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Introduction

ations with an ageing population, including New Zealand,
have growing end-of-life and/or palliative care needs for their

people. Historically, aged residential care (ARC) facilities have
not been acknowledged as locations where palliative and end-of-life
care is provided (Phillips et al., 2015). However, there are challenges
to incorporating specialised palliative care services into aged-care
facilities and residents’ end-of-life care (Luckett et al., 2014). This
integrative review explores the perceptions and experiences of staff
working in, or associated with, ARC facilities about the provision of
palliative care in these settings. The terms “patient” and “resident” are
deliberately used in this research brief. “Patient” describes a person
who has been admitted to the facility for palliative, end-of-life care.
A “resident” is someone who was admitted to the place of residential
care and, as their health deteriorates, may need palliative care.

Background

The higher levels of multi-morbidity, dementia, frailty and other
life-limiting conditions among those in ARC facilities can be very
challenging, and complex palliative care may be required for months
or possibly years prior to death. Therefore, providing care at this level
requires more resources, including an appropriate level of staffing
(Hawley, 2017). Staff working in these facilities must possess exper-
tise in delivering care to enhance the quality of life for individuals with
complicated co-morbidities and complex needs for advanced pallia-
tive and end-of-life care (Frey et al., 2019). Furthermore, the model of
palliative care delivered in ARC is different to that provided to cancer
patients (Boyd et al., 2019), warranting an integrative review of litera-
ture that focuses on the provision of palliative care in ARC.

Methodological approach

This study followed the six-step integrative review framework based
on Whittemore and Knafl's original work, subsequently elaborated by
Toronto and Remington (2020). An integrative review brings together
diverse perspectives to foster a deeper understanding of a specific
phenomenon (Whittemore & Knafl, 2005).

APCC (Population — any health professional working in the aged-
care sector; Concept — palliative care or end-of-life care; Context
— long-term residential care) framework was used to construct the
review question, stated as: “Staff perceptions and experiences of
palliative care in aged residential care facilities”. Primary qualitative
research studies were searched using key search terms “palliative
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care”, “end-of-life”, “terminal care”, “aged care”, “long-term care” and
“geriatric care”. Search phrases included the key terms and variations
of “experiences”, “perspectives”, “perceptions’, “thoughts”, “attitudes”
or “feelings “.

The databases searched included CINAHL, PubMed, and Jour-
nals@Ovid.

Inclusion criteria Exclusion criteria

Staff working in aged-care facilities
above 18 years of age and
providing palliative care

Staff providing palliative care
in the community, hospice and
private/public hospitals

Staff experiences and perceptions
about palliative care in aged-care
facilities

Staff experiences regarding other
levels of care, including dementia
and behaviour management

Review of primary research
published between 2011 and 2024

Abstract only articles

Published research articles Non-English primary research

All types of primary research based
on the topic

Palliative care study based on
hospital and community settings

Palliative care studies on children
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Findings

Of the 348 records identified, 53 were screened, and 38 studies were
excluded due to wrong setting, outcome, study design, population,
time frame and language. Fifteen met the inclusion criteria for the
review. Publications were from eight countries: New Zealand (n=2),
Australia (n=4), Canada (n=1), Belgium (n=1), the United Kingdom
(n=2), the United States (n=1), Italy (n=1) and Ireland (n=3). For the
purposes of developing this research brief, two articles (one from the
UK and one from Ireland) were excluded as they both focused on
additional constraints of providing end-of-life care during the CO-
VID-19 pandemic. The studies included in this review were published
between 2011 and 2024.

Three key themes emerged from the analysis: Understanding
palliation in ARC; transitioning through palliative/end-of-life care; and
resourcing palliative care in ARC.

Understanding palliation in ARC

Findings from this review revealed a palliative approach is multi-fac-
eted, requiring a balance between physical, emotional and “quality”
care (McVey et al., 2014). Cable-Williams and Wilson (2017) found
that despite a great deal of palliative care being provided in nursing
homes, and one in three residents dying yearly, some staff objected
to calling this work palliative care. Therefore, a shared understand-
ing of the philosophy of palliative care is of upmost importance to
facilitate the delivery of appropriate care, especially if the patient has
been discharged to the ARC facility for end-of-life care (Hill et al.,
2018; McKinlay et al., 2019; Omori et al., 2022).

...everybody just thinks it’s just death straight up and you’re
only here to look after them for two weeks and they’ll die. |
think it’s not. It's ensuring that their life is lived to the fullest
and as independently as they can and for as long as pos-
sible. (Personal care assistant, McVey et al., 2014, p.204).

In addition, the concept of palliative care should be raised with the
patient and family on admission to the long-term care facility (Hill et
al., 2018; McKinlay et al., 2019). This means that families need to be
informed that the patient has been admitted for comfort care, rather
than active care to cure the condition that has resulted in them being
transferred to residential care.

“..they [the family] don’t really understand what it [palliative
care in ARC] means...the family hasn’t been explained what
that means” (Geriatrician, Omori et al., 2022, p.690).

[We have] ... a discharge summary from the hospital saying
this person is palliative, but then when we go to start the
conversations, both the patient and the family have got a
totally [different] idea. (ARC RN clinical manager, McKinlay
etal., 2019, p.23).

Timely, comforting, caring and meaningful communication is pivotal
in providing palliative care (Albers et al., 2014; Borbasi et al., 2021;
Gonella et al., 2020; McVey et al., 2014), with Omori et al. (2022)
reporting staff believed it was important to use “caring” words, rather
than blunt terms such as “terminal”, to prepare the family for the fact
that their loved one is dying.

...you say, ‘We’re not going to make your mum, or your

dad, or your husband any better, but we can make sure that
they’re very comfortable, that you're with them when you
want to be.’ (Interview, senior manager/director, residential/
nursing home, Lee et al., 2017, p.7/19)

Transitioning through the stages of
palliative end-of-life care

The second theme that emerged from this review is the transition
from active care, through palliative care and end-of-life care. Care
that is consistent with the resident’s documented preferences is one
of the top-ranked quality indicators for palliative-oriented care (Gon-
ella et al., 2020). This is more successful where advance care plan-
ning has already been established (McKinlay et al., 2019). Providing
care aligned with the patient’s wishes, negotiating the relationship
between staff, family and patient, and being attentive to the patient's
care needs is challenging in the absence of such documentation (Al-
bers et al. 2014; Gonella et al., 2020; McKinlay et al., 2019; Muldrew
etal.,, 2019).

Poor communication between staff and families can lead to the
family having unrealistic expectations that the resident will receive
active care when they need palliative care (Omori et al., 2022). Staff
note subtle changes that indicate a resident’s condition is deteriorat-
ing, but families, who have not been fully informed, may be struggling
to understand the significance of the declining health (Muldrew et al.,
2019; Omori et al., 2022). The use of futile or aggressive treatment
in the absence of advance care planning creates ethical tension for
staff, as they experience conflict between what they feel is right and
their duty of care (Muldrew et al., 2019). For example,

[A person with dementia] had three hospital admissions,
he’d had five lots of different antibiotics but all different
doctors and when | actually sat down and spoke to the
family and said ‘I think he’s dying’, nobody had actually just
sat them down and made that decision. (Interview, nurse,
primary care, Lee, et al., 2017, p.9/19).

Staff want to provide the best possible care to the patient. Howev-
er, the significant change in the patient’s care needs during end-of-life
care, and the lack of space in their rooms, puts pressure on staff to
meet those needs, testing staff capabilities and staffing levels (McVey
etal., 2014).

Resourcing palliative care in ARC

Clinical staff in aged-care facilities need to develop skills in identifying
and managing symptoms such as pain, breathing difficulties or termi-
nal secretions, thus avoiding unnecessary hospitalisation (Lamppu &
Pitkala, 2021). Added to the complexities of multi-morbidities, findings
from this review also reveal that limited resources and low staffing
levels in ARC facilities compromise their ability to meet residents’ pal-
liative care needs (Cable-Williams & Wilson, 2017; Frey et al., 2020;
Gonella et al., 2020; Hill et al., 2018; McKinlay et al., 2019; McVey
etal., 2014; Muldrew et al., 2019). Resources include staffing levels,
access to specialist medical services and other medical equipment,
and availability of on-site GP services. Compared to public hospitals
or hospices, the staff at ARC admitted that they did not possess the
same comprehensive range of specialised equipment or specialised
roles such as palliative clinical nurse specialist, or counsellor (Gon-
ella et al., 2020; McKinlay et al., 2019).
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It's the resource thing... families [think] ... hospice and
hospital are free ... | ... say to them ... the hospital gets
$2000 a day for a bed ... [but] ARC gets $130 and they are
supposed to provide the same level of care.” (GP, McKinlay
etal., 2019, p.20).

Providing high-quality palliative care is fundamentally more time-
consuming since challenges in communication make it harder to
assess the resident’s needs effectively. Additional time is required
to comfort the resident and create a peaceful atmosphere (Cable-
Williams & Wilson, 2017; Hill et al., 2018).

In the afternoon it's very difficult, sometimes you get three
palliative cases, they all have syringe drivers; three syringe
drivers to be monitored by one nurse. And sometimes one
syringe driver plays up and sometimes the other syringe
driver needs to be recalibrated. That’s already three patients
and how about my 30 patients who need their reqular medi-
cations? And family members visit in the afternoon waiting
for you. And you want to sit with this patient who is actually
dying... (RN, McKinlay et al., 2019, p.20).

In addition, staff in ARC, undertaking these new and more chal-
lenging responsibilities, are directed to comply with financial limita-
tions (Midtbust et al., 2018). Consequently, they are torn between
their obligation to provide effective palliative care for residents and
their growing workload (Musto et al., 2015).

Conclusions and recommendations

The findings of this review indicate that the provision of palliative and
end-of-life care is expected as part of the services delivered in ARC.
However, barriers have been identified for providing effective care
for residents and their families. Staff and families need to understand
the philosophy of palliative care — it involves providing quality care
to a patient through the complex stages of frailty and end-of-life. The
concept of palliative care needs to be raised with the patient and their
family on admission to the ARC facility, and the patient, family and
staff must all be involved in advance care planning. Finally, policy-
makers need to make a substantial effort to recognise the increasing
demand for palliative and end-of-life care in aged-care facilities and
provide adequate resourcing to meet those needs.
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