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ABSTRACT

Background: Caregiver satisfaction and experience surveys help health professionals to
understand, measure, and improve the quality of care provided for patients and their families.

Objective: Our aim was to explore caregiver perceptions of the care received from Australian
specialist palliative care services.

Method: Caregivers of patients receiving palliative care in services registered with Australia’s
Palliative Care Outcomes Collaboration were invited to participate in a caregiver survey. The
survey included the FAMCARE–2 and four items from the Ongoing Needs Identification:
Caregiver Profile questionnaire.

Results: Surveys were completed by 1,592 caregivers from 49 services. Most respondents
reported high satisfaction and positive experiences. Caregivers receiving care from community-
based palliative care teams were less satisfied with the management of physical symptoms and
comfort (odds ratio [OR] ¼ 0.29; 95% confidence interval [CI95%] ¼ 0.14, 0.59), with patient
psychological care (OR ¼ 0.56; CI95% ¼ 0.32, 0.98), and with family support (OR ¼ 0.52; CI95% ¼
0.35, 0.77) than caregivers of patients in an inpatient setting. If aged over 60 years, caregivers
were less likely to have their information needs met regarding available support services (OR ¼
0.98; CI95% ¼ 0.97, 0.98) and carer payments (OR ¼ 0.99; CI95% ¼ 0.98, 1.00). Also, caregivers
were less likely to receive adequate information about carer payments if located in an outer
regional area (OR ¼ 0.41; CI95% ¼ 0.25, 0.64). With practical training, caregivers receiving care
from community services reported inadequate information provision to support them in caring
for patients (OR ¼ 0.60; CI95% ¼ 0.45, 0.81).

Significance of Results: While our study identified caregivers as having positive and
satisfactory experiences across all domains of care, there is room for improvement in the delivery
of palliative care across symptom management, as well as patient and caregiver support,
especially in community settings. Caregiver surveys can facilitate the identification and
evaluation of both patients’ and caregivers’ experiences, satisfaction, distress, and unmet needs.
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INTRODUCTION

Caregiver satisfaction and experience are accepted
measures of healthcare quality (Carter et al., 2011;
Roza et al., 2015). It is not uncommon for surveys to
contain both satisfaction and experience questions
(Australian Commission on Safety and Quality in
Healthcare, 2012). Questions related to experience
seek objective information about what care was pro-
vided, whereas questions regarding satisfaction pur-
sue subjective responses.

Measuring caregiver perceptions of care through
satisfaction and experience surveys assists health
professionals in understanding the burden and im-
pact of a patient’s illness on the caregiver as well as
improving the care provided and guiding service
planning (Abernethy et al., 2008; Medigovich et al.,
1999). The caregiver role can bring many rewards;
however, it does not insulate the person providing
care from the effects of the patient’s illness or death
(Kristjanson & Aoun, 2004). The caregiver has a par-
adoxical role—that of care provider (caregivers are
often responsible for the medical and nonmedical
care and support of the patient in the absence of a
health professional) and care recipient (often need-
ing support themselves as they prepare for the loss
of a loved one) (Kristjanson & Aoun, 2004). From
the caregiver’s perspective, the role can result in
compromised psychological health, impaired physi-
cal health, financial pressure, and social stress (Aber-
nethy et al., 2008; Girgis et al., 2013). Caregivers
often have health needs of their own that require at-
tention and management (Currow, 2015). The impact
of the role can last long after the patient’s death and
may contribute to a shortened lifespan for the care-
giver (Abernethy et al., 2008; Teno, 2002).

Specialist palliative care (SPC) is delivered in Aus-
tralia by a multidisciplinary team with recognized pal-
liative care qualifications or expertise. Specialist
palliative care teams mostly include doctors, nurses,
social workers, counselors, and pastoral care workers
(Australian Institute of Health and Welfare [AIHW],
2014). Palliative care is provided in the context of finite
health resources to an ageing population, with many
care recipients requesting to die in their own homes
(AIHW, 2014). With growing pressure on SPC services,
health professionals, and families to support patients’
end-of-life wishes, more families are proactively in-
volved in the end-of-life care of their loved ones and in-
creasingly accepting of the caregiver role (Carter et al.,
2011; Kristjanson & Aoun, 2004). To date, there is lit-
tle published research on caregiver satisfaction and
experience with the care and support provided to
them and their loved one in an Australian context.

Assessment of caregiver satisfaction and experi-
ence with care is still relatively new in palliative

care. This is related to the evolution of palliative
care into an established clinical discipline in recent
decades (Adams, 2005; Brazil et al., 2014). It is also
due to the complexity of the role and recognition of
caregivers alongside the patient as a care recipient.
In palliative care, the caregiver is incorporated into
the unit of care. (Kristjanson & Aoun, 2004; Hudson
et al., 2011). The World Health Organization recog-
nizes the complexity of the caregiver role and how
challenging meeting caregiver needs can be for
health professionals (International Palliative Care
Family Carer Research Collaboration, 2016).

Assessing caregivers’ perceptions of care is one
way that health professionals can gain insight into
how caregivers’ needs are being met (Ringdal et al.,
2003). Key to assessment is an understanding of
the factors that are often associated with caregiver
satisfaction and a positive care experience. At pre-
sent, there is little consensus as to what these factors
are (Ringdal et al., 2002). However, a variety of do-
mains have been identified as important to caregiv-
ers. Broadly, these include provision of information,
communication, practical support, and emotional
support (Dy et al., 2008; Grunfeld et al., 2008).

Some valid and reliable survey instruments have
been developed to measure these domains of care-
giver satisfaction and experience (Grunfeld et al.,
2008; Kristjanson, 1993); however, none assess all
domains. Additionally, there are few survey instru-
ments validated in the broad range of palliative
care settings or across geographical regions (Aberne-
thy et al., 2008; AIHW, 2014; Dy et al., 2008).

The aim of our paper is to describe caregivers’ per-
ceptions of the care that they and their patients re-
ceived from Australian SPC services and to
examine the association between sociodemographic
factors (age, gender, geographic location, and service
model) and level of satisfaction with and positivity
about the experience, as measured with the FAM-
CARE–2 and the Ongoing Needs Identification:
Caregiver Profile (ONI–CP) questionnaires, respec-
tively.

METHODS

Study Design

Our study was a national cross-sectional survey of
caregivers of patients diagnosed with a life-limiting
illness and receiving care from Australian SPC ser-
vices enrolled in the Palliative Care Outcomes Col-
laboration (PCOC) between 2008 and 2011.

Approximately 85% of SPC services in Australia
participate in PCOC (n ¼ 115), a quality-improve-
ment program funded by the Australian Government
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(Palliative Care Outcomes Collaboration, 2015; Pidg-
eon et al., 2015). The services in this program employ
a suite of five standardized clinical assessment tools
and follow a quality-improvement framework to as-
sess and benchmark patient outcomes. More details
on PCOC can be found at their website: http://
www.pcoc.org.au/.

Services participating in PCOC were invited to
take part in our caregiver survey, which was con-
ducted over a period of one to two months each study
year between 2008 and 2011, depending on the size of
the service. During the study months, caregivers
were approached by one of the members of their pa-
tient’s care team and invited to complete the ques-
tionnaire. Upon completion of each study year,
service-specific feedback was provided to the staff at
each site to support local quality-improvement initia-
tives.

For the purposes of the current paper, the term
“caregiver” refers to the primary person other than
professional palliative care team members on whom
the patient relies, partly or completely, for the sup-
port and management of the patient’s physical, so-
cial, financial, medical, psychological, and
emotional needs and distress (Kristjanson & Aoun,
2004).

Ethics Approval

Ethics approval was received from the University of
Wollongong Human Research Ethics Committee
(HREC) (reference no. HE06/045). Some services
also approached their local HREC for approval as
per organizational policy. Our survey also fulfills
the relevant quality-assurance criteria (Australian
Health Ethics Committee, 2003).

Sample

Palliative care services registered in the PCOC pro-
gram were invited to participate each year from
2008 to 2011. This convenience sample from across
Australia included inpatient and community-care
settings. To participate, service executive approval
was required, as well as an agreement to complete
a minimum of 20 questionnaires. Caregiver partici-
pation was voluntary. Written information was pro-
vided to caregivers, and inclusion followed verbal
consent. Consent was implied when the completed
questionnaire was returned.

Survey Instrument

To capture a holistic picture of caregiver perception of
care and to cover the domains identified as important
to caregivers, our questionnaire combined the FAM-
CARE–2 Scale (Aoun et al., 2010) and the four “care-

giver support” items from the ONI–CP tool (Centre
for Health Service Development, 2014).

The FAMCARE Scale measures caregiver satisfac-
tion with the healthcare provided to the patient and
family from the point of view of the caregivers (Ring-
dal et al., 2002). The scale includes four domains
(“management of physical symptoms and comfort,”
“provision of information,” “family support,” and “pa-
tient psychological care”), with 17 items measured on
a 5-point Likert-type scale (1 ¼ very satisfied to 5 ¼
very dissatisfied) (Aoun et al., 2010). Questionnaire
item responses were totaled, with a potential final
score ranging from of 17 to 85. The “not applicable”
option, available for each item, was recoded as miss-
ing for our study. The reliability and validity of the
FAMCARE–2 has been tested in Australian pallia-
tive care services, and in both inpatient and commu-
nity settings (Aoun et al., 2010).

The ONI–CP is employed in Australia by several
state health departments to support community
health providers to assess the needs of carers, and
to assess their eligibility to receive social support
(Eagar & Owen, 2002). Four questions from the
ONI–CP are related to help with practical tasks
and training, and whether or not information was
provided on support services and carer payments
(Eagar & Owen, 2002). These items measure the
caregiver’s experience of care rather than their satis-
faction with it. Each item was measured on a 4-point
Likert-type scale: (1) yes, all the information or help
needed was provided; (2) yes, but not enough; (3) I ha-
ven’t needed any help; and (4) no, no assistance or in-
formation was offered or provided (Eagar & Owen,
2002).

Demographic data about the caregiver (such as
date of birth, sex, and ethnicity) were collected on
the survey. Furthermore, information about the char-
acteristics of participating services was also col-
lected. Setting of care was recorded on the
questionnaire by the service and, if missing, was clas-
sified by the research team using PCOC data. The
geographical location of services was classified by
the researchers as: major city; inner regional; outer
regional; remote; and very remote, according to the
Australian Statistical Geography Standard Remote-
ness Structure of 2006 (Australian Government,
Australian Bureau of Statistics, 2011).

Procedure

Caregivers of patients receiving care who agreed to
participate were provided with a cover letter along
with participation instructions and the question-
naire. The survey was administered at least three
days after admission to the service. Once completed,
the questionnaire was returned to the palliative care
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service to inform their own care planning for the pa-
tient and meet with quality-assurance standards. Af-
ter such consideration, each service deidentified the
completed surveys and then forwarded them to
PCOC for further analysis.

Palliative care services that provided at least 20
completed surveys in each round of the survey re-
ceived a report summarizing the carer responses to
each survey item. Pooled responses to each item
were included alongside the service results to allow
for comparisons. Responses to the free text fields ask-
ing carers to comment on their experiences were also
synthesized and summarized for each service. Fol-
lowing this activity, the data were further analyzed
to inform palliative care practice on a national level.

Analyses

Descriptive analyses were utilized in order to examine
the services and caregiver characteristics and the
FAMCARE–2 and ONI–CP items. Means and stan-
dard deviations were used to describe continuous var-
iables (age) and frequencies to describe categorical
variables (sex, service type, geographical location).

The FAMCARE–2 items were grouped into four
domains (Aoun et al., 2010). Domain means were cal-
culated as a mean of all the items within each do-
main. Univariate nonparametric tests were
employed to explore differences between the FAM-
CARE–2 domains for age (�/. 60 years), sex
(Mann–Whitney U test), geographical region, and
service model variables (Kruskall–Wallis test), and
between the ONI–CP items and independent vari-
ables (Pearson’s chi-squared test). Type I errors
were limited by using a level of significance of p ,

0.001 (Bonferroni-adjusted for multiple compari-
sons, i.e., a of 0.05 divided by 16 tests ¼ 0.003125,
which was rounded to p ¼ 0.001).

We conducted multivariate logistic regressions in
order to identify sociodemographic and service vari-
ables independently associated with levels of satis-
faction and positive experiences. Domain outcomes
were dichotomized (very satisfied/satisfied with all
items in each domain) versus other responses. For
analyses of the ONI–CP items, responses were coded
in binary fashion: yes (all the help/information was
given if needed) versus no (the information and
help provided was not adequate). A backwards step-
wise approach was employed, with all sociodemo-
graphic/service variables included initially (i.e.,
age, sex, geographical location, and service model).
Items were eliminated when no significant associa-
tion was found at a level of p � 0.001.

Missing data were managed by excluding cases
with more than 80% of responses absent across the
two instruments. This resulted in 26 cases being re-

moved prior to the analyses. A missing data analysis
demonstrated no difference in sociodemographic var-
iables for cases removed when compared to the study
population. Missing responses for individual items in
the remaining cohort ranged from 0.6 to 5% (range of
n ¼ 9–79).

Analyses were conducted using SPSS (v. 18 and 22)
(SPSS Inc., Chicago, Illinois, USA) and Stata (v. 12)
(StataCorp, Collage Station, Texas, USA) software.

RESULTS

Surveys were completed for 1,592 caregivers. Most of
the caregivers were female (68%) and had an average
age of 61 years (SD ¼ 13.6; range ¼ 17–100 years)
(Table 1). Most were from major Australian cities
(61%), with 21% from outer regional Australia and
18% from inner regional Australia. Some 42% of ser-
vices provided care in a community setting, 38% in an
inpatient setting of care, and a further 25% did not
specify the setting of care.

In comparison to SPC services participating in
PCOC, for services in an inpatient setting, geograph-
ical location was represented similarly, with the ex-
ception of outer regional services, where none
participated in our survey. For community settings
of care, proportionally, this survey had a greater rep-
resentation of PCOC SPC services providing care in
an inner regional location (Table 2).

Results of the FAMCARE–2 Satisfaction
Questions

The majority of caregivers were very satisfied with all
FAMCARE–2 items (x ¼ 4.5; SD ¼ 0.6) except for

Table 1. Demographic information

Characteristic Mean (SD)

Age 61.8 (13.6)
Sex n (%)

Male 497 (31.2)
Female 1058 (66.4)
Missing 37 (2.4)

Geographic region of palliative care service*
Major cities 964 (60.6)
Inner regional 285 (17.9)
Outer regional 341 (21.4)
Unknown 2 (0.1)

Setting of care
Inpatient 520 (32.7)
Community 671 (42.1)
Not specified 401 (25.2)

* Using the Australian Statistical Geography Standard
Remoteness Structure, 2006.
Percentages may not add up exactly to 100% due to
rounding. SD ¼ standard deviation.
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“information given about side effects of treatment,”
where 42% were very satisfied and 45% were satisfied
(x ¼ 4.2; SD ¼ 1.1) (Table 3). In relation to specific
FAMCARE–2 items, caregivers were most satisfied
with “the way in which the care team respects the pa-
tient’s dignity” (x ¼ 4.8; SD ¼ 0.6); “the way in which
the patient’s physical needs for comfort are met” (x ¼
4.6; SD ¼ 0.9); and the “palliative care team’s atten-
tion to the patient’s description of symptoms” (x ¼
4.6; SD ¼ 0.9).

In relation to the FAMCARE–2 domains, caregiv-
ers were most satisfied with the domains of “patient
psychological care” (x ¼ 4.6; SD ¼ 0.5) and “manage-
ment of physical symptoms and comfort” (x ¼ 4.5;
SD ¼ 0.5); and least satisfied (equally) with the do-
mains of “family support” (x ¼ 4.4; SD ¼ 0.6) and
“provision of information” (x ¼ 4.4; SD ¼ 0.7).

Sociodemographic Factors Independently
Associated with Caregiver Satisfaction (by
FAMCARE–2 Domains)

Caregivers older than 60 years were more satisfied
with the “management of physical symptoms and
comfort” domain (z ¼ –2.098; p ¼ 0.036) and the “pro-
vision of information” domain (z ¼ –2.384; p ¼ 0.017)
than caregivers aged � 60. Caregivers from inner-re-
gional Australia were more satisfied with the “man-
agement of physical symptoms and comfort” domain
(x2 ¼ 13.268; p ¼ 0.001), the “family support” domain
(x2 ¼ 10.473; p ¼ 0.005), and the “patient psychologi-
cal care” domain (x2 ¼ 8.113; p ¼ 0.017) than caregiv-
ers from other geographical regions. Caregivers from
inpatient units were more satisfied with the “manage-

ment of physical symptoms and comfort” domain (x2 ¼

10.701; p ¼ 0.013) and the “family support” domain
(x2 ¼ 21.257, p , 0.001) than caregivers receiving
care in community settings. However, after Bonfer-
roni adjustment for multiple comparisons, the only
statistically significant association was found in care-
givers from inpatient units being more satisfied with
the “family support” domain than their community-
based counterparts (x2 ¼ 21.257; p , 0.001).

Using logistic regression (Table 4) for the domain
“management of physical symptoms and comfort,”
caregivers of patients being cared for by commu-
nity-based palliative care teams were 71% less likely
to be satisfied with the “management of physical
symptoms and comfort” when compared to inpatients
(odds ratio [OR] ¼ 0.29; 95% confidence interval
[CI95%] ¼ 0.14, 0.59; p ¼ 0.001). Caregivers of pa-
tients being cared for by community-based palliative
care teams were 48% less likely to be satisfied with
“family support” when compared to inpatient set-
tings (OR ¼ 0.52; CI95% ¼ 0.35, 0.77; p ¼ 0.001). Sim-
ilarly, caregivers from community-based palliative
care services were 44% less likely to be satisfied
with “patient psychological care” when compared to
inpatient settings (OR ¼ 0.56; CI95% ¼ 0.32, 0.98;
p ¼ 0.043). Geographical location was not associated
with level of satisfaction in any of the FAMCARE–2
domains.

Results of the ONI–CP Experience
Questions

The majority of caregivers reported that they received
sufficient “information about support services” (61%)

Table 2. Characteristics of the services that participated in the survey between 2008 and 2011 compared to all
Palliative Care Outcomes Collaboration (PCOC) services that received a report for July–December 2011

Inpatient Community

Setting of
care not
specified Total

Services included in the study n (%) n (%) n (%) n (%)

Geographical location of service
Major cities 14 (78) 6 (32) 5 (37) 25 (51)
Inner regional 4 (22) 8 (42) 2 (18) 14 (29)
Outer regional 0 (0) 5 (26) 4 (36) 9 (18)
Across locations 0 (0) 0 (0) 1 (9) 1 (2)

Total: 18 (100) 19 (100) 12 (100) 49 (100)
All PCOC services July–December 2011
Geographical location of service

Major cities 38 (70) 8 (35) 14 (56) 60 (58)
Inner regional 14 (26) 6 (26) 9 (36) 29 (28)
Outer regional 2 (4) 8 (35) 2 (8) 12 (12)
Remote 0 (0) 1 (4) 0 (0) 1 (1)
Total 54 (53) 23 (22) 25 (24) 102 (100)

Totals may not exactly equal 100% due to rounding. SD ¼ standard deviation.
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Table 3. Level of caregiver satisfaction with care measured by FAMCARE–2 domains and by individual items

Item Subscale (n ¼ no. of responses)
Very satisfied,

n (%)
Satisfied,

n (%)
Neither,

n (%)
Dissatisfied,

n (%)
Very dissatisfied,

n (%) Mean SD

Management of physical symptoms and comfort 4.5 0.5
1 The patient’s comfort (n ¼ 1554) 883 (57) 582 (37) 60 (4) 21 (1) 8 (0.5) 4.5 0.8
6 Speed with which symptoms are treated (n ¼ 1493) 803 (54) 584 (39) 70 (5) 33 (2) 3 (0.2) 4.4 1.0
7 Palliative care team’s attention to the patient’s description of

symptoms (n ¼ 1521)
931 (61) 520 (34) 59 (4) 8 (0.5) 3 (0.2) 4.6 0.9

8 The way in which the patient’s physical needs for comfort are
met (n ¼ 1517)

956 (63) 490 (32) 55 (4) 14 (1) 2 (0.1) 4.6 0.9

12 The doctor’s attention to the patient’s symptoms (n ¼ 1527) 936 (61) 492 (32) 74 (5) 15 (1) 10 (0.7) 4.5 0.9
Provision of information 4.4 0.7
2 The way in which the patient’s condition and likely progress

have been explained by the care team (n ¼ 1547)
825 (53) 585 (38) 91 (6) 40 (3) 6 (0.4) 4.4 0.9

3 Information given about side effects of treatment (n ¼ 1442) 598 (42) 647 (45) 152 (10) 38 (3) 7 (0.5) 4.2 1.1
5 Meetings with the care team to discuss the patient’s condition

and plan of care (n ¼ 1447)
816 (55) 504 (34) 120 (8) 31 (2) 6 (0.4) 4.4 1.1

14 Information given about how to manage the patient’s symptoms
(e.g., pain, constipation) (n ¼ 1458)

757 (52) 562 (38) 112 (8) 23 (2) 4 (0.3) 4.4 1.1

Family support 4.4 0.6
9 Availability of the care team to the family (n ¼ 1520) 899 (59) 506 (33) 93 (6) 19 (1) 3 (0.2) 4.5 0.9
10 Emotional support provided to family members by the care team

(n ¼ 1394)
719 (52) 504 (36) 147 (10) 21 (2) 3 (0.2) 4.4 1.2

11 The practical assistance provided by the care team (e.g.,
bathing, home care, respite) (n ¼ 1165)

640 (55) 420 (36) 94 (8) 5 (0.4) 6 (0.5) 4.4 1.6

13 The way the family is included in treatment and care decisions
(n ¼ 1441)

775 (54) 535 (37) 102 (7) 24 (2) 5 (0.3) 4.4 1.1

Patient psychological care 4.6 0.5
4 The way in which the care team respects the patient’s dignity

(n ¼ 1569)
1217 (78) 325 (21) 19 (1) 5 (0.3) 3 (0.2) 4.8 0.6

15 How effectively the care team manages the patient’s symptoms
(n ¼ 1495)

846 (57) 572 (38) 63 (4) 12 (0.9) 2 (0.1) 4.5 0.9

16 The palliative care team’s response to changes in the patient’s
care needs (n ¼ 1462)

848 (58) 527 (36) 71 (5) 12 (0.8) 4 (0.3) 4.5 1.0

17 Emotional support provided to the patient by the care team
(n ¼ 1457)

845 (58) 491 (34) 97 (7) 20 (1) 4 (0.3) 4.5 1.1

Totals may not exactly equal 100% due to rounding. Maximum possible mean score ¼ 5. Results exclude response “not relevant to me.” SD ¼ standard deviation.
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and “information about carer payments” (53%). How-
ever, only 48% reported receiving sufficient “help with
practical tasks” (Table 5). Some 24% of caregivers
were given sufficient “practical training,” but 28%

reported that they were not given the “practical train-
ing” that they needed. Some 22% of caregivers re-
ported that “information about carer payment
support” was needed but not provided. After dichoto-
mizing the ONI–CP items, univariate chi-square
analysis showed that significant differences existed
between ONI–CP items and region and service model
(Table 5).

Multiple logistic regressions were then employed
to identify sociodemographic factors independently
associated with ONI–CP items (Table 6). Caregivers
above 60 years of age were 2% less likely to have their
information needs met regarding available support
services (OR ¼ 0.98; CI95% ¼ 0.97, 0.98; p , 0.001),
and they were 1% less likely to have their informa-
tion needs met regarding carer payments (OR ¼
0.99; CI95% ¼ 0.98, 1.00; p ¼ 0.005). Moreover,
caregivers in outer regional areas were 59% less
likely to receive the information they needed about
carer payments (OR ¼ 0.41; CI95% ¼ 0.25, 0.64; p ,

0.001). In relation to practical training needs, care-
givers receiving care from community services were
40% less likely to have their practical training needs
met in comparison to inpatient services (OR ¼ 0.60;
CI95% ¼ 0.45, 0.81; p , 0.001). There was no associa-
tion between the ONI–CP items and the sex of the
caregiver.

DISCUSSION

Our study explored caregiver perceptions about the
care that they and their loved ones had received
from SPC services across Australia between 2008
and 2011. The majority of caregivers reported being
broadly satisfied with all aspects of care; however,
they were more likely to be satisfied if the patient
was cared for in an inpatient setting rather than in
a community setting. Levels of satisfaction did not

Table 4. Caregiver and service characteristics asso-
ciated with levels of satisfaction (very satisfied/sat-
isfied vs. other) with FAMCARE–2 domains on
multivariate logistic regression

OR
Lower
CI95%

Upper
CI95% p value

Domain (n ¼ number of responses)
Management of physical symptoms and comfort

(n 5 953)
Age .60 1.01 0.99 1.04 0.103
Sex, male 1.49 0.75 2.99 0.257
Service,

community
team

0.29 0.14 0.59 ,0.001

Provision of information (n 5 918)
Age .60 1.01 1.00 1.03 0.048
Sex, male 1.46 0.92 2.33 0.111
Service,

community
team

0.89 0.59 1.34 0.568

Family support (n 5 862)
Age .60 0.99 0.98 1.01 0.590
Sex, male 1.24 0.82 1.86 0.310
Service,

community
team

0.52 0.35 0.77 ,0.001

Patient psychological care (n 5 989)
Age .60 0.98 0.97 1.01 0.132
Sex, male 1.51 0.83 2.76 0.177
Service,

community
team

0.56 0.32 0.98 0.043

Reference variables: age, ,60; sex, female; service,
inpatient unit.
CI95% ¼ 95% confidence interval; OR ¼ odds ratio.

Table 5. Caregiver reported adequacy of information and practical assistance provided by palliative care
services

Yes, given what I
need, n (%)

Yes, but not enough
information or help, n (%)

Not needed,
n (%)

No, not given what
needed, n (%)

Help with practical tasks
(n ¼ 1540)

739 (48) 132 (9) 518 (34) 151 (10)

Information-support
services (n ¼ 1549) a,b

946 (61) 262 (17) 209 (14) 132 (8)

Information-carer payment
(n ¼ 1527) a,b

815 (53) 121 (8) 260 (17) 331 (22)

Practical training
(n ¼ 1529) b

359 (24) 105 (7) 642 (42) 423 (28)

Totals may not exactly add up to 100% due to rounding. Excludes missing responses.
a Significant difference between geographical region at p , 0.001 level; b Significant difference between service model at
p , 0.001 level.
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differ according to the age or sex of the caregiver, or
by geographical location of the care setting. Caregiv-
ers above 60 years of age reported receiving inade-
quate information about support services and carer
payments, those in outer regional areas required
more information about carer payments, and caregiv-
ers receiving care from community services reported
needing more practical training.

Consistent with previously published research,
the caregivers in our study were more likely to be fe-
male, above 60 years of age, receiving palliative care
in a major city, and satisfied with the care they had
received (Adams, 2005; Carter et al., 2011; Ringdal
et al., 2002). We found that caregivers receiving
care from inpatient settings reported higher levels
of satisfaction in relation to “physical symptoms
and comfort,” “patient psychological support,” and

“family support” than did caregivers in community
settings. Moreover, caregivers’ “practical training”
needs were more likely to be met in this setting.
This difference may be due to the inpatient setting’s
capacity to provide more direct and expedient access
to medical care and assistance, with practical help
available when needed by the caregiver compared
to services provided in other care settings (Medigo-
vich et al., 1999).

This study also explored the influence of geograph-
ical location on caregiver satisfaction and experience.
Australia is a vast country, with the majority (70%) of
its population clustered around numerous major
coastal cities (Australian Government, Australian
Bureau of Statistics, 2011), which is where most pal-
liative care services are located. Rural and remote ar-
eas experience challenges in relation to equitable
healthcare delivery (Ray et al., 2014), and provision
of SPC is no exception. In our study, after adjustment
for other factors, the only satisfaction or experience
item associated with geographical location was “pay-
ment information,” with caregivers located in outer
regional areas being less likely to have received ade-
quate information.

Our findings highlight the need for enhanced prac-
tical training, communication, and information shar-
ing with caregivers, particularly regarding treatment
side effects, financial payments, and the availability
of support services (Abernethy et al., 2008; Adams,
2005; Kristjanson & Aoun, 2004; McIlfatrick, 2007;
Ringdal et al., 2002). Previous caregiver research has
emphasized the necessity for health professionals to
recognize that caregivers’ needs change along the pa-
tient’s illness trajectory (Grunfeld et al., 2008). Care-
givers prefer information to be delivered
spontaneously (rather than having to request it), in
small amounts, with a minimum of medical jargon
(to allow for easy integration and absorption), and ver-
bally rather than in printed format (Kristjanson &
Aoun, 2004; Teno, 2002; Wilkes et al., 2000). The con-
cern that patients and caregivers may forget things
they have been told reinforces the need for imparting
small amounts of information frequently. Consistent
with previous research, we found that caregivers
were more likely to be satisfied with the information
and assistance provided when they were older than
60 years of age (Adams, 2005; Choi et al., 2013). How-
ever, in our study, although reporting satisfaction, they
were less likely to have their information needs met.
Our findings emphasize the need for improved and tai-
lored information provision around support services
and carer payments, regardless of service setting of
care or location.

Measuring caregiver perception through surveys
is one way in which health professionals can deter-
mine if they are meeting the caregiver’s needs

Table 6. Caregiver and service characteristics asso-
ciated with ONI–CP domains on multivariate
logistic regression

ONI–CP item OR
Lower
CI95%

Upper
CI95% p value

Help with practical tasks
Age .60 0.99 0.98 1.00 0.165
Sex, male 0.98 0.69 1.39 0.920
Service,
community
team

1.26 0.87 1.81 0.214

Region, inner 1.25 0.84 1.86 0.267
Region, outer 0.86 0.55 1.37 0.533

Information-support services
Age .60 0.98 0.97 0.99 ,0.001
Sex, male 1.08 0.79 1.47 0.623
Service,
community
team

0.70 0.51 0.96 0.029

Region, inner 1.24 0.88 1.75 0.226
Region, outer 0.72 0.46 1.12 0.145

Information-carer payment
Age .60 0.99 0.98 1.00 0.005
Sex, male 0.98 0.73 1.32 0.896
Service,
community
team

0.80 0.59 1.08 0.146

Region, inner 1.04 0.74 1.45 0.838
Region, outer 0.41 0.26 0.64 ,0.001

Practical training
Age .60 0.99 0.99 1.00 0.334
Sex, male 1.16 0.88 1.53 0.305
Service,
community
team

0.60 0.45 0.81 ,0.001

Region, inner 1.37 0.99 1.90 0.058
Region, outer 1.09 0.74 1.61 0.651

Reference variables: age ≤ 60 years; sex ¼ female;
service ¼ inpatient unit; region ¼major city.
CI95% ¼ 95% confidence interval; OR ¼ odds ratio.
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(Choi et al., 2013). Traditionally, the health profes-
sional was perceived as the expert in assessing and
identifying needs (Nicholas, 2003). With a shift to-
ward consumer-centered care, for the caregiver, a
“carer as expert” model has evolved (Nicholas,
2003). This model validates the importance of the
goals of the caregiver and the caregiver’s role. In as-
sessing caregiver perceptions of the care received, re-
gard for the caregiver’s opinions is paramount
(Navaie-Waliser et al., 2002; Nicholas, 2003), as well
as identifying gaps in need and identification of areas
previously not considered important by the care-
giver—”they don’t know what they don’t know” (Nich-
olas, 2003; Rabow et al, 2004). Caregivers reporting
less than positive or satisfied responses to survey ques-
tions can also lead health professionals to recognize
potential risks to the caregiver (health, social, eco-
nomic). Identifying and reducing risks are important,
but particularly in the ageing caregiver where caregiv-
ing is a risk factor for mortality (Rabow et al, 2004).

LIMITATIONS OF THE STUDY

Our study has a number of methodological limita-
tions. In the first place, it was an independent,
one-off snapshot of caregiver perceptions of the care
provided by Australian SPC services. The original in-
tent was to link the data from this survey with data
from a “patient-experience survey” conducted at the
same time (Pidgeon et al., 2015). This turned out to
not be possible because the data linkage keys were
not effectively implemented. However, while we
could not link at the individual unit record levels,
the surveys occurred within the same time period,
and the same services were represented (though
not necessarily the same patients). When the results
from this caregiver study were compared to those of
the previously published patient experience study,
some important differences emerged. In the pa-
tient-experience study, 83% reported pain, including
25% who reported severe pain (Pidgeon et al., 2015).
In addition, 20% of patients reported severe “other
symptoms” and 66% reported depressed feelings,
with a higher level of depressed problems experi-
enced by patients receiving care in the inpatient set-
ting (Pidgeon et al., 2015). Our results suggest that
either our caregivers were not caring for patients
with the same degree of symptom burden as those
who were in the patient study, or that they were not
cognizant of the levels of unmet needs in their loved
ones. However, it is not unusual for caregivers to re-
port high levels of satisfaction or positive experiences
with healthcare (Aoun et al., 2010; Ringdal et al.,
2003). While these findings may reflect the true na-
ture of the care provided, they may also reflect a so-
cial desirability to only report positive outcomes or

a reticence by caregivers to complain about the care
because of concerns that future care may be compro-
mised. Our caregivers knew that the information
they provided was going to be seen by members of
the service they were assessing to inform quality im-
provement. This knowledge may have influenced
them to be more positive in their assessments than
they would have been had the surveys been truly
anonymous. Furthermore, caregivers with limited
experience with the healthcare system may have
had lower expectations of care. These factors were
not assessed in our study.

The services being self-selected to participate po-
tentially resulted in a bias toward services that
were more involved in quality improvement. More-
over, palliative care services providing care in com-
munity settings were overrepresented compared to
the concurrent time period’s PCOC service participa-
tion rate. Although there is a growing movement to-
ward community care in response to patient
preference for place of death (Brazil et al., 2014;
Swerissen & Duckett, 2014), this difference in our
survey was most likely attributed to the characteris-
tics of the services that self-selected to participate. In
addition, 25% of participating caregivers were from
services that provided care in both inpatient and
community settings, and the specific setting of care
was not always clear. These participants were ex-
cluded from the analysis that explored the character-
istics associated with caregiver satisfaction and
experiences. No record was kept regarding the num-
ber of caregivers invited to participate, or the number
who refused to participate. Consequently, the au-
thors are not able to report a response rate herein.

CONCLUSIONS

While our study’s caregivers reported having a posi-
tive experience and being satisfied across all domains
of care, several areas for improvement in the delivery
and experience of palliative care have been identi-
fied. Further work is needed to improve symptom
management and family support in the community
setting, especially in areas related to information.
The authors recommend that palliative care services
regularly include an assessment of caregiver percep-
tions as a measure of quality of care along the trajec-
tory of the patient’s illness. Such surveys can assist in
identification and evaluation of both patient and
caregiver distress, as well as unmet needs (Aberne-
thy et al., 2008; Brazil et al., 2014).

DISCLOSURES

This survey was conducted through the Palliative
Care Outcomes Collaboration (PCOC), funded under

Pidgeon et al.206

https://doi.org/10.1017/S1478951517000177 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951517000177


the National Palliative Care Program, which is sup-
ported by the Australian Government’s Department
of Health.

COMPETING INTERESTS

The authors hereby declare that they have no com-
peting interests to declare.

ACKNOWLEDGMENTS

The authors wish to express their appreciation to Maree
Banfield, and to all of the services and caregivers who sup-
ported and/or participated in our survey.

REFERENCES

Abernethy, A.P., Currow, D.C., Fazekas, B.S., et al. (2008).
Specialized palliative care services are associated with
improved short- and long-term caregiver outcomes. Sup-
portive Care in Cancer, 16(6), 585–597. Epub ahead of
print Oct 25, 2007. Available from https://www.ncbi.
nlm.nih.gov/pmc/articles/PMC2413096/.

Adams, M. (2005). Patient and carer satisfaction with pal-
liative care services: A review of the literature. Journal
for Community Nurses, 10(2), 11–14.

Aoun, S., Bird, S., Kristjanson, L.J., et al. (2010). Reliabil-
ity testing of the FAMCARE–2 scale: Measuring family
carer satisfaction with palliative care. Palliative Medi-
cine, 24(7), 674–681. Epub ahead of print Jul 9.

Australian Commission on Safety and Quality in Health-
care (2012). Review of Patient Experience and Satisfac-
tion Surveys Conducted Within Public and Private
Hospitals in Australia. Canberra: ACSQHC. Available
from http://www.safetyandquality.gov.au/wp-content/
uploads/2012/03/Review-of-Hospital-Patient-Experi-
ence-Surveys-conducted-by-Australian-Hospitals-30-
March-2012-FINAL.pdf.

Australian Government, Australian Bureau of Statistics
(2011). 4102.0: Australian Social Trends: Health Outside
Major Cities. Canberra: Australian Bureau of Statistics.
Available from http://www.abs.gov.au/AUSSTATS/
abs@.nsf/Lookup/4102.0Main+Features30Mar+2011.

Australian Health Ethics Committee (2003). When Does
Quality Assurance in Health Care Require Independent
Ethical Review? Advice to Institutions, Human Research
Ethics Committees and Health Care Professionals. Can-
berra: National Health & Medical Research Council.
Available from https://www.nhmrc.gov.au/_files_nhmrc/
publications/attachments/e46.pdf.

Australian Institute of Health and Welfare (AIHW) (2014).
Palliative Care Services in Australia 2014. Canberra:
Australian Institute of Health and Welfare. Available
from http://www.aihw.gov.au/WorkArea/DownloadAs-
set.aspx?id=60129548892.

Brazil, K., Kaasalainen, S., Williams, A., et al. (2014). A
comparison of support needs between rural and urban
family caregivers providing palliative care. The Ameri-
can Journal of Hospice & Palliative Care, 31(1),
13–19. Epub ahead of print Jan 22, 2013.

Carter, G.L., Lewin, T.J., Gianacas, L., et al. (2011). Care-
giver satisfaction with outpatient oncology services:
Utility of the FAMCARE instrument and development

of the FAMCARE–6. Supportive Care in Cancer, 19(4),
565–572. Epub ahead of print Mar 28, 2010.

Centre for Health Service Development (2014). Screening
and Assessment Tools. Wollongong: University of Wol-
longong Press. Available from http://ahsri.uow.edu.
au/screening.html.

Choi, J.Y., Chang, Y.J., Song, H.Y., et al. (2013). Factors
that affect quality of dying and death in terminal cancer
patients on inpatient palliative care units: Perspectives
of bereaved family caregivers. Journal of Pain and
Symptom Management, 45(4), 735–745. Epub ahead
of print Oct 25, 2012. Available from http://www.
jpsmjournal.com/article/S0885-3924(12)00400-9/pdf.

Currow, D.C. (2015). Caregivers’ three-cornered hats:
Their tricornes. Palliative Medicine, 29(6), 485–486.
Available from http://journals.sagepub.com/doi/pdf/
10.1177/0269216315584243.

Dy, S.M., Shugarman, L.R., Lorenz, K.A., et al. (2008). A
systematic review of satisfaction with care at the end
of life. Journal of the American Geriatrics Society,
56(1), 124–129. Epub ahead of print Nov 20, 2007.

Eagar, K. & Owen, A. (2002).Ongoing Needs Identification
in NSW Primary Health and Community Care: How and
Why. Wollongong: University of Wollongong, Centre for
Health Service Development. Available from https://
ahsri.uow.edu.au/content/groups/public/@web/@
chsd/documents/doc/uow082281.pdf.

Girgis, A., Lambert, S., Johnson, C., et al. (2013). Physical,
psychosocial, relationship, and economic burden of car-
ing for people with cancer: A review. Journal of Oncol-
ogy Practice, 9(4), 197–202. Epub ahead of print Dec
4, 2012. Available from https://www.ncbi.nlm.nih.gov/
pmc/articles/PMC3710169/.

Grunfeld, E., Folkes, A. & Urquhart, R. (2008). Do avail-
able questionnaires measure the communication factors
that patients and families consider important at end of
life? Journal of Clinical Oncology, 26(23), 3874–3878.
Available from http://ascopubs.org/doi/10.1200/JCO.
2007.15.8006.

Hudson, P.L., Zordan, R. & Trauer, T. (2011). Research pri-
orities associated with family caregivers in palliative
care: International perspectives. Journal of Palliative
Medicine, 14(4), 397–401. Epub ahead of print Mar 4.

International Palliative Care Family Carer Research Col-
laboration (2016). About the International Palliative
Care Family Carer Research Collaboration: Back-
ground. Fitzroy, Victoria: International Palliative Care
Family Carer Research Collaboration. Available from
http://www.eapcnet.eu/LinkClick.aspx?fileticket=WX-
HeRpC63dU%3D&tabid=386&mid=1198.

Kristjanson, L.J. (1993). Validity and reliability testing of
the FAMCARE Scale: Measuring family satisfaction
with advanced cancer care. Social Science & Medicine,
36(5), 693–701.

Kristjanson, L.J. & Aoun, S. (2004). Palliative care for fam-
ilies: Remembering the hidden patients. The Canadian
Journal of Psychiatry, 49(6), 359–365.

McIlfatrick, S. (2007). Assessing palliative care needs:
Views of patients, informal carers and healthcare pro-
fessionals. Journal of Advanced Nursing, 57(1), 77–86.

Medigovich, K., Porock, D., Janson, L.J., et al. (1999). Pre-
dictors of family satisfaction with an Australian pallia-
tive home care service: A test of discrepancy theory.
Journal of Palliative Care, 15(4), 48–56.

Navaie-Waliser, M., Feldman, P.H., Gould, D.A., et al.
(2002). When the caregiver needs care: The plight of vul-
nerable caregivers. American Journal of Public Health,

Caregivers’ perceptions of Australian palliative care 207

https://doi.org/10.1017/S1478951517000177 Published online by Cambridge University Press

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2413096/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2413096/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2413096/
http://www.safetyandquality.gov.au/wp-content/uploads/2012/03/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
http://www.safetyandquality.gov.au/wp-content/uploads/2012/03/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
http://www.safetyandquality.gov.au/wp-content/uploads/2012/03/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
http://www.safetyandquality.gov.au/wp-content/uploads/2012/03/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
http://www.safetyandquality.gov.au/wp-content/uploads/2012/03/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
http://www.abs.gov.au/AUSSTATS/abs@.nsf/Lookup/4102.0Main+Features30Mar+2011
http://www.abs.gov.au/AUSSTATS/abs@.nsf/Lookup/4102.0Main+Features30Mar+2011
http://www.abs.gov.au/AUSSTATS/abs@.nsf/Lookup/4102.0Main+Features30Mar+2011
https://www.nhmrc.gov.au/_files_nhmrc/publications/attachments/e46.pdf
https://www.nhmrc.gov.au/_files_nhmrc/publications/attachments/e46.pdf
https://www.nhmrc.gov.au/_files_nhmrc/publications/attachments/e46.pdf
http://www.aihw.gov.au/WorkArea/DownloadAsset.aspx?id=60129548892
http://www.aihw.gov.au/WorkArea/DownloadAsset.aspx?id=60129548892
http://www.aihw.gov.au/WorkArea/DownloadAsset.aspx?id=60129548892
http://ahsri.uow.edu.au/screening.html
http://ahsri.uow.edu.au/screening.html
http://ahsri.uow.edu.au/screening.html
http://www.jpsmjournal.com/article/S0885-3924(12)00400-9/pdf
http://www.jpsmjournal.com/article/S0885-3924(12)00400-9/pdf
http://www.jpsmjournal.com/article/S0885-3924(12)00400-9/pdf
http://journals.sagepub.com/doi/pdf/10.1177/0269216315584243
http://journals.sagepub.com/doi/pdf/10.1177/0269216315584243
http://journals.sagepub.com/doi/pdf/10.1177/0269216315584243
https://ahsri.uow.edu.au/content/groups/public/@web/@chsd/documents/doc/uow082281.pdf
https://ahsri.uow.edu.au/content/groups/public/@web/@chsd/documents/doc/uow082281.pdf
https://ahsri.uow.edu.au/content/groups/public/@web/@chsd/documents/doc/uow082281.pdf
https://ahsri.uow.edu.au/content/groups/public/@web/@chsd/documents/doc/uow082281.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3710169/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3710169/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3710169/
http://ascopubs.org/doi/10.1200/JCO.2007.15.8006
http://ascopubs.org/doi/10.1200/JCO.2007.15.8006
http://ascopubs.org/doi/10.1200/JCO.2007.15.8006
http://www.eapcnet.eu/LinkClick.aspx?fileticket=WXHeRpC63dU%3D&amp;tabid=386&amp;mid=1198
http://www.eapcnet.eu/LinkClick.aspx?fileticket=WXHeRpC63dU%3D&amp;tabid=386&amp;mid=1198
http://www.eapcnet.eu/LinkClick.aspx?fileticket=WXHeRpC63dU%3D&amp;tabid=386&amp;mid=1198
https://doi.org/10.1017/S1478951517000177


92(3), 409–413. Available from https://www.ncbi.nlm.
nih.gov/pmc/articles/PMC1447090/.

Nicholas, E. (2003). An outcomes focus in carer assessment
and review: Value and challenge. The British Journal of
Social Work, 33(1), 31–47.

Palliative Care Outcomes Collaboration (PCOC) (2015)
About the Palliative Care Outcomes Collaboration. Wol-
longong: University of Wollongong, Palliative Care Out-
comes Collaboration. Available from http://ahsri.uow.
edu.au/pcoc/about/index.html.

Pidgeon, T., Johnson, C.E., Currow, D., et al. (2015). A sur-
vey of patients’ experience of pain and other symptoms
while receiving care from palliative care services. BMJ
Supportive & Palliative Care, 6(3), 315–322. Epub
ahead of print Mar 5.

Rabow, M.W., Hauser, J.M. & Adams, J. (2004). Supporting
family caregivers at the end of life: They don’t know
what they don’t know. The Journal of the American Med-
ical Association, 291(4), 483–491. Available from http://
citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.562.
3268&rep=rep1&type=pdf.

Ray, R.A., Fried, O. & Lindsay, D. (2014). Palliative care
professional education via video conference builds confi-
dence to deliver palliative care in rural and remote
locations. BMC Health Services Research, 14, 272.

Available from https://www.ncbi.nlm.nih.gov/pmc/ar-
ticles/PMC4085715/pdf/1472-6963-14-272.pdf.

Ringdal, G.I., Jordhøy, M.S. & Kaasa, S. (2002). Family sat-
isfaction with end-of-life care for cancer patients in a
cluster randomized trial. Journal of Pain and Symptom
Management, 24(1), 53–63.

Ringdal, G.I., Jordhøy, M.S. & Kaasa, S. (2003). Measuring
quality of palliative care: Psychometric properties of the
FAMCARE Scale. Quality of Life Research, 12(2),
167–176.

Roza, K.A., Lee, E.J., Meier, D.E., et al. (2015). A survey of
bereaved family members to assess quality of care on a
palliative care unit. Journal of Palliative Medicine,
18(4), 358–365.

Swerissen, H. & Duckett, S. (2014). Dying Well. Canberra:
Grattan Institute.

Teno, J.M. (2002). Palliative care teams. Self-reflection:
Past, present, and future. Journal of Pain and Symp-
tom Management, 23(2), 94–95. Available from http://
www.jpsmjournal.com/article/S0885-3924(01)00394-
3/pdf.

Wilkes, L., White, K. & O’Riordan, L. (2000). Empower-
ment through information: Supporting rural families
of oncology patients in palliative care. The Australian
Journal of Rural Health, 8(1), 41–46.

Pidgeon et al.208

https://doi.org/10.1017/S1478951517000177 Published online by Cambridge University Press

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1447090/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1447090/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1447090/
http://ahsri.uow.edu.au/pcoc/about/index.html
http://ahsri.uow.edu.au/pcoc/about/index.html
http://ahsri.uow.edu.au/pcoc/about/index.html
http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.562.3268&amp;rep=rep1&amp;type=pdf
http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.562.3268&amp;rep=rep1&amp;type=pdf
http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.562.3268&amp;rep=rep1&amp;type=pdf
http://citeseerx.ist.psu.edu/viewdoc/download?doi=10.1.1.562.3268&amp;rep=rep1&amp;type=pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4085715/pdf/1472-6963-14-272.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4085715/pdf/1472-6963-14-272.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4085715/pdf/1472-6963-14-272.pdf
http://www.jpsmjournal.com/article/S0885-3924(01)00394-3/pdf
http://www.jpsmjournal.com/article/S0885-3924(01)00394-3/pdf
http://www.jpsmjournal.com/article/S0885-3924(01)00394-3/pdf
http://www.jpsmjournal.com/article/S0885-3924(01)00394-3/pdf
https://doi.org/10.1017/S1478951517000177

	Perceptions of the care received from Australian palliative care services: A caregiver perspective
	ABSTRACT
	Background:
	Objective:
	Method:
	Results:
	Significance of Results:
	INTRODUCTION
	METHODS
	Study Design
	Ethics Approval
	Sample
	Survey Instrument
	Procedure
	Analyses

	RESULTS
	Results of the FAMCARE-2 Satisfaction Questions
	Sociodemographic Factors Independently Associated with Caregiver Satisfaction (by FAMCARE-2 Domains)
	Results of the ONI-CP Experience Questions

	DISCUSSION
	LIMITATIONS OF THE STUDY
	CONCLUSIONS
	DISCLOSURES
	COMPETING INTERESTS
	ACKNOWLEDGMENTS
	REFERENCES


