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Terminally-ill people living alone without a caregiver: an
Australian national scoping study of palliative care needs
S Aoun WA Centre for Cancer and Palliative Care, Edith Cowan University, Churchlands, LJ Kristjanson
WA Centre for Cancer and Palliative Care, Curtin University of Technology, Bentley, D Currow Department

of Palliative and Supportive Services, Flinders University, Adelaide, K Skett Silver Chain Hospice Care, Perth,

L Oldham WA Centre for Cancer and Palliative Care, Curtin University of Technology, Bentley and

P Yates Centre for Health Research, Queensland University of Technology, Brisbane

Home-based palliative care services are facing increasing challenges in servicing the needs

of clients who live alone and without a primary caregiver. The findings from the analysis of

721 services’ records from three Australian states, and feedback from health professionals

in interviews and postal surveys, demonstrated that there were aspects of being on one’s

own with a terminal illness and living at home that require a specialised approach and

support. This study explored the issues of palliative care patients living alone, from a service

provider perspective, and provided evidence-based information to assist with service

planning. The study made recommendations to the Australian Department of Health and

Ageing about services considered important in developing support structures for this

growing population. Palliative Medicine 2007; 21: 29�34
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Introduction

An increasing number of people with a progressive

terminal illness and who require care, live alone and

have no primary caregiver.1,2 This group of clients is

increasing because a greater proportion of the population

is older, prefer to be cared for and die at home, and yet

may not have family caregivers available to provide

support.1,3 According to the study by the National

Centre for Social and Economic Modelling in Australia,1

there will be a four-fold increase between the years 2001

and 2031 in the group projected to be cared for in the

community who are likely to be without a caregiver. Also,

the ratio of primary caregivers to older persons needing

informal care is estimated to drop from 57/100 to 35/100

in the next 30 years.

To date, most studies have examined place of death as

an outcome, with the status of caregiver arrangements

only considered as a peripheral finding.3�13 In these

studies, individuals living alone are mentioned as a sub-

group of the total study sample, and the absence of a

caregiver is cited as one of the factors associated with

decreased likelihood of a home death. No studies have

examined the service needs of this subgroup. The

palliative care literature suggests that living alone or

not having access to a primary caregiver is a significant

predictor for admission to an in-patient facility for

symptom control or terminal care, and is one of the

factors associated with the increased likelihood of

hospital admission.3,7,14�18

This study was commissioned by the Australian
Government Department of Health and Ageing, Pallia-

tive Care Section. This paper reports on the character-

istics and service provision of clients without a caregiver

from three different community-based services in three

Australian states. Differences between clients without a

caregiver and those who have a caregiver are highlighted.

Directions for the development of support structures are

provided based on input from service providers.

Methodology

The settings for this study included three home-based

palliative care services in three Australian states: Western
Australia (WA), South Australia (SA), and Queensland

(QLD). These are predominantly statewide nursing

services, with a total catchment population of more

than five million people. Ethical approval was obtained

from the Ethics Research Committees of the three home-

based services, as well as the three universities of the chief

investigators, Edith Cowan University, Flinders Univer-

sity and Queensland University of Technology.
The project methodology consisted of:

. A retrospective analysis of all services records of

patients without a caregiver during a 15-month period
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in the three participating services. This was under-

taken to obtain demographic information, clinical and

service use profiles within the Australian palliative
home care context. The extraction of data from

services records was undertaken by a staff member

from the services involved.

. In-depth qualitative telephone interviews with key

health professionals in palliative care services in WA,

SA and QLD (n�/9). This was undertaken to inves-

tigate the needs, care services and care issues from a

provider perspective.
. A postal survey to a sample of health professionals in

the three states to elicit a broader, more representative

assessment of key issues related to the provision of

palliative care for people living at home alone without

a caregiver (n�/90).

Names of health professionals for the interviews and the

postal survey were put forward by the project reference

group, which had representation from the three partici-

pating services.

Results

Profile of clients without a caregiver in three services

A total of 721 client records from the three participating

home-based palliative care services were identified for a

period of 15 months and analysed (Table 1). Clients

living alone with no caregiver and who were receiving
palliative care services comprised 7�12% of total clients

receiving palliative care services in the three participating

services. The analysis of services’ records of clients living

alone with no caregiver and receiving palliative care

services revealed similarities in the profile in terms of

gender, marital status and age at death, and differences in
terms of the extent of service utilisation and support

services provided (Table 1). A percentage range is

provided rather than an average due to the diverse

differences in the context and practices of the three

services. The three most frequent categories of diagnosis

were gastro-intestinal cancer (mainly colorectal), respira-

tory cancer (mainly lung), and genitourinary cancer

(mainly prostate).

Profile of clients without a caregiver compared to those

with a caregiver

The two groups were similar in gender distribution and

mean age at death (Table 2). There were significant

differences between the two groups with respect to the
place of death. Compared to clients with a caregiver,

fewer clients with no caregiver died at home (35 versus

57%, P�/0.0001) and more died in a hospice (40 versus

20%, P�/0.00001, twice as many) or a tertiary hospital

(11 versus 4%, P�/0.0116, 2.5 times as many) (Figure 1).

Service utilisation. Compared to clients with a care-

giver, clients with no caregiver tended to stay in the
service longer (median 70 versus 50 days, P�/0.079).

However, the group with caregiver seemed to have

required twice as many visits (median 49 versus 25

days, P�/0.0001). A higher proportion of clients with

no caregiver were admitted to hospital (71 versus 57%,

P�/0.0036) with a slightly longer stay, but not signifi-

cantly longer.

Support services. Clients with no caregiver needed

considerably more assistance with hygiene (24 versus

4%, P�/0.00001), more home help (27 versus 19%, P�/

0.0086), and more liaison with other health professionals

(27 versus 19%, P�/0.0425). However, clients with a

caregiver required more equipment (63 versus 38%, P�/

0.00001), more oxygen (15 versus 5%, P�/0.0007), and

counselling (7 versus 2%, P�/0.0069).

Feedback from service providers

Telephone interviews were conducted with nine health

professionals, three from each participating service. Four

main themes emerged from these interviews: care

challenges, differences in care provision, appropriate
approaches to care, and essentials for an effective service.

These themes informed the wider survey that was sent to

90 health professionals in the three states. Participants in

the survey were asked to estimate the time they spent in

providing nursing care and other support (a list of nine

support tasks, such as emotional, financial, social,

transportation, medications, housekeeping, mobility,

daily living and symptom control) to clients without a

Table 1 Profile of clients without a caregiver in three
Australian community-based services

Characteristics of clients Percentage range

Total clients receiving palliative care 7.3�11.8
Male 38.9�45.8
Never married/divorced/separated/widowed 81.8�88.3
Non-English speaking background 6.4�18.6
Mean age at death (years) 72.3�74.4

Service utilisation
Home death 10.2�35.1
Hospital death 21.2�67.1
Hospitalised during service 19.4�72.6
Median LOS in service (days) 69.5�246.0
Median visits per client 22.0�41.5
Median hours of service/client 12.0�42.5

Support services provided
Hygiene assistance 19.9�56.4
Equipment 10.8�34.3
Home help or domiciliary care 29.2�45.2
Medication review 3.2�60.2
Counselling 2.1�59.2
Liaison with health professionals 5.3�67.5
Education 29.7�69.1
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caregiver compared to those with a caregiver. They were

then asked to prioritise, from a list of 13 items, elements

of support that would improve the quality of care for

their clients.

The response rate of health professionals to the postal

survey was 52%. The median years of work experience

was 8.8 years (range: 1�50). The majority of respondents

worked in community-based services (78%), 9% worked

in hospital-based services, and 13% in both settings.

More than 60% of health professionals who responded

to the postal survey reported spending at least 15�
30 minutes of additional time per visit providing the

following support for clients without a caregiver: symp-

tom control, medications, mobility, transport and social

Table 2 Comparison of profile of home alone clients with no caregiver and those with caregiver referred to palliative care in
Service A

Demographic Clients with no caregiver (n�/180) Clients with caregiver (n�/156)

No. % No. %

Gender n�/180 n�/156
Male 85 47.2 74 47.4
Female 95 52.8 82 52.6

Country of birth
Australia 98 55.4 82 52.9
Non-English speaking background 31 16.6 31 19.9
English speaking 51 28.0 43 27.6

Age at death
Mean 74.7 73.9
SD 10.9 13.5

Place of death n�/142 n�/139
Home 50 35.2 79 56.8
Hospice 57 40.1 28 20.1
Tertiary hospital 15 10.6 5 3.6
Other hospital 17 12.0 22 15.8
Other location (nursing home) 1 0.7 5 3.6
Unknown 2 1.4 � �

Service utilisation Median Range Median Range
Median LOS (days) 69.5 1�897 49.5 1�532
Median visits per client 24.5 1�346 49 1�535
Median hours of service/client 13.5 1�214 16.5 1�296
No. and percent hospitalised n�/128 %�/71.1 n�/89 %�/57.1
Median No. of hospitalisations 1 1�8 1 1�7
Median hospitalisation days 18 1�178 15 2�123
Hygiene assistance 43 23.9 6 3.8
Provide volunteer support 25 13.9 � Not available
Provide equipment 68 37.8 98 62.8
Review medication 101 56.1 � Not available
Counselling 3 1.67 11 7.1
Education (medication, mobility, nutrition, symptom management) 63 35.0 � Not available
Provide hospice doctor 94 52.2 � Not available
Provide chaplain 3 1.7 � Not available
Liaise with other health professionals 49 27.2 � Not available
Referral to aboriginal home worker 0 0.0 � Not available
Home help 55 27.2 30 19.2
Oxygen provision 9 5.0 24 15.4
Other services (respite, alarm link, Centrelink, Physio) 6 12.8 4 2.5
Unknown 23 16.1 49 31.4

Type of diagnosis n�/160 n�/156
Gastro-intestinal cancer 54 33.8 42 26.9
Respiratory cancer 44 27.5 40 25.6
Genitourinary cancer 24 15.0 21 13.4
Skin cancer 8 5.0 10 6.4
Haematological cancer 8 5.0 2 1.4
Breast cancer 7 4.4 10 6.4
Other cancer 10 6.2 19 12.2
Non-cancer diagnosis 5 3.1 12 7.7

Multiple responses, therefore, percentages do not add up to 100.
The difference between the grand total of records and the totals for individual variables is due to missing data. The records
obtained for clients with caregivers were on an Excel spreadsheet and, therefore, less data was available compared to data
collected on audit forms for clients with no caregivers, where extra information was sourced from clients’ hard files.
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support. Also, at least a quarter of respondents reported

spending 1 hour or more of additional time per visit on

activities of daily living (43%), symptom control, house-

keeping and emotional support (25%) (Figure 2). On a

scale of 1 (very dissatisfied) to 10 (very satisfied), the

overall satisfaction median for the level of care they were

able to provide for this group of clients was 5.0. Reasons

put forward for this average satisfaction ranking were

mainly due to limited resources and funding, such as

levels of staffing, lack of availability of a social worker,

lack of housekeeping support, lack of volunteers, and

concerns over safety of clients.

The services considered to be of highest priority by the

majority of service providers that responded to the postal

survey were:

. Provision of a 24-hour palliative care service, which

includes:

k Provision of a night sitting service

k Provision of an after-hours support service

k Pool of volunteers and paid caregivers

. Funded palliative care packages (similar to aged

care packages1);

. Financial support packages for in-house respite (avail-

ability of short term, intermittent home care assistance

to avoid the need for hospital admission);
. Funded alert link systems (or emergency call systems).

Discussion

Differences in the type and extent of support between the

three services were related to the different structure of the

three organisations. Service A has a multidisciplinary

team of health professionals, including hospice general

practitioners, while the other two services are nursing,

but have the backup of specialist interdisciplinary

palliative care teams in the community. While home

help is provided by Service A, this service is provided in

the other two organisations under a separate agency

called Domiciliary Care. Service A covers the whole of

the metropolitan area in WA and no other community-

based or other outreach palliative care services are

involved with clients. In contrast, palliative care services

in different geographical locations of the city were

involved in Service B clients. These services are attached

to the main tertiary hospitals in the city, but also provide

outreach services to the community.

The analysis of services’ records confirmed previous

reports:4,7,12,16,17that people living alone without a care-

giver with a terminal illness have more hospital admis-

sions and are less likely to die at home than those who

have a caregiver. However, the group with a caregiver

appears to have required twice as many visits and slightly

more hours of service from Service A than the group with

no caregiver. It could be that caregivers more actively

requested support, resulting in more visits to the group

with caregivers. Also, there would be an anticipated

increase in visits and hours to care for someone who dies

at home, as would be the case for those with a caregiver.

However, the national survey reported that service

providers are spending additional time per visit providing

support tasks to those with no caregivers, mainly in daily

living, symptom control, housekeeping and emotional

support.

In terms of support services provided (from services’

records), clients with no caregiver needed considerably

more assistance with hygiene, more home help, and

management of their care required more liaisons with

other health professionals. Clients with a caregiver

required more equipment, more oxygen and more

counselling. More people with caregivers tended to be

at home towards the end stage of their illness, possibly

necessitating greater needs for oxygen for the client, and

more equipment to help caregivers provide support for

lifting and other daily living tasks. Most of the equipment

is usually provided for safety reasons to assist the paid

and unpaid caregivers; therefore, individuals without a
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1 Aged care packages are individually planned and co-
ordinated packages of care tailored to help older Australians
remain living in their own homes. The types of services that may
be provided as part of a package include: personal care, social
support, transport to appointments, home help, meal prepara-
tion and gardening.
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caregiver would not require the same equipment. More

counselling was given to the caregiver group possibly

because two people require counselling, the client and the
caregiver. Services need to anticipate these differences

and the requirements for support that may be needed.

It is worth acknowledging the significant support that

community-based organisations are also providing to

caregivers. The increased number of support visits and

oxygen provision (for example) are about supporting

anxious caregivers as much as the clients. Palliative care

clearly targets the patient and the caregiver as the unit of
care and, therefore, services have two clients in such

circumstances. By consequence, the length of visits

provided is related to direct support for caregivers in

their role. Likewise, the use of equipment especially

oxygen, may be driven by caregivers saying ‘I want to

be able to do something if my care recipient gets

breathless’. Addington-Hall and Altmann,19 reported

that those living alone were less likely to receive commu-
nity specialist palliative care compared to clients who had

a caregiver, thus suggesting that if you have a caregiver,

you are more likely to reach out for services.

The groups of clients included in the analysis of

records are those referred to services in the first place

and, thus, there is no information on those who declined

services or who were never referred. In addition, client

groups in this study are not representative of people who
have non-cancer as their life-limiting illness.

Although the report highlights that people need access

to support around the clock, a 24-hour palliative care

service does not necessarily mean only a clinical service.

A distinction needs to be made between the provision of

specialist palliative care and simply the availability of a

caregiver/care assistant in the house as a patient’s

condition deteriorates.
The proportion of home deaths in the three services is

comparable to the state levels reported in the Palliative

Care Australia National Census:20 52% in Queensland,

17.2% in South Australia, and 45.1% Western Australia.

It is assumed that home death is the ‘gold standard’;

however; rather than dying at home being such a

predominant theme, it could be characterised as place

of predominant care being at home.17 This is an
important distinction for planning services.

Conclusion

This study explored the issues of palliative care patients

living alone, from a service provider perspective, and

provided evidence-based information to assist with

service planning for this growing population. The find-

ings from the analysis of services’ records and the

comments of health professionals demonstrate that there

are aspects of being on one’s own with a terminal illness

and living at home that require a specialised approach

and support. Adequate services to this particular group

will lead to more care being able to be delivered at home,
a better quality of life, a capacity to die at home and a

reduction in hospitalisations. The study made recom-

mendations to the Australian Department of Health and

Ageing about services considered important in develop-

ing support structures for this growing population. These

recommendations included: the provision of a 24-hour

palliative care service (a night sitting service, an after

hours support service, and a pool of volunteers and paid
caregivers), funded palliative care packages, support

packages for in-house respite, and funded alert link

systems.

Acknowledgements

The authors gratefully acknowledge the Australian

Government Department of Health and Ageing, Pallia-
tive Care Section, for initiating and commissioning this

study. Special thanks to reference group members for

their guidance in this study: Stephen Carmody, Stacey

Hassall, Cathy Bennett, Glenda Wadsley, Beverley

Shannon and Dr Ruth McConigley. Many thanks to

Dr David Wall and Lori Skinner for undertaking the

interviews, to Joanne Lister for her careful data collec-

tion, and to Rebecca Osseiran-Moisson for her tireless
attention to data entry and analysis details. Last but not

least, many thanks to the clients and service providers for

their valuable contribution in responding to interviews

and surveys.

References

1 National Centre for Social and Economic Modelling.
Who’s going to care? Informal care and an ageing
population: report prepared for carers Australia . Univer-
sity of Canberra, 2004.

2 Skett K, Clark R, Skinner L, Smith J, Oldham L. Living
and dying at home alone. Silver Chain Hospice Care
2004. Unpublished report.

3 Hinton J. Which patients with terminal cancer are
admitted from home care? Palliat Med 1994; 8: 197�210.

4 De Conno F, Caraceni A, Groff L, Ventafridda V,
Brunelli C, Donati I, et al . Effect of home care on the
place of death of advanced. Eur J Cancer 1996; 32A(7):
1142�47.

5 Van den Eynden B, Hermann I, Schrijvers D, Van Royen
P, Maes R, Vermeulen L, et al . Factors determining the
place of palliative care and death of cancer patients. Am
J Hospice Palliat Care 2000; 8: 59�64.

6 Grundy E, Mayer D, Young H, Sloggett. Living ar-
rangements and place of death of older people with
cancer in England and Wales: a record linkage study. Br
J Cancer 2004; 91: 907�12.

Terminally-ill people living alone without a caregiver 33

 at Queensland University of Tech on July 25, 2010pmj.sagepub.comDownloaded from 

http://pmj.sagepub.com/


7 Gyllenhammar E, Thoren-Todoulos E, Strang P, Strom

G, Eriksson E, Kinch M. Predictive factors for home

deaths among cancer patients in Swedish palliative home

care. Support Care Cancer 2003; 11: 560�67.
8 Higginson IJ, Astin P, Dolan S. Where do cancer patients

die? Ten-year trends in the place of death of cancer

patients in England. Palliat Med 1998; 12: 353�63.
9 Jordhoy MS, Fayers P, Saltnes T, Ahlner-Elmqvist M,

Jannert M, Kaasa S. A palliative care intervention and

death at home: a cluster randomised trial. Lancet 2000;

356(9233): 888�93.
10 Karlsen S, Addington-Hall J. How do cancer patients

who die at home differ from those who die elsewhere?

Palliat Med 1998; 12(4): 279�86.
11 Grande GE, Addington-Hall J, Todd CJ. Place of death

and access to home care services: are certain patient

groups at a disadvantage? Soc Sci Med 1998; 47(5): 565�
79.

12 Brazil K, Bedard M, Willison K. Factors associated with

home death for individuals who receive home support

services: a retrospective cohort study. BMC Palliat Care

2002; 1(1): 2�8.

13 Cantwell P, Turco S, Brenneis C, Hanson J, Neumann

CM, Bruera E. Predictors of home death in pallia-

tive care cancer patients. J Palliat Care 2000; 16(2): 23�
28.

14 Bradshaw PJ. Characteristics of clients referred to home,
hospice and hospital palliative care services in Western
Australia. Palliat Med 1993; 7: 101�107.

15 Brockbank J. What relevance do community hospital
beds have for palliative care patients? Eur J Palliat Care
2002; 9(4): 164�66.

16 Hayley DC, Muir JC, Stocking C, Hougham G, Sachs
GA. Not ready for hospice: characteristics of patients in
pre-hospice program. Am J Hospice Palliat Care 2001;
18(6): 377�82.

17 Tiernan E, Connor MO, Kearney PM, O’Siorain L.
Prospective study of preferred versus actual place
of death among patients referred to a palliative
care home-care service. Ir Med J 2002; 95(8). Available
at http://www.imj.ei//Issue_detail.aspx?issueid�/t&pid�/

94&type�/Papers
18 Higginson IJ, Jarman B, Astin P, Dolan S. Do social

factors affect where patients die: an analysis of 10 years
of cancer deaths in England. J Public Health Med 1999;
21(1): 22�28.

19 Addington-Hall J, Altmann D. Which terminally ill
cancer patients in the United Kingdom receive care
from community specialist palliative care nurses? J Adv
Nurs 2000; 32(4): 799�806.

20 Palliative Care Australia. State of the nation 1998: report
of the national census of palliative care services for 1998 .
Yarralumla, 1999.

34 S Aoun et al.

 at Queensland University of Tech on July 25, 2010pmj.sagepub.comDownloaded from 

http://pmj.sagepub.com/

