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ABSTRACT

Objective: This study examines predictors of caregiver distress among community-
based palliative care clients. Analyses are based upon interRAI Palliative Care (interRAI PC)
assessment data from palliative home care programs in three regions in Ontario, Canada.

Method: The study sample involved all community-based palliative care clients in Ontario
who were assessed with the interRAI PC as part of normal clinical practice during pilot
implementation of the instrument between 2007 and 2009 (N = 3,929). The assessments were
performed by trained case managers and were used as the basis for determining service needs to
be addressed through services contracted from provider agencies. The main study outcome of
interest was the presence of one or more indicators of caregiver distress: helper(s) unable to
continue caring activities; primary informal helper expresses feelings of distress, anger, or
depression; family or close friends report feeling overwhelmed by person’s illness.

Results: Caregiver distress was evident among about 22% of palliative home care clients.
Multivariate analyses identified included clinical instability (Changes in Health, End Stage
disease, Signs and Symptoms [CHESS] scale), depressive symptoms, cognitive impairment, and
positive outlook as significant client-level predictors. Significant caregiver characteristics
included hours of informal care. Three service use/provider variables were significant
predictors of caregiver distress: the specific home care agency, hospitalizations in the last 90
days, and nursing visits.

Significance of results: Caregiver distress affects approximately one in five palliative care
clients in the community. This may lead to a number of adverse outcomes for the caregiver and
client. The experience of distress is affected by client, caregiver, and agency characteristics that
are readily identified by the interRAI PC assessment instrument. The present results point to
the need for a care planning protocol that may be used on a targeted basis for clients
experiencing or at elevated risk of caregiver distress.
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INTRODUCTION (Higginson & Sen-Gupta, 2000). As a result, the
rate of actual deaths at home has been proposed as
a quality indicator for palliative care (Earle et al.,
2003). However, as Gomes and Higginson (2006)
note, despite these preferences, only a minority of
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It is estimated that about 50% of persons with pro-
gressive illnesses would prefer to die at home
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place of death for terminally ill cancer patients, there
were six main factors with strong evidence for an ef-
fect on dying at home: functional status, personal
preferences, access to and intensity of home care, liv-
ing with relatives, and informal support.

In the general home care population, it is widely
recognized that the majority of support received by
clients comes from informal rather than formal sour-
ces (Aronson, 1990; Wiles, 2003; Spillman & Black,
2005). Ramirez et al. (1998) note that the majority
of terminally ill persons spend most of their final
year of life at home and about 75% receive care
from informal sources. Gomes and Higgins (2006) ar-
gue that the sustainability of keeping terminally ill
persons at home is heavily dependent upon the avail-
ability of informal support. For that reason, factors
related to caregiver distress should be of particular
interest to palliative care professionals, if they have
an adverse effect on the capacity of caregivers to per-
sist in providing support to persons at the end of life.

Caregiver distress may be related to character-
istics of the palliative care client, caregiver traits,
and health service variables. Client characteristics
reported to be associated with caregiver distress
include: number, type and severity of symptoms
(Emanuel et al., 2000; Aranda & Hayman-White,
2001; Given et al., 2004; Wilkinson & Lynn, 2005);
activity restrictions and impaired mobility (Deeken
et al., 2003; Dumont et al., 2006); and behavior pro-
blems (Pinquart et al., 2003). In addition, Dumont
et al. (2006) note that depression in clients is also a
predictor of depressive symptoms in caregivers.

With respect to caregiver characteristics, there is
some evidence for an age effect, with a number of
studies showing higher rates of distress among
younger caregivers (Chappell & Reid, 2002; Tilden
et al., 2004; Gaugler et al., 2005; Goldstein et al.,
2004; Dumont et al., 2006). One argument is that
younger caregivers may have competing demands
on their time including childrearing and employment
(Fredriksen & Scharlach, 1999). Other studies report
higher rates of distress among spousal caregivers
(Hwang et al., 2003; Ferrario et al., 2004) as well as
among caregivers in smaller families (Kristjanson
& Aoun, 2004). Given et al. (2004) reported higher
rates of caregiver distress among female caregivers,
which Gaugler et al. (2005) attribute to the level of
competing responsibilities they experience and their
coping styles.

Most studies dealing with the impact of formal
caregivers on caregiver distress focus on the need
for effective communication of staff with the person
and caregivers (see, for example, McWilliam &
Sangster, 1994; Weaver, 1998; Fried et al., 2005).
However, relatively few studies have examined
agency characteristics or the role of health service
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use on caregiver distress. If caregiver distress is an
important factor in influencing the viability of
home-based palliative care, it would be reasonable
to consider rates of caregiver distress as a potential
indicator for benchmarking quality in palliative care.

The present study used data from the pilot im-
plementation of the interRAI Palliative Care (inter-
RAI PC) assessment instrument in the palliative
home care programs associated with three commu-
nity care access centers (CCACs) in Ontario Canada.
The study examines client characteristics, and care-
giver and health service variables as predictors of
caregiver distress among community-based pallia-
tive care clients.

METHOD

The study sample involved all community-based pal-
liative care clients in Ontario who were assessed with
the interRAI PC as part of normal clinical practice
during pilot implementation of the instrument be-
tween 2007 and 2009. Assessments were performed
by trained case managers with professional back-
grounds in nursing or social work, and results were
used as the basis for determining service needs to
be addressed through services contracted by the
case managers from provider agencies.

Sample Characteristics

Table 1 summarizes the characteristics of 3,929 cli-
ents assessed with the interRAI PC. Although mul-
tiple longitudinal follow-up studies were available
for a subset of clients, only cross-sectional data
were used in the present analyses. Where longitudi-
nal records were available, the first assessment was
used. Clients who were reported to have no primary
caregiver were excluded from these analyses.

The sample was approximately evenly split be-
tween males and females, and the average age was
70.0 years of age (SD = 13.6). Approximately 50% of
the sample was between 45 to 74 years of age. Approxi-
mately 50% of the sample had an expected prognosis
of >6 months to live, and about 10% were expected
to die within 6 weeks of the assessment. The majority
of clients (60.2%) was married or had a common-law
partner, and the spouse was typically identified as
the primary caregiver. Children (or the spouse’s chil-
dren) were the second most common primary care-
givers, and they were the most commonly identified
secondary caregivers. Approximately 25% of the cli-
ents were reported to have no secondary caregiver.

The rate of caregiver distress was determined
using the presence of any of the following: caregivers
reported they were unable to continue caring activi-
ties (e.g., because of decline in their own health);
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Table 1. Sample characteristics (N = 3,929%)

Percentage

Variable (n)
Age group
18-44 4.5 (163)
45-64 28.7 (1052)
65-74 25.8 (947)
75-84 29.3 (1073)
85 + 11.8 (432)
Client’s sex
Male 48.6 (1910)
Female 51.4 (2019)
Aboriginal origin
No 98.9 (3,438)
Yes 1.1.(37)
Marital status
Not married 40.0 (1563)
Married/partner 60.2 (2366)
Primary caregiver relationship to

client
Spouse 56.9 (2236)
Child (spouse’s child) 29.0 (1141)
Other 14.1 (552)
Secondary caregiver relationship to

client
Spouse 2.1(83)
Child (spouse’s child) 52.5 (2064)
Other 18.2 (714)
No 2™ Caregiver 27.2 (1068)
Presence of any indicator of caregiver

distress®
No 77.8 (2868)
Yes 22.2 (817)
Estimated prognosis 2.1 (63)
Death imminent 7.8 (233)
<6 weeks 44.5 (1333)
6 weeks—6 months 45.6 (1365)
6+ months

“In some cases, total available observations for a given
variable are <3,929 because of missing values.
bIndicators of caregiver distress include: helper(s) unable
to continue caring activities; primary informal helper
expresses feelings of distress, anger, or depression; family
or close friends report feeling overwhelmed by person’s
illness.

caregivers expressed feelings of distress, anger, or de-
pression; or family or close friends reported feeling
overwhelmed by the person’s illness. One or more of
these indicators were present among the caregivers
of 22.2% of the palliative care clients in the present
study.

Data Collection

All data for the present analyses were obtained from
secondary analyses of de-identified interRAI PC data
available to the researchers using scannable forms
with personal information removed. The assess-
ments were completed by CCAC case managers using
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the instrument as part of normal clinical practice on
a pilot basis. Assessors used all sources of infor-
mation available to them including interviews with
the client and caregivers, reviews of charts, consul-
tations with other health professionals, and direct
observation of the client. Assessors used their pro-
fessional judgment based on the available evidence
using standardized coding guidelines included with
the assessment manual. All data were entered on
paper forms, which were later scanned by research
assistants in order to compile an electronic database.
However, because data collection was not computer
based, it was not possible to do automated checks
for completeness. Therefore, missing values occurred
for some of the variables of interest. Variables with
excessive rates of missing data were excluded from
the analyses. Pair wise deletion of items with missing
values was used in bivariate analyses and list wise
deletion was used in multivariate analyses.

The interRAI PC is part of a suite of comprehen-
sive assessment instruments designed to serve as a
basis for care planning, outcome measurement, qual-
ity monitoring, and resource allocation for services
aimed at vulnerable populations with complex health
needs (Steel et al., 2003; Gray et al., 2009; Hirdes,
2006; Hirdes et al., 2008). The interRAI PC has
been shown to be have good psychometric properties
in two large scale international studies (Steel et al.,
2003; Hirdes et al., 2008) and it has been used to
study do-not-resuscitate orders (Brink et al., 2008)
and pressure ulcers (Brink et al., 2006).

Similarly to other interRAI instruments, the in-
terRAI PC includes a series of embedded scales in-
cluding the Cognitive Performance Scale (CPS),
which has been validated against the Mini-Mental
Status Examination (Morris et al., 1994). The CPS
ranges from 0 = cognitively intact to 6 = very severe
impairment; multiple activities of daily living (ADL)
scales that have been validated against scales such as
the Barthel Index (Morris et al., 1999). The De-
pression Rating Scale (DRS), which has been vali-
dated against the Hamilton and Cornell Scales
(Burrows et al., 2000). The DRS has values that
range from 0 (no depression) to a high score of 14.
The Changes in Health, End Stage disease, Signs
and Symptoms (CHESS) scale is a measure of medi-
cal instability with scores ranging from 0 = no in-
stability to 5 = highly unstable, and it has been
shown to be highly predictive of mortality (Hirdes
et al., 2003). The interRAI Pain Scale, which has
been validated against the Visual Analogue Scale
(Fries et al., 2001), has scores ranging from 0 = no
pain to 3 = daily, horrible/excruciating pain.

Ethics clearance for secondary analyses of inter-
RAI PC data was obtained through the University
of Waterloo Office of Research.
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Analyses

The data were analyzed using cross-tabulations and
the y* test for significance at the bivariate level and
logistic regression at the multivariate level. The de-
pendent variable was a binary variable based on
the presence of one or more indicators of caregiver
distress. The independent variables were selected
based on reviews of the literature and feedback
from palliative care clinicians. Variables that were
significant at the bivariate level were considered to
be candidates for the multivariate model, and in
some cases non-significant variables were also exam-
ined as possible predictors in the multivariate ana-
lyses if further consideration was warranted based
on the available literature. The final model was re-
duced to include only terms significant at the 0.05
level. Stepwise elimination was not used, because of
potential order of entry/deletion effects. Instead, all
possible models were examined to deal with potential
collinearity among some of the candidate indepen-
dent variables. The C statistic was reported as an in-
dicator of explanatory power for the final logistic
regression model.

RESULTS

Tables 2—4 provide bivariate results for caregiver dis-
tress in relation to client demographic and clinical
variables, caregiver variables, and health service
use variables. With respect to demographic variables
(see Table 2), neither the age nor sex of the client
were significantly related to caregiver distress. How-
ever, consistent with the published literature, clients
who were married had somewhat higher rates of
caregiver distress. If the primary caregiver was a
spouse or child (or spouse’s child) the rates of care-
giver distress were also higher than when the care-
giver had another type of relationship to the client
(e.g., other relative, friend, neighbor); however, the
type of relationship with the secondary caregiver
was not significantly related to caregiver distress.
There was a strong relationship with hours of infor-
mal care over the preceding 3 days with higher rates
of distress occurring when caregivers provided more
hours of support. This was not a direct linear re-
lationship, as the rates of distress were similar for
the middle and highest groups.

There were very strong bivariate relationships for
most of the client’s clinical characteristics with care-
giver distress (see Table 3). For example, there was a
strong increase in rates of caregiver distress among
clients with a shorter expected prognosis. Approxi-
mately 40% of those caring for clients expected to die
within 6 weeks experienced caregiver distress com-
pared with only about 16% of those caring for clients
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expected to live >6 months. Surprisingly, pain was
not significantly related to distress among caregivers;
however, clients with inadequate pain control had a
notable increase in these rates. ADL impairment
was clearly related to increased caregiver distress
compared with caregivers of clients who were inde-
pendent in ADLSs, but there was no difference for those
who had high versus moderate ADL impairment.
Moderate cognitive impairment in the client was
also associated with increased rates of caregiver dis-
tress, but the rates of distress tapered off for the high-
est levels of cognitive impairment. In contrast, there
was a clear linear relationship between increased
medical complexity as measured by the CHESS scale
and caregiver distress with rates increasing from
11.3% among those with a CHESS score of 0,1 to
more than triple the rate of distress (36.4%) among
those with a CHESS score of >4 (conventionally
used cut off point for high levels of medical instability).

Strong relationships with caregiver distress were
also evident for bowel and bladder incontinence and
the presence of nutritional problems in the client (in-
cluding weight loss, number of meals eaten, cachexia/
wasting, dehydration, fluid intake, and fluid output).
More modest positive associations were evident for
dyspnea at rest and for current gastrointestinal pro-
blems (including acid reflux, bloating, constipation,
diarrhea, fecal impaction, nausea, and vomiting).

Table 3 also shows that the psychological well-
being of the client is strongly related to rates of care-
giver distress. For example, increases in the severity
of scores on the DRS were consistently associated
with increased rates of caregiver distress. Similarly,
caregivers of clients who reported that they want to
die now had double the rates of caregiver distress
compared with those caring for clients who did not
say that. Conversely, caregivers of clients who repor-
ted that they find meaning in day to day life and who
were rated to have a consistent positive outlook had
notably lower rates of caregiver distress.

Table 4 reports the relationship of three health
service use variables with caregiver distress. There
was not a significant bivariate association with ei-
ther hospitalization in the last 90 days or emergency
department visits. Contrary to what might be expec-
ted initially, caregivers of clients who received more
home care nursing visits had higher rates of care-
giver distress, potentially reflecting a more critical
stage of illness.

The final multiple logistic regression model for
caregiver distress is reported in Table 5. In contrast
to reports on caregiver demographics, the age and
sex of the client were not significant in the multi-
variate model. In addition, prognosis, bowel and blad-
der incontinence, ADL impairment, gastrointestinal
and nutritional issues, dyspnea, and inadequate
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Table 2. Bivariate associations of client demographic and caregiver characteristics with rates of any indicator
of caregiver distress, Ontario palliative home care clients (N=3,929)

Percentage (n) with distressed

Independent variable caregiver Unadjusted odds ratio p value
Age group 0.79
18-44 22.8 (34) 1.00

45-64 21.2 (209) 0.91 (0.60-1.37)

65-74 19.5 (175) 0.82 (0.54-1.24)

75-84 20.3 (206) 0.86 (0.57-1.30)

85 + 21.7 (88) 0.94 (0.60-1.47)

Client’s sex 0.68
Male 22.5 (404) 1.00

Female 21.9 (413) 0.97 (0.83-1.13)
Aboriginal origin 0.78
No 22.6 (733) 1.00

Yes 20.6 (7) 0.89 (0.39-2.05)

Marital status 0.01
Not married 20.1 (293) 1.00

Married/partner 23.6 (524) 1.23 (1.04-1.44)

Primary caregiver relationship to client 0.03
Spouse 23.2 (489) 1.00

Child (spouse’s child) 22.4 (238) 0.71 (0.56-0.91)

Other 17.7 (90) 0.96 (0.80-1.14)

Secondary caregiver relationship to client 0.12
Spouse 26.9 (21) 1.00

Child (spouse’s child) 21.0 (411) 0.88 (0.52—-1.48)

Other 21.6 (145) 0.75 (0.44-1.28)

No second caregiver 24.5 (240) 0.72 (0.43-1.20)

Informal care time (Last 3 days) <0.0001
<18 hours 16.5 (311) 1.00

18—-35 hours 33.4 (228) 2.54 (2.08-3.10)

36+ hours 29.4 (244) 2.12 (1.75-2.57)

pain control were all no longer significant in the
multivariate model.

The three client characteristics with the strongest
relationship with caregiver distress were medical
complexity as measured by the CHESS scale, de-
pressive symptoms based on the DRS, and impaired
cognition based on the CPS. Unexpectedly, the re-
lationship with cognition was somewhat curvilinear
given that the adjusted odds ratio for caregiver dis-
tress was highest in the middle CPS groups.

There was some evidence of multicollinearity
among the three indicators of psychological well-
being (wants to die now, finds meaning in day to
day life, consistent positive outlook); however, con-
sistent positive outlook had the strongest adjusted
odds ratio when retained in this model. As a measure
of disposition, it showed that clients with a positive
outlook had a significantly lower odds of having dis-
tressed caregivers (adjusted OR = 0.75).

The only caregiver characteristic to remain signifi-
cant in the multivariate model was hours of informal
support; higher odds ratios for caregiver distress
were associated with higher amounts of informal
care. Marital status was not significant in the multi-
variate model; however, it is strongly associated with
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hours of informal care and with having a primary
caregiver who was a spouse.

Among the health service variables, any hospital-
ization in the last 90 days was significantly associ-
ated with lower odds of caregiver distress even
though it was not significant at the bivariate level.
Consistent with the bivariate results, receiving
more days of nursing visits was associated with
higher odds of caregiver distress. There were also
some notable agency differences; compared with the
arbitrarily chosen reference CCAC, both of the other
CCACs had a greater odds of caregiver distress after
controlling for the client and caregiver variables in-
cluded in the multivariate model. For example, the
adjusted odds ratio of CCAC B was 3.84, indicating
an almost 4 times greater odds of distress than for
the reference CCAC.

The value of C was 0.75, which indicates that the
multivariate model was strongly predictive of care-
giver distress.

DISCUSSION

Caregiver distress may be an important threat to the
viability of continued support for palliative care
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Table 3. Bivariate associations of clinical indicators with rates of any indicator of caregiver distress, Ontario
palliative home care clients (N=3,929)

Percentage (n) with distressed

Independent variable caregiver Unadjusted odds ratio p value
Estimated prognosis <0.0001
Death imminent 39.7 (25) 1.00

<6 weeks 40.8 (95) 1.05 (0.59-1.85)

6 weeks—6 months 217.4 (365) 0.57 (0.34-0.96)

6+ months 16.3 (223) 0.30 (0.18-0.50)

Pain scale 0.4

0 22.0 (272) 1.00

1 25.1 (54) 1.19 (0.85-1.67)

2 21.3 (334) 0.96 (0.80-1.15)

3 23.8 (157) 1.11 (0.89-1.39

Inadequate pain control <0.0001
No 20.9 (640) 1.00

Yes 29.4 (150) 1.57 (1.27-1.94)

ADL hierarchy scale (range 0-6) <0.0001
0-1 17.7 (396) 1.00

2-4 29.2 (238) 1.92 (1.60-2.32)

5-6 29.4 (111) 1.94 (1.52-2.49)

Cognitive performance scale (range 0-6) <0.0001
0-1 18.9 (530) 1.00

2-4 34.8 (179) 2.29 (1.87-2.81)

5-6 25.5 (36) 1.47 (1.00-2.18)

CHESS scale (range 0-5) <0.0001
0-1 11.3 (80) 1.00

2-3 19.4 (314) 1.89 (1.45-2.46)

4-5 36.4 (379) 4.50 (3.45-5.85)

Bowel incontinence 0.001
No 21.2 (669) 1.00

Yes 28.0 (125) 1.45(1.16-1.82)

Bladder incontinence <0.0001
No 20.6 (621) 1.00

Yes 29.6 (185) 1.62 (1.34-1.97)

Any current gastrointestinal problems? 0.06
No 20.3 (322) 1.00

Yes 23.0 (402) 1.17 (1.00-1.34)

Any nutritional problems” <0.0001
No 17.5 (259) 1.00

Yes 24.5 (412) 1.52 (1.28-1.81)

Dyspnea at rest 0.02
No 21.4 (634) 1.00

Yes 25.7 (164) 1.27 (1.04-1.55)

Depression rating scale (range 0-14) <0.0001
0 14.6 (365) 1.00

1-2 37.1 (215) 3.46 (2.83—-4.23)

3-5 41.5 (88) 4.17 (3.10-5.56)

6-14 48.7 (37) 5.57 (3.51-8.85)

Wants to die now <0.0001
No 21.5 (761) 1.00

Yes 39.4 (56) 2.38 (1.68-3.36)

Finds meaning in day-to-day life <0.0001
No 29.5 (368) 1.00

Yes 18.4 (449) 0.54 (0.46-0.63)

Consistent positive outlook <0.0001
No 35.5 (333) 1.00

Yes 17.6 (484) 0.39 (0.33-0.46)

“GI problems considered include acid reflux, bloating, constipation, diarrhea, fecal impaction, nausea, and vomiting.
®Nutritional problems considered include weight loss, number of meals eaten, cachexia /wasting, dehydration, fluid
intake, and fluid output.

ADL; activities of daily living; CHESS, Changes in Health, End Stage Disease, Signs and Symptoms
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Table 4. Bivariate associations of selected health service use indicators with rates of any indicator of caregiver
distress, Ontario palliative home care clients (N=3,929)

Percentage (n) with distressed Unadjusted odds
Independent variable caregiver ratio p value
Any hospitalization (last 90 days) 0.92
No 22.9 (334) 1.00
Yes 23.1 (420) 1.01 (0.86-1.88)
Any Emergency Department visits (last 90 0.52

days)

No 22.9 (536) 1.00
Yes 23.9 (187) 1.06 (0.88-1.29)
Days with home care nurse visits/week <0.0001
0-2 19.3 (375) 1.00
3+ 31.8 (381) 1.95 (1.65-2.30)

clients receiving home-based care. Although it is
probably unlikely that family members will simply
abandon dying relatives because they are distressed,
it is reasonable to assume that their informal care
may become less effective, they may have reduced
capacity to provide the volume of support needed by
the client, they may become vulnerable to mental
and physical health problems themselves, they may

experience conflict or other relationship difficulties
with the client, or they may feel disconnected from
the outside world if they become overwhelmed. These
negative feelings may persist well after the death of
the client.

For these reasons, it is critical to identify caregiver
distress when it occurs and to take preventive action
to reduce its likelihood of occurring among palliative

Table 5. Final multiple logistic regression model predicting presence of any indicator of caregiver distress
among community-based palliative care clients, Ontario

Independent variable Parameter estimate (SE) Adjusted odds ratio (95% CI) p value
Client characteristics

CHESS Scale (ref = 0,1)

e 2-3 —0.07 (0.08) 1.29 (0.93-1.79) <0.0001
e 4-5 0.40 (0.08) 2.07 (1.47—2.90)

Depression Rating Scale (ref = 0)

e 1-2 0.12 (0.11) 2.47 (1.93-3.17) <0.0001
e 3-5 0.31 (0.15) 2.98 (2.07-4.29)

e 6+ 0.36 (0.21) 3.15 (1.79-5.56)

Cognitive Performance Scale (ref = 0,1) <0.0001
o 24 0.27 (0.13) 1.85(1.41-2.42)

e 5-6 0.09 (0.20) 1.55 (0.86—-2.78)

Consistent positive outlook (ref = no) 0.02

e Yes —0.28 (0.12) 0.75 (0.59-0.96)

Caregiver characteristics

Hours of informal support in last 3 days (ref = <18) <0.0001
e 18-35 0.30 (0.08) 2.03 (1.57-2.62)

e 36+ 0.11 (0.09) 1.68 (1.26-2.24)

Service use and provider characteristics

Agency (ref = CCAC A) <0.0001
e CCACB 0.70 (0.16) 3.84 (2.48-5.95)

e CCACC —0.05(0.13) 1.82 (1.32-2.50)

Any hospitalization in last 90 days (ref = no) 0.02

e Yes —0.25(0.11) 0.78 (0.62—-0.96)

Days with nursing visits (ref = 0-2) 0.001
e 3+ days 0.36 (0.11) 1.44 (1.16-1.79)

C statistic = 0.75.

CHESS, Changes in Health, End Stage Disease, Signs and Symptoms; CCAC, community care access center.
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home care clients. The present study shows that cli-
ent characteristics are the strongest predictors of dis-
tress among caregivers, but not all clinical variables
hold equal importance. Medical instability and cogni-
tive impairment persisted in the multivariate
models, whereas ADL impairment and continence
were no longer significant. This may mean that
some, but not all, symptoms or impairments at the
end of life may be difficult for caregivers to manage.
In addition, given that these measures are readily
available in the interRAI PC instrument, interven-
tions aimed at preventing caregiver distress may be
more effective when targeted at clients who exhibit
these clinical characteristics.

The present study also highlights the inter-re-
lationships of depression among clients with distress
among caregivers. There is probably a bidirectional
association in which the psychological well-being of
one member of the dyad affects the well-being of the
other. Therefore, interventions aimed at improving
psychological well-being should consider both the cli-
ent and the caregiver as a focus for intervention.

Consistent with the literature on caregiver burden
(e.g., Hirst, 2005), those caregivers providing more
informal support had higher odds of distress after ad-
justing for other variables in the multivariate model.
Formal services should therefore be used to offset
some of the burden of care for individuals providing
substantial amounts of informal care each day.

With respect to agency characteristics, the find-
ings for both hospitalization and nursing visits
were somewhat unexpected and were potentially
the result of the cross-sectional nature of the data.
For example, nursing services are likely to be di-
rected to those clients with higher levels of need
and higher levels of caregiver distress. The problem
of “confounding by indication” may explain this find-
ing, which is probably better addressed with longi-
tudinal data.

It is interesting to note there were clear agency
differences after controlling for other client and care-
giver risk factors. This raises the possibility that
caregiver distress rates could be used, with risk ad-
justment, as a basis for benchmarking the quality
of community-based palliative care services at the re-
gional level.

There are some important limitations to the pre-
sent study. First, the interRAI PC does not include
some caregiver variables (e.g., sex and age of the
caregiver) that have been shown to be important
risk factors in the survey literature. . For example,
it has been reported that older caregivers report
lower perceived health, increased prescription drug
use, and higher prevalence of emotional and mental
issues, in comparison with their younger counter-
parts (Vitaliano et al., 2003). However, although
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these variables may be of general interest to re-
searchers, it is not clear that they are clinically
necessary measures if one aims to appraise whether
necessary support is available to the person. Second,
the cross-sectional nature of the data limits the abil-
ity to make inferences about temporal order for some
of the associations noted here. Hence, it is not poss-
ible to rule out reverse causality in the caregiver dis-
tress and home care nursing relationship.
Nonetheless, the present results suggest that the
interRAI PC may be a useful clinical tool for identify-
ing and responding to caregiver distress in palliative
care. The instrument includes a series of embedded
care planning protocols, called Clinical Assessment
Protocols or CAPs (Fries et al., 2007), which identify
issues that require interventions to prevent decline
or support improvement in the status of the assessed
person. Among the CAPs in development for the in-
terRAI PC are protocols related to depression, cogni-
tion, and, mainly, the health symptoms noted here.
The present findings also point to the potential
benefits of developing an interRAI PC CAP that
specifically addresses the issue of caregiver distress.
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