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A systematic scoping review was conducted to evaluate the current state of knowledge of the economic
costs incurred by family caregivers to adults with long-term health problems or disabilities. A narrative
synthesis of 126 articles published since 1999 was undertaken to develop a taxonomy of the economic
costs experienced by these caregivers. Three broad domains of sources of economic costs for caregivers
were identified: employment consequences, out-of-pocket expenses and caregiving labor, with sub-
categories within each domain. Economic outcomes were identified for each cost domain. Generation
of new knowledge across the three cost domains has been uneven, with disproportionate interest in
employment consequences. There are knowledge and methods gaps around all of the domains of care
arising from failure to measure, or measure consistently, the costs; failure to account for contexts within
which care is delivered; and lack of consistency in specifying care thresholds influencing labor force exit
and employment consequences. An expanded research agenda on costs of family care should address
cumulative and cross-domain care costs. Links between economic and social and health costs are fertile
ground for a comprehensive understanding of the full costs of family care.

� 2014 Elsevier B.V. All rights reserved.
Introduction

In recent years, considerable attention has been paid to issues of
population aging. This interest has been driven in part by the belief
that costs to society will escalate with the growing population of
dependent older adults. Economists and gerontologists have
argued that the alarm about the costs of population aging is over-
blown; coining the term ‘apocalyptic demography’ to describe
what they believe to be an unexamined view of population aging
as inevitably costly (Börsch-Supan, 2013; Denton et al., 2006;
Friedland and Summer, 2005; Gee, 2002). There is now a substan-
tial body of literature supporting their claim, providing evidence of
the considerable contributions of older adults through their pro-
ductive activities and their civic engagement (see for example,
Dosman et al., 2006; Hank and Stuck, 2008; Morrow-Howell
et al., 2001).

This more positive view of the assets of population aging does
not negate the analogous evidence of costs. In particular, there is
concern about the costs arising from care needs among increasing
numbers of people who are aging with disabilities and those who
have reached advanced age (World Health Organization, 2011).
In both Europe and North America, formal care costs are closely
monitored. There is remarkable consistency across these regions
in reports which indicate that public (government) expenditures
have grown faster than gross domestic product, that the status
quo of state involvement is unsustainable, and that responsibilities
for care need to be shared between families and the state
(European Social Network, 2008; Hagist and Kotlikoff, 2006; UK
Parliament, 2013).

Policy analysts have been arguing for some time that this ‘shar-
ing’ already is occurring (Hong and Kim, 2000). In Canada,
Armstrong (1996) noted that much of the work once done at state
expense had been transferred to families with little evaluation of
their ability to assume such work and its associated costs. Indeed
it has been argued that care provided by family members and
friends is the solution to escalating public sector costs precisely
because it is invisible, lying as it does outside the formal economy,
and its costs are hidden (Arno et al., 1999). More than a decade
later, Cooney and Dykstra, 2011, p. 1027) re-emphasized this point
in relation to Europe. They argue that a shift away from the welfare
state in some countries and its absence in others have led to a
policy of ‘‘familialism by default. . .when there are few publicly
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provided alternatives to family care and financial support’’. Given
high levels of concern about escalating costs of dependent care, it
seems timely to include the family care sector more centrally in
the debate about the economic costs of population aging.
Families and the costs of care

For almost 20 years, family care to older adults has been a key
topic of research in the field of aging. It was during the 1990s that
the first major studies of family care to older adults were con-
ducted in Europe and North America (see for example: Metlife
and National Alliance for Caregiving, 1997; Keating et al., 1999;
Philp, 2001). In these seminal reports, researchers began to make
visible the nature of this care work and its consequences. For the
first time, the types of care tasks and experiences of family caregiv-
ers were given national attention. The emphasis was on social and
health consequences of care, especially the burdens of long term
care work. In many countries, they provided an important impetus
to the development of social policies such as caregiver support
groups and respite services (Döhner, 2006).

Nonetheless, during this period of rapid growth in knowledge
about family caregiving, there was relatively little conceptual or
empirical research on the economic costs incurred by family care-
givers. Fast et al. (1999) made an early attempt to address concep-
tual gaps with respect to the costs of informal care. Based on what
was then a small body of literature on the costs of care, they devel-
oped a taxonomy of the domains of costs to a broad set of stake-
holders including care receivers, caregivers and their families, the
formal care sector and society. In the intervening years, the taxon-
omy has served to motivate and frame numerous studies as care-
giving became a prominent research theme in many disciplines
(Dew, 2008).

Families have continued to be seen as a first line of defense in
providing care and support to their members with a chronic ill-
ness/disability (Carmichael et al., 2008). Researchers and policy
makers have expressed concern about the sustainability of the car-
ing capacity of families in the face of increasing care needs as well
as structural changes in families including divorce (Han et al.,
2009), geographic mobility (Keefe et al., 2012), and high labor force
participation rates (Ferrao, 2010). There is evidence that high levels
of health, social and economic consequences accrue to family care-
givers (see for example Lai and Leonenko, 2007; Rubin and White-
Means, 2009). Yet to the best of our knowledge, there has been no
recent systematic consideration of the types or extent of costs to
families who comprise an important caregiving sector.

Given these trends in population aging, in formal care and in
family structures, it seems timely to review the current state of
knowledge of the economic costs incurred in caring for family
members with chronic health problems. The purpose of this study
reported here was to synthesize the state of knowledge on costs of
care in order to create a taxonomy of the domains of costs. The goal
was to create a foundation for future research that would deter-
mine risks of incurring these costs and their magnitude.
1 Abstracts in Social Gerontology, Academic Search Complete, Ageline, Business
Source Complete, Business Source Elite, EconLit with Full Text, Family and Society
Studies Worldwide, Family Studies Abstracts, Human Resources Abstracts, MEDLINE,
PsycEXTRA, PsycINFO, Psychology and Behavioral Sciences Collection, Social Work
Abstracts, SocINDEX with Full Text, Sociological Collection.

2 Only articles cited in this manuscript are included in the reference list. A full list
of references for the 126 papers included in the systematic review is available from
the first author.
Methods

To develop the taxonomy of economic costs of care to family
caregivers, a comprehensive scoping review was conducted. A
scoping review is a type of systematic review, used when the body
of literature is diverse in its disciplinary base and methodological
approaches (Brien et al., 2010) and when there is a need to create
clarity for constructs of interest (Arskey and O’Malley, 2005; Davis
et al., 2009). Both these criteria are relevant to the body of litera-
ture on the domains of economic costs for family caregivers. The
published literature comes from a number of disciplines including
family economics, labor economics, family studies, sociology,
human ecology, health sciences, gerontology and social work and
reflects methodological approaches ranging from secondary analy-
ses of large scale national surveys to narrative, grounded theory
and other qualitative approaches.

Inclusion criteria

Manuscripts were included in the review if they met all of the
following criteria: (1) unit of analysis was family members who
provide care to an adult; (2) examined care tasks and services were
provided because of the recipient’s long-term health condition or
disability; and (3) study addressed caregiver outcomes with impli-
cations for the caregiver’s income or expenditures that are directly
related to occupying a caregiver role. Care needs related to popula-
tion aging result from both increasing numbers of adults who have
reached advanced age and those who are aging with disabilities.
Thus our review includes research on care to adults. Research from
the past 15 years was reviewed, following earlier foundational
work to classify costs of care (Fast et al., 1999). Articles were
excluded if their focal topic was not economic costs to family care-
givers (such as those that focused exclusively on consequences
such as caregiver burden, health or well-being); if their primary
focus was on cost measurement tools or instrument development;
or if they addressed only policy implications or recommendations.

Search strategy and data sources

A review protocol was developed and electronic search strate-
gies were guided by a librarian experienced in systematic and
scoping reviews. Searches were restricted to the English language
and were conducted in a number of databases1 chosen to capture
the diversity of this body of literature. Gray literature also was
searched on websites of policy institutes, government agencies and
departments, and relevant caregiving organizations and associations.
Search terms included caregiving economic costs, caregiver out-
comes, family caregivers, informal care, employed caregivers, care-
giving and work, working caregivers, economic costs, and elder
care. Material published in the past 15 years was reviewed.

The search strategy involved screening titles and abstracts,
reviewing full articles and identifying relevant studies based upon
full article review. The final selection comprised 1262 articles that
met the inclusion criteria. Based on these articles, a narrative synthe-
sis was undertaken (Popay et al., 2006; Rodgers et al., 2009) to iden-
tify the primary domains and sub-domains of economic costs of
caregiving for family caregivers. The narrative synthesis proceeded
in three steps: developing a preliminary synthesis of findings of
included studies; exploring relationships within and between stud-
ies; and assessing the robustness of the evidence.
Results

The review of the literature highlighted three broad domains of
sources of costs of care for caregivers: employment consequences;
out-of-pocket expenses; and caregiving labor. A number of sub-
categories within each domain were identified. Economic out-
comes that flow from the three domains of sources of costs for
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Fig. 1. A taxonomy of the economic costs of family care to adults.
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caregivers also are identified (Fig. 1). In this section of the paper,
we present findings from the scoping review that informed the cat-
egories and sub-categories of the taxonomy. The discussion section
is devoted to a critique of the quality and sufficiency of these
findings.

As is evident from our review of the literature, and discussed in
subsequent sections, there is considerable variability in estimates
of both the incidence and magnitude of the economic costs experi-
enced by family caregivers. This variability arises from differences
in characteristics of caregivers and care receivers, sampling frames
which may have been chosen based on these characteristics, and
analytic methods employed. The full set of risk factors for eco-
nomic consequences cannot be explored within the scope of this
paper. However, where possible, we provide examples that help
explain some of the variability in estimates of the incidence and/
or magnitude of the costs of caregiving.

Employment consequences

Much of the investigation of the economic consequences of
caregiving that has been undertaken since 1999 has focused on
employment consequences. Of the 126 articles reviewed for this
paper, 108 examined the impact of caregiving on caregivers’ labor
force participation or the extent to which they otherwise accom-
modated their paid work to caregiving demands. Not only has
the volume of research on these topics mushroomed, but it also
has become increasingly nuanced and more empirically rigorous
and sophisticated, allowing a much more comprehensive picture
of care-related employment consequences to emerge. This
expanded body of knowledge attests to the relevance of the
employment consequences domain, its sub-categories of costs,
and their long-term monetary implications than is possible for
the out-of-pocket or caregiving labor domains. This level and com-
plexity of activity has been facilitated in part by the availability of
more and better data and the evolution of analytic methods and
software.

Four sub-categories of employment consequences were
prevalent: labor force exit or preclusion; restricted work hours or
absences; decreased productivity; and career limitations. Accom-
modating one’s paid work to care demands is fairly common
among caregivers (Fast et al., 2013). For example, US studies have
shown that 69% of employed caregivers to adults report making
one or more changes to their paid work because of their caregiving
responsibilities (NAC, American Association of Retired Persons
(AARP) and MetLife Foundation, 2009).

Labor force exit/preclusion
Labor force exit/preclusion includes withdrawing from the

labor force (quitting or losing a job or taking early retirement), or
never entering the labor force because of caregiving responsibili-
ties. Articles reviewed provide evidence from across a number of
countries that there is a negative association between providing
care and labor force participation. In their review of more than
35 studies conducted primarily in the US and the UK, Lilly et al.
(2007) found evidence of a strong relationship between labor force
participation/continuation and intensity/hours per week of care-
giving involvement. Those spending many hours on care tasks, per-
forming more intense care tasks such as personal and medical care,
caring for persons with high levels of complex needs, and serving
as the primary caregiver were more likely than non-caregivers or
caregivers performing less intense forms of care to be out of the
labor force at a point in time.

Others have found that having ongoing caregiving responsibili-
ties is associated with a 25% increase in the risk of retirement
among older workers, with women at higher risk than men
(Humble, 2009; Uriarte-Landa and Hébert, 2011a). Carers UK
(2007) reported that caregivers retired an average of eight years
earlier than non-caregivers. Previous periods of caregiving over
the life course were found to be associated with delayed retire-
ment for women for whom the risk of retiring fell by one percent
with every additional year of care accumulated (Uriarte-Landa
and Hébert, 2011b).

Estimates of the proportion of caregivers who quit or lost a job
because of their care responsibilities vary widely in part because of
differences across studies in how care is defined and in the inten-
sity of care provided. In one recent US study, 47% of caregivers of
veterans reported quitting paid work entirely or taking early retire-
ment due to care responsibilities (NAC and United Health
Foundation (UHF), 2010). A similar Canadian study of caregivers
for non-senior adults with disabilities found that almost one third
of caregivers quit a job as a result of care demands (Fast et al.,
2008). In contrast to these specific samples of caregivers to people
with very high needs, less than 2% of nationally representative
samples of Canadian caregivers age 45 and older reported that they
had quit or lost a job over the previous year because of caregiving
responsibilities (Cranswick, 2003; Fast et al., 2013).

Evidence from studies using large, representative panel data
files from the EU and UK suggest that caregivers also are less likely
to be in the labor force post-caregiving (Casado-Marin et al., 2008;
Heitmueller, 2007; Heitmueller and Inglis, 2007; Heitmueller et al.,
2004; Spiess and Schneider, 2003). This may be attributable to
caregivers’ erosion of skills or care-related health declines during
their leave of absence, and/or age discrimination at the point of a
new job search.

Restricted work hours and absences
Restricted work hours and absences are care-related changes in

employment arrangements such as working fewer hours, missing
days of work, working part-time, rearranging schedules, or chang-
ing jobs or positions in order to reduce pressure or increase
flexibility in paid work hours. Taking a leave of absence (paid or
unpaid) also is included in this category.

There is considerable evidence that many caregivers work fewer
hours for pay, including moving from full-time to part-time work
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or turning down overtime in order to be able to combine work and
care. North American estimates of the proportion of caregivers
reporting these consequences range from 5% (Lai and Leonenko,
2007) to 60% (Mennemeyer et al., 2006; Moore et al., 2001; NAC
and UHF, 2010) depending on pre-caregiving usual hours of paid
work and the intensity of caregiving, among other factors. Simi-
larly, in Australia there was a significant relationship between
intensive caring responsibilities and fewer hours of employment
(Bittman et al., 2007). Women caregivers in Canada who reported
reducing their work hours reported cutting back by more than a
full work day (8.3 h) each week on average while men reduced
their hours of work by 5.8 h each week (Fast et al., 2013).

Studies reporting absences among caregivers are common in
the recent literature. Analyses of Canadian General Social Survey
(GSS) data indicate that, in 2007, 21% of men and 30% of women
had missed an average of 2½ (men) to 3 (women) full days of work
per month during the previous year because of their care responsi-
bilities (Fast et al., 2013). Aggregated to the population level these
estimates translated into nearly 1.5 million work days of absentee-
ism each month attributable to caregiving responsibilities.

Reports of care-related absences are similarly common in the
US. In its report on productivity losses to US businesses, the Metlife
Mature Market Institute (MMMI) estimated that full-time
employed men who provided care missed an average of 9 days
per year and women missed an average of 24.7 days per year
(MMMI and NAC, 2006). A study by the National Alliance for Care-
givers and the American Association of Retired Persons also con-
cluded that ‘‘one in five caregivers took a leave of absence at
some point while they were caregiving’’ (NAC, AARP, and MetLife
Foundation, 2009, p. 9). The MMMI subsequently estimated that
an average of 10 days of leave was taken by more than 2.5 million
employed caregivers (MMMI and NAC, 2006).

Other strategies to accommodate caregiving demands include
changing work schedules, using holidays or sick days to meet care
responsibilities (often used as a way to avoid a loss of pay), declin-
ing promotions, and changing jobs. Available evidence suggests
that these strategies tend to be used by high proportions of care-
givers since they have somewhat less drastic economic implica-
tions than leaves of absence. For example, MMMI and NAC
(2006) reported that fully 58% of caregivers left work early or came
to work late to attend to caregiving responsibilities.

Decreased productivity
Decreased productivity may occur because of the absences

noted above, and as a result of mental preoccupation, distractions
such as taking or making phone calls, low morale, interruptions at
work, stress, and caregiver fatigue, which can reduce job perfor-
mance, and may affect job security. Loss of clients or customers
may be a significant risk to those who are self-employed and
whose absence or failure to provide goods or services on time
can affect directly their current and future income. The MMMI
and NAC report (2006) on productivity losses estimated a loss of
one hour per week for each of 50 weeks for 34% of men and 52%
of women employed caregivers.

Career limitations
Career limitations are other opportunity costs that caregivers

may experience due to their care responsibilities, such as postpon-
ing job-related or other education, and turning down additional
work-related opportunities such as promotions, work travel and
relocation. Many studies document such costs but estimates of
how many caregivers experience them vary widely. Fast and col-
leagues (2013) report that, among the general population of Cana-
dian caregivers aged 45 and older, less than 5% of employed
women caregivers and 3% of their male counterparts turned down
a job offer or promotion because of caregiving responsibilities. In
contrast, as many as 40% of employed caregivers in one study indi-
cated that caregiving had an impact on their ability to advance in a
job because they had turned down promotions or training or
declined relocation (Koerin et al., 2008).

Outcomes of employment consequences
Employment consequences have economic implications for

caregivers, including reduced or foregone income and reduced
pension or other benefits (Dunham and Dietz, 2003; Fast et al.,
2008). There is evidence of reduction in current income from a
number of countries. Average annual incomes of Australians with
caring responsibilities were found to be 30% lower than those of
non-caregivers (Bittman et al., 2007), while women caregivers in
the US who lived with an elderly parent with long-term health
problems experienced an income loss of over $4000 per year
(Leger, 2000). A study by MMMI, NAC and the Center for Long
Term Care Research and Policy (CLTCRP) (2011) found that the
lifetime impact on wage income of caring for a parent was
$142,693 for women and $89,107 for men based on the median
wage of the sample, the reduced hours of paid employment attrib-
uted to care, and estimates of early labor force exit by a typical
caregiver.

Longer term economic outcomes of employment consequences
also are being documented. In the MMMI, NAC and CLTCRP (2011)
study referred to above, men and women also were estimated to
have lost $194,609 and $181,351, respectively in pension and
social security benefits. Evandrou and Glaser (2003) similarly esti-
mated that men caregivers who had left paid work altogether had,
on average, accumulated 8 fewer years of contributions to occupa-
tional pensions than other caregivers. Caregivers also may lose
other employment-related benefits if they leave employment to
provide care. For example, Houser and Gibson (2008) reported
that 15% of caregivers reported losing job benefits. Lost benefits
may, in turn, lead to longer term expenses for caregivers, such
as paying for health insurance, health services and medications
for themselves and other family members that would otherwise
have been covered by employer benefit programs. Evidence about
whether such losses are experienced or their magnitude is very
limited.

Out-of-pocket costs

In contrast to the large volume of research conducted on
employment consequences of caregiving, a smaller number of arti-
cles (50 of the 126 articles reviewed) addressed out-of-pocket
costs. While there have been some key studies published recently
on this type of care-related cost, the overall state of knowledge has
not expanded greatly since the development of the Fast et al. tax-
onomy of costs in the 1990s. Nor has this research reached the
level of rigor and sophistication as that on care-related employ-
ment consequences. This lack of progress in part is due to method-
ological challenges in gathering detailed caregiver expenditure
data over time. For the most part, the evidence remains largely
descriptive with only a few attempts at explaining wide variations
in estimates.

Out-of-pocket costs are expenditures made by the caregiver
that would not have been made in the absence of their care
responsibilities. The extant literature suggests that they occur in
four sub-categories: housing; community services; supplies; and
transportation/travel. However, there is not yet sufficient evidence
about each sub-category to be confident that this is the definitive
classification. Typically these expenditures are for care, services
and supplies for the care receiver, but also may include services
(such as child care or housekeeping) purchased by the caregiver
that free up time that the caregiver needs to spend on care-related
tasks.
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Even this limited body of research suggests strongly that out-of-
pocket expenditures can be a significant source of costs for caregiv-
ers. However, estimates of how many caregivers make care-related
out-of-pocket expenditures vary widely. In Canada, estimates
range from 35% in a population-based study (Duncan et al.,
2013) to 80% in a study of caregivers to high needs care receivers
(Fast et al., 2008). In the UK, 58% of caregivers reported incurring
out-of-pocket expenses associated with caring for someone with
a disability or illness (Carers UK, 2007). Variations in findings can
be attributed to the jurisdiction, type and intensity of care being
provided, and the types of costs measured, factors that will require
further examination.

Estimates of amounts of care-related out-of-pocket expendi-
tures also vary widely, ranging from $1532 (You et al., 2008) to
more than $12,000 per year on items such as groceries, medicines,
care attendants, and long distance travel (Evercare and NAC, 2007).
In one recent nationally representative Canadian study, the vast
majority (almost 82%) of caregivers aged 45 and older reported
annual care-related out-of-pocket expenditures of less than
$6000 while a small number (3%) reported annual expenditures
in excess of $24,000 (Duncan et al., 2013). In another Canadian
study, maximum expenditures reached $120,000 for caregivers to
those with high care needs (Fast et al., 2008). These findings sug-
gest that out-of-pocket costs can be substantial for some caregiv-
ers, but there has been no systematic evaluation of factors
influencing these costs. Further, there is little information about
the extent to which these expenditures create financial and other
hardships for caregivers. However Duncan et al. (2013) did report
that ‘‘those caregivers with less financial means have significant
care-related expenses that represent a larger proportion of their
household income compared to those caregivers with higher
incomes’’ (p. 25).
Housing
Housing expenses include home maintenance and modification

as well as residential care for the care receiver. There is evidence of
additional costs for utilities and other regular household expenses
when a care receiver co-resides with their caregiver (Carers UK,
2007; Dosman et al., 1998; Duxbury et al., 2009; Fast et al., 2001,
2008). There is less information about whether caregivers living
at a distance contribute to the household expenses of care receiv-
ers. Only 5% of the sample in the Evercare study reported nursing
home or assisted living facility expenses. However, the average
cost for those who reported out-of-pocket expenditures in this cat-
egory was substantial at $980 per month (Evercare and NAC, 2007).
Given national and local differences in costs of residential care and
the extent to which these costs are subsidized from the public
purse, expenses will vary considerably across jurisdictions. There
also has been little tracking of how such expenses are shared
between caregiver and care receiver.
Community services
Community services include fees or other costs related to pur-

chasing services provided by professionals (e.g., physical therapist,
geriatrician, lawyer, etc.) and for acute care situations (e.g., ambu-
lance fees, hospital stays, emergency room visits or diagnostic or
laboratory services). Home care services, respite services, day sup-
port, and household help are other services that caregivers may
pay for. Such services are used primarily to address the needs of
care receivers, though they also can allow caregivers more flexibil-
ity in their schedules and in the tasks they must perform for their
loved ones. Caregivers also may purchase such services as child
care or house cleaning for themselves in order to have more time
to provide hands-on care or to get respite from intense caregiving
demands (Keating et al., 1999).
There is a growing body of evidence about caregivers’ expendi-
tures on these services. Fifty-three percent of caregivers in the US
National Longitudinal Caregiver Study reported paying for some
kind of formal care (Moore et al., 2001). In a more recent study,
expenditures on all community services, including home care,
day services, respite, counseling, care management, and legal ser-
vices, accounted for 17.5% of total annual caregiver expenses
(Evercare and NAC, 2007). A national Canadian study of caregivers
reported that 19% of caregivers who had out-of-pocket expenses
paid for respite services and 20% paid for professional services such
as physical therapy for care receivers (Decima Research, 2002).

Expenditures on home care and acute care alone can be sub-
stantial. A study of 1000 caregivers reported costs of $547 annually
for community services such as day services or home care
(Evercare and NAC, 2007). In a recent Canadian study of palliative
care patients and their families, home care accounted for 4.4% of
the costs to families ($216 over 6 months) (Dumont et al., 2009).
For acute care expenses, another US study reported expenditures
averaging $2578 for 2.3 days of hospitalization and $166 for emer-
gency room visits over a six month period by caregivers of non-
institutionalized people with Alzheimer’s disease (Small et al.,
2002).
Supplies
Supplies include food, clothing and personal items for the care

receiver, as well as health and care supplies such as medications
(including over-the-counter supplements and vitamins), equip-
ment (walkers, wheelchairs, etc.), personal care products (inconti-
nence and wound care supplies, pressure stockings, etc.), and home
adaptations (ramps, lifts, grab bars, etc.). Personal items such as
food, clothing, household goods and bedding accounted for 15.7%
of expenses, or $868 annually, for caregivers in the US (Evercare
and NAC, 2007). Medications constitute a large proportion of
out-of-pocket expenses, particularly in jurisdictions without
prescription drug insurance plans (Fast et al., 2008). In the US, 21%
of caregivers’ annual out-of-pocket expenses went to medication
costs (Evercare and NAC, 2007). In a sample of Canadian caregivers,
71% reported paying for non-prescription medications, and 43% for
prescription medications (Decima Research, 2002).
Transportation and travel
Transportation and travel expenditures include taxis, parking,

gas, airfare, accommodation and meals that caregivers incur in
traveling to, traveling with, or traveling for the care receiver. One
study found that caregivers spent 10% of their total care-related
out-of-pocket expenses, or an average of $551 annually, on travel
(Evercare and NAC, 2007). Lauzier and colleagues (Lauzier et al.,
2010) conducted focus groups with Canadian caregivers of breast
cancer patients and found travel to be a substantial cost category
among caregivers who paid for accommodations, meals and trans-
portation associated with travel for the care receiver’s treatment or
consultations. In another Canadian study, 81% of family caregivers
reported transportation costs associated with caregiving (Decima
Research, 2002).

There has not been sufficient research on financial transfers
from caregiver to care receiver to include it as a cost category,
although research on these transfers has potential to inform under-
standing of care-related out-of-pocket costs. For example, a recent
study of individuals aged 50 and over with one living parent found
that one-quarter of respondents had provided financial assistance
in the amount of $500 or more to a parent in the last two years
(MMMI, NAC, and CLTCRP, 2011) while another study reported that
15% of women caregivers transferred an average of $696 to their
parents in the previous 12 months (Johnson and Lo Sasso, 2004).
The purpose of such transfers is not always identified. Further
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examination to determine how much they may be contributing to
household expenses of care receivers is warranted.

Outcomes of out-of-pocket costs
There is evidence that care-related out-of-pocket costs can

threaten the economic security of some caregivers, including
reducing their ability to meet current expenses and to contribute
to their own savings or investments. Fifteen percent of caregivers
of adult receivers in the AARP Caregiving Study (NAC, AARP, and
MetLife Foundation, 2009) reported a high degree of financial hard-
ship. Among Canadian caregivers to non-senior adults with high
levels of disabilities, the figure exceeded 40% (Fast et al., 2008).
The Evercare study highlighted the potential for care-related
expenses to diminish caregivers’ ability to meet current personal/
household expenses, especially among poor caregivers (Evercare
and NAC, 2007). In a recent Australian study, twice as many care-
givers as non-caregivers reported that they were unable to pay
utility bills or their mortgage/rent on time, had had to pawn or sell
something, or had had to ask friends or family for financial assis-
tance (Edwards et al., 2008). Carers UK reported that ‘‘three out
of four (72%) carers are worse off as a result of caring, rising to four
out of five (83%) among those aged 45–54’’, in part because of care-
related out-of-pocket expenses (2007, p. 3). Many (60%) of these
caregivers reported worrying about their financial circumstances
a lot of the time and spoke explicitly of being unable to afford their
own rent or mortgage payments and home repairs, and even such
essentials as heat and food.

There is a small amount of research on the longer term likeli-
hood of reduced savings. A substantial proportion of caregivers
(44%) in a UK study reported having spent previous savings and
about one third had acquired new debt in order to cover the costs
of care (Carers UK, 2007). Similarly, Lero and colleagues found that
long-term economic costs included reduced savings for Canadian
caregivers (Lero et al., 2007). Further investigation of both immedi-
ate and longer term outcomes of out-of-pocket costs are needed to
determine the extent to which caregivers may be at high risk of
poverty and inability to sustain their caregiving obligations.

Caregiving labor

Caregiving labor refers to time spent by family caregivers per-
forming tasks and providing services to the care receiver because
of that person’s long-term disability or chronic illness. The body
of literature on caregiving labor is considerably smaller than that
on employment consequences: 31 of the 126 articles included in
this review addressed caregiving labor. While there has been much
documentation of the social and health consequences of care (see
for example, Fisher et al., 2011; Ho et al., 2009), there has been
much less investigation of the economic consequences of care
labor. This may reflect an ongoing reluctance to make public the
‘private’ work of families (Folbre et al., 2013). As with other
domains of care-related costs, there is great variability in estimates
of the incidence and magnitude of care labor undertaken by care-
givers. In this case the variability arises from inconsistencies in
the way in which care labor is defined operationally (e.g., which
care tasks are included) and from deficiencies in data collection
methodology. The articles reviewed pointed to four sub-categories
of caregiving labor: time spent with the care receiver; time spent
on care management; time spent getting to the care receiver;
and time spent monitoring the care receiver.

Studies have been conducted in many countries in which the
amount (incidence and time spent) of care labor undertaken by
caregivers is estimated, though estimates of time spent vary widely
as a result of inclusion criteria for caregivers and care tasks. For
example, UK research shows that 1.8 million of its 6.5 million care-
givers provide over 20 h of care per week (Carers UK, 2007) while
34 million caregivers in the US provided an average of 21 h of care
per week (NAC, AARP, and MetLife Foundation, 2009). Median
hours of care in Australia were estimated at 10 h per week, with
those in the 80th percentile reporting more than 24 h per week
(Bittman et al., 2005). In contrast, in a nationally representative
Canadian survey, caregivers aged 45 and older reported spending
an average of between 7.0 and 8.9 h per week on a specified set
of care tasks which excluded time spent getting to the care receiver
and care management (Fast et al., 2013). Care management, in par-
ticular, has been shown to be very time consuming (Rosenthal
et al., 2007) and its absence from the Canadian calculation may
account for the lower estimates.

Time spent with the care receiver
Time spent with the care receiver involves face-to-face activi-

ties that are important to the quality of life, or even the survival,
of the care receiver. Care activities identified in the literature
include: providing personal care (feeding, dressing, bathing and
toileting); household help; attending medical appointments with
the care receiver; being a companion; facilitating social interac-
tions and reducing social isolation; providing transportation for
shopping, recreation and/or medical appointments; performing
indoor and outdoor household chores such as basic housekeeping
and meal preparation, home and yard maintenance work; and in-
person monitoring of the care receiver to ensure their health and
safety.

Much of the extant literature has probed on such questions as
the proportion of caregivers who engage in different types of tasks.
For example, Fast et al. (2013) reported that providing help with
transportation, shopping and banking were the most common care
activities reported by Canadian caregivers (83%). Provision of per-
sonal care was least common, performed by 17% of men caregivers,
and 36% of women caregivers. Relatively few studies report on the
amount of time spent on personal care. One study estimated time
spent on personal care at 649 h annually, with an additional 345 h
spent on help with chores and errands (Johnson and Lo Sasso,
2004). In a Canadian study of caregivers for adults aged 19–64 with
high levels of disability living at home, more than one-quarter of
caregivers (26%) provided almost around the clock assistance for
someone with cerebral palsy (Fast et al., 2008).

Time spent on care management
Care management includes the time caregivers spend organiz-

ing and maintaining services for care receivers. Rosenthal et al.
(2007) include under care management the organization of formal
services, negotiations with other family members and the care
receiver, dealing with financial matters, paperwork and seeking
information. A number of studies have found that a majority of
caregivers are involved in care management. These include 84%
of employed caregivers to older adults (Rosenthal et al., 2007);
60% of those caring for veterans with high levels of service-related
disability or persons with schizophrenia (Fast et al., 2008); and 46%
of caregivers who live an hour or more away from the care receiver
(NAC, MMMI, and Zogby International, 2004).

Time spent getting to the care receiver
Most care is provided to family members who do not live with

their caregiver (Fast et al., 2013). This means that a considerable
amount of time may be spent traveling to the care receiver in order
to provide care. In a study of work-life conflict of employed Cana-
dians, Duxbury et al. (2009) found that, of the 34.4 h per week
spent caring for children and older adults, 4.1 h were spent com-
muting. Other research has shown that caregivers who live within
a half-day commuting distance of the care receiver are under more
time stress than those living near the care receiver or those living
more than a half day’s commute (Keating et al., 1999). Time spent
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getting to and from care receivers is a cost domain that likely will
become more important with high rates of geographic mobility in
large countries with dispersed populations such as the United
States, Canada and Australia.
Time spent monitoring
Monitoring involves overseeing the status of the care receiver,

checking in with them, and problem solving with or for them. This
is a commonly identified care task. Estimates of participation rates
range from 41.4% (Fast et al., 2008) to 92.4% (Port et al., 2005).
There is less research on the amount of time spent monitoring
and findings are context-specific. Results from a study in Israel
found that caregivers spent an average of 100 h per month moni-
toring individuals with Alzheimer’s disease (Beeri et al., 2002).
Time spent monitoring may be somewhat reduced when the care
receiver resides in an institution, although proportions differ
depending upon type of residential care. Family caregivers of
elderly care receivers living in a nursing home spent less time
monitoring the receiver’s medical status and well-being than care-
givers of those living in an assisted living or other residential care
settings (Port et al., 2005).
Outcomes of caregiving labor
The economic outcomes of care labor can be measured neither

as lost income, nor as expenditures on out-of-pocket purchases
(since both are accounted for elsewhere in the taxonomy). Rather,
economic consequences of care labor lie in the inherent economic
value of time spent on unpaid work (Folbre et al., 2013). Time is a
finite resource such that spending time on one activity makes it
unavailable for any other purpose. Thus time spent caring for oth-
ers is no longer available to the caregiver, for example to perform
his/her own paid or unpaid work or to engage in leisure or other
activities. While the caregiver may enjoy intrinsic benefits from
providing care for a family member, they receive no direct eco-
nomic benefit. Rather the economic benefit of the activity is essen-
tially transferred to the care receiver and to society in the form of
reduced burden (and expenditure) for public health and continuing
care and other social services.

The value of unpaid work typically is measured either as its
opportunity cost (foregone wages) or its replacement cost (cost
of purchasing similar services from the market). Few attempts
have been made to estimate the value of unpaid care (Feinberg
et al., 2011) despite arguments that families will continue to be
the largest source of long-term care services (Coughlin, 2010).
There may be a lingering assumption that, while caregiving labor
is valuable, it is ‘freely’ provided by caregivers whose rewards lie
in their fulfillment of family obligations and reciprocity to spouses
or parents. Exceptions include Feinberg et al. (2011) who valued
caregivers’ services at $450 billion. In Canada, Hollander et al.
(2009) estimated annual costs of care labor in the form of house-
hold tasks and personal care at between $9 million and $21 million
depending upon the costing method used. Carers Australia used an
opportunity cost approach to estimate Australians’ foregone earn-
ings to be approximately $6.5 billion (Access Economics, 2010).
Discussion

In this final section of the paper, we provide a critical summary
of advances in knowledge of the costs of family care across the
three cost domains, as well as remaining knowledge and data
gaps. We conclude with recommendations for an expanded
research agenda with the goal of providing a roadmap for future
research.
Advances in knowledge of domains of costs of family care

Our review has illustrated considerable progress in understand-
ing the economic costs of care. Together the 126 articles on the
economic consequences of caregiving are a testimony to advances
in the state of knowledge about the subject. Research evidence
reviewed here provides support for earlier findings that employ-
ment costs, out-of-pocket costs, and caregiving labor are the three
major domains of costs of care (Fast et al., 1999). It also allows for a
more comprehensive specification of categories of costs within
each of these domains, contributing to a more inclusive and
nuanced understanding of the nature and extent of costs. The level
of detail now reflected in the taxonomy provides clearer guidance
for future research regarding what costs to measure and differen-
tiates among metrics and measurement approaches appropriate
to each sub-domain.

The body of knowledge has grown across the three cost
domains, though this growth has been uneven with disproportion-
ate interest in employment costs in comparison to out-of-pocket
costs and caregiving labor. The conclusion that caregivers experi-
ence employment consequences as a result of their engagement
in caregiving is robust—there is substantial consistency in this
finding across countries, across disciplines, and across a wide range
of methodological approaches. Contrary findings can be explained
largely as a function of the way in which caregiving is defined (in
particular whether intensity of caregiving demands is accounted
for). The extensive research activity on employment consequences
provides a basis for an expanded understanding of mechanisms
through which people modify their paid work to accommodate
caregiving. We now have a much better sense of the variety of
ways that people may exit the labor force to provide care—through
early retirement, quitting or losing a job.

The new research on out-of-pocket costs has allowed us to gen-
erate a more useful and compelling specification of both broad cat-
egories and sub-categories of costs. It also is beginning to provide
more reliable evidence about the amounts spent by caregivers to
support care receivers, supporting a conclusion that these
expenses can be substantial for some.

Caregiving has been the subject of an enormous volume of
research, resulting in high levels of concern about the sustainabil-
ity of the family care sector in the face of population aging and
other demographic and economic trends. However, in this review
we found only a small number of studies focused on caregiving
labor as a source of economic cost, perhaps because of a lingering
assumption that this type of unpaid work is a private family mat-
ter. However, in contrast to out-of-pocket costs, the long research
tradition in family caregiving in general and on the conceptualiza-
tion of care has led to a higher level of confidence that the main
sub-categories of caregiving labor have been captured. Further,
well-developed and theoretically and empirically rigorous tech-
niques for estimating the monetary value of unpaid work yield reli-
able assessments of the monetary outcomes of care labor.
Knowledge and data gaps in domains of costs of family care

While we have learned a good deal about the economic costs of
care over the last 15 years, knowledge and data gaps remain. In the
domain of employment consequences we still know little about
those who may have been precluded from labor force participation
early in their working lives because of long-term caregiving or who
are unable to re-enter after a period of providing care. These situ-
ations warrant further examination for their potential to increase
the risk of the long-term financial consequences identified: fore-
gone income, lost benefits, and reduced or foregone pension
benefits.
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Given the high proportion of caregivers who are in the labor
force, employment costs and long term consequences will continue
to be an area of importance in understanding caregiver economic
sustainability. A particular challenge arises from persistent knowl-
edge gaps about the magnitude of financial losses from foregone
income and benefits, perhaps especially for those who may have
left the labor force at an early age or not entered because of
long-term caregiving careers. Such decisions will have ongoing
and cumulative implications for economic security, but much of
the literature exploring the financial outcomes of care-related
employment consequences continues to be cross-sectional. Panel
data such as those employed by Spiess and Schneider (2003) can
be particularly useful in determining both the relationship
between starting and stopping caregiving and extent of labor force
participation and in understanding how these relationships differ
across policy and cultural contexts. Research focused on calculat-
ing the magnitude of these losses would benefit from engagement
of public, private and NGO employers who may be motivated by
knowledge of the potential losses they incur if employees are
unproductive or leave the labor force. Raising awareness among
employers may be a requisite first step. In a recent national survey
of employers, Lero and her colleagues (Lero et al., 2012) found that
the majority of employers knew that they had employees provid-
ing chronic care, but addressing these workplace costs was either
‘not on the radar screen’ (22%) or was a low priority (35%).

There has been much less research on out-of-pocket than on
employment costs, perhaps due to a lingering devaluation of these
private family costs compared to employment costs, which have a
more direct impact on the formal economy. Yet, wide variation
in findings and lack of strong empirical evidence in some sub-
categories suggests that the evidence to date is not yet sufficient
for us to be confident in these findings. Lack of specificity about
out-of-pocket costs may also be a consequence of methodological
and conceptual challenges.

Our findings related to out-of-pocket costs represent a call to
action together with a strategy for moving forward. Four specific
deficiencies deserve further attention. First, greater clarity and
consistency is required as to what ‘counts’ as an out-of-pocket
cost. Are costs that may (or may not) be shared among stakehold-
ers (caregivers, care receivers, and public services) to be
included? (How) can caregivers’ portion of shared costs be iso-
lated? (How) can expenses attributable to provision or receipt
of care be segregated from ‘‘normal’’ everyday expenses? Second,
data collection approaches need to consider how to overcome
problems with recall data that threaten data quality without bur-
dening caregivers with time consuming expenditure diaries.
Third, while there was insufficient evidence to support inclusion
of economic transfers from caregiver to care receiver as a sepa-
rate sub-category of out-of-pocket costs, there is evidence that
such transfers occur and sufficient indication that some portion
of these may be made explicitly for the purpose of meeting care
needs to warrant further investigation. Fourth, there is a need to
better understand the outcomes of out-of-pocket expenses. The
incorporation of a measure of financial hardship or income ade-
quacy (Zaidi, 2012) would allow for specification of the depth
of reduced ability to meet expenses or to save or invest, and risk
of current or future poverty.

Major gaps remain in estimates of the proportions of caregivers
experiencing different types of care labor costs and in estimates of
the magnitude of those costs. Ironically, we know with some cer-
tainty that one of the economic consequences of care labor is that
the work is not compensated despite widespread acknowledge-
ment of the value of care work and the availability of analytic
methods to estimate its value. Apparently, there has been rela-
tively little appetite for addressing what is as much a values as a
methodological issue.
While we have confidence in our findings regarding the primary
categories of caregiving labor, substantial knowledge gaps around
its magnitude remain. Much of the tradition in conceptualizing and
operationalizing care labor stems from focusing on the hands-on
tasks provided to the care receiver. Personal care (bathing, dress-
ing, toileting) as well as essential household tasks such as meal
preparation, shopping, and banking are now part of national sur-
veys of caregiving. Other sub-categories are well recognized, but
are not included consistently in determining the amount of care
provided. The result is substantial variation in estimates of preva-
lence and time spent. Increased clarity by researchers about cate-
gories of care measured would contribute greatly to the quality
of estimates of incidence and magnitude of sub-categories of labor
costs. Further, while there is discussion in the caregiving literature
of intensity of care labor as a metric for high cost, there is no con-
sensus about the threshold of intensity beyond which care labor
becomes unsustainable (Lilly et al., 2010).

Data limitations also have hampered knowledge creation. Time
use diaries, generally considered the ‘‘gold standard’’ for collection
of data on how time is allocated among daily activities (Harvey,
2002), do not capture care tasks well. This is likely because care
tasks can be irregular and episodic in nature such that they are
not engaged in on the diary day(s); because episodes of care may
be too short to be captured in time use diaries that use fixed time
periods; and because care tasks sometimes cannot be teased apart
from other normal household tasks (e.g., meal preparation and
laundry done for a care receiver at the same time as for other fam-
ily members, or additional cleaning attributable to the presence of
a care receiver in the household). Some surveys include personal
care done for people in the household but no other care tasks; a
few capture care tasks done for people outside the household but
do not consistently capture the reason that the task was done.
Many caregiving surveys, on the other hand, do not attempt to col-
lect data on time spent on care tasks. Those that do tend to obtain
retrospective ‘stylized’ estimates from respondents (e.g., how
much time in a usual week do you spend providing care to. . .),
which are often criticized for producing unreliable and biased esti-
mates, especially of time spent on activities at a fine level of detail
(Kan and Pudney, 2008). As a result, data on time spent caregiving
are either absent or of poor quality.
Conclusion

The taxonomy of the economic costs of care resulting from this
scoping review provides a framework for advancing our under-
standing of the economic consequences of family members caring
for adults with long term health problems and disabilities. Knowl-
edge and data gaps in domains of costs of family care have been
identified and costs have been made visible that otherwise have
remained hidden or taken for granted.

An important next phase in research on costs of family care is to
determine risks of incurring each of the domains of cost. An eval-
uation of the impact of economic and social policies on caregiver
costs might provide a fruitful starting point because of their poten-
tial to ameliorate costs incurred by large numbers of caregivers. For
example regulatory policies related to employment include the
right to request flexible or reduced work hours without fear of
job loss (e.g. The UK Work and Families Act, 2006). In contrast,
out-of pocket expenses are likely to be affected by such things as
public coverage of services such as home care. Genet and her col-
leagues (Genet et al., 2012) have documented considerable differ-
ences across Europe alone in the extent to which governments
provide publicly funded home care services. Finally, some pro-
grams address costs associated with care labor through carer
allowances and cash benefits. These differ considerably across
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jurisdictions. In a recent review of payment for care, the British
Columbia Law Institute and the Canadian Centre for Elder Law
(2010) found a great range in caregiver compensation where such
benefits exist. Low income caregivers in Australia can receive up to
AUD $1450 in monthly support compared to US $500 annually in
the United States.

There is considerable further research needed to fill knowledge
gaps in domains of costs of care and in their relative importance
across caregivers and jurisdictions. Determining sources and mag-
nitude of risks could go a long way toward creating better under-
standing of caregiver vulnerability and of the economic and
social policy levers that might best ameliorate these costs.
Acknowledgements

The authors wish to thank Employment and Social Develop-
ment Canada for financial support for this research. The views
expressed in this paper are those of the authors, and do not neces-
sarily reflect the views of Employment and Social Development
Canada or the Government of Canada.
References

Access Economics, 2010. The Economic Value of Informal Care in 2010, Report for
Carers Australia. Access Economics Pty Limited, Canberra, Australia. http://
www.carersaustralia.com.au/storage/Economic-Value-Informal-Care-Oct-2010.
pdf.

Armstrong, P., 1996. Resurrecting the family: interring the state. J. Comp. Family
Stud. 27 (2), 221–248.

Arno, P.S., Levine, C., Memmott, M.M., 1999. The economic value of informal
caregiving. Health Aff. 18 (2), 182–188.

Arskey, H., O’Malley, L., 2005. Scoping studies: towards a methodological
framework. Int. J. Soc. Res. Methodol. 8 (1), 19–32.

Beeri, M.S., Werner, P., Adar, Z., Davidson, M., Noy, S., 2002. Economic cost of
Alzheimer disease in Israel. Alzheimer Dis. Assoc. Disord. 16 (2), 73–80.

Bittman, M., Fisher, K., Hill, P., Thomson, C., 2005. The time cost of care. Electron. Int.
J. Time Use Res. 2 (1), 54–66.

Bittman, M., Hill, T., Thomson, C., 2007. The impact of caring on informal carers’
employment, income and earnings: a longitudinal approach. Aust. J. Soc. Issues
42 (2), 255–272.

Börsch-Supan, A., 2013. Myths, scientific evidence and economic policy in an aging
world. J. Econ. Ageing 1–2, 3–15.

Brien, S., Lorenzetti, D., Lewis, S., Kennedy, J., Ghali, W., 2010. Overview of a formal
scoping review on health system report cards. Implement. Sci. 5 (2), 1–12.

British Columbia Law Institute and Canadian Centre for Elder Law, 2010. Care/
Work: Law Reform to Support Family Caregivers to Balance Paid Work and
Unpaid Caregiving, Study Paper No 4, Chapter 6, Direct Payments to Caregivers.
British Columbia Law Institute, Vancouver, BC. http://www.bcli.org/sites/
default/files/Family%20Caregiving%20-%20Chapter%206.pdf.

Carers, U.K., 2007. Real Change, Not Short Change: Time to Deliver for Carers.
Author, London, UK.

Carmichael, F., Connel, G., Hulme, C., Sheppard, S., 2008. Who cares and at what
cost? The Incidence and Opportunity Costs of Informal Care. Management and
Management Science Research Institute Working Paper 209/05. Salford
University, Salford.

Casado-Marin, D., Garcia-Gomez, P., Lopez-Nicolas, A., 2008. Labor and Income
Effects of Caregiving across Europe: An Evaluation Using Matching Techniques.
HEDG Working Paper 08/23. Health, Econometrics and Data Group, The
University of York, York.

Cooney, T.M., Dykstra, 2011. Family obligations and support behavior: a United
States–Netherland comparison. Ageing Soc. 31 (6), 1026–1050.

Coughlin, J., 2010. Estimating the Impact of Caregiving and Employment on Well-
being. Outcomes & Insights in Health Management, 2(1), 1–7. http://
www.healthways.com/success/library.aspx?id=615.

Cranswick, K., 2003. General Social Survey, Cycle 16: Caring for an Aging Society.
89582-XIE. Resource document. Statistics Canada, Housing, Family and Social
Statistics Division, Ottawa. http://www.statcan.ca/english/IPS/Data/89-582-
XIE.htm.

Davis, K., Drey, N., Gould, D., 2009. What are scoping studies? A review of the
nursing literature. Int. J. Nurs. Stud. 46, 1386–1400.

Decima Research, 2002. National Profile of Family Caregivers in Canada. Final
Report. Health Canada. http://www.hc-sc.gc.ca/hcs-sss/alt_formats/hpb-dgps/
pdf/pubs/2002-caregiv-interven/2002-caregiv-interven-eng.pdf.

Denton, F.T., Mountain, D.C., Spencer, B.G., 2006. Age, retirement, and expenditure
patterns: an economic study of older Canadian households. Atlantic Econ. J. 34
(4), 421–434.

Dew, J., 2008. Themes and trends of journal of family and economic issues: a review
of twenty years (1988–2007). J. Fam. Econ. Issues 29, 496–540.
Döhner, H., 2006. Family Care of Older People in Europe: Summary of results of
EUROFAMCARE. ftp://ftp.cordis.europa.eu/pub/life/docs/doehner.pdf.

Dosman, D., Keating, N., Fast, J., 1998. Costs of Direct Services provided by Formal
and Informal Caregivers to Seniors in Residential Continuing Care. Authors,
Edmonton, Alberta. http://catalogue.iugm.qc.ca/GEIDEFile/RaPP_7.PDF?Archive=
194225791240&File=16978_PDF.

Dosman, D., Fast, J., Chapman, S.A., Keating, N., 2006. Retirement and productive
activity in later life. J. Fam. Econ. Issues 27 (3), 401–419.

Dumont, S., Jacobs, P., Fassbender, K., Anderson, D., Turcotte, V., Harel, F., 2009.
Costs associated with resource utilization during the palliative phase of care: a
Canadian perspective. Palliat. Med. 23 (8), 708–717.

Duncan, K., Shooshtari, S., Roger, K., Fast, J., 2013. Care-Related Out-of-Pocket
Expenses. University of Alberta, Research on Aging, Policies and Practice,
Edmonton, AB. http://www.rapp.ualberta.ca/�/media/rapp/Home/Documents/
Duncanetal2013Carerelatedoutofpocketcostsfinalreport2013Aug191.pdf.

Dunham, C.C., Dietz, B.E., 2003. ‘‘If I’m not allowed to put my family first’’:
challenges experienced by women who are caregiving for family members with
dementia. J. Women Aging 15 (1), 55–69.

Duxbury, L., Higgins, C., Schroeder, B., 2009. Balancing Paid Work and Caregiving
Responsibilities: A Closer Look at Family Caregivers in Canada. Canadian Policy
Research Networks, Ottawa, ON.

Edwards, B., Higgins, D.J., Gray, M., Zmijewski, N., Kingston, M., 2008. The Nature
and Impact of Caring for Family Members with a Disability in Australia.
Australian Institute of Family Studies, Melbourne, Australia.

European Social Network, 2008. Services for Older People in Europe. Facts and
Figures about Long Term Care Services in Europe. http://ec.europa.eu/health/
mental_health/docs/services_older.pdf.

Evandrou, M., Glaser, K., 2003. Combining work and family life: the pension penalty
of caring. Aging Soc. 23, 583–601.

Evercare, National Alliance for Caregiving (NAC), 2007. Family Caregivers – What
They Spend, What They Sacrifice. Findings from a National Survey. Minnetonka,
MN. http://www.caregiving.org/data/Evercare_NAC_CaregiverCostStudyFINAL
20111907.pdf.

Fast, J., Dosman, D., Lero, D., Lucas, S., 2013. The Intersection of Caregiving and
Employment across the Life Course. University of Alberta, Research on Aging,
Policies and Practice, Edmonton, AB. http://www.rapp.ualberta.ca/�/media/
rapp/Publications/Documents/IntersectionCaregivingAndEmployment2013Jan.
pdf.

Fast, J., Eales, J., Keating, N., 2001. Economic Impact of Health, Income Security and
Labor Policies on Informal Caregivers of Frail Seniors. Status of Women Canada,
Ottawa, ON.

Fast, J., Keating, N., Yacyshyn, A., 2008. ‘‘I Wish that I Could Just Have a Break’’: The
Cost of Supporting Adults with Disabilities. University of Alberta, Research on
Aging, Policies and Practice, Edmonton, AB. http://www.rapp.ualberta.ca/en/
Publications/�/media/rapp/Other%20RAPP%20Research/HCIC%20Documents/
I_wish_that_I_could_just_have_a_break_2008Aug.pdf.

Fast, J., Williamson, D., Keating, N., 1999. The hidden costs of informal elder care.
J. Fam. Econ. Issues 20 (3), 301–326.

Feinberg, L., Reinhard, S., Houser, A., Choula, R., 2011. Valuing the Invaluable: 2011
Update. The Growing Contributions and Costs of Family Caregiving. AARP Public
Policy Institute: Insight on the Issue. http://assets.aarp.org/rgcenter/ppi/ltc/i51-
caregiving.pdf.

Ferrao, V., 2010. Paid work. In: Williams, C. (Ed.), Women in Canada: A Gender-
Based Statistical Report. Statistics Canada, Ottawa. http://publications.gc.ca/
pub?id=383170&sl=0.

Fisher, G.G., Franks, M.M., Plassman, B.L., Brown, S.L., Potter, G.G., Llewellyn, D.,
Langa, K.M., 2011. Caring for individuals with dementia and cognitive
impairment, not dementia: findings from the aging, demographics, and
memory study. J. Am. Geriatr. Soc. 59, 488–494.

Folbre, N., Gornick, J., Connolly, H., Munzi, T., 2013. Women’s employment, unpaid
work and economic inequality. In: Gornick, J., Jäntti, M. (Eds.), Income
Inequality: Economic Disparities and the Middle Class in Affluent Countries.
Stanford University Press, Palo Alto, CA, pp. 234–260.

Friedland, R., Summer, L., 2005. Demography is not Destiny, Revisited.
Commonwealth Fund pub. #789. Centre on an Aging Society, Georgetown
University, Washington, DC. http://www.agingsociety.org/agingsociety/
publications/demography/demographydestiny.pdf.

Gee, E.M., 2002. Misconceptions and misapprehensions about population ageing.
Int. J. Epidemiol. 31, 750–753.

Genet, N., Boerma, W, Kroneman, M., Hutchinson, A., Saltman, R.B., 2012. Home Care
across Europe: Current Structure and Future Challenges. European Observatory
on Health Systems and Policies. http://www.euro.who.int/__data/assets/
pdf_file/0008/181799/e96757.pdf.

Hagist, C., Kotlikoff, L., 2006. Health Care Spending: What Will the Future Look Like?
NCPA Policy Report No. 286. http://www.ncpa.org/pdfs/st286.pdf.

Han, J.D., Ganong, L.H., Coleman, M., 2009. Financial responsibilities toward older
parents and stepparents following divorce and remarriage. J. Fam. Econ. Issues
30 (1), 55–66.

Hank, K., Stuck, S., 2008. Volunteer work, informal help, and care among the 50+ in
Europe: further evidence for ‘linked’ productive activities at older ages. Soc. Sci.
Res. 37 (4), 1280–1291.

Harvey, A.S., 2002. Guidelines for time use data collection and analysis. In: Pentland,
W.E., Harvey, A.S., Lawton, M.P., McColl, M.A. (Eds.), Time Use Research in the
Social Sciences. Kluwer Academic Publishers, NY, pp. 19–42.

Heitmueller, A., 2007. The chicken or the egg?: endogeneity in labor market
participation of informal carers in England. J. Health Econ. 26 (3), 536–559.



20 N.C. Keating et al. / The Journal of the Economics of Ageing 3 (2014) 11–20
Heitmueller, A., Inglis, K., 2007. The earnings of informal carers: wage differentials
and opportunity costs. J. Health Econ. 26 (4), 821–841.

Heitmueller, A., Inglis, K., Institute for the Study of Labor, 2004. Carefree?
Participation and Pay Differentials for Informal Carers in Britain. Institute for
the Study of Labor, Bonn, Germany.

Ho, S.C., Chan, A., Woo, J., Chong, P., Sham, A., 2009. Impact of caregiving on health
and quality of life: a comparative population-based study of caregivers for
elderly persons and noncaregivers. J. Gerontol. A: Biol. Sci. Med. Sci. 64A (8),
873–879.

Hollander, M., Liu, G., Chappell, N., 2009. Who cares and how much? The imputed
economic contribution to the Canadian healthcare system of middle-aged and
older unpaid caregivers providing care to the elderly. Healthcare Quart. 12 (2),
42–49.

Hong, G.S., Kim, S.Y., 2000. Out of pocket health care expenditure patterns and
financial burden across the life cycle states. J. Cons. Aff. 34 (2), 291–313.

Houser, A., Gibson, M.J., 2008. Valuing the invaluable: the economic value of family
caregiving, 2008 update. AARP Public Policy Institute, Insight on the Issues, 13,
1–8. http://assets.aarp.org/rgcenter/il/i13_caregiving.pdf.

Humble, A., 2009. Retirement Processes and Outcomes of Individuals who Retire to
Give Care. Atlantic Research Centre for Family-Work Issues, Halifax, NS. http://
www.msvu.ca/site/media/msvu/care-retire-final-report.pdf.

Johnson, R.W., Lo Sasso, A.T., 2004. Family support of the elderly and female labor
supply: trade-offs among caregiving, financial transfers, and work – evidence
from the US Health and Retirement Survey. In: Harper, S. (Ed.), Families in
Ageing Societies: A Multi-Disciplinary Approach. Oxford University, New York,
NY.

Kan, M.Y., Pudney, S., 2008. Measurement error in stylized and diary data on time
use. Sociol. Methodol. 38 (1), 101–132.

Keating, N., Fast, J., Frederick, J., Cranswick, K., Perrier, C., 1999. Eldercare in Canada:
Context, Content and Consequences (Cat. no. 89-570-XPE). Statistics Canada,
Housing, Family and Social Statistics Division, Ottawa.

Keefe, J.A., Légaré, J., Charbonneau, P., Décarie, Y., 2012. Intergenerational support to
older Canadians by their adult children: implications for the future. Int. Stud.
Population 10 (3), 141–158.

Koerin, B.B., Harrigan, M.P., Secret, M., 2008. Eldercare and employed caregivers: a
public/private responsibility? J. Gerontol. Soc. Work 51 (1/2), 143–161.

Lai, D.W.L., Leonenko, W., 2007. Effects of caregiving on employment and economic
costs of Chinese family caregivers in Canada. J. Fam. Econ. Issues 28 (3), 411–
427.

Lauzier, S., Maunsell, E., Drolet, M., Coyle, D., Hebert-Croteau, N., 2010. Validity of
information obtained from a method for estimating cancer costs from the
perspective of patients and caregivers. Qual. Life Res. 19 (2), 177–189.

Leger, P. T., 2000. Parental Illness and the Labor Supply of Adult Children. McMaster
University, Social and Economic Dimensions of an Aging Population (SEDAP)
Research Paper No 21, Ontario. http://socserv.mcmaster.ca/sedap/p/
sedap21.PDF.

Lero, D.S., Keating, N., Fast, J., Joseph, G., Cook, L., 2007. The Interplay of Risk Factors
Associated with Negative Outcomes among Family Caregivers: A Synthesis of
the Literature. University of Guelph, Centre for Families, Work and Well-Being,
Guelph, ON.

Lero, D., Spinks, N., Fast, J., Hilbrecht, M., Tremblay, D.G., 2012. The Availability,
Accessibility and Effectiveness of Workplace Supports for Canadian Caregivers.
Guelph ON and Edmonton. University of Guelph, Centre for Families, Work and
Well-Being and University of Alberta, Research on Aging, Policies, and Practice,
AB. http://www.worklifecanada.ca/cms/resources/files/684/Availability%2C_
Accessibility_and_Effectiveness_of_Workplace_Supports_for_Canadian_Caregivers_
Final.pdf.

Lilly, M.B., Laporte, A., Coyte, P.C., 2010. Do they care too much to work? The
influence of caregiving intensity on the labour force participation of unpaid
caregivers in Canada. J. Health Econ. 29 (6), 895–903.

Lilly, M.B., Laporte, A., Coyte, P.C., 2007. Labor market work and home care’s
unpaid caregivers: a systematic review of labor force participation rates,
predictors of labor market withdrawal, and hours of work. Milbank Quart. 85
(4), 641–690.

Mennemeyer, S., Taub, E., Uswatte, G., Pearson, S., 2006. Employment in households
with stroke after constraint-induced movement therapy. NeuroRehabilitation
21 (2), 157–165.

MetLife and National Alliance for Caregiving, 1997. The MetLife Study of Employer
Costs for Working Caregivers. Metropolitan Life Insurance Company, Westport,
CT. http://www.geckosystems.com/downloads/empcosts.pdf.
MetLife Mature Market Institute (MMMI) and National Alliance for Caregiving
(NAC), 2006. The MetLife Caregiving Cost Study: Productivity Losses to US
Business. MetLife Market Institute, Westport, CT. http://www.metlife.com/
assets/cao/mmi/publications/studies/MMI-Studies-Caregiver-Cost-Study.pdf.

MetLife Mature Market Institute (MMMI), National Alliance for Caregiving (NAC),
the Center for Long Term Care Research and Policy (CLTCRP), 2011. The MetLife
Study of Caregiving Costs to Working Caregivers: Double Jeopardy for Baby
Boomers Caring for their Parents. MetLifeMature Market Institute, Westport CT.
http://www.caregiving.org/wp-content/uploads/2011/06/mmi-caregiving-costs-
working-caregivers.pdf.

Moore, M.J., Zhu, C.W., Clipp, E.C., 2001. Informal costs of dementia care: estimates
from the national longitudinal caregiver study. J. Gerontol. B: Psychol. Sci. Soc.
Sci. 56B (4), S219–S228.

Morrow-Howell, N., Hinterlong, J., Sherraden, M., 2001. Productive Aging: Concepts
and Challenges. The Johns Hopkins University Press, Baltimore, MD.

National Alliance for Caregivers (NAC), American Association of Retired Persons
(AARP), MetLife Foundation, 2009. Caregiving in the US. NAC, Bethesda, MD.
http://www.caregiving.org/data/Caregiving_in_the_US_2009_full_report.pdf.

National Alliance for Caregivers (NAC), Metlife Mature Market Institute (MMMI),
Zogby International, 2004. Miles Away: The MetLife Study of Long-Distance
Caregiving: Findings from a national study. MetLife Mature Market Institute,
Westport, CT. https://www.metlife.com/assets/cao/mmi/publications/studies/
mmi-miles-away-long-distance-caregiving.pdf.

National Alliance for Caregivers (NAC, United Health Foundation (UFH), 2010.
Caregivers of Veterans – Serving on the Homefront. Report of Study Findings.
NAC, Bethesda, MD. https://www.unitedhealthfoundation.org/uhfassets/docs/
2010/caregivers-of-veterans-study.pdf.

Philp, I. (Ed.), 2001. Family Care of Older People in Europe. IOS Press, Amsterdam.
Popay, J., Roberts, H., Sowden, A., Petticrew, A., Arai, L., Rodgers, M., Britten, N., Roen,

K., Duffy, S., 2006. Guidance on the Conduct of Narrative Synthesis in Systematic
Reviews: A Product from the ESRC Methods Programme. Resource document.
http://scholar.google.ca/scholar?q=narrative+synthesis&hl=en&as_sdt=0&as_vis=
1&oi=scholart&sa=X&ei=nlKwT9msK4OQgwfW0tyhCQ&ved=0CBoQgQMwAA.

Port, C., Zimmerman, S., Williams, C., Dobbs, D., Preisser, J., Williams, S., 2005.
Families filling the gap: comparing family involvement for assisted living and
nursing home residents with dementia. Gerontologist 45, 87–95 (special issue
1).

Rodgers, M., Sowden, A., Petticrew, M., Arai, L., Roberts, H., Britten, N., et al., 2009.
Testing methodological guidance on the conduct of narrative synthesis in
systematic reviews: effectiveness of interventions to promote smoke alarm
ownership and function. Evaluation 15, 47–71.

Rosenthal, C.J., Martin Matthews, A., Keefe, J.M., 2007. Care management and care
provision for older relatives amongst employed informal caregivers. Ageing Soc.
27 (5), 754–778.

Rubin, R.M., White-Means, S.I., 2009. Informal caregiving: dilemas of sandwiched
caregivers. J. Fam. Econ. Issues 30 (3), 252–267.

Small, G.W., McDonnell, D.D., Brooks, R.L., Papadopoulos, G., 2002. Impact of
symptom severity on the cost of Alzheimer’s disease. J. Am. Geriatr. Soc. 50 (2),
321–327.

Spiess, C.K., Schneider, A.U., 2003. Interactions between care-giving and paid work
hours among European midlife women, 1994 to 1996. Ageing Soc. 23 (1), 41–
68.

UK Parliament, 2013. Ready for Ageing? Select Committee on Public Service and
Demographic Change. http://www.publications.parliament.uk/pa/ld201213/
ldselect/ldpublic/140/14002.htm.

Uriarte-Landa, J., Hébert, B.-P., 2011. Informal caregiving and financial preparedness
for retirement. Paper Presented at the Socio-Economic Conference. September,
Ottawa, ON.

Uriarte-Landa, J., Hébert, B.-P., 2011. Sooner or later: life events and the timing of
retirement. Paper Presented at the Socio-Economic Conference. September.
Ottawa, ON.

World Health Organization (WHO), 2011. World Report on Disability. World Health
Organization, Geneva, Switzerland. http://whqlibdoc.who.int/publications/
2011/9789240685215_eng.pdf.

You, J.H.S., Ho, S.C., Sham, A., 2008. Economic burden of informal caregivers for
elderly Chinese in Hong Kong. J. Am. Geriatr. Soc. 56 (8), 1577–1578.

Zaidi, A., 2012. Exclusion from material resources: poverty and deprivation among
older people in Europe. In: Scharf, T., Keating, N. (Eds.), From Exclusion to
Inclusion in Old Age: A Global Challenge. The Policy Press, Bristol, UK, pp. 71–
88.


