Australian Critical Care XXX (XXXX) XXX

journal homepage: www.elsevier.com/locate/aucc

=

Contents lists available at ScienceDirect

(3)A

Australian

Australian Critical Care

Research paper

Understanding the provision of goal-concordant care in the intensive
care unit: A sequential two-phase qualitative descriptive study

Laurie A. Saffer, M Adv. N, BN, RN " ", Anastasia F. Hutchinson, PhD, GDipClinEpi, RN ¢,
Melissa J. Bloomer, PhD, MN(Hons), BN, RN ¢ ¢ f

2 Intensive Care Unit, Epworth HealthCare, Richmond, VIC, Australia; ® School of Nursing and Midwifery, Deakin University, Geelong, VIC, Australia; ¢ Centre
for Quality and Patient Safety Research — Epworth HealthCare, Richmond, VIC, Australia; ¢ School of Nursing and Midwifery, Griffith University, Nathan,
QLD, Australia; © Intensive Care Unit, Princess Alexandra Hospital, Metro South Health, Woolloongabba, QLD, Australia; f Menzies Health Institute
Queensland, Griffith University, Gold Coast, QLD, Australia

ARTICLEINFORMATION

ABSTRACT

Article history:
Received 23 July 2023

Received in revised form

19 December 2023

Accepted 26 February 2024

Keywords:
Communication
Critical care

Critical care nursing
Decision making
Goals of care
Intensive care units
Interviews

Nursing

Qualitative research

Background: Goal-concordant care in intensive care is care that aligns with the patient's expressed goals,
values, preferences and beliefs. Communication and shared decision-making are key to ensuring goal-
concordant care.
Aims: The aims of his study were to explore (i) critical care clinicians' perspectives on how patient goals
of care were communicated between clinicians, patients, and family in the intensive care unit; (ii) critical
care nurses' role in this process; and (iii) how goals of care were used to guide care.
Method: Sequential two-phase qualitative descriptive design. Data were collected from February to June
2022 in a level-3 intensive care unit in a private hospital in Melbourne, Australia. In Phase One, individual
interviews were conducted with critical care nurse participants (n = 11). In Phase Two, the findings were
presented to senior clinical leaders (n = 2) to build a more comprehensive understanding. Data were
analysed using Braun and Clarke's six step reflexive thematic analysis.
Findings: There was poor consensus on the term ‘goals of care’, with some participants referring to daily
treatment goals or treatment limitations and others to patients' wishes and expectations beyond the ICU.
Critical care nurses perceived themselves as information brokers and patient advocates responsible for
ensuring patient goals of care were respected, but engaging in goals-of-care conversations was chal-
lenging. A lack of role clarity, poor team communication, and inadequate processes to communicate
patient goals impeded goal-concordant care. Senior clinical leaders affirmed these views, emphasising
the need to utilise critical care nurses' insight for practical solutions to improve patient care.
Conclusions: Clarity in both, the term ‘goals of care’ and the critical care nurses’ role in these conver-
sations, are the essential first steps to ensuring patients' values, preferences, and beliefs to guide shared-
decision-making and goal-concordant care. Improved verbal and written communication that is inclusive
of all members of the treating team is key to addressing these issues.
© 2024 Australian College of Critical Care Nurses Ltd. Published by Elsevier Ltd. This is an open access
article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).

1. Introduction

life decision-making.> However, the phrase has also been used to
denote the transition to palliative or comfort care, contributing to

Conversations about goals of care are essential for providing
patient-centred care that aligns with an individual's preferences,?
yet ambiguity around the meaning and interpretation of the phrase
‘goals of care’ persists. In acute and critical care contexts, the phrase
goals of care is used to describe development of plans in relation to
managing clinical deterioration,> resuscitation status, and end-of-
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confusion around its meaning across practice settings.’

In the intensive care unit (ICU), in the absence of clear guidance
from the patient, decisions about commencing, withdrawing, or
withholding clinical treatments or interventions may be made,
irrespective of potential physical or psychological consequences.’
Multiple studies have focussed on communication between clini-
cians, patients, and families in the context of serious illness.® !
Critical care nurses are integral to encouraging patient-centred
communication and to supporting and advocating for pa-
tients.'>!> Critical care nurses are also known for their ability to

1036-7314/© 2024 Australian College of Critical Care Nurses Ltd. Published by Elsevier Ltd. This is an open access article under the CC BY-NC-ND license (http://

creativecommons.org/licenses/by-nc-nd/4.0/).

Please cite this article as: Saffer LA et al., Understanding the provision of goal-concordant care in the intensive care unit: A sequential two-phase
qualitative descriptive study, Australian Critical Care, https://doi.org/10.1016/j.aucc.2024.02.012



http://creativecommons.org/licenses/by-nc-nd/4.0/
mailto:Laurie.Saffer@epworth.org.au
https://twitter.com/@AnaHDeakinQPS
https://twitter.com/@AnaHDeakinQPS
https://twitter.com/@MelissaJBloomer
https://twitter.com/@MelissaJBloomer
www.sciencedirect.com/science/journal/10367314
www.elsevier.com/locate/aucc
https://doi.org/10.1016/j.aucc.2024.02.012
http://creativecommons.org/licenses/by-nc-nd/4.0/
http://creativecommons.org/licenses/by-nc-nd/4.0/
https://doi.org/10.1016/j.aucc.2024.02.012

2 LA. Saffer et al. / Australian Critical Care xxx (XxXx) XXX

build rapport with families, seeking to understand family re-
lationships, how this may influence communication and under-
standing,'* patient and family culture, and values and beliefs'> and
using this understanding to inform and guide the multidisciplinary
team.'®!” Consequently, their insights are key to communication
about patients' goals of care, which may influence treatment
decision-making for critically ill patients.'®!® Given critical care
nurses' important role in communication, there is a need to better
understand how ‘goals of care’ are used to inform the provision of
goal-concordant care in the ICU.

1.1. Study aims

The study aims were to explore (i) critical care clinicians' per-
spectives on how patient goals of care were communicated be-
tween clinicians, patients, and family in the ICU; (ii) critical care
nurses' role in this process; and (iii) how goals of care were used to
guide care.

2. Design

A sequential two-phase qualitative descriptive design was used.
This approach was taken because it is pragmatic, allowing partici-
pants' experiences to be explored in context, without the obligation
to explain or theorise that is required with alternate approaches.?’
This approach also enabled the researchers to stay close to the data,
using broad ‘free-form’ methods in the description of participants'
experiences.”!

Phase One involved use of semistructured interviews with
critical care nurses. Findings from Phase One were then used to
inform a Phase-Two focus-group interview. In contrast to individ-
ual interviews, the focus-group methodology is designed to
encourage engagement and discussion amongst participants,
where participants pick up on others' contributions and with the
researcher taking on a moderator role.’” In this case, the focus
group was designed for senior clinical leaders with oversight and
management of clinical care, to provide an alternate and comple-
mentary perspective on how goals of care were communicated, the
critical care nurses' role in this process, and the potential implica-
tions for managing clinical care.

2.1. Setting

The study was conducted in a level-3 medical/surgical ICU with
26 beds in a metropolitan private hospital in Melbourne, Australia.
The ICU provides almost 2500 admissions per year, with approxi-
mately 80% of patients admitted for postoperative monitoring and
management.

2.2. Participants and recruitment

Purposive sampling was used to recruit participants for both
phases of this study. In Phase One, critical care nurses, who were
employed permanently at least 0.4 effective full-time equivalent to
provide direct patient care, were eligible to participate. Potential
participants were invited to participate via an invitation email sent
on behalf of the research team by the nurse unit manager to all
nursing staff, and a study flyer placed in nonclinical areas in the ICU.
Nurses were asked to self-assess their eligibility according to the
inclusion criteria and register their interest by sending an email to
the lead researcher.

For Phase Two, the purpose was to build on the findings from
Phase One with senior clinical leaders and consider potential
practice implications in the ICU. Purposive sampling was used to
recruit senior clinical leaders from any discipline, who had at least 6

months experience in a leadership or management position in the
ICU, such as medical consultants or registrars, nurse managers and
senior nurses who lead patient care, and guide and support staff.
The ICU research nurse sent an invitation email to eligible partici-
pants for Phase Two. Given that it was possible for a critical care
nurse to perform dual roles as a bedside clinician providing direct
patient care and as a senior clinical leader, such as a nurse-in-
charge or an associate nurse manager, any critical care nurse who
participated in Phase One was excluded from Phase Two to avoid
bias in Phase Two and duplication of information. Potential par-
ticipants were asked to self-assess their eligibility according to the
inclusion criteria and opt-in by registering their interest in
participating by sending an email to the lead researcher.

2.3. Ethical considerations

This research received ethical approval from the health service
nominated Human Research Ethics Committee (RES-21-
0000669L) and the University (Ref 80164) and subsequent
governance approval at the health service. Respect and justice for
participants was ensured by providing written and verbal infor-
mation about the research, their rights, potential implications
associated with participation, and ensuring that participants were
free from coercion or exploitation.”®> Participants were also
informed they could make contact with the lead researcher at any
time if they wished to discuss the research in further detail. Whilst
not paid for their participation, participants received a $5 coffee
card as a gesture of thanks.

The lead researcher was concurrently employed as a critical care
nurse at the same time as leading this research. To address and/or
minimise issues associated with the dual roles, potential partici-
pants were able to indicate a preference to be interviewed by
another member of the research team; however, none did so. The
opt-in process for participation also minimised risk of coercion.
Participants were also assured that responses would remain
anonymous in compliance with the core principles of ethically
conducted research.”> To ensure privacy and confidentiality, the
researcher conducted interviews from a private and secluded space,
and participants were encouraged to do likewise.

The researchers actively engaged in critical self-reflection
through the process of reflexivity to minimise issues of re-
searcher predispositions and bias.>* Working in the study ICU, the
lead researcher actively monitored workplace relationships for
potential signs of bias and maintained an open dialogue of reflec-
tion with the wider research team. Although complete elimination
of bias was not possible,?® these steps were thought to help mini-
mise this risk. Research merit was demonstrated through ensuring
that the research was justified and conducted with integrity.?> In
terms of beneficence, participants were informed of the skills of the
interviewers. Participants were also informed that whilst there
were potential benefits for future patient care, they were not likely
to benefit directly from participation.

2.4. Data collection

For Phase One, individual semistructured interviews were con-
ducted by the lead researcher (L.S.), who has foundational research
training, supported by two senior, doctorally qualified researchers.
Interviews were conducted between February and March 2022,
commencing with the same opening question “Could you describe
what the process is like when difficult decisions need to be made in the
ICU about a patient's treatment options?” An aide memoire was used
to guide the focus and order of subsequent questions, according to
participants’ responses. Interpretive judgement was used to
determine the point, at which sufficient data were collected and
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further recruitment ceased.”® The research team met regularly
during this time for iterative debriefing and reflection.

The Phase Two focus-group interview was conducted by the
lead researcher (L.S.) in June 2022, with another researcher (M.].B.)
as an observer, to help explain and build understanding of Phase-
One findings and prompt discussion with senior clinical leaders
about the potential implications. Following explanation of the
ground rules associated with the focus-group interview, such as
respect for others, the focus group commenced with the question
“Could you describe the process when decisions need to be made about
a patient's treatment options?” An aide memoire was used to guide
subsequent questions and to promote group engagement and
participation.

In accordance with COVID-19 guidelines at the time, data
collection for both Phases was conducted online and recorded us-
ing the Zoom application,?’ allowing participants to join from their
home or office.

2.5. Data analysis

Interview and focus-group recordings were transcribed with
participant permission, with audio files and transcripts stored in a
secure research repository supported by the university. Tran-
scripts were deidentified, coded, and analysed by the lead
researcher (LS.) using reflexive thematic analysis.?®?° This
involved listening to audio recordings and reading and re-reading
transcripts to enable familiarisation with data. Interesting ideas
and initial codes were then highlighted, followed by a mind-
mapping process to search for themes, which were then dis-
cussed and negotiated amongst the wider research team (L.S.,
A.FH. and MJ.B.) until the final themes were determined. Due to
the sequential nature of this study, Phase-One data were analysed
first, with the findings used to inform Phase-Two data collection.
Once Phase-Two data were analysed using the same process,
findings from both phases were compared, explicating differences
in perspectives between those providing care and those
leading clinical care. Participants were provided with a lay sum-
mary of the findings, relevant to the phase in which they
participated.

3. Findings
3.1. Phase-One interviews

Eleven critical care nurses participated in Phase One interviews,
with interviews lasting 34—61 min (average 42 min). Three broad
themes were evident from these interviews: (i) understanding of
goals of care; (ii) the critical care nurse's role; and (iii) communi-
cation priorities, challenges, and opportunities. Participant re-
sponses are coded with P representing ‘participant’, with the
subsequent number related to the order of interviews.

3.1.1. Understandings of goals of care

Across the interviews, participants were unanimous that goals
of care indicated or represented “what the patient wants” (P6) and
were generally understood to be “very individual ... very personal”
(P7). For others, goals of care were to do with the patient's “values,
spirituality, their ethics” (P1), or how they live their life, such as
“are they an outside person? Do they live on a farm? Do they spend
their life painting? Like, what did they do, who are they?” (P10). In
general, goals of care were described as “... little goals or big goals”
(P8), such as “there's the day-to-day stuff or then there's those really
big discussions, like end of life” (P3). Participants described how big
goals reflected what a patient may deem acceptable and “what
[patients] define as good and healthy living” (P6) and essential to

determining “how hard to fight for [patients]” (P10). In this way,
goals of care were perceived as essential to the provision of goal-
concordant care.

3.1.2. The critical care nurse's role

Participants consistently spoke of the critical care nurse's role in
understanding goals of care and how this contributes to the pro-
vision of goal-concordant care. They described themselves as in-
formation brokers, who acted as the “mediator in the middle” (P9)
and as liaison “between the patient and the doctors ... to facilitate,
communicate, and help plan” (P11), promoting mutual under-
standing and encouragement of collaborative, patient-centred care
planning. Participants described prompting patients and families to
talk about their concerns or questions with the medical team. In
some instances, the critical care nurses' role as information broker
changed outcomes for patients:

[A patient stated] ‘I don't want to be resuscitated’ and [I said],
well, that's kind of important information. And I got the doctors
to come in ... and talk to him and ask him about his NFR [not-
for-resuscitation] status, and ... he said ‘I don't want CPR [car-
diopulmonary resuscitation], I don't want defib [defibrillation],
let me die’, and then, because we had that discussion, sure
enough he ended up scoring an NFR form at the front of his
folder. That wouldn't have happened if I didn't ask and bring up
the whole topic. (P1)

Participants also described their role in advocating for patients
in the ICU because “we will get patients who are so severely deteri-
orated that they cannot speak for themselves. We are their voice” (P2).
Acting as advocate was especially relevant when it was perceived
that care decisions or treatment did not align with patient prefer-
ences and values. When they perceived patient preferences and
values were being insufficiently addressed, participants would
“bring it up again ... sort of push. I don't just drop it because it's
important; it's not like something trivial. Like if this is their goals of
care, the person's life” (P1). One described having to “insert yourself
into the conversation and say, look, what's going on, what's happening
with the patient, where's this heading” (P6).

3.1.3. Communication priorities, challenges, and opportunities

Participants identified several communication priorities, with
timing of particular importance. When goals of care were not
addressed early in the admission process, this presented commu-
nication challenges, especially in the context of unpredictable
clinical trajectories following high-risk surgeries or acute illness in
the ICU.

[ feel like we do a terrible job of having these conversations,
early, and I think that we need to do better at it because I think
it's something that really, we should do on everybody because
you don't know what's going to happen. These conversations are
really important. (P11)

A lack of clarity regarding critical care nurses' roles and re-
sponsibilities when communicating with patients and families
impacted on how goals of care were determined, addressed, and
incorporated into treatment care planning. Some participants
described undertaking a more proactive approach to ascertaining
patients' goals and preferences; for example, one participant
stated: “I blatantly asked [the patient]: do you want to go back on the
ventilator?” (P9). In contrast, others did not view active participa-
tion in goals of care discussions as part of their role.

Others indicated treatment-decision-making was ultimately the
medical consultants’ decision, but consultant variability meant
there was a lack of clarity.
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. especially in long-term patients that are intubated and
sedated. You'll often find that things are stalling, and then
there's a change of consultant, and all of a sudden, everything
that everyone's been wanting to do for the last three days,
happens. (P3)

The lack of system processes and procedures in communication
and documentation of patient goals further exacerbated goals of
care discussions; “we have so many cracks in our system” (P10).
Family misunderstanding of the patient's condition and an avoid-
ance of conversations about patient preferences also sometimes
meant that “what the patient wants and what the patient's family
want are two very different things” (P9).

Communication opportunities included engaging families in
discussion, family meetings, utilising specific communication
techniques, bedside ward rounds, ICU consultant contributions,
and utilising the nurse perspective. Participants perceived that
families were a key resource for determining a patient's goals of
care but that it was important to “make sure that the goals of care
are what the patient really wants ... rather than what's in the best
interest of the family” (P6). Family meetings were described as an
opportunity to engage and support families to understand care
and contribute to decision-making, which “really helps ... builds
trust and rapport and also ensures that there's no mixed messages
going on that may result in a mistreatment or misdiagnosis” (P7), so
long as clinicians avoid being “too technical or ... giving them too
much information” (P6).

Participants described opportunities to initiate conversations
about goals of care. Given that one described how “consultants are
pretty good at having a conversation at the bedside about the patient”
(P2), the bedside ward round was “a good opportunity for the doctors
to ... really hear what the nurses have to say” (P1) and for discussions
about patient values and preferences. However, another questioned
critical care nurses' role in goals of care conversations, suggesting a
nurse's contribution depended on

... who's making that decision, and how well they appreciate the
role of the bedside nurse or the nursing staff in general,...
[When] our consultants ... see the value in keeping [nurses]
informed ... making intentional effort to give us background”.
(P10)

3.2. Phase Two

Four senior clinical leaders volunteered to participate in the
Phase-Two focus group, through which the findings from Phase
One were presented for discussion. One was unable to participate
due to emergent clinical priorities and another had technical issues
in joining via Zoom. Due to scheduling challenges and their limited
availability, a decision was made to proceed with two participants.
Hence, the focus-group interview went ahead with two senior
clinical leaders—an ICU doctor and a senior critical care nurse.
Despite only two participants, the engagement and extensive
conversation between participants meant the focus group lasted
46 min. Participant quotes are coded as FG for ‘focus group’ and
according to their profession.

Senior clinical leaders acknowledged the diversity amongst
nurses' understanding of goals of care. There was consensus that
“when the nurses speak on behalf of the patients and reiterate the
patient's story, the patient's preferences and patient's values ... It's
really compelling” (FG doctor), but when talking specifically about
goals of care, “nurses are often confused about it because it's such a
broad thing” (FG nurse). More importantly, both participants agreed
that “the patient should determine the goals of care, but whether the

treatment is likely to further those goals—it should be, is ultimately a
medical determination” (FG doctor).

There was agreement that critical care nurses frequently act as
information brokers in communication processes. Critical care
nurses are uniquely positioned to have insight into patient values
and preferences; “nurses often know what the goals of care are” (FG
nurse), which at times, meant they could foresee when care did not
align with patient values and preferences. In other words, they “can
see the car crash coming” (FG doctor).

In considering the Phase-One findings, the senior clinical
leaders agreed that communication amongst different members of
the treating team was a key barrier to provision of goal-concordant
care because “we're not eliciting and respecting patients' preferences
and values” (FG doctor). Whilst “people, nurses included, doctors, are
too scared to talk to the patient and family” (FG nurse), a lack of
systems, processes, and procedures to support and promote
communication and documentation of patient goals was also
identified as part of the problem; “are [goals of care] even commu-
nicated amongst the team? I see a lot of time ... they're just not” (FG
doctor). Consequently, there is “variability in care ... doctor-driven
not patient-driven” (FG doctor). In the absence of clear direction
regarding goals of care, especially in time-limited circumstances of
acute critical illness, the focus defaults towards resuscitation and
life-sustaining treatments because “that is absolutely the business of
care” (FG doctor).

Both senior clinical leaders stressed “nurses ... we need to be able
to empower them” (FG nurse) because “it's about how [nurses] could
contribute to a shared understanding” (FG doctor) of goals of care.
Formalising goals of care and documenting these would be
invaluable in supporting shared decision-making, with the critical
care nurses' role key to initiating the process through engaging in
open communication and to “start filling in that paperwork without
a doctor” (FG doctor).

4. Discussion

One of the fundamental challenges underpinning how critical
care clinicians communicate patient goals of care as part of care
planning and decision-making is the ambiguity associated with the
term ‘goals of care’. These findings demonstrate how the phrase
was used to refer to patients' values, preferences and beliefs, their
resuscitation status, and limits to life-prolonging intervention.
Ambiguity in the way the term is referred to in the literature,>>>' as
well as how goals of care are used in treatment planning and de-
cision-making, continues.”>%3>

Previous studies have reported on the lack of standardisation of
communication and documentation of goals of care and the po-
tential for care to be provided that is discordant with patient values
and preferences.>>>**> Developing a common understanding of
goals of care is key to ensuring goal-concordant care. Prior evidence
indicates it is necessary to revisit patients' preferences and goals
across the course of an admission to capture patient goals as situ-
ations evolve.>® In addition, repeating goals-of-care discussions
over time better ensures that clinicians accurately perceive patient
goals.*’

The critical care nurse is uniquely positioned to understand,
support, and advocate for patients and families.'>'>'®!7 In this
study, emphasis on the value of the critical care nurse's role
indicates greater scope for critical care nurse contribution to
more routine goals of care conversations in practice. From the
leadership perspective, focussing on strategies that empower
critical care nurses to contribute to a shared understanding of
patient goals could facilitate improved goal concordance. Na-
tional standards determine that education for clinicians is ex-
pected to include training about how to have discussions on
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end-of-life care®® and that specialist critical care nurses must act
as patient advocates to actively contribute and lead these dis-
cussions with health professionals.>® This study demonstrated
that role ambiguities, particularly regarding the critical care
nurse's contribution to goals of care discussions and involve-
ment in shared decision-making made communication of goals
complex.

From the perspective of the senior clinical leaders in the ICU,
critical care nurses could contribute to development of a mutual
understanding of goals by documenting patient goals and prefer-
ences in written paperwork. Education targeted at critical care
nurses and improvements in documentation are two ways to
potentially empower critical care nurses as patient advocates, in
turn facilitating goal concordant care. Introduction of a formalised
tool that includes a goals-of-care conversation template has been
shown to improve documentation rates*’ and could be introduced
to encourage increased engagement in discussions about patient
values and preferences.

4.1. Strengths and limitations

To our knowledge, this was the first study to explore critical care
nurses' understanding and interpretation of goals of care in an
Australian context. The two-phase study design was advantageous
because it explored the critical care nurses' perspective, and that of
senior clinical leaders, adding depth and richness to the findings.
The study was conducted in a single ICU in a metropolitan hospital
in Victoria, Australia, which predominantly provides care for car-
diac surgical patients. Hence, this may limit transferability of the
findings to other ICU populations and settings. Purposive sampling
and participant self-selection were used in this study, so the find-
ings may be prone to bias. The lead researcher had an existing
clinical relationship with study participants, potentially increasing
the risk of bias or coercion. To address this and ensure objectivity,
the other members of the researcher team, who were external to
the ICU, oversaw the research process, and study recruitment was
via an independent third party.

5. Conclusion

High-quality care in serious illness aligns treatment with pa-
tients' known goals and values, and communication between cli-
nicians and patients enables provision of goal-concordant care.
Patients should be equal partners in communication and decision-
making processes at all levels of the healthcare system. However,
shared decision-making in the ICU remains inconsistent, threat-
ening goal concordance. As information brokers and patient ad-
vocates, critical care nurses can and should play a key role in
facilitating goal-concordant care. It is essential to provide clarity on
the meaning of ‘goals of care’ and eliminate ambiguity regarding
the critical care nurse's role in goals-of care-conversations. Doing
so would help overcome the challenges of how critical care nurses
meaningfully share their insights about patients' goals and
values and contribute to shared decision-making that best facili-
tates goal concordance. Improved verbal and written communica-
tion that is inclusive of all members of the treating team is key to
addressing these issues.
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