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Abstract

A palliative approach to care aims to meet the needs of patients and caregivers throughout a
chronic disease trajectory and can be delivered by non-palliative specialists. There is an
important gap in understanding the perspectives and experiences of primary care providers
on an integrated palliative approach in dementia care and the impact of existing programs and
models to this end. To address these, we undertook a scoping review. We searched five
databases; and used descriptive numerical summary and narrative synthesizing approaches
for data analysis. We found that: (1) difficulty with prognostication and a lack of interdisci-
plinary and intersectoral collaboration are obstacles to using a palliative approach in primary
care; and (2) a palliative approach results in statistically and clinically significant impacts on
community-dwelling individuals, specifically those with later stages of dementia. There is a need
for high-quality research studies examining the integrated palliative approach models and
initiation of these models sooner in the care trajectory for persons living with mild and moderate
stages of dementia in the community.

Background
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A “palliative approach” has been suggested as a way to concep-
tualize care for people with non-cancer chronic illnesses - such as
dementia - who may not require the formal palliative care services
(Kristjanson, Toye, & Dawson, 2003) that are usually delivered by
palliative specialists. A palliative approach utilizes the principles of
palliative care, which involve the physical, social, emotional, and
spiritual aspects of holistic care (Gamondi, Larkin, & Payne, 2013),
to meet the needs of the person and their caregivers at all stages of
chronic diseases, not just at the end of life (Canadian Hospice
Palliative Care Association, 2013a, 2015), and which can be delivered
by health care practitioners regardless of their training, role, and
work setting (Touzel & Shadd, 2018). In this scoping review, the
conceptualization of a palliative approach in the care of older adults
with dementia was drawn from the work by Maciver and Ross
(2018), the Canadian Hospice Palliative Care Association (2013b),
Touzel and Shadd (2018), and van der Steen et al. (2014). The four
consistent components within each of the above works include
(1) advance care planning (ACP), (2) pain and symptom manage-
ment, (3) psychosocial and spiritual support, and (4) the process of
shared decision making. Advance care planning is defined as “a
process that supports adults at any age or stage of health in under-
standing and sharing their values, life goals, and preferences regard-
ing future medical care” (Sudore et al., 2017). Pain and symptom
management are interventions instituted to maximize comfort to
optimize the quality of life (Canadian Hospice Palliative Care Asso-
ciation, 2015), whereas psychosocial and spiritual care provide emo-
tional support, boost hope, address stress, and increase the quality of
life of patients and caregivers coping with chronic medical condi-
tions (Canadian Hospice Palliative Care Association, 2015; Reyes-
Ortiz, 2015). The process of shared decision making is proactive and
iterative (Maciver & Ross, 2018) and involves evidence-informed
decision making among practitioners, patients and care partners
(Elwyn et al., 2010; van der Steen et al., 2014).

The majority of people with dementia live in the community
(Alzheimer’s Association, 2018; Dudgeon, 2010; Wertman, Brod-
sky, King, Bentur, & Chekhmir, 2007), and these numbers are
projected to increase exponentially (Dudgeon, 2010). The supply
of geriatric practitioners is insufficient to meet the demands of the
rising number of older adults (Canadian Nurses Association, 2016;
Warshaw & Bragg, 2014). Furthermore, only about 15 per cent of
persons with dementia receive any specialist palliative care services
in the community in the last year of their life, and less than 1.9 per
cent of these receive physician home visits (Seow, O’Leary, Perez, &
Tanuseputro, 2018). As such, most people with dementia, includ-
ing those approaching the end of life, are cared for by primary care
providers in community settings (Shadd et al., 2013). Hence,
primary care providers, both nurse practitioners (NP) and physi-
cians, should be well situated to integrate a palliative approach
when caring for older adults with dementia in their practice.

Authors in previous studies have examined how a palliative care
approach was perceived and operationalized by nurses and physi-
cians working in primary care settings, who cared for patients with
life-limiting chronic illnesses (Reimer-Kirkham, Sawatzky, Rob-
erts, Cochrane, & Stajduhar, 2016; Rewegan et al.,, 2019). The
authors found that in caring for these patients, these clinicians
were employing strategies that are aligned with the principles of
palliative care, yet, clinicians tended to meld a palliative approach
with specialist palliative services that are mostly limited to the end-
of-life period as opposed to having an upstream focus. There
remains an important gap in understanding the perspectives and
experiences of primary care providers (nurses and physicians) on
an integrated palliative approach in dementia care, as well as the
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impact of existing programs and models of care in primary care
using an integrated palliative approach in dementia.

Past reviews have specifically examined outcomes of a integrated
palliative approach in caring for individuals with dementia with
most studies involving institutional care settings (Hines et al,
2011; Sampson, Ritchie, Lai, Raven, & Blanchard, 2005). No review,
to our knowledge, has specifically focused on health care providers
(nurses and physicians) in primary care/community settings and the
integration of a palliative approach throughout the dementia trajec-
tory. To address this gap, we aim to examine the literature guided by
the following questions:

1. What are the nurses’ and physicians’ perspectives and expe-
riences regarding the integration of a palliative approach in the care
of older adults with dementia in primary care settings?

2. What are the impacts of the integration of a palliative approach
in the care of older adults with dementia in primary care settings on
patients, caregivers, and health care utilization outcomes?

A scoping review was selected because it aligned with the goal of
exploring the topic’s breadth and depth in the available literature
(Colquhoun etal., 2014). Furthermore, it allowed us to examine the
broad scope of different community-based programs aimed at
integrating a palliative approach into the care of older adults with
dementia. It also explores a wide variety of perspectives and expe-
riences of practitioners in primary care settings, including nurses
and physicians, pertaining to an integrated palliative approach.
This examination of empirical literature has important implica-
tions for enhancing the practice of primary care practitioners in the
delivery of quality dementia care in primary care settings. This
review also highlights gaps in current knowledge and the need for
more research in this area.

Methods

We developed the review protocol according to the framework out-
lined by Arksey and O’Malley (2005), and advanced by Levac,
Colquhoun, and O’Brien (2010), and followed the Preferred Report-
ing Items for Systematic reviews and Meta-Analyses extension for
Scoping Reviews (PRISMA-ScR) statement (Tricco et al., 2018)
(Supplement A). MEDLINE,, Cumulative Index to Nursing and
Allied Health Literature (CINAHL), PsycInfo, Embase, and Ageline
databases were searched for studies between 1990 and February
2018, as significant seminal work was done in the early 1990s on
palliative care (Mohanti, 2011). The search strategy was updated in
October 2019. Based on the descriptive aims of the review, three key
concepts made up the search strategy, "older adults", "dementia”, and
"palliative approach”, which was developed in consultation with an
information specialist at the University of Toronto libraries. The
search strategy was translated according to each database platform’s
command language, controlled vocabulary, and appropriate search
fields. For example, the search terms for the broad concept of
palliative approach included palliative care, palliat*.tw,kf., palliat*
adj3 (care or approach or utiliz* or method*)).tw,kf. Supplement B
presents an example of the MEDLINE search strategy.

Criteria
The inclusion criteria were

« Original research studies using quantitative, qualitative, and
mixed-methods research designs

o Studies published in English and addressing the integration of
palliative care principles and practices (Sawatzky et al., 2016) for
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people with dementia in primary care settings even though the
term “palliative approach” may not have been explicitly used
Studies in which the mean age of the study population was
> 65 years

Studies that addressed the perspectives and experiences of nurses
and physicians working in primary care settings on the integra-
tion of a palliative approach for older adults with dementia in
their care; and/or that reported on the impact of an integrated
palliative approach on older adults, caregivers, and/or health care
utilization outcomes.

The exclusion criteria were

« Editorials, reviews, expert opinions, and materials that did not
include original data

« Publications about medical assistance in dying (MAID), with-
drawal of care, euthanasia, and assisted suicide

« Studies involving settings other than primary care; for example,
acute care and/or long-term care

« Studies with the exclusive focus on end-of-life care

Data Analysis

We used the EndNote reference manager to collate 2,945 retrieved
records. After systematic de-duplication, a final unique set of 2,153
records were imported into Covidence. This Web-based software
program streamlines the screening, study selection, and data
extraction for the literature reviews (www.covidence.org). Article
screening, selection, data extraction, and quality assessment were
completed independently by two reviewers (S.V. and C.D.) for each
of the included studies, and consensus was reached through dis-
cussion. Cases of disagreement between reviewers were resolved by
a third reviewer (K.M.). In the first stage of study selection, titles
and abstracts of each article were screened, whereas in the second
stage, full-text screening was completed for 70 articles that were
deemed relevant. We also screened the reference lists of all the
included studies. Where results of a study were reported in more
than one publication, they were grouped.

The data were extracted by two authors (S.V. and C.D.) for
each of the included studies and then compared and amalgam-
ated, using a pre-piloted form on the details of the study type
(quantitative, qualitative, report); physicians’ and nurses’ char-
acteristics (specialty type, years of experience, additional educa-
tional preparation); patient and/or caregiver characteristics (age,
gender, ethnicity, number of chronic conditions, dementia
stage); features of a palliative approach; impact of integration
of a palliative approach in dementia care; and categories/themes
- if used; as well as nurses’ and physicians’ perspectives and
experiences in integrating a palliative approach in the care of
older adults with dementia in primary care settings, referring
back to the research questions as a guide (Levac et al., 2010)
(sample data abstraction form available from the corresponding
author upon request). We used the Mixed Methods Appraisal
Tool (MMAT) to critically appraise diverse designs in this
review, with quality criteria specific to each design (Hong et al.,
2018). It allowed us to summarize the quality of the evidence, as
well as to guide the design of high-quality studies in future.
However, no study was excluded based on the MMAT scores,
to be consistent with the goals of the scoping reviews (Joanna
Briggs Institute, 2015).

We followed Arksey and Malley’s as well as Levac et al.’s sug-
gestion to analyze the extracted data in the context of each objective
using a descriptive numerical summary to describe the
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characteristics of the study, participants, and interventions
(Colquhoun et al., 2014; Daudt, van Mossel, & Scott, 2013; Levac
et al.,, 2010). We used a narrative synthesizing approach guided by
the definition of a palliative approach in the care of older adults
with dementia operationalized for this review (Popay et al., 2006).
This served as a common analytical framework for organizing and
synthesizing standard information from each study to support
mapping the data. As a result, it not only helped frame a nebulous
concept that was useful in organizing the data synthesis but stands a
higher likelihood of being useful in clinical practice.

Results
Characteristics of the Included Studies

Figure 1 describes our PRISMA flow diagram and the study selec-
tion process. Of 2,153 studies, 17 (21 articles) met inclusion criteria.
Of the 17 studies, 8 addressed the perspectives of physicians and/or
nurses, whereas, 9 studies reported on the impact of a palliative
approach in the care of older adults with dementia in primary care
settings (Carduff et al., 2016; Clevenger, Cellar, Kovaleva, Medders,
& Hepburn, 2018; Daaleman et al., 2019; Holley, Gorawara-Bhat,
Dale, Hemmerich, & Cox-Hayley, 2009; Hum et al., 2018; London,
McSkimming, Drew, Quinn, & Carney, 2005; Nakanishi, Hirooka,
Morimoto, & Nishida, 2017; Sternberg et al., 2019; Treloar, Crugel,
& Adamis, 2009). Eight of nine studies involved persons with late
stage of dementia, whereas one study did not report the dementia
stage (Daaleman et al., 2019). No study addressed both the research
questions. Supplement C describes the summary of the included
studies. The selected articles included 7 (41%) qualitative, 8 (47%)
quantitative, and 2 (11.7%) mixed-method studies. No randomized
control trial was identified. Ten studies were conducted in Europe,
four in the United States, and three in Asia (Singapore, Israel, and
Japan).

The sample size in eight studies (Beernaert et al., 2014; Brazil,
Carter, Galway, Watson, & van der Steen, 2015; Carduff et al., 2016;
Davies et al., 2014; De Witt Jansen et al., 2017; Evans et al., 2014;
Ryan, Gardiner, Bellamy, Gott, & Ingleton, 2012; Vleminck et al.,
2014) involving physicians and nurses, varied from 1 (Carduff
et al, 2016) to 188 (Brazil et al., 2015) with a total sample size of
459 primary care physicians and 195 nurses. Of six studies in which
response rate was applicable (Brazil et al., 2015; Evans et al., 2014;
Holley et al., 2009; London et al., 2005; Nakanishi et al., 2017;
Treloar et al., 2009), five reported it. It ranged from 25.6 per cent
(Nakanishi etal., 2017) to 100 per cent (Treloar et al., 2009). Details
on the characteristics of the health care practitioners are provided
in Supplement D.

Table 1 summarizes the features of a palliative approach
addressed in the included studies based on our operationalized
definition. Ten of the 17 studies highlighted all four features; that is,
ACP, pain and symptom management, psychosocial and spiritual
support, and shared decision making (Brazil et al., 2015; Clevenger
et al., 2018; Daaleman et al., 2019; Davies et al., 2014; Evans et al.,
2014; Holley et al., 2009; Hum et al., 2018; London et al., 2005; Ryan
et al., 2012; Treloar et al., 2009), whereas the remaining studies,
except one (Carduff et al., 2016), addressed at least two. No study
reported a feature that is not captured in our definition.

Quality Assessment

The quality assessment result is presented in Supplement E based
on the MMAT. The authors of MMAT discourage calculating the
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Figure 1: PRISMA flow diagram

overall score of the included studies (Hong et al., 2018), however,
the majority (n = 8) of the studies only met 40 per cent of the quality
criteria. Quality assessment using MMAT enabled us to provide a
comprehensive overview of the methodological quality of the avail-
able evidence (Pluye, 2014). Studies measuring the impact of a
palliative approach had small sample sizes and sources of bias,
leading to questions about the generalizability of the results. None-
theless, it is crucial to conduct further research with rigorous
methods to accumulate findings related to the effectiveness of this
approach in dementia care.

Among the quantitative studies, in which response rates were
indicated, only one was below 30 per cent (Nakanishi et al., 2017).
The primary author of this study clarified that the low response rate
of 25.6 per cent is comparable to other surveys in Japan. For most of
the qualitative studies, issues concerning reflexivity and position-
ality were not discussed; hence, they may influence the interpreta-
tion of data. The qualitative studies were mainly descriptive
without theoretical or paradigmatic foundations.
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Question 1: Perspectives and Experiences
of Nurses and Physicians

Table 2 presents a summary of nurses’ and physicians’ perspectives
on integration of a palliative approach in the care of older adults
with dementia in community settings. The next section presents
the details on each of the four components of the definition of a
palliative approach as operationalized for this review.

ACP

Six of the eight studies highlighted ACP as part of a palliative
approach (Beernaert et al., 2014; Brazil et al,, 2015; Davies et al,,
2014; Evans et al,, 2014; Ryan et al., 2012; Vleminck et al., 2014). The
findings were mixed regarding the appropriate timing of conducting
ACP discussions. Many physicians agreed that early discussions
promote the person’s role in the decision-making process and
provide the opportunity to express their wishes while they can
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Table 1. Features of a palliative approach in dementia care addressed in the studies

First Author Publication Year Shared Decision Making

Advance Care Planning

Psychosocial and
Spiritual Support

Pain and Symptom
Management

Studies Addressing Perspectives and Experiences of Nurses and Physicians

?Brazil et al., 2017

Brazil et al., 2015

Carter et al., 2017

van der Steen et al., 2016

v

“Beernaert et al., 2014, 2015

Davies et al., 2014

De Witt Jansen et al., 2017

Evans et al., 2014

Ryan et al., 2012 (UK)

Toivonen et al., 2017

SNISNISISIN S

Vleminck et al., 2014 v

v

Studies Addressing Impact of a Palliative Approach in Dementia Care

Carduff et al., 2016

Clevenger et al., 2018

Daaleman et al., 2019

Holley et al., 2009

Hum et al., 2018

SNISISNSN S

London et al., 2005

AN N NEA

Nakanishi et al., 2017

<

Sternberg et al., 2019

Treloar et al., 2009 v

STSISNIS(SISSN (NS
SIS NSNS S(N S

Note. *Denotes study presented in more than one article.

communicate them (Beernaert et al., 2014; Davies et al., 2014; Ryan
et al,, 2012; Vleminck et al,, 2014). Conversely, some physicians had
reservations about early ACP discussions, believing that the care-
givers need to experience the decline in the advanced stages to help
with treatment decisions (Brazil et al., 2015; Vleminck et al., 2014).
Many participants raised the concern that ACP discussions may
cause anxiety among patients and caregivers and take away hope
(Beernaert et al.,, 2014; Brazil et al,, 2015; Vleminck et al., 2014).
Furthermore, physicians underlined that their lack of training leads
to challenges with diagnosing a person in the early stages and
projecting its trajectory, serving as a barrier to ACP discussions
(Beernaert et al., 2014; Brazil et al., 2015; Vleminck et al., 2014).

Pain and symptom management

This was highlighted in all studies except one (Vleminck et al,,
2014). Concerning challenges in managing pain and other symp-
toms, physicians expressed difficulty in identifying and assessing
distressing symptoms in persons with advanced dementia (Davies
et al, 2014; De Witt Jansen et al., 2017; Ryan et al,, 2012). These
challenges result from a person’s lack of communication abilities to
describe troubling symptoms, which sometimes result in respon-
sive behaviours. Physicians expressed difficulty identifying the
etiology of behavioural symptoms and concern that they do not
want to medicate patients for the wrong reasons (Davies et al., 2014;
De Witt Jansen et al., 2017; Ryan et al., 2012; Toivonen et al., 2017).
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Practitioners, therefore, emphasized the role of caregivers for the
assessment of distressing symptoms as well as response to treat-
ments (De Witt Jansen et al., 2017; Ryan et al., 2012).

Participants indicated a lack of resources and personnel to
optimize symptom management in the community (Brazil et al.,
2015). They highlighted that caring for persons with dementia
requires collaboration and open channels of communication
among various specialists including palliative, psychogeriatric,
and hospice care, as well as sectors for consultation and seamless
care transitions (Beernaert et al., 2014; Davies et al., 2014; De Witt
Jansen et al., 2017; Ryan et al., 2012).

Psychosocial and spiritual care

Seven of the eight studies related to practitioners’ perspectives
identified psychosocial support as an essential feature of a palliative
approach in dementia care, whereas only two studies explicitly
mentioned the importance of spiritual care (Brazil et al., 2015;
Toivonen et al., 2017).

Participants in one study reported that persons with dementia
should be treated with basic nursing skills that include psychosocial
and emotional support (Ryan et al., 2012). Whereas participants in
several other studies indicated that it is the role of the physicians to
address the needs requiring psychosocial support (Beernaert et al.,
2014; Brazil et al., 2015; Ryan et al., 2012). Physicians also pointed
to alack of funding for interdisciplinary teams to complement their
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Table 2. Perspectives and experiences of nurses and physicians regarding integration of palliative approach

First Author,
Publication Year

(Country) HCP Key Findings

“Brazil et al., 2015 The Netherlands « Alarge number of GPs agreed that early discussion about dementia trajectory will facilitate decision

Brazil et al., 2017 Elder-care physicians provided making in the later stages of dementia by family members. Most agreed that these discussions can cause

Carter et al., 2017 primary care for patients anxiety for patients and family

van der Steen et al., with dementia for years « Some respondents agreed that early discussion with patients and families is not needed, as family will
2016 including at the EOL witness decline and this will sufficiently aid in decision making

(Europe- UK/NI: « Physicians from both countries attested that it is the role of physicians to initiate the ACP conversation

Netherlands & GPs with responsibility for Awide variability was seen between the physicians from two countries about the initiation of ACP on EOL
Northern Ireland, patients with dementia care at diagnosis. In the UK almost as many physicians agreed (39.8%) as disagreed (45.9%), whereas a
UK) majority of Dutch physicians (60.8%) agreed to it; however, a substantial minority (25.3%) disagreed to it
90.2% GPs felt that there is a need for an accepted format for ACP

Patients are inappropriately sent to hospital via ambulance, where they receive aggressive interventions
which are inappropriate. The also identified that physicians send patients to hospital even in cases in
which there is ACP in place, which is usually the result of family members’ changing their mind
Physicians are reluctant to de-prescribe unnecessary medications

79.7% of GPs felt that they need improved knowledge to involve family members in caregiving at the EOL
Lack of knowledge and understanding about dementia among HCPs, family, and the public are barriers
to providing PC to patients with dementia

Difficulty in prognosticating dementia and identifying when PC should take over also serve as barriers in
the provision of PC

There is a lack of resources in terms of time and staff to provide care to these patients and available
services

There is a lack of interdisciplinary approach in the provision of PC in dementia, and specialist support
such as for PC and psychogeriatrics is sporadic and there is a long waitlist

One of the reasons for a lack of access to the PC team is that their care is mostly focused on patients with
cancer

GPs also pointed out that they do not have a consistent support from family members and fellow IP team
members such as SWs to complement their care

96.3% of GPs agreed that shared decision making involving patients and their family members as
partners should be a goal of clinical practice

Lack of support for family members such as for respite, results in transferring patients to the hospital

.

.

.

.

.

“Beernaert et al., Community nurses, FPs FPs should have sufficient time to contact and communicate with patients when providing PC

2014, 2015 Collaboration and open channels of communication among various providers/caregivers about medical
(Europe) and non-medical matters is very valuable
FPs should assess the capacity of family members to provide care to their loved ones
Symptoms as well as adverse effects of treatment management is a task of FPs; FPs should be available
to manage emergencies and acute changes in condition, including home visits, urgent treatment, and
assistance with decision making around treatment options including transfer to ED
FPs have the role of providing psychological support as patients are stressed as a result of multifactorial
causes
FPs should discuss future care including treatments options, place of care, and help with EOL decision
making
Psychosocial and existential care in the terminal phase is the role of other professionals
FPs should be able to initiate appropriate referrals and do not need to take care of every issue personally
Patients with cancer would benefit from specialist PC, however those with dementia do not require it
FPs identified that discussing imminent death with patients and families is a difficult task to perform;
however, they should not ignore this discussion
FPs should keep up with the latest development in caring for patients with life-limiting illnesses and PC
Some FPs feel incompetent in providing PC as it is not a part of their basic medical training, and those
who do provide PC are doing so based on their level of comfort

.

.

.

.

.
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JUBWIBSSIJISIA NP BUUBIPDUDD dNASY DT / Buiby UO JDUINOS UDIPOUDD)


https://doi.org/10.1017/S0714980821000349

ssaud Aisianun abpliquied Aq auluo paysiiand 6v£0001280861 L£0S/£10L°0L/B10"10p//:sdny

Table 2. Continued

First Author,
Publication Year
(Country)

HCP

Key Findings

Davies et al., 2014
(Europe)

Nurse, n=11/77; physician,n =
23; researcher, n = 10;
management/policy
professional, n =28; SW,n=
2; psychologist, n = 2;
volunteer n =1

Itisimportant to discuss disease trajectory, especially with relatives and caregivers, and that dementia is
the disease that their loved one will die of

The concept of PC is applicable to all kinds of conditions and not only to cancer patients

There was an expressed need to get clarity on different definitions, such as PC, supportive care, or EOL
care

PC is usually understood by people as care provided to cancer patients, which leads to misunder-
standings when discussed in the context of dementia, as dementia is not considered life-limiting and
hence pain management is suboptimal

Lack of funding affects the development of outpatient PC

De Witt Jansen et al.,
2017

(Europe- Northern
Ireland)

Physicians

Collaboration among providers in primary, secondary, and tertiary care settings in terms of consultation
and exchange of expertise, was appreciated

Because of the lack of overt physical symptoms and loss of communication ability, pain assessment is
difficult at the EOL

Some participants mentioned looking for non-verbal and behavioural symptoms for the presence of
pain, and also expressed apprehension that behavioural symptoms could be suggestive of another
etiology such as fear and anxiety

Participants identified that “neuropsychiatric symptoms” can hamper the ability to accurately assess
pain and that they may unnecessarily treat for pain

Many physicians follow the “start low and go slow” principle and trial the mildest form of analgesia to see
the response and also referred to the WHO ladder for pain management

GPs felt validated seeking consultation from specialists in areas such as PC, hospice, and psychogeriatric
services for guidance on pain management

GPs felt that families played an important role in providing collateral information and identifying if the
treatments were working, including identification of side effects

Evans et al., 2014
(Europe-
Netherlands)

GPs

GPs were more frequently aware of EOL care wishes including wishes regarding place of death and proxy
decision makers mostly for their cancer patients and those with organ failure than those with dementia
More cancer patients receive PC from a GP (75%) than do old age/dementia patients (64%) and organ
failure patients (38%)

Prevalence of EOL topic discussion by GPs with patients was higher in oncology patients and lowest in
followed by old age/dementia patients

GPs’ odds of discussing PC options, EOL, and ACP with old age/dementia patients was much lower than
the odds of discussion these with organ failure and cancer patients, after controlling for differences in
patients’ characteristics

Ryan et al., 2012
(Europe-UK)

Consultant: 4

Junior physician, 9

GP,6

Practice nurse, 4

CNS, 11

Other nurses, 19

Allied health professional, 5

GPs informed that specialist PC is generally offered to oncology patients and they are unsure of the
criteria for PC referral in patients with dementia

Patients with dementia should be treated with basic nursing skills, including emotional support and care
provision with dignity. However, dementia patients do not need specialist PC, particularly around pain
management, as they may not have the same symptoms as cancer patients

Patients with dementia do need hospice/palliative care; however, they do not get PC services and mostly
get transferred to geriatric units as opposed to hospice

The participants agreed on engaging in ACP and PC early on in the disease process proactively and
respecting patients’ role in the decision-making process

Participants pointed to the UK Mental Capacity Act, that since enacted, has “made people think” and
engage patients with dementia in the decision-making process

Participants felt that their skills and competencies were insufficient around assessment and manage-
ment of challenging behaviours, as well as pain assessment when patients are unable to provide
subjective data in the late stages

Some GPs expressed that dementia is not identified as a terminal disease like COPD, cancer, and HF
Some physicians expressed that dementia is the result of old age and that people get confused when old

(Continued)
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Table 2. Continued

First Author,
Publication Year
(Country) HCP

Key Findings

Palliative team staff in the community expressed concerns about having stretched in terms of resources
to deliver PC services to cancer patients, the fact that it is difficult to extend it to patients with other
diagnoses such as dementia, and that persons with dementia can have EOL in a nursing home, whereas
oncology patients do not have this option

Caring for persons with dementia in the late stages requires collaborating with various specialists

Toivonen et al., 2017 9 RNs
(Europe- Southern 8 assistant nurses
Finland)

Addressing the spiritual needs of the patients is a part of basic nursing care and follows a person-centred
framework

Spiritual needs may be addressed by giving comfort and hope and being present, and addressing them
promotes a sense of value

Patients may express their spiritual needs through request for praying for/with them and/or reading
scriptures for them. However, patients who may not be able to express spiritual needs, may present with
responsive behaviours; e.g., restlessness

Vleminck et al., 2014 GPs
(Europe-Belgium)

GPs had a general opinion that ACP discussions were important in their practice, yet many were not
familiar with the term ACP

No GP had a formal ACP process in place, and they said that it usually happens informally and at times in
an indirect way

Physicians with more experience in PC and those with previous positive outcomes in response to ACP
conversations were more willing to initiate these discussions.

GPs with more experience in EOL care identified that having this conversation earlier in the disease
process is important to identify future care wishes when they can communicate with the patient

Lack of time served as a barrier in initiating ACP discussions in the GPs’ practice

Physicians alluded to having no “key moments” to initiate ACP in patients with dementia as they could
with cancer patients e.g., at the time of cancer diagnosis or when a patient became unresponsive to
treatment

Some GPs had less familiarity with identifying the terminal phases of dementia and HF than they had
with the terminal phases of cancer

Some GPs were not clear about the terminal nature of dementia; hence, ACP conversation did not ensue
Conversation about ACP can lead to “anxiety and depression”, as patients are not usually aware of their
diagnosis and related prognosis; and telling them about them losing their mental capacity in coming
years is a “taboo”

With dementia, there was apprehension related to patients’ capacity in making these decisions and
concerns about potential medical lawsuits

Note. *Denotes study presented in more than one article.

ACP = advance care planning; CNS = clinical nurse specialist; COPD = chronic obstructive pulmonary disease; ED = emergency department; EOL = end of life; FP = family physician; GP = general practitioner; HCP = health care practitioner; HF = heart

failure; NI = Northern Ireland; PC = palliative care; PCP = primary care provider; WHO = World Health Organization; IP = interprofessional; SW = social worker.
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Table 3. Studies addressing the impact of palliative approach in dementia care

Shirin Vellani et al.

Patient Characteristics

% of Dementia
Participants Stage when
First Author, Year Average with PA Features %
(Country) Age Dementia Implemented of PA Female Impact of Palliative Approach
Carduffetal.,, 2016 X 40 Terminal « PSS X Impact on healthcare utilization
(UK) + PSM . X
Impact on Patient-related outcomes
o« X
Impact on CG-related outcomes using Carer Support Needs
Assessment Tool (CSNAT) and interview
« ldentification of carers who needed support; their number
was small
« Problematic to identify carer because of associated
paperwork
Clevenger et al., 78.6 100 Mean MOCA « SDM 63.3 Impact on healthcare utilization
2018 (North score:12.6 « ACP « Ambulatory-sensitive hospital admissions declined from
America- « PSS 6.7% to 0.8%
Atlanta, USA) « PSM « Less-fragmented continuity of care, better management of
BPSD, and tailored optimized medication management
« Increased connection to adult day programs (21%), home
care services (35%), and assisted living homes (19%)
Impact on patient-related outcomes
« No deceased patient (n = 4) experienced burdensome
transitions in the last 3 days of life, only 1 hospitalization in
the last 90 days of life
« Optimal management of chronic conditions including
hypertension, depression, and diabetes
« Non-significant but improved neuropsychiatric symptoms
(p = 0.07).
« 38.1% of patients and CGs identified advanced directive, a
medical power of attorney, or a living will
Impact on CG-related outcomes
« 28.1% of CGs participated in psychoeducational or support
group
« Although statically non-significant, authors speculate
promising reduction in CG stress (p = 0.69) and improve-
ment in competence (p = 0.18) as a result of better man-
agement of BPSD at home by the team
Daaleman et al., 70.3 32 X « SDM 56 Impact on healthcare utilization
2019 (North « ACP o 43% reduction in hospitalization and 25% reduction in ED
America-USA) « PSS visits
« PSM « Increased referral (25% participants) to hospice care ser-
vices
« Increased number of referrals for personal care services
(53%)
« 81% of participants received home health referrals
« Receipt of durable medical equipment (15% participants)
Impact on patient-related outcomes
« Participants reported a high-quality care experience
measured by items from the HCSM-CM13
« Very high quality of communication except for subjects
related to prognosis and spiritual care needs
Impact on CG-related outcomes
e X
Holley et al., 2009 85 64 X, however, « SDM 86 Impact on health care utilization
(North America- had limited « ACP « >2/3 patients died at home or inpatient hospice setting
Chicago, USA) life « PSS « None of the patients with primary dementia died at a LTC
expectancy  « PSM « Smooth transition to the next level of care; e.g., home to

hospice

Impact on patient-related outcomes

« Decreased suffering because of pain and symptom man-
agement at home

« Decreased anxiety associated with visiting outpatient
clinics

« Increased feeling of comfort by staying home

Impact on CG-related outcomes

« Relief and reassurance for CGs and patients because of 24-
h access to a practitioner trained in geriatrics, palliative
care, and EOL
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First Author, Year
(Country)

Patient Characteristics

% of Dementia
Participants Stage when
Average with PA
Age Dementia Implemented

Features
of PA

%
Female

Impact of Palliative Approach

« 13/14 CGs were satisfied with the place of death being
home, only 1 person was not satisfied with the location of
death.

« 100% CGs expressed satisfaction with PATCH practitioners

Hum et al., 2018
(Asia-
Singapore)

X 100 Late stage,
FAST 7

« SDM
« ACP
« PSS
« PSM

Evaluation of patient outcomes, health care utilization and
cost effectiveness will be presented in future articles.
However, the following outcomes were assessed:

« PAINAD; NPI-Q; MNA; QUALID; CAD-EOLD; ZBI

« Preliminary review reveals: decreased rate of hospitaliza-
tion because of symptom management at home 24/7

« Direct admission to hospital without waits in ED

« Direct transition to hospice from home if necessary

London et al., 2005
(North America-
USA)

74 22 Late stage,
FAST 6-7

« SDM
« ACP
« PSS
« PSM

Impact on health care utilization

« 0f92 people who died during the CALL project; 38% died at
home, 35% in hospital, and 27% in LTC

« Decreased utilization of inpatient hospitalization to 29%
and critical care to 7%

« Increased utilization of hospice

Impact on patient-related outcomes using Modified City of

Hope Patient Questionnaire

Patients found symptoms less problematic at the time of

the last questionnaire in 6 out of 8 areas: sleep changes,

dry mouth, change in food tastes, drooling, or appetite

changes, intestinal problems of constipation or diarrhea,

shortness of breath or difficulty breathing, aches or pain,

and current pain (p < 0.05 for each). There were no sta-

tistically significant changes in fatigue or nausea

Impact on Caregiver related outcomes: Modified City of Hope

Caregiver Outcomes

e X

Sternberg et al.,
2019 (Asia-
Israel)

83.5 100 Late stage,
FAST 7

« SDM
« PSS
« PSM

70

Impact on health care utilization

« 4 patients died during the program: 3 at home and 1 in

hospital.

Two patients left the program because of aggressive

treatment request by the family. 1 later died in hospital

and 1 was admitted to a nursing home

At the culmination of the 6-month pilot project, 13 of 20

participants moved back to usual home care services

11% of physician’s and nurses’ home visits and 28% of their

telephone consultation with family were outside of the

regular working hours to address urgent, emergent issues.

On average, 33 hospitalizations were averted, including: 11

cases of aspiration pneumonia, 6 of urinary tract infection,

and 6 of cellulitis in 15/20 participants

Preliminary cost analysis revealed the program to be cost

neutral

Impact on patient-related outcomes

Significant improvement in symptoms such as pain, skin

issues, and agitation, from an average pre-program score

of 33.8, to 38.3 at the end (p < 0.001)

Family reported decreased suffering because of symptom

management at home

On average 2.1 (SD 1.4) medications/person were de-pre-

scribed

Impact on CG-related outcomes

« Significant improvement in family’s satisfaction with care
from an average score of 27.5 to 35.3 (p < 0.001)

« Decrease in CG burden from 12.1 to 1.4 (p < 0.001)

« Family described team’s high level of professionalism and
around the clock access to be very valuable and stated
that it gave them a “sense of support” as well as increased
their knowledge of the dementia trajectory

« Involvement of social worker and spiritual care provider
positively impacted their well-being and reduced care-
giving burden
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Table 3. Continued

Shirin Vellani et al.

Patient Characteristics

% of

Participants
First Author, Year Average with
(Country) Age Dementia

Dementia
Stage when
PA
Implemented

Features

of PA

%
Female

Impact of Palliative Approach

Treloar et al., 2009  80.64 100
(Europe-UK)

Late stage,
FAST 6

« SDM
« ACP
« PSS
« PSM

57

Impact on health care utilization

Care at home cost £0 to approximately £650/week,

whereas in a nursing care facility it would cost approxi-

mately £700/week

Total spending on care provision by health social services

on these 14 patients was £337,670 whereas the cost of care

at a nursing care facility for them would have been >

£1,034,600, leading to a saving of approximately £696,930

6/14 died in hospital, where they stayed for a short period,

most likely because service was not accessible after hours

Impact on patient-related outcomes

Comfortably stayed at home, as hospital beds not con-

sidered comfortable by participants

Comfort feeding as opposed to enteral feeding offered

with flavorsome and nutritious food choices

Smart medication; i.e., ones with low volume options used

for antipsychotics, opiates, and antibiotics

Impact on CG-related outcomes

« Quality time with loved ones at home

« Daytime access to the professional expertise of psychia-
trist, district nurses, and a social worker was considered
“indispensable” for symptom management including
behaviours

.

.

Nakanishi et al., 85 100
2017 (Japan,
Asia)

Advanced
stage

« PSS
« PSM

75.4

Impact on patient-related outcomes

Patients-QLDJ: Rated by formal CGs, 24 items categorized
into three dimensions: interaction with surroundings, self-
expression, and exhibition of minimum negative
behaviour

Patients’ quality of life (measured as interaction with
surroundings, self-expression, and exhibition of minimum
negative behaviour in patients with dementia) was
observed to be significantly higher when professional CGs
exhibited greater knowledge/positive attitudes regarding
palliative care for dementia, relative to that observed
when CGs exhibited less knowledge or negative attitudes
Total scores observed for “interaction with surroundings”
significantly higher when professional CGs held positive
attitudes regarding palliative care (coefficient 5.18 95% Cl
2.96-7.41) than when CGs held negative views (coefficient
3.10 95% Cl 1.18-5.01)

Scores for “exhibition of minimum negative behaviour”
were significantly higher when professional CGs possessed
greater knowledge regarding palliative care for dementia
(coefficient 2.45 95% Cl 0.58-4.32), relative to those
observed when CGs possessed less knowledge

Scores for “self-expression” were significantly higher when
professional CGs possessed greater knowledge (coeffi-
cient 2.92 95% Cl 0.97-4.87) and held positive attitudes
(coefficient 4.26 95% Cl 2.15-6.37), relative to those
observed when CGs possessed less knowledge and held
negative attitudes

Physical restraint use: Restraint use was not associated
with knowledge and attitudes regarding palliative care for
advanced dementia. Higher use of restraints seen in
patients with more severe ADL impairment (odds ratio 2.98
95% Cl 2.37-3.74)

Antipsychotic use: Not associated with knowledge and
attitudes regarding palliative care in advanced dementia

.

Note. v/ = Yes; X = not mentioned/reported

ACP = advance care planning; ADL = activities of daily living; BPSD = Behavioral and Psychological Symptoms of Dementia; CAD-EOLD = Comfort Assessment in Dying With Dementia; CALL
Project = Comprehensive, Adaptable, Life- Affirming, Longitudinal (CALL) palliative care project; CG = caregiver; Cl = confidence interval; ED = emergency department; EOL: end of life; FAST =
Functional Assessment Staging; HCSMCM13: Home Care Satisfaction Measure-Care Management Service; LTC = long-term care; MNA: Mini Nutritional Assessment; MOCA = Montreal Cognitive
Assessment; NPI-Q: Neuropsychiatric Inventory Questionnaire, severity domain; caregiver distress domain; PAINAD: Pain Assessment in Advanced Dementia; PATCH = Palliative Access Through
Care at Home; PSM = pain and symptom management; PSS = psychosocial and spiritual support; QLDJ = Japanese QOL instrument for older adults experiencing dementia; QUALID = Quality of

Life in Late-Stage Dementia; SDM = Shared Decision Making; ZBI = Zarit Burden Interview to assess impact of caregiving.
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care in supporting persons with dementia and caregivers at home
(Brazil et al., 2015; Davies et al., 2014; Ryan et al., 2012). Physicians
expressed frustration about the difficulty of acquiring community
support for informal caregivers such as respite care to relieve their
stress, resulting in unnecessary hospital transfers (Brazil et al.,
2015; Cardulff et al,, 2016). One study also highlighted the need
for the integration of health and social care services for the optimal
delivery of a palliative approach (Davies et al., 2014).

The process of shared decision making

The shared decision-making process was highlighted in six of eight
studies addressing the perspectives and experiences of physicians
and nurses (Brazil et al., 2015; Davies et al., 2014; De Witt Jansen
etal,,2017; Evansetal., 2014; Ryan etal., 2012; Vlemincketal., 2014).
Participants recognized that shared decision making involving
patients and their caregivers as partners should be a goal of clinical
practice (Brazil et al., 2015; Ryan et al.,, 2012). They perceived that
persons with dementia should be engaged in the conversation about
their future care because of the impending loss of decisional capacity,
hence acknowledging the patients’ role in decision making (Brazil
etal, 2015; Ryan et al., 2012; Vleminck et al., 2014). Shared decision
making also involved engaging caregivers in the late stages for the
purpose of identifying treatment options according to the best
interests of the person living with dementia (Davies et al., 2014;
De Witt Jansen et al., 2017; Evans et al., 2014; Ryan et al., 2012).

Question 2: Impact of a Palliative Approach in Dementia Care

Of the 17 studies, 9 reported on the impact of a palliative approach
in the care of older adults with dementia in primary care settings
and examined a variety of interventions and outcome measures
(Carduff et al., 2016; Clevenger et al., 2018; Daaleman et al., 2019;
Holley et al., 2009; Hum et al., 2018; London et al., 2005; Nakanishi
etal., 2017; Sternberg et al., 2019; Treloar et al., 2009) (See Table 3.
for details on these outcomes). Eight of nine studies involved
patients in the advanced stage of the disease, whereas one did not
report the dementia stage (Daaleman et al., 2019). The outcomes
describing the impact of a palliative approach were focused on the
impacts on patient-related outcomes, most of which were reported
by caregivers and/or assessed by health care practitioners, as
described in the following paragraphs (Clevenger et al., 2018;
Holley et al., 2009; London et al.,, 2005; Nakanishi et al., 2017;
Sternberg et al., 2019; Treloar et al., 2009); caregiver-related out-
comes (Carduff et al., 2016; Clevenger et al., 2018; Holley et al.,
2009; Sternberg et al., 2019; Treloar et al., 2009); and health care
utilization (Clevenger et al., 2018; Daaleman et al., 2019; Holley
et al., 2009; Hum et al,, 2018; London et al., 2005; Sternberg et al.,
2019; Treloar et al., 2009). Table 3 presents significant findings
from the studies related to the impact of this approach.

Impact of a palliative approach on patient-related outcomes

Several researchers focused on patient-related outcomes such as a
decrease in suffering, increased ability to stay home (Clevenger
etal,, 2018; Holley et al., 2009; Hum et al., 2018; London et al., 2005;
Treloar et al,, 2009), and improvement in the quality of life (Hum
et al,, 2018; Nakanishi et al., 2017). Overall, investigators reported
that optimization of pain and symptom management including the
use of oral feeding as opposed to enteral nutrition (Treloar et al.,
2009) at home in the advanced stages led to a reduction in overall
suffering (Clevenger et al., 2018; Holley et al., 2009; London et al.,
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2005; Sternberg et al., 2019; Treloar et al., 2009). Only one study
reported on medication de-prescribing (Sternberg et al., 2019).

Clevenger et al. (2018) examined the Integrated Memory Care
Clinic (IMCC) led by advanced practice nurses that delivered
interdisciplinary comprehensive primary and behavioural care
management around the clock at home. The program led to the
identification and management of chronic diseases, identification
of advanced directives (38%), and non-significant improvement in
neuropsychiatric symptoms severity (p = 0.07) as well as caregiver
distress (p = 0.69) related to behavioural symptoms. Sternberg and
colleagues examined a home hospice program offered to older
adults with advanced dementia, which also included after-hour
service (Sternberg et al, 2019). The program led to statistically
significant improvement in participants’ symptom management
scores (p < 0.001) at the end of the program when compared with
the baseline scores; also, the program led to an average medication
de-prescribing of 2.1 (standard deviation [SD] 1.4) unnecessary
medications per person.

One study used a patient self-reported tool called the Mod-
ified City of Hope questionnaire to assess the improvement in
physical symptoms (p < 0.05) over time with interventions
provided through a palliative care program at home (London
et al., 2005). Participants included patients in the advanced
stages of various diseases, including dementia. However, authors
do not provide details on how data were acquired from these
individuals, given that loss of communication abilities is inevi-
table in advanced dementia (Fazel, Hope, & Jacoby, 2000).
Hence, there is a concern related to the threat to internal validity
in terms of how the patients completed the questionnaire, and it
is challenging to contextualize the findings. In their qualitative
analysis, Holley et al. found that a decrease in suffering and an
increase in comfort resulted from the optimal management of
issues at home, such as sleep problems, dry mouth, constipation
or diarrhea, breathing concerns, and pains, as well as decrease in
psychological and physical distress associated with attending
outpatient clinic appointments, because care was provided at
home (Holley et al., 2009). Nakanishi and colleagues measured
quality of life as an interaction with surroundings, self-expres-
sion, and exhibition of minimum negative behaviour in patients
with dementia (Nakanishi et al., 2017). The participants were
professional caregivers to community-dwelling older adults with
advanced dementia; for example, nurses and nursing assistants,
who completed these measures. Researchers found that patients’
quality of life was significantly higher (p < 0.05) when profes-
sional caregivers exhibited greater knowledge of dementia or
possessed positive attitudes regarding palliative care in demen-
tia. Conversely, the investigators also found that the use of
physical restraints was higher in patients with severe impairment
in the activities of daily living regardless of the professional
caregivers’ knowledge and attitudes regarding palliative care
for advanced dementia (Odds ratio 2.98 95% confidence interval
[CI] 2.37-3.74).

Impact of a palliative approach on caregiver outcomes

Five studies reported on caregiver outcomes (Carduff et al,, 2016;
Clevenger et al., 2018; Holley et al., 2009; Sternberg et al., 2019; Treloar
et al,, 2009). Main outcomes measured included: identification of
carers needing support (n = 1), caregivers’ participation in psychoe-
ducation (n = 1), caregiver stress (n = 2), caregiver competence (n =
1), caregivers’ satisfaction with care at home (n = 3), and quality time
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spent at home (n = 1). The investigators in one United Kingdom-
based study developed a model to identify, assess, and support carers
in primary care practice (Carduff et al., 2016). They found that carers
valued the connection with their primary care practice. However,
because of time-consuming paperwork to acquire support, only 36 per
cent of the eligible carers participated in this program, whereas
Clevenger and colleagues (2018) provided caregivers opportunities
to engage in psychoeducation and support groups, where 38.1 per cent
of caregivers participated. Although statistically non-significant, there
was a reduction in caregiver stress (p = 0.69) and an improvement in
caregiver competence (p = 0.18) in managing responsive behaviours
in consultation with the IMCC team (Clevenger et al., 2018).

Caregivers reported a sense of relief and support because of the
24-hour access to practitioners with training in geriatrics, palliative
care, and end-of-life care for symptom management (Holley et al.,
2009; Sternberg et al., 2019), and also reported an increase in their
knowledge of the dementia trajectory (Sternberg et al., 2019). In
another study, caregivers found that access to professionals, includ-
ing a social worker and spiritual care provider, had a positive
impact on their well-being and lessened their caregiving burden
(Sternberg et al., 2019; Treloar et al., 2009).

Impact of a palliative approach on health care utilization

Seven studies reported an impact on health care utilization, where
specific outcomes included: death at home versus in hospital
and/or long-term care homes (Holley et al., 2009; London et al.,
2005; Sternberg et al., 2019; Treloar et al., 2009), decrease in
emergency department visits and hospitalization (Clevenger
et al,, 2018; Daaleman et al., 2019; London et al., 2005; Sternberg
et al., 2019), reduction in health care costs (Treloar et al., 2009),
smooth care transitions including to hospice (Clevenger et al.,
2018; Daaleman et al, 2019; Holley et al., 2009; Hum et al.,
2018), and care coordination for the receipt of appropriate services
such as day programs (Clevenger et al., 2018).

Two studies reported that the majority of patients died at home as
a result of optimal symptom management (Clevenger et al., 2018;
Holley et al., 2009; Treloar et al., 2009). Two studies reported on the
cost of the program; one reported considerable savings when the cost
of care was compared between home and a nursing care facility for
the 14 participants in the program (Treloar et al., 2009), whereas one
reported that preliminary cost analysis revealed the program to be
cost neutral (Sternberg et al., 2019). Authors reported a decrease in
hospitalization rate and improved care transitions because of opti-
mal symptoms management at home (Hum et al., 2018; London
et al,, 2005; Sternberg et al., 2019) including after hours (Hum et al.,
2018; Sternberg et al., 2019). For example, in one study, the rate of
hospitalization decreased to 29 per cent, and critical care admission
decreased to 7 per cent among the participants when compared with
the much higher national averages of 71 and 36 per cent, respectively
(London et al., 2005), whereas in another study, hospital admissions
declined to 0.8 per cent from 6.7 per cent (Clevenger et al., 2018). In
comparison, in one study, 6 of the 14 participants died in the hospital
following a short hospitalization (Treloar et al., 2009). The authors
speculated that the symptoms could have been alleviated had the
service been available after hours. Interestingly, Sternberg et al.
reported a 6-month mortality of 20 per cent in the participants in
their pilot hospice program, declaring that this was less than pre-
dicted in the literature, suggesting that existing survival prognosis
tools for persons living with advanced dementia have inconsistent
predictive validity of 6-month mortality (Sternberg et al., 2019).
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Discussion

The review included 17 studies, the majority of which were pub-
lished recently, pointing to the relevance and the growing aware-
ness of an integrated palliative approach in caring for persons living
with dementia in primary care settings. No studies were found that
looked at the integration of a palliative approach in persons with
mild to moderate dementia. As such, the findings in this article
relate to the integration of a palliative approach in advanced
dementia, which appears to be most common. Primary care pro-
viders are reluctant to initiate ACP discussions because of the
barriers related to the unpredictable and protracted trajectory of
dementia, leading to difficulty in prognostication and concerns
about stripping hope and causing psychological distress, as well
as lack of training and experience in caring for the persons with
dementia (Beernaert et al., 2014; Brazil et al., 2015; Vleminck et al.,
2014). Primary care physicians worry about the ability to offer
appropriate symptom management and psychosocial support to
patients and caregivers (Brazil et al., 2015; Davies et al., 2014; Ryan
etal., 2012). This is because of a lack of interdisciplinary approach,
collaboration among specialties and sectors (Beernaert et al., 2014;
Davies et al., 2014; De Witt Jansen et al., 2017; Ryan et al., 2012),
and integration of health and social services (Davies et al., 2014).

In this review, we have operationalized a definition of a pallia-
tive approach in the context of dementia and used this definition to
scope the existing literature in this area. There is variability in the
literature regarding what constitutes an integrated palliative
approach to care for older adults with dementia at various stages
within their trajectory from the perspective of non-palliative spe-
cialists. Therefore, setting out the four main components of a
palliative approach; that is, ACP, pain and symptoms management,
psychosocial and spiritual support, and the process of shared
decision making, was a necessary first step. Given the lack of clarity
as to the core components of a palliative approach in the care of
older adults with dementia in primary care settings, future inves-
tigation is required to test this definition.

The uncertainty related to the appropriate timing of the inte-
gration of a palliative approach in dementia care was a prominent
theme identified in this review. It is recommended that a palliative
approach should be integrated early with chronic disease manage-
ment to enhance the quality of life of patients and their caregivers
throughout the disease trajectory and not just at the end of life
(Canadian Hospice Palliative Care Association, 2015; Durepos
et al., 2017; Hines et al., 2011). However, there remain substantial
gaps in integrating a palliative approach with chronic disease
management, resulting in aggressive treatment and investigations
at the end of life leading to compromised care experiences
(Durepos et al., 2017). Persons with mild to moderate dementia
can evaluate, interpret, and derive meaning in their lives (Cheong
etal.,2015; Hegde & Ellajosyula, 2016), making early stages a highly
appropriate time for engaging patients and their care partners in
discussions about dementia trajectory, care approaches, goals, and
wishes for ongoing and future care. Nevertheless, how early after
the diagnosis should these discussions commence remains a ques-
tion that requires further exploration.

Advance care planning can promote patients’ autonomy and
prepare their caregivers for future care decisions. We found that
primary care practitioners are concerned about causing anxiety and
destroying a person’s hope with the integration of a palliative
approach in dementia care, specifically when discussing ACP.
However, in other populations, early integration of palliative care
that included ACP improved quality of life and reduced depression
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symptoms in participants (Hoerger et al., 2018; Temel et al., 2010).
Participants in these studies received less aggressive care at the end
of life than those in the standard care group (Temel et al., 2010).
Such prospective studies are also needed for persons with early
stages of dementia, to examine the short-term and long-term
impact on clinically significant outcomes.

A significant finding of our review was related to a lack of access
to community agencies to enhance psychosocial support for
patients and caregivers. Community-dwelling older adults with
dementia live with informal caregivers and receive more care from
them than from paid caregivers (Alzheimer’s Association, 2014).
Although anticipatory grief was not specifically examined in any of
the included studies, it is frequently experienced by informal
caregivers of persons with dementia throughout the course of the
disease, and it is associated with an increased level of caregiving
burden and depression (Garand et al.,, 2012). As previously iden-
tified, one of the main components of an integrated palliative
approach is psychosocial and spiritual support for the patients
and caregivers. Therefore, lack of identification and supports for
their unmet needs could lead to burnout and portend unnecessary
hospitalizations. Hence, it is crucial that primary care practitioners
have access to interprofessional teams, including social workers
and spiritual care providers throughout the dementia trajectory, to
establish a comprehensive and coordinated plan of care. It is also
imperative to recognize that an integrated care approach requires
aligning the health and social care systems, as health and social care
needs are inextricably connected (McGilton et al., 2018). Hence, an
unmet psychosocial need may potentially minimize the effect of a
well-planned health intervention.

The process of shared decision making was identified as an
essential feature to actualize an integrated palliative approach in
dementia care. Shared decision making requires building rapport
with patients and caregivers, as well as respecting a person’s capac-
ity and dependence on others (Elwyn et al., 2012). Decision-mak-
ing capacity worsens as dementia progresses, making it more
critical to engage the caregivers at the outset of dementia, as their
role is instrumental and dynamic in optimizing care for persons
with dementia through its progression. By means of the opportu-
nities to engage in the process of shared decision making, caregivers
can learn about the care wishes and values of the older adults they
care for, which can potentialiy result in increased decision-making
confidence when the person with dementia loses their ability to
make personal care decisions, as well as during the periods of crisis.

We identified nine studies that examined the integration of a
palliative approach in the care of older adults with dementia in
primary care settings. The outcomes were related to impact on the
patients, such as a decrease in suffering as a result of pain and
symptom management at home (Clevenger et al., 2018; Holley
et al, 2009; Hum et al, 2018; London et al., 2005; Sternberg
et al., 2019; Treloar et al., 2009), on the caregivers, such as satis-
faction with care (Holley et al., 2009; Sternberg et al., 2019; Treloar
et al., 2009), and on health care utilization, such as a decrease in
inpatient hospitalization (Clevenger et al., 2018; Daaleman et al.,
2019; London et al., 2005; Sternberg et al., 2019). The synthesis of
outcomes for a palliative approach in dementia care presented
methodological challenges. This was noted in another systematic
review that evaluated randomized controlled trials examining the
efficacy of a palliative approach in advanced dementia (Sampson
etal.,, 2005). The investigators in this review found that in advanced
dementia, validated measures, including pain scales and caregiver
reports of symptom control and satisfaction, may be inaccurate.
Furthermore, patients with late stages of dementia have verbal
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difficulty, and scales measuring satisfaction with care usually have
positive responses, resulting in skewed distribution (Volicer, Hur-
ley, & Blasi, 2001). Our findings also raise questions about the use
and efficacy of tools to measure outcomes in studies of impact, as
eight of nine studies addressing the impacts of this approach
recruited patients in the advanced stage. There remains a need to
identify and validate appropriate measures sensitive to palliative
approach interventions throughout the trajectory of the illness; for
example, using behaviour-based tools when verbal communication
is no longer accessible. Sternberg at al. reported a lack of survival
tools with consistent predictive validity of 6-month mortality for
advanced dementia; as a result, over 60 per cent of participants in
the study were transferred back to regular home care service at the
culmination of the pilot home-based hospice project (Sternberg
et al.,, 2019). This is likely related to the unpredictable and pro-
tracted trajectory of dementia, complicated by the presence of
multi-morbidities and a high level of frailty. Hence, placing a
person with dementia in a numerical range of prognosis for the
receipt of optimal care in the community does not seem to provide
patient-centred care. Therefore, it is vital to acknowledge the
terminal and progressive nature of dementia at the outset to
customize care per unique individual needs and circumstances,
regardless of the dementia stage.

It is important that primary care clinicians mindfully incorpo-
rate each of the four components of palliative approach laid out in
this review in caring for persons living with dementia in commu-
nity throughout the course of the disease. This would also acknowl-
edge the definition of palliative care by the World Health
Organization (WHO), which asserts that it is applicable early with
the management of life-limiting conditions and aims to improve
the quality of life of patients and caregivers by addressing their
physical, psychosocial, and spiritual care needs (World Health
Organization, 2020). The specific interventions for each of the four
components of a palliative approach will differ with the progression
of dementia, level of frailty, and individual needs of patients and
caregivers. Also, the integrated palliative approach goes beyond the
person’s death to providing for the bereavement care needs of the
caregivers (Schulz et al., 2003). As our findings suggest, clinicians
will need to advance their knowledge and expertise on the com-
plexity of dementia care, including communication skills to broach
difficult topics with patients and caregivers such as the terminal
and progressive nature of dementia, inevitable loss of communi-
cation abilities, and need for early ACP discussions.

Recommendations for Future Research and Clinical Practice

Future research should focus on longitudinal studies to establish
the benefits of a palliative approach integrated over the trajectory of
dementia, including for those persons in the early stage. Specific
interventions with appropriate outcome measures need to be iden-
tified and validated. Also, there is a need to determine the timing at
which a palliative approach should be integrated with dementia
management that is tailored to individual preferences and values.
Typically, older adults with dementia, especially those who are
recipients of home and community care services (Mondor et al.,
2017), also have multiple chronic conditions. As it is, persons with
dementia have an increased likelihood of hospitalizations with 3.68
times higher odds than those without dementia (Bynum et al,,
2004). With each additional chronic disease, there is an even higher
risk of frequent hospitalizations and visits to emergency depart-
ments (Mondor et al., 2017). These exposures to the health care
system can serve as opportune times for hospital and community-
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based clinicians to broach the subject of ACP, assess the need for
psychosocial and spiritual support for patients and caregivers, and
optimize pain and symptom management through the process of
shared decision making.

Our findings suggest that health care providers in primary care
practice must be trained and available to manage patients at home
for an effective, integrated palliative approach in caring for their
patients at all stages of dementia. Physicians in primary practice
already have a lack of primary care resources and heavy workloads.
Therefore, there is a need to innovate community-based interdis-
ciplinary models of care delivery that address care and symptom
management at home. These models should have the capacity to
amalgamate health care provided by various sectors while coordi-
nating services provided by health and social services; and opti-
mizing support for patients as well as for informal caregivers (Cohn
et al, 2017). Furthermore, primary care clinicians should be able
know the components of the integrated palliative approach with
dementia care to be able to measure its delivery and effectiveness in
their setting in order to highlight their role in the delivery of
palliative care at the system level and be recognized by the system
planners (Shadd et al,, 2013). Hence, future research should be
designed by looking at indicators of an integrated palliative
approach in caring for community- dwelling individuals with
dementia in primary care.

In light of the growing number of older adults, the health care
systems are presented with challenges whereby there is a shortage
of practitioners who are well versed in caring for older adults. A
large number of those who are providing care to this group of
patients are critically underprepared to serve the needs of their
older patients (Institute of Medicine Committee, 2008). Hence,
there is tremendous potential to design and evaluate interdisciplin-
ary models of care that may involve advanced practice nurses such
as NPs. Studies examining the outcomes related to the care pro-
vided by NPs to residents of long-term care homes have revealed
greater family satisfaction with end-of-life care (Liu, Guarino, &
Lopez, 2012) and reduction in the cost of care (Bauer, 2010).

Given the fact that the majority of community-dwelling older
adults with dementia receive assistance with the activities of daily
living from unpaid caregivers (Kasper, Freedman, Spillman, &
Wolff, 2015), future work should also involve an exploration of
the perspective and experiences of caregivers related to this
approach. Longitudinal studies need to be designed to explore
the sources of anticipatory grief at different stages of dementia
and specific interventions to address them. Finally, one of the
barriers to the integration of a palliative approach in the care of
older adults with dementia was primary care practitioners’ lack of
education and experience in caring for this group of individuals.
This is a concern and calls for the design and implementation of
educational and capacity-building strategies included as part of the
basic professional education, which should also be mandated as
part of continuing education activities.

Strengths and Limitations

There is not a single agreed-upon conceptual framework of a
palliative approach for persons with dementia through the illness
trajectory, including the early stages, the strength of our study is
that we consolidated and synthesized a model that focused on four
consistent components. The scoping review results showed that the
model we proposed was relevant, as most of the studies we found
had at least three of the four features embedded in them; that is.,
ACP, pain and symptom management, psychosocial and spiritual
support; and the process of shared decision making. Developing the
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definition of an integrated palliative approach from the existing
literature was an important step to guide our search strategy, data
extraction, and synthesis, because of a lack of clarity as to what
constitutes this approach for persons living with dementia
throughout the trajectory, and not just at the late stage. Our study
had several limitations. We excluded studies involving other set-
tings such as acute care or long-term care because of our inclusion
criteria that the study needed to address palliative care principles
for persons with dementia in primary care settings. Hence, of 2,153
abstracts, we only identified 17 that met the inclusion criteria.
Although the review sheds light on the state of evidence on the
topic of inquiry, it only includes studies published in English,
potentially missing out on literature that may be available in other
languages. Also, to capture all the relevant studies from the selected
databases, we did not exclude studies based on the quality. This
allowed us to present results that include lower quality studies, to be
able to summarize the breadth of the available literature.

Conclusion

To our knowledge, this review is the first to operationalize the
definition of a palliative approach in the care of older adults with
dementia throughout the disease trajectory in primary care, which
was necessary based on existing work which had focused on
persons in the late stages of dementia or was developed for palli-
ative experts. The findings of the review indicate that there is a lack
of studies dealing with older adults with dementia in primary care
settings, particularly in the early stages. Future research is needed to
confirm whether the integration of a palliative approach early on in
the dementia trajectory offers the opportunity to understand and
honour a person’s wishes for present and future health care,
prepare caregivers for making future care decisions, and increase
the likelihood of receiving goal-concordant end-of-life care.
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