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Abstract

Background: The COVID-19 pandemic has disrupted advance care planning discussions in care homes, particularly discussions
involving relatives and surrogate decision makers. There is a need to collate and examine current evidence to assess the extent of
the problem.

Aim: To examine the processes and experiences involved in advance care planning in care homes throughout the COVID-19 pandemic.
Design: A critical realist review and synthesis.

Data Sources: MEDLINE, psycINFO, SCOPUS and CINAHL were searched between December 2019 and May 2022.

Results: Eleven studies were included. Communication difficulties associated with remote technologies meant that care home
staff’s concerns about engaging effectively with relatives further exacerbated the emotional toll of dealing with high death rates in
circumstances where staff shortages stretched the capacity of those remaining to provide timely advance care planning discussions.
The threat of the pandemic tended to encourage earlier and more frequent advance care planning discussions, though this tendency
was partially countervailed by the difficulties that some residents and relatives had in engaging with remote communication modes.
There was evidence that education and training in advance care planning increased staff’s confidence and readiness to engage in care
planning during pandemic conditions.

Conclusion: Results highlight part of the new context facing staff, relatives and residents in care homes, thus providing valuable
insight for future intervention development required to maintain and improve the effectiveness of advance care planning in care
homes during and beyond the pandemic.
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What is already known about the topic?

e The COVID-19 pandemic has disrupted advance care planning discussions in care homes.

What this paper adds?

e The introduction of remote communication in circumstances where death was perceived to be close was a tendency for
relatives to have more frequent care planning conservations.

e There was an increase in the number of residents and relatives deciding against the option of hospitalisation, hospitals
being associated with a higher probability of infection and a lonely death.

e Education and training were found to improve care home staff’s confidence and preparedness for advance care planning
during pandemic conditions.
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Implications for practice, theory or policy
e Results indicate that targeting education and training on managing and developing holistic discussions remotely, the
symptoms and trajectories of decline associated with COVID-19 and supporting relatives’ emotions and expectations in
cases of restricted care home visits is needed to improve and maintain effective care planning during and beyond the
pandemic.
Introduction with decreased levels of care planning in care homes and

Residents living in care homes often have multiple com-
plex conditions which increase their vulnerability to seri-
ous complications and mortality from COVID-19.1 Analysis
of the national datasets of 25 counties shows that mortal-
ity in care homes was on average 30% of total COVID-19
deaths.2 Despite the rollout of vaccination programmes,3
COVID-19 infection rates have remained high in many
developed countries due to evolving and highly transmis-
sible variants and the lifting of restrictions such as social
distancing.*> Thus, given this risk to residents, it is impor-
tant for care home staff to be aware of residents’ care
preferences in the event of COVID-19 infection. Advance
care planning is one process care home staff can use to
help align care to residents’ preferences.®

An international panel consisting of members from
Europe, North America and Australia collectively describe
advance care planning as a process of ‘enabling individu-
als to define goals and preferences for future medical
treatment and care, to discuss these goals and prefer-
ences with relatives and healthcare providers, and to
record and review these preferences if appropriate’.”
Topics of discussion can range from treatment prefer-
ences, prognosis and bereavement support.®?®
Furthermore, given the high prevalence of residents living
in care homes with some level of progressive cognitive
impariment, 1911 the care planning process can include
choosing a trusted person or persons who can make deci-
sions about medical care in the event capacity to make
such decisions is lost.12 Sustaining these ongoing discus-
sions which allow residents and relatives to share care
preferences with care home staff during the pandemic
and beyond is important, given these discussions have
been found to increase the quality of care provided and
proportion of residents dying in their preferred place of
death.13

It has been well acknowledged that challenges in the
provision of advance care planning have existed long
before the COVID-19 pandemic, such as a lack of engage-
ment and reluctance from care home staff initiating con-
versations,®!* insufficient knowledge and skills of care
home staff,1>16 and low uptake of care planning particu-
larly for residents with some level of cognitive impari-
ment.” However, emerging evidence suggests that the
pandemic has further disrupted advance care planning

fewer residents being able to express their wishes.18

Thus, given the arguably increased importance of
advance care planning and the ongoing pandemic in care
homes, there is a need to synthesise current evidence to
examine the processes and experiences involved in
advance care planning in care homes throughout the
COVID-19 pandemic. Identification, collation and evalua-
tion of effective advance care planning practices as well as
barriers faced during the pandemic can be used to sup-
port and inform advance care planning practice in care
homes during and beyond the pandemic. In this review,
the term ‘care home’ refers to both residential and nurs-
ing homes, which provide food and board, 24-h care cover
and assistances where required with activities of daily liv-
ing. Nursing homes additionally provide care by registered
nurses.

Methods
Aims

To examine the processes and experiences involved in
advance care planning in care homes throughout the
COVID-19 pandemic.

Objectives:

e To identify mechanisms embedded in the social
and organisational context.

e To identify mechanisms embedded in advance care
planning interventions impacting on behavioural
patterns.

e To examine the ways in which different individuals
respond to advance care planning during the
pandemic.

e To identify outcomes in terms of rates of behaviour
and experiential consequences.

Design

Given the need to evaluate and understand the complex-
ity of factors influencing the application of advance care
planning during the pandemic, this review adopted a criti-
cal realist design and synthesis, which assumes that the
outcomes of interventions result from the interaction of a
plurality of causal mechanisms.1?20 Mechanisms can be
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described as natural, social or individual powers that gen-
erate tendencies in events. While they may not be observ-
able, their influence can be retroduced from what is
observed.1%21

While holding many of the basic assumptions of realist
evaluation,?? critical realist evaluation differs in some
important respects. In contrast to the realist evaluation
categories of ‘context’ and ‘mechanism’, critical realist
evaluation posits three categories:

Contextual mechanisms: these operate in the social
contexts into which interventions are introduced.

Intervention mechanisms: these are the social mecha-
nisms embedded in interventions with the aim of replac-
ing what have been identified as undesirable behavioural
patterns with more desirable ones.

Human agency: these are the responses of stakehold-
ers (both those implementing interventions and those
receiving them) to interventions within specific social
contexts.

The change from ‘context’ to ‘contextual mechanisms’
reflects the recognition that the contexts in which inter-
ventions are introduced actively influence the outcomes
produced and that the mechanisms by which they exert
influence need to be specifically identified. The change
from ‘mechanisms’ to ‘intervention mechanisms’, which
assumes that social mechanisms are embedded in both
context and intervention, is a corollary to the first revi-
sion. The addition of ‘agency’ is based on the critical real-
ist assertion that the powers of individuals to engage in
meaningful action are categorically different from the
mechanisms embedded in social structures. The reasons
that people have for acting in the ways that they do are
not the same things as the external influences that are
brought to bear on their reasoning,?? though they have a
reciprocal relationship. While structures supply agents
with directional guidance and shape the patterns of social
action, they are in turn either maintained or transformed
by human agency.23 Thus, their relationship is one of tem-
poral iteration. Distinguishing between social and agential
mechanisms once again facilitates a clearer and more spe-
cific analysis than the portmanteau category of ‘mecha-
nism’ allows for.

The development and implementation of interventions
can be viewed in this light. They involve agents perceiving
a problem in the current social configuration, hypothesis-
ing about the changes required rectify it, and then intro-
ducing programmes containing novel countervailing
mechanisms with the aim of effecting those changes.
However, because of the multiplicity of other mechanisms
embedded in the social context and agents’ volition, what
transpires will not necessarily be what was envisaged.
This new social configuration then faces agents as ‘an
objective influence’2 (p. 196), which will again be subject
to agents’ activities that will result in its reproduction or
transformation.

Critical realist evaluation’s approach to outcomes is
also distinctive. On the grounds that ‘evaluative descrip-
tions’ of social facts involve both reason and values,?* in
addition to identifying changes in rates of behaviour over
time (which is the focus of realist evaluation), it also seeks
evaluative evidence in terms of interventions’ effects on
the flourishing or suffering of those exposed to them.1?

Although realist reviews do not traditionally aim to
exhaustively search the literature,?® a systematically con-
structed search was deemed necessary to capture as
many relevant mechanisms as possible within currently
published literature. This review was reported in accord-
ance with the Realist and Meta-narrative Evidence
Synthesis: Evolving Standards (RAMESES).20

Search strategy

The authors’ previous research in the field of advance care
planning826 as well as preliminary searches were used to
develop the search terms. Four databases were searched:
SCOPUS, MEDLINE, CINAHL and psycINFO for English lan-
guage papers published between December 2019 and
28th May 2022. This date range was selected as this review
aims to elicit data describing and evaluating advance care
planning in care homes from the start of the COVID-19
outbreak to present day pandemic conditions. Moreover,
as the impact of pandemic conditions on advance care
planning have been experienced in care homes interna-
tionally, no location restrictions were placed on the search.
The strategy of search as well as Boolean teams used
are detailed in Table 1. The search also used forward and
backward citation searching of relevant policy documents,
studies and grey literature. Papers already known to the
authors were also included and detailed in Figure 1.

Inclusion and exclusion criteria

Title and abstract screenings were conducted by A.S.
Relevant articles were then subject to full text screening
against the eligibility criteria detailed in Table 2 by A.S and
S.P.

Data extraction

A.S. carried out data extraction which involved extracting
the data from the included studies into a Microsoft word
document. The main features of each article were
extracted which included the title, country of data collec-
tion, methodology, causal data and results/outcomes.
Data extraction was cross-checked by S.P.

Quality assessment

Independent quality assessment was carried out the two
authors A.S and S.P using the Mixed Method Appraisal
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Table 1. Search strategy.

Element Alternatives

1. ‘Advance care plan*’ ‘Care plan*’
Dying
Death*

‘End of life care*’
‘Anticipatory care plan*’
“End of life discussion”
‘Advance directive*’

‘Do not resuscitate’
DNR

‘Nursing home*’
‘Nursing care home*’
‘Residential home*’
‘Residential care home*’
‘Long-term care facili’
Coronavirus

Pandemic

SARS-CoV-2

Lockdown*

Quarantine

Social distanc*

2. ‘Care home*’

3.‘COVID-19’

Boolean Operators

‘End of life plan*’

‘Serious illness plan*’
‘Shared decision marking’
‘Surrogate decision maker’

‘Rest home™*’
‘Respite care’
‘Long-term care’
‘Resident™’
‘Respite care’

1. ‘Advance care plan*’ OR ‘Care plan*’ OR Dying OR Death* OR ‘End of life care’ OR ‘Anticipatory

care plan* OR ‘End of life discussion” OR ‘Advance directive*’ OR ‘Do not resuscitate’ OR DNR OR
‘End of life plan*” OR ‘Serious illness plan*’ OR ‘Shared decision marking’ OR ‘Surrogate decision

maker*’

2. ‘Nursing home*’ OR ‘Nursing care home*’ OR ‘Residential home*’ OR ‘Residential care home*’
OR ‘Long-term care facili’ OR ‘Rest home*’ OR ‘Respite care’ OR ‘Long-term care’ OR ‘Resident*’ OR

‘Respite care’

3. COVID-19 OR Coronavirus OR Pandemic OR SARS-CoV-2 OR Lockdown* OR Quarantine OR ‘Social

distanc*’

Tool (MMAT).2” The quality of the article selection was
screened against the criteria set out in the MMAT. Any
disagreements were discussed between the two authors
till an agreement was reached. Each of the studies were
graded from 0% to 100% with 0%-20% being (very low),
20%-50% (low), 50%—-70% (moderate) and 70%-100%
(high). No studies were excluded based on quality, and all
the included studies were graded high quality. See
Supplemental File 1.

Data synthesis

We conducted a critical realist synthesis of the included
studies.’®?0 A.S and S.P. coded verbatim sections of the
extracted against the four critical realist evaluation cate-
gories: contextual mechanisms, intervention mecha-
nisms, human agency and outcomes. Specifically, data
were coded and grouped in accordance to how advance
care planning worked during the pandemic (intervention
mechanisms), the influence of context (contextual mech-
anisms), and how those involved responded, experienced,
and behaved (human agency). The coded data were then
collated and identified patterns were arranged into sub-
themes and themes. Key themes were recorded which

identified and described the underlying processes and
causal mechanisms of importance for explaining advance
care planning outcomes during the pandemic.

Results

2189 unique records were initially retrieved from data-
base searching, 2144 records were excluded following
title and abstract screening. The remaining 45 full-text
articles were screened, leaving eight articles which met
the inclusion criteria. Relevant papers known to the
authors identified an additional three articles. Eleven arti-
cles were included in total. Figure 1 details this searching
processes.?®

Overview of included studies

Of the included papers, six were qualitative,?°-34 one used
a mixed method design3> and four used quantitative
methods.363% The studies collected data from seven coun-
tries which included the UK (N=3),31343% Australia
(N=1),> Netherlands (N=1),3 Italy (N=1)3° Sweden
(N=1),%® Canada (N=2)?°32 and the United States of
America (N =2).3738 Participants consisted of care home
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Table 2. Eligibility criteria.

Inclusion category Description

Population

Studies must include staff who have been involved in advance care planning with residents and their

significant others in care homes during the COVID-19 pandemic.

Intervention

Setting

pandemic.
Comparator/outcome

compared to pre-pandemic practice.
Publication

Studies must include data on advance care planning during the COVID-19 pandemic in care homes.
Studies must include data on advance care planning collected from care homes during the COVID-19

Studies which report advance care planning practices throughout the COVID-19 pandemic in care homes

Papers must be peer reviewed published between December 2019and May 2022. Non-peer reviewed

papers, book chapters, commentary and opinion pieces and abstracts were excluded.

staff, managers, physicians, residents, surrogate decision
makers and nurse practitioners. Qualitative methods
included semi-structured qualitative interviews, and
online questionnaires. Quantitative methods included
analysis of electronic medical records, palliative care reg-
isters and case note analysis.

Although all the included studies contained data on
advance care planning during the pandemic, the goals
and foci within each study varied. N = 3 studies focused
on clinical decision making37-3° N = 4 focused on educa-
tion and training.2%3234 N = 3 studies explored stake-
holders’ experiences of providing advance care planning
during pandemic conditions and the use of remote
communication.333135 N = 1 study focused on the num-
ber of advance care planning discussions offered during
the pandemic.3® See Table 3 for a breakdown of each
included study and a summary of the extracted causal
data.

Results are organised according to the critical realist
evaluation categories of contextual mechanisms, inter-
vention mechanisms, human agency and outcomes.

Contextual mechanisms

The COVID-19 pandemic generated novel biological and
social contextual factors in care homes. They included the
combined effects of a highly transmissible and virulent
virus and the spatial confinement in close proximity in
relatively closed institutions of groups of people with
greater than normal vulnerability to infection.

This new context had direct consequences upon
advance care planning, in that the novel symptoms and
trajectories of decline associated with COVID-19 chal-
lenged the capacity to plan for future care.?%:3935 They also
had indirect consequences. Firstly, actions taken to
respond to the threat they posed, notably the introduc-
tion of social distancing, altered the organisational con-
text for advance care planning.3%33 Secondly, it was not
only residents who were vulnerable to the virus. High lev-
els of staff sickness led to shortages which challenged
staff’s capacity to fulfil required functions including
advance care planning.30-32

Social distancing: Workloads and expectations. It was evi-
dent that reduced or no visiting allowances for relatives
and significant others due to social distancing require-
ments increased the workloads and expectations of staff
involved in advance care planning.3932:33 Specifically, sev-
eral studies noted that lack of regular visits, which would
have allowed relatives to monitor residents and notice
any deterioration, meant that they depended much more
on care home staff in advance care planning discus-
sions.3933 Hack et al.3> found that social distancing partic-
ularly affected residents living with dementia due to the
lack of physical touch and presence, and non-English
speaking residents who relied on visiting relatives to act
as interpreters.

Conversely, the ease of remote communication, which
enabled relatives to get in touch without having to travel
to the home appeared to be facilitative, as relatives could
be more easily and frequently be involved in advance care
planning.3033

Social distancing restrictions also impacted on external
service staff involved in care planning, such as General
Practitioners.3233 For example, in one study care home
staff described themselves as being the doctors’ eyes and
ears as more care home staff had to evaluate residents
themselves in the absence of in-person GP visits.32
Furthermore, the postponements of multidisciplinary
meetings, again seemed to result in care home staff being
over-relied on.33 However, social distancing and measures
to limit the spread of COVID-19, also meant that care
home staff had to don PPE for each resident which further
added to the time and workload required to have face-to-
face anticipatory conversations.33 The increased work-
loads and expectations caused by the changes in practice
was a consistent finding, regardless of country.31-33

Staff sickness and shortages. The increases in workload
were further compounded by increased staff sickness and
shortages due to the pandemic.39-32 Studies reported that
staff were having to work far beyond their ‘normal’ work-
ing hours and take on additional roles to make up for staff
absences, with fewer care home staff available to keep up
timely care planning assessments.2?3! Staff sickness and
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absence appeared to hit advance care planning particu-
larly hard during the first wave of the pandemic when
residents required more high intensity care, and the tra-
jectories of decline were less well known.??30 However,
the data also suggest longer term impacts. Specifically,
Cousins et al.3* report that the most significant barrier to
training was care home staff not having the time to
engage, and others having to complete the training out-
side of their working hours.

Intervention mechanisms

This section identifies and describes the generative mech-
anisms hypothesised to promote behaviour conducive to
supporting advance care planning throughout pandemic
conditions.

Two primary types of interventions designed to
respond to the novel contexts that resulted from pan-
demic conditions were identified in the literature. The
first involved the development of new modes of remote
communication, especially between staff and relatives
and surrogates, to replace face-to-face interaction. While
this digital technology contained mechanisms that facili-
tated the convenience and frequency of interaction, it
lacked the non-verbal communicative mechanisms
embedded in face-to-face interactions. The second
involved the training and education of staff in skills related
to the technology of remote communication and knowl-
edge of COVID-19 and its care. The mechanisms of skill
development and knowledge exchange embedded in
these programmes generated a tendency for staff to be
more competent and confident.

Modes of delivery. It was apparent that the introduction
social distancing in response to the pandemic changed
how care planning discussions were conducted, with a
marked increase in the use of digital technology to facili-
tate communication. Although face-to-face discussions
still occurred between care home staff and residents; rela-
tives and surrogates were often involved in these discus-
sions remotely using video or phone calls due to visiting
restrictions.2%31,33353638 Several benefits resulted from
the adoption of remote communication compared to
face-to-face discussions, which included easier and more
frequent access to relatives, being able to schedule calls
and being able to speak concurrently with more
relatives.?33

Nonetheless, maintenance of an individual and per-
son-centred approach during care planning discussions
appeared to be challenged by remote communication.
The most commonly reported challenges included diffi-
culty understanding and monitoring emotions, knowing
how to introduce sensitive topics for the first time in the
absence of face-to-face contact and non-verbal cues.303335

The absence of non-verbal communicative mechanisms
contained in face-to-face interactions, combined with rel-
atives’ inability to monitor their loved one themselves
tended to generate an erosion of relationships and trust
between care home staff, relatives and surrogates.

Although it was evident that face-to- face bedside dis-
cussions between care home staff and residents had fre-
quently taken place with staff wearing full personal
protective equipment (PPE),2%33 there was a notable a
lack of data reporting on facilitatory mechanisms used
during these encounters.

Training and education. Reflecting the realisation that
new knowledge and skills were required to enable staff to
engage effectively in new modes of delivery, and knowl-
edge of COVID-19 and its care, four of the included studies
referenced education and training associated with
advance care planning during the COVID-19 pandemic.
Synthesis identified several facilitatory mechanisms gen-
erated by education and training delivered during the
pandemic.29,30,32,34

Training focused on equipping staff with the knowl-
edge and confidence to be able to engage in advance care
planning during the pandemic, for example, how to use
remote communication effectively, how to support the
emotional needs of relatives and developing staff’s under-
standing of COVID-19 and its care.3%3234 Training was
delivered via a range of methods which included online
asynchronous sessions, websites, videos, to face to face
scenario-based learning and on the job training such as
mentoring/role modelling.2%303234 |n the case of role
modelling and mentoring, external staff (such as nurse
practitioners) were used to deliver training on a continu-
ing ongoing basis (rather than a single delivery) in an
effort to mitigate the high rates of staff sickness and short-
ages experienced during the pandemic.2?32 Most educa-
tion tended only to be delivered to staff directly involved
in advance care planning, with only one study including
relatives and significant others in the training.3* It was evi-
dent that training and education prompted more conver-
sations about advance care planning between care home
staff and relatives and helped to relieve care home staff’s
fears and misconceptions about COVID-19.2930,32,34

Human agency

Human agency represents how stakeholders interpret and
respond to the identified intervention and contextual
mechanisms. Three related themes were distilled from
the literature: mitigation of the negative effects of reduced
face-to-face interaction; changes in perceptions and cul-
tures concerning preparation for death; and continuities
and changes in the topics discussed in advance care plan-
ning conversations.
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Optimising remote communication. Despite the erosion
of trust that accompanied the replacement of face-to-face
interaction with remote communication, there appeared
to be a consistent understanding and acceptance of the
need to communicate remotely despite the evident chal-
lenges.??31 Several responses were identified by which
care home staff acted to mitigate these challenges. These
included engaging in more frequent discussions (treating
care planning as ongoing rather than one-off discussions),
active listening and spending longer informing relatives
on their loved one’s condition and being more alert to
emotions in the absence of non-verbal communica-
tion.22:3033,38 Apnother important response was the sharing
or transfer of responsibility to colleagues, such as home
managers or nurse practitioners when discussions were
perceived as not being effective.2?30 Referring to col-
leagues in this way appeared to facilitate an understand-
ing of the importance of collaborative teamwork and
togetherness, for example more experienced staff sup-
porting younger or less experienced staff through pan-
demic conditions.?%:31

Changes in perceptions and cultures. It was evident that
the pandemic led to cultural and perceptual changes
towards advance care planning and talking about death
and dying. Specifically, our synthesis suggested that the
reality of death and decline brought by COVID-19 encour-
aged more care home staff, residents and relatives to
want to prepare for the end of life, cultivating a more
open culture and increased recognition of care plan-
ning.303133 |n terms of care home staff, this change was
manifested in their triggering of earlier and more frequent
discussions with residents and relatives,33:38 with changed
communication patterns more conducive to regular con-
tact between staff and relatives.3!

Furthermore, a change in preference was noted in
regard to relatives’ and residents’ opinions of hospitalisa-
tion and intensive care unit use at the end of life.33:3538
Synthesis revealed an increased desire to avoid hospital
admission with more residents and surrogates initiating
‘do not hospitalise’ orders compared to pre-pandemic.35-38
For residents the main driver behind this appeared to be a
fear of contracting COVID-19, and for relatives a fear of
their loved one dying alone.2?:3933 Despite this, when rela-
tives were unaware of their loved one’s health condition
and in cases of acute and unexpected decline (which can
often be the case with COVID-19 deaths), they tended to
doubt information given to them, express shock and were
more reluctant to accept and discuss death.3035

Topics of discussion. Stakeholders’ responses to the inter-
vention mechanisms associated with the introduction of
distance communication were largely consistent, in that
the overarching advance care planning topics remained
the same in remote conversations, with discussions

centred around care preferences, prognosis, treatment
goals and bereavement support. However, reflecting
stakeholders’ responses to the contextual changes
wrought by COVID-19, more anticipatory conversations
were evident during the pandemic about the use of venti-
lation, intensive care unit admission as well as resuscita-
tion and hospital usage at the end of life.223335 For
example, Ye et al.38 who studied care preferences amongst
963 residents and surrogate decision makers found that
276 changed their hospitalisation preferences to ‘do not
hospitalise’ following COVID-19 discussion topics. Simi-
larly, Vellani et al.?? report increased frequency of advance
care planning discussions during the COVID-19 pandemic
in care homes.

However, our synthesis suggests that holistic care plan-
ning discussions of multiple topics tended to be less evi-
dent in light of these more prominent topics of discussion
related to COVID-19. Specifically, it was apparent that
conversations could take a linear form related to singular
topics such as expressing a wish to not be admitted to
hospital due to a fear of catching COVID-19 and prefer-
ences around ventilation.333°

Outcomes

In consonance with the critical realist tenet that outcomes
of interest should not be confined to rates of behaviour
but should also encompass experiential consequences, in
addition to reporting data on the frequency and com-
pleteness of advance care planning conversations, we dis-
cuss the effect of the mechanisms described above on
stakeholders’ wellbeing. Specifically, we note that the lit-
erature indicates that mechanisms embedded in training
and education interventions tended mitigate the negative
effects on staff’s confidence that was caused by the chal-
lenges of COVID-19 and the consequent adoption of
remote technologies. Notwithstanding these positive
mechanisms, the adoption of modes of remote communi-
cation generated an additional emotional toll on those
who engaged with them.

Frequency and completeness. Findings in relation to fre-
quency and completeness were inconsistent across the
studies reviewed. Several studies suggested that the need
and frequency of advance care planning discussions
increased during the pandemic,23337 and more plans
were being updated to accommodate changing prefer-
ences.3® However, increases in the frequency of discus-
sions were not consistent across the data, with studies
also reporting that fewer residents had been offered end
of life care discussions during the pandemic.3>3¢ Moreo-
ver, Jones etal.3? found that planning documentation
often lacked sufficient detail to fully inform care as despite
residents from 136 homes who died from COVID-19 speci-
fying their resuscitation wishes, only 46% had a detailed
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care plan in place. Reduced frequency and completeness
of care plans was found to lead in some cases to uncertain
and reactive decisions being made, even 7 months into
the pandemic.3>3? Similarly, Gonella et al.3? identified that
some staff in care homes had difficulty exploring relatives’
preferences for care at the end of life due to a lack of
detail in the advance care directives.

Confidence and preparedness. It was consistently
reported that education and training improved stakehold-
ers’ confidence and preparedness for advance care plan-
ning during the pandemic.2?323437 Results suggest that
developing care home staff’s knowledge and understand-
ing of advance care planning gave them the confidence to
have ongoing discussions with relatives in pandemic con-
ditions.3234 It was also suggested that relatives’ confi-
dence, acceptance and awareness of care planning was
enhanced through developing their knowledge and
understanding.3234 However, sustainability of outcomes
related to education and training in the longer term has
yet to be determined.

Emotional toll. Conducting sensitive and personal discus-
sions remotely was found to add to the existing emotional
toll associated with advance care planning.3%3133 Specifi-
cally, the reduction of face-to-face contact and non-verbal
communication made it harder to share, express and rec-
ognise emotions and build trusting relationships.3033
Despite the increased emotional toll, care home staff had
reduced time due to workload to focus on self-care.3°
Only one study in this review included information about
self-care for care home staff.3*

The reduced face-to-face contact during the pandemic
also appeared to take an emotional toll on relatives and
surrogates involved in care planning.3%33.3> Emotions such
as denial and shock concerning a loved one’s condition
(particularly in the case of acute COVID-19 diagnosis)
seemed to be triggered by relatives’ reduced ability to
directly observe changes over time.3931 Although synthe-
sis suggests these circumstances can lead to a greater risk
of interventional and curative orientated decisions by rel-
atives,223035 it was found that frequent ongoing involve-
ment of relatives in care planning conversations can help
to mitigate these emotions.22:30

Discussion

Using a critical realist lens to examine the literature on
advance care planning in care homes highlights the tem-
poral relationship between ever-changing social and phys-
ical contexts and people’s responses to them and
facilitates the identification of mechanisms embedded in
both these aspects of the social world. It thus allows for
the development of a theoretical model that explains
both the evolution of interventions and their effects

within the social milieu to which they have been
introduced.

The advent of COVID-19 created a context whereby
three different types of mechanism interacted to potenti-
ate a dramatic rise in death rates. These include: the
strong vectors of infection that result from the physical
organisation of care homes which involve large numbers
of people living and working in proximity in partially
closed institutions 49; residents’ vulnerability to the nega-
tive effects of infection#! generated by biological mecha-
nisms associated with senescence and frailty; and a virus
containing powerful mechanisms of transmissibility and
virulence.*2 The responsive actions taken by those respon-
sible for the delivery of care in homes was to develop
interventions designed to disrupt transmission of the
virus, primarily the use of personal protective equipment
in interactions between staff and residents and the clos-
ing of homes to visitors.3233 The implementation of these
types of interventions created, in turn, a new context
which disrupted the face-to-face interactions between
residents, close others and staff upon which effective
advance care planning had previously depended. The
responses of care designers to this novel context included
the adoption of digitally based modes of remote commu-
nication, often accompanied by education and training in
their effective use, which they hypothesised would miti-
gate the effects of this disruption.30:34

These interventions created yet another contextual iter-
ation. The responses of those involved in advance care
planning to this context were varied. The threat of the pan-
demic tended to encourage earlier and more frequent
advance care planning discussions,2%33 though this ten-
dency was partially countervailed by the difficulties that
some residents had in engaging with new communication
modes.3> Another complexity in response involved appar-
ently contradictory trends in relation to curative versus pal-
liative approaches. On one hand, there was an increase in
the number of residents and relatives deciding against the
option of hospitalisation, hospitals being associated with a
higher probability of infection and a lonely death.35-38
Indeed, hospitalisation and associated topics of discussion,
such as preferences concerning ventilation, often domi-
nated conversations to the exclusion of other issues.333?

On the other hand, a loss of trust that derived partially
from the attenuation of communication links led to a ten-
dency for relatives and surrogates to request curative
interventions against professional advice when residents’
health conditions were unknown or declined rapidly and
unexpectedly,3® as is often the case in COVID-19 infec-
tion.*2 However, this tendency is not unique to COVID-19
or the care home population, Zhang?* found that patients
with an acute serious illness and their relatives were often
focused on curative treatments and survival, regardless of
age or comorbidities. Similarly, Auriemma et al.** found
that relatives and patients who are still processing a new
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acute life-threating diagnosis may struggle to come to
terms with their prognosis and may not be prepared to
discuss end of life preferences.

The outcomes of these complex and temporally evolv-
ing intersections between generative mechanisms are
equivalently complex, displaying often contradictory ten-
dencies. So, on the one hand there was evidence that one
of the outcomes of the introduction of remote communi-
cation in circumstances where death was perceived to be
close was a tendency for relatives to have more frequent
contact,?33 while on the other hand, a tendency for rela-
tives and residents to focus on singular topics (such as
resuscitation and ventilation) at a cost to more holistic
approaches required for deeper relationships tended to
mean that planning was often incomplete.3%3? This, com-
bined with relatives’ lack of confidence in staff’s decisions,
compromised the utility of plans to inform care. However,
there was evidence that these negative effects could be
mitigated by education and training in advance care plan-
ning using remote technology, which increased staff’s
confidence and readiness to engage with these new
modes.3* It therefore encouraging that ‘COVID centric’
training and education interventions are being developed
in this area,* and it is hoped our results can be used to
further inform these future projects.

While education and training may have eased the psy-
chological burden on staff, it is important not to underes-
timate the weight of that burden. The communication
difficulties associated with remote technologies meant
that concerns about engaging effectively with relatives
further exacerbated the emotional toll of dealing with
high death rates in circumstances where staff shortages
stretched the capacity of those remaining to provide
essential care, including advance care planning to the
limit.30-32 Similar communication difficulties have been
reported in general practice and in the hospice sector,
with findings suggesting digital communication created a
separation and made sensitive conversations more diffi-
cult.%647 |n the iterative flow of social life, all of these out-
comes now stand as part of the new context facing current
staff, thus indicating the next round of intervention devel-
opment required to maintain and improve the effective-
ness of advance care planning in care homes.

Strengths and limitations

It is recognised this review included data collected from a
range of different care home types and sizes from differ-
ent countries, which also had different and changing
responses to the COVID-19 pandemic. However, the het-
erogeneity of the included data was a strength in that it
was necessary to identify a range of underlying mecha-
nisms to provide a foundation for a deeper understanding
of what works, for whom and in what circumstances. As
with all realist syntheses, judgements had to be made on

the inferences within the included data, however we
aimed to report all steps in our synthesis process to sup-
port transparency and reproducibility, as well as to inform
the evaluation and development of realist synthesis. The
authors acknowledge that this review is framed around a
part of the pandemic, and that synthesis of future work
can expand and develop on the presented results. Lastly,
restricting the search to English language may have led to
some relevant studies being excluded.

Conclusion

This review has evidenced that communication difficulties
associated with remote technologies, increased exposure
to sensitive discussions about death and dying in a con-
text of chronic workforce shortages placed unsustainable
emotional pressures and expectations on the care home
workforce. Furthermore, the novel symptoms and trajec-
tories of decline associated with COVID-19 combined with
reduced visits to observe residents challenged the capac-
ity to plan for future care with some relatives having dif-
ficulty accepting their loved one’s decline. Despite these
challenges, evidence suggests that education and training
in advance care planning increased care home staff’s con-
fidence and readiness to engage in care planning during
pandemic conditions.

Opportunities were also generated by pandemic condi-
tions. Specifically, the introduction of remote communica-
tion in circumstances where death was perceived to be
close was a stimulus for relatives to have more frequent
and earlier care planning conservations. Moreover, an
increase in the number of residents and relatives deciding
against the option of hospitalisation was evident.

In sum, these results highlight part of the new context
facing staff, relatives and residents in care homes, thus
providing valuable insight for future intervention develop-
ment required to maintain and improve the effectiveness
of advance care planning in care homes during and
beyond the pandemic.

Acknowledgements

None

Author contributions

A.S. and S.P were responsible for the planning, design, conduct
and reporting of the work. A.S., and S.P. performed the study
selection and data extraction. A.S., and S.P. were involved in the
study appraisal process. A.S., and S.P. were involved in the data
analysis and synthesis process. Both authors contributed and
agreed to the final manuscript.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship and/or publication of this
article.



Spacey and Porter

13

Funding

The author(s) received no financial support for the research,
authorship and/or publication of this article.

ORCID iD

Adam Spacey

https://orcid.org/0000-0001-5833-6189

Data management and sharing

All relevant data are within the manuscript. Any other data are
available upon request from the corresponding author.

Supplemental material

Supplemental material for this article is available online.

References

1.

10.

11.

Bone AE, Finucane AM, Leniz J, et al. Changing patterns
of mortality during the COVID-19 pandemic: population-
based modelling to understand palliative care implications.
Palliat Med 2020; 34(9): 1193-1201.

Collateral Global. CG Report 6: Effects of covid-19 in care
homes—a mixed methods review, https://collateralglobal.
org/article/effects-of-covid-19-in-care-homes (2021,
accessed 22 July 2022).

Mathieu E, Ritchie H, Ortiz-Ospina E, et al. A global data-
base of COVID-19 vaccinations. Nat Hum Behav 2021; 5:
947-953.

Office of National Statistics (ONS). Coronavirus (COVID-19)
infection Survey, UK: 1 April 2022, https://www.ons.gov.
uk/peoplepopulationandcommunity/healthandsocialcare/
conditionsanddiseases/bulletins/coronaviruscovid19inf
ectionsurveypilot/lapril2022 (2022, accessed 28 March
2022).

Word Health Organisation (WHO). WHO Coronavirus
(COVID-19) Dashboard, https://covid19.who.int/ (2022,
accessed 25 March 2022).

Sudore R, Lum H, You J, et al. Defining advance care plan-
ning for adults: A consensus definition from a multidisci-
plinary Delphi Panel (5740). J Pain Symptom Manag 2017;
53(2): 431-432.

Rietjens JAC, Sudore RL, Connolly M, et al. Definition and
recommendations for advance care planning: an interna-
tional consensus supported by the European Association
for Palliative Care. Lancet Oncol 2017; 18(9): e543—e551.
Wendrich-van Dael A, Gilissen J, Van Humbeeck L, et al.
Advance care planning in nursing homes: new conversation
and documentation tools. BMJ Support Palliat Care 2021,
11:312-317.

Stewart F, Goddard C, Schiff R, et al. Advanced care plan-
ning in care homes for older people: a qualitative study
of the views of care staff and families. Age Ageing 2011;
40(3): 330-335.

Alzheimer’s Society. Dementia UK Update, https://www.
alzheimers.org.uk/sites/default/files/migrate/downloads/
dementia_uk_update.pdf (2014, accessed 23 July 2022).
Alzheimer’s & Dementia. Alzheimer’s disease facts and
figures, 2022;18(4): 700-789. https://doi.org/10.1002/
alz.12638

12.

13.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

Piers R, Albers G, Gilissen J, et al. Advance care planning in
dementia: recommendations for healthcare professionals.
BMC Palliat Care 2018; 17: 88.

Garden G, Usman A, Readman D, et al. Advance care plans
in UK care home residents: a service evaluation using a
stepped wedge design. Age Ageing 2022; 51(3).

Spacey A, Scammell J, Board M, et al. End-of-life care in
UK care homes: a systematic review of the literature. J Res
Nurs 2018; 23(2-3): 180-200.

Evenblij K, Ten Koppel M, Smets T, etal. Are care staff
equipped for end-of-life communication? A cross-sectional
study in long-term care facilities to identify determinants of
self-efficacy. BMC Palliat Care 2019; 18(1): 1.

Gilissen J, Pivodic L, Wendrich-van Dael A, et al. Nurses'
self-efficacy, rather than their knowledge, is associated
with their engagement in advance care planning in nursing
homes: A survey study. Palliat Med 2020; 34(7): 917-924.
Vandervoort A, Houttekier D, Van den Block L, etal.
Advance care planning and physician orders in nursing
home residents with dementia: a nationwide retrospective
study among professional caregivers and relatives. J Pain
Symptom Manag 2014; 47: 245-256.

Spacey A, Porter S, Board M, et al. Impact of the COVID-
19 pandemic on end of life care delivery in care homes: A
mixed method systematic review. Palliat Med 2021; 35(8):
1468-1479.

Porter S. The uncritical realism of realist evaluation.
Evaluation 2015; 21(1): 65-82.

Wong G, Greenhalgh T, Westhorp G, et al. RAMESES publi-
cation standards: realist syntheses. BMC Med 2013; 11: 21.
Bhaskar R. The possibility of naturalism: a philosophi-
cal critique of the contemporary human sciences. 2nd ed.
London: Harvester Wheatsheaf, 1989.

Pawson R and Tilley N. Realistic Evaluation. London: SAGE,
1997.

Archer M. Realist social theory: the morphogenetic
approach. Cambridge: Cambridge University Press, 1995.
Sayer A. Why things matter to people: social science, values
and ethical life. Cambridge: Cambridge University Press,
2011.

Wong G, Greenhalgh T and Pawson R. Internet-based med-
ical education: a realist review of what works, for whom
and in what circumstances. BMC Med Educ 2010; 10: 12.
Spacey A, Scammell J, Board M, et al. A critical realist evalu-
ation of advance care planning in care homes. J Adv Nurs
2021; 77(6): 2774-2784.

Hong QN, Fabregues S, Bartlett G, et al. The mixed meth-
ods appraisal tool (MMAT). Version 2018 for information
professionals and researchers. Educ Inform 2018; 34(4):
285-291.

Page J, McKenzie E, Bossuyt M, et al. The PRISMA 2020
statement: an updated guideline for reporting systematic
reviews. BMJ 2021; 372: n71.

Vellani S, Boscart V, Escrig-Pinol A, etal. Complexity of
nurse practitioners’ role in facilitating a dignified death
for long-term care home residents during the COVID-19
Pandemic. J Pers Med 2021; 11(5): 433.

Gonella S, Di Giulio P, Antal A, etal. Challenges experi-
enced by Italian nursing home staff in end-of-life conversa-
tions with family caregivers during COVID-19 pandemic: a


https://orcid.org/0000-0001-5833-6189
https://collateralglobal.org/article/effects-of-covid-19-in-care-homes
https://collateralglobal.org/article/effects-of-covid-19-in-care-homes
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/coronaviruscovid19infectionsurveypilot/1april2022
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/coronaviruscovid19infectionsurveypilot/1april2022
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/coronaviruscovid19infectionsurveypilot/1april2022
https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/conditionsanddiseases/bulletins/coronaviruscovid19infectionsurveypilot/1april2022
https://covid19.who.int/
https://www.alzheimers.org.uk/sites/default/files/migrate/downloads/dementia_uk_update.pdf
https://www.alzheimers.org.uk/sites/default/files/migrate/downloads/dementia_uk_update.pdf
https://www.alzheimers.org.uk/sites/default/files/migrate/downloads/dementia_uk_update.pdf

14

Palliative Medicine 00(0)

31.

32.

33.

34.

35.

36.

37.

38.

39.

qualitative descriptive study. Int J Environ Res Public Health
2022; 19(5): 2504.

Hockley J, Hafford-Letchfield T, Noone S, et al. COVID, com-
munication and care homes: a staffs’ perspective of sup-
porting the emotional needs of families. J Long Term Care
2021; 167-176. DOI: 10.31389/jltc.74

McGilton KS, Krassikova A, Boscart V, et al. Nurse practition-
ers rising to the challenge during the Coronavirus disease
2019 pandemic in long-term care homes. Gerontologist
2021; 61(4): 615-623.

Ter Brugge BPH, van Atteveld VA, Fleuren N, et al. Advance
care planning in Dutch nursing homes during the first wave
of the COVID-19 pandemic. J Am Med Dir Assoc 2022;
23(1): 1-6.el.

Cousins E, Preston N, Doherty J, et al. Implementing and
evaluating online advance care planning training in UK
nursing homes during COVID-19: findings from the neces-
sary discussions multi-site case study project. BMC Geriatr
2022; 22:419.

Hack E, Hayes B, Radcliffe N, etal. COVID-19 pandemic:
end-of-life experience in Australian residential aged care
facilities. Intern Med J 2022; 52(3): 386—395.

Strang P, Bergstrom J, Martinsson L, etal. Dying from
COVID-19: loneliness, end-of-life discussions, and support
for patients and their families in nursing homes and hos-
pitals. A National Register Study. J Pain Symptom Manag
2020; 60(4): e2—e13.

Berning MJ, Palmer E, Tsai T, et al. An advance care plan-
ning long-term care initiative in response to COVID-19. J
Am Geriatr Soc 2021; 69(4): 861-867.

Ye P, Fry L and Champion JD. Changes in advance care plan-
ning for nursing home residents during the COVID-19 pan-
demic. J Am Med Dir Assoc 2021; 22(1): 209-214.

Jones CW, Taylor L and Clement-Rees A. COVID-19
deaths in care homes: primary care management study.

40.

41.

42.

43.

44,

45,

46.

47.

BMJ Support Palliat Care 2022. DOI: 10.1136/spcare-
2022-003589

Brainard J, Rushton S, Winters T, et al. Introduction to and
spread of COVID-19-like illness in care homes in Norfolk,
UK. J Public Health 2021; 43(2): 228-235.

Daras K, Alexiou A, Rose TC, et al. How does vulnerabil-
ity to COVID-19 vary between communities in England?
Developing a small area Vulnerability Index (SAVI). J
Epidemiol Community Health 2021; 75: 729-734.

Wang L, He W, Yu X, et al. Coronavirus disease 2019
in elderly patients: characteristics and prognostic fac-
tors based on 4-week follow-up. J Infect 2020; 80(6):
639-645.

Zhang S. The pandemic broke end-of-life care. The Atlantic,
https://www.theatlantic.com/health/archive/2020/06/palli-
ative-care-covid-19-icu/613072/?utm_source=twitter&utm_
medium=social&utm_campaign=share (2020, accessed 28
April 2022).

Auriemma CL, Nguyen CA, Bronheim R, et al. Stability of
end-of-life preferences: a systematic review of the evi-
dence. JAMA Intern Med 2014; 174(7): 1085-1092.
Harding A, Preston N, Doherty J, et al. Developing and eval-
uating online COVID-centric advance care planning train-
ing and information resources for nursing staff and family
members in nursing homes: the necessary discussions
study protocol. BMC Geriatr 2021; 21: 456.

Dujardin J, Schuurmans J, Westerduin D, et al. The COVID-
19 pandemic: A tipping point for advance care planning?
Experiences of general practitioners. Palliat Med 2021;
35(7): 1238-1248.

Bradshaw A, Dunleavy L, Walshe C, et al. Understanding
and addressing challenges for advance care planning in the
COVID-19 pandemic: an analysis of the UK CovPall survey
data from specialist palliative care services. Palliat Med
2021; 35(7): 1225-1237.


https://www.theatlantic.com/health/archive/2020/06/palliative-care-covid-19-icu/613072/?utm_source=twitter&utm_medium=social&utm_campaign=share
https://www.theatlantic.com/health/archive/2020/06/palliative-care-covid-19-icu/613072/?utm_source=twitter&utm_medium=social&utm_campaign=share
https://www.theatlantic.com/health/archive/2020/06/palliative-care-covid-19-icu/613072/?utm_source=twitter&utm_medium=social&utm_campaign=share

