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ABSTRACT

Objective: The objective of this review was to critically appraise and synthesize qualitative evidence of older
persons’ perceptions and experiences of community palliative care.

Introduction: Palliative care focuses on the relief of symptoms and suffering at the end of life and is needed by
approximately 56.8 million people globally each year. An increase in aging populations coupled with the desire to
die at home highlights the growing demand for community palliative care. This review provides an understanding
of the unique experiences and perceptions of older adults receiving community palliative care.

Inclusion criteria: This review appraised qualitative studies examining the perceptions and experiences of older
adults (65 years or older) receiving community palliative care. Eligible research designs included, but were not
limited to, ethnography, grounded theory, and phenomenology.

Methods: A search of the literature across CINAHL (EBSCOhost), MEDLINE (Ovid), Embase (Ovid SP), Web of
Science Core Collection, and Scopus databases was undertaken in July 2021 and updated November 1, 2022.
Included studies were published in English between 2000 and 2022. The search for unpublished studies included
ProQuest Dissertations and Theses. Study selection, quality appraisal, and data extraction were performed by 2
independent reviewers. Findings from the included studies were pooled using the JBI meta-aggregation method.

Results: Nine qualitative studies involving 98 participants were included in this review. A total of 100 findings were
extracted and grouped into 14 categories. Four synthesized findings evolved from these categories: i) Older
persons receiving palliative care in the community recognize that their life is changed and come to terms with their
situation, redefining what is normal, appreciating life lived, and celebrating the life they still have by living one
day at a time; ii) Older persons receiving palliative care in the community experience isolation and loneliness
exacerbated by their detachment and withdrawal from and by others; iii) Older persons receiving palliative care in
the community face major challenges managing prevailing symptoms, medication management difficulties, and
costs of medical care and equipment; and iv) Older persons want to receive palliative care and to die at home;
however, this requires both informal and formal supports, including continuity of care, good communication, and
positive relationships with health care providers.

Conclusions: Experiences and perceptions of community palliative care vary among older adults. These are
influenced by the individual’'s expectations and needs, available services, and cost. Older adults’ input into deci-
sion-making about their care is fundamental to their needs being met and is contingent on effective communication
between the patient, family, and staff across services. Policy that advocates for trained palliative care staff to provide
care is necessary to optimize care outcomes, while collaboration between staff and services is critical to enabling
holistic care, managing symptoms, and providing compassionate care and support.
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Type of ConQual

Synthesized findings research Dependability Credibility score Comments

Older persons receiving palliative care in the Qualitative High High High Dependability: 4 studies scored 5/5.

community recognize that their life is changed and Therefore, rating remains high.

come to terms with their situation, redefining what Credibility: 28 findings ranked

is normal, appreciating life lived, and celebrating the unequivocal. Therefore, rating remains

life they still have by living one day at a time high, and ConQual score high.

Older persons receiving palliative care in the Qualitative High High High Dependability: 3 studies scored 5/5.

community experience isolation and loneliness Therefore, rating remains high.

exacerbated by their detachment and withdrawal Credibility: 11 findings ranked

from and by others unequivocal. Therefore, rating remains
high, and ConQual score high.

Older persons receiving palliative care in the Qualitative High High High Dependability: 3 studies scored 5/5.

community face major challenges managing Therefore, rating remains high.

prevailing symptoms of breathlessness and fatigue, Credibility: 11 findings ranked

medication management difficulties, and costs of unequivocal. Therefore, rating remains

medical care and equipment high, and ConQual score high.

Older persons want to receive palliative care and to Qualitative High High High Dependability: 8 studies scored 5/5.

die at home; however, this requires both informal Therefore, rating remains high.

and formal supports, including continuity of care, Credibility: 50 findings ranked

good communication, and positive relationships unequivocal. Therefore, rating remains

with health care providers high, and ConQual score high.

Introduction

alliative care focuses on the relief of symptoms
and suffering at the end of life. Although widely
advocated in policy and acknowledged as a basic
human right,! the adequacy and reach of palliative
care services is a universal failing.> Global estimates
suggest that approximately 56.8 million people need
palliative care each year, although only 14% receive
these services.? Given that aging populations are a
growing global phenomenon and people prefer to
die at home, the capacity to provide community
palliative care is a significant health dilemma.3
In 2020, approximately 728 million people across
the world were aged 65 years or older. By 2050, this
group will double to 1.5 billion, or 1 in 6 people.*
People aged 65 years or older are commonly defined
as older people or older adults. Although people are
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generally living longer, their health status is not nec-
essarily better than that of previous generations
because of chronic conditions and associated dis-
ability.> Chronic conditions are non-communicable
diseases that, once diagnosed, continue across the life
span and require ongoing management. These condi-
tions include cardiovascular disease, cancer, diabetes,
musculoskeletal conditions, and mental health condi-
tions.® In Australia, for example, 3 in 5 older adults
(60%) have more than 1 chronic disease.® As popu-
lations continue to age, not only does the burden of
chronic disease increase, but also the complexity of
care required. This is further compounded when
older persons require palliative care. Evidence dem-
onstrates that older persons have poorer access to
palliative care services than younger age groups or
patients with cancer.>78
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The World Health Organization defines palliative
care as “an approach that improves the quality of
life of patients (adults and children) and their fam-
ilies who are facing problems associated with life-
threatening illness. It prevents and relieves suffering
through the early identification, correct assessment
and treatment of pain and other problems, whether
physical, psychosocial or spiritual.”3(Para-1)

As people age, their lives are influenced by broader
socioeconomic changes in society, including declining
birth rates and a decreased likelihood of young peo-
ple living with older generations. The cumulative
effects of changing sociodemographics make it chal-
lenging for national economies and health services to
provide support for aging populations.>? At the indi-
vidual level, as people age, their physical, psycho-
social, and spiritual needs differ from other age
groups, and these in turn may influence their pallia-
tive care needs.” They are not merely coping with
change associated with chronic disease, but are also
more likely to be impacted by social isolation, dimin-
ished mobility, and changes to their socioeconomic
status. These factors influence the preference of many
older people to die at home and to be supported
through this trajectory by community-based pallia-
tive care.”$

Quality of life (QoL) is an important consideration
for recipients of palliative care and is inextricably
linked to the quality of care received. Patients receiv-
ing palliative care have identified 8 important QoL
domains of importance to them: cognitive, emotional,
health care, personal autonomy, physical, prepara-
tory, social, and spiritual.'® Enabling older persons to
receive palliative care in their home and to address
their diverse and complex needs necessitates collabo-
ration across palliative, geriatric, and primary care
specialties.® Fundamental to the provision of this care
are primary health care professionals with effective
care coordination and communication skills, and
the capacity to incorporate advance care planning
in supporting patient goals.!! Where coordinated care
is provided, hospitalization is less likely, health care
costs are lower, and, importantly, it is less likely that
death occurs in hospital.!? Additionally, patient and
family satisfaction with care is increased; patients feel
less isolated; and families are more supported to
continue care at home.'>!3 These factors reinforce
the need for community palliative care services to
be available and accessible to older persons dying at
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home.? For the purposes of this review, we have
defined community palliative care as care provided
by health care workers to older persons living in their
home, a community living environment, or a retire-
ment village.

Systematic and integrative reviews to date have
focused on health professionals’ perspectives on com-
munity palliative care for patients with dementia'4;
older persons’ perceptions of their health, ill health,
and community care needs'’; and exploring an inte-
grated palliative care model for older persons.'®
Other systematic reviews have focused on the carer’s
role in palliative care,!” experiences of caregivers of
older adults with advanced cancers,'® family care-
givers’ pain management in end-of-life care,!” burn-
out syndrome in informal caregivers of older adults
with dementia,?® and nursing interventions to support
family caregivers in end-of-life care at home.?!

As noted in the study protocol?? and supported by
current searches of CINAHL, MEDLINE, the Co-
chrane Database of Systematic Reviews, and JBI
Evidence Synthesis, no systematic reviews of older
persons’ perceptions and experiences of community
palliative care were identified. Indeed, there is a
dearth of research on community-based palliative
care for older persons in general, and on the experi-
ences and perceptions of older persons receiving
community palliative care in particular.

Hence, there is an urgent need to address the gap
in the research literature through a systematic review
to enhance understanding of the unique experiences
of older adults and their perceptions of receiving
palliative care in the community, including the chal-
lenges, benefits, barriers, and facilitators encoun-
tered while receiving community palliative care. This
systematic review aimed to critically appraise and
synthesize qualitative evidence of older persons’ per-
ceptions and experiences of community palliative
care. The findings of this review may contribute to
an evidence base to inform providers of community-
based palliative care, policymakers, and health pro-
fessionals regarding the provision of high-quality,
community palliative care for older persons. It also
identified opportunities for future research.

Review question

What are older persons’ perceptions and experiences
of community palliative care?
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Inclusion criteria

Participants

This review included studies of participants who had
received community palliative care services. Studies
were eligible if the mean age of participants was
65 years or older. If a study provided information
regarding an individual participant’s age, only par-
ticipants who were 65 years or older and their data
were included in this review. Studies were also eligi-
ble for inclusion if the researchers identified partic-
ipants as older persons.

Phenomena of interest

The phenomena of interest were the experiences and
perceptions of older persons who had received com-
munity palliative care.

Context
The review considered studies undertaken in older
persons’ homes, a community living environment,
or a retirement village. Studies conducted in nur-
sing homes and residential aged care facilities were
excluded.

Types of studies

The review included qualitative studies that explored
older persons’ perceptions and experiences of com-
munity palliative care. Research designs included,
but were not limited to, ethnography, grounded
theory, and phenomenology.

Methods

This systematic review followed the JBI method-
ology for systematic reviews of qualitative evidence
and used a mega-aggregative approach to the syn-
thesis of evidence.?32* This review was conducted in
accordance with an a priori protocol.??

Modifications to the a priori protocol

This review was conducted with the following mod-

ifications to the a priori protocol??:

e MEDLINE (Ovid) was searched instead of
PubMed due to accessibility.

e The JBI System for the Unified Management,
Assessment and Review of Information (JBI SU-
MARI; JBI, Adelaide, Australia) standardized
data extraction tool?3 was used in this review,
updated from the JBI QARI data extraction tool
cited in the protocol.??

JBI Evidence Synthesis

A. Cotton et al.

e The review extended the inclusion criteria from
studies with adults who were 65 years or older to
studies where the mean age of participants who
experienced palliative care in the community was
65 years or older, and where the authors of the
studies identified the participants as older persons
or older adults who experienced community-
based palliative care.

e Only ProQuest Dissertations and Theses was
searched for unpublished studies, as this data-
base was deemed sufficient to identify the avail-
able gray literature.

Search strategy

A 3-step search strategy was used in this review. The
initial search for published and unpublished studies
was conducted in July 2021 and updated November
1, 2022. First, a preliminary search of the CINAHL
and MEDLINE databases was undertaken, followed
by an analysis of the text words contained in the title
and abstract and the index terms used to describe the
studies. A second search including all identified key-
words and index terms was completed across the
specified databases. The full search strategies are
provided in Appendix I. Given the recent emergence
of palliative care as specialist practice, only studies
published from 2000 onward and in English were
considered for inclusion.

The databases searched included CINAHL via
EBSCOhost, MEDLINE via Ovid, Embase via Ovid
SP, Web of Science Core Collection, and Scopus.
ProQuest Dissertations and Theses was used to search
for unpublished studies. The reference lists of studies
included in the full-text review were also screened for
additional studies.

Study selection

Following the search, all identified citations were
collated and uploaded into EndNote v.18 (Clarivate
Analytics, PA, USA). Duplicates were then removed.
Following a pilot test, 2 independent reviewers
screened the titles and abstracts to identify records
eligible for inclusion in the review. Potentially rele-
vant studies were retrieved in full, and their citation
details were imported into JBI SUMARI. Full-text
studies were excluded if they did not meet the inclu-
sion criteria, and a list of studies with reasons for
their exclusion is provided in Appendix II. Any dis-
agreements between the reviewers were resolved
through discussion or with a third reviewer.
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Assessment of methodological quality

Using the JBI critical appraisal tool,”® a method-
ological quality assessment for each study was con-
ducted by 2 independent authors (AC and JS) and
checked by a third reviewer (JF). Each criterion was
given a score (yes = 2, unclear = 1, no = 0), giving
a possible maximum score of 20 for each study.
Disagreements that arose between the reviewers
were resolved through discussion and consultation
with all reviewers involved in the study. All papers,
irrespective of the quality, were included.

Data extraction

Data were extracted from the papers in the review by
2 independent reviewers using standardized data ex-
traction tool in JBI SUMARI.? The data extracted
included specific details about the phenomena of
interest, populations, study methods, and outcomes
of significance to the review question and objectives.
The relevant findings from the included papers were
extracted verbatim with the inclusion of a participant
quote to support and demonstrate the meaning of the
results. As the focus was solely on older persons, only
data that represented older persons’ voices were in-
cluded. The findings were rated according to JBI
levels of credibility,?® as unequivocal, credible, or
not supported.

Data synthesis

Qualitative research findings were pooled using
methods outlined in the JBI approach for qualitative
systematic reviews.”* This involved the aggregation
and synthesis of findings to generate a set of state-
ments that represent that aggregation by assembling
the findings (level 1 findings), rating findings accord-
ing to their quality, and categorizing these findings
on the basis of similarity in meaning (level 2 find-
ings). These categories were then subjected to a
meta-synthesis to produce a comprehensive set of
synthesized findings (level 3 findings) that could be
used as a basis for evidence-based practice.?*

Assessing confidence in the findings

Each synthesized finding was rated on dependability
and credibility using the ConQual approach.?® The
ConQual approach for qualitative systematic reviews
allows synthesized findings to be downgraded based
on their dependability and credibility. Qualitative stud-
ies are initially ranked as high, and from this starting
point, each study is then graded for dependability and
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credibility. The Summary of Findings compiles the
ConQual score for each synthesized finding, and
from this, a rating of confidence in the synthesized
findings can be considered. Therefore, it serves as a
practical tool to assist in decision-making.?

Results

Study inclusion

The literature search identified 3101 papers. These
were imported into EndNote v.X9 bibliographic
software and 295 duplicates were removed. The
titles and abstracts of the remaining 2806 papers
were screened and 2779 were excluded, as they
failed to meet the eligibility criteria. Twenty-seven
full-text studies were retrieved. One additional study
was identified from citation searching and retrieved.
Following the assessment of the 28 studies, 19 of
these were excluded as they failed to meet the inclu-
sion criteria. The 9 remaining studies were critically
appraised. See the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA)
flow diagram?® (Figure 1) depicting the search results
and study selection and inclusion process.

Methodological quality

Nine studies were critically appraised (Table 1). All
studies demonstrated congruity between the research
methodology and the stated philosophical perspec-
tive, research question, methods used to collect data,
representation and analysis of data, and interpreta-
tion of results (Q1, Q2, Q3, Q4, and Q5). All studies
included a statement locating the researcher cultur-
ally or theoretically (Q6) and addressed the influence
of the researcher on the research or vice versa (Q7).
Participants’ voices were represented in 6 studies
(Q8). Additionally, the reviewers found that the
research was ethical according to current criteria, or
there was evidence of ethical approval (Q9). All
studies had conclusions drawn in the research report
flow from the analysis, or interpretation, of the data
(Q10). There were no disagreements between the
reviewers regarding the critical appraisal.

Characteristics of the included studies

Nine qualitative studies published between 2007 and
2018 were included in the review.?3% There was a
total of 98 older adult participants. The majority of
studies focused on community palliative care for older
persons diagnosed with cancer.?-32 Two studies fo-
cused on community palliative care for older adults
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[ Identification of via and regi J [ Identification of studies via other methods J
Total records n = 3101
e CINAHL 67 Records removed before
5 e Embase 1175 screening: . Records identified from:
= « MEDLINE 615 Duplicate studies removed Websites (n = 0)
2 +  Scopus 387 o RO edas incldibl Organizations (n = 0)
= ’ udies marked as ineligibie Citation searching (n = 1
5 *  Web of Science 523 by automation tools (n = 0) o ( )
b=} e ProQuest Dissertations Studies removed for other
and Theses 334 reasons (n = 0)
v
Records screened »| Records excluded (n=2779)
(n = 2806) A,
Studies excluded: Studies sought for retrieval »| Studies not retrieved
(n=1) (n=0)
Ineligible participant
Studies assessed for eligibility »| characteristics (n = 8)
(n=27) Ineligible context (n = 5)
Ineligible phenomena of interest
(n = 5_) . Studies assessed for eligibility Studies excluded
Ineligible study design (n = 1) (n=1) (n=0)

Studies included in review
(n=9)

Figure 1: Search results and study selection and inclusion process.?®

with advanced heart failure.?33° One study researched
the experiences of older adults with dementia receiv-
ing community-based palliative care.?* Research
designs included qualitative descriptive,?”:28:31,33
interpretive qualitative,® ethnographic,3? grounded

theory,?>?° and phenomenology.>* Four countries
were represented in the review: Canada,*”?3>-34 Nor-
way,?® the United Kingdom,’*3! and the United
States.’® Study settings were participants’ homes.
Eight of the 9 studies were conducted in cities, while

Table 1: Critical appraisal of eligible qualitative studies

Study Ql Q2 Q3 Q4 Q5 Q6 Q7 Q8 Q9 Q1o Total
Culjis 20133 Y Y Y Y Y Y Y Y Y Y 20
Duggelby et al. 2010%° Y Y Y Y Y Y Y N Y Y 18
Fjose et al. 2018% Y Y Y Y Y Y Y Y Y Y 20
Jack et al. 20163 Y Y Y Y Y Y Y Y Y Y 20
Jo et al. 2007% Y Y Y Y Y Y Y Y Y Y 20
Kaasalainen et al. 201133 Y Y Y Y Y Y Y N Y Y 18
Kokorelias 2016%* Y Y Y Y Y Y Y Y Y Y 20
Law 20093 Y Y Y Y Y Y Y U Y Y 19
McWilliam et al. 200832 Y Y Y Y Y Y Y Y Y Y 20

Y, yes (2 points); N, no (0 points); U, unclear (1 point).
JBI critical appraisal checklist for qualitative research.

Q1 = Is there congruity between the stated philosophical perspective and the research methodology?

Q2 = Is there congruity between the research methodology and the research question or objectives?

Q3 = Is there congruity between the research methodology and the methods used to collect data?

Q4 = Is there congruity between the research methodology and the representation and analysis of data?

Q5 = Is there congruity between the research methodology and the interpretation of results?

Q6 = Is there a statement locating the researcher culturally or theoretically.

Q7 = Is the influence of the researcher on the research, and vice-versa, addressed?

Q8 = Are participants, and their voices, adequately represented?

Q9 = Is the research ethical according to current criteria or, for recent studies, is there evidence of ethical approval by an appropriate body?

Q10 = Do the conclusions drawn in the research report flow from the analysis, or interpretation, of the data?

JBI Evidence Synthesis
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1 was undertaken in a rural area.?® Characteristics of
included studies are presented in Appendix III.

Review findings

The meta-synthesis of included studies for this review
generated 4 synthesized findings that were developed
from 14 categories and 100 findings (all rated
unequivocal), extracted from the 9 included studies.
This section presents the synthesized findings and
their included categories (see Tables 2 through 5),
with a summary of each of the categories supported
with key illustrations to allow the voices of the older
persons who experienced palliative care in the com-
munity to be heard. Appendix IV presents details of
the findings and illustrations from each study.

Synthesized finding 1: Older persons receiving
palliative care in the community recognize that
their life is changed and come to terms with their
situation, redefining what is normal, appreciating
life lived, and celebrating the life they still have
by living one day at a time

This first synthesized finding articulates older per-
sons’ feelings and emotions about their life situation,
the coping mechanisms they adopt, and their reflec-
tions on their life. They expressed their perceptions
and experiences of community-based palliative care
against the backdrop of the passage of time during
their journey through different phases and turning
points of community-based palliative care. For most
older persons, initial recognition that their life had
irrevocably changed occurred after receiving clarifi-
cation of their diagnosis and the incurable nature of
their illness, and the need for palliative care, which
could be provided in their own home. Older persons
perceived the need to come to terms with their situa-
tion as they simultaneously noted that their capacity
to be independent and their ability to do the things
they had previously done every day with ease was
diminishing. As part of this process, they redefined
their “new normal” to maintain their personhood.
During these transitions, they celebrated the life they
still had by living one day at a time and reflecting on
their lives thus far. This synthesized finding is under-
pinned by 4 categories that were generated from 28
findings (see Table 2).

Category 1.1: Recognizing their life had changed

For some older persons, recognition that their life was
irrevocably changed occurred at or after receiving

JBI Evidence Synthesis

A. Cotton et al.

their initial diagnosis, prognosis, and community-
based palliative care plan from medical and palliative
care providers. The recognition that they were dying
and that the treatment available to them would be
palliative rather than curative resulted in feelings of
being out of control, surprised, angry, resentful, or
helpless. One participant railed against being “sen-
tenced to death” after receiving the prognosis from
their doctor that they would die in 6 months.32(P-342)
For some older persons, subtle changes in their levels
of daily function; an event such as sudden hospital-
ization for another illness; or participation in sport,
exercise, or holiday activities before the diagnosis of
their illness heralded the awareness that their life had
changed.?® One change experienced by some partici-
pants receiving palliative care in their own home was
being homebound. For others, recognizing that their
life had changed was a process of accepting and
receiving community-based palliative care, supported
by the hope of living many more years receiving
palliative care in their own home. This category was
supported by 7 findings.

...everything 1 guess was out of control.2°®-%

I was trying to climb (hiking) and I didn’t make
it. I sat down and rested, when 1 got down, I
went and saw my doctor and he turned around
and sent me to a cardiologist ... and be put me in
the hospital (received valve replacement, begin-
ning of [beart failure].33®-61)

we’re both stuck at home.34?-56)

Well it means 1 am dying and there is nothing
nobody can do to stop it ... And I'm okay with
that. So with palliative care I can ... I can feel 1
can stay like this for years ... bere at home. 3435

Category 1.2: Coming to terms with their

situation

Older community-based, palliative care patients
acknowledged that sooner or later they had to come
to terms with their situation. They expressed anger
and resentment at the diagnosis that they were dying
and that palliative care would probably extend the
time waiting for death. The necessity of coming to
terms with their situation was made apparent by
their decreasing capacity to undertake their usual
activities and the need for formal supports to
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Findings

Categories

Synthesized finding

Transitions disrupted the lives of palliative patients and their families ...
experienced feeling out of control (U)

Transition or turning point in which men recognize their life
was changed at some point, not always immediately by the diagnosis (U)

Older men more than younger older men found it difficult to recall the exact
onset of the illness (U)

Recognizing but simultaneously resenting their illness ... begrudging the
passing of their lives (U)

“Dying while living” was repeatedly emphasized (U)

Older participants acknowledged that they were dying (U)

One of the biggest changes ... was the experience of becoming home-bound
(V)

Recognizing their life had changed

Coming to terms with their situation was the first process for palliative
patients (U)

The meaning of HF during this turning point was primarily focused on their
ability to retain independence (U)

Disease and its treatment continuously notified the senior that his/her “self”
was mortified (U)

Increasingly reminded of ... the loss of their mortal self, they reflected (U)

Once they came to terms with the fact that their conditions were incurable
and a palliative care plan was in place, they were able to better accept the
care provided to them by health care professionals (U)

Hoped to be better prepared for the discussions about transitioning to
palliative care (U)

Moved beyond equating their lives to mortal being and spoke positively about
their “life after life” (U)

Coming to terms with their
situation

Palliative patients and their families changed what they considered to be
normal (U)

Failure to materialize “normal” everyday life activities ... brought the
experience of “dying while living” (U)

They defined new standards of what was “well” (U)

Within their medicalized in-home palliative care context...they explained their
effort to “hold on” to normal physical and social life, despite their sick role (U)

Focused on retaining one’s physical being as long as possible (U)

In ‘living while dying,” the participants ... placed high value on interpersonal
relationships ... normalizing relationships through social reciprocity (U)

In the process of redefining normal maintaining their personhood—who they
were—was very important (U)

Redefining what is normal

Reflective moments about their life and overall satisfaction about their lives
in general (U)

The sense of time had become less significant (U)

Conveyed full appreciation ... in having the opportunity for more life (U)

Appreciation of the opportunity to have time to prepare for their death (U)

Celebrated the life they still had by living one day at a time (U)

Valuing time for one’s mortal being and enacting that through everyday
experiences (U)

Lived every day as though it might be the last, focusing on making it a positive
and purposeful time (U)

Appreciating life lived and
celebrating life they still had by
living one day at a time

Older persons receiving palliative
care in the community recognize
that their life is changed and come
to terms with their situation,
redefining what is normal,
appreciating life lived, and
celebrating the life they still have
by living one day at a time.

U, unequivocal; HF, heart failure.

JBI Evidence Synthesis
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manage their illness. Once they accepted that they
were dying and they were willing and able to receive
palliative care in their own home, patients were able
to appreciate and accept the formal support from
health care providers. This category was supported
by 7 findings.

...you have to come to terms, you know...with
the change.2*®%

You know, I need to get out or it is going to kill
me...I'm dying slowly. I can feel it, not because
of the cancer, but because of not being mobile,
you know.32(-342)

And 1 like to be in control, but other than that,
you know what, the services that I get at my
house, I can’t complain. It, it is wonderful.
And they seem to go out of their way and
they seem to be caring and professional.
I know I need them because I am dying and
it’s palliative. And they are quite helpful, so to
be honest with you. I have no complaints ...
for this situation because 1 can’t do it for
myself anymore.34®-55)

Category 1.3: Redefining what is normal

There was a gradual or sudden change in the percep-
tions of what was normal among older persons re-
ceiving palliative care. Regardless of whether the
change was gradual or sudden, they had to identify
what their new normal would look like. Sometimes
this meant trying to lead as “normal” a life as possi-
ble, doing what they typically did (within the context
of receiving palliative care), such as maintaining their
usual physical or social activities despite their desig-
nated sick role. However, the inability to undertake
usual, everyday activities necessitated redefining a
new normal for the patient who was dying, while
also still living and receiving palliative care. Amidst
redefining normal in their world, the older person
receiving community palliative care experienced that
their personhood had not changed. This category was
supported by 7 findings.

... like we said, you know, redefining everything
in your world 2>

I'm feeling well ... normal ... Yes, normal for
being sick.2®-5)
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... because when you’re sick like everybody says
... I'm still me you know ... I don’t change.
I deal with the changes by being me. 2?5

Category 1.4: Appreciating life lived and
celebrating the life they still had by living one day
at a time

Older persons receiving community-based palliative
care reflected upon and appreciated the life they had
lived and had previously taken for granted. They
celebrated the life they still had by living each day
as though it were their last, living fully in the present,
and focusing on making the day purposeful and
positive. This category was supported by 7 findings.

[Life at present] means getting up in the morning
and realizing 'm not dead! Saying, “Oh boy I've
got a whole day of interesting stuff to do. ”32(-342)

I mean, we are all dying, [[’'m] only somebody
who is predetermined a little bit earlier ... I'm
glad I know [that I am dying]. I feel like T can
get everything ready.’2r-349

What matters is right now, this moment, this
life_32(p.345)

Synthesized finding 2: Older persons receiving
palliative care in the community experience
isolation and loneliness exacerbated by their
detachment and withdrawal from and by others
Older persons receiving palliative care in the commu-
nity experienced isolation and loneliness as they
became homebound and marginalized due to their
increasing inability and desire to participate in every-
day activities and usual social interactions. Dying
was experienced as an intense, existential experience
of isolation and loneliness. This was exacerbated
by increasing social isolation as the dying person
detached from others, and, similarly, others initiated
detachment and withdrawal from the person and their
dying world. This synthesized finding is underpinned
by 2 categories generated from 11 findings (see
Table 3). A summary of the categories and examples
of supporting illustrations are presented here.

Category 2.1: Isolation and loneliness

Older persons receiving community-based palliative
care experienced feelings of isolation and loneliness.
They felt increasingly marginalized by their social
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Table 3: Synthesized finding 2
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Dying patients could experience feelings of isolation (U)

Falling outside the margins of everyday life meant that
dying was experienced as an isolated inhuman
experience (U)

Intense existential intrapersonal isolation and aloneness
... to be part of confronting death (U)

Returning home meant returning to ... lonely, dying
world (U)

Social isolation from other individuals as a function of ...
conflicted feelings (U)

Being unable to participate in everyday life activities left
study participants feeling marginalized (U)

Findings Categories Synthesized finding
Feelings of isolation (U) Isolation and Older persons receiving palliative care in the community experience
loneliness isolation and loneliness exacerbated by their detachment and

withdrawal from and by others.

Handed over their personal roles to those who would
outlive them (U)

Detaching and
withdrawing

Detaching and withdrawing from others (U)

Detaching sometimes was extended to extended to their
palliative care nurses (U)

Significant others initiated the detachment,
marginalizing the dying individual (U)

U, unequivocal.

isolation and physical decline. They experienced
dying as an isolated, inhuman experience of being
alone and lonely in their dying world. Some expressed
an ambivalence about wanting to be alone and
yet also not wanting to be alone. This category was
supported by 7 findings.

But as you get older you become more lonely ...
You haven’t as many friends because they’re
gone 27(0-15)

You feel OK while you’re walking around the
hospital grounds and suddenly you go in the car
to come back and, oh, you feel you’re absolutely
on your own.30®-26335)

A lot of things aren’t important to me anymore.
I particularly do not want to see a lot of people.

I want to be alone, but then, I do not want to be
alone.32 P-344)

...s0 I guess, in that way, I suppose you're
isolated a bit. >

Category 2.2: Detaching and withdrawing

Not being able to do as much as they once could
and not necessarily wanting to engage with others

JBI Evidence Synthesis

left some older persons feeling marginalized. They
coped with this by detaching and withdrawing from
others, including their palliative care nurses. Detach-
ment and withdrawal by others from the older per-
son receiving community-based palliative care were
experienced as a hurtful abandonment from those
whom they had believed to be their supportive
family and friends. This category is supported by 4
findings.

You know ... two of my best friends ... I abso-
lutely love them, and when 1 told her [that I was
dying], she said, “I cannot deal with it,” and she
never phoned me ... It really hurts when you
care for people and then they drop you.32-34%

I ... know how other people feel now to come
and see me. I don’t want them to come and see
me anyway.32-34%)

Synthesized finding 3: Older persons receiving
palliative care in the community face major
challenges managing prevailing symptoms,
medication management difficulties, and costs of
medical care and equipment

Older persons receiving palliative care in the commu-
nity faced challenges of identifying and managing
prevailing symptoms, such as breathlessness and
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fatigue, given that these symptoms may also be asso-
ciated with their chronic illnesses. Due to their
inability to identify the frequency and severity of the
prevailing symptoms, they found it difficult to judge
when they should call for emergency assistance from
health providers. Older persons receiving palliative
care at home found difficulties in managing medica-
tions and dealing with the high costs of medical care
and equipment. This synthesized finding is under-
pinned by 3 categories that were generated from 11
findings (see Table 4).

Category 3.1: Challenge of managing prevailing
symptoms of breathlessness and fatigue

Older persons receiving community-based palliative
care had multiple chronic illnesses, making it diffi-
cult for them to identify the frequency and severity
of prevailing symptoms, such as breathlessness, fati-
gue, and limited physical ability. Management of
breathlessness was a major challenge, as it brought

Table 4: Synthesized finding 3

A. Cotton et al.

into focus that their death may be imminent. This
category is supported by 7 findings.

I've had everything — you name it. 've had lots
of angina, lots of bloating— that’s one of the
reasons that I'm on dialysis ... I've been in the
hospital at least 10 times ... I've bad 3 heart
attacks, I have a pacemaker, defibrillator, and
now 1 have kidney failure. I'm a diabetic ... so
I've had every symptom you can think of ... I
take [nitro spray] to bed with me because during
the night 1 get so flustered.’3®-*°)

Bouncing around symptoms between fatigue,
breathlessness and limited physical ability.’’®-63)

I usually come in here and sit down and rest.
And when it (breathlessness) quiets down a little
bit, I come in here and take a nap. Let my heart
rest ... happens just about every day.35®-71)

Findings Categories

Synthesized finding

Challenge of managing prevailing symptoms (U)

Not able to determine the frequency, severity or how

much a symptom bothered them (U) fatigue

Breathlessness and fatigue are also associated with other
chronic illnesses making differentiation of symptoms
difficult if not impossible (U)

How men manage increasing breathlessness (U)

Inability to judge when to call the health care providers (U)

In spite of frequent hospitalizations and a limited quality
of life, allowing for a natural death is unthinkable in the
presence of breathlessness (U)

Regardless of the availability of medications and
equipment to support management of breathlessness at
home, men found it difficult to do what they considered
“nothing” (U)

Challenge of managing prevailing
symptoms of breathlessness and

Older persons receiving palliative care in the
community face major challenges managing prevailing
symptoms, medication management difficulties, and
costs of medical care and equipment.

Medication management is left to the men to order,
organize and take at the correct times. Medication
difficulties abound (U)

difficulties

As a man becomes more impaired by fatigue and
breathlessness, the caregiver, family member or the nurse
from the palliative care team begins to fill medication
boxes (U)

Medication management

Difficulties in dealing with the high costs of medical
equipment (U)

Delays in calling 911 ... A 911 call resulted in costs which
caused them to rethink when to call for assistance (U)

Difficulties with cost of medical
care and equipment

U, unequivocal.

JBI Evidence Synthesis
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When I have difficulty breathing ... Yeabh that’s
really difficult to put up with because you imag-
ine all sorts of things. I am not afraid of dying, 1
am not afraid of dying, every body’s got to do it,
but when it approaches you that close where
you can’t catch your breath, no matter what
you say about dying, it gives you a creepy feel-
ing. Sometimes I wake her up, I say wake up
come on wake up stay out here with me.>5?-8¢/

Category 3.2: Medication management difficulties
Older persons receiving community-based palliative
care faced major difficulties with managing their
medications, which may have been exacerbated by
their increasing breathlessness, fatigue, and limited
mobility. When they reached a point where they
were unable to manage their medications, family
or health providers were required to take over the
management of their medications. This category was
supported by 2 findings.

So I got to get somebody like a nurse to order
them for me or I won’t get them and that’s
alright too because I'm tired of taking pills
anyway.>3®-77)

Well, I can’t do things for myself much. Like I
can’t even take my pills. My wife has to hand
them to me. It’s not because I can’t. It’s just to

make sure I don’t forget ... Dementia makes it
hard for me to know.3*©-65)

Well I take them in 3 doses, like 15 in the morn-
ing, 5 at noon, then the balance at dinner, then he
(son) was pretty abrupt. I missed a couple of days
and he (son) came around and said you miss your
pills you die, just like that.35®-7¢)

Category 3.3: Difficulties with cost of medical care
and equipment

The cost of receiving and accessing medical care and
the use of medical equipment in the community-based
palliative care setting was prohibitive. This may lead
the older person to delay or avoid accessing medical
care even in an emergency. This category was sup-
ported by 2 findings.

So what I am thinking about doing the next time

when 1 think 1 am in trouble. I'm going to
pretend I'm not and I'm not going to call them

JBI Evidence Synthesis
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[911]. Because I found that they go to Commu-
nity Hospital and I can go there by cab. By the
condition of what would be anywhere from $14
to $18 cab fare to go to the same place. Or it

could be thousands of dollars if you call
91 1.35(17.74)

the cost of being sick is enough to make you
sick, it’s the cost of getting well [that] is almost
prohibitive.2”®-14

Synthesized finding 4: Older persons want to
receive palliative care and to die at home; however,
this requires both informal and formal supports,
including continuity of care, good communication,
and positive relationships with health care
providers

Older persons receiving community palliative care
wanted to receive it in their own home. They wanted
to die at home where they felt they belonged,
surrounded by their loved ones in their familiar sur-
roundings, not in a hospital or care facility sur-
rounded by strangers. To enable older persons to
receive palliative care and die in their own home,
however, requires both informal and formal sup-
ports, including continuity of care and good commu-
nication and relationships with health care providers.
This synthesized finding is underpinned by §
categories that were generated from 50 findings (see

Table 5).

Category 4.1: Home was the preferred place of
older adults to receive palliative care and to die
Older persons preferred to receive palliative care
and die in their own home. Their home was where
they felt they belonged, where they felt safe and
comfortable, in their familiar surroundings with fam-
ily and friends. They were less fearful of death when
they were receiving palliative care at home. Older
persons expressed their preference to receive pallia-
tive care and die at home rather than in health care
facilities where they would be surrounded by stran-
gers in a place where they did not belong, want to
be, or return to. By receiving palliative care at home,
older persons felt that their wish to die at home
was honored. This category was supported by 9
findings.

[Home] is where I belong. I don’t belong in a
hospital with the strangers. I belong at home.
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Table 5: Synthesized finding 4

Findings Categories Synthesized finding

Home as the place where they “belong” ... key goal, in terms of care, was Home was the preferred Older persons want to receive palliative care and

for them to be able to stay in their homes for as long as possible (U) place of older persons to to die at home; however, this requires both
receive palliative care and informal and formal supports, including

Fearful that their diagnosis would progress to the point, where the
services provided ... would not be enough for them to continue to receive
all their care at home (U)

to die continuity of care, good communication, and
positive relationships with health care providers.

Compared their experiences to that of being in a hospital surrounded by
strangers (U)

Rather die sooner than receive care in a hospital (U)

Being less fearful of death now that they are receiving palliative care
services in their home (U)

Receiving palliative care services at home allowed them to be surrounded
by those they recognize and love ... provided them with a greater sense of
safety and comfort (U)

Spending some of their final days at home seemed to prompt familiar and
important memories (U)

The familiar environment of their home also allowed the older adults to
be independent (U)

Being surrounded by their family members was key to defining why the
home was the preferred place of the older adults to receive palliative care
... and remaining at home was so important (U)

Negative perspectives regarding the presence of informal supports Informal support
during the caregiving experience (U)

Frustration over lack of face-to-face support from her children (U)

Too much support (U)

Informal supports had a positive influence on their lives (U)

They had friends, family, and neighbours that they could call upon, even if
they did not require it (U)

Wanted their family members to provide the majority of their care (U)

More dependent on “family” outside the home ... increasing reliance on
friends and neighbors (U)

Caregiving experience had brought them closer to their spouses (U)

Focused effort to “connect” ... they gave care to their loved ones (U)

Communication ... an important constituent of the caregiver—care
recipient relationship (U)

Concerned about how the work of caregiving was having a negative toll
on their spouses (U)

Recognized the importance of informal supports for their caregivers (U)

Reached out to their loved ones, reassuring them of their potential to
transcend mortality (U)

Prepared their loved ones for being on their own (U)

Effectiveness of their caregiver in providing care for them (U)

Most families found the health services to be fragmented ... Lack of Continuity of care
continuity ... left little room for patients and family members to receive
answers to their questions (U)

The service that they had received was not well coordinated and
continuous (U)

The families did not want HCNs to always send new people to their
homes. It was particularly difficult for patients to receive care from
strangers, who did not know their needs, and this meant unpredictability
concerning how help would be given (U)
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Appreciation for continuity in the relationships with palliative care nurses
(V)

Continuous care by the same individual(s) was acknowledged by care
recipients to be a positive aspect of formal supports (U)

The cancer nurse was the same over time and an important resource for
the families. She communicated information and helped families navigate
the health care system (U)

Lack of communication between the care recipients and health providers
was ... a major problem (U)

Communication with their health care providers was important (U)

Health care providers were perceived as providing uncertainty in how to
proceed with care (U)

Some families thus blamed the GP for the patient’s poor prognosis (U)

Families expressed low confidence in the GP’s competence (U)

Many patients did not wish to, or were unable to, maintain contact with
the health services and handle the information regarding their own health
situation (U)

More or less completely delegated that responsibility to their family
members (U)

It seemed easier for the patient to delegate and for family members to
take over when a spouse or family member had health service training (U)

Experiences of being connected with their nurses were in keeping with
their sick role (U)

The nurses were insensitive (U)

Patient and caregiver psychological well-being is improved through having
a good relationship with nurses (U)

Nurses can, holistically, understand an individual’s situation which ensures
that the patient’s needs and wishes remains central (U)

Lack of information and poor communication with health care providers
(V)

Service workers were not aware of what other service workers had done
(V)

Communication and
relationships with health
care providers

All care recipients acknowledged how helpful and supportive formal
services have been (U)

Grateful that community-health palliative care professionals were able to
enter their homes and assist their family members with providing care to
them (U)

The hospital doctors and nurses, district nurses could bridge the hospital/
treatment dimension of the outside world and the disease/cancer dying
world (U)

Some district nurses focused mainly on patients’ physical conditions,
rather than their emotional needs (U)

District nurse emotionally supportive (U)

Felt that their end-of-life wishes to receive care at home were being
honoured (U)

Formal support

U, unequivocal; GP, general practitioner; HCNs, health care nurses.

This is my house. This is where my family
l's’34(p.54)

I would rather die now than spend the time
in the hospital...I don’t know those people.

They’re strangers. Here my wife is. My
pictures are here. My life was bhere. I just
wish we started this early and that 1
didn’t waste time in the bhospital with
strangers. 3459
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Well now people come to my house so I don’t
have to go to them. But now my daughter can
do everything for me instead of them. Because 1
am home. 3454

Category 4.2: Informal support

Informal supports were described by older persons as
a spouse, family member, friend, or neighbor. Vary-
ing expectations of informal supports were held by
older persons, and their expectations were met to
varying degrees. Sometimes there was too much sup-
port; sometimes they felt there was not enough. Older
persons receiving palliative care at home wanted their
family to provide the majority of their care. They
recognized the importance and effectiveness of
informal support, not only for themselves, but also
for their caregivers. Older persons expressed concern
about the burden on their caregivers. They gave care
to their loved ones in the form of understanding and
emotional support, such as preparing their loved ones
for being on their own. This category was supported
by 15 findings.

When 1 went to the hospital, my neighbor never
missed a day and be was out there visiting me ...
If they don’t see one or both of us every day,
they are right at the door bell to check.35®-8%

I worry that she’s working too hard. She looks
after me like a baby and it’s just a little too much
for her.27-13)

They supported me in one way—okay, they
phoned—but they never came ... I felt that
was the hardest part.27-15)

I had about 29 [visitors] in one day and they had
to cut the visitors off because it wasn’t doing me
any good.?’(¥-15)

Category 4.3: Continuity of care

Older persons receiving palliative care in the com-
munity expressed their concerns and experiences
with the continuity of care they received, which
could be fragmented and uncoordinated. They
did not want to receive care from strangers
who were not aware of their needs or how best to
address them. They were concerned about the
unpredictability and the lack of continuity of care
received from health care providers. They wanted to
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have the same formal support caregivers to provide
continuity of care for them. This category was sup-
ported by 6 findings.

I never had the same doctor I've been in contact
with a whole series of them. In addition, then
they would spend the time reading my journal. 1
learned nothing new about my treatment. In
addition, then I just had to leave. I felt I did
not really have anything to do there. 25?8

Nobody knows what anybody’s doing and you
don’t work as a team.?’(P-1%

They [nurses] write it down but the report in the
end doesn’t go to the hospital, and from the
hospital the reports doesn’t go to the VON
[community nursing agency].27®-15)

The doctors don’t know. They don’t have a clue
right now. 1 went to the cardiologist about 6
weeks ago, and he said “I think 1 have failed
you”... I had 3 cardiologists in my room down

there for 3 weeks. They can’t agree with each
other 35(0-88-89)

Category 4.4: Communication and relationships
with health care providers

Older persons receiving community-based palliative
care recognized the importance of having good com-
munication and relationships with their health care
providers to enable their needs and wishes for their
end-of-life care to be met. For some participants,
communications with their health care providers
were problematic, and they often delegated this to
family members or to trusted members of their pal-
liative care team, such as the nurses who provided
their care in their homes. The older person’s rela-
tionships with their health care providers were com-
plex and varied. Some older persons reported that
they were not listened to, were treated insensitively,
or were primarily related to in terms of their disease
or as a sick and dying patient. Other older persons
reported experiencing warm, trusting communica-
tions and relationships with their health care pro-
viders who related to them holistically, spoke to
them honestly about their condition and future,
and listened and demonstrated understanding of
their feelings and concerns. This category was sup-
ported by 14 findings.
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They told me that I was a cancer patient and |
said well the doctor didn’t tell me that ... It was,
to tell you the truth, quite upsetting.?’®-15)

I guess the doctors were telling me there wasn’t
much they could do for me any more. I guess
that’s when it really hit me that the old heart
could stop any time now ... when you’re feeling
good and when you don’t have any pain and
that kind of stuff, if they sat down and slowly
brought the subject to a head. 1 think that would
have been better than just coming right out
with it, especially when you weren’t feeling
well. »33(0-50)

The doctors don’t listen to you. They are more
interested in making your body well and it
doesn’t matter how sick you feel 27(-15)

When I'm at the doctors, and be tries to explain
something, I hardly listen to what he says.25t-%

Other older persons reported experiencing warm,
trusting communications and relationships with
their health care providers who related to them
holistically, spoke to them honestly about their con-
dition and future, and listened and demonstrated
understanding of their feelings and concerns.

[Nurse’s] very understanding and when you’re
talking about understanding in this day and age,
it’s not easy to get people to understand your
needs or your way of life ... [Nurses] always put
your needs first.31(¥-2167)

But I like it when they [nurses] come. They ex-
plain things. And I am less scared because ...
when I forget they tell me it’s okay and they are
like doctors, right so it makes me less scared ...
I know when she [community bealth nurse]
comes she will check or she will tell my husband
or son things are getting bad and when I should
expect to go. The nurses make me feel less scared
of death 3#v-56)

Category 4.5: Formal support

Older persons receiving palliative care in the
community acknowledged and expressed apprecia-
tion for supportive formal services provided by
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health care providers, without which they would
not be able to receive palliative care in their own
home or have their wish to die at home honored.
They spoke of the relief and comfort they received
from nurses who could anticipate their needs, as well
as their knowledge of resources that might be needed
and how to procure these. The older persons appre-
ciated the health professionals who came into their
home, guided them to appropriate services and care,
monitored and managed their symptoms and medi-
cations, and supported both themselves and family
caregivers with the older person’s treatment and
care. Older persons expressed confidence that nurses
who were providing their palliative care at home
would honor their wishes as to how their end-of-life
care was provided. This category was supported by
6 findings.

This [district nurse] provides the intermediary.3°
(p.2635)

I'm so grateful that there are those things in the
community that can support us at home.?’-19

He [the doctor] tells you like it is. He doesn’t
sugar coat it and that’s good because you know
exactly where you stand. 2’14

I won’t get better or they won’t try to keep me
alive with a machine. So then as soon as I found
that out, I said “take me home.” But I couldn’t
just go home. So they said they’d send someone
once a week. And that’s it. This is what I wanted
and because of my wife and the people who
come I can. This is what I want. My wish is to
be here. I got my wish.34-63-4

Discussion

To our knowledge, this is the first systematic review
of qualitative studies exploring older persons’ percep-
tions and experiences of community palliative care.
These were captured within 4 synthesized findings. In
the first finding, older people recognized that their life
has changed and came to terms with their situation,
redefining what is normal, appreciating life lived, and
celebrating the life they still have by living one day at
a time. The second finding described their experience
of isolation and loneliness exacerbated by their
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detachment and withdrawal from and by others. The
third finding articulated major challenges they faced
managing prevailing symptoms of breathlessness and
fatigue, managing medications, and costs of care and
medical equipment. The fourth finding identified
their need to receive palliative care and to die at
home, which requires both informal and formal sup-
ports, including continuity of care, good communica-
tion, and positive relationships with health care
providers.

Older persons receiving palliative care in the com-
munity experience multiple unexpected, unpredic-
table, uncontrollable changes related to their health,
identity, roles, relationships, and environment. For
some older persons, significant change may occur
when they experience the loss of ability to maintain
their usual physical and social activities.3>3% Such
limitations on their normal everyday activities brought
the experience of “dying while living.”32(P-342)

Older persons largely became aware of their
situation when they received their diagnosis, progno-
sis, and proposed plan for palliative care from med-
ical professionals. The studies included in this review,
however, gave little information on how and when
the diagnosis was delivered or received, or whether
there was any negotiation or active involvement in
the older person’s proposed planned palliative care.
Older persons reported that their recognition and
acknowledgment of their situation was accompanied
by feelings such as loss of control, helplessness,
resentment, or surprise.?-?%32%35 For some older per-
sons, acknowledgment that they were dying, and
their acceptance of palliative care by health profes-
sionals, opened up perceived possibilities of their liv-
ing at home and extending their life expectancy by
many years with such care.3* These findings highlight
the need for community palliative care services and
health workers who can provide compassionate care.

This review adds to the research related to the
concept of “living while dying,”32(p-338,341),35(p.101)
illuminating the older person’s experience of living
in the uncertain context of dying.3¢ Studies show that
persons receiving palliative care are at risk of losing
their identity as a social person.3¢-38 Importantly, in
our review, older persons receiving community palli-
ative care challenged the changes imposed by their
situation by maintaining their personhood through
valuing, continuing, and normalizing their physical
activities and social relationships.?%32
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We found that some older persons experienced
intrapersonal and interpersonal isolation in relation
to their diagnosis, as well as geographical and social
isolation from home-based, community palliative
care.”’3% Some older persons felt marginalized due
to their inability to participate in their usual life activ-
ities, and were perceived as a sick, dying person and
thus a burden to others, with their family and friends
initiating detachment and withdrawal from them.3?
The ambivalence of wanting to be left alone and yet
not wanting to be alone led some older persons re-
ceiving palliative care in their home to withdraw and
detach from others, including their palliative care
nurses.>? This highlights the need for palliative care
staff to identify loneliness in patients and to develop
strategies they may employ to address this.

The participants in this review found it difficult
to determine and manage prevailing symptoms.
Breathlessness, and the subsequent anxiety associated
with managing it, was connected to fears around the
increasing deterioration of their health and the immi-
nent approach of the end of their life.35 Some older
persons receiving community-based palliative care
had difficulty judging when to call health providers
or seek hospital admission for increasing severity
of symptoms such as breathlessness. The literature
reports that the severity of breathlessness may
increase in the last months of life for persons with
advanced illness, leading to frequent admissions to
emergency and acute wards.>** Breathlessness may
be difficult to manage clinically, with limited effec-
tive, evidence-based interventions available.#* To
ensure that high-quality, comprehensive, coordi-
nated, person-centered, community-based care is pro-
vided, it is important that the palliative care team
include the patient and their family and caregivers
in negotiations and discussions about how their
actual and potential symptoms and palliative care
may be best managed.*3

As the older person’s breathlessness and fatigue
increased, they were no longer able to manage their
medications, requiring others to take over medication
management.® The literature reveals that poor med-
ication management is partly caused by fragmented
and uncoordinated information-sharing among health
care professionals working in the community and
hospital settings.** This review showed that older
persons may delay seeking help due to prohibitive
costs of medical care and equipment for palliative care
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at home, as well as for emergency transport and
admissions and treatment in hospitals.?”3%* A coor-
dinated multidisciplinary team involved in transport-
ing the older person between hospital and community
may be less burdensome and less distressful.*>

The participants in this review wanted to receive
palliative care and die in the place they felt they
belonged, in their own homes surrounded and sup-
ported by their family and friends, rather than in a
hospital surrounded by strangers. Being in their own
home provided them with feelings of safety and
comfort, and lessened the fear of dying.3* In addi-
tion, for older persons with dementia receiving pal-
liative care in the community, the home provided a
familiar and supportive environment, which allowed
them to be more independent.3*

Despite the preference of older persons to die at
home, the literature indicates that there is low
congruence between the preferred and actual place
of death.*¢50 A recent Australian study’® found
that while 80% of older persons receiving end-of-
life care at home preferred to die at home, only
22% were able to do so, with the majority of
older persons transferred to hospitals at the end
of life and subsequently dying in hospital settings.
Research shows that the increased physical depen-
dency and medical needs of persons close to
death may result in their home environment being
changed into a clinical setting, as medical equip-
ment, hospital beds, and oxygen tanks are added,
and more regular visits by health care professionals
occur.’! Additionally, the literature shows that for
end-of-life care, home may not be—or no longer be
—the preferred place to die.’? This change of pref-
erence may be due to lack of quality after-hours
support at home,*? lack of multidisciplinary care
coordination and continuity,* concerns about
safety,> perceived burden to family or carers,’®
financial concerns,’” or concerns about pain con-
trol and symptom management.’® Changes in pref-
erence from home death to hospital death during
the final phase of illness may be initiated by older
persons or by their family or carers.’’

Encouraging older adults to have an advance care
plan enables them to make informed decisions about
their preferences for where they want die and receive
care and treatment. Ideally this should occur before
the need arises for palliative care.®® To achieve this,
public education is necessary to inform the commu-
nity of the benefits of advance care planning.
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Irrespective of whether the patient has an advance
care plan, the challenges associated with dying at
home (eg, arranging services, symptom manage-
ment, loneliness and isolation, difficulty coping)
highlight the need for the dying person and family
to be supported by empathetic and compassionate
staff with education and expertise in palliative
care.®!

Informal supports were of vital importance for
the older person in terms of ability to continue to
receive palliative care in their own home and have
their end-of-life wishes respected. Some older per-
sons reported receiving too little or too much
informal support.?” Older persons preferred to have
family members as their carers.3* In turn, they
became aware of the burdens and negative toll on
those who were caring for them, and became care-
givers to those who cared for them.?”-3? Palliative
care practices that include carer education and sup-
port are essential to avoid negative impacts on the
carer and, importantly, their relationship with the
patient.

Older persons in this review acknowledged that
continuity of care was a positive, essential aspect of
formal supports; however, formal supports could be
fragmented, unpredictable, and lacking continuity
and adequate coordination.?”-?® Despite the impor-
tance of continuity and coordination of care and a
collaborative interdisciplinary approach for delivery
of palliative care, fragmentation of services and poor
coordination are common themes in the litera-
ture.286263  Qlder persons receiving community-
based palliative care in this review had complex
and varied communications and relationships with
their health providers. Some older persons reported
experiences of being treated insensitively, not being
listened to or included in the decision-making for
their own care, or receiving care focused primarily
on their physical health care needs.?”-3%32 This could
lead to the older person withdrawing from partici-
pation in their communications with health care
providers and delegating communication to family
members or to trusted members of the health care
team, such the nurses who provided care in their
homes.?8:31:34 The literature shows that older persons
and their carers who have impaired communication,
poor negotiation skills, and little confidence commu-
nicating with health care providers are at risk of
being marginalized from decision-making regarding
their own health care.64-6¢
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Other older persons in this review reported em-
pathetic, trusting communications and relationships
with their health providers who provided holistic
care, delivered honest and informative communica-
tions about their conditions and future, and included
them in the planning and implementation of
care.’0-323% These findings support the literature
demonstrating that older persons’ autonomy and
dignity help them to maintain their personhood
and encourage their active involvement in decision-
making related to their health care.646¢

Limitations of the review

The review was limited to studies published in Eng-
lish. The available studies focused on older persons
with cancer and heart failure who experienced com-
munity-based palliative care, with only 1 study of
older persons with dementia included in the review.
There was variation in participants’ illnesses and
illness trajectories within and across the studies, in
data collection and analysis, and the contexts of the
studies. Due in part to the difficulty recruiting and
maintaining the participation of older persons re-
ceiving palliative care in research studies, there were
small numbers of participants in each of the studies
reviewed. This may present a limited view of the
perceptions and experiences of older adults receiving
community palliative care.

Strengths of the review

According to our knowledge, this is the first system-
atic review of older persons’ experiences and percep-
tions of community-based palliative care, providing
a comprehensive overview of the services and gaps in
practice, education, and research. To date, there are
few studies that focus on older persons’ experiences
and perceptions of receiving palliative care in the
community and even fewer that have only older
persons as participants. Qualitative studies of older
persons receiving palliative care tend to explore the
experiences of carers and health care professionals
as well as the older person’s perspectives and experi-
ences, and data collection may also involve family
and/or carers in the interviews with the older person.
This may impede the voices of the older person to be
heard above the louder and more dominant voices of
health care professionals, carers, or family members.
This review, therefore, has included only older per-
sons who were receiving community palliative care as
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participants, and data collected relating to their own
experiences and perceptions of their community-
based care. This allows a platform from which the
voices of older persons receiving palliative care in the
community can be clearly identified and heard.
Hence, this adds new and critical knowledge that
can contribute to developing and informing policy,
as well as implementing and evaluating best-practice,
empathetic, respectful, person-centered community-
based palliative care models that uphold the older
person’s rights, including the right to make decisions
related to their own palliative care, and to maintain
their personhood.

Conclusions

The role of palliative care varies according to the
context of care. Palliative care delivered in the com-
munity can have different challenges compared with a
palliative care inpatient unit or palliative care under-
taken in the acute hospital setting. Nonetheless,
research-informed policy is fundamental to identify
appropriate resources, including the need for quali-
fied palliative care staff to provide care. Older per-
sons have the right to make choices regarding their
care and the right to access good palliative care.
Consequently, their input in decision-making about
their care is fundamental to meeting their needs and is
contingent on effective communication between the
patient, family, and staff across services.

Recommendations for policy

Policy is needed that adopts frameworks underpin-
ning community palliative care that enable doctors
and community nurses to optimize practice. Frame-
work elements may include guiding principles for
care, and promotion of education and collaboration
among staff to optimize evidence-based care.

Recommendations for practice
The voices of older persons from the 9 research
papers have highlighted that improvement is still
needed when palliative care is provided in the com-
munity; therefore, a number of recommendations
are suggested. Recommendations are rated accord-
ing to the JBI Grades of Recommendation.®”
i) Palliative care staff, including medical practition-
ers, nurses, social workers, and other allied
health workers in hospital, aged care facility,
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community, hospice, and home settings, need to
work together to provide individualized person-
centered care, acknowledging both the patient’s
and carer’s needs and strengths, and in accord-
ance with the patient’s acceptance and under-
standing of their end-of-life prognosis and their
experience of palliative care. (Grade A)

ii) Older persons’ active involvement in the plan-
ning and implementation of their care, includ-
ing information about symptom management
and palliative care options, is necessary for
high-quality care. (Grade A)

iii) Practitioners need to engage in respectful, em-
pathetic, and supportive communication with
older persons to enable them to voice their
fears and concerns. (Grade A)

iv) Isolation and loneliness often accompany aging
and ill health requiring palliative care. Engage-
ment with support networks, including family
and relevant community services, may help to
alleviate this. (Grade A)

Recommendations for research

This study highlights the need for additional studies
relating to older persons’ experiences and perceptions
of community-based palliative care. There is also
a need for studies to evaluate the implementation of
best-practice models and policies, and their impact
on the quality of palliative care provided as well as
patient satisfaction with care provided. The study also
highlights the difficulties in recruiting and retaining
older persons receiving palliative care to participate
in research studies exploring their experiences of
palliative care. Given the small numbers of palliative
patients in such studies, it is difficult to explore
the experiences of patients with different diagnoses
(eg, different cancers) or for different genders, socio-
economic groups, or countries. Hence, further research
into developing and using appropriate methodo-
logy and methods that will allow for such research is
urgently needed to inform the development of person-
centered models of community care.

Research is also needed in relation to how com-
munity palliative care providers can best promote
and facilitate older persons’ autonomy; power; con-
trol; and informed, active decision-making relating
to their palliative care in the community. Older
persons require adequate information, explanation
of viable options, and the opportunity to make in-
formed decisions. Further research is required to

JBI Evidence Synthesis

A. Cotton et al.

evaluate current models and to develop new models
of community-based palliative care that can provide
person-centered, palliative care oriented to the indi-
vidual patient and the specific community in which
the palliative care is delivered.

References

1. Gwyther L, Brennan F, Harding R. Advancing palliative care
as a human right. J Pain Symptom Manage 2009;38(5):
767-74.

2. Powell RA, Mwangi-Powell FN, Radbruch L, et al. Putting
palliative care on the global health agenda. Lancet Oncol
2015;16(2):131-3.

3. World Health Organization. Palliative care [internet]. WHO;
2020 [cited 2023 Aug 31]. Available from: https://www.who.
int/news-room/fact-sheets/detail/palliative-care.

4. United Nations Department of Economic and Social Affairs,
Population Division. Population facts: government policies
to address population ageing [internet]. United Nations;
2020 [cited 2023 Sep 8]. Available from: https://www.un.
org/development/desa/pd/sites/www.un.org.develop
ment.desa.pd/files/files/documents/2020/Oct/undesa_pd_
2020_pf_government_policies_population_ageing.pdf.

5. World Health Organization. World report on ageing
and health [internet]. WHO; 2015 [cited 2023 Sep 21].
Available from: https://apps.who.int/iris/handle/10665/
186463.

6. Australian Government. Chronic conditions in Australia
[internet]. Department of Health and Aged Care; 2020 [cited
2023 Sep 21]. Available from: https://www.health.gov.au/
topics/chronic-conditions/chronic-conditions-in-australia.

7. Walshe C, Todd C, Caress A, Chew-Graham C. Patterns of
access to commnity palliative care services: a literature
review. J Pain Symptom Manage 2009;37(5):884-912.

8. Hall S, Petkova H, Tsouros AD, Costantini M, Higginson 1J.
Palliative care for older people: better practices [internet].
In: Hall S, Petkova H, Tsouros AD, Costantini M, Higginson 1J,
editors. World Health Organization Regional Office for Eur-
ope; 2011 [cited 2023 Sep 20]. Available from: https://apps.
who.int/iris/handle/10665/326378.

9. Duggleby W, Raudonis BM. Dispelling myths about pallia-
tive care and older adults. Semin Oncol Nurs 2006;22(1):
58-64.

10. McCaffrey N, Bradley S, Ratcliffe J, Currow DC. What aspects
of quality of life are important from palliative care patients’
perspectives? A systematic review of qualitative research.
J Pain Symptom Manage 2016;52(2):318-28.e5.

11. Luckett T, Phillips J, Agar M, Virdun C, Green A, Davidson
PM. Elements of effective palliative care models: a rapid
review. BMC Health Serv Res 2014;14:136.

12. Candy B, Holman A, Leurent B, Davis S, Jones L. Hospice
care delivered at home, in nursing homes and in

COPYRIGHT © 2023 THE AUTHORS. PUBLISHED BY WOLTERS KLUWER HEALTH, INC. ON BEHALF OF JBI. 253


https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.who.int/news-room/fact-sheets/detail/palliative-care
https://www.un.org/development/desa/pd/sites/www.un.org.development.desa.pd/files/files/documents/2020/Oct/undesa_pd_2020_pf_government_policies_population_ageing.pdf
https://www.un.org/development/desa/pd/sites/www.un.org.development.desa.pd/files/files/documents/2020/Oct/undesa_pd_2020_pf_government_policies_population_ageing.pdf
https://www.un.org/development/desa/pd/sites/www.un.org.development.desa.pd/files/files/documents/2020/Oct/undesa_pd_2020_pf_government_policies_population_ageing.pdf
https://www.un.org/development/desa/pd/sites/www.un.org.development.desa.pd/files/files/documents/2020/Oct/undesa_pd_2020_pf_government_policies_population_ageing.pdf
https://apps.who.int/iris/handle/10665/186463
https://apps.who.int/iris/handle/10665/186463
https://www.health.gov.au/topics/chronic-conditions/chronic-conditions-in-australia
https://www.health.gov.au/topics/chronic-conditions/chronic-conditions-in-australia
https://apps.who.int/iris/handle/10665/326378
https://apps.who.int/iris/handle/10665/326378

SYSTEMATIC REVIEW

13.

14.

15.

16.

17.

18.

19.

20.

21.

22,

23.

24,

25.

JBI Evidence Synthesis

dedicated hospice facilities: a systematic review of quan-
titative and qualitative evidence. Int J Nurs Stud 2011;48
(1):121-33.

Brereton L, Clark J, Ingleton C, Gardiner C, Preston L, Ryan T,
et al. What do we know about different models of provid-
ing palliative care? Findings from a systematic review of
reviews. Palliat Med 2017;31(9):781-97.

Smith C, Newbury G. Palliative care for community patients
diagnosed with dementia: a systematic review. Br J Com-
munity Nurs 2019;24(12):570-5.

Holm AL, Severinsson E. A qualitative systematic review of
older persons’ perceptions of health, ill health, and their
community health care needs. Nurs Res Pract 2013;2013:
672702.

Raco M, Burdett T, Heaslip V. Exploring an integrated pal-
liative care model for older people: an integrative review. J
Integr Care 2019;27(13).

Reigada C, Pais-Ribeiro JL, Novellas A, Gongalves E. The
Caregiver role in palliative care: a systematic review of
the literature. Health Care Curr Rev 2015;3:2.

Adashek JJ, Subbiah IM. Caring for the caregiver: a system-
atic review characterising the experience of caregivers of
older adults with advanced cancers. ESMO Open 2020;5(5):
e000862.

Chi N-C, Demiris G. Family caregivers’ pain management in
end-of-life care: a systematic review. Am J Hosp Palliat Care
2017;34(5):470-85.

Alves LCS, Monteiro DQ, Bento SR, Hayashi VD, Pelegrini
LNG, Vale FAC. Burnout syndrome in informal caregivers of
older adults with dementia: a systematic review. Dement
Neuropsychol 2019;13(4):415-21.

Becqué VN, Riejens JAC, van Driel AG, van der Heide A,
Witkam E. Nursing interventions to support family caregivers
in end-of-life at home: a systematic narrative review. Int J
Nurs Stud 2019;97:28-39.

Cotton AH, Sayers JM. Older persons’ perceptions and
experiences of community palliative care: a systematic
review of qualitative evidence protocol. JBI Database Sys-
tem Rev Implement Rep 2016;14(4):3-9.

Lockwood C, Porritt K, Munn Z, Rittenmeyer L, Salmond S,
Bjerrum M, et al. Chapter 2: Systematic reviews of qualita-
tive evidence. JBI Manual for Evidence Synthesis [internet].
JBI; 2020 [cited 2023 Sep 19]. Available from: https://synthe
sismanual.jbi.global.

Lockwood C, Munn Z, Porritt K. Qualitative research syn-
thesis: methodological guidance for systematic reviewers
utilizing meta-aggregation. Int J Evid Based Healthc 2015;
13(3):179-87.

Munn Z, Porritt K, Lockwood C, Aromataris E, Pearson A.
Establishing confidence in the output of qualitative
research synthesis: the ConQual approach. BMC Med Res
Methodol 2014;14(1):1-7.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

A. Cotton et al.

Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffman TC,
Mulrow CD, et al. The PRISMA 2020 statement: an updated
guideline for reporting systematic reviews. BMJ 2021;372:
n71.

Jo S, Brazil K, Lohfeld L, Willison K. Caregiving at the end of
life: perspectives from spousal caregivers and care recipi-
ents. Palliat Support Care 2007;5(1):11-7.

Fjose M, Eilertsen G, Kirkevold M, Grov EK. “Non-palliative
care”-a qualitative study of older cancer patients’ and their
family members’ experiences with the health care system.
BMC Health Serv Res 2018;18(1):745.

Duggleby WD, Penz KL, Goodridge DM, Wilson DM, Leipert
BD, Berry PH, et al. The transition experience of rural older
persons with advanced cancer and their families: a
grounded theory study. BMC Palliat Care 2010;9:5.

Law R. ‘Bridging worlds’: meeting the emotional needs of
dying patients. J Adv Nurs 2009;65(12):2630—-41.

Jack BA, Mitchell TK, Cope LC, O’Brien MR. Supporting older
people with cancer and life-limiting conditions dying at
home: a qualitative study of patient and family caregiver
experiences of Hospice at Home care. J Adv Nurs 2016;72
(9):2162-72.

McWilliam CL, Ward-Griffin C, Oudshoorn A, Krestick E.
Living while dying/dying while living: older clients’ socio-
cultural experience of home-based palliative care. J Hosp
Palliat Nurs 2008;10(6):338—49.

Kaasalainen S, Strachan PH, Brazil K, Marshall D, Willison K,
Dolovich L, et al. Managing palliative care for adults
with advanced heart failure. Can J Nurs Res 2011;43(3):
38-57.

Kokorelias KM. The lived palliative care experiences of
community-dwelling older adults with dementia in South
Western Ontario [thesis]. The University of Western Ontario;
2016 [cited 2021 Jul 4]. Available from: https:/ir.lib.uwo.ca/
etd/4179.

Culjis MJ. The experience of older men with heart
failure who are receiving palliative care [dissertation].
University of California; 2013 [cited 2021 Jul 4]. Available
from: https://escholarship.org/uc/item/3tr400q2.

Kralik D, Koch T, Price K, Howard N. Chronic illness self-
management: taking action to create order. J Clin Nurs
2004;13(2):259-67.

Kabel A, Roberts D. Professionals’ perceptions of maintain-
ing personhood in hospice care. Int J Palliat Nurs 2003;9(7):
283-9.

Lawton J. The dying process: patients’ experiences of pal-
liative care. Routledge; 2002.

Barbera L, Taylor C, Dudgeon D. Why do patients with
cancer visit the emergency department near the end of
life? CMAJ 2010;182(6):563-8.

Ekstrém M, Allingham SF, Eagar K, Yates P, Johnson C,
Currow DC. Breathlessness during the last week of life in

COPYRIGHT © 2023 THE AUTHORS. PUBLISHED BY WOLTERS KLUWER HEALTH, INC. ON BEHALF OF JBI. 254


https://synthesismanual.jbi.global.
https://synthesismanual.jbi.global.
https://ir.lib.uwo.ca/etd/4179
https://ir.lib.uwo.ca/etd/4179
https://escholarship.org/uc/item/3tr400q2

SYSTEMATIC REVIEW

41

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

JBI Evidence Synthesis

palliative care: an Australian prospective, longitudinal
study. J Pain Symptom Manage 2016;51(5):816-23.

. Gysels M, Bausewein C, Higginson ). Experiences of breath-

lessness: a systematic review of the qualitative literature.
Palliat Support Care 2007;5(3):281-302.

Gysels MH, Higginson 1J. The lived experience of breath-
lessness and its implications for care: a qualitative compar-
ison in cancer, COPD, heart failure and MND. BMC Palliat
Care 2011;10(1):1-10.

Henson LA, Maddocks M, Evans C, Davidson M, Hicks S,
Higginson 1J. Palliative care and the management of com-
mon distressing symptoms in advanced cancer: pain,
breathlessness, nausea and vomiting, and fatigue. J Clin
Oncol 2020;38(9):905.

Tait P, Chakraborty A, Tieman J. The roles and responsibili-
ties of community pharmacists supporting older people
with palliative care needs: a rapid review of the literature.
Pharmacy 2020;8(3):143.

Evans CJ, Bone AE, Yi D, Gao W, Morgan M, Taherzadeh S,
et al. Community-based short-term integrated palliative
and supportive care reduces symptom distress for older
people with chronic noncancer conditions compared with
usual care: a randomised controlled single-blind mixed
method trial. Int J Nurs Stud 2021;120:103978.

Nilsson J, Blomberg C, Holgersson G, Carlsson T, Bergqvist M,
Bergstrom S. End-of-life care: where do cancer patients want
to die? A systematic review. Asia Pac J Clin Oncol 2017;13(6):
356-64.

Hoare S, Morris ZS, Kelly MP, Kuhn |, Barclay S. Do patients
want to die at home? A systematic review of the UK
literature, focused on missing preferences for place of
death. PLoS One 2015;10(11):e0142723.

Cai J, Zhao H, Coyte PC. Socioeconomic differences and
trends in the place of death among elderly people in China.
Int J Environ Res Public Health 2017;14(10):1210.

De Roo ML, Miccinesi G, Onwuteaka-Philipsen BD, Van Den
Noortgate N, Van den Block L, Bonacchi A, et al. Actual and
preferred place of death of home-dwelling patients in four
European countries: making sense of quality indicators.
PLoS One 2014;9(4):e93762.

Ding J, Johnson CE, Auret K, Ritson D, Masarei C, Chua D,
et al. Comparison of end-of-life care for people living in
home settings versus residential aged care facilities: a
nationwide study among Australian general practitioners.
Health Soc Care Community 2022;30(1):91-101.

Gott M, Seymour J, Bellamy G, Clark D, Ahmedzai S. Older
people’s views about home as a place of care at the end of
life. Palliat Med 2004;18(5):460—7.

Waghorn M, Young H, Davies A. Opinions of patients with
cancer on the relative importance of place of death in the
context of a ‘good death’. BMJ Support Palliat Care 2011;1
(3):310-4.

Finkelstein EA, Bilger M, Flynn TN, Malhotra C. Prefer-
ences for end-of-life care among community-dwelling

54,

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

66.

A. Cotton et al.

older adults and patients with advanced cancer: a dis-
crete choice experiment. Health Policy 2015;119(11):
1482-9.

Daveson BA, Harding R, Shipman C, Mason BL, Epiphaniou
E, Higginson 1J, et al. The real-world problem of care coor-
dination: a longitudinal qualitative study with patients liv-
ing with advanced progressive illness and their unpaid
caregivers. PLoS One 2014;9(5):€95523.

Pollock K. Is home always the best and preferred place of
death? BMJ 2015;351:h4855.

Bausewein C, Calanzani N, Daveson BA, Simon ST, Ferreira PL,
Higginson 1J, et al. ‘Burden to others’ as a public concern in
advanced cancer: a comparative survey in seven European
countries. BMC Cancer 2013;13:105.

Penders YW, Rietjens J, Albers G, Croezen S, Van, den Block
L. Differences in out-of-pocket costs of healthcare in the
last year of life of older people in 13 European countries.
Palliat Med 2017;31(1):42-52.

Robinson J, Gott M, Gardiner C, Ingleton C. The ‘problema-
tisation’of palliative care in hospital: an exploratory review
of international palliative care policy in five countries. BMC
Palliat Care 2016;15:64.

Tang ST, Lui TW, Lai MS, McCorkle R. Discrepancy in the
preferences of place of death between terminally ill cancer
patients and their primary family caregivers in Taiwan. Soc
Sci Med 2005;61(7):1560-6.

Bravo G, Trottier L, Arcand M, Boire-Lavigne A-M
Blanchette D, Dubois M-F, et al. Promoting advance care
planning among community-based older adults: a
randomized controlled trial. Patient Educ Couns 2016;99
(11):1785-95.

Danielsen BV, Sand AM, Rosland JH, Ferland O. Experiences
and challenges of home care nurses and general practi-
tioners in home-based palliative care—a qualitative study.
BMC Palliat Care 2018;17(1):95.

Davies N, Maio L, Vedavanam K, Manthorpe J, Vernooij-
Dassen M, lliffe S. IMPACT Research team. Barriers to the
provision of high-quality palliative care for people with
dementia in England: a qualitative study of professionals’
experiences. Health Soc Care Community 2014;22(4):
386-94.

Smith C, Newbury G. Palliative care for community patients
diagnosed with dementia: a systematic review. Br J Com-
munity Nurs 2019;24(12):570-5.

Byrne K, Frazee K, Sims-Gould J, Martin-Matthews A. Valu-
ing the older person in the context of delivery and receipt
of home support: client perspectives. J Appl Gerontol 2012;
31(3):377-401.

Dooley J, Bailey C, McCabe R. Communication in health-
care interactions in dementia: a systematic review of
observational studies. Int Psychogeriatr 2015;27(8):
1277-300.

Gregory A, Mackintosh S, Kumar S, Grech C. Experiences of
health care for older people who need support to live at

COPYRIGHT © 2023 THE AUTHORS. PUBLISHED BY WOLTERS KLUWER HEALTH, INC. ON BEHALF OF JBI. 255



SYSTEMATIC REVIEW A. Cotton et al.
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Appendix I: Search strategy

Searches conducted July 2021 and updated November 1, 2022
CINAHL (EBSCOhost)

Records
Search ID Search terms retrieved
S1 (MH “Palliative Care”) OR (MH “Terminal Care”) OR (MH “Hospice Care”) OR (MH “Hospice and Palliative | 62,707

Nursing”)
S2 (MH “Home Health Care”) OR (MH “Home Health Aides”) OR (MH “Home Rehabilitation”) 28,508
S3 (MH “Primary Health Care”) 72,503
S4 (MH “Perception”) 31,651
S5 (MH “Attitude”) 18,334
S6 (MH “Life Experiences”) 34,379
S7 S2 OR S3 3474
S8 S1 AND S7 82,772
S9 S7 AND S8 69
S10 S9 (Limiters -Publication Date:2000- 2022; Language: - English) 67
MEDLINE (Ovid)

Records
Search ID Search terms retrieved
S1 Palliative Care/ or “Hospice and Palliative Care Nursing”/ or Palliative Medicine/ 62,593
S2 Home Care Services/ or ‘home care’.mp. 54,689
S3 Primary Health Care/ or ‘primary health care’.mp. 106,838
sS4 perception.mp. or Perception/ 413,264
S5 Attitude/ or Attitude to Health/ or Attitude.mp. 320,822
S6 Experiences.mp. 256,182
S7 S2 OR S3 160,279
S8 S1 AND S7 3036
S9 S4 OR S5 OR S6 930,002
S10 S8 AND S9 677
S11 S10 (Limiters -Publication Date:2000- 2022; Language: - English) 615
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Search ID Search terms Records retrieved
S1 'palliative care’.mp. or palliative therapy/ 124,995
S2 home care/ 70,383
S3 'primary health care’.mp. or primary health care/ 91,233
sS4 perception.mp. or perception/ 434,071
S5 attitude.mp. or attitude to health/ or attitude to life/ or attitude/ or attitude to illness/ 530,689
S6 experience.mp. or personal experience/ or experience seeking/ or experience/ 1,238,519
S7 S2 OR S3 160,427
S8 S1 AND S7 5178

S9 S4 OR S5 OR S6 2,064,031
S10 S8 AND S9 1376

S11 S10 (Limiters -Publication Date:2000- 2022; Language: - English) 1175

Web of Science Core Collection

Search ID Search terms Records retrieved
S1 'home care’ (All Fields) or ‘primary health care’ (All Fields) 508,832
S2 ALL = (‘palliative care’) 73,080
S3 ((ALL = (perception)) OR ALL = (experience)) AND ALL = (attitude) 166,407
sS4 S1 AND S2 AND S3 528
S5 S4 (Limiters -Publication Date:2000- 2022; Language: - English) 523
Scopus
Search ID Search terms Records retrieved
S1 TITLE-ABS-KEY (older AND adults) 385,700
S2 perception OR experience OR attitude 10,141,431
S3 TITLE-ABS-KEY (‘home AND care’) 250,340
sS4 TITLE-ABS-KEY (‘palliative AND care’) 100,791
S5 S1 AND S2 AND S3 394
S5 S4 (Limiters -Publication Date:2000- 2022; Language: - English) 387
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ProQuest Dissertations and Theses

Search ID Search terms Records retrieved
S1 (care palliative) OR (abc of palliative care) OR (aged and palliative) OR palliative 49,313

S2 (care at home) OR (in home care) OR (care homes) 1,126,286

S3 (Primary Care) OR (primary care and primary health care) 1,424,478

S4 Perception OR experiences OR attitude 2,450,122

S5 qualitative 1,147,471

S6 S2 AND S3 38,521

S7 S1 AND S4 AND S5 AND S6 38,065

S8 S7 (Limiters -2000- 2022; Language: English) 334
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Appendix lI: Studies ineligible for inclusion following full-text review

1. Andersson M, Hallberg IR, Edberg A. Old people receiving municipal care, their experiences of what
constitutes a good life in the last phase of life: a qualitative study. Int J Nurs Stud. 2008;45(6):818-28.

Reason for exclusion: Ineligible participant characteristics

2. Bone AE, Morgan M, Maddocks M, Sleeman KE, Wright J, Ellis-Smith C, et al. Developing a model of
short-term integrated palliative and supportive care for the frail elderly with non-cancer conditions in
community settings: perspectives of older people, carers and key stakeholders (OPTCare Elderly Study).
Palliat Med. 2016;30(6):NP127.

Reason for exclusion: Ineligible context

3. Butcon JV, Chan EA. Unpacking the meaning of “transitional palliative care”: from the lens of the older
persons and their carers. ] Hosp Palliat Nurs. 2017;19(5):487-97.

Reason for exclusion: Ineligible phenomena of interest

4. Byrd EH. One patient, one clinic: Integrated primary care for the geropsychiatric patient. Am J Geriatr
Psychiatry. 2017;25(3 suppl 1):S32-3.

Reason for exclusion: Ineligible phenomena of interest

5. Dobie J. Palliative care provision for older people in care homes. Br J] Community Nurs. 2010515
(4):170-6.

Reason for exclusion: Ineligible phenomena of interest

6. Gott M, Small N, Barnes S, Payne S, Seamark D. Older people’s views of a good death in heart failure:
implications for palliative care provision. Soc Sci Med. 2008;67(7):1113-21.

Reason for exclusion: Ineligible participant characteristics

7. Harrison KL, Garrigues S, Perissinotto C, Leff B, Ritchie CS, Sheehan O. Assessing the quality
improvement needs of home-based primary care and palliative care practices. ] Am Geriatr Soc. 2018;66
(suppl 2):S36.

Reason for exclusion: Ineligible phenomena of interest
8. Leishman JL. Older people: death, dying and end-of-life care. Qual Ageing. 2008;9(4):36—43.
Reason for exclusion: Ineligible participant characteristics

9. Luijkx KG, Schols JMGA. Perceptions of terminally ill patients and family members regarding home and
hospice as places of care at the end of life. Eur J Cancer Care. 2011;20(5):577-84.

Reason for exclusion: Ineligible context

10. Morey T, Scott M, Saunders S, Varenbut J, Howard M, Tanuseputro P, et al. Transitioning from

hospital to palliative care at home: patient and caregiver perceptions of continuity of care. J Pain Symptom
Manage. 2021;62(2):233-41.

Reason for exclusion: Ineligible context
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11. Mukiri E, Kimani G, Rithara S. Challenges and complication encountered while offering palliative
care in our communities? Experience working with elderly with their needs. Support Care Cancer. 2017;25(2
suppl 1):5122.

Reason for exclusion: Ineligible phenomena of interest

12. Nance DC, Rivero May MI, Flores Padilla L, Moreno Nava M, Laura Deyta Pantoja A. Discussing end-
of-life issues in Mexico with older people and family caregivers. ] Hosp Palliat Nurs. 2015;17(5):427-33.

Reason for exclusion: Ineligible participant characteristics

13. Osterlind J, Ternestedt BM, Hansebo G, Hellstrom I. Feeling lonely in an unfamiliar place: older
people’s experiences of life close to death in a nursing home. Int ] Older People Nurs. 2017;12(1).

Reason for exclusion: Ineligible context

14. Schenell R, Ozanne A, Strang S, Henoch L. Residents’ and family members’ perceptions of care quality
and self-determination in palliative phase in residential care. Palliat Support Care. 2020;18(1):69-81.

Reason for exclusion: Ineligible participant characteristics

15. Sessanna L. End-of-life care needs and preferences among independent community-dwelling older adults
65 years or older: a secondary data analysis. ] Hosp Palliat Nurs. 2010;12(6):360-9.

Reason for exclusion: Ineligible participant characteristics

16. Simpson R, Barclay S, Sharp T. Study of care preferences in the last year of life in older people living in
the community. Palliat Med. 2016;30(4):529-30.

Reason for exclusion: Ineligible participant characteristics

17. Srinonprasert V, Kajornkijaroen A, Na Bangchang P, Wangtrakuldee G, Wongboonsin J, Kuptniratsai-
kul V, et al. A survey of opinions regarding wishes toward the end-of-life among Thai elderly. ] Med Assoc
Thai. 2014;97(3 suppl 3):S216-22.

Reason for exclusion: Ineligible study design

18. Sutton T, Fischer I. Why not attend? Staff versus patients’ perception of the palliative care day centre.
Nurs Monograph. 2005;19-24.

Reason for exclusion: Ineligible participant characteristics

19. Tjernberg J, Bokberg C. Older persons’ thoughts about death and dying and their experiences of care in
end-of-life: a qualitative study. BMC Nurs. 2020;19(1):123.

Reason for exclusion: Ineligible context
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Appendix llI: Characteristics of included studies

interviews
Data analysis:
coding and
thematic
analysis

experience in home-based palliative care

Diagnosis: cancer

Methods of Setting/
data collection context/ Participant characteristics
Study Country and analysis Phenomena of interest culture and sample size Description of main results
Culjis (2013)% California, Data collection: | Lived experience of older men with heart Home Sample: 15 Central category: “living while dying”(®-101)
USA semi- failure receiving palliative care at home Age range: Symptoms: maintenance and management
structured 75-95 years Biding time: meaning of place, space, time, and activity
interviews and Diagnosis: class Ill/IV heart Societal influences: being old with heart failure
observations failure
Data analysis:
thematic data
analysis
Duggleby Canada Data collection: | Transition experience and psychosocial Home Sample: 6 “Navigating unknown waters” (P-4
et al. (2010)%° in-depth, processes of rural older persons with Mean age: 73 years Timely communication, provision of information, and
face-to-face, advanced cancer receiving palliative care at Diagnosis: cancer support networks
open-ended home and their families
interviews
Data analysis:
theoretical
coding
Fjose et al. Norway Data collection: | Experiences of older home-dwelling cancer | Home Sample: 26 “Non-palliative care”: health services in the palliative phase
(2018)%8 interviews patients in the palliative phase and their Age range: 65-92 years not tailored to patient and family needs
Data analysis: family with the health care system Diagnosis: cancer Exhausting cancer follow-up
inductive Poor family involvement and fragmented care
content
analysis
Jack et al. England, UK | Data collection: | Older people with cancer and life-limiting Home Sample: 14 “Embracing Holism”
(2016)3* semi- conditions dying at home, and family Age: 71 years and older “Talking about,” “Knowing and doing,” “Caring for
structured caregiver experiences of hospice at home Diagnosis: people receiving caregivers,” and “Promoting choice”(P-2165-8)
interviews care palliative care (75% cancer) Hospice at Home helps to support older dying persons to
Data analysis: live well and facilitate their wish to die in their own homes.
thematic
analysis
Joetal Canada Data collection: | To examine the perspectives of spousal Home Sample: 10 Care recipients acknowledged the benefits and importance
(2007)¥ face-to-face caregiver and care recipient on caregiving Mean age: 73.7 years of informal care provided by their spousal caregiver, but

were concerned about the emotional, physical, and financial
strain it had on their caregiver.

Identified difficulties in communication with formal
providers and poor coordination among services.
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(Continued )

Kaasalainen Canada Data collection: | Care processes experienced by community- | Home Sample: 8 Patients described choosing interventions; living with

et al. (2011)3* semi- dwelling adults dying from advanced heart Mean age: 76 years fatigue, pain, shortness of breath, and functional decline;
structured, failure, their family caregivers, and their Diagnosis: heart failure and their experiences with health care providers.
face-to-face health care providers
interviews
Data analysis:
thematic
content
analysis

Kokorelias Canada Data collection: | The lived palliative care experiences of Community- Sample: 10 Older adults with dementia experiencing palliative care in

(2016)3* semi- community-dwelling older adults with based Age: 65 years and older the community were belonging at home and acceptance of
structured dementia and their care givers palliative Individuals with dementia terminal illness.
interviews care who receive palliative care
Data analysis: due to other
thematic terminal illness (cancer,
analysis diabetes, chronic obstructive

pulmonary disease,
congestive heart failure)

Law (2009)%° UK Data collection: | Emotional needs of dying patients in the Community Sample: 5 Bridging worlds in which dying patients experience a dying
semi- community Age range: 70-78 years world and an outside world, with district nurses acting as a
structured Diagnosis: cancer bridge between them.
interviews
Data analysis:
substantive and
theoretical
coding

McWilliam Canada Data collection: | Sociocultural experience of home-based Home Sample: 4 Older clients receiving home-based palliative care

et al. (2008)*?

questionnaire
semi-
structured
interviews
field
observations
Data analysis:
thematic
analysis

palliative care among older clients who are
dying of cancer

Aged range: 67-75 years
Diagnosis: advanced cancers

experience a journey of “living while dying/dying while
living.”(P-1)

M3IATY DILVINILSAS

‘Ib Jo Uuono) 'y



SYSTEMATIC REVIEW A. Cotton et al.

Appendix IV: Study findings with illustrations

Culjis MJ. The experience of older men with heart failure who are receiving palliative care [dissertation]. University of California, San Francisco; 2013 [cited

2021 Jul 4]. Available from: https://escholarship.org/uc/item/3tr400923%

Finding 1 Told or learned of HF was most often told through an event (U)

Illustration “I was trying to climb (hiking) and | didn’t make it. | sat down and rested, when | got down, | went and saw my doctor and he turned around and
sent me to a cardiologist ... and he put me in the hospital (received valve replacement, beginning of HF).”(-61)

Finding 2 Older men more than younger older men found it difficult to recall the exact onset of the illness (U)

Illustration “That was August 6, 2003. | didn’t know none of us noticed | had a heart attack until | got to the hospital. But anyway prior to call you know 911
... | was having breathing problems ... it was the very first time to be diagnosed being uh you know, but it was heart failure.”(-63)

Finding 3 Not able to determine the frequency, severity or how much a symptom bothered them (U)

Illustration “Bouncing around symptoms between fatigue, breathlessness and limited physical ability.”(-6%)

Finding 4 Breathlessness and fatigue are also associated with other chronic illnesses making differentiation of symptoms difficult if not impossible (U)

Illustration “I have shortness of breath now, but that’s from this morning | kind of overdid it and then | was out of breath, that from the COPD ... they are not
sure if that shortness of breath is from the heart or the lungs.”(-66)

Finding 5 How men manage increasing breathlessness (U)

Illustration “I usually come in here and sit down and rest. And when it (breathlessness) quiets down a little bit, | come in here and take a nap. Let my heart
rest ... happens just about every day.”(P-7%)

Finding 6 Inability to judge when to call the health care providers (U)

Illustration “And well | was just gasping for air and | couldn’t breathe and finally after a few hours, | thought | was going to die because it was getting worse and
worse. And finally | got a doctor in there (ED) to look at me and they gave me ... pills ... stuff they’d give to go to the bathroom all the time.”(*-74)

Finding 7 Delays in calling 911 ... A 911 call resulted in costs which caused them to rethink when to call for assistance (U)

Illustration “So what | am thinking about doing the next time when | think | am in trouble. I’'m going to pretend I’'m not and I’'m not going to call them (911).
Because | found that they go to Community Hospital, and | can go there by cab. By the condition of what would be anywhere from $14 to $18
cab fare to go to the same place. Or it could be thousands of dollars if you call 911.”(-74)

Finding 8 Medication management is left to the men to order, organize and take at the correct times. Medication difficulties abound (U)

Illustration “Well | take them in 3 doses, like 15 in the morning, 5 at noon, then the balance at dinner, then he (son) was pretty abrupt. | missed a couple of
days and he (son) came around and said you miss your pills you die, just like that.”(-7¢)

Finding 9 As a man becomes more impaired by fatigue and breathlessness, the caregiver, family member or the nurse from the palliative care team begins
to fill medication boxes (U)

Illustration “So | got to get somebody like a nurse to order them for me or | won’t get them and that’s alright too because I'm tired of taking pills anyway.”(P-77)

Finding 10 More dependent on “family” outside the home ... increasing reliance on friends and neighbors (U)

Illustration “When | went to the hospital, my neighbor never missed a day, and he was out there visiting me ... If they don’t see one or both of us every day,
they are right at the door bell to check.”(-84)

Finding 11 In spite of frequent hospitalizations and a limited quality of life, allowing for a natural death is unthinkable in the presence of breathlessness (U)

Illustration “When | have difficulty breathing ... Yeah that’s really difficult to put up with because you imagine all sorts of things. | am not afraid of dying, |
am not afraid of dying, every body’s got to do it, but when it approaches you that close where you can’t catch your breath, no matter what you
say about dying, it gives you a creepy feeling. Sometimes | wake her up, | say wake up come on wake up stay out here with me.”(P-86)

Finding 12 Regardless of the availability of medications and equipment to support management of breathlessness at home, men found it difficult to do
what they considered “nothing” (U)

Illustration “My cardiologist now, the couple of visits he said | have done everything | have done for you now and ah, just bide your time. He says if | was you
| would stick to the DNR and once you are down, you’re down and out ... But the nurse and somebody else said, when | give you the last chance,
if you fall and pass out, give them 24 or 48 or 72 hours to see if they can do anything to prolong you ... my wife doesn’t want me to (DNR).”(P-87)
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(Continued)

Finding 13 Health care providers were perceived as providing uncertainty in how to proceed with care (U)

Illustration “The doctors don’t know. They don’t have a clue right now. | went to the cardiologist about 6 weeks ago, and he said ‘I think | have failed you."
Very seldom you hear a statement like that from a doctor. He felt that we were not going the right direction of what | needed. But who knows,
everyone makes mistakes. ... | had 3 cardiologists in my room down there for 3 weeks. They can’t agree with each other.”(P-83-89)

Finding 14 The sense of time had become less significant (U)

Illustration “I eat whenever | feel like I'm hungry. Many days go by where | never turn the TV on. | don’t wear a watch anymore, because | don’t want to
know what time it is. When | feel hungry, | go and make myself something to eat. They don’t understand how I can live that way.”(?-9%

Finding 15 Reflective moments about their life and overall satisfaction about their lives in general (U)

Illustration “...I've had a good life. Growing up through the depression, times when my father made great big wages and then down to nothing. My father
made big money when things were good and when the market crashed ... | was lucky. | got a wonderful life.”(P-26)

Finding 16 The meaning of HF during this turning point was primarily focused on their ability to retain independence (U)

lllustration | “Disability not being able to do things | did before, the limitations.”(P-63)

Finding 17 Transition or turning point in which men recognize their life was changed at some point, not always immediately by the diagnosis (U)

Illustration “I was trying to climb (hiking) and | didn’t make it. | sat down and rested, when | got down, | went and saw my doctor and he turned around and
sent me to a cardiologist ... and he put me in the hospital (received valve replacement, beginning of HF.”(>-61)

U, unequivocal; COPD, chronic obstructive pulmonary disease; DNR, do not resuscitate; ED, emergency department; HF, heart failure.

Duggleby WD,
their families: a grounded theory study. BMC Palliat Care. 2010;9:5%°

Penz KL, Goodridge DM, Wilson DM, Leipert BD, Berry PH, et al. The transition experience of rural older persons with advanced cancer and

Finding 1 Feelings of isolation (U)

Illustration “... 50 | guess, in that way, | suppose you're isolated a bit.”(P-3)

Finding 2 Lack of information and poor communication with health care providers (U)

Illustration “... but nobody tells me anything ... even the doctors.”(P3)

Finding 3 Transitions disrupted the lives of palliative patients and their families ... experienced feeling out of control (U)
Illustration “_..everything | guess was out of control.” (P-4

Finding 4 Coming to terms with their situation was the first process for palliative patients (U)

Illustration “.. you have to come to terms, you know ... with the change.”(?-4)

Finding 5 Palliative patients and their families changed what they considered to be normal (U)

Illustration “... like we said, you know, redefining everything in your world.”(*-)

Finding 6 They defined new standards of what was “well” (U)

lllustration “I'm feeling well ... normal ... Yes, normal for being sick.”(®-5)

Finding 7 In the process of redefining normal maintaining their personhood-who they were-was very important (U)
Illustration “... because when you're sick like everybody says ... I'm still me you know ... | don’t change. | deal with the changes by being me.”(P-5)

U, unequivocal.
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Fjose M, Eilertsen G, Kirkevold M, Grov EK. “Non-palliative care” — a qualitative study of older cancer patients’ and their family members’ experiences with
the health care system. BMC Health Serv Res. 2018;18(1):745%8

Finding 1 Families expressed low confidence in the GP’s competence (U)

Illustration “The doctor just does not really know anything about this; you should keep far away from him. You need to go to where the expertise is.”("-5)

Finding 2 Some families thus blamed the GP for the patient’s poor prognosis (U)

Illustration “He should have seen this a long time ago.”(P-6)

Finding 3 Many patients did not wish to, or were unable to, maintain contact with the health services and handle the information regarding their own
health situation (U)

lllustration | “When I'm at the doctors, and he tries to explain something, | hardly listen to what he says.”(P¢)

Finding 4 More or less completely delegated that responsibility to their family members (U)

lllustration | “My daughter has ‘taken over’ me.”(P6)

Finding 5 It seemed easier for the patient to delegate and for family members to take over when a spouse or family member had health service training (U)

Illustration “She [daughter-in-law] is after all a trained nurse. She is ready for action. That makes me feel safe.”(P7)

Finding 6 The cancer nurse was the same over time and an important resource for the families. She communicated information and helped families
navigate the health care system (U)

Illustration “And then she [cancer nurse] takes care of things that we can’t do, such as talk to the people at the hospital.”(P-#)

Finding 7 Most families found the health services to be fragmented ... Lack of continuity ... left little room for patients and family members to receive
answers to their questions (U)

Illustration “I never had the same doctor, I've been in contact with a whole series of them. In addition, then they would spend the time reading my journal.
| learned nothing new about my treatment. In addition, then | just had to leave. | felt | did not really have anything to do there.”(P-8)

Finding 8 The families did not want HCNs to always send new people to their homes. It was particularly difficult for patients to receive care from strangers,
who did not know their needs, and this meant unpredictability concerning how help would be given (U)

Illustration “| think about those nurses, they can’t really bathe me either ... They can hardly touch me without me getting bruises.”(P8)

U, unequivocal; GP, general practitioner; HCNs, home care nurses.

Jack BA, Mitchell TK, Cope LC, O’Brien MR. Supporting older people with cancer and life-limiting conditions dying at home: a qualitative study of patient and
family caregiver experiences of Hospice at Home care. J Adv Nurs. 2016;72(9):2162-723!

Finding 1 Nurses can, holistically, understand an individual’s situation which ensures that the patient’s needs and wishes remains central (U)

Illustration | “[Nurse’s] very understanding and when you’re talking about understanding in this day and age, it’s not easy to get people to understand your
needs or your way of life ... [Nurses] always put your needs first.”(P-2167)

Finding 2 Patient and caregiver psychological well-being is improved through having such a good relationship with nurses (U)

Illustration “The very presence of somebody being there. You know, physical presence, it makes a difference. Psychologically it’s a boost ... what I’'m saying

[is that | feel safe]. Yes. Psychologically you feel that you’ve had a boost.”(P-2167)

U, unequivocal.
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Jo S, Brazil K, Lohfeld L, Willison K. Caregiving at the end of life: perspectives from spousal caregivers and care recipients. Palliat Support Care. 2007;5(1):11-17%’

Finding 1 Effectiveness of their caregiver in providing care for them (U)

lllustration | “When | first took sick, | couldn’t do nothing for myself ... My wife cleansed me, did everything for me.”(P-13)

Finding 2 Concerned about how the work of caregiving was having a negative toll on their spouses (U)

Illustration “| worry that she’s working too hard. She looks after me like a baby and it’s just a little too much for her.”(P:13)

Finding 3 All care recipients acknowledged how helpful and supportive formal services have been (U)

Illustration “I'm so grateful that there are those things in the community that can support us at home.”(P:14)

Finding 4 Continuous care by the same individual (s) was acknowledged by care recipients to be a positive aspect of formal supports (U)

Illustration “| didn’t have to go from one person to another.”(P:14)

Finding 5 Service workers were not aware of what other service workers had done (U)

Illustration “Nobody knows what anybody’s doing and you don’t work as a team”(P-14)

Finding 6 The service that they had received was not well coordinated and continuous (U)

Illustration “They [nurses] write it down but the report in the end doesn’t go to the hospital, and from the hospital the reports doesn’t go to the VON
[community nursing agency].”(P-15)

Finding 7 Communication with their health care providers was important (U)

Illustration “He [the doctor] tells you like it is. He doesn’t sugar coat it and that’s good because you know exactly where you stand.”(P-14)

Finding 8 Lack of communication between the care recipients and health providers was ... a major problem (U)

Illustration “The doctors don’t listen to you. They are more interested in making your body well and it doesn’t matter how sick you feel.”(P-15)

Finding 9 The nurses were insensitive (U)

Illustration “They told me that | was a cancer patient and | said well the doctor didn’t tell me that ... It was, to tell you the truth, quite upsetting.”(-15)

Finding 10 Difficulties in dealing with the high costs of medical equipment (U)

Illustration “The cost of being sick is enough to make you sick, it’s the cost of getting well [that] is almost prohibitive.”(®-14)

Finding 11 Caregiving experience had brought them closer to their spouses (U)

Illustration “We’ve shared a lot of experience just in the last 3 months in this house. | think we’ve come to understand that I’'m dying.”(*-14)

Finding 12 Communication ... an important constituent of the caregiver—care recipient relationship (U)

Illustration “We both agreed that we were going to try and see if it worked out. And it has, there’s nothing that we regret having done.”(P-14)

Finding 13 Informal supports had a positive influence on their lives (U)

Illustration “The people do want to help. They do want to come out and, for my benefit not for theirs.”(P:1)

Finding 14 Recognized the importance of informal supports for their caregivers (U)

Illustration | “She [... neighbour] would tell him things that happened to her and different feelings she had which | think was good for my husband sharing
with her.”(>-15)

Finding 15 | They had friends, family, and neighbours that they could call upon, even if they did not require it (U)

Illustration “If | told him that | needed him [... son] he would be here in 5 minutes.”(*-15)

Finding 16 Negative perspectives regarding the presence of informal supports during the caregiving experience (U)

Illustration “But as you get older you become more lonely ... You haven’t as many friends because they’re gone.”(P-15)
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Finding 17 Frustration over lack of face-to-face support from her children (U)

Illustration “They supported me in one way—okay, they phoned—but they never came ... | felt that was the hardest part.”(F-15)
Finding 18 Too much support (U)

Illustration “| had about 29 [visitors] in one day and they had to cut the visitors off because it wasn’t doing me any good.”(P:15)

U, unequivocal.

Kaasalainen S,

Strachan PH, Brazil K, Marshall D, Willison K, Dolovich L, et al. Managing palliative care for adults with advanced heart failure. Can J Nurs Res.

2011;43(3):38-5732

Finding 1 Challenge of managing prevailing symptoms (U)

Illustration “I've had everything — you name it. I've had lots of angina, lots of bloating— that’s one of the reasons that I’'m on dialysis ... I've been in the
hospital at least 10 times ... I've had 3 heart attacks, | have a pacemaker, defibrillator, and now | have kidney failure. I’'m a diabetic ... so I've had
every symptom you can think of ... | take [nitro spray] to bed with me because during the night | get so flustered.”(P4?)

Finding 2 Hoped to be better prepared for the discussions about transitioning to palliative care (U)

Illustration “I guess the doctors were telling me there wasn’t much they could do for me any more. | guess that’s when it really hit me that the old heart
could stop any time now ... when you’re feeling good and when you don’t have any pain and that kind of stuff, if they sat down and slowly
brought the subject to a head. | think that would have been better than just coming right out with it, especially when you weren’t feeling well.
But just the other day | was at the heart clinic and they said there were still things they could do for me.”(F-50)

U, unequivocal.

Kokorelias KM

Western Ontario; 2016 [cited 2021 Jul 4]. Available from: https://ir.lib.uwo.ca/etd/4179%*

. The lived palliative care experiences of community-dwelling older adults with dementia in South Western Ontario [thesis]. The University of

Finding 1 Receiving palliative care services at home allowed them to be surrounded by those they recognize and love ... provided them with a greater sense
of safety and comfort (U)

Illustration “In the hospital | felt sick because | was around sick people, strangers. At home, my wife is healthy so | feel healthy except for when the nurses
come. They remind me I'm sick. | want to be home safe around her.”(P-53)

Finding 2 Being surrounded by their family members was key to defining why the home was the preferred place of the older adults to receive palliative
care (U)

Illustration “| belong here. This is my house. My family is here.”(P-53)

Finding 3 Compared their experiences to that of being in a hospital surrounded by strangers (U)

Illustration “I would rather die now than spend the time in the hospital ... | don’t know those people. They’re strangers. Here my wife is. My pictures are
here. My life was here. | just wish we started this early and that | didn’t waste time in the hospital with strangers.”(P->%

Finding 4 Wanted their family members to provide the majority of their care (U)

Illustration “Well now people come to my house so | don’t have to go to them. But now my daughter can do everything for me instead of them. Because |
am home.” (P54

Finding 5 Homes as the place where they “belong” ... key goal, in terms of care, was for them to be able to stay in their homes for as long as possible (U)

Illustration [“Home] is where | belong. | don’t belong in a hospital with the strangers. | belong at home. This is my house. This is where my family is.”(P-54)

Finding 6 Grateful that community-health palliative care professionals were able to enter their homes and assist their family members with providing care
to them (V)

Illustration “| like it when they come. They help out my sister. They never hurt me. | feel better when they leave ... And | like that they come to help her.” (P54
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Finding 7 Spending some of their final days at home seemed to prompt familiar and important memories (U)

Illustration “| raised my babies here. My daughter has her babies here. | need to be home with my family. My stuff is here.”(°->%

Finding 8 The familiar environment of their home also allowed the older adults to be more independent (U)

Illustration “I have dementia so | don’t know everything ... But | do know some things ... | like that when I’'m home | can remember where we keep the cups
so | can even get my own water.”(P->%

Finding 9 Older participants acknowledged that they were dying (U)

Illustration “Well it means | am dying and there is nothing nobody can do to stop it ... And I’'m okay with that. So with palliative care | can ... | can feel | can
stay like this for years ... here at home.”(P-5%)

Finding 10 Once they came to terms with the fact that their conditions were incurable and a palliative care plan was in place, they were able to better
accept the care provided to them by health care professionals (U)

Illustration “And | like to be in control, but other than that, you know what, the services that | get at my house, | can’t complain. It, it is wonderful. And they
seem to go out of their way and they seem to be caring and professional. | know | need them because | am dying and it’s palliative. And they are
quite helpful, so to be honest with you. | have no complaints ... for this situation because | can’t do it for myself anymore.”(-55)

Finding 11 Being less fearful of death now that they are receiving palliative care services in their home (U)

Illustration “But | like it when they [nurses] come. They explain things. And | am less scared because ... when | forget they tell me it’s okay and they are like
doctors, right so it makes me less scared ... | know when she [community health nurse] comes she will check or she will tell my husband or son
things are getting bad and when | should expect to go. The nurses make me feel less scared of death.”(P-56)

Finding 12 | They would rather die sooner than receive care in a hospital (U)

Illustration “At the hospital, | thought | was going to die. But at home even if | am sicker or you know | can die. But | am at home. | want to be home even if |
die sooner here.”(P-64)

Finding 13 One of the biggest changes ... was the experience of becoming home-bound (U)

lllustration | “We’re both stuck at home.”(-56)

Finding 14 Felt that their end-of-life wishes to receive care at home were being honoured (U)

lllustration | “I won’t get better or they won’t try to keep me alive with a machine. So then as soon as | found that out, | said ‘take me home.” But | couldn’t
just go home. So they said they’d send someone once a week. And that’s it. This is what | wanted and because of my wife and the people who
come | can. This is what | want. My wish is to be here. | got my wish.”(P-63-4)

Finding 15 Fearful that their diagnosis would progress to the point, where the services provided by the CCAC would not be enough for them to continue to
receive all their care at home (U)

Illustration “Well, | can’t do things for myself much. Like | can’t even take my pills. My wife has to hand them to me. It’s not because | can’t. It’s just to make
sure | don’t forget. Because if | forget, then | can get really bad. But one day | may forget more. And well, when that happens, if | am even alive
well then maybe | have to go somewhere. Dementia makes it hard for me to know.”(P-6%)

U, unequivocal; CCAC, community care access centers.

Law R, ‘Bridging worlds’: meeting the emotional needs of dying patients. J Adv Nurs. 2009;65(12):2630-413°

Finding 1 Dying patients could experience feelings of isolation (U)

Illustration “Oh, they [relatives] try and make me comfortable, but at the end of the day if you were not here I'd be laying here.”(P-2636)

Finding 2 Returning home meant returning to ... lonely, dying world (U)

Illustration “You feel OK while you’re walking around the hospital grounds and suddenly you go in the car to come back and, oh, you feel you’re absolutely
on your own.”(P-2635)
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Finding 3

The hospital doctors and nurses, district nurses could bridge the hospital/treatment dimension of the outside world/disease/cancer dying
world (U)

lllustration | “This [district nurse] provides the intermediary.”(P-2635)

Finding 4 District nurse emotionally supportive (U)

Illustration “(DN1) [District Nurse] came yesterday at some time during the afternoon. Checking everything necessary, and we sat down for a couple of hours
and told jokes and we laughed ... and that is the sort of support | find is extra as far as district nursing is concerned.”(P-2637)

Finding 5 Some district nurses focused mainly on patients’ physical conditions, rather than their emotional needs (U)

lllustration | “No, no, quite, (they) focus on wound itself.”(P-2636)

U, unequivocal.

McWilliam CL, Ward-Griffin C, Oudshoorn A, Krestick E. Living while dying/dying while living: older clients’ sociocultural experience of home-based palliative

care. ) Hosp Palliat Nurs. 2008;10:338-49%2

Finding 1 Conveyed full appreciation ... in having the opportunity for more life (U)

Illustration “Now that | am at the end of my life, | appreciate things much more than | did before. | appreciate life that I [previously] took for granted.”(P-341)

Finding 2 Celebrated the life they still had by living one day at a time (U)

Illustration “[Life at present] means getting up in the morning and realizing I’'m not dead! Saying, ‘Oh boy I've got a whole day of interesting stuff to do’.”(P-342)

Finding 3 Valuing time for one’s mortal being and enacting that through everyday experiences (U)

Illustration “I'm energetic. | went for a nice walk yesterday and I've got electrolytes in my body ... | want that life ... This is important to me. | was supposed
to be dead six months ago and here | am playing and enjoying life. It’s great!”(r-342)

Finding 4 Failure to materialize “normal” everyday life activities ... brought the experience of “dying while living” to the forefront (U)

Illustration “You know, | need to get out or it is going to kill me ... I'm dying slowly. | can feel it, not because of the cancer, but because of not being mobile,
you know.”(P-342)

Finding 5 Falling outside the margins of everyday life meant that dying was experienced as an isolated inhuman experience (U)

Illustration “Some days | don’t feel too good,”... “It’s just like being on death row ... you know, you’re waiting, but you know that things are not going to get
that much better.”(P-342)

Finding 6 Focused on retaining one’s physical being as long as possible (U)

Illustration “I’m not counting the days, you know, because | know if I’'m counting the days it is faster to the end of my life.”(P-345)

Finding 7 Being unable to participate in everyday life activities left study participants feeling marginalized (U)

lllustrations | “I am ill, | feel like a burden to other people ... they try and call, because [names self] is sick, you know, and that ... bugs me.”(P-342)

Finding 8 ‘Dying while living’ was repeatedly emphasized (U)

Illustration “Like @ man being sentenced to be executed, that’s what | felt. That’s what | felt the first time the doctor told me I’'m going to die in six months. |
thought that ... I'm going to be executed ... That’s how | feel ... | am being sentenced to death.”(P-342)

Finding 9 Disease and its treatment continuously notified the senior that his/her “self” was mortified (U)

Illustration “I would have rather had a damn heart attack than cancer. You know ... a heart attack ... and die. But this, this disease that | have got, it, it’s only
prolonging my life it seems. So, | know that | am going to die, but it’s taking its toll, taking its time. If | could change that ... | would rather die
today ... than just go on and on and on ... with chemo ... and stuff like that ... I've never been so violated.”(P-342)
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Finding 10 Experienced intense existential intrapersonal isolation and aloneness ... to be part of confronting death (U)

Illustration “You think about it ... What good am | on this earth? What am | doing here? You know ... why do they prolong people’s lives? Why? What's the
purpose? ... The fundamental things in life you can’t even do ... So what good are you? You can’t ... walk. You can’t eat a proper meal. You can’t
have ... sex. What good is this? You're just sitting around. And for what? Waiting for the day to come when you die ... It’s very difficult!”(P-342-3)

Finding 11 Focused effort to “connect” ... they gave care to their loved ones (U)

Illustration “We're concerned about the happiness of the other, and ... that impending death affects that. You know you might as well try and make your
spouse happy while you're still here.”(P-343)

Finding 12 Prepared their loved ones for being on their own (U)

Illustration “When he [her husband] is down [emotionally], he will kind of tell me ... all of the finances | have discussed with him, because | looked after all
that. And | have trained him how to use the phone service ... the files that | filed ... how to do the email, and how to use the web ... how to wash
clothes properly so the black is not in with the white ... | think, ’'m at the point | can see that he will survive without me.”(°343)

Finding 13 Placed high value on their interpersonal relationships, normalizing relationships through social reciprocity (U)

Illustration “You have to give and receive, you can’t just take, take, take. You have to give also.”(P-343)

Finding 14 Experiences of being connected with their nurses were in keeping with their sick role (U)

Illustration “When she came and | had so much pain, and she held my hand after she gave me the needle, those things mean a lot, you know, the
touch.”(P343)

Finding 15 Appreciation for continuity in the relationships with palliative care nurses (U)

Illustration “She [palliative care nurse] is very warm and nice, and | felt the only way to appreciate her warmness and kindness was to give her a hug ...
Sometimes | don’t give a hug. But | really ... love that woman.”(P-343)

Finding 16 Handed over their personal roles to those who would outlive them (U)

Illustration “I don’t work too much. | used to do the hangers ... like the clothes closet ... But somebody else had to take over. | told them | had resigned from
that job.”(P-343)

Finding 17 Detaching and withdrawing from others (U)

Illustration “| ... know how other people feel now to come and see me. | don’t want them to come and see me anyway.”(P-344)

Finding 18 Social isolation from other individuals as a function of ... conflicted feelings ... withdrawal from activities and social interactions (U)

Illustration “A lot of things aren’t important to me anymore. | particularly do not want to see a lot of people. | want to be alone, but then, | do not want to
be alone.”(P-344)

Finding 19 Detaching sometimes was extended to their palliative care nurses (U)

Illustration “I'm sick of people touching me, strange people ... | just can’t handle it anymore.”(P-344)

Finding 20 Significant others initiated the detachment, marginalizing the dying individual (U)

Illustration “You know ... two of my best friends ... | absolutely love them, and when | told her [that | was dying], she said, ‘I cannot deal with it,” and she
never phoned me ... It really hurts when you care for people and then they drop you.”(P-344)

Finding 21 Recognizing but simultaneously resenting their illness ... begrudging the passing of their lives (U)

Illustration “I know the demon cancer is still there ... and it’s a hell of a thing ... You know you’re going to die, you know the damn thing is going to kill
you.”(:344)

Finding 22 Appreciation of the opportunity to have time to prepare for their death (U)

Illustration “I mean, we are all dying, [I’'m] only somebody who is predetermined a little bit earlier ... I'm glad | know [that | am dying]. | feel like | can get
everything ready.”(P344)

Finding 23 Lived every day as though it might be the last, focusing on making it a positive and purposeful time (U)

lllustration “What matters is right now, this moment, this life.”(P-345)
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Finding 24 Within their medicalized in-home palliative care context ... they explained their effort to “hold on” to normal physical and social life, despite
their sick role (U)

Illustration “I don't ... feel as good as | did ... after my surgery ... But I’'m not too bad. Just a day at a time ... that’s all, you know. If | feel good, | go out and
around. And if ’'m not, | just stay around and ... try to amuse myself in here”(P-345)

Finding 25 Reached out to their loved ones, reassuring them of their potential to transcend mortality (U)

Illustration “I try to tell him [husband] I’'m not too worried about dying, because | always believed in angels ...and | always believed that something else is

going to be there.”(P:345)

Finding 26 Moved beyond equating their lives to mortal being and spoke positively about their “life after life” (U)

Illustration “I’'m not worrying about tomorrow ... Whatever happens tomorrow, the good Lord will take care of me ... 'm OK ... if | have to [die]. This world is
not my home [laughs].”(P-346)

U, unequivocal.
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