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A B S T R A C T

Objective: End-of-life communication has been largely recognized to promote quality end-of-life care in
nursing home (NHs) by increasing residents’ likelihood of receiving comfort-oriented care. This scoping
review summarizes what is known about the potential mechanisms by which end-of-life communication
may contribute to palliative-oriented care in NHs.
Methods: Using the framework proposed by Arksey and O’Malley and refined by the Joanna Briggs
Institute methodology, five literature databases were searched. We extracted 2159 articles, 11 of which
met the inclusion criteria: seven quantitative, three qualitative, and one mixed-methods study.
Results: Three mechanisms were identified: a) promotion of family carers’ understanding about their
family member’s health condition, prognosis, and treatments available; b) fostering of shared decision-
making between health care professionals (HCPs) and residents/family carers; and c) using and
improving knowledge about residents’ preferences.
Conclusion: Family carers’ understanding, shared decision-making, and knowledge of residents’
preferences contribute to palliative-oriented care in NHs.
Practice implications: Discussions about end-of-life should take place early in a resident’s disease
trajectory to allow time for family carers to understand the condition and participate in subsequent,
mindful, shared decision-making. HCPs should conduct systematic and thorough discussions about end-
of-life treatment options with all cognitively competent residents to promote informed advance
directives.

© 2019 Elsevier B.V. All rights reserved.
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1. Introduction

Communication with residents and their family carers is of
central importance to quality end-of-life (EOL) care in nursing
homes (NHs) [1], which are becoming the most common place of
death [2,3]. It is estimated that the number of deaths that occur in
NHs will increase by almost 110% by 2040 [2]. This has huge
implications for palliative-oriented care in older people, who
account for more than two out of three people referred to palliative
care services in high-income countries [3].

When asked about what constitutes quality EOL care, family
carers of deceased NH residents identified communication as an
essential component [4–6]. A recent meta-analysis found that EOL
communication between healthcare professionals (HCPs) and
family carers had a pivotal role in the promotion of palliative-
oriented care among NH residents. It reduced aggressive care at
EOL, with a two-fold increase in the likelihood of a decision to limit
or withdraw life-sustaining treatments [7]. Similarly, discussing
preferences for EOL care with older adults was associated with less
in-hospital death and an increased use of hospice [8].

HCPs are often conflicted about whether to place the ultimate
value on life or to maximize residents’ comfort in order to allow a
good quality of dying [9]. Therefore, it should not be taken for
granted that all NH residents at EOL receive palliative-oriented
care. Indeed, the literature documents poor EOL care in NHs, with
residents receiving burdensome treatments such as intravenous
therapy, tube feeding, emergency room visits, and many tran-
sitions from NHs to hospitals that are of limited clinical benefit
[10,11]. Burdensome interventions are even more frequent among
residents with dementia, due to their limited or absent decisional
capacity to express treatment preferences [12–14]. Moreover, NH
residents at EOL often suffer bothersome and distressing
symptoms (e.g., pain, breathlessness) [15] and are offered little
psychological support or spiritual care [16].

EOL communication, in addition to other factors such as
staffing, NH policy, and culture of care, influences the extent to
which a palliative-oriented approach is adopted [7]. Improving
EOL communication appears to be a promising way to improve
palliative-oriented care among older NH residents. The effective-
ness of EOL communication in promoting the adoption of a
palliative-oriented approach may depend on the timing and depth
of communication, with early, frequent, and structured conversa-
tions being associated with the highest improvement in resident-
and family carer-related care outcomes [17–19]. Therefore, we
conducted a scoping review of the literature to examine and
summarize what is known about the potential mechanisms by
which EOL communication may contribute to the promotion of
palliative-oriented care in NHs. This scoping review may help map
key concepts that underpin the research on EOL communication in
NHs and its conceptual boundaries [20].

2. Methods

2.1. Research design

A scoping review adopting the methodological framework
proposed by Arksey and O’Malley [20] and refined by the Joanna
Briggs Institute methodology [21] was performed. The following
steps were followed:

2.2. Identifying the research question

Our research question was: What is known from the existing
literature about the potential mechanisms by which EOL commu-
nication between HCPs and NH residents and/or HCPs and family
carers contributes to the promotion of palliative-oriented care in
NHs?

2.3. Identifying relevant articles

2.3.1. Search strategy
A three-step approach was adopted [21]: 1) An initial limited

search on Pubmed and EBSCO CINAHL was conducted between
April and May 2018, followed by an analysis of the articles’ title,
abstract, and index terms (communication, conversation, palliative
care, EOL care, patient comfort, and nursing homes). 2) Extensive
literature searches were conducted in June 2018 in five databases
(PubMed, EBSCO CINAHL, EBSCO PsycINFO, Joanna Briggs Institute,
and Scopus) using the identified index terms. Each database was
searched from its inception, employing both controlled vocabu-
laries (e.g., MeSH terms, CINAHL headings) and free terms, without
temporal or language limits. 3) Finally, the reference lists of
included articles were screened manually. The full search strategy
is provided in Appendix A.

2.3.2. Inclusion and exclusion criteria

2.3.2.1. Type of sources. Only original research articles published in
peer-reviewed journals that provided sufficient detail regarding
the methods and results were included. Gray literature, opinion
papers, letters, theses, dissertations, and abstracts in proceedings
were excluded.
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2.3.2.2. Types of participants. Articles were included if they
focused on NH residents at their EOL or on family carers of
residents who were at EOL or who had passed away, regardless
their underlying disease. All races, ethnicities, and cultural groups
were included. Articles merging different populations were
included only when the residents’ or their family carers’
perspective was clearly recognizable.

2.3.2.3. Concept. The phenomenon of interest was the association
of EOL communication between HCPs and NH residents and/or
family carers with transition towards palliative-oriented care.
Palliative-oriented care was defined as care aimed at improving the
quality of life among residents at EOL and their family carers by
means of early identification, assessment, and treatment of
physical, psychosocial, spiritual, and emotional problems [22].

2.3.2.4. Context. Only studies conducted in NHs were included.
Studies that merged different settings (i.e., home, public hospital,
hospice, private hospital, assisted living) were included only when
the results related to NHs were clearly distinguishable.

2.4. Screening and study selection

Two investigators (S.G. and I.B.) independently screened the
title and abstract of retrieved articles and reviewed the full texts. In
accordance with the standard approach to conducting scoping
reviews, a quality appraisal was not performed [20,23].

2.5. Charting the data

The research team developed a data charting form to collect the
following data: author(s), country of origin, year of publication,
Fig. 1. PRISMA flow-chart depicting the
study type (i.e., quantitative, qualitative, mixed-methods), study
aim(s), number of NHs involved and their size, study population
(i.e., NH residents, family carers, HCPs) and sample size, EOL
communication mechanism(s) investigated and data collecting
tools used, method(s) employed by the authors of the selected
studies to ascertain the EOL communication mechanism(s), and
main findings.

Two investigators (S.G. and I.B.) independently extracted data
from the selected articles using the predefined data charting form
[23]. Discrepancies and uncertainties were resolved by consensus
with a third researcher (S.C.).

2.6. Collating, summarizing, and reporting of results

The country of origin of the study was categorized as the
country in which the study was conducted. Thematic analysis [24]
was applied by two independent researchers (S.G. and I.B.) to
identify the EOL communication mechanism(s). Disagreements
were resolved by discussion with a third researcher (S.C.). The EOL
communication mechanism(s) became the primary unit of
analysis, and the present report was organized around the
mechanisms identified.

3. Results

3.1. Review process

A total of 2159 articles were identified. After removal of
duplicates and screening, 19 articles were included in the full-text
review, and 10 finally met our inclusion criteria. Following a
manual screening of the reference lists of these articles, one
additional article was included (Fig. 1).
 main stages of the review process.
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3.2. Characteristics of included studies

Six studies were conducted in the United States (323 family
carers in [13], 402 family carers in [25], 190 family carers in [26], 24
family carers in [27], 413 NH residents in [28], and 1812 NH
residents in [14]), three in Europe (161 family carers in [29], 18
family carers and 25 NH residents in [30], and 101 NH residents in
[31]), one in Canada [32] (12 family carers) and one in New Zealand
[33] (26 family carers). All but one study [28] were conducted after
2005 (Table 1). Studies involved a median of 20 NHs (range 1 [26]
to 69 [31]). Seven studies were quantitative [13,14,25,26,28,29,31],
three were qualitative [27,30,33] and one was a mixed-methods
study [32] (Table 1).

Most studies involved only family carers [13,25–27,29,32,33],
two studies included both NH residents and their family carers
[30,31], and two included only NH residents [14,28]. Five studies
focused on residents with dementia or their family carers
[13,14,25,27,29]. Some studies involved physicians [28,29], nurses
[31], or other HCPs [26,32]. Data were collected from NH residents’
medical chart (n = 4 [25,28,31,32]), interviews with family carers
(n = 4 [25,27,32,33]), focus groups with family carers (n = 2 [30,32
]), a family carers questionnaire (n = 2 [13,29]), interviews with NH
residents (n = 2 [28,30]), and health care databases (n = 2 [14,26]),
(Table 1).

3.3. EOL communication mechanisms

The thematic analysis identified three potential mechanisms by
which EOL communication contributed to the promotion of
palliative-oriented care in NHs: a) promotion of family carers’
understanding about their family member’s health condition,
prognosis, and treatments available; b) fostering of shared
decision-making between HCPs and residents/family carers; and
c) using and improving knowledge about residents’ preferences
regarding EOL care.

Four studies explored family carers’ understanding about their
family member’s health condition and prognosis [13,25,29,32];
four studies assessed to what extent family carers’ perceived
decision-making to be a shared process [25–27,33], and one study
assessed this same perception among NH residents [30]; four
studies described NH resident’s treatment preferences
[14,28,30,31]; and a further study reported NH residents’
treatment preferences as reported by family carers [30] (Table 1).
The three identified EOL communication mechanisms and their
relationships are graphically summarized in Fig. 2.

3.3.1. Methods to ascertain EOL communication mechanisms
The method employed to ascertain EOL communication

mechanisms differed across articles. Family carers’ understanding
of their family member’s health condition was investigated as
awareness of poor prognosis [25,32], awareness of clinical
complications and/or prognosis [13], or perception that their NH
resident family member was affected by a terminal disease [29].

Family carers’ perception of whether decision-making was a
shared process was explored as decisions made about care [27] and
any communication that led to the care provided [33]. Two studies
used a combined modality: shared decision-making required
“having the opportunity to share opinions about goals of care and/
or participation in treatment decisions for the resident” [25], or
“family attendance at the care plan meeting and/or documented
discussion with any HCPs about treatments or goals of care” [26].
NH residents’ involvement in decision-making was investigated as
their participation in planning for care in critical medical situations
or at EOL [30].

NH residents’ preferences were identified by written advance
directives [14,28,31], or residents were asked about their
preferences for EOL care [30]. One study asked family carers if
they knew which type of care or treatment their family member
would want to receive at EOL [30].

3.3.2. Family carers’ understanding
Family carers’ awareness that their family member was

approaching EOL was important to the promotion of palliative-
oriented care; however, family carers often had little cognizance
that residents were at this stage [32]. The adoption of a palliative-
oriented approach was therefore promoted by a two-stage, layered
awareness: 1) the acknowledgement that death was a reality of the
human condition, particularly for those who are aged and in
advanced ill health; and 2) the clinical awareness of impending
death, which was gained through discussions with HCPs [32].
However, the former was not enough to promote palliative-
oriented care; only the latter led to the modification of the care
plan [32].

Family carers’ understanding that dementia is “a disease one
can die from” predicted higher comfort among NH residents when
dying [29], whereas mere information on health problems and
how long the resident could live were unrelated to resident’s
comfort during the dying process [29] or family carers’ preference
for palliative-oriented care [25]. Similarly, when family carers
believed that their family member had a poor prognosis or
understood the clinical course of advanced dementia, NH residents
were less likely to undergo burdensome interventions during the
last 3 months of life [13]. Family carers understanding of poor
prognosis was associated with a greater family carer preference for
palliative-oriented care [25]. When HCPs took for granted family
carers’ awareness of changes in their family member’s conditions,
discussion around prognosis and the need for a shift in care goals
were neglected [33].

However, time was a critical element: some authors found no
relationship, or even a negative relationship, between EOL
communication and the quality of dying [31]. They attributed
this unexpected finding to EOL conversations that took place only
when residents were experiencing clinical complications.

3.3.3. NH residents’ and/or family carers’ perception of decision-
making as a shared process

The involvement of cognitively able residents in their own
advance care planning is an extremely useful, although not always
easy, way to promote palliative-orientedcare. Indeed, mostresidents
said they did not want “tobecomeavegetable” anddesired“asmooth
passage without pain and suffering” [30]. The qualitative studies in
this scoping review highlighted the fact that family carers wanted to
be involved in EOL decisions [27,33] but often felt ill-equipped for
their decision-making role. They did not know what was expected of
them and experienced a substantial burden [27]. Family carers
needed to be guided by HCPs in the decision-making process, and
they reported feeling abandoned when this guidance was lacking
[33]. Most of them wanted to be involved in decision-making with
HCPs and appreciated regular meetings [30].

Caron and colleagues identified different dimensions associated
with decision-making at EOL, including the quality of interaction
with HCPs, the nature and intensity of potential treatments, and
the quality of life of the resident, which was of central importance
to family carers [27]. They identified four phases of EOL decision-
making (i.e., transition, curative, uncertainty, and palliative)
according to the family carers’ perception of the quality of life
of the resident. When acceptable quality of life was present, family
carers usually supported curative treatments; when they acknowl-
edged that their family member’s condition had declined, a gradual
decrease in the intensity of treatments occurred, and the primary
goal of care was to control symptoms without unnecessarily
extending their family member’s suffering.



Table 1
Summary of the selected articles.

Author(s)
(country,
year)

Study type Study aim (s) Nursing
homes
(N) /
size

Study population
(N)

End-of-life communication
mechanism(s) investigated
(data collecting tool used)

Method(s) to ascertain end-of-life
communication mechanisms

Main findings

Cable-
Williams &
Wilson
(Canada,
2014) [32]

Mixed
methods

To explore awareness of
impending death for very old
persons in long-term
care facilities

3/172 to
256
beds

Family carers of
residents aged
>85 years (n = 12)
Any healthcare
professionals
(n = 29)

Family carers understanding of
the potential death of their
family member (interview,
focus group, resident’s chart)

Family carers were asked what made them
think that their family member would have
died

(i) A two-stage layered awareness of impending
death was identified: first generalized and then
clinical awareness.
(ii) Positive association between family carers
clinical awareness of impending death and
information gained through discussions with staff
members;
(iii) Care changed to palliative in nature when
clinical awareness of impeding death was
acknowledged.

Van der
Steen et al.
(The
Netherlands, 2013) [29]

Quantitative To assess if family carers
understanding of progressive
and terminal nature of
dementia predicts resident
comfort while dying

28/11 to
210
beds

Family carers of
dementia
residents
(n = 161)
Physicians
(n = 73)

Family carers understanding of
the nature of dementia
(questionnaire)

Family carers were asked if they perceived
dementia as a disease you can die from

(i) Family carers understanding of complications,
prognosis and having received information on
health problems or prognosis were unrelated to NH
resident’s quality of dying;
(ii) Family carers baseline understanding of
dementia as a disease you can die from after the
first meeting with the physician predicted better
NH resident’s quality of dying (adjusted coefficient=
-0.8, 95% CI -1.5 to -0.06).

Mitchell et al.
(USA,
2009) [13]

Quantitative To assess family carers’
understanding of their family
member’s prognosis and the
clinical
complications expected in
residents with advanced
dementia.

22/>60
beds

Family carers of
dementia
residents
(n = 323)

Family carers understanding of
clinical complications and
prognosis expected in
advanced dementia
(questionnaire)

Family carers were asked whether they
understood the clinical complications
expected
in advanced dementia and whether they
thought their family member had less than
6 months
to live

(i) Positive association between family carers
understanding of expected clinical complications
and poor prognosis and less likelihood for residents
to receive burdensome interventions in the last 3
months of life (aOR, 0.12, 95% CI 0.04 to 0.37);
(ii) Positive association between either believing
their family member had less than 6 months to live
or understanding expected clinical complications
and less likelihood for residents to receive
burdensome interventions in the last 3 months of
life (aOR 0.25, 95% CI 0.13 to 0.49).

Mitchell et al.
(USA,
2017) [25]

Quantitative To describe and identify factors
associated with level of care
preferences among family
carers of NH residents with
advanced dementia

62/NR Family carers of
dementia
patients (n = 402)

Family carers involvement in
shared decision-making
(interview, medical chart)
Family carers understanding of
their family member’s
prognosis (interview)

Family carers were asked if any health care
provider had asked their opinion regarding:
1. the goals of care since NH admission,
2. whether they had ever participated in
treatment decisions for their family
member,
and 3. whether they expected their family
member to die within 6 months.

(i) Positive association between family carers
preference for comfort-focused care and 1. family
carers perceiving their familymember had less than
6 months to live (aOR 12.25, 95% CI 4.04 to 37.08);
and 2. the family carers having been asked about
goals of care (aOR 1.71, 95% CI 1.07, 2.74);
(ii) No association between family carers preference
for comfort-focused care and 1. receiving
information about health problems in advanced
dementia; and 2. participation in prior treatment
decisions;
(iii) No association between family carers
preference for comfort-focused care and a
documented goals of care discussion in their family
member’s medical chart during the prior 3 months.

Frey et al.
(New
Zeland,
2017) [33]

Qualitative To explore bereaved family
carers perceptions of the
transition to care to incorporate
a palliative approach for their
family member

9/20 to
over 60
beds

Family carers
(n = 26)

Family carers involvement in
decision-making (interview)

Family carers were asked about the
communication with the staff leading to
their experience of the palliative care
provided.

(i) Family carers stated that staff took for granted
their awareness about the changes in their family
member’s condition, thus preventing discussions
about prognosis and the need for a shift in care
goals;
(ii) Not being kept up-to-date on their family
member’s declining health impacted the family
carers in several ways, including the hindrance of
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planning for a transition to a palliative approach,
the fostering of distrust and the experience of
anxiety and guilt concerning decisions;
(iii) Family carers looked for guidance to make
decisions and felt abandoned in the decision-
making process when guidance was not
forthcoming.

Reinhardt
et al. (USA,
2017) [26]

Quantitative To identify specific care
indicators that are significantly
associated with having Do Not
Orders in place

1/NR Family carers
(n = 190)
Physician, nurse,
social worker
(n = 296)

Family carers involvement in
decision-making (health care
databases)

Family carers attendance at a care plan
meeting and/or documented discussion
with any healthcare professionals about six
treatments (resuscitation, intubation,
hospitalization, feeding tube, hydration,
and antibiotics), or resident-centered goals

(i) Negative association between family carers
attendance at the care plan meeting and DNH order
(aOR 0.37, 95% CI 0.20 to 0.69);
(ii) No association between family carers
attendance at the care planmeeting and DNR order,
DNI order, no artificial hydration order, no feeding
tube order, no antibiotics order;
(iii) Positive association between discussion about
resident-centered goals for care with family carers
and DNH order (aOR 1.96, 95% CI 1.10 to 3.50);
(iv) No association between discussion about
resident-centered goals for care with family carers
and DNR order, DNI order, no artificial hydration
order, no feeding tube order, no antibiotics order;
(v) Positive association between discussion with
family carers and 4/6 orders (DNH, no artificial
hydration, no feeding tube, no antibiotics).

Caron et al.
(USA,
2005) [27]

Qualitative To describe family carers’ role
as decision makers and their
experience with regards to the
decision-making process at the
EOL of a family member with
dementia

NR/NR Family carers of
dementia
residents (n = 24)

Family carers perceived
involvement in decision-
making (interview)

Family carers were asked about the
decisions that they had to make about the
care of their family member and how these
decisions were made

(i) Resident’s quality of life as perceived by family
carers determined the treatment intensity family
carers considered justifiable;
(ii) Most family carers expressed the need to take
part in the decisions or at least understand the
treatments being proposed by the medical team;
(iii) Family carers did not know what was expected
of them and felt ill-equipped to make decisions
about the care of their family member.

Bollig et al.
(Norway,
2016) [30]

Qualitative To study the views of
cognitively able residents and
family carers on Advance Care
Planning, EOL care, and
decision-making in NH

9/NR Residents (n = 25)
Family carers
(n = 18)

Resident’s preferences
(interview)
Resident’s involvement in
decision-making (interview)
Resident’s preferences
according to family carers
perspective (focus group)

Residents were asked about their
preferences for EOL care and if they were
involved in planning for care in critical
medical situations or the EOL
Family carers were asked if they knew
which type of care or treatment their family
member would have wanted at EOL

(i) Many residents did not want life-prolonging
treatments but desired a natural death;
(ii) A few residents discussed their wishes for EOL
with their family carers or the staff;
(iii) Family carers were insecure about their family
member’s wishes; if they talked about their family
member’s preferences in advance the level of
certainty increased.

Levin et al.
(USA,
1999) [28]

Quantitative To explore the relationship
between discussions about life-
sustaining
care and the completion of
advance directives and/or
orders
to limit therapy in the NH

20/NR Residents
(n = 413)
Physicians
(n = NR)

Resident’s preferences
(interview, medical chart)

Presence or absence of advance directives
(i.e., Durable Powers of Attorney for Health
Care or Living Wills) in the medical record

(i) 29% of residents reported discussions about life-
sustaining treatments;
(ii) The likelihood of physician-resident
communication decreased with age (aOR 0.93 per
year, 95% CI 0.89 to 0.97) and increased with the
number of medical diagnosis (aOR 1.22 per
additional diagnosis, 95% CI, 10.5 to 1.42);
(iii) 32% of residents had an advance directive;
(iv) Positive association between advance directive
in medical chart and DNR order (aOR 5.22, 95% CI
2.59 to 10.5).

Nicholas
et al. (USA,
2014) [14]

Quantitative To investigate the interactions
of NH stays, dementia, and the
use of advance directives with
the cost and aggressiveness of
EOL care.

NR/NR Residents
(n = 1812 out of
which 68.4%
were cognitively
impaired)

Resident’s preferences (health
care databases)

Written advance directive in the form of a
living will that expressed a desire to limit
care in
certain situations

(i) Positive association between written advance
directive and lower rates of in-hospital death for
cognitively able residents and residents with severe
dementia;
(ii) No association between written advance
directive and the use of Intensive Care Unit or life-
sustaining treatments in the last 6 months of life
regardless the cognitive status.
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Any shared decision-making process needed to be sustained by
family carers’ understanding, which was achieved through in-
depth, resident-centered discussions about the goals of care [33].
When family carers were involved in discussions about the goals of
care, they were more likely to prefer palliative-oriented care for
their family member [25,26]. Simply being involved in decisions
did not automatically promote a transition towards palliative-
oriented care [26]. Family carers reported that they felt it was
essential they were updated about and involved in the decisions
regarding the care being provided to their family member. These
updates and the shared decision-making role helped reassure
family carers and promoted a gradual move towards a palliative-
oriented approach [27]. In contrast, a lack of updating hindered
family carers’ involvement in planning a transition to a palliative-
oriented approach, fostered distrust, and led family carers to
experience anxiety and guilt concerning decisions for their family
member’s EOL care that they had to take [33]. However, no
association or negative association was found between palliative-
oriented care and family carers’ attendance at care plan meetings
[26] or participation in prior treatment decisions [25], which were
indicators of shared decision-making. Only when family carers
were aware of their family member’s precarious conditions and
their progressive worsening quality of life did they gradually
perceive the need to move from curative-oriented to palliative-
oriented care [27]. This prompted a complex relationship between
EOL communication, family carers’ understanding, and shared
decision-making (Fig. 2). Shared decision-making between HCPs
and residents/family carers was strictly associated with the
knowledge of the resident’s preferences regarding EOL care, the
third identified mechanism by which EOL communication
contributed to the promotion of palliative-oriented care in NHs.

3.3.4. Knowledge of residents’ preferences regarding EOL care
The qualitative studies in this review showed that many

residents did not want life-prolonging treatments such as artificial
nutrition or hydration at EOL [30]. However, only a few cognitively
competent residents were involved in discussions about the
desired direction of EOL care [30], with the likelihood of such
discussion decreasing with age [28]. Moreover, other authors
found that the quality of dying only improved when there was a
clear formulation of the resident’s wishes in writing [31]. Verbal
communication about resident’s wishes, medical treatment at EOL,
or the desired direction of care was not associated with a better
quality of dying as judged by family carers [31]. Conversely, having
a written advance directive was associated with lower levels of
emotional distress when dying [31], an increase in Do-Not-
Resuscitate orders [28], and lower rates of in-hospital death [14]. A
written advance directive decreased residents’ chance of experienc-
ing fear in the last week of life compared with not having a written
advance directive [31]. Thus, advance directives might embody a
psychological process during which residents can feel involved in a
thorough communication about their preferred EOL care, and going
through that process may result in dying with a better emotional
status. Indeed, the effectiveness of advanced directives is dependent
on EOL communication that improves the knowledge and imple-
mentation of residents’ preferences, but these directives may not
always be the result of EOL communication.

Although many residents had concrete wishes for their EOL,
they had not shared them with anyone, neither their family carers
nor HCPs [30]. Thus, family cares’ opinions of their family
member’s preferences were mainly based on assumptions. Several
family carers were unsure about their family member’s wishes;
thus they experienced decision-making as a burden and hampered
the transition towards palliative-oriented care [30]. Speaking
about EOL preferences in advance gave family carers certainty
about their family member’s wishes [30].



Fig. 2. A first framework attempting to describe the mechanisms by which end-of-life communication contributes to palliative-oriented care in nursing home with available
knowledge.
Note. End-of-life communication contributes to palliative-oriented care acting through three mechanisms, including a) promotion of family understanding about their family
member’s health condition, prognosis and treatments available; b) fostering of shared decision making between HCPs and resident/family careres; and c) using and improving
knowledge about resident’s preferences for end-of-life care.
HCP, health care professional.
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4. Discussion and conclusion

4.1. Discussion

This scoping review suggests three potential mechanisms by
which EOL communication may contribute to the promotion of
palliative-oriented care among NH residents at EOL. EOL commu-
nication seems to a) promote family cares’ understanding about
their family member’s health condition, prognosis, and treatments
available, b) foster shared decision-making, and c) use and improve
knowledge about resident’s preferences regarding EOL care.

4.1.1. Family carers’ understanding
Our findings suggest that informing family carers about disease

trajectory and the understanding that a family member was
coming to the end of his/her lifespan in advanced old age was not
automatically associated with a better quality of dying [29,31] nor
with family carers’ preference for palliative-oriented care [25].
Such information needs to be interiorized, and it only results in
changes in care once family carers understand the progressive and
terminal nature of the disease [29,32]. Our results support the
need to start EOL conversations very early in a NH resident’s
disease trajectory, because family carers need time to understand
and accept EOL, after which a palliative oriented-approach can be
adopted based on a shared decision-making process.

Clear information and communication between HCPs and
family carers promotes family carers’ understanding, which is an
essential requirement for aware, informed, and emotionally-
prepared shared decision-making [34]. A thorough and in-depth
understanding is achieved only when family carers are regularly
updated about the general health conditions of their family
member, the treatments available, the progression of disease, and
the care provided, and when family carers can express their fears
and doubts and receive emotional support [35].

4.1.2. Shared decision-making between HCPs and NH residents/family
carers

Although shared decision-making is the preferred model of
communication when optimal treatment is uncertain (as in
chronically ill NH residents) to ensure that treatments are
consistent with the resident’s and family carers’ values [36], we
found only five studies [25–27,30,33] that identified shared
decision-making as a key component in orienting the type of
care. This limited application of shared decision-making to daily
practice may be due to HCPs’ perception of shared decision-making
as a lengthy [37] or emotionally challenging process [38].
Few residents are mentally competent enough to be involved in
the planning of their EOL care [30]. When cognitive decline occurs
and residents are no longer able to communicate their preferences
about EOL treatments [39,40], family carers become their
substitute decision-makers [41] and face the decision of whether
to provide aggressive treatments [42]. Although family carers
usually want to be involved in EOL decisions [1,27], for the most
part they are informed only after medical decisions have already
been implemented [39,40]. Only 38% of family carers of persons
with advanced dementia recalled being involved in EOL decisions
[43], and about 90% of the decisions concerning the treatment of
pneumonia in advanced dementia residents were communicated
to family carers after the fact, but only half were discussed before
they were implemented [39]. Similarly, a previous study on critical
decisions for NH residents with severe cognitive impairments
found that only half of decisions were discussed with family carers
before being implemented [40]. These findings suggest the
tendency of HCPs to adopt communication with the intent only
to inform, rather than to promote true shared decision-making.

4.1.3. Knowledge of resident’s preferences
The literature has shown a relatively low prevalence of advance

directives among NH residents (range 0–32%) [7], suggesting the
tendency to delay communication about EOL care options. This
hesitancy means that residents are not involved in choosing their
EOL treatments. Improving the knowledge regarding a resident’s
values and EOL care preferences facilitates his/her involvement in
the decision-making process and in advance care planning [44],
during which anticipatory decisions are derived through open
discussions between HCPs, residents, and/or family carers [45].

Communication helps HCPs align medical decisions with
residents’ values: when the resident is unable to express him/
herself, as frequently happens in cases of cognitive impairment,
family carers should be included in discussions to identify the
resident’spreferences.Residentsusually desiredtodieasnaturallyas
possible; theystated that life-sustaining treatments were in contrast
to that wish and that HCPs should not prolong a life without meaning
[30]. However, a recent observational multicenter study aimed at
assessing treatment decisions and discomfort in residents with
advanced dementia and pneumonia found that final decisions were
never guided by residents’ wishes, and that their family carers were
generally informed of care decisions post-facto [39].

4.1.4. Strengths and limitations
This study provides a conceptual model of how EOL communi-

cation in NHs may contribute to palliative-oriented care by
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synthetizing the relevant quantitative and qualitative literature on
the topic. A Systematic Literature Review method could have
revealed further studies; however, the scoping review method
provides a comprehensive identification of relevant studies and
allowed us to incorporate a wide range of study designs to clarify
complex concepts such as the one under study. Secondly, we did
not assess the NH environment, including staffing levels, staff
training and knowledge, institutional policies and beliefs, or
religious attitudes that may influence the adoption of a palliative-
oriented approach. We could not identify NH environments that
may facilitate (e.g., adequate staffing, culture of care that sustains
the presence of written procedures to manage pain and promotes
palliative-oriented care services and advance care planning) or
hinder (e.g., staff shortages, deficits in knowledge) the shift
towards a palliative-oriented approach, and our findings should be
interpreted in the light of this fact. However, although the NH
environment may affect the timing and frequency of communica-
tion, it’s unlikely to impact the three EOL communication
mechanisms we identified.

5. Conclusion

This review points to the complex and dynamic interactions
among the EOL communication mechanisms that potentially
contribute to the promotion of palliative-oriented care in NH.
Family carers’ understanding is pivotal to promote the transition
from curative-oriented care to palliative-oriented care. Family
carers’ awareness of their family members’ health conditions and
the treatments available, in addition to knowing what to expect in
the coming months, encourage family carers to avoid burdensome
interventions and pursue care that is aimed at controlling their
family member’s symptoms. Family carers who are aware of their
family member’s condition are more likely to actively participate in
shared decision-making on behalf of their incapacitated family
member, and this involvement increases the likelihood that
residents’ preferences about EOL care will be respected. Involving
cognitively competent residents in their care plan is also likely to
further align medical decisions with a palliative-oriented approach
rather than a curative one. Knowledge of resident’s preferences
obtained through open discussions between HCPs, residents, and/
or family carers facilitates the arrangement of a care plan that is
consistent with the resident’s wishes for EOL care, with most
residents desiring to die as naturally as possible and not to receive
meaningless, life-prolonging treatments.

6. Practice implications

EOL discussions should take place early in the disease
trajectory, while residents’ health conditions are stable. These
discussions should guide residents and their family carers in
reflecting about EOL care options [46]. Postponing these con-
versations until times of crisis impacts residents’ ability to express
their preferences and leaves no time for family carers to process
information, achieve true understanding, and become an active
decision-making partner.

Although it may be challenging, HCPs should promote family
carers’ understanding about what to expect in the months before
death by arranging structured conversations around a predefined
set of topics, such as resident’s health condition, clinical course and
prognosis of the resident’s disease, and family carers’ goals of care
for the resident [18]. Family carers can only advocate for a sensitive
transition towards a palliative-oriented approach when they are
aware of their family member’s progressive decline and are
emotionally prepared [41]. When family carers realize that their
family member’s health conditions are not going to improve, they
accept the stance of “dying allowed” care, which is aimed at
comfort and symptom relief. Indeed, when death is expected,
family carers want to avoid burdensome care, and comfort
becomes of primary relevance [47]. Therefore, investments in
the training of HCPs and interpersonal communication interven-
tions aimed at developing communication skills to share
prognostic information are needed.

Residents, or at least their family carers, should be involved
early in the adjustment of care plans through a shared decision-
making process. Establishing a partnership with family carers and
recognizing them as advocates of their family member’s wishes are
pivotal to ensure shared decision-making and the adoption of
palliative-oriented care [48]. Residents and family carers may
refuse decision-making authority, thus handing over the final
decision to HCPs [1]. However, if the shared decision-making steps
have taken place (i.e., information that a decision needs to be
made, explanation of the care options and their pros and cons, and
discussion of the resident’s preferences [37]), HCPs will know what
the resident’s wishes are, and the care approach will be proposed
accordingly.

Knowledge of resident’s wishes for EOL care may play an
essential role in guaranteeing that EOL decisions are consistent
with the resident’s preferences and relieve the decision-making
burden experienced by family carers [30]. Systematic and
thorough discussions about EOL treatment options should be
offered to all cognitively competent NH residents to promote
informed advance directives. Care consistency with documented
preferences is indeed one of the top-ranked quality indicators for
hospice and palliative-oriented care identified by the Measuring
What Matter project [49].

Future research should explore new strategies, such as decision
aids, to ameliorate the quality of EOL communication and
palliative-oriented care. A recent randomized controlled trial
demonstrated the effectiveness of a goal of care video decision aid
in improving the quality of EOL communication as perceived by
family carers, the concordance between family carers and HCPs
with regard to the primary goal of care, and the palliative care
content in the treatment plans, while reducing hospital transfers
by half [50]. Finally, residents’ participation in EOL discussions is
still extremely limited, and strategies to improve their participa-
tion need to be further investigated.
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