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Abstract

families.

Many caregivers of palliative care patients miss time from the labour market. This absence from employment has economic consequences for
the family as well as for the labour force. This prospective, longitudinal study identified sociodemographic, health, and caregiving variables that
influence Labour Force Participation for informal caregivers of home-based palliative care patients. Data were collected in bi-weekly telephone
interviews to capture temporal changes in labour force activity, health service utilization, quality of life, and caregiving intensity over the course
of a palliative care episode. Patient age and gender were obtained from the palliative care program databases. 262 caregiver-patient dyads were
recruited from community-based palliative care programs within two regions. The probability of caregivers being employed full-time decreased
by 26% for every 8-hour increase in caregiving time (p<0.01). Male caregivers had a lower probability of being not employed (p<0.05) and for
every 10-year increase in care recipient age, the probability that the caregiver was unemployed increased by 13% (p<0.01). This information
will be relevant to policy makers interested in reconfiguring the health system to better address the needs of palliative care patients and their
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Introduction

Palliative care provides support to patients and their families
when patients’ conditions are unresponsive to curative treatment
and life-expectancy is relatively short [1-2]. Publicly financed
home-based palliative care programs have been established
to provide community and team-based multidisciplinary care,
including practical and emotional support, to individuals at home.
While care recipients receive a blend of publicly and privately
financed home-based services [3], the viability of this care context
relies on family members or close friends to provide the majority
of the care [5-7]. The home palliative care environment is labour
intensive and characterized by physical and emotional strain,
where the informal caregiving demands can be enormous [5-8].

Current research demonstrates that many caregivers of
palliative care patients miss time from the labour market [9-
12] because of their expansive caregiving responsibilities in
the home setting. This absence from employment has economic
consequences for the family as well as for the labour force. Despite
caregivers’ absence from the labour force, the opportunity cost
of this foregone labour supply, has not been extensively studied.
Moreover, because families and friends are intimately involved in
the dying process and take on primary caregiving responsibilities,
they bear significant financial, physical, and psychological costs.
Although family and friends are the predominant care providers,
there is a paucity of research exploring labour force participation
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(LFP) decisions during this profound, demanding time. In
addition, a limited understanding of the variables that influence
this participation decision exists.

There is an absence of quantitative research examining the
effect of informal caregiving on LFP in a palliative care context.
While some researchers have characterised family caregivers’ LFP
in palliative care and advanced cancer settings using frequency
counts and descriptive statistics [13-18], only two of these
studies considered sociodemographic and care context predictors
of presentism and absenteeism [4,17] and none considered
determinants of LFP over time. Although a few studies [4,19] have
measured home-based service utilization (e.g. personal support
services) by palliative patients, the relationship between these
services and LFP has not been examined. Moreover, Lilly and
colleagues (2010) studied the intensity of caregiving and LFP
using a cross-sectional survey, but this work was in the general
caregiving context and focused on the threshold beyond which
LFP became difficult for caregivers.

Accordingly, the purpose of this study was to assess the
sociodemographic, health, and caregiving variables that influence
caregivers’ participation in the labour force across the palliative
care trajectory, that is, from palliative care admission to death.
This study comprehensively assessed predictors of LFP that have
not been previously considered in any caregiving environment,
and particularly in the palliative setting. Temporal changes in
factors such as labour force activity, health service utilization, and
caregiving intensity that vary over the palliative care trajectory
were measured. Longitudinal analyses allow for the identification
of mechanisms that have currently been poorly documented in
the literature to account for variations in LFP.

Methods

This study was a prospective, longitudinal cohort study
designed to assess caregiver LFP and the relationship between
an array of characteristics and intensity of LFP, from admission
to death for two palliative care programs in Ontario, Canada.
The framework used by Lilly and colleagues (2010) guided the
selection, analysis and interpretation of predictors of LFP [21].
The factors used to predict the propensity (i.e. to be in or not
in the labour force) and intensity (i.e. hours of work or full- or
part-time employment) of LFP include: 1) sociodemographic
variables (age, sex, marital status, education level, socioeconomic
status); 2) health variables (functional status of patient, number
of caregiver chronic conditions); and 3) caregiving environmental
factors (amount of (publicly and privately financed) nursing,
personal support and physician services, Emergency Department
visits, hospitalizations, number of informal caregiving hours, and
number of family caregivers.)

Study participants were recruited from two geographically
distinct palliative care programs. In collaboration with existing
care providers, these programs provide community and team-
based multidisciplinary palliative care, including symptom and
case management, and practical/emotional support to individuals
at home 24 hours per day, 7 days per week. Each program is
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designed to shift the emphasis toward home-based end-of-life
care and away from hospital-based care. These programs offer
community-based palliative care in ethnically diverse regions;
they have been in existence for several years, and therefore, reflect
current practice in home-based palliative care.

Study participants were: 1) primary caregivers of patients
who were admitted to one of the two palliative care programs
within the past 14 days; 2) fluent in English; and 3) 18 years of age.
In each palliative care program, the Research Officer telephoned
eligible caregivers for the purpose of screening for inclusion and
to askif they would be interested in learning more about the study.
The Research Officer verbally explained the study to interested
participants and then mailed a written consent form to those
who indicated that they wanted to participate. Fifteen potential
predictors of LFP were measured. These predictors were chosen
because they have been identified in previous studies, in general,
and specifically related to LFP [21]. The predictor variables can
be categorized into 3 domains: caregiving context; care recipient
characteristics and caregiver characteristics.

Data were obtained from telephone interviews with
participants and the databases for each of the palliative care
programs. Study participants were interviewed every two weeks
from admission into palliative care until death, and asked to report
on LFP, health status, health service utilization, and quality of life
(QOL) over the previous two weeks. LFP (the dependent variable)
was assessed using an employment questionnaire developed
and administered in previous studies [22-25] and that was
adapted for this study by adding more questions regarding LFP.
Respondents were asked if they were employed, and if so whether
any changes had occurred, and the number of hours worked over
the prior two weeks. Caregivers were classified according to our
four employment categories: Full-Time (including self-employed
individuals working >25 hours/week); Part-Time (including self-
employed individuals working <25 hours/ week); On-Leave; and
Not-Employed (including retired, unemployed, and student).
Each telephone interview lasted no more than 15 minutes. Two
of the predictor variables (patient age and gender) were obtained
from the respective palliative program databases. The remaining
predictor variables were obtained from participant interviews
using a demographic questionnaire. Caregiver QOL was measured
by the Caregiver QOL Index - Cancer (CQOLC) [26-28]. Caregiver
health status was assessed using the Canadian Community
Health Survey Mental Health and Well-Being (Cycle 1.2) Chronic
Conditions module (CCHS) (Statistics Canada, 2003). The CCHS
consists of 33 questions addressing long-term conditions (6
months or longer) diagnosed by a health professional yielding
the total number of chronic conditions. To collect data on the
amount of privately and publicly financed services received, the
Ambulatory and Home Care Record (AHCR), a comprehensive
tool to measure the provision and receipt of services irrespective
of payer [29]. The psychometric properties of the AHCR were
evaluated in a study [29]; moderate to almost perfect agreement
was found between participants’ responses on the AHCR and
administrative data (kappa=0.41-1.00). The AHCR has been
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previously used in multiple studies for a range of clients and
conditions [20, 24, 29, 30, 21, 31, 32, 33]. Functional Status was
measured using the Palliative Performance Scale (PPS), also known
as the modified Karnofsky Performance Scale [34,35]. The PPS
assigns patient functional levels ranging from 0% (dead) to 100%
(perfect functioning); the levels increase by 10% increments.
An assessment of its reliability reported intraclass correlation
coefficients ranging from 0.93 to 0.96 [34,35]. Neighbourhood
income quintile for each care recipient was obtained by linking
their postal code to the Statistics Canada Postal Code Conversion
File (Statistics Canada). The variable was evaluated as an ordinal
and categorical variable to identify non-linear relationships.

All data were linked using a patient anonymized identifier
and stored in a relational database and programmed using SAS
version 9.4 (SAS Institute). Ethics approval was obtained by
all sites and the Universities. The multinomial logit regression
model with marginal effects was fitted to estimate the effects of
the covariates on the absolute additive increase in probability
(i.e. percentage points) that a caregiver was in each employment
category (e.g. Full Time). This model accommodates both fixed
and time-varying covariates and adjusts the standard errors using
both within and between caregiver variation. Multicollinearity
was identified using variance inflation factor with a cut point
above 2.5. Observations were excluded from analysis if there were
missing values in any covariate. Data were modeled in Strata IC
14.2.

Table 1: Care Recipient Characteristics (N=262).

Results

During the 26-month participant recruitment period
(February 1, 2014 to April 5, 2016), 1,456 caregivers were
identified as being potentially eligible for the study. The research
officer contacted 964 (66.2% percent) eligible caregivers, with
the remainder (n=492) unreachable by telephone. Some eligible
caregivers (n=634) declined participation, and 57 care recipients
died before their caregiver had been contacted. Consent to
participate was given by 273 (28.3% of 964) caregivers. A further
11 caregivers were excluded because employment data were
missing. Our results are based on a sample of 262 caregiver-patient
dyads, yielding a total of 1,962 interviews. The mean and median
number of days caregivers participated in the study (study entry
until death of the care recipient) was 105 and 42, respectively.
Tables 1 and 2 describe the sample of care recipients and
caregivers, respectively, according to the caregivers’ employment
status at the start of the study. The sample of care recipients was
comprised of an equal number of males and females. Almost 70%
of patients were >70 years of age. Most lived with at least one
other person and the majority were married. Marital status of
the care recipient differed by the caregiver’s employment status
(p=0.01): Most caregivers were women, and more than half of
the caregivers were between 51 and 70 years of age. On average,
caregivers dedicated 6 hours per day to caregiving activities for
the palliative care patient.

EMPLOYMENT CATEGORY: CGPT:;;“" cif; 1;15:1“ ciﬂ) Tyf:‘ On-Leave TOTAL P-VALUE
VALUE N=140 N=32 N=62 N=28 N=262
Mean + SD 77.49£2.58 | 77.91:13.22 | 77.92¢14.24 | 63.32¢1826 | 76.13+14.38 <.001
Median (IQR) 80 (70-88) 80(67-88) 81 (70-88) 63 (53-78) 79 (67-87) <.001
VARIABLE <=40 1(0.7%) 0 (0.0%) 1(1.6%) 3 (10.7%) 5 (1.9%) <.001
41-50 1(0.7%) 1(3.1%) 3 (4.8%) 3 (10.7%) 8 (3.1%) <.001
fAge 51-60 14 (10.0%) 3 (9.4%) 4 (6.5%) 8 (28.6%) 29 (11.1%)
61-70 24 (17.1%) 6 (18.8%) 10 (16.1%) 2 (7.1%) 42 (16.0%)
71+ 00(71.4%) 22(68.8%) 44.(71.0%) 12 (42.9%) 178(67.9%)
Gender Male 76 15(46.9%) 27(43.5%) 15 133(50.8%) 0519
Married 97 (69.3%) 22(68.8) 30 (48.4%) 20 (71.4%) -64.50% 0.034
Marital Status Divorced/Widow 36 (25.7%) 0(31.3%) 30 (48.4%) 6 (21.4%) 82 (31.3%)
Never Married 7 (5.0%) 0 (0.0%) 2 (3.2%) 2(7.1%) 11 (4.2%)
High School orless | 104(74.3%) 23(71.9%) 50(80.6%) 20 (71.4%) 197(75.2%) 0.707
Education A“yvgzg‘éfgzg or 34 (24.3%) 9 (28.1%) 12(19.4%) 7 (25.0%) 62 (23.7%)
Post Graduate 2 (1.4%) 0 (0.0%) 0 (0.0%) 1 (3.6%) 3 (1.1%)
Live Alone 16 (11.4%) 3 (9.4%) 11(17.7%) 0 (0.0%) 30 (11.5%) 0.103
Missing 9 (6.4%) 1(3.1%) 4 (6.5%) 3 (10.7%) 17 (6.5%) 0365
g}i?g‘:’é‘::‘n"t‘i’li 1-Lowest 20 (14.3%) 6 (18.8%) 14(22.6%) 4 (143%) 44 (16.8%)
2 34 (24.3%) 6 (18.8%) 13(21.0%) 1 (3.6%) 54 (20.6%)
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3 21 (15.0%) 2 (6.3%) 9 (14.5%) 8 (28.6%) 40 (15.3%)
4 18 (12.9%) 4 (12.5%) 8 (12.9%) 5 (17.9%) 35 (13.4%)
5-Highest 38 (27.1%) 13(40.6%) 14(22.6%) 7 (25.0%) 72 (27.5%)
Total PPS Score
(at baseline) Mean * SD 28.75+7.98 29.69+ 6.19 29.60+ 8.21 30.18+ 6.04 29.22+ 7.64 0.745
(Tscore=! func-
tioning) Median (IQR) 29 (22-34) 30 (28-34) 29 (25-35) 31 (27-35) 30 (24-34) 0.687
Total PPS Score Mean * SD 30.17+ 6.73 30.97+5.79 31.25+ 7.41 30.79 + 5.96 30.59+ 6.70 0.734
(mean all inter-
views) Median (IQR) 31 (26-35) 30 (28-35) 32 (27-37) 31 (28-35) 31 (27-35) 0.665
145.62 + 174.85 + 137.06 +
Mean * SD 179,33 93.75 + 134.37 13,20 63.63 + 82.95 17799 0.023
Days from Death g 38 102 28 "
. 7
Median (IQR) (24-177) (21-113) (28-255) (11-82) (21-168) 0.011
176.85 + 109.90 + 187.55 + 162.39 +
Days Observed in Mean * SD 06,2 13541 21758 92.50 + 117.50 Lonos 0.053
Study ) 101 54 104 42 81
Median (IQR) (39-224) (34-152) (41-268) (25-113) (35-197) 0.019

Table 2: Primary Caregiver Characteristics at First Interview.

CG FT Em-

VARIABLE VALUE CG Not Employed | CG PT Employed Siloyed On-Leave TOTAL P-VALUE
Number N=140 N=32 N=62 N=28 N=262
Mean + SD 63.67+13.36 59.00£10.17 53.10+10.1 50.1+10.54 59.15+10.54 <.001
Median (IQR) 65 (57-74) 59 (53-67) 54 (46-59) 54 (44-57) 59 (52-68) <.001
<=40 9 (6.4%) 1(3.1%) 5 (8.1%) 6 (21.4%) 21 (8.0%) <.001
Age 41-50 8 (5.7%) 6 (18.8%) 18 (29.0%) 5 (17.9%) 37 (14.1%)
51-60 38 (27.1%) 12 (37.5%) 28 (45.2%) 13 (46.4%) 91 (34.7%)
61-70 43 (30.7%) 11 (34.4%) 9 (14.5%) 4 (14.3%) 67 (25.6%)
71+ 42 (30.0%) 2 (6.3%) 2 (3.2%) 0 (0.0%) 46 (17.6%)
Male 31 (22.1%) 16 (50.0%) 25 (40.3%) 7 (25.0%) 79 (30.2%) 0.003
Female
Married 109 (77.9%) 23 (71.9%) 36 (58.1%) 21 (75.0%) 189 (72.1%) 0.132
“;';’;t‘f;' Divorced/Widow 13 (9.3%) 2 (6.3%) 10 (16.1%) 2 (7.1%) 27 (10.3%)
Never Married 18 (12.9%) 7 (21.9%) 16 (25.8%) 5 (17.9%) 46 (17.6%)
High School or less 53 (37.9%) 4 (12.5%) 5(8.1%) 5(17.9%) 67 (25.6%) <.001
Education A“yvg‘;;‘gfg;;tly o | 65 (46.4%) 19 (59.4%) 41 (66.1%) 16 (57.1%) 141 (53.8%)
Post Graduate 22 (15.7%) 9 (28.1%) 16 (25.8%) 7 (25.0%) 54 (20.6%)
Relationship Spouse 77 (55.0%) 13 (40.6%) 9 (14.5%) 14 (50.0%) 113 (43.1%) <001
‘Lfrctzrc"f;‘; Other 13 (9.3%) 1(3.1%) 4 (6.5%) 2 (7.1%) 20 (7.6%)
Recipient Child 50 (35.7%) 18 (56.3%) 49 (79.0%) 12 (42.9%) 129 (49.2%)
No. of Chron- Mean + SD 291201 2.28+1.82 2.24+1.89 237 +1.57 2.62+1.93 0.076
ic Condi-
tions Median (IQR) 2 (1-4) 2(1-3) 1(1-3) 2(1-3) 2(1-3) 0.023
Mean + SD 78.46 + 15.70 77.08+16.07 | 78.06+16.30 | 7833 +14.15 78.19 + 15.65 0976
QoL Median (IQR) 79 (68-90) 80 (75-89) 81 (72-90) 76 (71-90) 80 (70-90) 0.979
Caregiving Mean + SD 6.72 £3.22 5.38+2.77 4451354 9.27 £ 4.14 6.29 + 3.62 <.001
Hrs/Day Median (IQR) 7 (4-9) 5(3-7) 4 (2-5) 8 (6-12) 6 (4-9) <.001

% = Column percentages
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Table 3 reports the multinominal logit regression model after
removing observations where some covariate data were missing
for 28 caregivers, thereby yielding 1,611 interviews with 234
caregivers predicting 4 employment categories. The regression
model yielded 6 statistically significant predictors of employment

status; one is time dependent (caregiving hours per day) and five
are time invariant covariates. Five of the six predictors significantly
predicted FT employment, 2 predicted PT employment, 4
predicted On-Leave, and 6 predicted Not-Employed.

Table 3: Predictors of LFP Category; Multinomial logit model with marginal effects (n=2348; number of interviews: 1,611).

Dependent VARIABLE 1) (2) 3) 4)
LFP Category Not Employed Part-time Full-time On-leave
Caregiving hours per day 0.0236*** 0.000483 -0.0323%*** 0.00821***
-0.00746 -0.0049 -0.00616 -0.00245
PPS (increasing -0.00214 -0.00153 0.00328 0.000386
scores=lower functioning) -0.00292 -0.00158 -0.00232 -0.00091
QOL (increasing scores=higher QOL) -0.00219 -0.00121 0.00349** -8.94E-05
-0.0017 -0.0008 -0.0014 -0.00039
PSW -0.00142 0.00113* 0.000734 -0.00044
-0.00126 -0.00058 -0.00094 -0.0004
Nurse visits -0.00664 0.00529 0.00291 -0.00156
-0.00411 -0.00325 -0.00278 -0.00156
Physician visits 0.0063 -0.0027 6.59E-05 -0.00366
-0.0197 -0.0162 -0.0147 -0.00508
Days from Death 0.000104 -0.00012 0.000107 -9.11E-05
-0.00016 -9.97E-05 -9.32E-05 -0.00011
Age > 40 -0.349%* 0.00395 0.332%** 0.0127
-0.125 -0.0802 -0.114 -0.0332
Male -0.148%* 0.0903*** 0.0779* -0.0202
Caregiver Covari- -0.0645 -0.0306 -0.0467 -0.025
Spouse ates 0.310%** 0.0625 -0.308*** -0.0650**
-0.0898 -0.0406 -0.0681 -0.0273
Post Grad Education -0.174** 0.100** 0.0837 -0.0102
-0.0819 -0.0499 -0.071 -0.021
Age+ 0.0127*** 0.000311 -0.00933*** -0.00372%***
-0.00341 -0.00177 -0.00222 -0.00119
Male -0.0782 0.0296 0.0467 0.00195
Care Recipient -0.0686 -0.0381 -0.0481 -0.023
Covariates
Lives Alone 0.469%** 0.0537 -0.0303 -0.493**
-0.131 -0.0604 -0.0619 -0.136
Neighbourhood Income Quintile 0.013 -0.0225 0.00478 0.00481
-0.0217 -0.0148 -0.0161 -0.00528

*** p<0.01, ** p<0.05, * p<0.1; (standard error)
+ one year increase in age

Caregiving Context Variables

One caregiving context variable was a statistically significant
predictor of caregiver employment category on average, for each
one hour increase in family caregiving time per day, the probability
that a caregiver was employed FT decreased by 3% and the
probability of being not employed or on-leave increased by 2%

DOI: 10.19080/PMCIJ.2025.04.555648

and 0.8%, respectively, over the trajectory. Therefore, for an 8
hour increase in caregiving hours per day, the probability of being
employed FT would fall by 26%. [(8*0.0323) = 0.258 percentage
points]. The provision of formal care services (Nursing, PSW, and
physician) was unrelated to caregivers’ LFP category, however,
there was a tendency towards a positive association between the
receipt of PSW hours and being employed PT.
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Caregiver Characteristics

Three caregiver characteristics were statistically significant
predictors of caregiver LFP category. Caregivers older than 40
years of age, had a higher probability of being employed FT and
a higher probability of being not employed. Male caregivers had a
lower probability of being not employed and a higher probability
of being employed PT. The probability that caregivers were
unemployed increased by 30% when they were the spouse of the
care recipient. Furthermore, the probability of being employed FT
fell by 30% for spouses.

Care Recipient Characteristics

Two care recipient characteristics were statistically significant
predictors of caregiver employment. The probability of being
unemployed increased by 50% for those caregivers who were
caring for a care recipient who lived alone while the probability
of being on-leave decreased by the same percentage. As the age
of the care recipient increased by one year, the probability of the
caregiver being unemployed increased and the probability of
being FT employed and on-leave fell. Specifically, for every 10-
year increase in care recipient age, the probability of the caregiver
being unemployed increased by 12.7% (1.27 x 10), while the
probability of being employed FT fell by 9.3% and being On-leave
fell by 3.7%.

Discussion

While family caregivers undertake most of the caregiving
workload, there is a paucity of research that has comprehensively
assessed this responsibility and how it affects economic and health
outcomes. This study examined important issues in the provision
of home-based palliative care. Understanding the determinants
of LFP may inform the targeting of services to support families
balance employment and caregiving. Herein, we compare our
results to previous studies in the palliative care context, as well as
to those studies outside of palliative care given the small number
of studies addressing the same sets of predictor variables used in
our study.

Because of the intensive caregiving demands, interventions
designed to assist palliative caregivers should aim to support both
their employment and their caregiving. Support can be offered to
palliative caregivers by educating employers on the characteristics
of the palliative care trajectory, which typically is relatively short
in duration. Being more flexible when possible and allowing time
off while maintaining employment are methods of assistance.
Elsewhere, we discuss more detailed policy implications for
informal palliative caregiving [36].

In this current study, a statistically significant relationship
between LFP and physician, nursing or PSW services was not
found. This was not surprising given the lack of consensus in
the literature concerning these relationships [37-39]. In some
cases, the provision of skilled [39] services, such as nursing,
complements unpaid caregiving, and raise hours of unpaid
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caregiving. Alternatively, for some other services, such as those
provided by PSWs, service provision substitutes for unpaid
caregiving and reduces hours of unpaid caregiving [40-42].
Further investigation into the relationship between health care
services and other variables such as quality of life is needed.

We found that female caregivers had a higher probability
(15%) of being unemployed. Findings in the literature report
incongruous results for gender, albeit in relation to employment
variables that differ from our employment categories. In a
study with terminal cancer patients, women were more likely
to experience employment difficulties; the employment variable
in their study comprised missed time from work and managing
employment demands. Although Mazanec and colleagues (2011)
did not find a relationship between gender and employment,
their variable of interest was productivity loss, which consisted of
hours missed from employment and workplace productivity [15].
Survey studies in the general caregiving context also reported that
women who provided higher amounts of care were more likely to
decrease working hours or to quit [42,43].

As the age of the care recipient increased, the probability that
the caregiver was unemployed increased while the probability
of being employed FT fell. The palliative care literature has not
specifically examined the relationship between care recipient age
and our categories of employment, and additionally, those studies
have not corroborated our observation - care recipient age was
neither a predictor of productivity loss [15] nor employment
difficulties [17]. In our study, the probability that caregivers
were unemployed increased when they were the spouse of the
care recipient. Furthermore, the probability of being employed
FT and on-leave fell for spouses [15]. A previous study reported
that palliative caregivers who were married to the care recipient
had a greater productivity loss, and those employed caregivers
were more likely to be in a non-spousal relationship with the care
recipient. In a general caregiving survey, female caregivers who
cared for their spouse were more likely to leave the labour force
than females who were not caregivers [43].

We report that when care recipients lived alone, the
probability that the caregiver was unemployed increased 50%.
This may be because providing care outside of one’s home
requires more coordination as one physically moves in and out
of a care recipients’ home. In addition, the probability of being
on-leave fell for caregivers of care recipients living alone. Our
results on cohabitation status have not been corroborated in
the general caregiving literature, however, these studies used an
employment variable that differed from our employment status
variable. Contrary to our study, caregivers of frail elderly who did
not live with the care recipient had the lowest risk of reducing
their work hours [14]. Furthermore, another study reported that
employed caregivers were more likely to not reside with the care
recipient with advanced cancer (15). Finally, in a previous study in
anon-palliative context, caregivers providing care to an individual
in the same household were more likely to stop working [43].
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Understanding that caregivers may vary in their employment
status because of differences in their caregiving environments
and the demographics of care recipients and caregivers, assists
health professionals and employers in their assessment of those
who may be at higher risk of not maintaining their employment
over the palliative trajectory. Elsewhere, we outline details
regarding supportive responses from employers and areas for
improvement and outreach to caregivers during this extremely
emotional and physically demanding time [36]. Given that these
informal caregivers are providing care that would otherwise be
provided in an institution, we need to ensure that all is done to
protect their usual work life and provide compassionate support.

Limitations

The results of this study may lack generalizability as the study
participants were drawn from two palliative care programs. The
findings may not necessarily transfer to care recipients receiving
services outside of these formal palliative care programs. However,
the populations served by these two programs are diverse in
terms of their clinical, demographic, and ethnic backgrounds,
which may help to improve generalizability. Additionally, selection
bias of respondents may exist in this study. However, this risk is
likely minimal because the study sample is similar to caregivers
in the broader population, and used in previous studies based on
age, gender, and relationship to the care recipient [44-46]. Finally,
participants’ responses regarding health care services and their
caregiving time rely on their recall. However, a recall period of 2
weeks was chosen based on our previous work indicating that
respondents’ recall over a two-week period is reliable when
compared to administrative data [47-55].

Conclusion

Despite the need for the delivery of efficient and effective
palliative care, a limited understanding of the predictors of LFP
in the population of palliative caregivers currently exists. Care
providers, administrators and other decision-makers across the
policy spectrum are disadvantaged by this lack of knowledge. This
study begins to build research capacity to respond to this shortfall
in knowledge. A greater appreciation of the variables that predict
LFP are necessary for practitioners, health managers, and policy
decision makers to ensure that patients and their caregivers
receive efficient and effective care as well as more general
supports. By assessing determinants of labour force participation,
issues concerning financial loss and other foregone opportunities
are highlighted.
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