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ABSTRACT

Background Decision-making in palliative

care usually involves both patients and family
caregivers. However, how concordance and
discordance in decision-making manifest and
function between patients and family caregivers
in palliative care is not well understood.
Objectives To identify key factors and/or
processes which underpin concordance and/

or discordance between patients and family
caregivers with respect to their preferences for
and decisions about palliative care; and ascertain
how patients and family caregivers manage
discordance in decision-making in palliative care.
Methods A systematic review and narrative
synthesis of original studies published in full
between January 2000 and June 2021 was
conducted using the following databases:
Embase; Medline; CINAHL; AMED; Web of
Science; PsycINFO; PsycARTICLES; and Social
Sciences Full Text.

Results After full-text review, 39 studies were
included in the synthesis. Studies focused
primarily on end-of-life care and on patient and
family caregiver preferences for patient care. We
found that discordance between patients and
family caregivers in palliative care can manifest
in relational conflict and can result from a lack
of awareness of and communication about each
other’s preferences for care. Patients’ advancing
illness and impending death together with open
dialogue about future care including advance
care planning can foster consensus between
patients and family caregivers.

Conclusions Patients and family caregivers in
palliative care can accommodate each other’s
preferences for care. Further research is needed

Key messages

What was already known?

= Family caregivers provide high levels of
informal care.

= Patients and family caregivers can differ in
their preferences for care.

What are the new findings?

= Discordance can be underpinned by
relational conflict.

= Advancing patient illness and impending
death foster consensus.

What is their significance?

Clinical

= Open communication can reduce
discordance between patients and family
caregivers.

Research

= Consensus through advance care planning
warrants further investigation.

to fully understand how patients and family
caregivers move towards consensus in the
context of advancing illness.

INTRODUCTION

Family caregivers have significant care-
giving roles in palliative care, providing
important support to the person they
care for.! Family caregivers provide a
combination of physical, psychological,
emotional, social and financial support
to the person with a life-limiting illness.
Care is an inherently relational activity
which widens the focus of palliative care
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to family.” Assuming caregiving responsibilities for a
significant other with palliative care needs often means
that family caregivers are, by choice or circumstance,
involved in decision-making in palliative care.’*

Decision-making among patients and family care-
givers in palliative care is complex. Patient and family
caregiver preferences for care are shaped by one
another because how patients and family caregivers
navigate the illness journey is rarely independent of
each other. Patients face difficult decisions about
multiple domains of care (eg, symptom management,
advance care planning and end-of-life care),” and
engage with a range of healthcare professionals who
deliver formal care.® In some cases, healthcare profes-
sionals situate the patient’s perspective central to care
plans, but patients also become dependent on their
family caregivers.” Family caregivers in palliative care
provide the majority of caregiving which their relative
or friend receives® * and often function as key advoca-
tors and care coordinators.'® Family caregivers in palli-
ative care make decisions with patients or sometimes
for patients in situations where decision-making has
been delegated.’ Indeed, family caregiver perceived
burden can be a function of increasing family care-
giver responsibility for decision-making.* Family care-
givers in palliative care themselves also have care needs
that are addressed by formal services including, for
example, psychosocial support and respite services,"'
but there has been less focus on how patients impact
on the decision-making process pertaining to formal
care and support accessed by family caregivers. Lastly,
while the palliative care approach recognises the
needs of both patients and family caregivers,'* not
all patients seek to involve significant others when
making decisions about care, even when a significant
other is available.

We know that patients and family caregivers in
palliative care can have similar and different pref-
erences for care, and that patient and family care-
giver preferences and needs can diverge with illness
progression.”> Moreover, patients and family care-
givers can have different perceptions of treatment
decision-making processes.'* However, prior to this
review, it was unclear how concordance or discor-
dance manifests and functions between patients and
family caregivers in palliative care, with respect to
their preferences for care and the decisions they make
about care. Moreover, little was known about how
patients and family caregivers manage their discor-
dance when making decisions about care. Hence, the
aims of this systematic review were to, first, identify
key factors and/or processes which underpin concor-
dance and/or discordance between patients and
family caregivers in decision-making in palliative care
and, second, determine how patients and family care-
givers manage their discordance in decision-making
in palliative care.

Systematic review

METHODS

We conducted a systematic review with narrative
synthesis" of original evidence on concordance and
discordance between patients and family caregivers
in palliative care, pertaining to their preferences for
care and decision-making in care. The review was
conducted between June and September 2021 and the
full search was run in June 2021. We carried out the
search in line with the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA)'®
to detail the number of records found, included and
excluded and the reasons for exclusion.

Search strategy

The search was conducted using the following data-
bases: Embase; Medline; CINAHL; AMED; Web
of Science; PsycINFO; PsycARTICLES; and Social
Sciences Full Text. A Boolean search strategy was
first devised by authors SMS and DM in Embase and
reviewed and approved by GF. The search terms were
agreed through multiple rounds of discussion between
SMS, DM and GF, to ensure that all terms were rele-
vant and comprehensive. The search strategy was then
tailored to the other databases searched. All search
terms and the full search strategy are detailed in the
online supplemental appendix 1.

Inclusion/exclusion criteria
We included original peer-reviewed research, published
in full and in English between January 2000 and June
2021. We limited our search to this period because
more historical data may not be as relevant to current
practice in the context of social change over time. We
took the definition of palliative care as active holistic
care of individuals with serious health-related suffering
due to severe illness."” Only studies in which data had
been captured from the patient and family caregiver
were included. This was because the focus of the
review lay in the context of the relationship between
patients and family caregivers. Studies were included
if they reported on dimensions of (or any factors asso-
ciated with) concordance and discordance between
patients and their family caregivers, which pertained
to their preferences for care and/or decision-making
in care. The term ‘family’ in palliative care includes
formalised or familial-based relationships, and those
that are patient defined or self defined as significant.
Our definition of family caregiver extended beyond
familial-based relationships, and we included studies
where family caregivers were family members, friends
or any other form of significant other once they had
been recruited as participants who had provided and/
or were providing informal care and/or support to
the patient. The review was limited to studies where
patient participants were =18 years.

We did not limit the review to specialist pallia-
tive care or to end-of-life care, but we did exclude
studies where patient participants did not have clearly
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[ Identification of studies via databases and registers ]
() Records identified (n = 4,782)
Databases (n = 8)
5 Records removed before
= Embase [1,862] screening:
§ Medline [891] Duplicate records removed
£ CINAHL [754] (n=2011)
5 Web of Science [824]
= PsycINFO & PsycARTICLES
[325]
J Social Sciences Full Text [47]
AMED [79]
— |
Title/Abstract screened Records excluded (exclusion
(n=2,771) criteria applied)
(n=2,601)
, !
E Reports sought for retrieval
5 (n=170)
(7]
Reports excluded: (n = 131)
Reports assessed for eligibility Not full text or original
(n=170) research (n = 51)
Not about concordance
— and/or discordance (n = 42)
l Different patient population
— (n=19)
Not patient and caregiver
Studies included in review perspective (n = 8)
H (n=39) Intervention-based studies
3 or single-case studies (n =
2 Qualitative (n = 15) 8
= Quantitative (n = 21) Duplicate (n = 1)
Mixed methods (n = 3) Not in English (n = 1)
— Full text not available (n = 1)
Figure 1 Preferred Reporting Items for Systematic Reviews

and Meta-Analyses (PRISMA) flow diagram.

advancing and non-curable conditions. In addition,
although our inclusion was aimed at original peer-
reviewed studies, we excluded intervention-based
studies including randomised controlled trials as their
focus was on acceptability or effectiveness of a given
intervention rather than on explaining concordance
or discordance in decision-making. We also excluded
single-case studies. Studies which reported only on the
patient or only on the family caregiver were excluded.

Extraction

The full search found 4782 records in total. The full
set of records was uploaded to Covidence'® and 2011
duplicates were removed. SMS and GF screened all
remaining records by title and abstract following the
inclusion/exclusion criteria. A total of 2601 records
were deemed not relevant. The remaining 170 records
were then sought for full retrieval by SMS and assessed
for eligibility. Any uncertainty regarding inclusion or
exclusion of studies from this point was resolved by
a collective review of the full text by SMS and GF.
Figure 1 outlines the PRISMA flow diagram of the
conducted review and the number of studies that met
the criteria for inclusion.

Quality assessment
We used the Standard Quality Assessment Criteria
for Evaluating Primary Research Papers' and the

Mixed Methods Appraisal Tool (MMAT)> to assess
the quality of the included studies.”’’ Twenty-one
quantitative,”’™' 15 qualitative*>® and 3 mixed-
methods’ ™ studies were included in the review. The
Standard Quality Assessment Criteria for Evaluating
Primary Research Papers was used to appraise the
quantitative and qualitative studies because it allows
for a replicable method of assessing the quality of a
quantitative or qualitative study. Quality rating or
summary scores range from 0 to 1.0 for each study.
SMS appraised these studies, and GF independently
scored a subset for internal consistency. The summary
scores across the studies ranged from good to strong
scores, with no study scoring below 0.7. The quality
of the mixed-methods studies was assessed using the
MMAT, chosen because it includes the option for
assessing the quality of a mixed-methods study and
accounts for the characteristics specific to each compo-
nent (ie, qualitative, quantitative and mixed methods)
of a mixed-methods study. The mixed-methods studies
were appraised to be of moderate to high quality. We
tabulated all of the 39 included studies into a table
(see online supplemental table 1) under the standard
domains of authors, location/setting, participants,
aims, methods and key findings. Tables 1-3 outline the
quality assessment of the included studies.

Synthesis

We conducted a narrative synthesis’ of the selected
studies. A narrative synthesis is commonly used to
synthesise studies in a review when studies are heterog-
enous in design. First, we looked at all evidence in each
study which reported on concordance and/or discor-
dance between patients and family caregivers with
respect to the focus of the review. We then undertook
a preliminary synthesis of the studies. This comprised
an exhaustive search in each study for factors and/or
processes which related to or helped explain concor-
dance and/or discordance between patients and family
caregivers in terms of their preferences for care and/or
decision-making in care. Here, we undertook a short
textual description for each study and tabulated the
findings from each study."

We then explored relationships in the data by
comparing the above findings between and across
studies.”” We looked for both similarities and differ-
ences in the findings and documented these frequently
by engaging in qualitative descriptions of the data."
We proceeded with expansion of the synthesis via clus-
tering or grouping the findings into categories that best
accounted for relationships between the findings and
helped answer the aims of the review. The grouping
of findings into categories was done collectively by
SMS and GF, and the naming of categories was agreed
between SMS and GF. The robustness in the synthesis
was underpinned by the quality of the studies included
in the review and by each study having clearly met the
criteria for inclusion."
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Table 2 Qualitative studies. Quality assessed using the Standard Quality Assessment Criteria for Evaluating Primary Research Papers from a variety of fields

Use of verification
procedure(s) to

Data collection

Connection to a

Question/
objective

Conclusions

Data analysis

methods clearly
described and
systematic?

theoretical framework/ Sampling strategy

Context for
the study

clear?

Study design

Reflexivity of Summary

the account?

supported by the

establish credibility?
results?

(Yes or No only)

clearly described
and systematic?

described, relevant
and justified?

wider body of
knowledge?

evident and

sufficiently

score
0.85
0.8

appropriate?

described?

Authors

Yes

Cheung et af*?
Clarke et a/*

1

Partial
No

0.9

de Graaff et al**
Dees et al*®

NA

0.85
0.9
0.8
0.7

Gerber et a/*®

Gerber et al*’

2
2

Holdsworth and King*
Luijkx and Schols*

Piil et a*

0.7

0.8

0.85
0.95
0.9

Preisler et al*!

Sellars et af*

Simon et al*®

0.85
0.85
0.85

Thomas et al**
Yurk et af”®

2
The summary score for each study is derived by calculating the total score obtained across the 10 items and dividing by 20 (the total possible score).

Zhang and Siminoff*®

RESULTS
Summary of studies

Studies were conducted in Australia,
USA,24 25 3233 4155 56 58 00 40 772835 5359 Denmark 50

UK, 2 %3 # 5% Ireland,’’” South Korea,2! 29 30 34 39 4057
Taiwan,*®*® Singapore,®’ Germany,***°3! Hong Kong™**
and the Netherlands.** * * Quantitative studies
reported more on factors associated with concordance
and/or discordance while qualitative studies reported
on reasons for and/or processes underpinning concor-
dance and discordance. None of the studies aimed
from the outset to investigate how patients and family
caregivers manage discordance in decision-making.
The studies investigated a range of palliative and
end-of-life care domains and contexts, including place
of death,? 2* 333646 48 3% 34vance care planning and
advance directives,’®3? 42525357 euthanasia,® artificial
nutrition and hydration,”** cardiopulmonary resusci-
tation,”” ** hospice care,”' * end-of-life care in general
(including life-sustaining treatment, life-extending
treatment and treatment approaching death)® 3% 4’
and, more broadly, care over the disease trajectory.’”>"
Other studies focused more specifically on patients
and family caregivers’ preferences, values and judge-
ments with respect to care,”® *7%37 403> and on the
family caregiver and the broader family role in the
decision-making process.?® 31 41 44 56 38 39 Although
many studies examined concordance in care pref-
erences and decision-making between patients and
family caregivers, only nine studies explicitly focused
on discordance, disagreement and/or conflict between
patients and family caregivers,2® 82 313740414456
Justover half of the studies included had a cancer-only
patient population,21=23 25 26 29 303436 354144 50515456 57 59
while other studies included patient populations for
specificdiseasesincludingend-stage kidney disease®'**°2
and amyotrophic lateral sclerosis,”® *” *® or a patient
population comprising different progressive neuro-
logical diseases.*’ The remaining studies recruited
patient populations across a spectrum of advanced
illness and disease. Care settings included specialist
cancer centres, inpatient and outpatient hospital care,
specialist palliative care (including hospice care), a
nursing home and home care. In a minority of studies,
patient participants were recruited through hospice
or other dedicated and/or specialist palliative care
settings.” #**2#45% Family caregivers were primarily
spouses or partners, but also included parents, adult
children, siblings and friends. Overall, family caregiver
participants comprised a combination of significant
others and varied both within and across studies. The
sample in some studies was limited to patient—caregiver
dyads only.?! 23725 29-36 38405738 The pnarrative synthesis
resulted in the following categorisation of the findings.

46 47 52 the

Aligned and misaligned preferences and priorities
Several studies investigated patient and family caregiver
preferences for care which were focused primarily on
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patient care, and for the most part, patient end-of-
life care, 2125 28 29 34-36 3841 4648 5355 57 By barients
and family caregivers prioritised pain and symptom
management.” ** >3 57 However, patients and family
caregivers differed with respect to other preferences
for care. For example, patients had a strong prefer-
ence for information to be provided,’” while family
caregivers wanted more information about end-of-life
care than patients.”” Family caregivers also wished for
more healthcare professional engagement and support
(including bereavement support) than did patients.*” >
However, patients’ preferences to avoid family care-
giver burden and have their personal affairs in order
before death could be underestimated by family care-
givers.2 2457

Life-prolonging care versus conservative care was an
area of potential conflict between patients and family
caregivers. Family caregivers tended to favour more
active and life-sustaining treatment options than did
patients,?’ >1 31923635759 Some patients preferred a lesser
role in decision-making,” and trusted their family
caregivers to make decisions about their care.** ¥’
However, family caregiver judgements about patient
preferences were in some cases incorrect’> ** and
related more to family caregiver preferences for care
than to the patient’s preferences for care.’* Agreement
between patients and family caregivers manifested
when patients and family caregivers had knowledge
of the disease® and of treatment and end-of-life care
options available to the patient,’®’” and when family
caregivers were aware of patients’ preferences for end-
of-life care.”® #*** Conversely, discordance was asso-
ciated with poor communication between patients and
family caregivers® and manifested when patients and
family caregivers had insufficient knowledge of the
disease and treatment options.”®

The familial context to concordance and discordance

Conlflict between patients and family caregivers and
within the wider family could limit reaching agreement
in decision-making about care.*? ** 45 4751 3¢ Eamily
conflict was in some cases more stressful for patients
than the experience of receiving formal care and treat-
ment.”' Nonetheless, patients who preferred a more
independent decision-making style were more likely to
have their families report that decisions were made in
the style that the patient preferred.’® Family caregivers’
family roles shaped concordance and/or discordance
between patients and family caregivers.>* ***® Concor-
dance was higher if family caregivers were spouses,’®
and spouse caregivers tended to leave final decisions
up to the patient.’” Adult children caregivers, however,
preferred a more shared decision-making style and
sought more information than spouse caregivers.’”
Of note, being an adult child caregiver was associated
with concordance with patients for end-of-life care and
being a parent caregiver was associated with concor-
dance with patients for disclosure of terminal illness.>*

Caregiver commitment versus caregiver burden

Tension between family caregiver commitment to
the patient and perceived burden of family care-
giving featured in a number of studies.*? ¢ %% 034
Dependency on their family caregivers troubled some
patients because patients wished not to be a burden
on their family caregivers.*? *¢ 430343738 However,
family caregivers were committed to providing care
to alleviate distress for patients despite the burden of
care*® *3%3% and even desired to limit information to
patients to reduce psychological burden for patients.*
Some patients and family caregivers distanced them-
selves from each other in decision-making to main-
tain a sense of normality and avoid conflict,*® but
such action could limit patient and family caregivers
in sharing their concerns with each other.*®*° Indeed,
a lack of family caregiver involvement in care could
lead to negative experiences for the family care-
giver surrounding patient death.”> In many cases,
family caregivers wanted to be actively involved in
decision-making?® 2" 47 4 30 5% and supported patients
by advocating on their behalf*” and respecting patient

autonomy.® ¥

Planning end-of-life care and place of death

Discussion  surrounding end-of-life  care  was
challenging for both patients and family care-
givers.” ¥ %7 % 5¢ However, planning ahead for end-
of-life care was a useful coping strategy for patients
and family caregivers.*® °° Denial of or not engaging
in conversation about the impending death acted as a
barrier to making decisions about care including end-
of-life care.*” °! °% Preference with respect to place of
death featured across studies.”® 37 3¢ 4046 4834 patients
and family caregivers were generally consistent on
place of death, apart from one study which reported
that half of patient—family caregiver dyads disagreed
on place of death.*> Higher agreement on place of
death was associated with the family caregiver being
a spouse,’® the patient having high levels of functional
dependency,®® patients and family caregivers having
had discussed preferences® and patients’ own assess-
ment of family caregivers’ knowledge of patient pref-
erences.”* Patient and family caregiver concordance
was also more likely if patients and family caregivers
agreed on other aspects of end-of-life care.’® Discor-
dance on place of death was more common in situa-
tions where family caregiver burden was high***¢*¢ and
where patients were aware of their prognosis.®® Family
caregivers’ lack of knowledge of patient preference for
place for death could lead to uncertainty surrounding
final decisions*® and some family caregivers regretted
when death at home was not possible.’*

Managing discordance

No study aimed from the outset to investigate how
patients and family caregivers manage discordance in
decision-making in care, but some studies did report
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ways in which patients attempted to manage discor-
dance.* °* % In one study, patients chose to forego
their own preferences for care in favour of their family
caregivers’ preferences for care.’” In another study,*
patients did not consider advance care planning to
avoid potential decisional conflict with family care-
givers. However, progression of the patient’s illness
meant that patients and family caregivers became
attuned to the benefit of reaching consensus with
respect to end-of-life care decisions.”” *° °* Indeed,
negotiation featured when patients and family care-
givers jointly decided to move to conservative care or
hospice care.*’*°

Family caregiver lack of knowledge of patient pref-
erences could foster uncertainty surrounding deci-
sions.*® However, advance care planning and advance
directives opened dialogue between patients and family
caregivers and in turn facilitated consensus among
patients and family caregivers.’*” 2% Although prior
communication did not necessarily improve family
caregivers’ substituted judgement on patients’ own
preferences for care,’* advance care planning enabled
family caregivers to follow patient wishes even if
family caregivers differed in their preferences for
care.’” Discussing death and end-of-life care was diffi-
cult and could instigate conflict in the family, particu-
larly when there were pre-existing tensions. However,
having healthcare professionals to initiate end-of-life
care conversations assisted patients and family care-
givers in the decision-making process.’* >’

DISCUSSION

The focus of this review was to identify key factors
and/or processes which underpin or help explain
concordance and/or discordance between patients
and family caregivers in palliative care with respect
to their preferences for care and the decisions they
make about care, and to ascertain how they manage
their discordance in decision-making pertaining
to care. In this review, we found that concordance
and/or discordance between patients and family
caregivers is shaped by multiple factors, including
patient and family caregiver perceptions of caregiver
burden,** *¢ #5054 5738 patient resistance to burdening
family caregivers,* ¢ % 30345738 family roles and
relations,** 3¢ 40 44 43475136 59 fapily caregiver aware-
ness of patient preference,” ** 233 57 quality of
communication between the patient and family care-
giver,”* #2463931 patient and family caregiver knowl-
edge of disease and treatment options,” *° patient
and family caregiver coping strategies in the context
of advanced illness,* *° patient and family caregiver
judgements about life-prolonging treatment versus
end-of-life care®” *' 313234573 and by how accepting
or not the patient and family caregiver feel towards
end-of-life care and the impending death.*”~**3* While
discordance between patients and family caregivers is
often associated with relational conflict,*® #* 4> 473136

Systematic review

open discussion and dialogue about patient future care
can help move patients and family caregivers towards
consensus.’? 37 47 993235 Al studies were conducted in
economically developed countries and so the findings
of the review are rooted in this context.

Some key findings in our review resonate with non-
palliative care literature on how concordance and
discordance manifest between patients and family
caregivers in decision-making about care. For example,
patients with generic healthcare needs and their family
caregivers also feel conflicted about caregiver burden.*
People with non-life-limiting illness and their family
caregivers also make decisions in the context of knowl-
edge about disease and treatment options,®’ and the
strain and demands of living with debilitating illness.**
Open communication between patients with non-life-
limiting illness and family caregivers can also promote
consensus in decision-making.®’ In the context of palli-
ative care, the findings of our review resonate with
literature on patient and family caregiver decisional
conflict.*® Patients and family caregivers in palliative
care have capacity to move from periods of decisional
conflict to a mutual understanding, in the context of
advancing illness and the impending death.®* ®> More-
over, patients and family caregivers can accommodate
changes in one another’s decision-making roles in end-
of-life care.*®

Clinical implications
The findings of our review have implications for clin-
ical care and practice. First, the evidence confirms
that patients and family caregivers in palliative care
have both similar and different preferences for care.
However, of key importance is the fact that patients
and family caregivers may not necessarily be attuned
to one another’s preferences. Attention to patient and
family caregiver knowledge of one another’s prefer-
ences and to strategies to increase patient and family
caregiver mutual understanding could help optimise the
decision-making process for both patients and family
caregivers. Family caregivers in some cases may favour
life-prolonging interventions more than patients, but
increased knowledge about patient disease and treat-
ment options can aid discussion about end-of-life care.

Second, the evidence signals that patients and
family caregivers in palliative care do have capacity
to approximate to one another’s preferences for care,
particularly when patients approach end-of-life care,
and even when both patients and family caregivers are
conflicted about the burden of care. In addition to the
provision of formal support to the family caregiver,
open discussion between patients, family caregivers
and healthcare professionals about concerns in rela-
tion to caregiver burden could prove highly beneficial
for both patients and family caregivers.

Third, the review highlights the wider impact of
family on patients' and family caregivers’ approach to
decision-making in palliative care and how the familial
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relationship between the patient and family caregiver
shapes preferences for both patients and family care-
givers. Healthcare professionals should consider the
impact of the wider family on concordance and/or
discordance between patients and family caregivers
and the expectations of both patients and family care-
givers in the context of their family roles.

Recommendations for research

We identified that patient illness progression and
patient and family caregiver recognition of end-of-
life care and impending death were key contexts
that fostered consensus between patients and family
caregivers. Moreover, engaging in dialogue about
future care was a key factor that facilitated patients
and family caregivers to accommodate to differences
in their preferences for care. Systematic reviews have
already focused on the effects of advance care plan-
ning for people with life-limiting illness.®” °® Research
focused on how best to facilitate consensus between
patients and family caregivers through advance care
planning could prove effective for both patients and
family caregivers.

As stated, we did not include intervention-based
studies in our review because the focus was on factors
related to and/or processes underpinning concor-
dance and/or discordance between patients and family
caregivers as opposed to how effective or acceptable
interventions were to patients and family caregivers or
whether patients and family caregivers differed or not
on acceptability of interventions. However, from the
evidence reviewed, developing interventions which
focus on helping patients and family caregivers under-
stand and accommodate each other’s preferences for
care could prove beneficial in alleviating concerns for
both patients and family caregivers.

Only in a minority of the studies synthesised were
patient participants recruited directly from designated
or specialist palliative care facilities, even though this
review was limited in its focus to care preferences
and decision-making among patients with clearly
advancing illness and their family caregivers. Patient
recruitment for research can be challenging in palliative
care.®” 7 Health status of patients can alter suddenly,
and the severity of patient illness can in some cases
limit patient participation. Nevertheless, more studies
that recruit patients and family caregivers from desig-
nated or specialist palliative services including hospice
care could help pinpoint more clearly how and why
patients and family caregivers approximate to each
other’s preferences in the context of advancing illness.

Lastly, we found few studies which reported on
patient and family caregiver concordance and/or
discordance pertaining to formal support and care
for family caregivers themselves. Although caregiver
burden influenced how both family caregivers and
patients approached decision-making, studies focused
from the outset on patient care as opposed to formal

supports for family caregivers aimed at alleviating
burden of care. Family caregivers in palliative care
can and do identify their own supportive and care
needs,”! 7? but few studies have focused on agreement
or disagreement between patients and family care-
givers on formal support and care available to or used
by the family caregiver. Studies focused on patient
and family caregiver concordance and/or discordance
pertaining to formal support for family caregivers
(eg, respite care and counselling) would further our
understanding of what underpins concordance and/or
discordance in decision-making between patients and
family caregivers in palliative care.

Strengths and limitations

This review was limited to original peer-reviewed and
full-text published studies between 2000 and 2021.
However, including only original full-text studies
allowed us to critically appraise the methodological
quality of each piece of evidence included. We under-
took an exhaustive search of multiple databases using
a comprehensive and rigorous search strategy. We did
limit the review to patients with clearly advancing
illness and disease and our findings might not be trans-
ferrable to concordance and/or discordance between
patients and family caregivers along the full illness
trajectory. Systematic reviews on concordance and
discordance between patients and family caregivers in
palliative care along the full illness trajectory, or more
specifically at key points prior to the advanced stages
of patient illness, would further our understanding
of relational decision-making between patients and
family caregivers in palliative care. More longitudinal
qualitative studies on concordance and discordance
in decision-making between patients and family care-
givers would also illuminate further how patients and
family caregivers in palliative care accommodate each
other’s preferences for and decisions about care.

CONCLUSIONS

Multiple studies in the last two decades have reported
on factors associated with concordance and/or discor-
dance in decision-making between patients and
family caregivers in palliative care. Concordance and
discordance between patients and family caregivers
are shaped by multiple factors including family care-
giver burden, pre-existing familial roles and relations,
quality of communication between patients and family
caregivers, patient and family caregiver knowledge of
and judgements about care, patient and family care-
giver awareness of each other’s preferences for care
and how accepting (or not) patients and family care-
givers are of end-of-life care. Few studies have focused
on how patients and family caregivers manage discor-
dance, but there is evidence that planning future care
or simply discussion about patient future care can
foster consensus between patients and family care-
givers. Further investigation of how patients and family
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caregivers manage discordance in decision-making and
how healthcare professionals can best support or facil-
itate this is needed. We have identified key factors and/
or processes which help explain how concordance and
discordance manifest and function between patients
and family caregivers in decision-making in palliative
care. The findings of the review serve to focus future
research on patient and family caregiver interdepen-
dence in decision-making in palliative care.
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