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EOPLE who have chronic life-limiting

conditions have complex and multi-
faceted needs that arise at different points
during their illness trajectory. Many receive
care over time from health care profession-
als within various health care sectors, includ-
ing hospital, residential, and home care. Good
care for people who have life-limiting con-
ditions requires that principles of palliative
care are adapted and integrated into contexts
of care that do not provide specialized pal-
liative care services, regardless of the health
care sector in which the care is provided. This
is often referred to as a “palliative approach”
to care.'? Broadly conceptualized, a palliative
approach involves adapting and integrating
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Statements of Significance

What is known or assumed to be true
about this topic:
¢ Although specialized palliative
care is necessary for addressing
the needs of some populations,
the majority who have life-
limiting conditions do not
receive specialized palliative care
and yet have nursing care needs
related to the advancing nature
of their condition.
¢ A palliative approach involves
adapting and integrating
principles and values from
palliative care into the care
received by persons who have
life-limiting conditions.
What this article adds:
¢ This article illustrates the value
of an integrated approach to
health services nursing research
that combines literature
synthesis of general knowledge
with concurrent analyses of
contextualized knowledge.
¢ To meet the needs of persons
who have life-limiting conditions,
it is imperative that the values
and tenets of a palliative
approach are embedded in
nursing care delivery across
sectors of care.
¢ This research reveals important
understandings about the nature
and integral role of nursing in
providing a palliative approach.
e Practice supports are necessary
but can be implemented only in
concert with fundamental values
that are in keeping with a
palliative approach.

principles from palliative care (eg, patient-
and family-centered care focused on quality
of life of the person and not just on the dis-
ease) into the care received by persons who
have life-limiting conditions as they encounter

various health care sectors throughout their
illness trajectory.*> This blending of chronic
disease management and palliative care re-
quires an “upstream” orientation to care de-
livery that addresses the needs of patients
and their families related to the advancing na-
ture of their illness and necessitates the in-
tegration of care delivery systems and part-
nerships among service providers to address
these needs across all sectors of care.

People living with life-limiting conditions
spend considerable time with nurses across
sectors of the health care system. Conse-
quently, nursing has a significant role in deter-
mining the quality of care for this population.”
However, conventional nursing care for these
people has been oriented to a curative focus
rather than to the implications of the life-
limiting nature of the condition.® It follows
that many nurses do not recognize the full
range of patients’ and families’ needs that arise
throughout their illness trajectories.® There is
an urgent need to enhance our approach to
nursing care delivery such that it becomes
more responsive to the needs of patients who
have chronic life-limiting conditions.

The current health care context provides
considerable opportunity for this enhance-
ment of nursing care delivery and the
integration of practice supports to improve
the quality of nursing care for populations
who have complex needs associated with
chronic life-limiting conditions. To do so,
nursing managers, educators, clinicians,
health care administrators, and policy makers
must make evidence-informed decisions
about nursing care delivery that will ensure
positive outcomes for patients, promote
quality practice environments for nurses, and
utilize resources effectively. This requires
both the synthesis of general knowledge
about care delivery and the contextualization
of that knowledge to particular practice
settings.® General knowledge from the
literature must be tested and adapted to local
contexts to ensure its relevance and appli-
cability. Given the growing population of
persons with chronic life-limiting conditions
and the demands for improvement in nursing
care delivery systems, there is a need to



Embedding a Palliative Approach in Nursing Care Delivery 265

synthesize and integrate available knowledge
about nursing care delivery and practice sup-
ports consistent with a palliative approach
to care.

PURPOSE

As part of an overarching initiative, Initia-
tive for a Palliative Approach in Nursing: Ev-
idence and Leadership GPANEL, www.ipanel
.ca), we conducted a collaborative research
project with the aim to identify approaches
to nursing care delivery and practice support
strategies that facilitate the integration of a
palliative approach in acute medical, residen-
tial care, and home health settings. The objec-
tives were to contribute both general knowl-
edge based on a synthesis of existing evidence
from the literature about a palliative approach
to nursing care delivery, and contextualized
knowledge about the application of a pallia-
tive approach in particular health care set-
tings and systems. Herein, we describe our
research approach to integrated knowledge
synthesis that links general knowledge with
contextualized knowledge and present the
overarching results of the project.

METHODS

This project combined knowledge
synthesis!® and integrated knowledge
translation methods'!'?> in an iterative

design consisting of 4 intersecting research
strategies, including 1 designed to identify
general knowledge from the literature and
3 designed to contextualize that knowledge
(see Table 1). The first strategy, which
focused on general knowledge, involved
a systematic synthesis of literature about
nursing care delivery and practice support
strategies and tools relevant to a pallia-
tive approach. The 3 remaining research
strategies focused on contextualization
of knowledge. This included secondary
analyses of a province-wide nursing survey
about a palliative approach® and primary
analyses of interviews with key informants

(research strategy 2). Contextualization was
further informed by 2 integrated knowledge
translation activities: engagement of stake-
holders through a province-wide symposium
(research strategy 3) and 2 demonstration
projects (research strategy 4). The overall
integrated analytical approach involved
several iterations of relating synthesized
knowledge from the literature to experiences
and perspectives of nurses in particular
practice settings. An overview of the analytic
processes integrating these 4 research strate-
gies and the linkages with the overarching
iPANEL team and the Strategy for End-of-
Life Care in our province'? is provided in
Figure 1. In presenting our findings, the term
general knowledge refers to that which has
been derived from the literature synthesis.
Contextualized knowledge refers to findings
derived from the particular practice settings
(hospital, residential, and home care) and the
context of the regional health care system.

General knowledge

The project involved a synthesis of empir-
ical knowledge (based on research findings
in primary studies and reviews) and nonem-
pirical discourses (no explicit reference to
research findings) in published literature on
nursing care delivery and practice supports
relevant to the integration of a palliative
approach. Established knowledge synthesis
methods were used to identify relevant
sources, systematically extract information,
and conduct a synthesis by using meth-
ods of thematic and content analysis.!® A
comprehensive search of library databases
(Ageline, Biomedical Reference Collection,
CINAHL, Cochrane Systematic Reviews,
Embase, Healthsource, MEDLINE, ProQuest
Dissertations, PsycINFO, and Web of Science)
was implemented as part of an overarching
knowledge synthesis on a palliative approach
conducted by iPANEL.> This search strategy,
which is described elsewhere, identified
documents relevant to a palliative approach
based on the intersection of (a) concepts
associated with palliative care (including
hospice care, comfort care, end-of-life care,
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Table 1. Research Strategies and Goals

General Knowledge

Contextualized Knowledge

Synthesis of existing

studies and grey
literature

Contribution to the

development of
recommendations
about (a) approaches
to nursing care
delivery, (b) practice
supports that facilitate
the integration of a
palliative approach
within various health
care contexts, (¢) and
outcomes for a
palliative approach.

Qualitative analyses of

survey and key
informant interviews

Identify approaches and

challenges pertaining
to the integration of a
palliative approach
and to use this
knowledge to adapt
knowledge from the
literature to particular
contexts of nursing
care delivery.

Knowledge Knowledge
translation activity: translation activity:
Provincial Demonstration
symposium projects

Establish consensus

on emerging

findings and inform
ongoing analysis.

Explore how a
palliative approach
to nursing care
delivery could
meet the needs of
patients, residents,
clients, and their
families.

iPANEL Team
and Advisory
Board

Strategy for End-
of-Life Care in BC

.

Engage with iPANEL & Ministry of Health in conceptualizing research questions

Determine research questions and design regarding nursing care delivery, practice support systems and outcomes for a palliative approach

!

] i :
Literature Key informants iPANEL survey b
Searching and screening Interviews and gualitative Secondary qualitative and
of empirical and grey analysis guantitative analysis
N literature N l
3 !}
Data extraction coding Integration of evidence & knowledge Symposium Demo projects
* Develop codebook «  Develop analytic framework for organizing data Establish consensus Explore strategies
* Extroct data & conduct «  Apply framewaork to facilitate comparison across data sources [+*| on emerging findings | for integrating a
preliminary coding « Contextualization of evidence to BC and inform ongoing palliative
analysis r approach
+ 1 I 4 |
Analytical coding Synthesized knowledge
= Create codebook | + Compore & contrast findings across data sources
* Conduct analytical * [dentify unigueness to BC & gaps to be addressed
coding

Key messages (general and contextualized)
Derive key messages relating to nursing are delivery, practice support systems & outcomes for the integration of a palliative approach
Feedback key messages to iPANEL and the iPANEL advisory board for ing knowledge translati
Identify key issues for which further study is required
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Figure 1. Overview of knowledge integration process.
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etc) and (b) concepts reflective of chronic
life-limiting conditions (including a selection
of the most common chronic life-limiting
conditions). Through this process, 629
documents were identified as “relevant” (ie,
about a palliative approach) or “related”
(ie, addresses health care information of
relevance to a palliative approach). For the
synthesis described herein, these articles
were subsequently screened on the basis of
specific inclusion criteria corresponding to
the objectives of this project. Documents
focusing predominantly on specialized pallia-
tive care (provided by specialized palliative
care professionals) or on the management of
one particular symptom (rather than overall
care of a person who has a life-limiting
condition) were excluded. Following stan-
dard recommendations, all documents were
double-screened for relevance. Documents
for which relevance was inconclusive were
reviewed by other research team members to
establish relevance by consensus. Consistent
with the exploratory nature of this review and
to avoid selection bias due to constraints in
publishing details on methods, empirical doc-
uments were not reviewed for quality. The
final selection included 177 relevant empirical
documents and 269 nonempirical documents.
A data extraction codebook was developed
and applied using the EPPI-Reviewer system'*
to extract descriptive information from the
177 empirical documents. Thematic analysis
and content analysis methods were utilized
to iteratively construct and verify common
overarching thematic patterns pertaining to
the research aim.!° A subsequent review of
nonempirical literature (269 documents) was
conducted to further explore ambiguities and
gaps in knowledge revealed in the synthesis
of empirical literature in relation to nursing
care delivery and roles. Data were extracted
and analyzed for 40 documents that explicitly
focused on nursing care delivery and roles.

Contextualized knowledge

Contextualization of knowledge was
achieved via the following 3 strategies: (1)

qualitative analyses of interviews and focus
groups with survey respondents and key in-
formants, (2) a provincial symposium on a pal-
liative approach and nursing care delivery in
the provincial health system, and (3) 2 demon-
stration projects that explored how a pallia-
tive approach could be integrated within par-
ticular care teams. Research ethics approvals
were obtained from related ethics review
boards and all participants provided written
informed consent.

Qualitative analysis of data from survey
respondents and key informants

The first strategy involved qualitative anal-
yses of interviews and focus groups with sur-
vey respondents and interviews with key in-
formants. The goal was to identify approaches
and challenges pertaining to the integration
of a palliative approach and to use this knowl-
edge to contextualize emerging general rec-
ommendations within particular settings and
the provincial health care system. We relied
on interpretive description!® as the qualita-
tive approach for concurrent data analysis and
ongoing data collection, each informing the
other in an iterative process as the preliminary
thematic patterns were inductively generated
from the data.

The secondary qualitative analyses were
conducted on interviews and focus groups
with 25 nurses and 5 health care workers who
participated in a nurse survey (N = 1468 in
114 nursing care settings across the province
of British Columbia, Canada, which is de-
scribed elsewhere).® This reanalysis focused
on the perspectives of point-of-care nursing
staff regarding approaches to nursing care de-
livery and practice supports that facilitate the
integration of a palliative approach in partic-
ular nursing care settings.

Additional open-ended interviews were
conducted with key informants to ascertain
nursing leadership perspectives regarding the
project’s research aim. Purposive, snowball
sampling was used to gather perspectives
within several health care contexts. The 12
key informants were experts involved in
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nursing administration, education, or nursing
care delivery who provided leadership at var-
ious levels in the health care system. They
were from diverse care settings, spanning 5
health regions in British Columbia, includ-
ing 4 directors, 3 advanced practice nurses,
1 chief nursing officer, 1 licensed practice
nurse, 1 registered nurse, 1 nurse practitioner,
and 1 educator of health care workers. In-
terview questions related to nursing care de-
livery and practice supports for a palliative
approach were used to prompt in-depth re-
sponses from these key informants.

A provincial symposium

A provincial symposium (the third strat-
egy) was held to engage local leaders in
nursing care delivery (nursing care providers,
managers and educators, health care admin-
istrators, and decision and policy makers)
in building consensus on emerging findings.
Perspectives were solicited from the 81
attendees on the following 3 key topics:
nursing care delivery, practice supports, and
outcomes pertaining to a palliative approach.
Each topic was introduced with a short
presentation on emerging study results,
followed by moderated round table discus-
sions. Attendees were asked to formulate key
recommendations for each topic.

Demonstration projects

Finally, the fourth strategy involved 2
demonstration projects through which we en-
gaged nurses in different care settings to ex-
plore how aspects of a palliative approach
could be integrated into local care delivery
systems. In the first demonstration project,
nursing staff and interdisciplinary team mem-
bers in a residential care facility collabora-
tively reviewed the care received by a resi-
dent and family while considering how care
might have been different had a palliative
approach been used. The review informed
a change in care processes based on daily
care team meetings (“huddles”) to discuss res-
idents for whom there were concerns and to
explore how to best integrate a palliative ap-
proach. The second demonstration project,

which was in a home health setting, began by
reflecting on the practices of the long-term
care nurse case managers who serve a client
population with conditions or disabilities af-
fecting their ability to manage at home. Many
of these clients have life-limiting conditions,
while not receiving palliative care services
that, in this health care system, are reserved
for those who are expected to die within
6 months. Using regular meeting times with
the case managers and their leaders, the
project focused on particular care processes
in the home health setting that could be im-
proved to better address the palliative needs
of all clients with life-limiting conditions, re-
gardless of their expected prognosis.

Five focus groups were held at the demon-
stration project sites to explore the integra-
tion of a palliative approach using broad ques-
tions related to the process of understanding
a palliative approach, the practice changes at
each site, and the influence of the practice
contexts. Thematic analysis was applied to
the transcripts of the focus group recordings
and the facilitators’ field notes to identify re-
curring, converging, and opposing thematic
patterns, key concepts, and illustrative exam-
ples from the data.

RESULTS

To answer the question of what ap-
proaches to nursing care delivery support
the integration of a palliative approach, we
broadly organized the results into 3 thematic
patterns: embedding the values and tenets
of a palliative approach, nursing roles within
a palliative approach, and practice support
for a palliative approach. To enhance clarity
around the origins of the data, we discuss each
of those thematic patterns in terms of general
knowledge and contextualized knowledge.
The documents included in the literature
synthesis involved predominantly published
manuscripts and included reports of primary
research (qualitative, quantitative, and mixed
methods) as well as 20 knowledge synthesis
studies (see Table 2). Most of the research



Embedding a Palliative Approach in Nursing Care Delivery 269

Table 2. Description of Studies Included in the Literature Synthesis (n = 177)

Document Type # Study Method # Country #
Published manuscript 147 Quantitative 53  Australia 20
Thesis/ Dissertation 3 Qualitative 71 Canada 13
Presentation/newsletter/abstract 21 Mixed methods 32 United Kingdom 64
Other 6 Knowledge synthesis 20  United States 54

Other* 26

2China (2), Germany (2), Global (15), Italy (2), Netherlands (2), Sweden (2), and New Zealand (1).

was conducted in the United Kingdom or the
United States. The studies addressed a wide
variety of chronic conditions and sectors of
care, as shown in Table 3. The majority of
the nonempirical documents focused on the
nursing roles pertaining to qualifications and
responsibilities of nurses (33), other overlap-
ping topics included those pertaining to mod-
els/framework (15), policy (3), and outcomes
relating to patient/family, nursing and organi-
zational levels (5).

Embedding the values and tenets of a
palliative approach

General knowledge

Although the term “a palliative approach”
is often not explicitly used in the literature,

there is broad recognition that the tenets
of a palliative approach, which are adapted
from palliative care principles and values,
are applicable to and must be integrated
into nursing care delivery across all sectors
of care for people who have life-limiting
conditions. A palliative approach is described
as a patient-centered approach to care guided
by the understanding that the person is on a
progressive life-limiting illness trajectory.'¢2°
Communication related to the patients’ and
families’ evolving understandings, personal
preferences, and goals of care is understood
as essential,?'?* as is aptly illustrated in the
following quote by Schofield et al:

the traditional sharp transition point from
a curative to palliative goal of care is blurred.

Table 3. Classification of Studies by Health Conditions and Health Care Sectors

# Articles by Health Care Sector®
Home and

Health Conditions # Articles Hospital Residential Community Other®
Multiple chronic diseases 45 19 13 18 7
Cancer 27 13 5 15 4
Dementia 13 4 9 2 1
Chronic obstructive pulmonary disease 10 7 0 5 1
Neurological diseases 10 5 5 6 5
Acquired immunodeficiency syndrome 1 0 0 0 1
Renal disease 10 7 0 2 2
Frail elderly 3 0 1 2 0
Congestive heart failure 7 4 0 3 1
Other 3 1 2 0 0
Not specified 48 14 22 12 11
Total 177

2Coding is not mutually exclusive as some studies addressed multiple health care sectors.

bHospice care, education, unspecified.
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Hence, a palliative approach, also referred to as
simultaneous care, acknowledges the likelihood
of gradual transition, emphasizing quality of life
considerations during the active treatment phase.
It recognizes that treatment goals will evolve from
seeking a cure, to control of disease and complica-
tions, maintaining physical functioning and quality
of life, and ultimately to symptom control.?>®3®

A palliative approach is rarely discussed in
terms of distinct nursing care delivery models
or systems; rather, it is understood as being
embedded within all levels, including the sys-
tem, the care delivery of each setting, and the
health care team. As such, it represents a set
of underlying values and premises associated
with care. Forbes-Thompson and Gessert, in
a study of care homes, documented an ex-
ample of one such setting in which a pallia-
tive approach “permeated” the organization’s
mission, values, care planning, and care de-
livery such that “it was clear that ‘caring for
dying people’ was integrated into daily care
processes.”20®559

The synthesis also revealed that embed-
ding a palliative approach into existing care
delivery systems requires an emphasis on
effective communication within and across
interdisciplinary teams, including nonprofes-
sional health care workers. The necessity of
care delivery by teams composed of diverse
members arises because of the inherent com-
plexity and multidimensional nature of the
needs of this patient population.?” Accord-
ing to Ross et al, this teamwork require-
ment pertains to both system redesign and
clinical approaches, such that “comprehen-
sive and compassionate”?®> care becomes
possible through deployment of a cadre of
personnel with specific expertise provid-
ing consultation to those delivering direct
services.

These themes of system embeddedness
and interdisciplinary teamwork are under-
stood as integral to the delivery of a palliative
approach to people who have life-limiting
chronic conditions, including, for example,
dementia, chronic obstructive pulmonary
disease, and heart failure.'®17-29:39 Although
our literature synthesis confirmed that there

is no established nursing care delivery
model for a palliative approach, it revealed
examples of systems or models that aim to
integrate a palliative approach into particular
sectors of care. One of the most extensively
studied systems of this form of care is the
Gold Standards Framework (GSF), a quality
improvement program developed to opti-
mize end-oflife care in generalist primary
care and nursing home settings, which
has been incorporated into the End of Life
Care Strategy in the United Kingdom.3!"!
Although multidisciplinary in focus, there is
evidence that the GSF is highly relevant to
the practice of nurses. However, although it
has been widely adopted in UK primary care
and nursing home care contexts where care
is provided over an extended period of time,
it has not been as readily applicable to the
acute care context, where the focus remains
more on episodic and task-oriented care.

Contextualized knowledge

Analyses of the contextual information
derived from qualitative interviews and
focus groups in this study confirmed that a
palliative approach was better understood as
a philosophy that was integrated throughout
all aspects of care rather than demonstrated
in isolated practices and systems of care deliv-
ery. One key informant captured this idea by
saying: “It needs to be a shift of thinking, and I
think that is the key. It’s going to be very chal-
lenging to actually embed it and change the
thinking of practice.” Informants emphasized
that the integration of a palliative approach
must be grounded in understandings and
expertise that often differ across contexts
of care. What is appropriate, feasible, and
effective practice for a palliative approach
in acute medical units will be different for
residential and home health settings.

The accounts of nurses and key informants
revealed that the integration of a palliative ap-
proach is influenced by various definitions of
the term “palliative” as they have been un-
derstood within particular practice contexts.
This challenge of different meanings was seen
as particularly pertinent in acute care where
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the term “palliative” often refers to special-
ist palliative care for the dying. As one key
informant commented:

In the acute care setting, as soon as somebody is
identified as palliative, the referrals go out to the
experts. .. to provide direction, which misses the
opportunity for the nurses to define and to work
with the family to define the care that the family
and the individual would like to have happen at
the end-of-life.

The focus groups and key informant inter-
views also revealed a sense of readiness for
the integration of a palliative approach, espe-
cially in the context of residential and home
care settings where the progressive nature
of chronic conditions was acknowledged.
Observing that as one nurse expressed it “in
residential care, everyone has a life-limiting
illness,” many of the nurses have begun to in-
tegrate a palliative approach from admission
onward. Similarly, in home care, the nurses
described the implications of acknowledging
the life-limiting nature of chronic conditions.
As one nurse explained:

It’s all about anticipatory care and understanding
what that journey could potentially look like. . ..
I think that a lot of nurses maybe wouldn’t rec-
ognize that they’re providing a palliative approach
but they would say that they’re providing person-
centered care.

In several instances, nurses pointed to re-
cent specific local initiatives, such as advance
care planning or disease specific programs
aimed at quality of life with chronic condi-
tions, as the kinds of approaches they felt
exemplified the palliative approach ideal. Al-
though the palliative approach to some extent
represented a new way of thinking about care,
it also felt familiar in that it reflected funda-
mental nursing values. As one explained, “It’s
an exciting time because there’s things shift-
ing. And it’s not like pushing a boulder, it’s
more like pushing a snowball.”

Despite the readiness and familiarity that
was apparent in the residential and home care
sectors, the informants confirmed that some
current policies and practice structures were
not well aligned with nursing care delivery for

a palliative approach. For example, within res-
idential care, the close monitoring of weight
and concern about weight loss seem at cross-
purposes with the understanding of an illness
trajectory, which inevitably involves decline.
Similarly, within community care, the crite-
rion for entry into a provincial palliative ben-
efits program (ie, “a life expectancy of up
to six months”)!342®D contributed to misun-
derstandings of the term “palliative” and lim-
ited recognition of the palliative needs of per-
sons who have life-limiting conditions other
than cancer. In the acute care setting, there
was an even stronger recognition that current
systems of care delivery remain incongruent
with, and therefore constrain, the integration
of a palliative approach. For example, the em-
phasis on addressing the primary reason for
admission and focusing on discharge planning
limits the opportunity to engage in proac-
tive care planning in a more holistic way. As
one key informant aptly expressed it: “The
approach is to address and [treat] the acute
condition, [rather than] all these underly-
ing issues—like dementia, heart failure, pneu-
monia, stroke...—And everything else is
secondary.”

Thus, interpreting the general knowledge
from the evidentiary literature in the context
of the experiential understandings derived
from practice builds a portrait of the com-
plexity associated with embedding the values
and tenets of a palliative approach into a nurs-
ing care delivery system. From both sources,
we can see that it must be taken up across
high functioning and communicative interdis-
ciplinary care teams and firmly established in
core values and care delivery systems to be
realized in a meaningful way.

Nursing role within a palliative
approach
General knowledge

In emphasizing the need for an interdisci-
plinary team to deliver a palliative approach,
our review of the literature revealed a rather
surprising gap with respect to the nature
of the nursing role. The available studies
have predominantly focused on the work of
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interdisciplinary health care teams, with rel-
atively limited explication of the roles of the
individual disciplines. Where individual disci-
plines are discussed, it is generally recognized
that nurses and other allied health care profes-
sionals such as spiritual care and social work
play a more dominant role than physicians
when the needs become primarily emotional,
social, and spiritual.’® Reports of established
initiatives such as the Comprehensive, Adapt-
able, Life-Affirming, Longitudinal (CALL) Pal-
liative Care Project illustrate this characteris-
tic sense of interchangeability and fluidity in
the roles of team members:

Interdisciplinary team members included the
champion and coordinator, physicians, nurses, so-
cial workers, chaplains, pharmacists, and others
who had contact with patients or families. The in-
terdisciplinary team met routinely to discuss the
patient and family needs and learn from each
other’s observations... Teams pragmatically as-
signed responsibility for the various interventions
based on licensure, availability, and relationship to
the patient and family. 3 ®121®

Our synthesis revealed several studies that
focused on advanced practice nursing roles
in the delivery of a palliative approach,?!44
with broad consideration of appropriate roles
for generalist and specialist nurses. For exam-
ple, in developing a framework for a model of
integrated malignant and nonmalignant pallia-
tive care for the western Scottish isles, Senior
and Hubbard*®> examined the region’s exist-
ing nursing roles for both generalist and spe-
cialist nurses and made recommendations to
enhance coordination of the care they deliv-
ered. Such studies illustrate the importance
of defining the responsibilities at the nursing
generalist and specialist level within each con-
text of care, as a palliative approach requires
both the capacity to integrate a palliative ap-
proach within generalist practice and also the
expertise and consultative support of special-
ist nurses. 74

Because the role of nurses within a pallia-
tive approach was not extensively described
in the empirical literature, we also reviewed
nonempirical literature to address this gap.
Such papers were typically written for a de-

fined nursing specialty audience, such as the
patient population contexts of gerontology,
nephrology, neurology, or heart failure, or
by setting, such as the community or nurs-
ing homes. These sources revealed a shared
understanding that the nursing role in a pal-
liative approach includes provision of pa-
tient education concerning their condition
and care choices, communication regarding
decision making such as advance care plan-
ning and goals of care, monitoring of the pa-
tient’s health status, management of symp-
toms, and provision of direct care for the
imminently dying patient.“>4” The nonem-
pirical literature also articulated various bar-
riers to nurses enacting these roles. Among
the barriers identified were communication
challenges for nurses, such as concern that
patients would be upset or that hope would
be removed by discussing topics such as ad-
vance care planning,*® and concern that the
authority of nurses to be involved in the deci-
sion making regarding end-of-life care might
be contested.*®47-4% As Cohen and Nirenberg
explained:

Another barrier preventing nurses from assisting
patients with ADs [advance directives] is the lack
of perceived authority that nurses have in deci-
sions about EOL [end-of-life] care for their pa-
tients. Traditionally, the physician has discussed
ADs with patients. Nurses view their role in de-
cisions regarding palliative care to be limited and
indirect. ¥6®54

Contextualized knowledge

Although the study participants fully under-
stood the value of an interdisciplinary team
to deliver a palliative approach, they empha-
sized the need for empowerment among the
nursing members of such teams as a high pri-
ority. In particular, they saw the role of the
registered nurse as integral to the implemen-
tation of a palliative approach by establish-
ing the plan of care and providing leadership
across the spectrum of nursing services. They
were particularly emphatic about the need
for empowered nursing engagement in an-
ticipatory care and advocating for informed
decision making. As one RN key informant
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explained it, nursing leadership in initiating
these conversations was essential to effecting
a palliative approach:

I think we have to start the conversation. I think
that’s where our accountability is. And not be afraid
to say, “You know what? People die. People die
when they’re in healthcare.” Our responsibility is
to make sure that we support people throughout
every step of their life from wherever their life
takes them.

Another aspect of the nursing role high-
lighted by the key informants was the capac-
ity to support all members of the nursing care
team to work at their full scope of practice.
They considered this a fundamental feature
of a palliative approach in practice and in sev-
eral instances provided examples of how this
was being enacted within the care process re-
design initiatives underway in their settings.
As one explained,

Some of the tools or things that we’re doing now
as part of the care delivery model redesign are ab-
solutely imperative to move this way in terms of
providing [a palliative approach]. The intent is to
get to a place where each healthcare professional
works to the maximum of their scope.

They felt that, for all members of the nurs-
ing spectrum to practice at full scope, an affir-
mation of the various nursing roles at the level
of leadership and other health team members
was essential:

So part of it is getting everybody to understand
each other’s role; part of it is getting everybody
to work to their optimum scope; part of it is
helping people to see the need to communicate
with each other and to look outside their depart-
mental box or their individual role and service
provision.

The informants further acknowledged that
a palliative approach necessitated shifts in the
roles of both the patient and the family:

If we’re shifting the scope and responsibilities of
care providers themselves, we have to shift the
scope and understanding of the patient and give
them some responsibility too . . . . Informed people
are more able to have care aligned with values and
beliefs, provide information, share decision, shared
a care plan—a “living care plan.”

This focus on empowerment extended be-
yond the various professional nursing role
categories and included the nonprofessional
health care workers who also play a key
role in nursing care, especially within home
and residential care contexts. Nurses viewed
themselves as having an important role to
play in recognizing, empowering, and facil-
itating the work of these nonprofessional
health care workers whose contributions to
patient care were viewed as centrally impor-
tant. Reflecting on the experience of imple-
menting a palliative approach in our home
health demonstration project, one nurse
explained:

I think we can come in and do our approach or set
up a wonderful care plan in my perspective, but
unless it’s carried through all the way down, it’s
not going to really make any difference to the client
and the family. And there’s a trust that’s important,
that needs to be there. And that building of trust
is usually on the confidence of the workers in the
situation to know what to do, to be supported and
to feel that they can handle it. So a lot of it has to
happen at a layer a lot lower than us just because
mainly we just do the planning, but they do the
implementation.

Thus, while the literature on nursing roles
focused primarily on advanced practice skill
sets and team role clarification, the contextual
knowledge emphasized the primary role of
nursing, and the requisite conditions for em-
powering and supporting the full spectrum of
nursing to enact a palliative approach at the
everyday point of care. Rather than consider-
ing nursing as but one small component of
a large multidisciplinary configuration of pro-
fessionals, they considered the culture of the
internal nursing work environment to be of
utmost importance. As one explained:

I don’t know that it’s so important how many RN,
how many LPNs, how many care aides you have.
It’s how cohesive is your team and if your team is
working well together, I think that’s what’s most
important.

The composition of nursing staffing and
skill mix must be such that it can support a
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person-centered and needs-based orientation
within the appropriate care context.

Practice support for a palliative
approach in nursing

General knowledge

For the purposes of our literature review,
the concept of practice support was broadly
defined and included coaching, mentorship,
education, guidelines and pathways for care,
and other clinical tools such as tools for pa-
tient identification, needs assessment, and de-
cision making related to goals of care. The
available evidence suggests that there is con-
siderable interest across the various care set-
tings in developing and implementing prac-
tice supports to facilitate the integration of a
palliative approach.

We found evidence of numerous edu-
cational initiatives focusing specifically on
nursing, or on interdisciplinary teams that
included nurses, in residential, acute, and
community care settings.’>> These educa-
tional initiatives were either broadly about
palliative care, for example, the End-of-Life
Nursing Education Consortium,® or else
focused on particular conditions or sectors of
care, such as dementia care®' or residential
care.®! Despite the frequency with which
such educational initiatives were advocated
in the literature, we found little agreement on
the essential content, learning outcomes, and
didactic methods of an effective education for
a palliative approach in nursing. In addition,
it was not always clear how educational
initiatives facilitating a palliative approach
were differentiated from education on spe-
cialist palliative care and end-of-life care. We
found little discussion in the literature as to
whether such educational initiatives should
be focused exclusively on nursing or on
interdisciplinary teams.

Beyond education, we found considerable
emphasis on the use of practice supports in
the implementation of a system change such
as the integration of a palliative approach.
This was particularly apparent in the wide va-

riety of tools developed to facilitate changes
in care processes. The scope of these tools is
articulated in Petrova et al’s discussion of the
implementation of the GSF in primary care:

Many facilitators worked on adapting and improv-
ing the paperwork and extending the range of
tools and resources available to support implemen-
tation of the framework. They developed, for in-
stance, out-of-hours handover forms, medication
charts with advice on prescribing, audit tools, IT
systems to support computer-based palliative care
registers, district nurse care plans, palliative care
pathways and bereavement leaflets 33®49

Pathways and guidelines for the care of
specific patient populations using a palliative
approach have been developed for use by
nurses and interdisciplinary teams.*%4 Exam-
ples include a neurological care pathway,®
a Supportive Care Pathway for use in acute
care,®* and guidelines for amyotrophic lateral
sclerosis.®® We also noted practice support
tools to guide interdisciplinary care for the
imminently dying patient intended to bring
“best practice in hospice care” to the acute
or nursing home settings, such as have been
studied in the United Kingdom, the United
States, Italy, and Australia.®”7® The most com-
monly referenced of these pathways is the
United Kingdom’s Liverpool Care Pathway
(LCP). The available body of research also de-
scribes the importance of education prior to
implementation of the pathway and the need
to adapt it to different care contexts’> or dif-
ferent illnesses, as is exemplified by the mod-
ification of the LCP for renal disease.”?7°

Despite the enthusiasm for pathways and
guidelines, the literature also confirms that
there are challenges associated with imple-
mentation. Allen et al demonstrated that the
Australian Government Department of Health
and Aging’s Guidelines for a Palliative Ap-
proach in Residential Aged Care”’ were nei-
ther known nor implemented within a par-
ticular care home and thus concluded “that
policy is rhetoric not reality in providing
a planned trajectory of care for residents
and their family members.””3®179 In addition
to the limited implementation of guidelines,
there is an emerging argument that they could
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potentially lead to unintended consequences.
For example, having conducted a systematic
review using Cochrane collaborative method-
ology on pathways to manage end-of-life care,
Chan and Webster concluded that although
they were often considered “gold standard,”
one could speculate possible adverse effects
such as “premature diagnosis of imminent
death” or “the care pathway masking the signs
in improvement in patients.”’?®» Thus Chan
advocated the need for well-designed con-
trolled studies to evaluate the use of such
pathways before concluding their utility as a
practice support.

Contextualized knowledge

From our focus groups and key informants,
we learned that integration of practice sup-
ports for a palliative approach requires an un-
derstanding among clinicians of the tenets of
a palliative approach and broad endorsement
of its inherent values and beliefs throughout
the health care system. Education, personal
support such as debriefing, and input from in-
terdisciplinary team members, including pal-
liative care consultation teams, were viewed
as important supports for their practice. Fur-
thermore, beyond simply imparting theoreti-
cal knowledge, they felt that education must
be integrated within a comprehensive knowl-
edge translation strategy. As one key infor-
mant explained:

We can’t leave nurses isolated in trying to do this
work, right? So they have to have people that they
can turn to that have the knowledge or are willing
to learn along with them and support them and
take that time. And that’s right at the front line,
to be ready with that patient, client, family, with
that physician, with all of those team pieces. It has
to be right down at that level and not too far out
theoretically.

They also pointed out that education needs
to include patients and families, and not just
health care professionals. A participant in our
demonstration project explained:

What education do we provide to our communi-
ties about chronic disease management and life-
limiting conditions [has to include] how to be
ready and prepared and how to work with the
health system around a life-limiting condition and

who you can have conversations with about your
end-of-life planning and how to take charge of your
end-of-ife.

Key informants and symposium partici-
pants stressed the importance of having lead-
ers capable of supporting the integration of
a palliative approach by offering opportuni-
ties for professional development, organiz-
ing and managing day-to-day operations, and
providing experience and mentorship. At the
practice level, they proposed that the shift
to a palliative approach could be promoted
through education and mentoring of inter-
professional teams who embrace a collabo-
rative, person-centered palliative approach.
They also believed that this shift would have
to be reflected in shared care planning. To fa-
cilitate a shared care plan, they recommended
the use of clinical tools and documents that
cross all sectors and can be embedded in
the daily workflow of the interprofessional
teams. “Like we have to work together as a
team. Whether you’re in acute care working
or you're residential, we have to be on the
same page for the goal of care of the patient.”
To assure care recipients that their goals of
care are being met, they claimed it was es-
sential to create a system that empowers di-
rect care nurses to know patients’ wishes and
goals of care:

The key about having a care plan and communica-
tion that travels across sectors with these chron-
ically ill people that may only be in hospital for
7 days, it’s more about them than the team around
them. [We need to] equip that team. They need
the information flow. And then that has to inform
the next team.

Findings from focus groups within each
demonstration project not only confirmed
the value of a palliative approach, but also
reinforced the need to contextualize the
language and strategies to each setting. Al-
though changes at the wider system level are
clearly needed, our demonstration projects
confirmed that practice change could be
made at the local level and illustrated the value
of practice support tools that were created by
and thus meaningful to the team within a par-
ticular setting. For example, the residential
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care setting project focused on the work
of the interdisciplinary team, using daily
“huddles” to identify resident and family
needs and concerns and engage in goals of
care conversations. The home health case
managers reflected on client and family needs
that were not well met by the current system,
and developed strategies to work collabora-
tively with home care nurses in planning care,
to “wrap the care around the person.”

Thus, although the general and contextual
knowledge sources confirm the importance
of practice supports, the evidentiary basis for
such supports is not yet well developed, and
it is unknown whether there may be limita-
tions or unintended consequences. As this
evidence evolves, clinicians engaged in im-
plementing practice supports for a palliative
approach in various care settings are recogniz-
ing the importance of understanding the com-
plex health care environments within which
practice supports are taken up or resisted.
While there is agreement that practice sup-
ports are essential, it is also apparent that they
are not in themselves sufficient to enact mean-
ingful change such as is required to embed
a palliative approach to the care of patients
with chronic conditions across settings.

DISCUSSION

The findings from our multifaceted study
demonstrate the relevance of an integrated ap-
proach to literature synthesis (general knowl-
edge) and concurrent analyses of contextual-
ized knowledge. Although the value of a pal-
liative approach is supported in the literature,
contextualized knowledge informs how gen-
eral knowledge about a palliative approach
can be integrated within different nursing
care settings and cultures. The findings reveal
the importance of embedding the values and
tenets of a palliative approach into diverse
contexts, the integral roles that nurses have
in working with an interdisciplinary team to
integrate a palliative approach in particular
practice settings, and the need for practice
supports to facilitate that embedding and inte-
gration. However, it is important to recognize

that the literature synthesis, albeit substantial
in scope, was of an interpretative nature and
constrained by the sources included in our
review. Similarly, contextualized knowledge
is limited to the provincial health care envi-
ronment in which the study took place. It is
likely that approaches to nursing care deliv-
ery and practice support tools will need to be
further contextualized in other countries and
health care systems. Clearly further research
in different health care sectors (including pri-
mary care) and systems is needed to enrich
understandings regarding the integration of a
palliative approach to best support the needs
of people who have chronic life-limiting con-
ditions and their families.

Findings from this study inform the ways
in which nursing can have a significant role
in enhancing care for this population through
a palliative approach. Based upon these find-
ings, a 3-faceted approach is necessary. First,
there needs to be a concerted focus on knowl-
edge translation regarding the fundamental
values and tenets that constitute a palliative
approach. A palliative approach is ultimately
a person-centered approach to care. There-
fore, knowledge translation efforts toward a
palliative approach will be fulfilling an impor-
tant mandate within health care internation-
ally. Second, there needs to be a focus on
empowering those in the care delivery team
whose contributions have been less visible. In
particular, the unregulated workforce are es-
sential partners in care delivery to this popu-
lation. These important partners must be part
of the integration of a team-based approach
and necessary practice supports. Third, the
scaffolding of practice supports is critical to
this envisioned shift. Nurses require supports
that facilitate high-quality care and communi-
cation such as education, clinical pathways,
assessment instruments, and documentation
mechanisms. However, these supports can be
implemented only in concert with fundamen-
tal values that are in keeping with a pallia-
tive approach. We need to be cautious about
the implementation of these supports without
due attention to shifts in philosophy and em-
powerment. Important lessons were learned
from the implementation of the LCP about the



Embedding a Palliative Approach in Nursing Care Delivery

importance of the underlying philosophy and

values.
Overall, given the results of our synthe-

80,81

sis of general and contextualized knowledge,
we are confident that the ideas embedded in
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dous promise for meaningful advances in
transforming nursing care delivery so that it
more fully meets the needs of the popula-
tion with chronic and potentially life-limiting
conditions, across settings and contexts of

a palliative approach to care hold tremen- care.
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