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Context: The number of terminally ill people who live alone at home and without a caregiver is
growing and exerting pressure on the stretched resources of home-based palliative care
services. Objectives: We aimed to highlight the unmet support needs of terminally ill people
who live alone at home and have no primary caregiver and identify specific models of care
that have been used to address these gaps. Methods: We conducted a narrative review of
empirical research published in peer-reviewed journals in English using a systematic
approach, searching databases 2002-2013. This review identified 547 abstracts as being
potentially relevant. Of these, 95 were retrieved and assessed, with 37 studies finally
reviewed. Results: Majority of the studies highlighted the reduced likelihood of this group
to be cared for and die at home and the experiences of more psychosocial distress and more
hospital admissions than people with a primary caregiver. Few studies reported on the
development of models of care but showed that the challenges faced by this group may be
mitigated by interventions tailored to meet their specific needs. Conclusion: This is the first
review to highlight the growing challenges facing community palliative care services in
supporting the increasing number of people living alone who require care. There is a need
for more studies to examine the effectiveness of informal support networks and suitable
models of care and to provide directions that will inform service planning for this growing
and challenging group.
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Introduction and background

The fundamental aim of palliative care is to achieve the best quality of life possible and support
for terminally ill people and their families (World Health Organization, 2007). (National Hospice
and Palliative Care Organization, 2008; National Institute for Health and Clinical Excellence,
2004; Palliative Care Australia, 2005). Family or informal caregivers provide unpaid help and
support to a relative, friend, or neighbor receiving palliative care who could not manage otherwise
because of frailty, illness, or disability. These caregivers commonly play a central role in home-
based palliative care undertaking tasks such as symptom assessment and management, personal
care, and administering medications (Aoun, Kristjanson, Currow, & Hudson, 2005; Aoun, Krist-
janson, Hudson, Currow, & Rosenberg, 2005; Funk et al., 2010; Hauser & Kramer, 2004; Staj-
duhar et al., 2010). In so doing, they provide much of the support needed by the patient as
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well as reducing the costs of formal care (Aoun, Kristjanson, Currow, et al., 2005; Aoun,
Kristjanson, Hudson, et al., 2005; Breen, 2012; Haines, 2011).

Without the contribution of family or informal caregivers, the well-being of most terminally il
people would be compromised (Aoun, Kristjanson, Hudson, et al., 2005; Hudson, 2003).
Although approximately one-third of all Australian patients receiving palliative care services
die at home, up to 90% of terminally ill patients spend the majority of their last year of life at
home (Australian Institute of Health and Welfare, 2012). In a systematic review of variables
affecting place of death for terminally ill cancer patients in the UK, living with relatives was ident-
ified as strongly associated with dying at home (Gomes & Higginson, 2006). Several reports have
argued that the changing demographics of end of life, including the reduction in numbers of
potential family caregivers, have considerable outcomes for service delivery (Hudson, 2003;
Rolls, Seymour, Froggatt, & Hanratty, 2011; Turis, 2006).

Aging population and informal caring needs

Factors such as an aging population, declining fertility rate, and the rising employment of women
are reducing the availability of informal caregivers (Australian Institute of Health and Welfare,
2007). Living alone increases with age; currently, 29% of Australians aged 65 years and over,
and 39% of those aged 85 years and over, live alone (Australian Bureau of Statistics, 2012). In
Australia, the population share of those aged 65 years and over is projected to double from
13% to 27%, while the share of those 80 years and over will more than triple from 3% to 11%
between 2002 and 2031 (National Centre for Social and Economic Modelling, 2004). Statistics
are similar in the UK (31% over 65 years living alone) (Office for National Statistics (UK),
2013) and Canada (25% over 65 years living alone) (Statistics Canada, 2012). A multisite
survey of palliative care centers servicing over 3000 patients in 21 European countries showed
that 28% of patients lived alone (Kaasa, Torvik, Cherny, Hanks, & de Conno, 2007). Predictions
for demand on services in the UK point to a 67% increase in the number of people with disability
requiring care by 2025 (Jagger et al., 2006).

These figures draw attention to the growing group of persons who are likely to be without an
informal caregiver, as their needs for care increase. It is likely that the demand for informal care
will outstrip supply over the coming years. For instance, in Australia in 2001, 43% of people aged
65 years and over living in private dwellings and needing care did not have an informal caregiver
and this proportion is projected to increase to 65% by 2031 (National Centre for Social and Econ-
omic Modelling, 2004). Thus, there may be a greater demand for institutional care due to an
inadequate supply of informal caregivers. However, as many older people are likely to prefer
options that support and allow them to stay in their own homes, there will be ongoing pressure
on community-based support.

Definition of living alone and profile of those receiving palliative care

According to statistical reports (Office for National Statistics (UK), 2013), an individual who lives
alone represents a one-person household and no one else shares this address with them. By con-
trast, having a single status does not mean that they do not live with other people. The profile of
terminally ill people living alone can be gleaned mainly from studies conducted by Aoun and
colleagues in Australia (Aoun et al., 2007; Aoun, O’Connor, Skett, Deas, & Smith, 2012),
where researchers analyzed 721 records from 3 large Australian home-based palliative care ser-
vices. Home alone clients made up between 7% and 12% of the total caseload of these services:
47% were male, mean age at death was 75 years, and the majority had cancer with only 3.1% with
non-cancer diagnoses. The clients had been living alone at home for a median of 13 years, ranging
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from less than a year to 60 years. Nearly 80% of the participants reported that they were living
alone by choice rather than by circumstance.

Challenges in provision and access to care

The proportion of patients supported at home until death, if this is their preference, remains an
important performance indicator for many community palliative care programs (Brogaard,
Neergaard, Sokolowski, Olesen, & Jensen, 2013). A large survey of 9344 people residing in
several European countries reported that 68.2% of participants indicated a preference to die at
home if they were faced with terminal cancer (Gomes et al., 2012). A similar study in Canada
also showed that 70.8% of 1203 respondents preferred to be at home at end of life (Wilson,
Cohen, Deliens, Hewitt, & Houttekier, 2013). Focus groups and interviews with adults (65
years of age and older) in the UK showed that, despite home being the preferred place of care,
the presence of informal caregivers was cited as a mediator to achieving this outcome
(Gott, Seymour, Bellamy, Clark, & Ahmedzai, 2004).

Dying at home is also the stated preference of many people receiving palliative care, at least in
the earlier stages of their final illness. A recent systematic review of the literature on preferences
for places of death showed that most adults at end of life indicate a preference to die at home, and
most do not change their preference during disease progression (Gomes, Calanzani, Gysels, Hall,
& Higginson, 2013). A study of Danish cancer patients demonstrated that 84% preferred to be
cared for at home and 71% preferred to die at home (Brogaard et al., 2013).

However, terminally ill people are far more likely to die in a hospital or a similar facility rather
than at home. A study of all cancer deaths in England from 1993 t02010 showed that hospital was
the most common place of death (48%), followed by home (24.5%) and hospice (16.4%) (Gao,
Ho, Verne, Glickman, & Higginson, 2013). Similarly, a study in Spain showed that only 17% of
cancer patients died at home; the majority (74%) died in hospital and the remainder died in either
a hospice (6%) or a nursing home (3%) (Alonso-Babarro et al., 2013). However, home-based
palliative care programs may assist people to stay at home for longer and to die at home, if
this is their wish. For example, people receiving home-based hospice care in Taiwan were
more likely to die at home (60.8%) than in a hospital (39.2%) (Lee, Hu, Loh, & Hwang, 2013).

Despite these preferences, facilitating place of death wishes is a challenge for services. A
postal survey of Australian health professionals working in home-based palliative care (Aoun
et al., 2007) demonstrated that more than 60% reported spending at least 15-30 minutes of
additional time per visit to support clients without a caregiver with symptom control, medications,
mobility, transport, and social support. Furthermore, nearly half (43%) reported spending one
hour or more of additional time per visit on activities of daily living, while 25% reported
taking one hour or more of additional time per visit for symptom control, housekeeping, and
emotional support. The nurses reported concerns such as limited staffing, lack of a social
worker and housekeeping support, and client safety. Postal surveys and interviews with
Australian service providers regarding their perspectives on resources needed to look after
home alone dying clients revealed that, while service providers expressed a respect for the
clients’ autonomy and independence, they felt pressured to ensure that safe and attentive care
was possible. They identified the inability of home alone clients to anticipate their needs
should their condition deteriorate, and they struggled to make them understand the limitations
of their situation (Aoun, Wall, Kristjanson, & Shahid, 2013).

Given the aging population, the growing reliance on informal carers, and the preference to be
cared for and die at home, it is likely that home-based palliative care services are facing increasing
challenges in servicing the needs of such clients. However, there is limited evidence base upon
which service providers may draw in order to inform service planning for a growing population.
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Objectives

The objectives of the review were to

(1) highlight the unmet support needs of terminally ill people who live alone at home and
have no primary caregiver and
(2) identify specific models of care that have been used to address these gaps.

Methodology

Using the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA)
statement as a guide, a literature search was undertaken of the following databases: Ovid
MEDLINE and EMBASE, ProQuest Medline, NLM MEDLINE, PyscINFO, CINAHL, and
CareSearch. We considered national and international literature published, or available online
in 2013, in refereed journals in the last 11 years (January 2002—October 2013). We included
only articles published in English. Searches were undertaken using the following key words: pal-
liative care, hospice care, end of life, supportive care, life-limiting illness and terminal illness,
models of care, and interventions, in conjunction with associate keywords: home alone, living
alone, no carer/caregiver, home care, place of care, and place of death. Figure 1 shows the
search process and outcomes.

We conducted a comprehensive narrative review of empirical research on the support needs of
terminally ill people living alone at home, with a systematic approach that utilized several clear
inclusion/exclusion criteria. Exclusions were not made based upon assessments of the rigor, val-
idity, and reliability of studies and their findings, as would be typical in a systematic review. All
three authors participated in the coding of the identified articles. We took a directed content analysis
approach (Hsieh & Shannon, 2005) in order to group the articles into themes relating to either unmet
support needs or models of care. We discussed all differences and achieved consensus, indicating
the trustworthiness of the coding scheme (Mays & Pope, 2000). Our goal was to provide a broad,
comprehensive overview of published research in this field, as opposed to a systematic review that
focuses on generating a definitive answer to a narrowly defined research question.

All search results were downloaded into a reference manager (EndNote X5, Thomson
Reuters). This initial search elicited 547 records for further review. After deletion of duplicate
records, we removed articles that were not available in English, involved pediatrics, or were
not obvious original research. Preliminary screening to exclude non-relevant articles and
further non-original research articles led to the exclusion of 452 papers, resulting in the retention
of 95 full articles for eligibility assessment for inclusion in the review. We excluded 62 articles
due to the absence of variables concerning home alone and palliative care. A further hand
search of the relevant references of these articles was undertaken to capture articles that might
have been missed on the initial search. Initially, 49 studies met the inclusion criteria for our
review. However, 12 studies were later excluded because, although they described samples
wherein a considerable proportion of their study population was living alone, the authors provided
no comparisons or analyses relevant to places of care and death or physical and psychosocial
health and well-being. Therefore, 37 studies are included in the results section.

Results

This section describes the unmet support needs of terminally ill people who live alone at home in
terms of their places of care and death, and also their physical and psychosocial well-being and
identifies specific models of care that have been used to address these gaps.
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Figure 1. Flow chart showing articles that were identified, screened, eligible, and included in the review.

The unmet needs of terminally ill people living alone

Thirty-five (95%) of the included studies described the unmet needs of terminally people who live
alone. Although different methodologies were used in these studies, ranging from prospective
designs to retrospective review of health data, the proportion of people living alone in their
study population was considerable. Our review of these studies revealed two main disadvantages
concerning the unmet needs of terminally people who live alone: places of care and death (Table 1)
and physical and psychosocial well-being (Table 2).

Places of care and death

Several studies (n =28, 76%) provided data on places of care and death. Irrespective of meth-
odology and country of origin, these studies demonstrated that people were less likely to die at



Table 1. Studies reporting on place of death outcomes for terminally ill people living alone in their study population.

Study Country Population Design Living alone® Outcomes

(1) Aabom, Denmark Deceased adult cancer  Retrospective study of all Not stated; inferred by Death at home was significantly
Kragstrup, patients cancer deaths over three absence of a spouse less likely for people who were
Vondeling, years (1996-1998) widowed, divorced, or single at
Bakketeig, and (n=4386) the time of death
Stovring (2005)

(2) Ahlner-Elmqvist, = Sweden Adult palliative cancer  Prospective, non-randomized  25% of advanced Irrespective of intervention
Jordhey, Jannert, patients study of patients who home care group condition, death at home was
Fayers, and Kaasa received either advanced and 32% of significantly less likely for
(2004) home care (n=119) or conventional patients who lived alone

conventional hospital care hospital care group
(n=178)

(3) Alonso-Babarro Spain Deceased adult cancer  Retrospective study of cancer  Not stated; inferred by Death at home was significantly

et al. (2011) patients deaths in two metropolitan absence of a spouse less likely for people who were
areas (n=>524) separated, divorced, or single at
the time of death

(4) Aoun and Skett Australia Adult palliative care Longitudinal study of 100% While half expressed a preference
(2013) patients congruence between to die at home, only 14% died

preference for and place of at home
death

(5) Aoun et al. (2007) Australia Adult palliative care Retrospective study of home- 100% Compared to patients with

patient records and based palliative care caregivers, patients living

surveys of health recipients over 15 months alone were less likely to die at

professionals (n=1721) home and more likely to stay in
hospital for longer

(6) Aoun, Kristjanson, Australia Adult palliative care Interviews with home-based 100% Participants preferred to be at
Oldham, and patients palliative care recipients home at the end of their life;
Currow (2008) (n=11) however, they were unable to

describe the types of support
required to help them remain at
home

(7) Brazil et al. (2002) Canada Adult caregivers of Retrospective cohort study 14% of patients lived  Death was significantly more

people who died
approximately nine
months earlier

using telephone interviews
(n=151)

alone but all had
caregivers

likely to occur at home when
the patient lived with the
caregiver
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(8) Brink and Smith
(2008)

(9) Brogaard et al.
(2013)

(10) Carlsson and
Rollison (2003)

(11) Cohen et al.
(2006)

(12) Cohen et al.
(2010)

(13) Gao et al. (2013)

(14) Goodridge,
Lawson, Rennie,
and Marciniuk
(2010)

(15) Grundy, Mayer,
Young, and
Sloggett (2004)

(16) Gyllenhammar
et al. (2003)

Canada

Denmark

Sweden

Belgium

Italy, Belgium,
Netherlands,
Norway, and
UK

UK

Canada

UK

Sweden

Adults receiving
palliative home care

Adults with advanced
cancer

Adult caregivers of
people receiving
palliative home care

Residents >1 year of
age who died

Deceased cancer
patients

Deceased cancer
patients

Rural residents with
advanced respiratory
disease in the last 12
months of life

Adults living with
cancer

Palliative cancer
patient deaths

Retrospective review of
palliative home care patients
over 27 months (2004—
2006) (n=1536)

Prospective study of terminal
cancer patients using
interviews and
questionnaires (n = 96)

Retrospective review of death
of patients receiving
palliative home care over
one year (n=180)

Retrospective study of death
certificate data and health
care statistics for all deaths
(2001) (n=155,759)

Study of death certificate data
and health care statistics for
all cancer deaths (2002—
2003) (n=238,216)

Retrospective analysis of all
cancer deaths in England
between 1993 and 2010
(n=2,281,223)

Retrospective cohort of
patients who died in 2004 of
lung cancer or COPD
(n=1098)

Prospective nationally
representative data linkage
study (1991-1995)
(n=6257)

Prospective study of palliative
cancer patient deaths in
1999 (n=221)

22%

Not stated; inferred by
absence of a spouse

40% of patients lived
alone but all had
caregivers

18%

Not stated; inferred by
absence of a spouse

Not stated; inferred by
absence of a spouse

Not stated; inferred by
absence of a spouse

28%

24%

Patients who lived alone were
significantly less likely to die at
home alone

Home death was significantly
more likely for those who lived
with their partner

Home death was significantly less
likely for those who lived alone

Patients living alone were
significantly less likely to die at
home

Patients who were married at the
time of death were significantly
more likely to die at home than
those who were unmarried,
divorced, or widowed

Death at home was significantly
less likely for people who were
single, widowed, or divorced at
the time of death

Hospital death was significantly
less likely for people who were
never married

Patients living alone were
significantly less likely to die at
home

Living with a spouse or other
family member was
significantly associated with
dying at home

(Continued)
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Table 1. Continued.
Study Country Population Design Living alone® Outcomes
(17) Houttekier et al. ~ Belgium Residents who died Retrospective study of death Not stated; inferred by Patients who were married at the
(2009) from chronic certificate data and health absence of a spouse time of death were significantly
diseases eligible for care statistics for all deaths more likely to die at home
palliative care (2003) (n=3672)
(18) Jakobsson, Sweden Adults deaths in 2001  Retrospective study of death 59% People who did not live with a
Johnsson, Persson, (excluding certificates and health partner at end of life were
and Gaston- accidents, suicide, records of a random sample significantly more likely to die
Johansson (2006) and sudden deaths) of deaths in 2001 (n=229) in residential homes than those
who resided with their partner
(19) Jayaraman and Canada Adults deaths (>19 Retrospective study of all Not stated; inferred by  Patients who were married at the
Joseph (2013) years of age) from death records 2004—2008 absence of a spouse time of death were significantly
2004 to 2008 in (n=153,111) more likely to die at home.
British Columbia
(20) Jordhay, Norway Deceased adult cancer ~ Prospective study of deaths of 32% A significant difference between
Saltvedt, and patients in a trial of people who entered a place of death according to
Fayers (2003) palliative care palliative care program living arrangements, with those
(1995-1997) (n=395) who lived alone being
significantly less likely to die at
home than those who lived
with a spouse
(21) Lee et al. (2013) Taiwan Patients with cancer Retrospective study of hospice Not stated; inferred by Death at home was significantly
receiving hospice home care cancer patients absence of a spouse less likely for people who were
home care over three years, 2009-2011 single or divorced at the time of
(n=439) death
(22) Masucci, Canada Caregivers of palliative ~Prospective study using 10% of patients lived  Those living alone were
Guerriere, Cheng, care patients with fortnightly telephone alone but all had significantly less likely to die at
and Coyte (2010) cancer interviews (2005-2007) caregivers home than those who lived
(n=110) with their caregiver
(23) Neergaard et al.  Denmark GPs of deceased adult  Retrospective study of cancer  Not stated; 40% of No significant difference in

(2009)

cancer patients

patient deaths in 2006
(n=333)

patients were single
and 60% were
married

likelihood of home death
between single and married
patients
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(24) Pinzon et al. Germany
(2011)

(25) Tang (2003) USA

(26) Tang and USA
McCorkle (2003)

(27) Taylor, Ensor, New Zealand
and Stanley (2012)

(28) Tiernan, Ireland

O’Connor,
O’Siorain, and
Kearney (2002)

Relatives of deceased

Adults (21 years and
older) with terminal
cancer

Adults (21 years and
older) with terminal
cancer

Deceased hospice

patients

Home-based palliative
care patients

Retrospective survey of
relatives for deaths in 2005
(n=1378)

Interviews with terminally ill
cancer clients (n=180)

Prospective cohort study of
terminally ill cancer patients
(n=180)

Retrospective review of patient
charts of all patients in one
hospice who died in 2006—
2008 (n=1268)

Prospective study of patients’
preferences for place of
death, actual place of death,
and health records (n=191)

Not stated; inferred by
absence of a spouse

Not stated

26.8%

Not stated; inferred by
absence of a spouse

10%

There was a significant
association between marital
status and place of death, with
home death more likely for
married than non-married
people

Almost all expressed a preference
to die at home, but those who
lived alone felt unable to enact
their desire due to a lack of
caregiver support

While almost all preferred to die
at home, those who lived alone
felt unable to due to a lack of
caregivers

Unmarried patients were
significantly more likely to die
in an aged care or residential
facility than at home

Patients who lived alone were
significantly less likely to die at
home than patients who did not
live alone

Note: COPD, chronic obstructive pulmonary disease.

“Rounded to nearest whole number.
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Table 2. Studies reporting on physical and psychosocial well-being outcomes for terminally ill people living alone in their study population.
Study Country Population Design Living alone® Outcomes
(1) Aoun et al. Australia  Adult palliative care Retrospective study of home- 100% Compared to patients with caregivers, patients
(2007) patients based palliative care who lived alone were likely to have service
recipients’ records over 15 delivery for longer but received fewer home
months (n=721) visits, to require more assistance with
activities of daily living but receive less
equipment, oxygen, and counselling
(2) Aoun et al. Australia  Adults living alone with a  Semi-structured interviews 100% Participants described their challenges in
(2008) terminal illness (n=11) addressing their physical, social, emotional,
and existential needs
(3) Chibnall, USA Adults living with life- Cross-sectional data comprising 34% Living alone was significantly associated with
Videen, Duckro, threatening illnesses a series of measures (n=67) higher death distress
and Miller
(2002)
(4). Currow et al.  Australia Terminally ill people Retrospective study of home- 10% Those who lived alone were significantly less
(2008) accessing home-based based palliative care service likely to access oxygen treatment and had
palliative care data over three years (2003— had twice as many visits by clinicians before
2006) (n=5,203) being prescribed oxygen
(5). Goodridge Canada  Rural residents with Retrospective cohort of patients Not stated; Widows/widowers had significantly fewer
et al. (2010) advanced respiratory who died in 2004 of lung inferred by physician visits in the 12 months prior to
disease in the last 12 cancer or COPD (n=1098) absence of a death; people who had never married or
months of life spouse were separated/divorced had significantly
fewer hospitalizations
(6) Hanratty et al. UK Adult palliative care In-depth qualitative interviews 62.5% The home alone participants described being

(2013)

patients expected to die
within 12 months

(n=32)

disadvantaged in terms of access to practical
and emotional supports and their ability to
direct their care

096
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(7) lliffe et al. UK
(2007)

(8). Johnson, USA
Gallagher, and
Wolinsky
(2004)

(9) Kharicha et al. UK
(2007)

Adults (65 years and older) Retrospective analysis of

living without
disabilities in the
community

baseline data from an RCT of
health risks in older people
(n=2641)

Adults (70 years and older) Longitudinal study with four

living in the community
who rely on in-home
informal care

data collection points (1984,
1986, 1888, and 1990)
(n=17527)

Adults (65 years and older) Retrospective analysis of

living without
disabilities in the
community

baseline data from an RCT of
health risks in older people (n
=2641)

33%

Not stated

33%

Living alone was significantly associated with
risk of social isolation and depressed mood

Older adults who lived alone reported
receiving significantly less assistance with
activities of daily living than those who
lived with others or were married

People living alone were significantly more
likely to report a range of psychosocial
difficulties in relation to activities of daily
living, mood, memory, physical activity,
vision, diet, alcohol use, multiple falls, and
social isolation

*Rounded to nearest whole number.
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home when they lived alone (Table 1). In several studies, people living alone were described
briefly as a subgroup of the total study sample of people receiving palliative care having a
decreased likelihood of a home death (Ahlner-Elmqvist et al., 2004; Brink & Frise Smith,
2008; Cohen et al., 2006; Grundy et al., 2004; Gyllenhammar et al., 2003; Jordhey et al.,
2003; Tang & McCorkle, 2003; Tiernan et al., 2002). These studies demonstrating disadvantage
in place of care and death are complemented by subjective data. For instance, interviews with
terminally ill patients who live alone in the USA (Tang, 2003; Tang & McCorkle, 2003) and
Australia (Aoun et al., 2008) revealed that, while most preferred to die at home, some reported
feeling unable to do so due to limited supports. These perceptions were corroborated in a longi-
tudinal study of end-of-life preferences of Australian home alone clients who demonstrated a
preference to die at home (49%) over dying in a hospice (23%) or a hospital (12%); 16% indi-
cated no preference (Aoun & Skett, 2013). However, only 14% died at home, while 56% died
in a hospice and 22% in a hospital. Overall, congruence between preferred and actual place of
death decreased from 53% to 41% during the course of the study, possibly due to clients
growing more confident of achieving a home death after using home-based care for a period
of time.

Additionally, the design of some studies rendered this group overlooked, for instance, by
sampling caregivers to determine variables associated with home death (Brazil, Bedard, &
Willison, 2002; Carlsson & Rollison, 2003; Masucci et al., 2010) or by not reporting home
alone status and/or inferring it from the absence of a caregiver or being single (Aabom et al.,
2005; Alonso-Babarro et al., 2013; Brogaard et al., 2013; Cohen et al., 2010; Gao et al., 2013;
Goodridge et al., 2010; Houttekier et al., 2009; Jakobsson et al., 2006; Jayaraman & Joseph,
2013; Lee et al., 2013; Neergaard et al., 2009; Pinzoén et al., 2011; Tang, 2003; Taylor et al.,
2012). Only one study (3%) focused on the place of death outcomes of this subgroup and reported
that, compared to patients with a caregiver, those without a caregiver were less likely to die at
home (35% compared to 57%), twice as likely to die in a hospice, and 2.5 times as likely to
die in a hospital (Aoun et al., 2007).

Physical and psychosocial well-being

Nine studies (24%) highlighted the considerable health and psychosocial disadvantages experi-
enced by people living alone at end of life (Table 2; NB: Two of these studies also provided
data on places of care and death and therefore appear in both tables). People living alone at
the end of life reported more distress, poorer adjustment to diagnosis, and reduced quality of
life, and received less help with activities of daily living than those living with others (Chibnall
et al., 2002; Johnson et al., 2004). Interviews with adult palliative care clients living at home
without a caregiver in the UK (Hanratty et al., 2013) and Australia (Aoun et al., 2008) showed
that patients faced challenges in meeting their care needs and perceived they were disadvantaged
in terms of receipt of practical and emotional supports.

People living alone at end of life were also more likely to experience a range of problems
with falls, diet, smoking, social isolation, and chronic health conditions (Iliffe et al., 2007,
Kharicha et al., 2007). Notwithstanding these additional struggles, they received half as
many home visits, despite being enrolled in the service for an average of 20 days longer,
and were more likely to be admitted to hospital. They required more equipment, support
with hygiene, home help, and liaison with other health professionals (Aoun et al., 2007,
Currow et al., 2008; Goodridge et al., 2010). Thus, these studies showed that the presence
of a caregiver in the home was related to better physical and psychosocial well-being compared
to those without a caregiver and more timely and improved access to required treatments at end
of life.
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Table 3. Studies reporting on models of care for terminally ill people living alone.

Study Country Population Design Outcomes
(1) Aoun et al. Australia  Adults living In-depth qualitative study Personal alarms provided a
(2012) alone with a using face-to-face sense of security and
terminal semi-structured reduced feelings of
illness interviews (n = 26) isolation; additional
exploring the use of care-aide time assisted
personal alarm or with activities of daily
additional care-aide living, enhanced quality
support of life, maintained

dignity, and reduced
feelings of isolation

(2) Aoun, Australia  Adults living RCT of personal alarm or Care-aide support
O’Connor, alone with a additional care-aide improved sleeping and
Breen, Deas, terminal support in comparison to appetite
and Skett illness standard care
(2013)

Models of care for terminally ill people living alone

Two studies (5%) explored models of care for terminally ill people who live alone (Table 3).
These models of care were based upon formative data provided by three studies — one focusing
on the perspectives of clients (Aoun et al., 2008) and two on service providers (Aoun et al., 2007,
Aoun, Wall et al., 2013). The first study was a pilot intervention using a randomized trial design to
test two models of care (personal alarms and additional care-aide support) compared to standard
care (Aoun et al., 2013). The findings indicated that those who received care-aide support tended
to have improved scores (lower scores) in appetite problems and fatigue compared to the other
two groups. The second study sourced qualitative feedback from these participants on the benefits
and barriers of these interventions (Aoun et al., 2012). The care-aide model of care resulted in
benefits such as easing the burden of everyday living, supporting well-being, preserving a
sense of dignity, and reducing loneliness and isolation, while the personal alarm model of care
imparted a sense of security, provided peace of mind, and helped clients manage feelings of iso-
lation. Importantly, participants in both groups felt they could remain at home longer. By provid-
ing a safer, more secure environment through the use of either model of care, clients were able to
continue their activities of daily living, and could build a sense of ‘normality’ into their lives with
a degree of independence through support and dignity. Together, these two studies showed that
the challenges faced by terminally ill people who live alone may be mitigated by interventions
tailored to meet their specific needs.

Discussion

This review has described the unmet needs of terminally ill people living alone, the disadvantages
they face in terms of their physical and psychosocial health and well-being, and their reduced like-
lihood to be cared for and die at home. It also reported on potential management options to enable
this group to remain at home for as long as possible. Additionally, this review has highlighted
three factors that would intensify the challenges of providing community and home-based pallia-
tive care services: (1) an increase in the number of people living alone who require care; (2) a
decrease in the provision and availability of family caregivers; and (3) people’s preference to
be supported to die in their own homes.
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For people living with a terminal illness, the presence of a caregiver and family support
proves to be the strongest independent factor associated with home death (Gomes & Higgin-
son, 2006). Living alone raises both the probability and the necessity for living and being cared
for in institutions (Rolls et al., 2011), which may be less preferable from a patient perspective
and more expensive as home care tends to be more cost-effective than hospital care (Higgin-
son, Jarman, Astin, & Dolan, 1999). Furthermore, hospitals are not recognized as ideal places
for terminal care due to a number of problems including communication difficulties between
hospital staff and patient/family, being overlooked by staff on wards, and lack of privacy
(Jakobsson et al., 2006; Tiernan et al., 2002). However, nearly half of the home alone
clients in one study did not choose home as their preferred place of death (Aoun & Skett,
2013), prompting the authors to conclude that ‘the ability to die in the place of choice
needs to be looked at as a possible indicator of meeting patient needs or as a quality
measure in end of life care’ (p. 5).

Implications for palliative care services

Community-based care is a vital component of palliative care. However, unless additional funds
and resources are provided for community-based palliative care services, the demographic projec-
tions indicate that these services will face increasing challenges in servicing the needs of clients
living alone and with no caregiver. Palliative care support needs for individuals living alone
without a caregiver remain somewhat obscured because, until recently, those living home
alone have been an invisible yet disadvantaged subgroup. While places of care and death are
important outcome variables for examination, status of living and caregiver arrangements need
to be more than of peripheral interest. Although studies have been conducted to assess the charac-
teristics of clients who are receiving home-based palliative care, limited research has been con-
ducted to specifically assess the needs of those who live alone and who do not have access to
a primary caregiver, despite this group making up a significant percentage of the overall popu-
lation under study. Studies highlight that the changing living arrangements of older people —
such as the increase in living alone — has important implications for planning and provision of
care and treatment for cancer sufferers (Grundy et al., 2004; Jakobsson et al., 2006); however,
few suggested models of care addressed these implications. Given the aging populations, main-
taining and extending the proportion of home deaths will likely result in more work for family
doctors, district nurses, social services, and palliative home care teams (Higginson et al.,
1999). Furthermore, it has been argued that general improvements in home care support may
only help those who are already at an advantage (Grande, Addington-Hall, & Todd, 1998).
Real progress may only be achieved by identifying the factors behind the disadvantage of
certain groups (those living alone being one of them) and targeting interventions to address the
disadvantages (Gao et al., 2013).

The ability of services to meet the needs of this group is further complicated by a lack of
definitional clarity. In most of the reviewed studies, living alone status was inferred either by
absence of spouse, or being single, or by being home alone but having caregivers. Neverthe-
less, in studies with a clearer definition, the wide variation in the degrees of ‘home aloneness’
created an impediment to evaluating the effectiveness of interventions using a randomized con-
trolled trial (RCT) approach (Aoun et al., 2013) and this variation confounded the findings in
terms of how much informal support each patient was getting over and above the implemented
models of care that were randomly allocated. Therefore, the authors concluded: ‘there is a need
to develop a scaling system of patient need, depending on the extent and frequency of informal
support being provided by family and friends, before further trials are undertaken’ (p. 188).
Rolls et al. (2011) highlighted the vast range of informal support and non-blood family
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upon whom older people living alone draw — friends, neighbors, volunteers, church members,
and former unmarried partners and ex-in-laws to name a few. Given the complexity of the defi-
nitional criteria of this group, the RCT approach used in Aoun, O’Connor et al. (2013) was not
considered appropriate for the ‘home alone’ palliative care population who would have been
better supported by providing each participant with a personalized model of care that would
have met their particular needs. This would have avoided offering a model of care that was
inappropriate for the stage of their illness or unwanted by the patient in some cases (Aoun
et al., 2013).

There is a small but growing body of literature dedicated to examining the service needs of
palliative care patients who live alone without a caregiver focused on specific support services,
end-of-life preferences in terms place of care and death, and interventions to address the disad-
vantages of being home alone at end of life. Two studies (Aoun et al., 2012, 2013) tested two
models of care to enable this group to remain at home for as long as possible and provided
some directions to inform service planning for this growing and challenging population group.
There is a clear need for more studies to examine the effectiveness of informal support networks,
interventions, and models of care. Adequate and timely services based on evidence will then lead
to more care being delivered at home, a reduction in hospitalizations, a better quality of life, and a
capacity to die at home if this is the patient’s wish (Aoun et al., 2007).

Limitations and future directions

Our purpose in this review was to provide a broader, comprehensive overview of the field of
support needs at the end of life for those living alone at home, as opposed to a systematic
review designed to weigh the evidence relating to a specific question. The comprehensive
approach used to reviewing this literature optimized the rigor of the search processes and robust-
ness of the conclusions. Most research in this field is difficult to grade using traditional levels of
evidence for systematic reviews (Aoun & Kristjanson, 2005) as there are challenges that constrain
the random selection of samples, and sample sizes tend to be relatively small (Aoun & Nekolai-
chuk, 2014). Furthermore, while international work was sought in the search for articles on this
topic, a considerable proportion of the research generally, and the testing of the two models of care
specifically, was conducted in Australia. Although the findings seem particularly pertinent to one
location, they nevertheless are likely to have international application, and therefore there is a
need for more international research on this under-examined topic.

Conclusion

A significant proportion of older people in the developed countries will spend the last year of their
life in poor health and with a considerable burden of palliative care needs due to social isolation,
co-morbid conditions, and frailty. This has raised and continues to raise challenges for the pro-
vision and delivery of health and community services at the end of life. The growing population
of people living alone and the reduced availability of informal caregivers together mediate the
capacity to remain at home at end of life. This is the first literature review on the support
needs of terminally ill people living alone at home and it has provided a comprehensive back-
ground for understanding current knowledge and highlighting the significance of potential
research in the field.

Funding
The second author is supported by the Australian Research Council (DE120101640).



966 S.M Aoun et al.

References

Aabom, B., Kragstrup, J., Vondeling, H., Bakketeig, L. S., & Stovring, H. (2005). Population-based study of
place of death of patients with cancer: Implications for GPs. The British Journal of General Practice, 55
(518), 684-689.

Ahlner-Elmqvist, M., Jordhey, M., Jannert, M., Fayers, P., & Kaasa, S. (2004). Place of death: Hospital-
based advanced home care versus conventional care - A prospective study in palliative cancer care.
Palliative Medicine, 18(7), 585-593. doi:10.1191/0269216304pm9240a

Alonso-Babarro, A., Astray-Mochales, J., Dominguez-Berjon, F., Genova-Maleras, R., Bruera, E.,
Diaz-Mayordomo, A., & Centeno Cortes, C. (2013). The association between in-patient death, utiliz-
ation of hospital resources and availability of palliative home care for cancer patients. Palliative
Medicine, 27(1), 68-75.

Alonso-Babarro, A., Bruera, E., Varlea-Cerdeira, M., Boya-Cristia, M. J., Madero, M., Torres-Vigil, 1., ...
Gonzélez-Baron, M. (2011). Can this patient be discharged home? Factors associated with at-home death
among patients with cancer. Journal of Clinical Oncology, 29, 1159-1167. doi:10.1200/JC0O.2010.31.6752

Aoun, S. M., & Kristjanson, L. J. (2005). Challenging the framework for evidence in palliative care research.
Palliative Medicine, 19(6), 461-465. doi:10.1191/0269216305pm10570a

Aoun, S. M., Kristjanson, L. J., Currow, D., Skett, K., Oldham, L., & Yates, P. (2007). Terminally-ill people
living alone without a caregiver: An Australian national scoping study of palliative care needs. Palliative
Medicine, 21(1), 29-34. doi:10.1177/0269216306073198

Aoun, S. M., Kristjanson, L. J., Currow, D. C., & Hudson, P. L. (2005). Caregiving for the terminally ill: at
what cost? Palliative Medicine, 19(7), 551-555. d0i:10.1191/0269216305pm10530a

Aoun, S. M., Kristjanson, L. J., Hudson, P. L., Currow, D. C., & Rosenberg, J. P. (2005). The experience of
supporting a dying relative: reflections of caregivers. Progress in Palliative Care, 13(6), 319-325.

Aoun, S. M., Kristjanson, L. J., Oldham, L., & Currow, D. (2008). A qualitative investigation of the pallia-
tive care needs of terminally ill people who live alone. Collegian, 15(1), 3-9.

Aoun, S. M., & Nekolaichuk, C. (2014). Improving the evidence base in palliative care to inform practice
and policy: Thinking outside the box. Journal of Pain and Symptom Management. http://dx.doi.org/
10.1016/j.jpainsymman.2014.01.007

Aoun, S. M., O’Connor, M., Breen, L. J., Deas, K., & Skett, K. (2013). Testing models of care for terminally
ill people who live alone at home: Is a randomised controlled trial the best approach? Health & Social
Care in the Community, 21(2), 181-190. doi:10.1111/hsc.12002

Aoun, S. M., O’Connor, M., Skett, K., Deas, K., & Smith, J. (2012). Do models of care designed for term-
inally ill ‘home alone’ people improve their end-of-life experience? A patient perspective. Health &
Social Care in the Community, 20(6), 599—-606. doi:10.1111/j.1365-2524.2012.01074.x

Aoun, S. M., & Skett, K. (2013). A longitudinal study of end-of-life preferences of terminally-ill people who
live alone. Health & Social Care in the Community, 21(5), 530-535. doi:10.1111/hsc.12039

Aoun, S. M., Wall, D., Kristjanson, L. J., & Shahid, S. (2013). Palliative care needs of terminally ill people living
alone: A service provider perspective. Collegian, 20(3), 179-185. doi:10.1016/j.colegn.2012.08.001

Australian Bureau of Statistics. (2012). Australian social trends, Table 1: Population, National Summary
1998-2011 (a), data cube (cat. no. 4102.0). Retrieved from www.abs.gov.au/ausstats/abs@.nsf/mt/
4102.0

Australian Institute of Health and Welfare. (2007). Australia s welfare 2007 (Cat. no. AUS-41). Canberra:
Author.

Australian Institute of Health and Welfare. (2012). Palliative care services in Australia 2012. (Cat. no. HWI
120). Canberra: Author.

Brazil, K., Bedard, M., & Willison, K. (2002). Factors associated with home death for individuals who
receive home support services: A retrospective cohort study. BMC Palliative Care, 1(1), 2. doi:10.
1186/1472-684X-1-2

Breen, L. J. (2012). The effect of caring on post-bereavement outcome: Research gaps and practice priorities.
Progress in Palliative Care, 20(1), 27-30. doi:10.1179/1743291X12Y.0000000003

Brink, P., & Frise Smith, T. (2008). Determinants of home death in palliative home care: Using the interRAI
palliative care to assess end-of-life care. American Journal of Hospice and Palliative Medicine, 25(4),
263-270. doi:10.1177/1049909108319261

Brogaard, T., Neergaard, M. A., Sokolowski, I., Olesen, F., & Jensen, A. B. (2013). Congruence between
preferred and actual place of care and death among Danish cancer patients. Palliative Medicine,
27(2), 155-164. doi:10.1177/0269216312438468

Carlsson, M. E., & Rollison, B. (2003). A comparison of patients dying at home and patients dying at a hospice:
Sociodemographic factors and caregivers’ experiences. Palliative & Supportive Care, 1(1), 33-39.


http://dx.doi.org/10.1191/0269216304pm924oa
http://dx.doi.org/10.1200/JCO.2010.31.6752
http://dx.doi.org/10.1191/0269216305pm1057oa
http://dx.doi.org/10.1177/0269216306073198
http://dx.doi.org/10.1191/0269216305pm1053oa
http://dx.doi.org/10.1016/j.jpainsymman.2014.01.007
http://dx.doi.org/10.1016/j.jpainsymman.2014.01.007
http://dx.doi.org/10.1111/hsc.12002
http://dx.doi.org/10.1111/j.1365--2524.2012.01074.x
http://dx.doi.org/10.1111/hsc.12039
http://dx.doi.org/10.1016/j.colegn.2012.08.001
www.abs.gov.au/ausstats/abs@.nsf/mf/4102.0
www.abs.gov.au/ausstats/abs@.nsf/mf/4102.0
http://dx.doi.org/10.1186/1472-684X-1-2
http://dx.doi.org/10.1186/1472-684X-1-2
http://dx.doi.org/10.1179/1743291X12Y.0000000003
http://dx.doi.org/http://dx.doi.org/10.1177/1049909108319261
http://dx.doi.org/10.1177/0269216312438468

Health Psychology & Behavioural Medicine 967

Chibnall, J. T., Videen, S. D., Duckro, P. N., & Miller, D. K. (2002). Psychosocial-spiritual correlates of
death distress in patients with life-threatening medical conditions. Palliative Medicine, 16(4), 331—
338. doi:10.1191/0269216302pm5440a

Cohen, J., Bilsen, J., Hooft, P., Deboosere, P., van der Wal, G., & Deliens, L. (2006). Dying at home or in an
institution using death certificates to explore the factors associated with place of death. Health Policy,
78(2-3), 319-329.

Cohen, J., Houttekier, D., Onwuteaka-Philipsen, B., Miccinesi, G., Addington-Hall, J., Kaasa, S.,...
Deliens, L. (2010). Which patients with cancer die at home? A study of six European countries using
death certificate data. Journal of Clinical Oncology, 28(13), 2267-2273.

Currow, D. C., Christou, T., Smith, J., Carmody, S., Lewin, G., Aoun, S., & Abemethy, A. P. (2008). Do
terminally ill people who live alone miss out on home oxygen treatment? An hypothesis generating
study. Journal of Palliative Medicine, 11(7), 1015-1022. doi:10.1089/jpm.2008.0016

Funk, L., Stajduhar, K., Toye, C., Aoun, S., Grande, G., & Todd, C. (2010). Part 2: Home-based family car-
egiving at the end of life: A comprehensive review of published qualitative research (1998-2008).
Palliative Medicine, 24(6), 594-607.

Gao, W., Ho, Y. K., Verne, J., Glickman, M., & Higginson, L. J. (2013). Changing patterns in place of cancer
death in England: A population-based study. PLoS Medicine, 10(3). doi:10.1371/journal.pmed.1001410

Gomes, B., Calanzani, N., Gysels, M., Hall, S., & Higginson, 1. (2013). Heterogeneity and changes in
preferences for dying at home: A systematic review. BMC Palliative Care, 12(1), 7. doi:10.1186/
1472-684X-12-7

Gomes, B., & Higginson, 1. J. (2006). Factors influencing death at home in terminally ill patients with cancer:
Systematic review. BMJ, 332(7540), 515-521. doi:10.1136/bmj.38740.614954.55

Gomes, B., Higginson, 1. J., Calanzani, N., Cohen, J., Deliens, L., Daveson, B. A., ... Harding, R. (2012).
Preferences for place of death if faced with advanced cancer: A population survey in England,
Flanders, Germany, Italy, the Netherlands, Portugal and Spain. Annals of Oncology, 23(8). doi:10.
1093/annonc/mdr602

Goodridge, D., Lawson, J., Rennie, D., & Marciniuk, D. (2010). Rural/urban differences in health care util-
ization and place of death for persons with respiratory illness in the last year of life. Rural and remote
health, 10(2), 1349. Retrieved from http://www.rrh.org.au

Gott, M., Seymour, J., Bellamy, G., Clark, D., & Ahmedzai, S. (2004). Older people’s views about home as a
place of care at the end of life. Palliative Medicine, 18(5), 460-467. doi: 10.1191/0269216304pm8890a

Grande, G. E., Addington-Hall, J. M., & Todd, C. J. (1998). Place of death and access to home care services:
Are certain patient groups at a disadvantage? Social Science & Medicine, 47(5), 565-579. doi:10.1016/
S0277-9536(98)00115-4

Grundy, E., Mayer, D., Young, H., & Sloggett, A. (2004). Living arrangements and place of death of older
people with cancer in England and Wales: A record linkage study. British Journal of Cancer, 91(5),
907-912.

Gyllenhammar, E., Thoren-Todoulos, E., Strang, P., Strom, G., Eriksson, E., & Kinch, M. (2003). Predictive
factors for home deaths among cancer patients in Swedish palliative home care. Supportive Care in
Cancer, 11(9), 560-567. doi:10.1007/s00520-003-0487-z

Haines, I. E. (2011). Managing patients with advanced cancer: The benefits of early referral for palliative
care. Medical Journal of Australia, 194(3), 107-108.

Hanratty, B., Addington-Hall, J., Arthur, A., Cooper, L., Grande, G., Payne, S., & Seymour, J. (2013). What
is different about living alone with cancer in older age? A qualitative study of experiences and prefer-
ences for care. BMC Family Practice, 14, 22. doi:10.1186/1471-2296-14-22

Hauser, J. M., & Kramer, B. J. (2004). Family caregivers in palliative care. Clinics in Geriatric Medicine, 20
(4), 671-688. doi: 10.1016/j.cger.2004.07.003

Higginson, 1., Jarman, B., Astin, P., & Dolan, S. (1999). Do social factors affect where patients die: An analy-
sis of 10 years of cancer deaths in England. Journal of Public Health, 21(1), 22-28. doi:10.1093/
pubmed/21.1.22

Houttekier, D., Cohen, J., Bilsen, J., Deboosere, P., Verduyckt, P., & Deliens, L. (2009). Determinants of the
place of death in the Brussels metropolitan region. Journal of Pain & Symptom Management, 37(6),
996-1005. doi:10.1016/j.jpainsymman.2008.05.014

Hsieh, H. F., & Shannon, S. E. (2005). Three approaches to qualitative content analysis. Qualitative Health
Research, 15(9), 1277-1288. doi:10.1177/1049732305276687

Hudson, P. (2003). Home-based support for palliative care families: Challenges and recommendations.
Medical Journal of Australia, 179(6), S35-S37.


http://dx.doi.org/10.1191/0269216302pm544oa
http://dx.doi.org/10.1089/jpm.2008.0016
http://dx.doi.org/10.1371/journal.pmed.1001410
http://dx.doi.org/10.1186/1472-684X-12-7
http://dx.doi.org/10.1186/1472-684X-12-7
http://dx.doi.org/10.1136/bmj.38740.614954.55
http://dx.doi.org/10.1093/annonc/mdr602
http://dx.doi.org/10.1093/annonc/mdr602
http://www.rrh.org.au
http://dx.doi.org/10.1191/0269216304pm889oa
http://dx.doi.org/10.1016/S0277-9536(98)00115-4
http://dx.doi.org/10.1016/S0277-9536(98)00115-4
http://dx.doi.org/10.1007/s00520--003--0487-z
http://dx.doi.org/10.1186/1471-2296-14-22
http://dx.doi.org/10.1016/j.cger.2004.07.003
http://dx.doi.org/10.1093/pubmed/21.1.22
http://dx.doi.org/10.1093/pubmed/21.1.22
http://dx.doi.org/10.1016/j.jpainsymman.2008.05.014
http://dx.doi.org/10.1177/1049732305276687

968 S.M Aoun et al.

lliffe, S., Kharicha, K., Harari, D., Swift, C., Gillmann, G., & Stuck, A. E. (2007). Health risk appraisal in
older people 2: The implications for clinicians and commissioners of social isolation risk in older people.
British Journal of General Practice, 57(537), 277-282.

Jagger, C., Matthews, R., Spiers, N., Brayne, C., Comas-Herrera, A., Robinson, T., ... Croft, P. (2006).
Compression or expansion of disability? Forecasting future disability levels under changing patterns
of diseases. London: King’s Fund.

Jakobsson, E., Johnsson, T., Persson, L. O., & Gaston-Johansson, F. (2006). End-of-life in a Swedish popu-
lation: Demographics, social conditions and characteristics of places of death. Scandinavian Journal of
Caring Sciences, 20(1), 10-17. doi:10.1111/j.1471-6712.2006.00374.x

Jayaraman, J., & Joseph, K. (2013). Determinants of place of death: A population-based retrospective cohort
study. BMC Palliative Care, 12. doi:10.1186/1472-684x-12-19

Johnson, R. J., Gallagher, T. J., & Wolinsky, F. D. (2004). The influence of the end of life on the extent of
informal help received by older adults. Research on Aging, 26(2), 259-283. doi:10.1177/
0164027503260632

Jordhey, M. S., Saltvedt, L., & Fayers, P. (2003). Which cancer patients die in nursing homes? Quality of life,
medical and sociodemographic characteristics. Palliative Medicine, 17(5), 433-444. doi:10.1191/
0269216303pm7740a

Kaasa, S., Torvik, K., Cherny, N., Hanks, G., & de Conno, F. (2007). Patient demographics and centre
description in European palliative care units. Palliative Medicine, 21(1), 15-22. doi:10.1177/
0269216306072086

Kharicha, K., Iliffe, S., Harari, D., Swift, C., Gillmann, G., & Stuck, A. E. (2007). Health risk appraisal in
older people 1: Are older people living alone an “at-risk” group? British Journal of General Practice, 57
(537), 271-276.

Lee, L. C., Hu, C. C., Loh, E. W., & Hwang, S. F. (2013). Factors affecting the place of death among hospice
home care cancer patients in Taiwan. American Journal of Hospice and Palliative Care. doi:10.1177/
1049909113487427

Masucci, L., Guerriere, D. N., Cheng, R., & Coyte, P. C. (2010). Determinants of place of death for recipients
of home-based palliative care. Journal of Palliative Care, 26(4), 279-286.

Mays, N., & Pope, C. (2000). Qualitative research in health care. Assessing quality in qualitative research.
BMJ, 320(7226), 50-52.

National Centre for Social and Economic Modelling. (2004). Who’s going to care? Informal care and an
ageing population: Report prepared for Caregivers Australia. Canberra: University of Canberra.

National Hospice and Palliative Care Organization. (2008). Guidelines for bereavement care in hospice
(2nd ed.). Alexandria, VA: Author.

National Institute for Health and Clinical Excellence. (2004). Guidance on cancer services: Improving sup-
portive and palliative care for adults with cancer. The Manual. London: Author.

Neergaard, M. A., Vedsted, P., Olesen, F., Sokolowski, I., Jensen, A. B., & Sondergaard, J. (2009).
Associations between home death and GP involvement in palliative cancer care. The British Journal
of General Practice, 59(566), 671-677.

Office for National Statistics (UK). (2013). 2011 Census: What does the 2011 census tell us about older
people? (England and Wales). London. Retrieved from http://www.ons.gov.uk/ons/rel/census/2011-
census-analysis/what-does-the-2011-census-tell-us-about-older-people-/index.html.

Palliative Care Australia. (2005). Standards for providing quality palliative care for all Australians (4th ed.).
Canberra: Author.

Pinzon, L. C. E., Weber, M., Claus, M., Fischbeck, S., Unrath, M., Martini, T., & Miinster, E. (2011). Factors
influencing place of death in Germany. Journal of Pain and Symptom Management, 41(5), 893-903. doi:
10.1016/j.jpainsymman.2010.07.016

Rolls, L., Seymour, J. E., Froggatt, K. A., & Hanratty, B. (2011). Older people living alone at the end of life
in the UK: Research and policy challenges. Palliative Medicine, 25(6), 650-657. doi:10.1177/
0269216310373165

Stajduhar, K., Funk, L., Toye, C., Grande, G., Aoun, S., & Todd, C. (2010). Part 1: Home-based family
caregiving at the end of life: A comprehensive review of published quantitative research (1998—
2008). Palliative Medicine, 24(6), 573-593. doi:10.1177/0269216310371412

Statistics Canada. (2012). Living arrangements of seniors. Census in brief series. cat. no. 98-312-
XWE2011003. Retrieved from http://www12.statcan.ca/census-recensement/2011/as-sa/98-312-x/98-
312-x2011003 4-eng.cfm

Tang, S. T. (2003). When death is imminent: Where terminally ill patients with cancer prefer to die and why.
Cancer Nursing, 26(3), 245-251. doi:10.1097/00002820-200306000-00012


http://dx.doi.org/10.1111/j.1471-6712.2006.00374.x
http://dx.doi.org/10.1186/1472-684x-12-19
http://dx.doi.org/10.1177/0164027503260632
http://dx.doi.org/10.1177/0164027503260632
http://dx.doi.org/10.1191/0269216303pm774oa
http://dx.doi.org/10.1191/0269216303pm774oa
http://dx.doi.org/10.1177/0269216306072086
http://dx.doi.org/10.1177/0269216306072086
http://dx.doi.org/10.1177/1049909113487427
http://dx.doi.org/10.1177/1049909113487427
http://www.ons.gov.uk/ons/rel/census/2011-census-analysis/what-does-the-2011-census-tell-us-about-older-people-/index.html
http://www.ons.gov.uk/ons/rel/census/2011-census-analysis/what-does-the-2011-census-tell-us-about-older-people-/index.html
http://dx.doi.org/10.1016/j.jpainsymman.2010.07.016
http://dx.doi.org/10.1016/j.jpainsymman.2010.07.016
http://dx.doi.org/10.1177/0269216310373165
http://dx.doi.org/10.1177/0269216310373165
http://dx.doi.org/10.1177/0269216310371412
http://www12.statcan.ca/census-recensement/2011/as-sa/98-312-x/98-312-x2011003_4-eng.cfm
http://www12.statcan.ca/census-recensement/2011/as-sa/98-312-x/98-312-x2011003_4-eng.cfm
http://dx.doi.org/10.1097/00002820-200306000-00012

Health Psychology & Behavioural Medicine 969

Tang, S. T., & McCorkle, R. (2003). Determinants of congruence between the preferred and actual place of
death for terminally ill cancer patients. Journal of Palliative Care, 19(4), 230-237.

Taylor, E. J., Ensor, B., & Stanley, J. (2012). Place of death related to demographic factors for hospice
patients in Wellington, Aotearoa, New Zealand. Palliative Medicine, 26(4), 342-349. doi:10.1177/
0269216311412229

Tiernan, E., O’Connor, M., O’Siorain, L., & Kearney, M. (2002). A prospective study of preferred versus
actual place of death among patients referred to a palliative care home-care service. Irish Medical
Journal, 95(8), 232-235.

Turis, M. (2006). Nursing homes may be only option for palliative care: Changing demographics. Canadian
Nursing Home, 17(2), 4-10.

Wilson, D. M., Cohen, J., Deliens, L., Hewitt, J. A., & Houttekier, D. (2013). The preferred place of last
days: Results of a representative population-based public survey. Journal of Palliative Medicine, 16
(5), 502-508.

World Health Organization. (2007). Palliative Care. (Cancer control: Knowledge into action: WHO guide
for effective programmes; module 5.). Geneva: Author.


http://dx.doi.org/10.1177/0269216311412229
http://dx.doi.org/10.1177/0269216311412229

	Abstract
	Introduction and background
	Aging population and informal caring needs
	Definition of living alone and profile of those receiving palliative care
	Challenges in provision and access to care

	Objectives
	Methodology
	Results
	The unmet needs of terminally ill people living alone
	Places of care and death
	Physical and psychosocial well-being

	Models of care for terminally ill people living alone

	Discussion
	Implications for palliative care services
	Limitations and future directions

	Conclusion
	Funding
	References

