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Abstract

Introduction: The coronavirus pandemic (COVID-19) has affected the functioning and capacity of healthcare systems
worldwide. COVID-19 has also disproportionately affected older adults. In the context of COVID-19, decision-making
surrounding place of care (PoC) and place of death (PoD) in older adults involves significant new challenges.

Aims: To explore key factors that influence PoC and PoD decisions in older adults. A secondary aim was to investigate key
factors that influence the process and outcome of these decisions in older adults. To apply findings from current evidence to
the context of COVID-19.

Methods: Rapid review of reviews, undertaken using WHO guidance for rapid reviews for the production of actionable
evidence. Data extracted was synthesised using narrative synthesis, with thematic analysis and tabulation.

Results: 10 papers were included for full data extraction. These papers were published between 2005 and 2020. Papers
included discussed actual PoD, as well as preferred. Results were divided into papers that explored the process of decision-
making, and those that explored decision-making outcomes.

Conclusions: The process and outcomes of decision-making for older people are affected by many factors—all of which have
the potential to influence both patients and caregivers experience of illness and dying. Within the context of COVID-19,
such decisions may have to be made rapidly and be reflexive to changing needs of systems and of families and patients.

Keywords: palliative care, decision-making, COVID-19, place of care/place of death, advance care planning, older people

Key Points

* Preparedness and a sense of control were found to be important for both patients and their families in making decisions.

* Decisions should be considered continually over time, as illnesses progress and priorities and capacities change.

* Appropriate mulddisciplinary professional involvement can aid both good decision-making and facilitate patients and
families to achieve their stated goals in terms of place of care and place of death.

* Appropriateness of available information in terms of cultural, language and access needs, was shown to be key in empowering
family caregivers to cope well with decision-making and caring at home—should this be the preference.

* Sensitivity to cultural appropriateness is especially important in issues surrounding capacity and the role of proxies.
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Background

The coronavirus pandemic (COVID-19) has affected the
functioning and delivery of health and social care worldwide.
Palliative care (PC) must still be provided amidst the wider
surge of demand for services, and rapidly changing needs for
triage and service allocation, navigated within the context of
rapidly changing situations and guidelines [1].

If an older person becomes unwell, rapid decisions may
have to be made concerning place of care (PoC), social
distancing, availability of services and which treatments a
person may or may not need to receive. Difficult contexts
are being navigated such as a lack of visiting opportunities for
families in certain care settings [2], decision-making around
resuscitation and informational awareness of the current
situation. Many older people will not have made an advance
care plan or engaged in discussions about their end-of-life
care preferences prior to the pandemic [3]. These decisions
will often be left for the family to make with practitioners if
the older person becomes unwell and/or loses capacity.

Older people may have dementia or other concurrent
diagnoses that result in diminished capacity. We know from
studies outside the context of a global pandemic that families
find making end-of-life decisions for someone who lacks
capacity difficult and complex [4,5]. In the UK, almost a
third of all COVID-19 deaths were older people living in
care homes—many of whom had dementia [6]. Figures from
the Office for National Statistics have shown that dementia
was the main underlying condition for COVID-19 deaths
up to June 2020 [7].

Any decisions made regarding PoC will impact the per-
son who is unwell, their family and caregivers. Families
may benefit from support to make decisions using simple
decision-making aids. Decision aids provide information
about available options, facilitate shared decision-making
and have shown to be successful in older populations—
including people living with dementia [3,8]. This review
is part of a wider study aimed at developing a decision-
aid to facilitate making difficult decisions with people liv-
ing with dementia, and their family and caregivers in the
context of the COVID-19 pandemic. Active participation
in decision-making at the end of life can positively impact
on caregivers experience of grief, through increased feelings
of deliberateness and inclusivity in the dying process [9].

The primary research question of this rapid review-of-
reviews is ‘which factors influence place of care and place
of death decisions in older adults?” A secondary research
question is ‘which factors influence the process and outcome
of these decisions in older adults?” The findings from this
review of current evidence will then be explored through the
context of healthcare challenges during COVID-19.

Methods

This review is situated within the context of COVID19,
which is a rapidly developing situation and in circumstances
such as these the WHO recommends the use of rapid

reviews for the production of actionable evidence [10]. This
rapid review of reviews was undertaken according to 2017
WHO guidance [10] and reported according to the Preferred
Reporting Items for Systematic Reviews and Meta-Analyses
guidelines; see Figure 1.

Inclusion criteria

Papers included were systematic and narrative reviews,
including meta-analyses. Papers focussed on older people
patients over the age of 65, professionals, caregivers and
the general population who were concerned with caring
for people over the age of 65. There were no language
limits specified, though the search was conducted in
English.

Search strategy

We searched two databases (MEDLINE [1966—2020] and
Embase [1980-2020]) as well as grey literature and clin-
ical guidelines on 22nd April 2020. The search strategy
comprised terms for end-of-life and PC, as well as older
adults, care settings and decision-making. We identified and
screened the reference lists of relevant identified reviews and
consulted experts in this field.

Study selection

One researcher (EW) completed searches and de-duplicated
results. Titles and abstracts were screened by EW and NA,
and 50% were checked by the wider team. Full-texts were
screened by EW and NA and all included papers were
ratified by the wider team. Data extraction was performed
by EW. Due to the rapid nature, quality was not appraised.
Concerning risk-of-bias, WHO guidelines note that ‘when
the purpose of a review is to scope the available literature,
rather than to evaluate specific effects, this step may not
be needed’ and thus risk-of-bias has not been included
formally, though concerns around this topic are later
discussed.

Data extraction

Articles were managed in Mendeley. Study aims, design,
population and setting, objectives and main findings were
included in the primary data extraction table.

Synthesis

Data extracted was analysed through narrative synthesis
and themed based on several major categories—namely care
settings, disease groups, study population, decision-making
approach (formal approaches such as advanced care plan-
ning, as well as informal modes such as conversations) and
decision-making role (whether informational, supportive
etc.). These themes were devised iteratively throughout the
review process by EW and ratified by the wider team.
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Figure 1. PRISMA diagram.

Results

We identified 533 papers from database searches up to
22 April 2020 and eliminated 39 duplicates. Four fur-
ther papers were found through reference searches and 46
papers were included for full-text review. Nineteen were
excluded for not having a clear focus on older adults, four
for not explicitly considering PoC and/or place of death
(PoD) and seven for not ficting the eligibility criteria of this
review.
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Description of included papers

Articles included for analysis approached the research ques-
tion from a number of different standpoints. The evidence
primarily spanned North America and Europe, though as
included papers were themselves systematic reviews, there
was considerable variation within papers.

The 10 papers included for data extraction were published
between 2005 and 2020. Table 1 shows an overview of the
range of themes.
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Table 1. Data extraction table of the main points of included studies

Howelll Hoare Gomes Costa

Preference PoD/PoC X
Actual PoC/PoD

Home care/death

Hospital care/death X
Hospice care/death

Nursing home care/death

Cancer X

LT T T T ]

Non-cancer
Dementia
Patient views X X X
Caregiver views X X X
General Population X X

BME focus

Conversations

Decision-making X X X

ACP/ap b
Specialist PC X X
Service design/access X X
Information

Support

Capacity

Tejedor Hudson De Souza  Kwak Goodman  McCaffrey

X X X X X
X X
X X X
X X X X
X
X X
X X
X X
X
X X
X X
X X
X X X
X X X X
X X X X
X X X
X X
X X

Abbreviations: BME, Black and Minority Ethnic.

Six papers discussed actual PoD, as well as preferred
[11-16]. Seven papers explored home as a PoD [11-14,
16-18]. Seven papers looked at hospital deaths [11,13-18].
Two papers looked at hospice as a setting [11,18] and four
at nursing homes [11,13,16,19]. There were differences in
diagnoses included with seven papers looking specifically
at patients with cancer [11-13,15,17-19], six including
non-cancer diagnoses [11-13,15,18,19] and two looking
specifically at dementia [16,19].

Eight papers explored the subject through patient and
caregiver views [11-16,19,20], two included general popu-
lation views [11,12] and two had a specific minority ethnic
focus [19,20].

Three papers looked explicitly at conversations surround-
ing decision-making at the end of life [14,19,20]. Seven
papers considered the decision-making process through
using future or hypothetical scenarios to explore the
decision-making process [11,12,14,16,17,19,20] and five
discussed elements of advance care planning (ACP) and
advance decisions [13,14,16,19,20].

Five papers examined the role of specialist PC [13,16—
18]. Five looked explicitly at service design and access to
care [13,15-18]. One paper [15] looked at the role of infor-
mation and support in decision-making, and two [14,10]
explored issues surrounding capacity.

In performing data extraction, a split in the focus of
papers emerged between those that primarily concerned on
the process of decision-making (Table 2) and those that
concerned the outcomes of decision-making (Table 3). This
two-theme approach was devised iteratively, as data extracted
showed a clear split in focus between those that looked at
decision-making as something that had already taken place,
and those where decision-making was a process in progress
or a hypothetical future scenario. To give a clear overview of

these different approaches, we split the tables according to
those two.

Decision-making process

Five papers focussed on the process aspect of decision-
making (Table 2)—papers included in this table focus on
the aspects of decision-making, such as service design, access
to care, advance directives (AD) and the process of making
decisions.

Factors daffecting decisions

Hudson [15] explored the role of informational continuity
on achieving patients’ preferred PoD. This was defined as
‘coordinated, comprehensive information sharing’. No inter-
ventions assessed were negatively associated with achieving
preferred PoD, but out of 10 papers analysed, only two
showed a clear positive affect. Goodman ez al. [16] looked
at patients dying with dementia, the decisions made around
their end-of-life care plans and factors affecting this. They
found the level of education, perceived quality of life, demo-
graphics and understanding of the disease and the role of
PC affected decision-making. Most patients in this study
lived and died at home, or in a care home. McCaffrey [18]
focussed on the role of quality of life in decision-making and
recognised that PC settings allowed patients and caregivers
to feel a sense of control and autonomy around making care
decisions.

Emotional aspects of decision-making

Hudson [15] described the emotional impact of poor infor-
mational continuity on people with PC needs and their fam-
ilies, highlighting how a lack of continuity and reliable access
to good information worsened feelings of vulnerability, and
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contributed to feelings of being lonely and unsupported. De
Souza [20] found a number of incidences where families
found discussing future options for PoC and PoD difficult,
due to perceived creation of suffering and emotional burden
on family members. Goodman et a/. [16] address emotional
involvement in decision-making through exploring loss, par-
ticularly in regards to family caregivers. They found that
caregivers’ decisions are often heavily shaped by the idea of
loss, be that loss of control and identity if a patient moves
to a care home or hospital or the way that prolonged loss
throughout the course of a long-term illness may shape
decisions made. McCaffrey [18] considered feelings of con-
trol and empowerment to be particularly important in the
case of patients making their own end-of-life care and PoD
decisions. Contrary to this, experiencing a lack of control in
making such decisions was found to lead to frustration and

loss of dignity.

Capacity in decision-making

Several papers explicitly addressed the subject of capacity,
most often in the sense of capacity being diminished. Though
considering capacity in a more abstract sense, De Souza [20]
identified the theme ‘my family will do right by me’ as key
in examining the preferences of minority ethnic patients
and their families in PoC and PoD decision-making. This
implicitly suggests a sense of trust that continues despite
potential future fluctuations in capacity. Goodman ez 4.
[16] specifically focussed on the needs of those dying with
dementia and their families, and thus addressed the issue of
capacity explicitly throughout. This study found that over
80% of patients could not retain capacity to understand
alternatives to expressed treatment preferences, and did not
grasp the consequences of their decisions. In discussing issues
surrounding capacity, the role of proxy decision-makers was
paramount. Kwak [19] found differences between ethnic
groups in the family position of nominated proxies. Cau-
casian patients were most likely to appoint a spouse, Asian-
Americans a son and Black and Hispanic patients a daughter.
Hispanic patients were less likely to designate a formal proxy
decision-maker in their care.

Minority experience in decision-making

Two papers specifically assessed the experience and process of
end-of-life decision-making for older minority ethnic adults.
De Souza [20] looked at the characteristics of decision-
making conversations between minority ethnic older peo-
ple and their families. All of the studies they included
highlighted the role of family in decision-making. Impor-
tantly, this study found a poor response among minority
ethnic older people and their families to generic end-of-
life planning initiatives, but a positive response to culturally
tailored interventions through natively embedded religious
or cultural institutions. Kwak [19] explored the role of AD
in decision-making in ethnically or racially diverse groups.
African-Americans were found to be less likely to complete
AD, regardless of their PoC. There were no differences found

between ethnic or racial groups in terms of their desire to
discuss end-of-life options with healthcare professionals.

Decision-making outcomes

Some papers explored the subject of decision-making in
terms of outcomes—where people expressed preferences to
be cared for and to die, and factors influencing these deci-
sions (Table 3). Often, the line between PoD and PoC was
not clear, with respondents and researchers using the terms
interchangeably.

Place of death

A strong preference for home death was found across the
board [11-14,17]. Hoare [11] found that preferences for
PoD reflected where the patient was asked the question, and
where they had been cared for. Herrera-Tejedor [14] found
that older adults generally prioritised a peaceful death with
good pain and symptom control, and quality over quantity
of life in decisions around dying at home, though when
given specific clinical scenarios they were more likely to
choose life supporting measures. Howell [17] found a large
discrepancy between preferred and actual PoD in haema-
tological malignancy, with the majority dying in hospital
despite expressing a preference to die at home. Hoare [11]
found that home death was preferred by public, patients
and proxies—though patient preferences were more hetero-
geneous than those of the general public, and neither public
nor caregivers appeared to be accurate proxies for patient
end-of-life decision-making. Gomes [21] also found a greater
degree of heterogeneity between preferences expressed by
patients than the public. Preference for death at home was
less frequent among older people and caregivers than among
professionals and the general population.

Decisions over time

Both Gomes [21] and Herrera-Tejedor [14] explored
changes in preferences over time, with Gomes finding that
the majority of patient preferences did not change over
time and Herrera-Tejedor conversely finding that patients
preferred home death initially, but this changed as the end-
of-life approached to a preference for specialised settings.

What affects decisions made?

Costa [13] found that actual incidences of dying at home
were positively associated with the involvement of a multi-
disciplinary home PC team, the patient expressing a clear
preference, having an informal caregiver and the caregiver’s

ability to cope.

Discussion

This rapid review was undertaken to explore the range of
factors affecting decision-making concerning PoC and PoD
among older adults. In the current context of the global
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COVID-19 pandemic, such decisions are both more acute—
as the disease more severely affects those who are older
or have multiple comorbidities—and more heightened in
the sense that health care systems are working with ever-
shifting allocation and triage needs. Literature included in
this review explored a diverse breadth of issues, both in
terms of outcomes and the process of making such decisions.
Decision-making for older adults at the end of life is a
complex process which can be affected by myriad factors and,
sometimes, competing or conflicting priorities.

Methodological limitations

Rapid reviews are a somewhat unusual method of research
synthesis, often precipitated by urgent health system needs.
In line with WHO guidance [10], this review did not include
risk-of-bias assessment, as the purpose of the review was
to scope available literature rather than to evaluate specific
effects. Individual included reviews may show bias in terms
of included populations or methodologies, which could
influence a meta-review such as this. In light of our use
of rapid review methodology, included studies are largely
considered as equally robust. Similarly, there are studies,
included in this review, that have been picked up by included
reviews separately. As this review does not assess results in a
cumulative fashion, potential double-counting of included
studies is unlikely to have an effect on the overall conclusions
of the review. However, more policy or intervention-focussed
reviews would need to be wary of this effect. Thus, this review
is limited in the degree to which it can be applied to policy
decisions.

PoC and PoD

PoC and PoD, both actual and preferred, proved to be a
key theme in decision-making among older adults. Home
death was strongly favoured across papers, though this was
contingent on factors such as having a caregiver and that
caregiver’s ability to cope [13]. Achievement of home death
when this is the preferred PoD may necessitate the involve-
ment of specialist, multidisciplinary care teams [13,22].
There is evidence [23] that death at home may necessitate
additional support for family caregivers, as they navigate
changing concepts of home and ambiguity in bereavement.
In the context of COVID-19, caregivers may also be balanc-
ing multigenerational caregiving responsibilities, economic
insecurity and a lack of usual support networks. This has
immediate effects on caregiver well-being, and potentially
ability to cope. However, strict and rapidly changing guide-
lines around local lockdowns and visiting guidelines may also
put pressure on decisions concerning PoD and PoC.

The role of family and culture

The role of family or other proxy decision-makers is a
key when considering decisions around care at the end of
life. Patients who lack capacity may require proxy decision-
makers, whether familial or legal, to be involved in care
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decisions [24]. Xie [25], in exploring end-of-life decision-
making models in people living with dementia, highlighted
a lack of current tools that allow values and preferences to be
incorporated in decision-making and a lack of sensitivity to
cultural variance. A one-size-fits-all approach to end-of-life
planning and decision-making is not effective for patients
or caregivers [20], and individuality and diversity must
be taken into account to serve patients and their families’
best. COVID-19 has resulted in disproportionately higher
mortality in minority ethnic communities. Thus, culturally
tailored decision-making interventions and approaches are
particularly important in order to enable diverse patients
and caregivers to plan and make good care and end-of-life
decisions.

Advance care planning

ACP is a generally welcomed process in nursing homes
and the community setting [26]. There is, however, limited
evidence that advance care plans support proxies to make
consistent healthcare decisions, and evidence showing good
accord between patient and proxy decisions is lacking [27].
There is also evidence that ACP engagement and comprehen-
sion levels may differ significantly according to contextual
factors such as income level [28], patient attitudes, comfort
and level of trust in the healthcare system [29]. In the UK,
capacity legislation is a mandatory part of the decision-
making process that must be included. Though ACP is seen
as aspirational, care must be taken to ensure that access
to ACP services and interventions is culturally appropriate.
ACP should be an iterative process, based on patient val-
ues rather than set treatment options, integrated across the
illness trajectory and continually reviewed [30,31]. During
the COVID-19 pandemic, advance care plans may need to
be renegotiated and reconsidered as care options change—
for example, a person who wants to die in hospice may
reconsider this decision in light of visitors not being allowed.
Thus, the continual review element of ACP is particularly
important within the COVID-19 context.

Decision-making model

Through reviewing the existing literature, we found that cer-
tain values and processes were common throughout the pro-
cess of decision-making [15-20]. In light of this, a decision-
making model was devised (Figure 2). The model highlights
different needs and aspects of decision-making, from con-
sidering informational, access and cultural needs to facilitat-
ing conversations and access to legally appropriate formal
options such as ACP and power of attorney. Considering
these separate aspects explicitly may help better define con-
crete outcomes such as PoC and death, legal aspects of
dealing with diminished capacity and better providing for
diverse informational and support needs. The process as a
whole, including outcomes, should be iterative and reviewed
regularly to ensure ongoing appropriateness.

The concept of shared decision-making was prevalent,
with a range of respondents (general public, carers and older
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Navigating options

Figure 2. Decision-making model.

people) talking about making care decisions alongside their
families, friends and care providers. Thus, this formed the
overarching context of the decision-making model—with a
person’s social, support and (chosen) family group being the
baseline that decision-making starts from, together with the
capacity of the individual. The aspects that form a circle are
iterative and necessary parts of the decision-making process.
Not all aspects will be applicable to all situations and cir-
cumstances, though each should be approached and assessed
deliberately to determine this. These factors will then work
in conjunction to shape decision-making, from identifying
available options to putting legal and practical frameworks
in place to facilitate older adults to be cared for and die as
they wish—as seen in the box on the right.

During the COVID-19 pandemic, this decision-making
model can operate in the same way as it would outwith the
pandemic. As external circumstances change, the range of
information, contexts and options that can be considered by
the model also change—and the process remains the same.

Conclusions

The process and outcomes of decision-making for older
people are affected by many factors—all of which have the
potential to influence both patients and caregivers experience
of illness and dying. Within the context of COVID-19, such
decisions may have to be made rapidly and be reflexive to
changing needs. These include needs of systems themselves,
such as modified triage and service allocation, as well as
individual and family desires. ACP and decision-making aids
can help to facilitate patients and caregivers to make choices

®
A

Documented/discussed

end of life preferences:
1 3 Advance Care Planning,
A\ legal power of attorney

Considering values
and preferences

4
Informational needs met:
Access to appropriate
information (language,
large print etc.), culturally
appropriate information
sources, support for
patients and families

Facilitating and
enabling
conversations

‘Outcomes

» Older person'’s preferences
for end of life care and
place of care are met

A ~—

Empowering diversity

around issues such as modified visiting rules, availability and
appropriateness of domiciliary care, multigenerational caring
needs and rapid changes of circumstance. The combination
of the current pandemic context and lessons-learned from
non-pandemic care planning has a number of implications
for future best-practice.
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Appendix 1: Search Strategy: Search date: 22nd April
2020.

((Adult or Adults) and (End of Life Care or Terminal Care
or Palljative Care or palliat® or hospice) and (pref* or wish*
or choice* or chose* or decision® or decid*) and (place* or
location* or setting or where) and (Death or dies or die or
dying or died) and Review).

(Adult’[MeSH Terms] OR ‘Adult’[All Fields] OR
‘Adults’[All Fields]) AND (‘End of Life Care’[All Fields]
OR ‘Terminal Care’[MeSH Terms] OR “Terminal Care’[All
Fields] OR ‘Palliative Care’[MeSH Terms] OR ‘palliac®’[All
Fields] OR ‘terminal*’[All Fields] OR ‘endstage’[All Fields]
OR ‘Death’[MeSH Terms] OR  ‘hospice*’[All Fields]
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OR ‘Death’[All Fields]) AND (‘pref”’[All Fields] OR
‘wish*’[All Fields] OR ‘choice*’[All Fields] OR ‘chose*’[All
Fields] OR ‘decision*’[All Fields] OR ‘decid*’[All Fields])
AND (‘place”’[All Fields] OR ‘location*’[All Fields] OR
‘setting’[All Fields] OR ‘where’[All Fields]) AND (‘death’[All
Fields] OR ‘Death’[MeSH Terms] OR ‘dies’[All Fields] OR
‘die’[All Fields] OR ‘dying’[All Fields] OR ‘died’[All Fields])
AND Review|[ptyp].
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