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Abstract

Few data exist on palliative care for trauma and acute care surgery patients. This pilot study evaluated family perceptions and
experiences around palliative care in a surgical intensive care unit (SICU) via mixed methods interviews conducted from
February 1, 2020, to March 5, 2020, with 5 families of patients in the SICU. Families emphasized the importance of clear,
honest communication, and inclusiveness in decision-making. Many interviewees were unable to recall whether goals-of-care
discussions had occurred, and most lacked understanding of the patients’ illnesses. This study highlights the significance of

frequent communication and goals-of-care discussions in the SICU.
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Introduction

The culture of medicine in Western society promotes aggres-
sive care until a patient’s death, which can lead to interven-
tions that are discordant with patients’ wishes, high health
care costs, and invasive treatments (1-3). Although palliative
care has been traditionally used for chronically ill medical
intensive care unit patients rather than surgical intensive care
unit (SICU) patients, studies suggest that early implementa-
tion of palliative care in the SICU can better align treatments
with patient needs and improve communication, length of
stay, and physical and emotional well-being without increas-
ing mortality (1,4-9). Given recent integration of a palliative
care initiative in our institution’s SICU involving improved
documentation of health care decision-makers and the initia-
tion of goals-of-care (GOC) discussions within 72 hours, the
purpose of this study was to evaluate family perceptions of
communication and palliative care in our SICU, as well as
examine general care and communication preferences.

Methods

This pilot study was conducted from February 1, 2020, to
March 5, 2020, at the University of North Carolina (UNC), a

tertiary hospital with a 16-bed, closed unit SICU. Rounds are
multidisciplinary and families are invited to participate.
Primary palliative care (palliative care by SICU providers
who have undergone at least 3 training sessions) and speci-
alty palliative care consultants are both utilized.

The study used a mixed methods approach with inter-
views to evaluate families’ experiences in terms of palliative
care, understanding of patient’s diagnoses and care options,
perceived quality of patient—doctor communication, the
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effectiveness of GOC discussions, and preferences on edu-
cational materials. The study population consisted of 5 fam-
ilies of SICU patients whose primary diagnoses were trauma
or acute care surgery. Due to coronavirus disease 2019
(COVID-19), the sample size was limited. All 5 families
who were purposefully recruited by the SICU staff agreed
to participate. We excluded families who were not felt to be
willing or emotionally able to engage (n = 7/94), families
of patients who had Charlson Comorbidity Indices of
<3 (n = 64/94), or families of patients who remained in the
SICU for <72 hours (n = 46/94). After obtaining written
informed consent, private interviews were conducted in per-
son by a trained interviewer who was not part of the care
team. Interviews were recorded, transcribed, and manually
coded. Chart review was also conducted for patient age, sex,
and use of GOC discussions. Goals-of-care was defined for
the families as discussions involving code status, decisions
about specific treatments and intensity of care, health care
decision-makers, and plans for future care. For data analysis,
the grounded theory (Glaser) methodology was used (10).
Descriptive statistics were performed in Microsoft Excel.
This study was approved by the institutional review board
of UNC (IRB# 19-522).

Results

Five families were interviewed. The median patient age was
61 years (range 19-89) and 80% were male. The familial
relation to the patient included 1 (20%) sibling, 1 (20%) child,
1 (20%) spouse, and 2 (40%) parents. Data were categorized
into 3 primary themes related to palliative care in the SICU

based on responses: communication, team performance, and
family awareness, with subthemes explored below (Figure 1).

Communication: Learning Style

Participants unanimously mentioned learning style in terms
of the resources they would find most helpful. Three parti-
cipants were verbal learners, while 2 were visual learners.
One interviewee who mentioned previous hospital experi-
ences appreciated having “written materials that say what
to expect when you get home, what to expect each day,
getting worse is sometimes normal . ... ” Speaking with a
doctor or nurse (100%), speaking with a social worker
(100%), and written materials (60%) were the top 3 preferred
modes of information delivery.

Communication: Language/Medical Jargon

A majority of participants (60%) spoke about the importance
of language in family—doctor interactions and of receiving
“easy to understand explanations that limit medical jargon.”

Team Performance: Transparency

Eighty percent of participants mentioned the need for trans-
parency with honest, straightforward answers from physi-
cians being the priority. “It is important being open to any
question, and if they don’t know, they find out. They aren’t
afraid to say, ‘I don’t know, but I’'ll come back with the

995

answer.
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Had a Goals of Care Did Not Have a Goals of Care
Discussion Discussion
Affirmed having 40% 20%
the Goals of Care
Discussion
Did not Affirm 40% 0%
having the Goals of
Care Discussion

Figure 2. Comparison of interviewees’ awareness of goals-of-care discussion.

One participant expressed dissatisfaction with receiving
patient updates that were delivered in an overly grim man-
ner: “It was like they were building for a story where the
other shoe was going to drop. We would have been served
well by ‘everything’s fine’ and then you walk through the
details . . . as opposed to the suspense of waiting.”

Team Performance: Dynamics

Two participants cited the ICU team’s collaborative
dynamics as a positive. The balanced hierarchy among the
care team made one interviewee feel more secure: “The
communication between the doctors and nurses flows back
and forth both ways. One of the doctors came in after the first
night we were here . . .and it was nice that they [the nurses
who had been at bedside all night] gave a little push back
of what to do, very respectfully, but they were colleagues
and equals.”

Team Performance: Inclusiveness

Forty percent of participants mentioned that the inclusion
of family in rounds gave the families a sense of reassur-
ance and control. They felt more confident in asking ques-
tions and intervening when they felt uncomfortable with
a decision. One comment that was echoed: “I have felt
almost like a part of the medical team. At every round that
has occurred, if I’'m not standing in that circle, they ask me
to come.”

One interviewee said that he experienced a gap in updates
because he came to the hospital a few days later than his
brother. This interviewee subsequently did not receive all the
same information from the doctors, highlighting the need for
continued updates and discussions.

Family Awareness: Outcome Awareness

Only one participant communicated that she understood the
medical state and prognosis of her family member, and she
was a retired nurse. When asked if they could explain the
medical state of their family member, the 4 other intervie-
wees were unable to.

Family Awareness: Affirmation of Provided Materials

When asked if they had been offered any resources on pal-
liative care or ICU care, all 5 participants reported that they
had not. Based on Advanced Care Planning notes, 80% of
interviewees had participated in a GOC discussion. How-
ever, only 40% of interviewees correctly understood that
they had been part of a GOC conversation, while 40%
reported not having had a GOC discussion when they actu-
ally had, and 20% reported having a GOC discussion when
they had not (Figure 2). Two of the families had experienced
specialty palliative consultation, with one family correctly
identifying that they had had a GOC discussion and one
reporting they had not.

Discussion

There are limited studies on palliative care in the SICU
(1,11-13). We discovered that families appreciate inclusion
on rounds (promoting empowerment), simple communica-
tion, honesty, and transparency regarding their loved one’s
medical status and care. Education materials were consid-
ered more useful when aligned with the interviewees’ learn-
ing styles.

Family members with a loved one admitted to the SICU
are in a vulnerable and stressful situation. It is crucial for
these relatives to receive honest, straightforward language to
guide them through the process. Families prefer physicians
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not to “sugar coat” their words but also want to hear
“everything is fine” early on if that is the case. They want
a general idea of the patient’s status or condition relayed
early in the conversation, followed by the details. Although
it is not possible to individually update multiple family
members because of time constraints, large families with
multiple members appreciate inclusion in rounds, group
family meetings, and GOC discussions.

Families that were the most informed about their loved
ones’ medical condition expressed the most satisfaction with
the SICU staff’s communication. However, most partici-
pants did not understand the medical situation and many of
the interviewees did not think they had participated in a GOC
discussion when in fact they had. The majority of partici-
pants were not health professionals and were in a stressed
state, which likely contributed to their lack of understanding
or acceptance of patient prognosis and care needs. One study
has shown that patients often only remember approximately
20% of what a physician tells them (14). These findings
highlight the need to have multiple, repeat family meetings
to improve understanding, disseminate updates to multiple
people at once, and clarify GOC as the patients’ status
changes. Moving forward, we will continue to include fam-
ilies in rounds but endeavor to provide written education
materials, more frequent verbal updates and recurring GOC
discussions, and train providers on limiting medical jargon
and communication strategies.

Limitations

The sample was limited to 5 participants. There were no
attempts to recruit based on gender, age, race, ethnicity,
socioeconomic status, education level, or language prefer-
ence. However, interviewees were selected by staff via con-
venience sampling to reduce family distress, leading to
selection bias as emotionally distressed families might pro-
vide some of the most relevant information. All were English
speaking. Consequently, the results are not fully generaliz-
able. Lastly, interviewees may not have been able to recall
important details or may have responded in a socially favor-
able way. Families acting as gatekeepers of information can
lead to bias.

Authors’ Note

This study was approved by the UNC Institutional Review Board
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accordance with the UNC Institutional Review Board (IRB#
19-522) approved protocols. Written informed consent was obtained
from a legally authorized representative(s) for anonymized patient
information to be published in this article.
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