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Abstract

Introduction: Caring for someone at home requiring palliative care is an ominous task. Unless the current support systems
are better utilised and improved to meet the needs of those carers, the demand for acute hospital admissions will increase as
the Australian population ages. The aim of this review was to examine the needs of unpaid carers who were caring for adults
receiving palliative care in their home in Australia.

Methods: A systematic review of the literature was conducted in accordance with the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA) Guidelines between 2008-2020.

Results: Only Australian papers were selected due to the intent to understand carers’ needs in the Australian context and
|7 papers made up the final data set. Four themes emerged: |) Perceived factors influencing caregiving; 2) Perceived impact
and responses to caregiving; 3) Communication and information needs; and 4) Perceptions of current palliative support
services and barriers to uptake.

Conclusion: Carers reported satisfaction and positive outcomes and also expressed feeling unprepared, unrecognised,
stressed and exhausted.
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Introduction . . . . .
psychosocial and spiritual’. In line with this purpose,

Caring for someone at home requiring palliative or end of  organisational palliative support services can provide 24-
life care is an ominous task. The Australian Commission hour multifaceted assistance to the patient, carer and
on Safety and Quality in Health Care (2015), has stand-  family through referrals to multi-disciplinary practitioners.
ardised and defined the concept of ‘end of life care’ to mean All Australians benefit from a universal health insur-
care that is prOVided within the last 12 months of life, ance scheme (Medicare) which ful]y or partially subsi-
whilst ‘palliative care’ can be implemented for years for  dises healthcare service costs (Department of Health,
those with an incurable illness. This definition aligns with  2020) and each state funds its own public hospitals and
the World Health Organization (2018) definition of palli-
ative care, which is ‘an approach that improves the quality
of life of patients (adults and children) and their families
who are facing problems associated with life-threatening .
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attached outpatient services (Australian Institute of
Health and Welfare, 2016b). Due to Australia’s large
and varied geographical conditions, the population of
26 million people (Australian Bureau of Statistics,
2020) largely lives along the eastern seaboard.
Australia’s First Nations people live in urban, rural or
isolated remote communities. Since colonisation,
Australia’s First Nations people have suffered a crisis
in health due to long term physical and psychosocial
neglect and poor government policy and resources
(National Aboriginal Community Controlled Health
Organisation, (2020). Over the last 50 years independent,
Community-Controlled Health Services have been estab-
lished allowing Australia’s First Nations people to begin
to regain control of their health (National Aboriginal
Community Controlled Health Organisation, 2020), yet
there is a long way to go to close the gap between the
health of First Nation and non-indigenous Australians
(Commonwealth of Australia, 2020). The need to close
the health care gap is also prevalent in the delivery of
palliative care services and supporting Australia’s First
Nation carers in the home.

It is challenging to adequately fund palliative support
services with the rising trends in ageing in Australia
(Australian Bureau of Statistics, 2013) and one solution
may be to increase the amount of services provided in
people’s homes where costs are lower (Australian
Institute of Health and Welfare, 2016a; National Centre
for Social and Economic Modelling, 2004). For example,
in 2014/2015 an average of 130 days of specialist commu-
nity palliative care was provided for 16,084 people at
home costing $2,574 per person compared to an average
cost of $8,893 per person for 12 days of specialist pallia-
tive care inpatient services (Palliative Care Victoria,
2017). It is unclear what support systems and information
sources carers are utilising as they provide palliative care
at home. Therefore, a clearer understanding is needed in
order to identify their needs to avoid unnecessary admis-
sions to inpatient facilities resulting in further burden on
the healthcare system in Australia. Therefore, the aim of
this systematic literature review was to examine the needs
of carers who were caring for adults receiving palliative
care in their home in Australia.

Methods

This systematic review of qualitative, quantitative and
mixed methods Australian studies was conducted in
accordance with the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA)
guidelines (Liberati et al., 2009). A preliminary search
was undertaken to test the results of various keyword
combinations and to find a gap in the literature for the
study that was to follow. The formal search was then
undertaken using the combined keywords, MeSH terms

and limiters including; ‘Palliative care OR end of life
care OR terminal care OR dying AND Carers OR care-
givers OR family members OR relatives OR informal
carers AND home NOT nursing homes OR care
homes OR long term care OR residential care AND
NOT children OR adolescents OR youth OR child OR
teenager’, as it was intended to capture a wide sweep of
papers on the topic of palliative care. As the intent was
not to compare Australian with international literature,
but understand the carers’ needs in an Australian con-
text, a further limiter namely, ‘AND Australia OR
Australian’ was added. Restrictor dates were set from
2008 in order to examine the current literature and to
accommodate the latest nursing practice and service user
funding models. Only peer reviewed journals and
English language papers were searched through
via MEDLINE, CINAHL Complete, E-Journals,
PsycINFO, Caresearch and Health Source: Nursing/
Academic Edition databases. A full summary of the
final 17 examined papers is set out in Table 1.

A two-stage process was undertaken in the selection of
the papers for inclusion. Firstly, the lead author explored
the literature, removed duplicates and then together both
authors read the titles and abstracts and discarded the
papers that did not comply with the inclusion criteria.
Excluded papers included those wholly focussing on the
experiences/opinions of medical staff, nurses, patients
themselves or patients dying in hospital, the evaluation
of tools or the examination of narrow aspects of caring or
tasks. Five papers with mixed cohorts were retained as the
voices of the carers were able to be separated out and were
deemed valuable by both authors. Following reading the
full texts of the remaining 22 papers, another seven papers
were discarded (Figure 1). Two systematic reviews, which
examined international literature, were discarded at this
stage, but their reference lists were checked resulting in
two extra papers being added that complied with the
inclusion criteria. The search was repeated prior to pub-
lication; one paper met the inclusion criteria and was
added to the final data set. Despite the focus of this sys-
tematic review being about the care of patients in their
homes, one paper describing a rural setting examined the
carers’ experiences when the patient transitioned from
home to hospital and this was retained for its valuable
insight. The Australian Caresearch database was also
searched for grey literature on the topic of palliative
care and carers but did not yield any papers that met
the inclusion criteria.

Secondly, the final 17 papers were critiqued for rigour
and quality wusing the Critical Appraisal Skills
Programme (2018) checklists for the appropriate meth-
odologies. All attained a minimum score of 9 out of 10
points and were included in the final data set (Table 1).

The papers were analysed following Braun and
Clarke’s (2006) 6 step inductive thematic approach
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initial codes; 3) search for themes; 4) review themes; 5)
define and name the themes and 6) produce the report.
After re-reading the papers several times, the lead author
created a detailed table highlighting each paper’s find-
ings, and initial codes and comments were annotated
against it. Both authors discussed, agreed upon and ana-
lysed the codes together resulting in the emergence of
four themes.

Results

Of the 17 papers reviewed that constituted the final data
set, there were 11 qualitative, three quantitative and

8 SAGE Open Nursing
Papers identified through
= database searching
2 (n=113)
§
bl
!
=} Excluded papers (n = 69)
Papers after duplicates Not carer participants (n = 17)
removed (n = 91) —> Not at home (n=1)
Not adults (n=1)
l Not Australian (n = 6)
Intervention study (n = 22)
%a Papers screened on basis of Assessmpnt tool evaluation (n = 4)
g title and abstract Narrow issues focussed study (n =15)
g (n=22) Not relevant_(n =1)
%] Further duplicates (n = 2)
22 full text papers read and
assessed for eligibility - Full text papers excluded (n = 7)
Not carer participants (n = 1)
. l Mixed international cohort (n = 3)
é Data collection too old (n = 1)
fb Experimental study (n = 1)
= Additional papers identified Poor CASP tool ranking (n =1)
from reference lists from 2
systematic reviews (n = 2)
and hand search (n=1)
Papers selected (n = 18)
9
3 }
=
E Papers retained after
screening through CASP —
(Clinical Appraisal Skills | — FF;L;Z":;;?E:;;’;S“M @=1
Program) tool scoring higher
than 90% (n = 17)
Qualitative papers Mixed Methods Quantitative papers
(n=11) papers (n = 3) (n=3)
Figure |. PRISMA Flow Chart of Search Strategy.
which is to 1) become familiar with the data; 2) generate three mixed methods papers, encompassing

metropolitan, regional and rural studies in Victoria,
New South Wales, South Australia and Western
Australia. Two studies stated their face to face interviews
were conducted with carers in the presence of the
patient (Essue et al., 2015; McConigley et al., 2010).
Bereaved carers were the focus of ten studies with pre-
dominantly current carers the focus of the remaining
seven studies. Telephone interviews were employed
by three of the studies (McNamara & Rosenwax, 2010;
Sekelja et al., 2010; Wong & Ussher, 2009), but face
to face interviews was the most commonly used
data collection method. The papers covered a broad
range of unspecified terminal diseases, cancers,
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neurodegenerative diseases, dementia and the complica-
tion of diabetes.

Four themes emerged from the review and the results
will be presented under the four theme headings: /)
Perceived factors influencing caregiving; 2) Perceived
impact and responses to caregiving, 3) Communication
and information needs, and 4) Perceptions of current pal-
liative support services and barriers to uptake.

Perceived Factors Influencing Caregiving

Carers noted that being able to adequately provide pal-
liative care was affected by geographical distances
between place of residence and health service provisions
as well as being impacted by cultural issues. All carers
described in the literature were impacted in many ways
during the caring period, but those living in outer
regional, rural or remote areas in Australia were greatly
affected by service availability and geographical barriers.
Part-time and/or inexperienced health professionals,
lack of local referral knowledge and diagnostic delays
or gaps in services caused difficulties for some regional
and rural patients (Lee et al., 2009; Mason & Hodgkin,
2019) and time and money required for travelling into
the city for appointments added to the carer’s burden
(Hatcher et al., 2014; Lee et al.,, 2009; Mason &
Hodgkin, 2019). Remote outback communities were
also affected by seasonal weather patterns; roads could
be cut off by heavy rains limiting service delivery during
the wet season (Dembinsky, 2014).

Two studies described the impact of cultural issues on
the palliative carers (Dembinsky, 2014; Heidenreich
et al., 2014). Australia’s First Nation Yamatji women
described dying in hospital without family present as
‘disgusting” and against their cultural and spiritual
beliefs, and this study showed a clear discrepancy
between the cultural needs and rights of person-
centred-care seen through the eyes of Australia’s First
Nations people being cared for in a Western medical
model (Dembinsky, 2014). The research also highlighted
the meaning of a good death as being ‘in control’, which
needed the co-operation of medical personnel in order to
explain the disease trajectory in a timely manner, so the
carer/patient could make informed decisions about
whether to stay or return home to die (Dembinsky,
2014). The female carers from Chinese origin identified
cultural barriers around disclosure of diagnosis and
prognosis when providing palliative care (Heidenreich
et al., 2014).

Perceived Impact and Responses to Caregiving

Fourteen of the 16 papers discussed the carers’ physical,
emotional needs and/or health status as a result of
undertaking the caring role (Aoun et al., 2010;

Dembinsky, 2014; Essue et al., 2015; Hatcher et al.,
2014; Heidenreich et al., 2014; Keesing et al., 2011;
Kenny et al., 2010; Lee et al., 2009; Mason &
Hodgkin, 2019; McConigley et al., 2010; McNamara &
Rosenwax, 2010; O’Connor et al., 2009; Sekelja et al.,
2010; Wong & Ussher, 2009). Carers reported fatigue
and exhaustion and found it hard to balance all their
normal roles, which for some included caring for elderly
parents or grandchildren (Lee et al., 2009). The pressure
of hands-on-care added to the desperate need for formal
and informal respite (which could be limited) whether to
catch up on sleep, shop or attend appointments (Hatcher
et al., 2014; Mason & Hodgkin, 2019; McConigley et al.,
2010; Sekelja et al., 2010). Seeking assistance was espe-
cially difficult for the carers of people with brain cancer
as they refused to leave the care of the patient with inex-
perienced friends or neighbours due to the high risk of
the patient seizing (McConigley et al., 2010). Acopia and
symptom management were triggers for the person no
longer remaining at home for care (Hatcher et al., 2014).
Trying to honour the dying person’s wishes and make
realistic end of life decisions caused moral distress for
some carers (Mason & Hodgkin, 2019). Wong and
Ussher (2009) stated that a ‘good death’ could be
attained in hospital, if certain structures could be put
into place and the hospital staff create a private environ-
ment in which to be able to say goodbye, under the
direction of the carer.

Many carers felt disengaged when deprived of their
usual routines even when the caring period was over.
Disengagement was a result of deprivation of the
carers’ usual routines and could be felt for some time
after the end of the caring period (Keesing et al., 2011).
When communication broke down, carers’ physical, psy-
chological and emotional wellbeing was negatively
impacted (Keesing et al., 2011). The financial study by
Essue et al. (2015) highlighted the difficulty with com-
pletion of governmental forms for welfare assistance due
to their complexity, inflexibility and difficulty for carers
to access. Financial hardships, especially when the main
income earner could no longer work (Essue et al., 2015)
and deteriorating mental health due to unmet needs
(Kenny et al., 2010) caused a further burden for carers.

As all carers coped differently due to their age, mar-
ital status, background, experiences, preparedness and
resilience (Mason & Hodgkin, 2019; McNamara &
Rosenwax, 2010), careful early assessment was needed
in order to meet each carer’s unique needs (Aoun et al.,
2010). Unmet needs prior to the death of the person
receiving palliative care also compounded the carer’s
grieving process for many carers (McNamara &
Rosenwax, 2010).

Engaging in one’s own networks somewhat helped to
ease the emotional burden that was carried by some of
the carers (Hatcher et al., 2014; Lee et al., 2009). Living
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in a communal culture was another example of support
(Dembinsky, 2014). In contrast, other carers reported
that they did not, or could not ask for help due to
embarrassment or cultural norms (Heidenreich et al.,
2014; Keesing et al., 2011; Lee et al., 2009).

The ability to share their knowledge and understand-
ing with others in similar circumstances provided satis-
faction for some of the carers, but it was essential for
them to remain emotionally supported to reduce the risk
of compassion fatigue (Lee et al., 2009). This also
became a method of coping as carers looked for positive
and rewarding experiences throughout the caring pro-
cess, which had the added benefit of deepening relation-
ships and fostering personal growth (Wong & Ussher,
2009). Many carers suggested the benefits of using or
developing new online social media platforms and
tools to gain support, comfort, timely information and
practical advice from their service providers and carer
support groups (McConigley et al., 2010; O’Connor
et al., 2009).

Communication and Information Needs

Ten of the 16 papers highlighted the need for carers to
receive early and clear information about disease trajec-
tory, daily tasks or financial planning (Dembinsky, 2014;
Essue et al., 2015; Hatcher et al., 2014; Keesing et al.,
2011; Lee et al., 2009; McConigley et al., 2010; Mason &
Hodgkin, 2019; McNamara & Rosenwax, 2010;
O’Connor et al., 2009; Savage et al, 2015).
Information needed to be delivered using language
carers could understand (Mason & Hodgkin, 2019)
and in increments so as not to overwhelm them by pro-
viding more than they could absorb (McConigley et al.,
2010). Perceived gaps in patient education from health
professionals often triggered the act of scouring the
internet for information regarding the person’s disecase
and its trajectory, which had the potential to produce
negative material (Lee et al.,, 2009). Mason and
Hodgkin (2019) reported many carers felt let down by
health professionals when prognostic information was
untimely, inaccurate or delivered poorly, resulting in
feeling unprepared or supported in their caring role.

Hatcher et al. (2014) reported that communication
was improved after the implementation of a new
model between a rural community palliative service
and the local hospital during the admission process.
This involved a handover from one of the community
palliative care nurses whom then ‘followed the patient’
by joining the inpatient care team when the patient was
admitted to hospital.

Seven out of the 16 studies (Dembinsky, 2014;
Hatcher et al., 2014; Keesing et al., 2011; Mason &
Hodgkin, 2019; Russell et al., 2008; Savage et al.,
2015; Wong & Ussher, 2009) discussed the importance

of listening to the carer’s views highlighting the impor-
tance of good communication between the team and the
carer to avoid disempowerment (Keesing et al., 2011).
Despite many carers wanting to be acknowledged as
being an integral part of the team and referred to and
involved in all aspects of decision making (which Mason
& Hodgkin (2019) found helped alleviate some of the
negative impacts of caring), this did not always occur.
This was especially important for the carers looking after
people with dementia. These carers reported being an
advocate and voice and had to separate what they, as
the carer wanted, and what they believed the patient
themselves would want (Russell et al., 2008).

Perceptions of Current Palliative Support Services and
Barriers to Uptake

The views about palliative support services and/or bar-
riers to uptake were discussed in ten of the 16 papers
(Aoun et al., 2010; Dembinsky, 2014; Heidenreich et al.,
2014; Keesing et al., 2011; Lee et al., 2009; McNamara &
Rosenwax, 2010; O’Connor et al., 2009; Sekelja et al.,
2010; Wong & Ussher, 2009). Some of the advantages of
the early introduction to palliative support services
included forward planning of available services, the
commencement of end of life discussions and strategies
and the early preparation of a ‘good death’ (Aoun et al.,
2010; Keesing et al., 2011). Another advantage of the
palliative support service was the dissemination of infor-
mation around how to handle medications and what to
look for when death was imminent (McNamara &
Rosenwax, 2010).

Many carers viewed palliative support services as a
death sentence being accessed only by people at the
end of life or when the carers could no longer cope
(Dembinsky, 2014; Lee et al., 2009; Sekelja et al.,
2010). While for others the engagement occurred after
the hope of a cure was exhausted and acceptance of the
pending death occurred (Lee et al., 2009; Sekelja et al.,
2010). In retrospect, some carers wished they had availed
themselves of palliative support services earlier in the
disease trajectory (Lee et al., 2009). Some carers were
dissatisfied with the referral process, lack of continuity
of staff or the lack of time to talk to health professionals
and stated services between providers was poorly co-
ordinated, inadequate and/or lacking bereavement serv-
ices (Lee et al., 2009; Mason & Hodgkin, 2019;
McNamara & Rosenwax, 2010; O’Connor et al., 2009;
Sekelja et al., 2010).

Some carers reported forming strong bonds of trust
and respect with the palliative support team which was
beneficial to the grieving process when extended into the
bereavement period (Sekelja et al., 2010; Wong &
Ussher, 2009) but emotional hardship occurred if this
relationship ceased when the person died (O’Connor
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et al., 2009). One study reported that the social aspect of
the nurse’s visits assisted the person receiving palliative
care with motivation to get up and dressed that day
(Sekelja et al., 2010).

The study involving female carers from Chinese
origin, found cultural and social values created strong
barriers to the uptake of palliative care and other sup-
port services (Heidenreich et al., 2014). The Chinese cul-
ture with its norms around not shaming the family,
saving face and the expectation of women performing
the caring role, prevented these carers from obtaining
respite or other forms of assistance either formally or
from other members of the family, subsequently leaving
them feeling isolated, lonely and not coping
(Heidenreich et al., 2014). Similarly, Australia’s First
Nation Yamatji women reported that the desire to die
‘in country’ was a major barrier for their low palliative
service uptake, compounded by limited services and
trained staff that could attend to patients in remote out-
back communities (Dembinsky, 2014). Loud cultural
expressions of grief, cleansing ceremonies and limita-
tions of space were also at odds with the expectations
of an inpatient palliative setting (Dembinsky, 2014).

Discussion

Seventeen papers were reviewed, examining the needs of
carers who were providing palliative care in their homes
in Australia which the authors believe to be the only
systematic literature review examining just Australian
literature between 2008-2020 on this topic. The results
of this review demonstrated that a variety of physical
and emotional supports, good communication and
being involved in decision making were essential to
enable the carers to continue their supportive role at
home. These supports were provided by formal palliative
care services (both public and private), family, friends,
neighbours and online support groups. Sharing their
experiences and knowledge also provided a positive
sense of satisfaction for some of the carers. The provi-
sion of accurate and timely information was essential but
nevertheless carers used the internet and support groups
as another means of information. The focus of this
review was not to compare palliative support service
providers or metropolitan, regional or rural zones per
se, but to hear from -carers across the country.
Nevertheless, services were more limited in size and
had to extend their reach further, the more rural the
carer and family lived. Only one study examined
Australia’s First Nations people in ‘Yamatji country’
in W.A. (Dembinsky, 2014). Considering the enormous
land mass of Australia, those living outside metropolitan
areas had the added burden of geographical, logistical
and financial issues including fewer services, gaps
between visits and transient health providers. Whilst

not all states were represented in the literature, many
of the carers’ needs appeared to be universal.

Cultural differences could be seen between the female
carers from Chinese origin and Australia’s First Nations
Yamatji women regarding conversations around pallia-
tive care within their families. The familial culture
imposed a heavy burden created by secrecy for the
Chinese carers. On the other hand, Australia’s First
Nations people were very communal and shared all sto-
ries and news amongst their communities, wanting
family by the bedside and to be able to undertake impor-
tant ceremonial rituals.

Whilst it is well known that carers need a variety of
supports along the illness trajectory, the literature
highlighted that often carers were reluctant to engage
in palliative support services early and in hindsight
wished they had. One explanation for this could be the
community perceptions and stigma around the defini-
tions of end of life care and palliative care, which is at
odds with formal definitions (Australian Commission on
Safety and Quality in Health Care, 2015).

Limitations

There were some limitations amongst the papers in this
review. Some of the papers included findings from a
variety of disease processes therefore generalisation is
not possible nor are results from small sample sizes.
The bereaved carers may have reconstructed their expe-
riences more positively over time as a coping mechanism
both in their general outlook and of their views of the
palliative support services they used. Each of the five
studies with mixed cohorts labelled their quotations
but it became difficult to decipher the ownership of dif-
ferent opinions in their discussion sections. It is
unknown whether those carers who were interviewed
in front of the patient, were able to speak freely or
not, and this may have impacted their findings.
Recruitment methods of participants varied between
government data sources, palliative care service records
and advertising material which provided a cross section
of the carer population which may add to the strength of
the results.

Implications for Practice

It would be helpful for health professionals to commence
early education around the concept of palliative care to
remove unnecessary stigmas and foster earlier accep-
tance of pathways and services that may assist the
carer in the future. Carers would benefit from financial
planning advice, budgeting strategies and assistance in
navigating welfare support and services as soon as they
engage in palliative care. Community palliative care
nurses who spend a lot of time with palliative patients’
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families, may be best placed to initiate conversations
about current and future palliative care needs and gen-
erate referrals for other supports. Further research is
needed to understand how different funding models
between the states affect palliative service provision
and to evaluate the use of palliative services by
Australia’s First Nation peoples across the country.

Conclusion

This systematic review highlights the gap in the literature
examining Australian original research published
between 2008 and 2020 on the topic of understanding
the needs of carers of adults receiving palliative care in
the home in Australia. It highlights that multiple support
systems are needed to support the carer to enable them
to undertake their role. Carers need to be supported
both physically and emotionally, including timely
respite, practical assistance, education and bereavement
care. Many carers who used formal palliative support
services were very satisfied with the care provided to
both themselves and the patient, but social stigma
around the meaning of palliative care, cultural barriers
or geographical issues were some reasons for poor
uptake of support services. An early understanding of
the disease trajectory and what to expect on the caring
journey would assist the carers to prepare ahead, both
physically and emotionally. Open and clear communica-
tion between all parties would enable carers to feel val-
idated, empowered and an important part of the team,
thus enabling them to continue their role of providing
palliative care in the home which would in turn, reduce
the burden on the health system.
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