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Abstract

Background. Many patients with advanced cancer identify home as being their preferred place
of death. A critical component in achieving a home death is the support of family members,
who often take on responsibilities for which they feel insufficiently prepared with subsequent
impacts upon their health and well-being.

Objectives. This study sought to review existing qualitative literature on family carers’ experi-
ences in providing end-of-life care at home for patients with advanced cancer, with an emphasis
on exploring factors that influence how prepared they feel for their role.

Methods. A narrative review was chosen to provide an overview and analysis of qualitative
findings. MEDLINE, PubMed, PsychINFO, and EMBASE databases were searched with the
following search terms: “Cancer;” “Caregiver; “End of Life Care;” “Home,” and “Qualitative.”
Inclusion criteria were as follows: English language, empirical studies, adult carers, and articles
published between 2011 and 2021. Data were abstracted, and study quality was assessed using
the Critical Appraisal Skills Programme checklist for qualitative research.

Results. Fourteen relevant articles were included. Three overarching themes reflecting the fac-
tors influencing family preparedness for their role were identified: “motivations for providing
care;” “interactions with health-care professionals,” and “changes during the caring process.”
Significance of results. Inadequate preparation of family carers is apparent with regard to their
role in providing end-of-life care at home for patients with advanced cancer. There is a need for
health-care workers to more effectively identify the information and support needs of families,
and utilize evidence-based strategies that have emerged to address these needs.

Introduction

Despite therapeutic advances, advanced cancer continues to carry a poor prognosis (Sung et al.
2021). For these patients, palliative care holds an important role, as it seeks to improve quality
of life for patients and families through early identification and management of pain and other
symptoms, as well as attending to psychosocial and spiritual issues (Radbruch et al. 2020; Rome
et al. 2011). An important goal of palliative care is to initiate discussions about where patients
wish to receive end-of-life care and eventually die. In an international population survey of
9344 patients living with a serious illness, including advanced cancer, up to 84% reported home
as their preferred place of death (Gomes et al. 2012). Despite these strong preferences for a
home death, a smaller proportion of up to 46% of cancer deaths have been recorded to occur
within the home (Cohen et al. 2015). This disparity between preferred and actual place of death
deserves consideration, given achievement of patient end-of-life wishes is an essential indicator
for quality of death (Meier et al. 2016).

Family carers are a key player in enabling home end-of-life care and death, with
responsibilities such as complex medical management, identifying and reporting side effects of
treatment, administering medications, and co-ordination of care (Aranda and Hayman-White
2001; Gomes and Higginson 2006). Carers manage these responsibilities while also navigating
the challenging emotional terrain of their loved one who has cancer. Indeed, the burden expe-
rienced by family carers is well documented, and this is compounded because of family carers’
relative inexperience in providing complex clinical care at home (Kristjanson and Aoun 2004).
This can lead to high levels of stress and reduced quality of life among family carers as well as

https://doi.org/10.1017/51478951523001013 Published online by Cambridge University Press

,/i\)

Check for
updates


https://doi.org/10.1017/S1478951523001013
mailto:emily.ongko@hotmail.com
http://creativecommons.org/licenses/by/4.0
https://orcid.org/0000-0001-6655-4530
https://orcid.org/0000-0002-3312-0645
https://orcid.org/0000-0001-5008-6429
http://crossmark.crossref.org/dialog?doi=https://doi.org/10.1017/S1478951523001013&domain=pdf
https://doi.org/10.1017/S1478951523001013

poorer outcomes for patients, highlighting an important area
requiring greater attention (Oechsle et al. 2020).

While dying at home is considered a key indicator of qual-
ity end-of-life care, the emotional stress and burden of caring
for someone with advanced cancer at home are significant and
may affect the possibility of achieving a home death. Therefore,
it is important to question if and how carers may be supported
in providing this care. Frameworks in psychology may guide
our understanding of the emotional stress experienced by fam-
ily carers and offer solutions for reducing this stress. One such
framework is Lazarus and Folkman’s stress and coping framework,
which proposes that psychological distress results from an imbal-
ance between the demands placed on a person and the resources
available to them for coping, including skills, abilities, and emo-
tional and informational resources (Folkman et al. 1986). The
framework further suggests that effective coping requires the pro-
vision of adequate resources for dealing with stressful situations.
Therefore, ensuring family carers have access to the resources
required to facilitate greater preparedness for the caregiving role
may well influence their ability to manage the responsibilities asso-
ciated with this role (Holm et al. 2015). This may help reduce
distress and sense of burden of care among family members,
while also enabling a higher quality of care for patients with
advanced cancer athome, and potentially reduce costs of care to the
community.

Understanding and addressing the needs of family carers is
important to minimize family burnout and allow them to bet-
ter support their loved ones” preference to die within the home.
The aim of this narrative review was to gain insight into fam-
ily carers’ experiences in providing end-of-life care at home for
patients with advanced cancer, with an emphasis on identify-
ing various factors that influence their perceived preparedness
for their role. A review of qualitative studies was chosen to pro-
vide rich and in-depth data on family carers’ experiences and
allow for the identification of descriptive themes to be derived for
interpretation.

Methods

A narrative review of the existing literature relating to fam-
ily carers’ experiences of providing end-of-life care at home for
patients with advanced cancer was undertaken, with emphasis
on exploring factors that influence how prepared carers feel for
their role.

Search strategy

An electronic literature search of articles published in English
between January 2011 and August 2021 was conducted in PubMed,
Medline, Embase, and PsychINFO and included MeSH (PubMed)
or Emtree (EMBASE) terms, and free-text words. The following
search terms were used: (“cancer” OR “malignancy” OR “oncol-
ogy” OR “neoplasm”) AND (“caregiver” OR “carer” OR “informal
carer” OR “informal caregiver” OR “family” OR “spouse”) AND
(“terminal care” OR “supportive care” OR “end of life care” OR “pal-
liative care”) AND (“home” OR “community” OR “out of hospital”)
AND (“qualitative” OR “mixed methods”). Additionally, the fol-
lowing sources were searched: (a) Grey literature through Google
Scholar; (b) reference lists of identified eligible articles for relevant
studies; and (c) hand search of identified eligible articles for further
research carried out by the authors.
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Inclusion and exclusion criteria

Articles were included if they reported on empirical qualitative
research, were published in a peer-reviewed journal in the English
language, and reported experiences of adult family caregivers, i.e.,
>18 years, of adult patients with advanced cancer. Further, only
articles reporting aspects regarding experiences of preparedness
for care provision at home and/or family perspectives of the infor-
mation and support provided were included. Studies were excluded
if they only reported outcomes for carers of pediatric patients,
evaluated the impact of an intervention or transitions between in-
patient and community care, or if they primarily focused on pain
management difficulties in the home setting, or solely on the dying
experience.

Screening

One author (E.O.) identified potentially relevant articles by review-
ing the titles and abstracts retrieved from the databases. Articles
identified as potentially relevant were exported to EndNote, where
duplicates were manually checked and removed. After this, 3 asses-
sors (E.O., J.P, and N.Z.) screened the records based on the title,
abstract, and full text for inclusion. Based on the inclusion crite-
ria, several articles were excluded at different phases of this review.
Consensus was achieved through discussion.

Quality appraisal

The included studies were individually assessed against the Critical
Appraisal Skills Programme (CASP) for qualitative research stud-
ies, a 10-item checklist that evaluates study quality. The checklist
includes items ranging from a clear statement of study aims to a
logical flow of ideas from stated aims to conclusions drawn (Treloar
et al. 2000). Additional items assessed included an appropriate
description of sampling strategies, data analysis methods, and con-
sideration of, and efforts to minimize, the factors which impact on
data validity and reliability.

Data extraction and synthesis

Data were extracted independently by 1 author (E.O.) using a
customized Excel database and included the following:

e Aim(s)

e Sampling

e Analysis

e Sample

e Results

o Study limitations

Analysis

Results of included studies were subjected to thematic analysis. This
involved the initial reading and re-reading of the primary data pre-
sented in the studies. Findings from individual studies relevant to
the experience of family carer preparedness were then identified
and grouped according to emerging ideas by EO. These emerging
ideas were subsequently reviewed and discussed by the broader
study team (J.P. and N.Z.) and a consensus was reached on the
key themes arising from the analysis of the collective data, which
have been refined for presentation here. Ethics approval was not
required.
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Figure 1. The preferred reporting items for systematic reviews and meta-analyses (PRISMA) flow diagram.

Results
Search results

The database search yielded a total of 876 potentially relevant stud-
ies. After the removal of duplicates, 537 studies were screened for
eligibility based on their abstract. Of these, a further 512 studies
were excluded for the following reasons: conference abstracts only,
caregivers of pediatric patients only, and pain management focus
only. Full-text copies were obtained of the 25 studies. After inspec-
tion, a further 11 studies were excluded as they did not adequately
specify home as the location of care and included caregivers of non-
cancer patients. In total, 14 studies fulfilled the eligibility criteria
and were included in the review (Fig. 1).

Characteristics and quality of included studies

Of the 14 studies included in the review, 10 were conducted in
Europe (United Kingdom, Norway, Sweden, and the Netherlands),
while the remaining 4 were conducted in Canada, Ghana, and
Singapore. The studies were conducted between 2011 and 2021 and
involved a total of 314 participants with ages ranging from 21 to
94. Carers were predominantly women. Seven studies reported the
experiences of current caregivers to living patients with advanced
cancer, while the remainder related the experiences of bereaved
cancer caregivers. Twelve studies utilized purposive sampling tech-
niques, with a minority using mixed sampling and consecutive
patient series sampling. Data analysis approaches employed by
the studies included thematic analysis (13 studies) and grounded
theory analysis (1 study).

The included studies addressed most of the criteria presented in
the CASP checklist. At a minimum, study aims were specified, with
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appropriate reasoning provided for the qualitative approach. Data
collection and analysis methods were also described in sufficient
detail (Treloar et al. 2000). The items that distinguished some stud-
ies from others were whether an underlying conceptual framework
for the study was described. Half of the studies clearly described
a theoretical framework as the basis of their research question,
while others did not specify this. Another distinguishing feature
was the level of consideration given to threats to study validity and
reliability. All included studies addressed this by using multiple
researchers to analyze the data and acknowledging the potential
biases in participant recruitment conducted by health-care profes-
sionals (HCPs). Three studies specifically detailed additional steps
to strengthen data validity, including utilizing testimonial validity
checks, an audit trail, and conducting the analysis process in line
with a series of credibility checks. Further details, including the
summarized findings of the studies, are provided in Table 1.

Results from qualitative analysis

Analysis of the qualitative data revealed a consistent report of fam-
ily carers feeling ill-prepared for their role (Barlund et al. 2021;
Devik et al. 2017; Leow and Chan 2017; Mohammed et al. 2018;
Salifu et al. 2021; Tarberg et al. 2019; Totman et al. 2015). Family
carers described their caregiving responsibilities as complex and
challenging but persevered despite feeling ill-prepared. Managing
these concerns while also managing their worry about their loved
one’s advanced cancer led to feelings of distress (Epiphaniou et al.
2012; Salifu et al. 2021; Totman et al. 2015). Three main themes
reflecting the key factors influencing family preparedness for their
role emerged from the thematic analysis of the qualitative studies;
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(A) motivations for providing care, (B) interactions with health-
care professionals, and (C) changes during the caring process.

(A). Motivations for providing care

There were a variety of factors motivating family members to pro-
vide end-of-life care at home for patients with advanced cancer.
Of these, family values emerged as a strong motivator that under-
pinned the willingness of family members to adopt and continue
in the carer role (Barlund et al. 2021; Robinson et al. 2017). That is,
family carers wished to maintain patient well-being by facilitating
end-of-life care in a place that the patient would find comfortable
and familiar (Barlund et al. 2021; Robinson et al. 2017). For adult
children who provided care to an ill parent, a duty to “give back”
the love they had received from their parents was also a contribut-
ing factor (Leow and Chan 2017; Robinson et al. 2017; Salifu et al.
2021). Even in situations where palliative home care was driven by
necessity due to an under-resourced medical system, the desire to
protect and support the patient underpinned families’ decision to
provide end-of-life care at home (Salifu et al. 2021). These values
altogether helped family members to remain committed to their
caregiving role and provided the motivation needed to navigate
the complex challenges associated with caregiving (Robinson et al.
2017; Totman et al. 2015).

Some family members reported feeling pressure to accept the
role of caregiving and a lack of choice due to social expectations
for them to care for an ill family member (Salifu et al. 2021).
Family members who had a strong desire to protect the patient
described a better sense of perceived preparedness for their role,
while those who were influenced by social expectations frequently
described apprehension. Flow on effects also emerged after the
patient’s death, where carers driven by family values described an
emotionally rewarding experience which strengthened family ties,
encouraged personal growth, and a greater appreciation for life
(Leow and Chan 2017; Pottle et al. 2020).

(B). Interactions with health-care professionals and systems -
enablers and barriers

Many family carers reported receiving support from palliative
care services and general practitioners. The introduction of pallia-
tive care during the early stages of the patient’s disease trajectory
enabled family carers to feel more prepared (Barlund et al. 2021;
Robinson et al. 2017). In a practical sense, having HCPs involved
enabled access to resources and education to assist families in
the management of the patient’s condition (Klarare et al. 2018).
From a psychological perspective, family carers viewed HCPs as
an important support system, who helped to alleviate the burden of
responsibility and reduced their sense of isolation (Leow and Chan
2017). Those who provided care within the home without formal
support from health-care services often described feeling over-
whelmed and reported challenges such as misinterpreting patient
symptoms (Salifu et al. 2021).

Interactions between HCPs and family carers were broadly
categorized into enablers of, or barriers to families feeling pre-
pared for their role. HCPs who displayed empathy and conveyed a
person-centered approach and interest in the patient and their fam-
ily carers’ well-being were appreciated by family carers. Families
described these qualities as important to build their trust in HCPs
and reassured them that they were part of a team that worked
together to optimize the patients well-being (Klarare et al. 2018;
Robinson et al. 2017).

Family carers wished to see HCPs demonstrate medical compe-
tency and placed great importance on having continuity in HCPs
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involved, alongside their availability and responsiveness to con-
cerns (Barlund et al. 2021; Fjose et al. 2018; Klarare et al. 2018;
Oosterveld-Vlug et al. 2019). For example, family carers expressed
appreciation when HCPs were able to make additional home vis-
its when the need arose (Oosterveld-Vlug et al. 2019). Another
enabler to perceived preparedness was family recognition, with car-
ers reporting that they valued HCPs who sought their opinion and
asked how they were coping (Klarare et al. 2018). A specific area
wherein family carers wished to speak up more was in assessment
of the patient’s pain, which was based on carers seeing themselves
as best placed to detect changes in the patient’s behavior, while
HCPs were frequently perceived to underestimate the patient’s pain
(Oosterveld-Vlug et al. 2019). Family carers reported that their
views were often dismissed in these instances, and expressed a wish
for their input to be heard by HCPs and incorporated into decisions
surrounding care (Klarare et al. 2018).

Barriers to caregivers’ perceived preparedness were also iden-
tified. Family carers reported a need for clear care descriptions of
their own role and responsibilities versus those of HCPs (Barlund
et al. 2021; Oosterveld-Vlug et al. 2019). Some family carers
expressed having inadequate understanding of the exact require-
ments of their role, which frequently led to increasing stress over
time (Mohammed et al. 2018). Additionally, family carers felt frus-
trated when care was fragmented. For example, some carers were
unsure who to contact when care needed to be escalated as a cen-
tral contact person had not been identified (Barlund et al. 2021;
Tarberg et al. 2019). There also appeared to be a lack of clear com-
munication between HCPs and different services involved, which
became evident when carers had repetitive conversations with the
different parties involved (Oosterveld-Vlug et al. 2019). Family car-
ers described these as barriers to their sense of preparedness and
expressed a need for an improved system wherein HCPs provide
assistance with their new responsibilities (Klarare et al. 2018).

Another commonly reported barrier was information inade-
quacy (Tarberg et al. 2019). That is, families described a mismatch
between their actual information needs and their needs as per-
ceived by HCPs (Pottle et al. 2020). Family carers expressed a strong
desire to have more information about the patients’ prognosis and
expected disease trajectory (Totman et al. 2015). While carers rec-
ognized that this may not always be possible given uncertainties in
the disease trajectory, they wanted HCPs to initiate these challeng-
ing conversations as they valued open and honest communication
about prognostic information, despite its inherent uncertainties
and the risks of forming expectations based on an unreliable esti-
mate (Barlund et al. 2021; Oosterveld-Vlug et al. 2019; Pottle
et al. 2020). Overlooking these conversations had consequences,
as families had inadequate information regarding their loved one’s
prognosis, which contributed to them feeling unprepared for what
lay ahead (Harding et al. 2012). Family carers also wanted informa-
tion about what to expect during the terminal phase and described
experiences of being unprepared for the patients’ death which led
to considerable distress (Totman et al. 2015). Carers expressed a
need for comprehensive HCP-directed education on death, includ-
ing explanations on possible end-of-life symptoms and how they
can differentiate these from baseline deterioration (Barlund et al.
2021; Harding et al. 2012; Salifu et al. 2021).

In some circumstances, the desire for more information on the
patient’s prognosis appeared to be in conflict with the patient’s own
needs for information (Pottle et al. 2020). Family carers described
instances when patients expressed their wish not to know their
deteriorating health status, while families themselves desired frank
and early discussions about the illness progression (Barlund et al.
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2021; Totman et al. 2015). Ultimately, patient preferences were
prioritized and family members’ need for information was unmet
in these instances (Epiphaniou et al. 2012). These issues were per-
ceived as belonging more broadly to the lack of family carer recog-
nition in many important decisions surrounding care (Tarberg
et al. 2019).

(C). Evolving changes in the caregiving trajectory

Family carers identified changes throughout the process of provid-
ing care to their loved one in the home environment. Witnessing
the decline in the patient’s physical and mental health was distress-
ing for family carers (Leow and Chan 2017). This was particularly
overwhelming when the patient’s disease progressed and there was
greater reliance on family carers to provide care in the home set-
ting. Family carers commonly reported feeling helpless and guilty
as they witnessed their loved one€’s suffering first-hand (Devik et al.
2017). These descriptions appeared to reflect a perceived inade-
quacy of the support that they provided at home (Totman et al.
2015). Family carers had to adapt as they became the patient’s advo-
cate, learnt new practical and clinical skills, and sacrificed aspects
of their own life to fulfill the caregiving role (Devik et al. 2017;
Fjose etal. 2018; Leow and Chan 2017; Oosterveld-Vlug et al. 2019;
Robinson et al. 2017; Totman et al. 2015).

Family carers also described that the dynamics of their relation-
ship with the patient changed (Totman et al. 2015). The dual role of
being both family member and carer required a professional per-
spective which interfered with their ability to relate to their loved
one on an intimate level (Totman et al. 2015). Similarly, the home
was seen as being changed from a place of comfort and privacy to a
site for health-care provision (Barlund et al. 2021; Pottle et al. 2020).
Changes within the home, such as medical equipment and presence
of HCPs, became part of daily routine and led to a perceived loss of
normality and privacy (Pottle et al. 2020).

While some of these changes were understood to be inevitable,
family carers described a need to be better informed of the dis-
ease trajectory in order to avoid unexpected distress associated
with the patients’ physical deterioration (Leow and Chan 2017).
Families also wished for a clear understanding of caregiving goals
and clarification that the objective of end-of-life care was not to
delay illness progression, but rather to prioritize the patient’s com-
fort (Fjose et al. 2018; Robinson et al. 2017). Support from family
and friends was described as crucial and decreased the burden
of care (Epiphaniou et al. 2012). Family carers also expressed the
desire to hear stories from caregivers with similar lived experiences.
Support groups where they could share and learn from other fam-
ily carers were sought after and perceived as important (Harding
etal. 2012).

Discussion

Family carers have been recognized as essential stakeholders in
end-of-life care within the home for people with advanced cancer
(Gomes and Higginson 2006). This review of qualitative litera-
ture revealed that in order to better facilitate caregivers’ perceived
preparedness and reduce their burden of caregiving, a greater
emphasis on education, information, and establishing a good work-
ing relationship between families and HCPs should be prioritized
(Bee et al. 2009).

Lazarus and Folkman’s stress and coping framework proposes
that psychological distress results from an imbalance between the
demands placed on a person and the resources available to them
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for coping (Folkman et al. 1986). In the case of family carers pro-
viding end-of-life care at home, the unfamiliarity and complexity
of the role can lead to a perceived threat. Family carers had no
prior experience in caregiving yet were required to navigate com-
plex issues which arise in end-of-life care. This sense of threat
may promote stress and maladaptive coping responses, and may
contribute to high levels of carer depression previously reported
(Oechsle et al. 2020). Although many of the challenges of providing
home end-of-life care appear to be intrinsic to the role itself, atten-
tion to areas of concern raised in this review may serve to enhance
family carer preparedness for the role and thereby reduce the per-
ceived level of threat posed to families and facilitate healthy coping
mechanisms.

Indeed, previous research has shown family carer preparedness
is associated with improved outcomes in family well-being and
the fulfillment of the patient’s preference to die at home (Jack and
O’Brien 2010). From this review, it is clear that the factors iden-
tified by family carers as important in shaping their preparedness
are interconnected and manifest throughout the caregiving trajec-
tory, from first considering their motivations for providing care to
the time of the patient’s death. This suggests that family carers con-
sider being prepared to involve an ongoing sense of readiness as
they move through the various stages of providing care.

Based on this, we could infer that there are multiple oppor-
tunities to enhance family carers’ preparedness. Existing research
evaluating the efficacy of psychosocial and educational interven-
tions for families addresses this opportunity through the delivery
of consecutive education and support sessions over time (Badr et al.
2015; Dionne-Odom et al. 2015; Holm et al. 2016). However, to
maximize the opportunities available for enhancing family carers’
preparedness, future studies should implement longer-term inter-
ventions that deliver sustained support for families throughout the
duration of care. This is likely to be challenging given the high attri-
tion rates evidenced in previous studies (Dionne-Odom et al. 2015;
DuBenske et al. 2014).

A key finding of this review was the value family carers placed
on forming relationships with HCPs based on trust and mutual
respect. As a foundation of this collaborative relationship, carers
held the expectation that they would be adequately informed of key
aspects in the provision of care, including the patients prognosis,
anticipated course of illness, and common end-of-life symptoms.
This supports conclusions from previous reviews, where unmet
information needs were a limiting factor in carer preparedness
(Bee etal. 2009). Accordingly, interventions to meet families’ infor-
mation needs based on education and training in the skills of
providing care have been evaluated in a number of research studies,
as summarized by a recent review (Ahn et al. 2020). These interven-
tions encompassed a wide range of formats, from phone counseling
sessions to tailored education manuals and programs, specialized
caregiver nurses, and electronic resources. The shared outcome of
these studies was that educational interventions have had positive
effects on family carers’ perceived ability to cope with their role and
have helped to reduce carer burden (Badr et al. 2015; DuBenske
et al. 2014; Sun et al. 2015).

Family carers commonly described gaps in their access to infor-
mation, which could be attributed to an underestimation of their
information needs by HCPs. In response, Ewing and Grande have
developed the Carer Support Needs Assessment Tool (CSNAT) to
identify domains in which carers require increased support, such
as their understanding of the patient’s illness and access to assis-
tance to carry out caregiving responsibilities (Ewing and Grande
2013). The CSNAT has proven to be a valid and reliable tool from
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both family carers’ and HCPs’ perspectives, and its use in clinical
practice has demonstrated a significant reduction in caregiver bur-
den (Alvariza et al. 2018; Aoun et al. 2015).

Another important finding is the influence of family carers’
own expectations on their perceived sense of preparedness. Family
carers bring different expectations into their role, from the respon-
sibilities they envision to be a part of the role to the level of support
they wish and expect to receive from HCPs. When experiences
differ from families’ expectations, their sense of preparedness is
likely diminished. An alternative approach to ensuring family pre-
paredness would therefore be to align experiences more closely
with expectations. This could be achieved through active efforts
by HCPs to inquire specifically about families’ expectations and,
where practical, tailor the supports provided to meet these expecta-
tions. These efforts would also emphasize the recognition of family
carers by HCPs, thereby strengthening the working relationship
between families and HCPs. This approach also identifies an oppor-
tunity for HCPs to use the CSNAT to identify carers’ expectations
on support provided based on their reported areas of need and
subsequently deliver targeted support to meet these expectations.

Alternatively, in situations where families’ expectations cannot
be reasonably met due to constraints of the clinical setting or limi-
tations in resource and HCP availability, HCPs may need to discuss
with family carers the scope of support that is possible, and in the
process, help adjust carers’ expectations. This approach is receiv-
ing attention in this research field, with a recent study assessing an
intervention designed to specifically address areas of reported need
as informed by the CSNAT, which demonstrated a small improve-
ment in carers’ psychological outcomes (Grande et al. 2017). The
study described limitations in maintaining consistency of interven-
tions across different participating services, which also highlights
one of the practical barriers to integrating streamlined support for
family carers in clinical practice (Grande et al. 2017). Despite these
limitations, the impact of this study cannot be understated as it rep-
resents a move towards family carer led and targeted interventions.
The integration of the CSNAT tool, and CSNAT-based interven-
tion into routine clinical practice is the focus of work currently
underway, with the impact of widespread implementation yet to
be realized (Diffin et al. 2018).

Limitations

This review has several limitations that need to be noted. First,
only English articles were included, with a geographical concentra-
tion in European countries. The experiences of caregivers in other
countries may differ according to different health-care systems and
cultural responses. Second, a narrow focus was adopted to iden-
tify articles relevant to family preparedness. There may be elements
within the broader perspective of family experiences, such as previ-
ous health-care encounters or differing family dynamics, which are
indirectly related to preparedness and not represented here. Third,
as acknowledged by most of the studies, selection bias is likely to be
present, given their recruitment strategy relied on HCPs to identify
suitable candidates. Last, as half of the studies described bereaved
caregivers, it is important to consider recall bias as influencing the
data gathered.

Conclusion

Ensuring preparedness of family carers providing end-of-life care
at home for patients with advanced cancer may reduce their care-
giving burden, facilitate a more sustainable caregiving role, and, in
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turn, benefit patients who are more likely to achieve their prefer-
ences for a home death. The key areas by which HCPs may increase
family carer preparedness include the promotion of family inte-
gration into care, the recognition of families’ specific information
needs and implementation strategies to ensure these are met. The
evidence base underpinning interventions to support family carers
is expanding rapidly, and future research is increasingly focus-
ing attention upon further refining strategies for their widespread
implementation into clinical practice.
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