im-
prove communication and shared decision-making
(Kryworuchko, Hill, Murray, Stacey, & Fergusson,
2013). Further research on option grids, which are a
tool to help patients compare alternative treatment
options, showed early promise for patient engage-
ment in decision-making in partnership with pro-
viders (Elwyn et al., 2013a).

This study demonstrates that nurses perceive pri-
mary communication in goals of care to focus on the
task of assessing patient understanding. Nurses re-
ported that their most frequent concerns over goals-
of-care communication were the function, structure,
and process of the care team. Findings demonstrate
that preparation to function as a team in the context
of goals-of-care communication is a barrier for nurse
participants, and they report a need to move goals of
care upstream in the care provided to patients and
their families. Future research should explore patient
and family expectations of nurses and teams during
goals-of-care conversations to shape education and
curricular development for the next wave of pallia-
tive care providers.

The study has important implications for APs
in oncology. These providers are the ones who
discuss initial diagnosis and treatment options as
well as prognosis with patients. They are also fa-
cilitators of advanced-care planning, team meet-
ings, and family conferences. Each of these roles
has a strong impact on quality patient care and
family support.
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