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INTRODUCTION

As the nation ages and more individuals live longer with chronic illness and
disabilities (Freedman et al. 2013), the need for long-term services and supports (LTSS)
will rise. Roughly 9.8 million Americans ages 65 and older living in settings other than
nursing homes need care and help with personal activities, with 2.7 million requiring
assistance with at least three basic activities of daily living (ADLs), such as bathing,
dressing, or eating (Freedman and Spillman 2014). Additionally, many older adults
suffer from poor mental health and cognitive impairment (Ormel et al. 2002; Kasper et
al. 2014). Recent projections show that by 2065 the number of adults ages 65 and older
with disabilities in the United States will increase about two and a half times from the
current level, and more than half of Americans turning 65 today are expected to suffer
from a disability that will eventually require LTSS (Favreault and Dey 2015).

An overwhelming majority of frail older Americans live in the community rather than
in long-term care facilities, relying on family and friends for help and care. Only one in
nine older adults receiving assistance lived in a nursing home in 2011 (Freedman and
Spillman 2014). Ninety-five percent of older adults with LTSS needs living in a
community setting received help and care from unpaid caregivers. In contrast, about 34
percent received some care from paid helpers, and only 5 percent relied exclusively on
paid care. About three-quarters of total care hours received by non-institutionalized
older persons are provided by unpaid caregivers (Spillman 2014).

These caregiving activities clearly benefit the economy. Without these unpaid
services, many older adults would have to turn to paid helpers for assistance. Older
adults with LTSS needs are more likely to enter nursing facilities, for example, if they do
not receive family care than if they receive unpaid help from caregivers (Charles and
Sevak 2005; Freeman 1996; Jette, Tennstedt, and Crasford 1995, Lo Sasso and
Johnson 2002). Government programs, such as Medicaid, would have to cover some of
the costs of additional paid LTSS, using state and federal funds.

Although family caregivers are not generally paid for their services, spending time
helping family and friends with LTSS needs is often costly. Some caregivers may have
to reduce their work hours when they provide care, switch to part-time work, or
temporarily drop out of the labor force. Reduced work hours lead to lower earnings and
may force caregivers to forfeit employer-sponsored health insurance (or shoulder a
greater share of the premiums). Temporary labor supply reductions can have long-
lasting repercussions, because people who leave their jobs often struggle to find
alternative employment and must accept lower-paying positions. Lost earnings can also
reduce future retirement income, as people are forced to save less for retirement (in
401(k) plans and other vehicles) and accumulate fewer Social Security credits. Reduced
employment from caregiving can also have macroeconomic consequences, reducing
government tax revenue and potentially slowing economic growth. Although it is well
known that caregivers work less than people who do not provide care, this negative



relationship does not necessarily imply that caregiving substantially reduces paid work
hours. Instead, families may select non-employed members, or family members who
work less than full-time, to provide care to elders with disabilities.

Government programs to support family caregivers could potentially limit some
deleterious effects of caregiving. Programs that provide caregivers with training,
counseling, information, and respite care or that provide care recipients with some paid
help could relieve family caregivers, help them provide care more effectively, and
perhaps enable them to increase their paid work hours. Support programs that enable
caregivers to work more could in turn raise government tax revenue, partly offsetting
part program costs.

This report assesses the number and characteristics of family caregivers,
describes existing caregiver support programs, and gauges the potential
macroeconomic impact of such programs. It explores the following research questions:

= How many people serve as family caregivers and what is their socioeconomic
profile?

= How do caregiver employment and burden vary with the intensity of care
provided and the presences of other caregivers who can help the care recipient?

= What are the potential macroeconomic benefits of government programs that
support family caregivers?

The report begins with a review of the relevant literature on family caregivers and
their caregiving experience, the economic impacts of caregiving, and existing programs
and policies that support caregivers. Based on our literature review, an assessment of
available data, and the needs of policymakers for information that can help them assess
the economic impacts of caregiving, we develop a conceptual framework of caregiving
decisions and their macroeconomic consequences and a typology of family caregivers
that can guide our analysis. Using empirical estimates of the number and characteristics
of family caregivers and assumptions drawn from the literature, we then gauge the
potential macroeconomic impact of caregiver supports. Throughout the report, we
define family caregivers broadly to include unpaid helpers who are friends and
neighbors of care recipients as well as family members.

Our results show that relatively few caregivers provide intensive care, although
these intensive caregivers are most likely to experience significant caregiver burdens
and conflict between employment and care responsibilities. We conclude that the
macroeconomic benefits of caregiver supports would likely be quite limited. Nearly one-
third of family caregivers, and nearly one-half of family caregivers who provide intensive
care without help from others, are ages 65 and older, and thus unlikely to work if they



did not serve as family caregivers. The available empirical evidence suggests that
relatively few younger caregivers would increase their labor supply much if they did not
provide care. We found that the increase in earnings and tax revenue that might result
from caregiver support programs would fall far short of the cost of providing those
services.



LITERATURE REVIEW

This section reviews the relevant literature on family caregivers, describing what is
known about the characteristics of caregiver and the economic impact of caregiving,
including how caregiving affects paid employment. This review also describes activities,
programs, and policies that support family caregivers and discusses assessments of
their effectiveness.

Caregivers and Caregiving Experience in the
United States

Unpaid caregivers, primarily family members, provide the vast majority of the LTSS
received by older adults. Estimates of the number of family caregivers vary widely,
mainly because of differences in the way various household surveys measure care
provision. For example, surveys use different reference periods when collecting data on
caregiving activities (i.e., the last month, the last 12 months, or the last two years),
some collect caregiving data from caregivers while others collect data from care
recipients, and some focus only on a primary caregiver. Consequently, estimates from
nationally representative data collected over the past two decades of the number of
adults providing care to people ages 65 and older range from 2.7 million to 36.1 million
(Giovannetti and Wolff 2010). A 2015 study found that about 34 million adults--about
one-sixth of the adult population--provided unpaid care to people ages 50 and older at
some point in the previous year, including about 26 million caregivers who helped
people ages 65 and older (NAC and AARP 2015). Spillman and colleagues (2014)
estimated that about 18 million adults provided unpaid care to people ages 65 and older
in the previous month.

While family caregiving is provided by a broad spectrum of caregivers, the burden
of caregiving is not equally distributed across the United States population. Analyzing
Health and Retirement Study (HRS) data, Butrica and Karamcheva (2014) found that 18
percent of married adults ages 51 and older provided care to their spouses at some
point between 1996 and 2010, and 57 percent of adults ages 51 and older with
surviving parents or parents-in-law provided care to them during that period. It is well
established that spouses and adult daughters provide most of the unpaid care received
by older adults (e.g., Johnson and Wiener 2006; Silverstein et al. 2006; Spillman and
Black 2005; Spillman and Pezzin 2000; Wolff and Kasper 2006). According to 2011
National Health and Aging Trends Survey (NHATS) data, 47 percent of unpaid
caregivers were the adult children--primarily daughters--of care recipients, 21 percent
were spouses, 22 percent were other relatives, and the remaining 10 percent were non-
relatives (Spillman et al. 2014).



Both the amount and duration of care vary significantly across caregivers. Spouses
and other caregivers who live with older care recipients spend about 50 percent more
time providing care than the average monthly amount of 75 hours (Spillman et al. 2014).
A recent survey of caregivers conducted by the National Alliance for Caregiving (NAC)
and AARP Public Policy Institute (2015) found that about half of family caregivers
provided care for less than a year, while one-quarter provided care for at least five
years.

An overwhelming majority of caregivers either lives with or within close proximity of
care recipients (NAC and AARP 2015; Wolff and Kasper 2006). This is consistent with
research that finds that geographic proximity is a key determinant of care provision and
that adult children are more likely to live with a parent when that parent is disabled (Choi
et al. 2015; Compton and Pollak 2009). There is some emerging evidence that the
geographic proximity of older parents and adult children may vary by region and other
characteristics of the locations where parents and their children live (Bui and Miller
2015; Compton 2015), although it is not clear how this geographic variation affects the
availability of potential family caregivers. More than two-thirds of family caregivers to
older adults are working-age, and about half of caregivers work for pay (Spillman et al.
2014). Spouses who provide care are much less likely to be employed than adult
children who provide care because they are generally much older (Pinquart and
Sorensen 2011).

Family caregivers perform a variety of support activities for older persons who
need help with self-care or mobility (i.e., ADLSs), various household activities
corresponding to instrumental activities of daily living (IADLs), transportation, health
system interactions (e.g., handling doctor appointments, ordering medicine), and health
or medical care activities (e.g., diet and exercise, dental care, injections) (Spillman et al.
2014). Around two-thirds of adults age 65 and older who receive help from family
caregivers suffer from long-term physical health problems, one-third experience
memory-related problems or short-term physical health problems, and a substantial
proportion suffers from emotional or mental health problems and behavioral issues
(NAC and AARP 2015). Among family and unpaid caregivers to older non-
institutionalized adults in NHATS, one-third of caregivers, and 41 percent of the hours of
help they provide, help people with dementia, who account for about 10 percent of older
non-institutionalized adults (Kasper et al. 2015). Family caregivers also play an
important role in facilitating transitions between care settings (Levine et al. 2010),
including successful transitions from long-term care facilities back to the community
(Mudrazija et al. 2015), which are increasingly part of policy debate.

Almost seven in ten caregivers report substantial gains from caregiving, including
satisfaction that recipients are well cared for and the realization that they are better able
to deal with difficult situations, whereas only one in ten report experiencing substantial
negative outcomes, such as exhaustion and the lack of time for themselves (Spillman et
al. 2014). This is consistent with other findings from the recent literature that highlight
some positive aspects of caregiving (e.g., Freedman et al. 2014; Bertrand et al. 2012).



Nonetheless, many caregivers describe feeling burdened by their care
responsibilities. In the NHATS survey of older adults’ caregivers, 15 percent of
caregivers report substantial financial difficulties from providing care, 26 percent report
substantial emotional difficulties, and 14 percent report substantial physical problems
(Spillman et al. 2014). In another survey of adults who provide care to disabled adults
regardless of age, 19 percent of caregivers reported high physical strain and 45 percent
reported high stress levels; overall, 22 percent of caregivers indicated that their health
was worse as a result of the care activities they performed (NAC and AARP 2015).1
Compared to the general adult population, caregivers are more likely to report fair or
poor health (17 percent versus 10 percent) (NAC and AARP 2015). Using data from the
United Kingdom 2001 Census, Legg and colleagues (2012) found that caregiving was
associated with poor health, especially for persons providing more than 20 hours of care
per week. Even after adjusting for older adults’ functioning and caregivers’ and non-
caregivers’ sociodemographic and health characteristics, caregivers assisting with care
coordination and medication management experience higher levels of financial,
emotional, and physical health difficulties than non-caregivers (Wolff et al. 2016).
Research also consistently shows that caregivers are more likely to suffer from
depressive symptoms and mental health problems than non-caregivers (Marks et al.
2002; Pinquart and Sorensen 2003). In addition to a care recipient’s health status
(Spillman et al. 2014), the literature identifies several other factors that affect caregiver
burden, such as the intensity of caregiving, the presence of competing time demands,
the personal relationship between the caregiver and care recipient, and work-family
conflict (Chappell and Reid 2002; Lin et al. 2012; Pearlin et al. 1990; Pinquart and
Sorensen 2011; Spillman and Pezzin 2000; Zuba and Schneider 2013).

Economic Impacts of Caregiving

The high cost of paid LTSS, the limited availability of insurance covering those
services, and personal preference all contribute to the current reliance on family
caregivers. The median cost of a year of nursing home care in a semi-private room is
now about $80,000 nationwide, and as much as 80 percent more in certain parts of the
continental United States (Genworth 2015). The median hourly rate for home health
aide services is $20, implying that the median cost of 90 hours of help per month--the
median amount of paid help provided to recipients (Johnson and Wang forthcoming)--
would total about $21,600 annually. Moreover, surveys consistently show that frail older
people prefer living in the community than in institutions (Barrett 2014; Chapin et al.
2009; Reinhard 2010), but there are no dollar estimates of the value of better aligning
older adults’ preferences about care providers and care settings with the care they
receive.

1 Caregivers in the NAC and AARP survey are younger than those in the NHATS survey. For example, only 19
percent of caregivers in the NAC and AARP survey are age 65 and older, compared with 32 percent in the NHATS
survey.



Economic studies suggest that family caregiving reduces public and private
spending on LTSS, including outlays on costly nursing facilities (Charles and Sevak
2005; Freeman 1996; Jette, Tennstedt, and Crawford 1995). Lo Sasso and Johnson
(2002) found that frail older adults who receive frequent help from their children were
about 60 percent less likely to enter a nursing home over a two-year period than those
who received less help or no help at all.

Estimated Value of Family Caregiving

Estimates of the value of informal care for society vary substantially, primarily
because of differences in how much each hour of care is valued, For example, using
data from the American Time Use Survey (ATUS) Chari et al. (2015) peg the annual
total value of unpaid care of older adults at $552 billion (or $412 billion if limited to
caregivers younger than 65) when they value each hour at the caregiver’s hourly wage
(or an estimate of her hourly wage based on her characteristics if she is not employed).
The estimated value falls to $221 billion when they value hourly care at the minimum
wage and rises to $642 billion when they assume that unpaid care would be replaced by
skilled nursing home care. Reinhard et al. (2015) estimate the value of care for persons
with ADL limitations at $470 billion in 2013, deriving the underlying assumptions on
average intensity of care and monetary value of an hour of care from a systematic
analysis of relevant prior studies. Butrica and Karamcheva (2014) use HRS data and
estimate that family caregivers ages 51-70 provided between $63 and $160 billion of
care in 2010. Based on international Organisation for Economic Cooperation and
Development (OECD) data, Yoo et al. (2004) conclude that family caregiving is related
with slower growth in paid LTSS costs. However, none of these estimates accounts for
the possibility that paid caregivers may be more efficient providers of care (i.e., that they
could potentially provide the same service in less time, at least to some care recipients),
and they disregard the possibility that care recipients might consume less care if they
had to pay for it.

Moreover, these estimates ignore the potential social costs of family care
provision, including the possible negative impact on the labor force participation, hours
of work, and productivity of family caregivers, as well as caregiving-related physical and
mental strain, which can reduce their taxable income and raise government outlays for
income and health supports to caregivers. Consequently, assessing the net impact of
family caregiving for the government and general public is difficult (Jacobs et al. 2013).
Some estimates that attempt to take this broader perspective suggest that lost income
tax payments and increased costs for social assistance for family caregivers may
sometimes outweigh gains from reduced spending on paid care. Using Canadian data,
Jacobs et al. (2013) estimate that high-intensity family caregiving (15 hours or more of
care provided weekly) results in a net loss to the government of about $641 million,
whereas low-intensity caregiving (five hours or less of care provided weekly) results in a
net gain of about $4.4 billion. Similarly, Kok et al. (2015) find that unpaid home care in
the Netherlands provides a net benefit to the (central) government when compared with
the costs of paying for residential care, yet this government gain comes with net losses



for older care recipients and their family caregivers, and, to a lesser extent,
municipalities and health insurers.

Relationship between Caregiving and Employment

Estimates of the economic impact of family caregiving depend primarily on the
accuracy of the underlying assumptions, especially when it comes to various costs of
family caregiving that are difficult to assess. Among these, the most important and the
most complex to measure is arguably the impact of family caregiving on caregivers’
employment. It is well established that family caregivers work less--are less likely to
work and work fewer hours when they are employed--than people of the same age who
do not care for family members, although the differences are not particularly large.
Butrica and Karamcheva (2014) found that 59 percent of women ages 51-70 who
provided care to their parents with LTSS needs worked, compared with 61 percent of
their counterparts who did not provide to their parents or in-laws. Moreover, it is not
clear how much of caregivers’ labor supply shortfall can be attributed to family
caregiving activities. Caregiving could potentially reduce caregivers’ labor force
participation and, among those who remain employed, may lower work hours and
productivity. Or, low-wage workers and people with limited labor force attachment, such
as those who are not working or work only part-time, may be more likely to serve as
caregivers than high-wage, full-time workers because their opportunity costs of
providing care are low. In addition, an employed caregiver could choose to reduce time
spent on various non-work activities rather than scale back work hours to accommodate
their caregiving responsibilities. If partnered, a higher earning partner may increase his
or her work effort to offset the lost income of the informal caregiver partner.

Empirical studies of how family caregiving affect labor market activity have
employed various statistical methods to account for selection into caregiving roles. The
most common approach has been to regress caregiving activities on labor market
outcomes, such as paid employment, number of work hours, retirement decisions, or
earnings, and control for observable characteristics of the sample of caregivers and
non-caregivers that likely affect employment decisions, such as age, gender, education,
race and ethnicity, marital status, and presence of young children.? Other studies have
used more sophisticated techniques, such as instrumental variable models,
simultaneous models, and structural models, that further attempt to control for
unobservable differences between caregivers and non-caregivers that might influence
employment outcomes.?® For example, especially hardworking family members might be
more likely to serve as caregivers as well as work for pay than people with less drive, or
people with an especially strong devotion to their family might be more likely to serve as
caregivers and less likely to work outside the home than people less committed to their
families.

2 Examples of studies following this approach include Bittman, Hill, and Thomson (2007), Dentinger and Clarkberg
(2002), Henz (2006), Lee and Tang (2015), Lilly, Laporte, and Coyte (2010), Pavalko and Artis (1997), Wakabayashi
and Donato (2006), and Wakabayashi, Chizuko, and Donato (2015).

3 Examples include Bolin, Lindgren, and Lundborg (2008), Butrica and Karamcheva (2014), Chen et al. (2015),
Crespo and Mira (2014), Ettner (1995), Heitmuller and Inglis (2007), Johnson and Lo Sasso (2006), Nguyen and
Connelly (2014), Skira (2015), Van Houtven, Coe, and Skira (2013), and Wolf and Soldo (1994).



Although research has confirmed the importance of controlling for observable
characteristics when estimating the employment effects of family caregiving, several
studies have concluded that there is little evidence that failing to account for
unobservable factors biases estimates (Bolin, Lindgren, and Lundborg 2008; Butrica
and Karamcheva 2014; Nguyen and Connelly 2014; Van Houtven, Coe, and Skira
2013). Consequently, the following discussion of the family caregiving and employment
literature includes studies that did not account for the impact of unobservable factors,
although all the studies and estimates described below held observable, non-caregiving
factors constant when comparing employment outcomes for caregivers and non-
caregivers or for different types of caregivers.

These studies reached mixed conclusions about the impact of family care on
employment, with estimated effects varying by the caregiver’s sex and relationship to
the care recipient, the intensity and type of care provided (such as personal care or help
with household chores), and country. In the United States, several studies found that
serving as a family caregiver significantly reduced the likelihood of paid employment
among women, but the effects were generally small and evident only among women
who spent a lot of time providing care. For example, Butrica and Karamcheva (2014)
found that women ages 51-70 in the HRS who spent more than 1,000 hours per year
caring for their parents were 3.4 percentage points less likely to work than women who
devoted less time to caregiving or did not provide any care. Lee and Tang (2015), who
examined a sample of women ages 51-61 in 2004 in the HRS, found somewhat larger
impacts, but only for women who provided personal care to their parents. Van Houtven,
Coe, and Skira (2013) also examined HRS data, but they did not find any significant
employment differences between women ages 50-70 who provided care to their parents
and those who did not, even among women who provided personal care or intensive
care. Using longitudinal data from the National Survey of Families and Households,
Wakabayashi, Chizuko, and Donato (2005) found that women who served as the
primary caregivers for their parents with disabilities were more likely to leave the labor
force than non-caregivers, but they found no significant effects for secondary
caregivers. Some studies have concluded that middle-aged men who provide personal
care to their elderly parents are less likely to work than men who do not provide care
(Butrica and Karamcheva 2014; Van Houtven, Coe, and Skira 2013). Other types of
parent care, such as help with household chores, does not appear to influence men’s
employment changes, and relatively few men provide personal care to their parents.
Labor force participation also appears to be more negatively affected if caregivers live
with care recipients (Ettner 1995), suggesting that not living together may at least partly
reflect the ability of employed caregivers to successfully balance paid work and
caregiving responsibilities.

Many studies that examined caregivers outside the United States found larger and
more consistent employment effects than those that examined United States caregivers.
In a sample of Canadians ages 55-69, Jacobs et al. (2014) found that, compared with
being a non-caregiver, providing intensive care--15 or more hours per week--is
associated with more than twice the risk of retiring as opposed to working full-time for



both men and women and that women are almost twice as likely to exit the labor force.
Nguyen and Connelly (2014) focused on a sample of people ages 25-64 in Australia
and found that being a primary caregiver reduces the probability of employment by
about 12 percentage points for both men and women. Bolin et al. (2008) found that
helping parents with both personal care and household chores significantly reduced
employment probabilities for older European men and women, based on the HRS sister
survey in Europe, SHARE. Crespo and Mira (2014) estimated much larger negative
impacts on women’s employment in Southern Europe (Italy, Spain, and Greece).

Results are also inconclusive with respect to work hours for caregivers who remain
employed. Some evidence suggests that female workers reduce their work hours when
they provide care to their parents. Johnson and Lo Sasso (2006), for example, used the
1996 and 1998 HRS data to assess possible changes in labor supply among women
ages 55-67 who provided at least 200 hours of informal care to their parents over the
study period, and found a decrease of 367 annual work hours, of which 174 arose from
reduced work hours and the rest arose from decreased labor force participation. Based
on HRS data from 1992 to 2008, Van Houtven et al. (2013) estimated that employed
women ages 51-70 reduce their labor supply between three and ten hours per week
when they provide care, but they found no reduction for men. Other studies, including
Butrica and Karamcheva (2014) and Wolf and Soldo (1994) in the United States, Lilly et
al. (2010) in Canada, and Bolin et al. (2008) in Europe, found little evidence that
caregiving reduces labor hours.# Using British data, Henz (2006) suggested that the
relationship between employment and caregiving may be quite nuanced and may differ
by type of employment, with workers in routine and semi-routine occupations that may
offer little workplace flexibility having to reduce their work hours more than other
workers when they become caregivers.

The impact on employed caregivers’ earnings is closely associated with the impact
on hours worked and, accordingly, the estimates vary. Using British data on the
working-age population, Heitmeuller and Inglis (2007) found that between 1993 and
2002 employed caregivers earned about 6 percent less, on average, than non-
caregivers, but half of that difference could be attributed to caregivers’ personal
characteristics. In the United States, Van Houtven et al. (2013) found 3 percent lower
wages for caregivers than non-caregivers, but only among women. Butrica and
Karamcheva (2010) and Lilly et al. (2010) found no difference in wages for employed
United States and Canadian caregivers relative to non-caregivers.

Another less studied aspect of employment-related impacts of caregiving is
whether and how much caregiving activities may adversely affect work productivity. A
recent survey suggests that more than 60 percent of employed caregivers had to make
work adjustments that could impact their productivity, most commonly by adjusting their
work schedule (e.g., coming late or leaving early) and taking time off, but also taking
leaves of absence or switching to a less demanding job (NAC and AARP 2015). A few
employed caregivers (7 percent) even reported receiving warnings about their job

4 Lilly et al. (2010) found that caregiving reduces labor hours for men providing at least 20 hours of care per week, but
they make up only 3 percent of male caregivers and only 1 percent of all men ages 45-65.
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performance and attendance (ibid). In a rare study that attempts to directly assess the
impact of caregiving on work productivity, Mazanec et al. (2011) found that providing
care to someone with advanced cancer might reduce work productivity by as much as
23 percent. These productivity losses translate into costs for employers and, ultimately,
the economy. Some older estimates suggest that absenteeism, work interruptions,
eldercare crisis, switching schedule from full-time to part-time, unpaid leave, finding
replacement employees, and other employed caregiver related work situations cost
United States business about $34 billion per year (Metlife Mature Market Institute and
NAC 2006).

Work adjustments needed to accommodate caregiving responsibilities can reduce
caregivers’ pay and benefits. A survey suggests that even short job absences have
significant financial ramifications for workers (Klerman et al. 2014). Among those taking
a leave of absence under the Family and Medical Leave Act (FMLA), only 9 percent
received full pay during their absence, while 16 percent received no pay. About 62
percent of leave takers with partial or no pay reported financial difficulties. Because
most employees are required to pay their share of employer-provided health insurance
during their absence regardless of whether they are being paid, insurance and medical
expenses may further exacerbate their financial problems. As families draw down their
savings and other resources, some may be forced to turn to social safety net programs
(Gershuny 2012). In the long run, leaving the labor force to provide care can limit future
employment, reducing retirement savings and later retirement income, including Social
Security benefits (Butrica and Karamcheva 2014; Bolin et al. 2008; Crespo and Mira
2014; Ettner 1995; Favreault 2010; Favreault and Steuerle 2008; Pavalko and Artis
1997; Tamborini and Purcell 2015, Van Houtven et al. 2013). One estimate suggests
that providing care to a frail parent may reduce lifetime earnings, Social Security
benefits, and employer-provided pension benefits by more than $300,000 (MetLife
Mature Market Institute 2011). Favreault et al. (forthcoming) projected that lifetime
earnings lost by mothers in the 1976-1980 birth cohort because of caregiving activities
average $281,000, but they attributed more than 90 percent of the loss to childcare, not
eldercare; lost earnings from eldercare average only $24,000. A study using Australian
data concluded that when education, health, and marital status are held constant,
women who are primary caregivers to older persons with chronic health conditions or
disabilities earn between 10 percent and 74 percent less over their careers than non-
caregivers (Nepal, Brown, Ranmuthugala, and Percival 2011).

These negative impacts of caregiving on personal finances of caregivers can have
social implications and may ultimately add to the cost for the government. For example,
researchers have established that women providing care to older persons are more
likely to fall into poverty (Butrica and Karamcheva 2014; Wakabayashi and Donato
2006). Using HRS data and controlling for selection, Wakabayashi and Donato (2006)
estimated that women who provided at least 20 hours of care to parents in 1992 had a
27 percent higher likelihood of receiving any public assistance (Supplemental Security
Income, Temporary Assistance for Needy Families, or Food Stamps Program, now
Supplemental Nutrition Assistance Program [SNAP]) by 2000 than non-caregivers, and
they were more than 46 percent more likely to be on Medicare.
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Beyond the work-related impact of caregiving, physical and mental strain from
caregiving may also have economic impacts. For example, caregiver strain may be
adversely related with the risk of institutionalization of older care recipients. Simulations
in Spillman (2014) suggest that reducing stress among caregivers could reduce
expected nursing home days by about a third over 1 year, reducing nursing home costs
by between $730 million to $1 billion.

Activities, Programs, and Policies to
Support Caregivers

Various programs and policies directly support family caregivers or provide indirect
support by helping care recipients. This section provides an overview of selected
activities and related programs and policies that define the spectrum of available
supports; it is not an exhaustive list of these programs and policies. For each type of
assistance, we identify the programs that cover it and their scale, the caregivers that are
targeted, and evidence on the economic impacts of the program (including any available
evaluations).

Medical Leave

For employed caregivers, a critical source of support is provided through the
provisions of the FMLA, as well as state-leave programs, employer-provided paid and
unpaid leave programs, and temporary disability programs, among others. Although
these programs and policies do not transfer resources directly to caregivers, they help
many employed family caregivers balance their care activities with work. The FMLA
guarantees unpaid leave of up to 12 weeks to care for a spouse, child, or parent, and up
to 26 weeks to care for an injured member of the military. Other covered situations
include personal health problems, pregnancy or birth of a child, adoption or the foster
care placement of a child, and an exigency related to covered active military duty of an
immediate family member. The program covers only workers employed for at least 12
months and 1,250 hours over the last 12 months at an employer with at least 50
employees. Whereas FMLA-covered leaves are taken primarily for employee’s own
illness, about a fifth is related to family members’ (including older parents’) health
problems (Klerman et al. 2014).

Several states, including California, Connecticut, the District of Columbia, Hawalii,
Maine, Massachusetts, Minnesota, New Jersey, Oregon, Rhode Island, Tennessee,
Vermont, Washington and Wisconsin, have their own leave laws that mandate more
generous benefits than the FMLA (Han and Waldfogel 2003). California, New Jersey,
and Rhode Island mandate paid leave, typically between one-half and two-thirds of
normal pay (Jorgensen and Appelbaum 2014). Examples of other state-leave provisions
include extended parental and maternity leave and limited unpaid leave for parents for
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school-related purposes. Most state-leave programs exclude workers at small
employers.

A comprehensive evaluation completed in 2012 shows that about 13 percent of
FMLA-covered employees took leave in the year preceding the survey (Klerman et al.
2014), which implies that about 2 percent of all covered workers took FMLA leave to
care for ill family members. The evaluation suggests that the FMLA has benefited
covered employees; only 5 percent reported an unmet need for leave, half of which
stemmed from the unaffordability of unpaid leave. Very few employers reported that the
FMLA reduces productivity or profitability. Moreover, studies suggest that the increased
flexibility that the FMLA provides for a majority of employed family caregivers improves
patient case management and patient outcomes (Swanke and Zeman 2009). However,
FMLA coverage is far from universal. In 2012, more than 49 million workers--44 percent
of the private sector workforce--were not eligible for FMLA benefits (Jorgensen and
Appelbaum 2014).

Results from evaluations of paid family leave programs across several states that
implemented them offer some limited evidence of their effectiveness, especially with
respect to care for older family members. A survey of employers in California suggests
that paid family leave either had no effect or a small positive effect on productivity and
profitability (Milkman and Appelbaum 2013). An analysis of the impact of paid leave on
family caregivers’ labor market outcomes in California and New Jersey found no
significant impact on leave-taking, employment, or labor force participation compared
with states with no paid leave provisions (Morefield et al. 2016). The authors identify
various potential hurdles to higher use of paid leaves by family caregivers, including
lack of information and possible adverse consequences of taking a leave that is not job-
protected. In addition, programs may not address the needs of family caregivers as well
as those of other types of beneficiaries.

Respite Care

Respite care services benefit family caregivers by offering temporary relief from
caregiving obligations, thereby allowing them to attend to personal and other needs
without having to worry about care provision for their family member. Respite care
includes a variety of services, including medical and social services to older adults and
help with household chores, and it can be provided in different settings including homes,
adult day care centers, and formal care institutions that allow for overnight stays.
Accordingly, it can be categorized as in-home care, adult day care, and overnight
respite (Whittier et al. 2001).

Respite care services are provided through various programs. As the major
provider of home and community-based services (HCBS), Medicaid is an important
source of support for family caregivers.® It enables states to provide medical and non-
medical services such as supports and service coordination, home health care,

5 Beyond HCBS, Medicaid can also support family caregivers by paying for various assistive technologies and home
modifications (Doty and Spillman 2015), which may help caregivers complete their caregiving tasks.
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personal care, adult day health services, and respite care to eligible people, primarily
through waivers (i.e., 1915(c)). Providing such services as personal care aides and
homemaker chore services for persons with functional disabilities offer respite for family
caregivers (Doty and Spillman 2015). In fiscal year 2012, about half of the 1.5 million
HCBS waiver enrollees were aged and disabled people, and they accounted for 21
percent (or $8.5 billion) of total HCBS waivers spending (Ng et al. 2015). In fiscal year
2014, the HCBS program provided about 36.5 million hours of assistance to older adults
with ADL or IADL limitations through Personal Care, Homemaker, and Chore Services
(ACL 2016c). In addition to HCBS waivers, states also provided HCBS services through
home health state plan services and personal care state plan services, which together
have about as many enrollees as the HCBS waivers. However, only people with very
little income and nearly no assets quality for Medicaid.

Another important source of respite care is the National Family Caregiver
Support Program (NFCSP), established in 2000 through a reauthorization of the Older
Americans Act. It provides grants to states (and territories) for respite care and other
caregiver services such as counseling, support groups, and training.6 Family caregivers
of adults ages 60 and older or people of any age with Alzheimer’s disease or a related
disorder are eligible.” The program is administered in collaboration with Area Agencies
on Aging and local community-service providers. While the program serves more than
900,000 caregivers, fewer than 70,000 receive respite care (ACL 2016c). However, with
average annual spending of more than $1,300 per caregiver receiving respite care
(Doty and Spillman 2015), they account for more than half of the program’s budget,
which has been around $150 million in recent years (ACL 2016c). In fiscal year 2014,
NFCSP provided about 6.2 million hours of temporary relief to caregivers (ACL 2016c).

Medicare offers respite care as part of its hospice benefits (CMS 2016). An older
adult’s respite-related stay in a Medicare-approved facility (such as a hospice inpatient
facility, hospital, or nursing home) can last up to five days and may be approved more
than once. This benefit, however, is limited to terminally ill patients. Medicare also
covers home health services, such as intermittent skilled nursing care, physical
therapy, speech-language pathology, and continued occupational therapy services, for
homebound adults. This services may help older adults remain in the community while
relieving some of the care burden for informal caregivers, thereby effectively providing
them with respite. Medicare expenditures on home health totaled $29 billion in 2014,
including $18 billon for home health agencies that primarily provide skilled nursing
services to patients (CMS 2015), representing an important, albeit indirect, source of
respite.

Evaluations of respite care generally find that it is effective at reducing caregiving
burden and improving caregivers’ psychological well-being (e.g., Gaugler et al. 2003;
Jeon et al. 2005; Shaw et al. 2009; Spillman and Long 2009), although this is not a

6 Respite care services are also provided through other programs serving certain populations, most notably veterans
and Native Americans.

7 Grandparents and other relatives (except parents) ages 55 and older providing care to children younger than 18 or
adults ages 18-59 with disabilities are also eligible, but this report focuses on the older population.
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universal finding (e.g., Chen et al. 2010). Respite care is more likely to be effective if the
service is provided before substantial caregiving-related stress accumulates and if it is
targeted to caregivers who provide intensive care for such conditions as dementia or
stroke (Barber 2013). One recent study found that adult day services, which provide
out-of-home, supervised, group services to people with LTSS needs, significantly
improve caregivers’ regulation of the stress hormone, cortisol, thus potentially improving
caregivers’ long-term health (Klein et al. 2016). However, there is no strong evidence
that respite care delays care recipients’ institutionalization or that it is more cost-
effective than alternatives (e.g., Mason et al. 2007). The absence of more definitive
findings on some aspects of respite care effectiveness appears to be related to the lack
of controlled empirical studies (Jeon et al. 2005; Mason et al. 2007).

Other Caregiver Support Activities
Counseling, Training, Information and Referral Assistance

The major source of information and referral assistance, as well as counseling,
support groups, and training for family caregivers is the NFCSP.2 In 2014, of about
934,000 caregivers served by the program, almost 80 percent received only information
and referral assistance, while an additional 13 percent received counseling and training
services (ACL 2016c). Annual average spending per program participant receiving
counseling support has been about $200 (Doty and Spillman 2015). Given the
aforementioned average spending per participant receiving respite care services, this
implies that average spending for the vast majority of program participants who primarily
receive information and referral assistance is only about $50.

Studies that examine how counseling, training, and information and referral
assistance affect caregivers and care recipients generally conclude that they are
effective. These studies find positive effects of counseling (e.g., Drentea et al. 2006),
training (e.g., Coon et al. 2003), and information and referral assistance (e.g., Weuve et
al. 2000) on caregivers’ well-being and care recipients’ outcomes. Interventions that
combine multiple services, such as counseling and support groups, appear to be
especially effective (e.g., Gaugler et al. 2008).°

A major evaluation of NFCSP is currently underway. The first phase, which
evaluated program processes, was recently completed, and it found a substantial
increase in the number of services and supports available to family caregivers since the
program began. For example, the share of Area Agencies on Aging offering caregiver
support groups and training tripled, while the share offering counseling quintupled
(Lewin Group 2016). Substantial gains were also observed for State Units of Aging.
Providers, however, almost uniformly identified limited funding as one of the major

8 Similar to respite care services, programs serving veterans and Native Americans also offer these services. Some
funding for caregiver training is also available at the state level through Medicaid HCBS waivers. For example,
Indiana’s waiver program allows recipients of Community Integration and Habilitation Waiver or Family Supports
Waiver to use up to $2,000 of the allotted funding for caregiver training.

9 For a more detailed overview of studies on various types of assistance available for family caregivers through
NFCSP, see Barber (2013).

15



impediments to making continued gains in supporting family caregivers (Lewin Group
2016).

An evaluation of the expansion of the NFCSP program in Washington State in
2011 found that it reduced enroliment in Medicaid long-term care services among
program recipients by 20 percent (Lavelle et al. 2014). An earlier assessment of the
program in California also suggests positive impacts, including an increase in
caregivers’ utilization of support services and a corresponding decrease in their unmet
needs, barriers to service use, and distress (Scharlach et al. 2006). Long and
colleagues (2014) estimate that providing support services for caregivers of people with
dementia in Minnesota could reduce spending between $100 million and $2.64 billion,
primarily by reducing nursing home stays.*°

Indirect Caregiver Support Activities

Medicare and Medicaid provide indirect support to caregivers through various
services that are primarily designed to help older frail adults either remain at home or
transition back to the community after a hospital or nursing facility stay. This support
can supplement and facilitate the caregiving activities of family caregivers. For example,
as noted earlier Medicare provides home health services for homebound older adults in
need of skilled care. It also provides post-acute care for older adults, an important
source of support for family caregivers during the transitional period following a hospital
stay. This period is often critical, especially for inexperienced caregivers preparing both
logistically and emotionally for their new role. In addition to home health services,
Medicare-covered post-acute care is mostly provided through skilled nursing facilities
(SNFs), with maximum coverage of 100 days per benefit period (i.e., a period that
begins when a beneficiary is admitted to a hospital or SNF as an inpatient).1?

Another important source of Medicare’s support for family caregivers is coverage
for durable medical equipment (DME), such as walkers or wheelchairs, that can
significantly improve a caregiver’s ability to help a care recipient. In 2015, Medicare
spending reached $30 billion for SNFs, $18 billion for home health agencies, and $6.5
billion for DME (Congressional Budget Office 2016; CMS 2015).12

Medicaid is increasingly supporting self-directed service provision, allowing
beneficiaries more control over how they obtain home-based care services (Castora-
Binkley et al. 2010). The main way in which self-direction supports family caregivers is
by allowing them to become their relatives’ paid aides. Alternatively, family caregivers
may participate in selecting a paid aide--often other family members, friends, or
neighbors--who enjoy their trust. As of 2013/2014, about 840,000 Medicaid

10 NFCSP evaluations across different states assess the overall impact of all aspects of the program including respite
care.

11 Some Medicare beneficiaries receive post-acute care in inpatient rehabilitation facilities and long-term care
hospitals.

12 Medicare provides some limited direct support to family caregivers by offering respite care as part of its hospice
benefits (CMS 2016). An older adult’s respite-related stay in a Medicare-approved facility (e.g., hospice inpatient
facility, hospital, or nursing home) can last up to five days and may be approved more than once.
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beneficiaries, at least half of whom were older adults, participated in this delivery model
(Doty and Spillman 2015). A fraction of these care recipients (about 75,000) had
budgetary authority that allowed them or their representatives to control the Medicaid
funds allotted to them (Doty and Spillman 2015).

Other Caregiver Support Programs
Programs Supporting Caregivers of Various Subpopulations

Several programs providing direct assistance to caregivers target narrower
populations. Most comprehensive among them are various supports and services
provided by the U.S. Department of Veterans Affairs (VA) to caregivers of veterans.
These include the Caregiver Support Line, the Caregiver Support Coordinator, the
Caregiver Peer Support Mentoring Program, Adult Day Health Care Centers, Home-
Based Primary Care, Skilled Home Care, the Homemaker and Home Health Aide
Program, Home Telehealth, Respite Care, and Home Hospice Care. Caregivers of
veterans who sustained serious injury in the line of duty after September 11, 2001, are
entitled to monthly stipend and travel expenses while accompanying veterans
undergoing medical care, health insurance if not already covered, mental health
services and counseling, and caregiver training. In fiscal year 2015, nearly 25,000
individuals were approved as primary family caregivers of veterans, and $454 million
was appropriated for caregivers’ support (VA 2016).13 The estimated cost for fiscal year
2016 is $622 million to cover about 30,600 caregivers.

The Native American Caregiver Support Services program provides support to
persons of American Indian, Alaskan Native, and Native Hawaiian origin caring for older
family members with chronic illness or disability and grandparents caring for
grandchildren. Services include information and outreach, access assistance, individual
counseling, support groups and training, respite care, and other supplemental services.
In 2013, 37,568 people received information about services, 21,413 received assistance
with access to services, 5,322 received individual counseling, 6,908 received caregiver
training, 3,007 participated in support groups, 2,481 used lending closet,** and 6,233
received other types of support (ACL 2016d). Currently, the total cost of the program is
$7.5 million (ACL 2016c).

Institutional Capacity Building Programs

Multiple programs that are aimed at supporting caregivers do not provide them
with direct assistance, but rather are designed to offer support by building institutional
capacity and investing in improving and better coordinating resources that are already
available. While overall funding for institutional capacity building programs is much

13 Average spending per covered veteran caregiver was about $18,300 in 2015, which is substantially more than
average spending per NFCSP beneficiary. However, direct comparison of the two programs is not necessarily
possible since we lack information on possible differences in the LTSS needs of care recipients. Moreover, average
NFCSP spending does not account for other possible sources of support that non-veteran caregivers may receive.

14 The lending closet is a program that allows people to borrow DME either at little or no cost.
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smaller than the funding for direct assistance to caregivers (and especially indirect
assistance through public support for persons in need of long-term care), these
programs are fundamentally different and cannot be directly compared.

The Aging and Disability Resource Center (ADRC) program is a joint effort of
the Administration for Community Living (ACL) and the Centers for Medicare &
Medicaid Services (CMS), and is a part of a “no wrong door” system. ADRC'’s stated
goal is to “raise visibility about the full range of options that are available, provide
objective information, advice, counseling and assistance, empower people to make
informed decisions about their long-term supports, and help people more easily access
public and private long-term supports and services programs” by providing a “single
point of entry into the long-term supports and services system for older adults and
people with disabilities” (ADRC 2014).1> The program was initially implemented
between 2003 and 2005 in 43 states and territories, and reached 49 states and
territories in 2009, when a total of $11 million in grants was awarded. Since then, further
grants were made to various states to develop Options Counseling Standards,
implement and evaluate evidence-based Care Transition programs, and develop
integrated and dementia-capable LTSS systems. In 2008, the Veterans Health
Administration started using the ADRC to deliver the Veteran-Directed Home and
Community-Based Services program. As a part of the broader health care reform effort,
the Patient Protection and Affordable Care Act (ACA) provided $50 million dollars over 5
years for the development of the program. ADRC’s 2016 budget exceeded $6 million
(ACL 2016c¢).

Another example of a program aimed at supporting caregivers through improved
institutional capacity is the Lifespan Respite Care Program. It supports
implementation of community-based respite care services for family caregivers of
children and adults of all ages with special needs. Some of its major initiatives include
facilitating administration of federal respite care provider training, improving inter-
agency coordination of respite care services, and developing registries of respite care
providers, among others. In 2016, the budget for the program was about $3.4 million
(ACL 2016c¢).

The Alzheimer’s Disease Support Services Program (ADSSP) helps fund state
efforts to increase the availability of supportive services at the community level for
persons with Alzheimer’s disease and dementia more generally. The program also
supports implementation of successful evidence-based models into community-level
practice, as well as efforts to coordinate public and private organizations that provide
services to persons with Alzheimer’s disease. In 2011, the Administration on Aging
supported 80 ADSSP projects across the United States. A related initiative, Alzheimer’s
Disease Initiative-Specialized Supportive Services (ADI-SSS), has been implemented in
recent years to address certain gaps observed in the original ADSSP, including

15 The use of information technology and the Internet in particular has significantly improved awareness of caregiver
support programs and other resources available to informal caregivers. Although these resources do not represent
support policies or programs in the traditional sense, they undoubtedly provide valuable help to caregivers of older
persons.
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behavioral symptom management training for family caregivers. In fiscal year 2016, the
total budget for the two programs was $15.3 million: $4.8 million for ADSSP and $10.5
million for ADI-SSS (ACL 2016c).

In addition to these government-supported programs, various programs and
initiatives are being developed in the private sector, targeted at improving the use of
already available resources by increasing the efficiency of existing programs. One such
example is the Tailored Caregiver Assessment and Referral (TCARE) care
management protocol, designed to support people who are providing care for family
members in need of assistance. Developed by researchers at the University of
Wisconsin-Milwaukee, it is primarily aimed at care managers and professionals with the
goal of facilitating the assessments of caregivers’ needs, improving matching of
appropriate services with caregivers’ specific needs, and fostering informed client
choice and person-centered care.

Thus far, TCARE has reached more than 20,000 caregivers through more than
250 community-based social and health service organizations and ten military
installations across 17 states. For example, in Washington State TCARE was integrated
into the existing NFCSP program, and a recent evaluation suggests that it contributed to
a significantly lower likelihood that care recipients enrolled in Medicaid long-term care
services in the 12 months following caregivers’ first TCARE screening (Lavelle et al.
2014). The program has been evaluated through randomized trials and longitudinal
studies (e.g., Kwak et al. 2011; Montgomery et al. 2011), and it was found to reduce
caregiver stress and clinical depression, increase caregivers’ positive feelings about
caregiving, and potentially delay the institutionalization of care recipients. The program
has also been reviewed by the ACL (ACL 2014).

Policy Proposals and International Comparisons

Although a broad range of programs provide direct or indirect support to
caregivers, about a quarter of recently surveyed caregivers finds it very difficult to obtain
affordable care-related services in their community (NAC and AARP 2015). Policy
proposals that would provide financial supports to family caregivers include tax credits
or deductions and direct payment for caregiving services. Higher-income caregivers
generally prefer tax credits, whereas lower-income caregivers overwhelmingly prefer to
be paid for their services (NAC and AARP 2015). In addition, Social Security caregiver
credits could increase retirement incomes for family caregivers who take time out of the
labor force. One recently proposed piece of legislation, the Social Security Caregiver
Credit Act of 2014, would modify the Social Security benefit formula to credit individuals
for each month in which they provided at least 80 hours of care to a dependent relative
without financial compensation, for up to five years. Under current rules, Social Security
credits individuals only for their time in paid work.

International comparisons show that developed countries use a variety of options

to support family caregivers, such as providing support services (e.g., respite care,
training, and counseling), implementing work-life balance policies (e.qg., flexible work
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arrangements and work leave), and providing financial compensation through cash
payments, tax incentives, and caregiver credits (Colombo et al. 2011). About two-thirds
of OECD countries have policies supporting leave for caregivers, while less than half
have paid leave for caregivers, mostly limited to a period of up to one month and/or
terminal iliness (Colombo et al. 2011). Family leave laws are a good example of cross-
national variation in the size and scope of programs that may support family caregivers,
ranging from unpaid leave in Germany and the United Kingdom (although the United
Kingdom has payment options for persons who leave their job to become a caregiver) to
fairly generous paid leave in Denmark, the Netherlands, and Spain (Yang and Gimm
2013). However, among the developed countries, the United States generally ranks low
in policies that support family-work balance (Block et al. 2013).
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CONCEPTUAL FRAMEWORK

Our conceptual framework of the provision of unpaid family care, shown in Figure
1, focuses on the decision for a particular potential family caregiver to help a particular
potential care recipient. It highlights how public policy (including caregiver support
programs) and various characteristics of the potential caregiver, care recipient, and
other family members may influence the caregiving decision and how caregiving may
shape macroeconomic outcomes, including economic growth, government revenues,
and government expenditures. Rectangles in the figure represent characteristics of
families or policies, and circles and ovals represent outcomes. Blue rectangles signify
the potential caregiver’'s own characteristics, green rectangles signify characteristics of
the potential care recipient and other family members, yellow rectangles signify public
policies, red circles signify care outcomes, and purple ovals signify macroeconomic
outcomes. Solid lines pointing from a characteristic to an outcome (or from one outcome
or characteristic to another) indicate that the characteristic (or outcome) directly affects
the particular outcome (or characteristic). Many solid lines point in both directions,
indicating that they influence each other. Dashed lines from characteristics or outcomes
to solid lines identify characteristics or outcomes that moderate the impact of one factor
on another, strengthening or weakening the relationship.

A family member with LTSS needs may receive assistance from the potential care
recipient, other family members, or paid helpers, as depicted by the three red circles in
the center of the figure. Whether each of these sources provides assistance, and how
much, affects the likelihood and amount of help from each of the other sources. We
generally view these sources as substitutes, but it is not unusual for a care recipient to
obtain help from all three or from none of them. In fact, many older adults with
disabilities have substantial unmet needs. Nonetheless, more help from one source
generally reduces the amount of help from other sources, when other factors (such as
need) are held constant.

Personal Characteristics of the Potential Caregiver

The potential caregiver's own characteristics shape choices among these three
types of care. One of the most important factors is whether the potential caregiver is
employed. We postulate that employed adults are less likely to provide family care than
those who do not work for pay, and that the provision of care reduces paid hours and
the likelihood of paid employment (although the impact may be relatively small).
Whether other family members provide care can influence this relationship. For
example, help from family members may allow the primary caregiver to reduce the
hours they spend providing care, enabling them to work more for pay. Help from family
members can also allow primary caregivers to be more flexible with their care activities,
because others can fill in for them when needed.
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Our conceptual framework postulates that potential caregivers’ financial status can
influence care choices. Financial resources can help family members with LTSS needs
purchase assistance. They can also influence the provision of unpaid care directly, by
better enabling caregivers to cover some out-of-pocket costs associated with
caregiving, such as housing coresident care recipients or traveling to non-coresident
care recipients. Indirect effects of financial resources on unpaid care, operating through
paid employment, may be more significant. Financial security may reduce the need to
work, which can enable more care activities. Care choices also influence financial
status, as unpaid care may indirectly reduce income by cutting paid work hours and
directly raise out-of-pocket costs. Spending on paid LTSS for care recipients can
deplete financial resources.

Other personal characteristics of the potential caregiver may also shape care
choices. For example, competing family responsibilities such as the presence of minor
children may affect time available to provide family care and financial resources that
could be used to help cover paid LTSS. All these factors indirectly affect unpaid care
from other family members through their impact on paid LTSS and family care from the
potential care provider.

Characteristics of Care Recipients and
Family Members

Our conceptual framework highlights the role of care recipient characteristics on
family care. How much LTSS an older adult receives and who provides it depend on
such factors as the care recipient’s needs and financial resources. We postulate that
care recipients will receive more paid LTSS, and thus somewhat less unpaid family
care, as paid LTSS becomes more affordable, either because the recipient has
substantial financial resources or qualifies for subsidized paid care through Medicaid (or
some other potential program). The severity of their disability will help determine the
amount and type of care they receive. Severe needs that necessitate round-the-clock
care may likely require paid LTSS, whereas unpaid family care may be sufficient to
meet less severe needs. Whether care needs are time-bound may also affect the type
of care provided. Family caregivers likely have more difficulty meeting time-bound
needs, such as personal care that must be provided at a particular time, than providing
help with chores or errands that can be scheduled. The severity of LTSS needs likely
moderates the impact of unpaid family care on caregivers’ employment. Family care
may interfere more with employment when caregivers are satisfying time-bound needs
than when they helping with more flexible chores or errands.

The personal characteristics of other family members also influence care choices,
in the way we described in the previous subsection. Paid employment makes unpaid
family care less likely, and unpaid family care may reduce paid employment. Competing
family responsibilities may also limit unpaid family care, and family members’ financial
status may help determine how likely they are to help cover paid LTSS expenses.
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Role of Public Policy

The conceptual framework highlights two roles for public policy in shaping care
choices--family caregiver supports and financing options for paid LTSS, depicted in
yellow rectangles in the figure. As described earlier, family caregiver supports may
make it easier for families to provide care to older adults with LTSS needs, raising the
likelihood and amount of such care. If effective, these supports would moderate the
relationship between family care and paid employment, reducing the negative impact of
one on the other by making it easier for caregivers to remain in the labor force and for
workers to provide family care. By sustaining family care, these programs could also
delay entry of older care recipients into paid LTSS, such as costly nursing facilities.

The availability and generosity of financing options for paid LTSS could also affect
family decisions about paid LTSS, in turn influencing the amount of family care that is
provided. Public policies that subsidize paid care or that promote private insurance
coverage for paid care could increase the receipt of paid LTSS, perhaps reducing
unpaid family care.

Macroeconomic Impacts

Family care decisions can have important macroeconomic consequences,
affecting economic growth, government revenue, and government expenditures,
depicted by the purple ovals in the figure. By potentially limiting paid employment, family
care can directly reduce government revenue from income taxes and payroll taxes and
shrink the labor force, which could lower economic growth and further reduce tax
revenue. Family caregiving activities can potentially limit caregivers’ earnings so much
that they qualify for needs-based government support, such as Medicaid, SNAP
benefits, or health insurance premium subsidies through the ACA, raising government
expenditures. Receipt of certain types of paid LTSS, such as nursing home care, can
also raise government expenditures, because Medicaid is the single largest payer of
nursing home costs. To the extent that family care can delay nursing home entry, family
care decisions can also influence government expenditures.

Programs to support family caregivers can shape macroeconomic outcomes, as
highlighted in our conceptual framework. By promoting unpaid family care and limiting
its negative impact on paid employment, family caregiving supports can raise
employment and earnings, boosting economic growth and government tax revenue.
Government expenditures on paid LTSS subsidies could also fall if family caregiver
supports enable older adults with LTSS needs to remain longer in the community and
defer paid LTSS. The government cost of family caregiver supports at least partially
offset these gains, however. Other government expenditures might crowd out funding
for caregiver supports or paid LTSS financing.
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Caregiver Typology

Although research on family care to older adults and its implications for care
recipients, caregivers, and the overall economy has been growing, relatively few studies
attempt to classify caregivers into policy-relevant categories that could guide future
policy efforts. Earlier efforts to categorize caregivers have generally focused on various
aspects of the care burden (e.g., Di Rosa et al. 2011; Jegermalm 2006; Porter et al.
2004). The literature has identified the following major elements that seem most
relevant to economic analyses of the impact of family caregiving:

= Characteristics of care activities, including type (i.e., complex tasks such as
those related to functional disability, or simpler tasks such as help with household
chores), frequency, intensity, and duration.

= Caregiver resources (support network availability, public support services) and
competing demands on time (labor market attachment, young children).

= (Care recipient’s caregiving needs and available resources (personal income and
wealth; public health and social care services).

= Caregiver-care recipient relationship and geographic proximity.

Most existing categorizations and related analyses, however, are based only on a
limited subset of these elements, which in turn limits their usefulness for assessing of
economy-wide impacts of family caregiving.

Our conceptual framework suggests a typology of family caregivers to identify
people who likely experience substantial care burdens, particularly those that create
potential conflict between caregiving and competing time demands, such as
employment. An ideal typology would reflect the following factors:

= Type of care needed (time-bound such as support with personal care activities or
non-time-bound such as help with household chores).

* Intensity of care (intensive vs. non-intensive).

= Family support (whether the caregiver functions alone or is part of a broader
caregiving network).

= Duration of care (long-term vs. temporary).

The type of care that is necessary often reflects the care recipient’s cognitive
status. Whether the recipient has dementia could be an additional element in the

typology.
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The data requirements for implementing this typology are daunting. The typology
requires information on care activities, the care recipient’s disability status and cognitive
functioning, and the full network of available family caregivers. Longitudinal or detailed
retrospective data would also be necessary to characterize the duration of care. And the
sample would have to be sizable so that researchers would have enough observations
in each category to conduct meaningful analysis. The following section describes a
simplified typology that we can implement with available data.
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DATA AND METHODS

The overarching goal of our analysis is to estimate the number of family caregivers
who might benefit from caregiver support programs and to assess the potential
macroeconomic impact of such programs. We explore the following research questions:

= What is the total size of the population of family caregivers and the prevalence of
family care to older adults in the United States? What is the socioeconomic
profile of family caregivers?

= How do employment and income profiles differ across different types of family
caregivers? How does caregiver burden differ, measured by both subjective
assessments of financial and physical difficulty as well as objective measures,
such as absenteeism related to work-caregiving conflict?

=  What are the potential macroeconomic benefits of government programs that
support family caregivers?

Data Source: National Study of Caregiving

To generate nationally representative estimates of the number of family caregivers
ages 65 and older, describe their characteristics, examine the challenges they face, and
assess the potential benefits of programs designed to help them, we used data from the
2011 wave of the National Study of Caregiving (NSOC), a supplement to the first round
of the NHATS.'® The NSOC interviews a sample of family caregivers to NHATS
respondents, who in turn make up a nationally representative sample of Medicare
beneficiaries ages 65 and older.t” Of the 4,935 family caregivers identified by 2,423
NHATS respondents, the survey successfully collected data on 2,007 caregivers, who
cared for 1,369 NHATS respondents. Sample weights account for non-response as well
as differential probabilities of selection into the sample. Our final analytic sample was
further limited to family caregivers who were age 15 or older and who reported providing
care to the NHATS respondents in the month prior to the interview (N=1,995).%8

The NSOC, in combination with the NHATS, is particularly well-suited for this
study. They provide detailed information on both caregivers and care recipients across

16 For the calculations of prevalence of informal caregiving by selected characteristics in the overall population we
supplemented the NSOC data with the appropriate Census Bureau’s annual estimates of the resident population in
the United States.

17 The survey interviewed up to five family caregivers for each NHATS respondent, randomly selecting five caregivers
when a respondent reported having six or more family caregivers.

18 We imputed data for 146 family caregivers with missing information on the exact hours of care provided to the
NHATS respondents and/or missing age. We used multiple imputation by chained equations to impute the missing
values.
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all the dimensions necessary to examine the impact impacts of caregiving. In addition,
the entire (or nearly entire) network of family caregivers, rather than a single caregiver
(typically the primary caregiver) or some small subset of caregivers, which better allows
us to assess the full range of caregiver burdens.

However, some features of this data set may limit our analysis and conclusions. By
design, the NHATS is a nationally representative annual longitudinal survey of Medicare
beneficiaries ages 65 and older, which excludes a relatively small number of older
adults who do not qualify for Medicare and people below the age-eligibility threshold.*®
Furthermore, in Round 1 the NSOC collected information on only about 41 percent of
the family caregivers initially eligible for interview. In many cases, then, full information
on the personal characteristics of all caregivers in a caregiving network is not available.
Although NSOC generally offers much more detailed information on family caregivers
than other surveys, some important information is missing, such as the racial and ethnic
background of family caregivers. Consequently, NSOC is not well-suited to analyses
focused on estimating the prevalence of caregiving in the population and how it varies
among certain subgroups. The survey also lacks information on caregivers’ employment
history, preventing a careful assessment of the lifetime effects of informal caregiving on
labor force attachment, type of employment, and work intensity. Finally, we had access
to only one wave of interviews when we completed the data analysis. The NSOC
conducted the second round of data collection in 2015, four years after the initial survey,
and those data are now available. However, given the survey design and the time
elapsed between interview waves, it is not clear how much information the second
NSOC wave can provide on caregiver dynamics.

Other surveys that collect data on caregivers have serious shortcomings. The HRS
collects longitudinal information on help provided to parents, parents-in-law, and
spouses, but only interviews people age 51 or older, excluding a significant portion of
the caregiver population. The Disability and Use of Time study, a supplement to the
Panel Study of Income Dynamics, is quite small, and the ATUS collects data on only a
single caregiver. The Survey of Income and Program Participation (SIPP) asks
respondents whether they provided “regular unpaid care or assistance” to a family
member or friend with a “long-term iliness or a disability.” The ambiguity of those terms
appears to reduce estimates of caregiving prevalence. Our exploratory analysis
revealed a much lower prevalence of caregiving among SIPP respondents than implied
nationally by the NSOC. Moreover, less-educated, lower-income SIPP respondents
were less likely to report providing care than their better-educated, higher-income
counterparts, contrary to the pattern found in other surveys and casting further doubt on
the reliability of the SIPP care data. In addition, the Census Bureau substantially revised
the SIPP for the 2014 panel, eliminating the informal caregiving topical module, so
subsequent waves of SIPP data will not provide any information on family caregivers.

19 Medicare covers all adults ages 65 and older (as well as people with disabilities), except for those who did not meet
the program’s work requirement and are not married to someone who met the work requirement, and foreign-born
people who are neither United States citizens nor permanent residents.
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Developing a Tractable Typology

We developed a simplified typology that could be implemented with the NSOC
data. Because we had access to only one wave of data, we dropped duration of
caregiving activity from our typology. We also factored in the size of the family caregiver
network--the number of family caregivers--which we considered to be a critical
characteristic that can affect both the amount and flexibility of care provision by any
individual family caregiver. These considerations led to the following typology of family
caregivers:

A. Sole caregiver:
1. Time-bound and intensive care.
2. Other intensive care.
3. Non-intensive care.

B. Multiple caregivers:
1. Time-bound and intensive care.
2. Other intensive care.
3. Non-intensive care.

The distinction between intensive and non-intensive care is, of course, somewhat
arbitrary. We classified care that averaged ten hours or more per week as intensive and
other care as non-intensive.?°

This typology is both sufficiently parsimonious and flexible to allow us to show how
caregiver burdens vary across caregivers. It allows us to focus on the characteristics of
caregivers that most influence caregiver burdens and the economic impact of caregiving
on caregivers as identified in the conceptual framework. These characteristics, in turn,
can help us determine how caregiving burden varies across populations with similar
levels of caregiving responsibilities, thereby allowing for a comprehensive and nuanced
classification of family caregivers. We will focus on variables that are most directly
related with the actual or potential competing demands on caregivers’ time--their work
status and related characteristics, including hours worked (full-time vs. part-time) and

20 On average, part-time workers in the United States work 21 hours (Ruggles et al. 2015). Full-time workers are
usually defined as persons who work 35 hours or more per week, and data show that about two-thirds of full-time
workers work up to 40 hours per week (Bureau of Labor Statistics 2016). Therefore, an average part-time worker who
provides family care for a minimum of ten hours per week or more has a combined time commitment (i.e.,
employment and caregiving) approaching that of a full-time worker without caregiving responsibilities. Our results are
robust to using a higher cutoff point (i.e., 20 hours of care per week) for intensive informal caregiving, albeit the
proportion of persons categorized as intensive caregivers decreases.

Another possible adjustment relates to the geographic proximity of caregivers and care recipients. Although all family
caregivers generally live relatively close to the care recipient, non-coresident caregivers must spend time traveling to
and from the care recipients’ residence, which may increase their care burden relative to coresident caregivers who
provide the same level of care. However, our analysis suggests that including travel time in tabulations of total time
spent on caregiving activities does not substantively impact the estimates of the number of caregivers providing
intensive and non-intensive care.
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the flexibility of their work schedule; presence of minor children;?! and marital status
(although we recognize that having a spouse can represent both a competing time
demand and a source of financial, physical, and emotional support). Additionally, we will
distinguish caregivers by their key demographic characteristics such as age (with a
focus on working-age vs. older caregivers), sex, and the caregiver-care recipient
relationship (e.g., spouse or partner, parent-child, other family, friends/non-family), as
well as their socioeconomic status, which may relate to objective or subjective
perceptions of caregiving burden. Based on the intersection of these various
characteristics with the basic categorization of caregivers, we should ultimately be able
to identify groups of caregivers that are most likely to face the highest burden of
caregiving as well as those whose caregiving activities may have the highest
opportunity cost.

Using information from the NHATS tracker file, we further classified each family
caregiver as either a sole caregiver or a caregiver who belongs to a family support
network with multiple caregivers.

Methods and Measures

We estimated the number of caregivers by type and described their characteristics.
Following our new typology, we classified caregivers by the type and intensity of care
they provided--intensive self-care or mobility care, other types of intensive care, and
less intensive care--and whether they were the sole caregiver for a care recipient or part
of a broader care network. Intensive care was defined as ten or more care hours per
week. Our sample included caregivers ages 15 and older who helped Medicare
beneficiaries ages 65 and older. However, we restricted the sample to caregivers ages
20-64 when we examined work-caregiving conflict, because employment rates are quite
low for people outside this age range. We generated national estimates of the share of
people who provide care to older adults by using NSOC sample weights to estimate the
number of caregivers by sex and age group and dividing those estimates by the Census
Bureau’s annual estimates of the resident population for selected age groups by sex for
the United States (including Puerto Rico) for 2011.

Our tabulations profile caregivers, reporting for each caregiver type the average
number of monthly hours spent providing care; the distribution of age, sex, income,
education, and relation to care recipient; Medicaid enroliment; health status; and
employment status. Health problems were measured by overall self-rated health status
(excellent, very good, good, fair, or poor), and the presence of chronic health conditions
(history of heart attack or other heart disease, arthritis, osteoporosis, diabetes, lung
disease, and cancer). We classified caregivers as anxious or depressed if they reported
that they had “little interest or pleasure in doing things,” “felt down, depressed, or
hopeless,” “felt nervous, anxious, or on edge,” or had “been unable to stop or control

21 Although an increasing proportion of children ages 18 and older lives with parents, data limitations prevent us from
exploring alternative definitions of dependent children.
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worrying” nearly every day or more than half the days over the past month. Full-time
employment was defined as working at least 35 hours per week.

Our tabulations highlight some of the challenges that caregivers face. We
computed the share of caregivers who reported that helping a care recipient was
financially, physically or emotionally difficult and who said that the statement, “You have
more things to do than you can handle,” described their situation. We measured work-
caregiving conflict as working at a job that did not offer flexible work hours, in that they
could not vary their work hours or make changes in the time they begin and end work.
Finally, we computed the share of caregivers who took time off from work over the past
month to help the care recipient.

Gauging the Potential Macroeconomic Impact of Caregiver Supports

We combined our estimates of the number of caregivers and their characteristics
with findings from the literature to gauge the potential macroeconomic impact of
caregiver support programs. As noted earlier, the potential macroeconomic
consequences of family care for older adults result primarily from reducing employment
of caregivers and lowering (or delaying) paid LTSS for family care recipients. However,
our analysis of the macroeconomic consequences of caregiver supports focused on
employment effects because there is little evidence that caregiver support programs
affect care recipients’ use of paid LTSS (Mason et al. 2007; Vandepitte et al. 2016). We
considered only family caregivers who were younger than age 65, because older people
are much less likely to work, even when they are not providing care.

The first step in our approach was to estimate lost wages associated with family
caregiving. Based on findings from Nguyen and Connelly (2014), we assumed that 12
percent of non-employed caregivers would have worked if they had not provided care.
We considered this estimate, which exceeds others in the literature, an upper bound on
the likely impact of caregiving on employment. We assumed that intensive caregivers
would have worked full-time if they had not provided care and less intensive caregivers
would have worked part-time. The analysis assigned 2015 average earnings for full-time
workers within sex, education, and age groups, as estimated from the Annual Social
and Economic Supplement of the Current Population Survey, to those caregivers who
we assumed would otherwise have worked full-time, and average earnings for part-time
workers to those caregivers who we assumed would otherwise have worked part-time.
We further assumed, based on Van Houtven et al. (2013), that all caregivers employed
part-time would have earned 3 percent more if they were not caregivers. To estimate
these additional earnings, we assumed that caregivers earned averaged earnings for
part-time workers within sex, education, and age groups.

The second step was to estimate the additional federal income and payroll tax
revenue that these increased earnings would generate. We assumed that workers with
at least a four-year college degree are in the 25 percent federal income tax bracket and
that others are in the 15 percent tax bracket. We included the 2.9 percent Medicare
payroll tax (split equally between employees and their employers), but we did not factor
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in the Social Security payroll tax because part of those revenues are offset by additional
future Social Security benefits.

These estimates show how much earnings and tax revenue is lost by family
caregiving activities. To estimate the potential impact of caregiver support programs, we
assume that supports would enable some fraction of caregivers who reduced their labor
supply when they provided care to return to work or work more. Because of the inherent
uncertainty of the possible impact of support programs on caregiver labor supply, we
estimated a range of possible effects. Our low estimate assumes no impact on
employment, because there is no conclusive evidence that these supports increase
employment. Our intermediate estimate assumes that support programs would restore
one-tenth of the earnings lost to family caregiving, and our high estimate assumes that
support programs would restore two-tenths of lost earnings.
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RESULTS

This section reports our results, which describe caregivers, their employment
status, their health status, and the caregiving burdens they face. It also reports
estimates of earnings lost as a result of caregiving activities and the potential
macroeconomic impact of caregiving support programs.

Prevalence of Caregiving by Selected Characteristics

In 2011, 7.2 percent of people ages 15 and older--about 18 million individuals--
provided informal care to adults ages 65 and older (Table 1).22 The likelihood of serving
as a caregiver generally increased with age. At ages 15-64, 5.8 percent of the
population provided informal care, compared with 13.9 percent of the population ages
65 and older. The likelihood of providing care peaked at 15.1 percent at ages 65-79.
Nonetheless, about one in ten adults ages 80 and older served as unpaid caregivers to
older adults. Among adults ages 20-64, who are most likely to be employed, 6.4 percent
provided informal care.

Women were more likely to provide informal care to older adults than men,
although the difference in prevalence rates was not dramatic because the overall
prevalence rate was quite low. Among adults ages 15 and older, 8.7 percent of women
and 5.7 percent of men served as caregivers. The gender gap grew with age until
traditional retirement ages; at ages 50-64, women were about 7 percentage points more
likely than men to serve as informal caregivers. At ages 80 and older, however, men
were much more likely than women to provide care. Most older caregivers help their
spouses, and older men are more likely than older women to have a survivor spouse
that needs care.

Caregiving Network

Most informal caregivers are part of a network of unpaid helpers. In 2011, only
about a fifth of caregivers--about 3.8 million people--were the only source of care for
their care recipient, and only a tenth of caregivers provided intensive care alone (Table
2). Moreover, sole caregivers who provided intensive self-care or mobility care
accounted for only about 4 percent of all caregivers. More than half (58.1 percent) of
informal caregivers provided less than ten hours of care per month, and the vast
majority of these less intensive caregivers were part of a care network.

22 This estimates are consistent with estimates from Spillman et al. (2014).
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Intensity of Caregiving

On average, caregivers provided 74 hours of care each month (or about two and
one-half hours per day), including 35 hours of self-care or mobility care. The intensity of
care varied widely across our typology of caregivers. Providers of intensive self-care or
mobility care (defined as ten or more hours per week) averaged 243 monthly care hours
for sole caregivers and 217 monthly care hours for caregivers in a care network.
Monthly averages were about 100 hours less for intensive providers of other types of
care. By contrast, less intensive caregivers averaged only 17 hours of care per month.

The sex and age breakdown of caregivers varied by caregiver type. Overall,
women accounted for about six in ten caregivers (Table 3). The caregiver gender gap
was even larger among sole caregivers who provided intensive self-care or mobility
care, 71 percent of whom were women. About two-thirds of caregivers were younger
than age 65, including about four in ten who were ages 50-64. However, older adults
accounted for more than half of sole caregivers; 49 percent of sole caregivers providing
intensive self-care and mobility care and 57 percent of sole caregivers providing less
intensive care were ages 65 and older. By contrast, only 23 percent of providers of
intensive self-care or mobility care who were part of a care network were ages 65 and
older.

Sole caregivers of older adults tended to be older than members of a care network
because they were generally married to the care recipient. Overall, spouses or partners
accounted for only 21 percent of all people caring for older adults, whereas children of
the care recipient accounted for 54 percent of caregivers. However, spouses accounted
for about half of sole intensive caregivers. By contrast, about six in ten members of care
networks were the children of the care recipient.

Financial Status of Caregivers

Intensive informal caregivers tended to have less income than caregivers who
provided less care (Table 4). Among members of care networks, average annual
household income in 2011 was $37,800 for providers of intensive self-care or mobility
care, compared with $61,600 for less intensive caregivers. Intensive caregivers were
also more likely to live in poverty. Among sole informal caregivers, 25 percent of
intensive self-care and mobility care providers had household incomes below the
poverty line, compared with 7 percent of less intensive caregivers. Intensive caregivers
were less likely than less intensive caregivers to have completed high school or to have
earned a bachelor’s degree. They were also more likely to be enrolled in Medicaid.
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Employment Status of Caregivers

Almost six in ten caregivers ages 20-64 were employed (Table 5). In 2011, 40
percent were employed full-time and 18 percent were employed part-time. Another 9
percent were unemployed in 2011, when the unemployment rate was unusually high.
Less intensive caregivers were more likely to work for pay than intensive caregivers; 50
percent of care network members who provided less intensive care were employed full-
time and 17 percent were employed part-time. Nonetheless, about three in ten care
network members who provided intensive care and two in ten sole caregivers who
provided intensive care were employed full-time.

The NSOC survey responses suggest that eldercare responsibilities sometimes
interfere with paid employment. Nearly half of caregivers employed full-time had
inflexible work schedules, including 52 percent of sole caregivers providing intensive
self-care or mobility care. Only 17 percent of caregivers employed full-time reported that
their care responsibilities forced them to miss work, but reported absences were much
more common among intensive caregivers, especially those who provided care alone.
Among sole caregivers employed full-time, 49 percent of those providing intensive self-
care or mobility care and 31 percent of those providing other types of intensive care
reported missing work because of their care responsibilities. The median amount of lost
work time among caregivers reporting a care-related work absence was 8 hours per
month overall, but 12 hours per month for sole caregivers who provided intensive self-
care or mobility care.

Because relatively few caregivers were engaged in intensive caregiving activities,
only a small share of informal caregivers to older adults provided intensive care that
interfered with employment (although some non-employed caregivers might have
chosen to work for pay if they did not serve as caregivers). In 2011, only 2.8 percent of
caregivers ages 15 and older were employed, were the only caregiver for their care
recipient, and provided intensive care, while 12.3 percent of caregivers ages 15 and
older were employed and provided intensive care as part of a care network (Table 6).
Intensive caregivers who provided care alone and were employed full-time with
inflexible work schedules made up only 0.6 percent of all unpaid caregivers ages 15 and
older, while sole intensive caregivers employed full-time who experienced a care-related
work absence accounted for only 0.5 percent. Considering all intensive caregivers
together, regardless of the size of the care network, we found that only 5.7 percent of
caregivers provided intensive care and worked full-time with an inflexible job schedule
and only 2.9 percent of caregivers provided intensive care while working full-time and
missed work to provide care.

Health Status of Caregivers and Caregiver Burdens

Intensive caregivers tended to have more health problems than less intensive
caregivers. Twenty-eight percent of sole caregivers who provided intensive self-care or
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mobility care and 25 percent of care network members who provided intensive self-care
or mobility care described their overall health as fair or poor, compared with 19 percent
of providers of less intensive care (Table 7). Overall, 58 percent of caregivers reported a
chronic health condition, and 28 percent reported two or more conditions. Although the
prevalence of chronic health conditions was higher among intensive caregivers who
provided care alone than less intensive caregivers, the differences were not large.
Health status varied most among caregivers for emotional well-being. Thirty-nine
percent of sole caregivers providing intensive self-care or mobility care reported
depression or anxiety, compared with only 17 percent of sole caregivers providing less
intensive care.

Caregiver burdens were fairly common. Burdens were most prevalent among
caregivers who provided intensive self-care and mobility care and less prevalent among
caregivers who provided less intensive care. Burdens did not differ much between sole
caregivers and members of care networks, conditional on the intensity of care provided.
More than four in ten providers of intensive self-care and mobility care reported physical
or financial difficulties from providing care, more than five in ten reported emotional
difficulty, and about six in ten reported that their caregiving activities are very difficult or
somewhat difficult to handle.

Few caregivers engaged in intensive care activities and experienced significant
care burdens or health problems. Although 43.1 percent of all caregivers reported in
2011 that their care responsibilities were very or somewhat difficult to handle, intensive
caregivers who provided care alone and reported such burdens accounted for only 4.7
percent of all caregivers (Table 8). In addition, intensive caregivers who were part of a
care network and reported such burdens accounted for 16.9 percent of all caregivers.

Intensive caregivers who experienced employment conflicts or significant care
burdens made up only a miniscule portion of the overall population. Caregivers
employed full-time accounted for about 2 percent of the population ages 15 and older in
2011 (Table 9). Less than 1 percent of the overall population ages 15 and older
provided eldercare while working full-time with an inflexible job schedule, and only about
0.3 percent provided eldercare, worked full-time, and missed work because of their care
responsibilities. Only 119,000 people served as intensive caregivers who provided care
alone and were employed full-time with inflexible work schedules, making up less than
0.1 percent of the age 15 and older population.

Turning to physical and emotional burdens of care, we found that only 4 percent of
the population ages 15 and older provide eldercare and had a chronic health condition
(Table 10). Moreover, only 3 percent of people ages 15 and older reported that
caregiving created emotional difficulties for them or was too much for them to handle.
Intensive caregivers who provided care alone and reported that their care
responsibilities were very or somewhat difficult to handle accounted for less than 0.3
percent of the population. Table Al reports the number of people in each caregiver
category.
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Potential Economic Benefits of Caregiver Supports

We estimated that, at most, family caregivers forfeited $28.3 billion in earnings in
2015 because of their caregiving activities (Table 11). Although this is a substantial
amount, it represents only 0.3 percent of the $8.1 trillion of earnings collected economy-
wide in 2015.22 We estimated that most of the lost earnings came from caregivers who
did not work at all, rather than from caregivers who worked part-time and might have
worked more if they did not provide care. Caregivers ages 50-64 who attended college
and provided intensive care accounted for one-third of lost earnings. Although male
caregivers made up only 30 percent of this group, they accounted for 45 percent of the
earnings lost by this group because average full-time earnings were about 50 percent
higher for men ages 50-64 than for their female counterparts. Earnings lost in 2015 by
caregivers employed part-time or not working averaged $4,100, but reached $12,100 for
male caregivers ages 50-64 who attended college and provided intensive care.

The estimated impact of caregiver supports on earnings and tax revenues were
much smaller, according to our estimates. Under our intermediate assumption of the
impact of caregiver supports on earnings, we estimated that caregiver supports could
raise total earnings by $2.8 billion, or $406 for every caregiver potentially affected (i.e.,
working part-time or not employed) (Table 12). The estimated earnings impact rose to
$5.7 billion, or $812 per potentially affected caregiver, under our high-impact
assumption, and fell to zero under our low-impact assumption. By comparison, the
average annual cost of respite care is about $1,300 per caregiver (Doty and Spillman
2015), suggesting that policymakers could raise caregiver incomes more by providing
them with cash payments than by funding respite care that could increase caregivers’
hours of paid employment.

The estimated impact of caregiver supports on federal tax revenue was even
smaller. We estimated that caregiver supports could raise federal tax revenue from the
individual income tax and from the Medicare payroll tax by $1.4 billion if caregiver
supports had a large impact on caregiver earnings and by $700 million if supports had
an intermediate impact on earnings. The average impact per caregiver potentially
affected would be $202 and $101, respectively. These estimates are much lower than
the typical per caregiver cost of respite care programs. Under our low-impact
assumption, caregiver supports would not generate any additional federal tax revenue.

23 We estimated total economy-wide earnings from the 2016 Current Population Survey, which underreports total
earnings because the survey undersamples people with very high earnings.
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CONCLUSIONS

Family caregivers provide invaluable assistance to older adults with disabilities,
improving the quality of their lives and allowing many to live independently and delay or
avoid expensive nursing facility care. Intensive caregiving responsibilities, however, can
overwhelm some caregivers. They can create physical and emotional health problems
and interfere with paid work activities. Public policies designed to support family
caregivers can ameliorate these burdens and make unpaid caregivers more effective.
They can also have macroeconomic benefits, if they enable caregivers to increase their
paid work hours or if they reduce paid LTSS. Reducing paid LTSS could, in turn, trim
LTSS spending by the Federal Government, which pays for a large share of LTSS costs
through Medicaid. However, we need better information about the number and
characteristics of intensive caregivers to evaluate the costs and benefits of such
initiatives.

We developed a conceptual framework of caregiving that highlighted the key
determinants of the family caregiving decision and the potential impacts on caregivers,
care recipients, government costs and revenues, and economic growth. It emphasizes
the interaction of family care with paid care, received either at home or in residential
facilities, and employment decisions. Care activities affect employment decisions, but
employment decisions also affect care activities. Although it is well established that
family caregivers are less likely to be employed than non-caregivers, people may not
necessarily reduce their labor supply when they begin providing care; instead, families
may select non-employed members, or family members who work less than full-time, to
provide care to elders with disabilities. Moreover, many caregivers work for pay,
reducing their leisure time instead of their labor supply when caregiving demands arise.
To the extent that care activities reduce employment, support programs that help
caregivers accommodate paid work activities could boost government tax revenue,
partially offsetting the cost of such programs. By relieving caregiver stress and physical
demands, support programs could also reduce caregivers’ health expenditures, some of
which are subsidized by federal and state governments through Medicare and Medicaid.

To identify those family caregivers who could benefit most from support programs,
we developed a caregiver typology based on our conceptual framework that could be
implemented with existing data sets. The availability of nationally representative data on
caregiving is limited. Surveys that ask respondents about their caregiving experiences
generally collect only limited information about care recipients, while surveys that ask
respondents about the care they receive generally collect only limited information on the
characteristics of their caregivers. For example, the HRS, which surveys adults ages 51
and older, asks respondents whether they provide unpaid help to their parents or in-
laws and whether they receive unpaid help from family members or friends. However,
the survey includes few questions about respondents’ family members, providing little
information about care recipients for respondents providing care or care providers for
respondents receiving care.
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The best available data on caregivers and their care recipients come from the
NSOC, which interviews unpaid caregivers of NHATS respondents. Because these
linked surveys interview both care recipients and care providers, they provide detailed
information about both generations of the care relationship. However, the NSOC design
does not allow us to fully distinguish between short or intermittent episodes of
caregiving and long and continuous provision of care. Multiple longitudinal waves of
NSOC data could help fill this gap, since researchers could track caregivers over time
and measure the persistence of care activities. Although the second wave of NSOC
data, matched to the 2015 NHATS wave, was released in late 2016, it was not designed
as a longitudinal follow-up to the first wave, thereby limiting its capacity to answer the
guestions that cannot be resolved with a single wave of data. In addition to
strengthening the longitudinal aspect of the survey, it would be useful if the NSOC
tracked all caregivers in the baseline NSOC wave, regardless of their subsequent
caregiving activities, so researchers could explore such questions as why caregivers
stop providing care and how the cessation of care activities affects the well-being of
one-time caregivers.

Available data sets also make it difficult to assess the prevalence of care activities
within the general population. The few surveys that ask a nationally representative
sample of respondents whether they provide unpaid care to family members sample
only a subset of the general population (such as adults ages 51 and older), ask only
about a subset of caregiving activities (such as help to parents or in-laws), or ask
imprecise care questions that appear to understate the true prevalence of such
activities. We estimated the share of the overall population that provides care by using
the sample weights in the NSOC. However, those sample weights rely on underlying
assumptions about the prevalence of caregivers in the population made by the Johns
Hopkins University researchers who conducted the survey.

Our analysis of NSOC data revealed that only a small share of caregivers, and an
even smaller share of the population, face significant work-caregiving conflicts.
However, some caregivers might have stopped working to accommodate their care
responsibilities. In 2011, only 18.6 percent of caregivers ages 20-64 worked full-time
with an inflexible job schedule, and only 6.5 percent worked full-time and missed work
to provide care. Most of these caregivers provided less intensive care; only 5.7 percent
of caregivers provided intensive care and worked full-time with an inflexible job
schedule and only 2.9 percent of caregivers provided intensive care while working full-
time and missed work to provide care. Moreover, less than 1 percent of the overall
population ages and older provided eldercare while working full-time with an inflexible
job schedule, and only about 0.5 percent provided eldercare, worked full-time, and
missed work because of their care responsibilities.

Our analysis suggests that the macroeconomic benefits of caregiver supports
would likely be quite limited. Nearly one-third of family caregivers, and nearly one-half of
family caregivers who provide intensive care without help from others, are ages 65 and
older, and thus unlikely to work if they did not serve as family caregivers. The available
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empirical evidence suggests that relatively few younger caregivers would increase their
labor supply much if they did not provide care. Although there is little evidence on the
effectiveness of caregiver supports, our best guess is that caregiver supports would
raise total earnings by no more than $5.6 billion and federal income tax and Medicare
payroll tax revenue by no more than $1.4 billion. On average, these supports would
raise earnings by no more than $812 per caregiver and tax revenue by no more than
$202 per caregiver, much less than the typical cost of providing a caregiver with respite
care services.

However, caregiver supports can benefit caregivers in other ways, besides
boosting their earnings. Programs that provide training and respite care could reduce
stress and improve overall well-being for caregivers, especially the relatively small
number who provide intensive care to family members and often appear to be
overwhelmed by their care responsibilities. Compared with less intensive caregivers,
these intensive caregivers are more likely to miss work because of their care
obligations, experience more health problems, and are more likely to report that their
caregiving activities are difficult to handle.

39



REFERENCES

Administration for Community Living (ACL). 2014. “Tailored Caregiver Assessment and
Referral (TCARE).” Available at https://acl.gov/sites/default/files/programs/2017-
03/Tailored_Caregiver Assessment_and Referral ISR _08 20-2014.pdf.

Administration for Community Living (ACL). 2016a. “National Family Caregiver Support
Program (OAA Title IlIE).” Available at https://acl.gov/programs/support-
caregivers/national-family-caregiver-support-program.

Administration for Community Living (ACL). 2016b. “Lifespan Respite Care Program.”
Available at https://acl.gov/programs/support-caregivers/lifespan-respite-care-

program.

Administration for Community Living (ACL). 2016c. “Administration for Community
Living FY 2017 President’s Budget.” Available at
http://www.acl.gov/About_ ACL/Budget/ACL-FY2017-budget-table.aspx.

Administration for Community Living (ACL). 2016d. “Aging Integrated Database: Data-
at-a-Glance (Title VI Services).” Available at
http://www.agid.acl.gov/DataGlance/NA/.

Aging and Disability Resource Center (ADRC). 2014. “Aging and Disability Resource
Center, Options Counseling, Care Transitions, Systems Integration and the
Enhanced Options Counseling Initiatives.” Available at http://www.adrc-
tae.acl.gov/tiki-index.php?page=ADRCHomeTest.

Barber, Clifton E. 2013. "Viewing the National Family Caregiver Support Program
Through the Family Impact Lens." Family Science Review, 18(1): 84-106.

Barrett, Linda. 2014. “Home and Community Preferences of the 45+ Population, 2014.”
Washington, DC: AARP. Available at
http://www.aarp.org/content/dam/aarp/research/surveys_statistics/il/2015/2014-
Home-Community-45plus-res-il.pdf.

Bertrand, Rosanna M., Jane S. Saczynski, Catherine Mezzacappa, Mallorie Hulse,
Kristine Ensrud, and Lisa Fredman. 2012. “Caregiving and Cognitive Function in
Older Women: Evidence for the Healthy Caregiver Hypothesis.” Journal of Aging &
Health, 24(1): 48-66.

Bittman, Michael, Trish Hill, and Cathy Thomson. 2007. “The Impact of Caring on
Informal Carers’ Employment, Income, and Earnings: a Longitudinal Approach.”
Australian Journal of Social Issues, 42(2): 255-272.

40


https://acl.gov/sites/default/files/programs/2017-03/Tailored_Caregiver_Assessment_and_Referral__ISR_08_20-2014.pdf
https://acl.gov/sites/default/files/programs/2017-03/Tailored_Caregiver_Assessment_and_Referral__ISR_08_20-2014.pdf
https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program
https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program
https://acl.gov/programs/support-caregivers/lifespan-respite-care-program
https://acl.gov/programs/support-caregivers/lifespan-respite-care-program
http://www.adrc-tae.acl.gov/tiki-index.php?page=ADRCHomeTest
http://www.adrc-tae.acl.gov/tiki-index.php?page=ADRCHomeTest

Block, Richard N., Joo-Young Park, and Young-Hee Kang. 2013. “Statutory Leave
Entitlements across Developed Countries: Why US Workers Lose Out on Work-
Family Balance.” International Labour Review, 152 (1): 125-43.

Bolin, Kristian, Bjorn Lindgren, and Petter Lundborg. 2008. “Your Next of Kin or Your
Own Career? Caring and Working Among the 50+ of Europe.” Journal of Health
Economics, 27: 718-738.

Bui, Quoctrung, and Claire Cain Miller. 2015. “The Typical American Lives Only 18
Miles from Mom.” New York Times. Available at
http://www.nytimes.com/interactive/2015/12/24/upshot/24up-family.html? r=0.

Bureau of Labor Statistics. 2016. “Persons at Work in Agriculture and Nonagricultural
Industries by Hours of Work.” Available at http://www.bls.gov/cps/cpsaat19.htm.

Butrica, Barbara A., and Nadia S. Karamcheva. 2014. “The Impact of Informal
Caregiving on Older Adults’ Labor Supply and Economic Resources.” Final report
prepared for the U.S. Department of Labor Employee Benefits Security
Administration. Washington, DC: Urban Institute.

Casado-Marin, David, Pilar Garcia-Gomez, and Angel Lopez-Nicolas. 2011. “Informal
Care and Labour Force Patrticipation among Middle-Aged Women in Spain.” Series:
Journal of the Spanish Economic Association, 2(1): 1-29.

Castora-Binkley, Melissa, Linda S. Noelker, Farida K. Ejaz, and Miriam Rose. 2010.
"Inclusion of Caregiver Supports and Services in Home- and Community-Based
Service Programs: Recent Reports from State Units on Aging." Journal of Aging &
Social Policy, 23(1): 19-33.

Centers for Medicare & Medicaid Services (CMS). “2015 CMS Statistics.” Baltimore,
MD: Centers for Medicare & Medicaid Services. Available at
https://www.cms.gov/Research-Statistics-Data-and-Systems/Statistics-Trends-and-
Reports/CMS-Statistics-Reference-Booklet/2015.html.

Centers for Medicare & Medicaid Services (CMS). 2016. “Medicare Hospice Benefits.”
Available at https://www.medicare.gov/Pubs/pdf/02154.pdf.

Chapin, Rosemary, Beth Baca, Kelley Macmillan, Roxanne Rachlin, and Mary
Zimmerman. 2009. “Residential Outcomes for Nursing Facility Applicants Who Have
Been Diverted: Where Are They 5 Years Later?” Gerontologist, 49(1): 46-56.

Chappell, Neena L., and R. Colin Reid. 2002. "Burden and Well-Being Among
Caregivers: Examining the Distinction." Gerontologist, 42(6): 772-80.

41


http://www.nytimes.com/interactive/2015/12/24/upshot/24up-family.html?_r=0
http://www.bls.gov/cps/cpsaat19.htm
https://www.cms.gov/Research-Statistics-Data-and-Systems/Statistics-Trends-and-Reports/CMS-Statistics-Reference-Booklet/2015.html
https://www.cms.gov/Research-Statistics-Data-and-Systems/Statistics-Trends-and-Reports/CMS-Statistics-Reference-Booklet/2015.html

Chari, Amalavoyal V., John Engberg, Kristin Ray, and Ateev Mehrotra. 2015. “The
Opportunity Costs of Informal Elder-Care in the United States: New Estimates from
the American Time Use Study.” Health Services Research, 50(3): 871-82.

Charles, Kerwin Kofi, and Purvi Sevak. 2005. “Can Family Caregiving Substitute for
Nursing Home Care?” Journal of Health Economics, 24(6): 1174-90.

Chen, Lu, Na Zhao, Hongli Fan, and Peter C. Coyte. 2015. "Informal Care and Labor
Market Outcomes: Evidence from Chinese Married Women." Research on Aging,
DOI: 10.1177/0164027515611184.

Chen, Ya-Mei, Susan C. Hedrick, and Heather M. Young. 2010. "A Pilot Evaluation of
the Family Caregiver Support Program." Evaluation and Program Planning, 33(2):
113-19.

Choi, HwaJung, Robert F. Schoeni, Kenneth M. Langa, and Michele M. Heisler 2015.
“Older Adults’ Residential Proximity to Their Children: Changes After Cardiovascular
Events.” Journals of Gerontology, Series B: Psychological Sciences and Social
Sciences, 70(6): 995-1004.

Colombo Francesca, Ana Llena-Nozal, Jerome Mercier, and Frits Tjadens. 2011. “Help
Wanted?: Providing and Paying for Long-Term Care.” OECD Health Policy Studies.
OECD Publishing.

Compton, Janice. 2015. "Family Proximity and the Labor Force Status of Women in
Canada." Review of Economics of the Household, 13(2): 323-58.

Compton, Janice, and Robert A. Pollak. 2009. "Proximity and Coresidence of Adult
Children and their Parents: Description and Correlates." Michigan Retirement
Research Center Research Paper, 2009-215.

Congressional Budget Office. 2016. “Congressional Budget Office’s March 2016
Medicare Baseline.” Washington, DC: Congressional Budget Office. Available at
https://www.cbo.gov/sites/default/files/51302-2016-03-Medicare.pdf.

Coon, David W., Marcia G. Ory, and Richard Schulz. 2003. “Family Caregivers:
Enduring and Emergent Themes.” In David W. Coon, Dolores Gallagher-Thompson,
and Larry W. Thompson (Eds.), Innovative Interventions to Reduce Dementia
Caregiver Distress: A Clinical Guide (pp. 3-27). New York, NY: Springer Publishing
Company.

Crespo, Laura, and Pedro Mira. 2014. “Caregiving to Elderly Parents and Employment

Status of European Mature Women.” Review of Economics and Statistics, 96(4):
693-709.

42


https://www.cbo.gov/sites/default/files/51302-2016-03-Medicare.pdf

Dentinger, Emma, and Marin Clarkberg. 2002. “Informal Caregiving and Retirement
Timing among Men and Women: Gender and Caregiving Relationships in Late
Midlife.” Journal of Family Issues, 23(7): 857-879.

Department of Veterans Affairs (VA). 2016. “Department of Veterans Affairs--Budget In
Brief 2017.” Available at http://www.va.gov/budget/docs/summary/Fy2017-
BudgetinBrief.pdf.

Di Rosa, Mirko, Christopher Kofahl, Kevin McKee, Barbara Bien, Giovanni Lamura,
Costis Prouskas, Hanneli Dohner, and Eva Mnich. 2011. "A Typology of Caregiving
Situations and Service Use in Family Carers of Older People in Six European
Countries: The EUROFAMCARE Study." GeroPsych: Journal of Gerontopsychology
& Geriatric Psychiatry, 24(1): 5-18.

Doty, Pamela, and Brenda C. Spillman. 2015. “Help for Family Caregivers Available
from Government Programs and Policies.” In Joseph E. Gaugler and Robert L. Kane
(Eds.), Family Caregiving in the New Normal (pp. 153-90). San Diego, CA:
Academic Press.

Drentea, Patricia, Olivio J. Clay, David L. Roth, and Mary S. Mittelman. 2006.
"Predictors of Improvement in Social Support: Five-Year Effects of a Structured
Intervention for Caregivers of Spouses with Alzheimer's Disease." Social Science &
Medicine, 63(4): 957-67.

Ettner, Susan L. 1995. “The Impact of "Parent Care' on Female Labor Supply
Decisions.” Demography, 32(1): 63-80.

Favreault, Melissa. 2010. “Why Do Some Workers Have Low Social Security Benefits?”
Retirement Policy Program Discussion Paper, 10-03. Washington, DC: Urban
Institute. Available at http://www.urban.org/research/publication/why-do-some-
workers-have-low-social-security-benefits.

Favreault, Melissa, and Judith Dey. 2015. “Long-Term Services and Supports for Older
Americans: Risks and Financing.” Research Brief. Washington, DC: U.S.
Department of Health and Human Services, Office of the Assistant Secretary for
Planning and Evaluation, Office of Disability, Aging and Long-Term Care Policy.
Available at http://aspe.hhs.gov/basic-report/long-term-services-and-supports-older-
americans-risks-and-financing-research-brief.

Favreault, Melissa M., Barbara A. Butrica, and Stipica Mudrazija. (forthcoming).
“Understanding the Lifetime Effects of Providing Informal Care.” Final Report
prepared for the U.S. Department of Labor Women’s Bureau. Washington, DC:
Urban Institute.

43


http://www.urban.org/research/publication/why-do-some-workers-have-low-social-security-benefits
http://www.urban.org/research/publication/why-do-some-workers-have-low-social-security-benefits
http://aspe.hhs.gov/basic-report/long-term-services-and-supports-older-americans-risks-and-financing-research-brief
http://aspe.hhs.gov/basic-report/long-term-services-and-supports-older-americans-risks-and-financing-research-brief

Favreault, Melissa M., and C. Eugene Steuerle. 2008. “The Implications of Career Paths
for Social Security.” Working Paper, #2008-05. Chestnut Hill, MA: Center for
Retirement Research at Boston College.

Freedman, Vicki A. 1996. “Family Structure and the Risk of Nursing Home Admission.”
Journals of Gerontology: Series B, 51B(2): S61-S69.

Freedman, Vicki A., Jennifer C. Cornman, and Deborah Carr. 2014. “Is Spousal
Caregiving Associated with Enhanced Well-Being? New Evidence from the Panel
Study of Income Dynamics.” Journals of Gerontology, Series B: Psychological
Sciences & Social Sciences, 69(6): 861-69.

Freedman, Vicki A., and Brenda C. Spillman. 2014. “Disability and Care Needs of Older
Americans.” Milbank Quarterly, 92(3): 509-41.

Freedman, Vicki A., Brenda C. Spillman, Patti M. Andreski, Jennifer C. Cornman, Eileen
M. Crimmins, Ellen Kramarow, James Lubitz, Linda G. Martin, Sharon S. Merkin,
Robert F. Schoeni, Teresa E. Seeman, and Timothy A. Waidmann. 2013. “Trends in
Late-Life Activity Limitations in the United States: An Update From Five National
Surveys.” Demography, 50(2): 661-71.

Gaugler, Joseph E., Shannon E. Jarrott, Steven H. Zarit, Mary-Ann Parris Stephens,
Aloen Townsend, and Rick Greene. 2003. "Respite for Dementia Caregivers: the
Effects of Adult Day Service Use on Caregiving Hours and Care Demands."
International Psychogeriatrics, 15(1): 37-58.

Gaugler, Joseph E., David L. Roth, William E. Haley, and Mary S. Mittelman. 2008.
"Can Counseling and Support Reduce Burden and Depressive Symptoms in
Caregivers of People with Alzheimer's Disease During the Transition to
Institutionalization? Results from the New York University Caregiver Intervention
Study." Journal of the American Geriatrics Society, 56(3): 421-28.

Genworth. 2015. “Genworth 2015 Cost of Care Survey.” Richmond, VA: Genworth
Financial, Inc. Available at
https://www.genworth.com/dam/Americas/US/PDFs/Consumer/corporate/130568 0
40115 gnw.pdf.

Gershuny, Pamela. 2012. “The Combined Impact of PRWORA, FMLA, IRC, FRD,
DPPA, and BAPCPA on Single Mothers and Their Children.” William & Mary Journal
of Women & the Law, 18: 475-522.

Giovannetti, Erin R., and Jennifer L. Wolff. 2010. "Cross-Survey Differences in National

Estimates of Numbers of Caregivers of Disabled Older Adults.” Milbank Quarterly,
88(3): 310-49.

44


https://www.genworth.com/dam/Americas/US/PDFs/Consumer/corporate/130568_040115_gnw.pdf
https://www.genworth.com/dam/Americas/US/PDFs/Consumer/corporate/130568_040115_gnw.pdf

Han, Wen-Jui, and Jane Waldfogel. 2003. “The Impact of Recent Parental Leave
Legislation on Parent’s Leave Taking.” Demography, 40(1): 191-200.

Heitmueller, Alex, and Kirsty Inglis. 2007. “The Earnings of Informal Carers: Wage
Differentials and Opportunity Costs.” Journal of Health Economics, 26: 821-41.

Henz, Ursula. 2006. “Informal Caregiving at Working Age: Effects of Job Characteristics
and Family Configuration.” Journal of Marriage & Family, 68(2): 411-29.

Hong, Song-lee. 2010. "Understanding Patterns of Service Utilization Among Informal
Caregivers of Community Older Adults." Gerontologist, 50(1): 87-99.

Jacobs, Josephine C., Audrey Laporte, Courtney H. Van Houtven, and Peter C. Coyte.
2014. "Caregiving Intensity and Retirement Status in Canada." Social Science &
Medicine, 102: 74-82.

Jacobs, Josephine C., Meredith B. Lilly, Carita Ng, and Peter C. Coyte. 2013. “The
Fiscal Impact of Informal Caregiving to Home Care Recipients in Canada: How the
Intensity of Care Influences Costs and Benefits to Government.” Social Science &
Medicine, 81: 102-109.

Jegermalm, Magnus. 2006. "Informal Care in Sweden: A Typology of Care and
Caregivers." International Journal of Social Welfare, 15(4): 332-43.

Jette, Alan M., Sharon Tennstedt, and Sybil Crawford. 1995. “How Does Formal and
Informal Community Care Affect Nursing Home Use?” Journals of Gerontology:
Series B, 50B(1): S4-S12.

Jeon, Yun-Hee, Henry Brodaty, and Jon Chesterson. 2005. "Respite Care for
Caregivers and People with Severe Mental lliness: Literature Review." Journal of
Advanced Nursing, 49(3): 297-306.

Johnson, Richard W., and Anthony T. Lo Sasso. 2006. “The Impact of Elder Care on
Women'’s Labor Supply at Midlife.” Inquiry, 43(3): 195-210.

Johnson, Richard W., and Simone G. Schaner. 2005. “Value of Unpaid Activities by
Older Americans Tops $160 Billion Per Year.” Washington, DC: Urban Institute.

Johnson, Richard W., and Claire X. Wang. 2017. “How Many Older Adults Can Afford to
Purchase Home Care?” Washington, DC: U.S. Department of Health and Human
Services, Office of the Assistant Secretary for Planning and Evaluation, Office of
Disability, Aging and Long-Term Care Policy. Available at
https://aspe.hhs.gov/basic-report/how-many-older-adults-can-afford-purchase-home-
care.

45


https://aspe.hhs.gov/basic-report/how-many-older-adults-can-afford-purchase-home-care
https://aspe.hhs.gov/basic-report/how-many-older-adults-can-afford-purchase-home-care

Johnson, Richard W., and Joshua M. Wiener. 2006. “A Profile of Frail Older Americans
and Their Caregivers.” Retirement Project Occasional Paper, No. 8. Washington,
DC: Urban Institute. Available at http://www.urban.org/url.cfm?1D=311284.

Jorgensen, Helene, and Eileen Appelbaum. 2014. “Expanding Federal Family and
Medical Leave Coverage: Who Benefits from Changes in Eligibility Requirements?”
Washington, DC: Center for Economic and Policy Research.

Kasper, Judith D., Vicki A. Freedman, and Brenda C. Spillman. 2014. “Disability and
Care Needs of Older Americans by Dementia Status: An Analysis of the 2011
National Health and Aging Trends Study.” Washington, DC: U.S. Department of
Health and Human Services, Office of the Assistant Secretary for Planning and
Evaluation, Office of Disability, Aging and Long-Term Care Policy. Available at
https://aspe.hhs.gov/report/disability-and-care-needs-older-americans-dementia-
status-analysis-2011-national-health-and-aging-trends-study.

Kasper Judith D., Vicki A. Freedman, Brenda C. Spillman, and Jennifer L. Wolff. 2015.
“The Disproportionate Impact of Dementia on Family and Unpaid Caregiving to
Older Adults.” Health Affairs, 34(10): 1642-49.

Klein, Laura Cousino, Kyungmin Kim, David M. Almeida, Elia E. Femia, and Michael J.
Rovine. 2016. “Anticipating an Easier Day: Effects of Adult Day Services on Daily
Cortisol and Stress.” Gerontologist, 56(2): 303-12.

Klerman, Jacob, Kelly Daley, and Alyssa Pozniak. 2014. “Family and Medical Leave in
2012: Technical Report.” Cambridge, MA: Abt Associates.

Kok, Lucy, Caroline Berden, and Klarita Sadiraj. 2015. “Costs and Benefits of Home
Care for the Elderly Versus Residential Care: A Comparison Using Propensity
Scores.” European Journal of Health Economics, 16(2): 119-31.

Kwak, Jung, Rhonda J.V. Montgomery, Karl Kosloski, and Josh Lang. 2011. “The
Impact of TCARE® on Service Recommendation, Use, and Caregiver Well-Being.”
Gerontologist, 51(5): 704-13.

Lavelle, Bridget, David Mancuso, Alice Huber, and Barbara E.M. Felver. 2014.
“Expanding Eligibility for the Family Caregiver Support Program in SFY 2012
Updated Findings.” Report Number 8.31. Olympia, WA: Department of Social and
Health Services Research and Data Analysis Division.

Lee, Yeonjung, and Fengyan Tang. 2015. “More Caregiving, Less Working: Caregiving
Roles and Gender Difference.” Journal of Applied Gerontology, 34(4): 465-83.

Legg, Lynn, Chris J. Weir, P. Langhorne, L.N. Smith, and D.J. Scott. 2013. “Is Informal

Caregiving Independently Associated with Poor Health? A Population-Based Study.”
Journal of Epidemiology & Community Health, 67: 95-97.

46


http://www.urban.org/url.cfm?ID=311284
https://aspe.hhs.gov/report/disability-and-care-needs-older-americans-dementia-status-analysis-2011-national-health-and-aging-trends-study
https://aspe.hhs.gov/report/disability-and-care-needs-older-americans-dementia-status-analysis-2011-national-health-and-aging-trends-study

Levine, Carol, Deborah Halper, Ariella Peist and David A. Gould. 2010. “Bridging
Troubled Waters: Family Caregivers, Transitions, and Long-Term Care.” Health
Affairs, 29(1): 116-24.

Lewin Group. 2016. “Process Evaluation of the Older Americans Act Title IlI-E National
Family Caregiver Support Program: Final Report.” Report to the U.S. Department of
Health and Human Services, Administration for Community Living. Available at
https://aoa.acl.qov/Program_Results/docs/NFCSP_Final Report-update.pdf.

Lilly, Meredith B., Audrey Laporte, and Peter C. Coyte. 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
Quarterly, 85(4): 641-690.

Lilly, Meredith B., Audrey Laporte, and Peter C. Coyte. 2010. “Do They Care Too Much
to Work? The Influence of Caregiving Intensity on the Labour Force Participation of
Unpaid Caregivers in Canada.” Journal of Health Economics, 29(6): 895-903.

Lin, I-Fen, Holly R. Fee, and Hsueh-Sheng Wu. 2012. "Negative and Positive
Caregiving Experiences: A Closer Look at the Intersection of Gender and
Relationship." Family Relations, 61(2): 343-58.

Lo Sasso, Anthony T., and Richard W. Johnson. 2002. “Does Informal Care from Adult
Children Reduce Nursing Home Admissions for the Elderly?” Inquiry, 39(3): 279-97.

Long, Kirsten Hall, James P. Moriarty, Mary S. Mittelman, and Steven S. Foldes. 2014.
“Estimating the Potential Cost Savings from the New York University Caregiver
Intervention in Minnesota.” Health Affairs, 33 (4): 596-604.

Marks, Nadine, James David Lambert, and Heejeong Choi. 2002. “Transitions to
Caregiving, Gender, and Psychological Well-Being: A Prospective U.S. National
Study.” Journal of Marriage & Family, 64(3): 657-67.

Mason, Anne, Helen Weatherly, Karen Spilsbury, Su Golder, Hilary Arksey, Joy
Adamson, and Michael Drummond. 2007. "The Effectiveness and Cost-
Effectiveness of Respite for Caregivers of Frail Older People.” Journal of the
American Geriatrics Society, 55(2): 290-99.

Mason, Anne, Helen Weatherly, Karen Spilsbury, Hilary Arksey, Su Golder, Joy
Adamson, et al. 2007. "A Systematic Review of Different Models of Community-
Based Care for Frail Older People and Their Carers.” Health Technology
Assessment, 11(15).

47


https://aoa.acl.gov/Program_Results/docs/NFCSP_Final_Report-update.pdf

Mazanec, Susan R., Barbara J. Daly, Sara L. Douglas, and Amy R. Lipson. 2011. "Work
Productivity and Health of Informal Caregivers of Persons with Advanced Cancer."
Research in Nursing & Health, 34(6): 483-95.

MetLife Mature Market Institute. 2011. “The MetLife Study of Caregiver Costs to
Working Caregivers: Double Jeopardy for Baby Boomers Caring for their Parents.”
Westport, CT: MetLife Mature Market Institute.

Metlife Mature Market Institute and National Alliance for Caregiving (NAC). 2006. “The
Metlife Caregiving Cost Study: Productivity losses to U.S. business.” Westport, CT:
Metlife Mature Market Institute and National Alliance for Caregiving.

Milkman, Ruth, and Eileen Appelbaum. 2013. “Unfinished Business: Paid Family Leave
in California and the Future of U.S. Work-Family Policy.” Ithaca and London: ILR
Press.

Montgomery, Rhonda J. V., Jung Kwak, Karl Kosloski, and Katharine O’Connell Valuch.
2011. “Effects of the TCARE® Intervention on Caregiver Burden and Depressive
Symptoms: Preliminary Findings from a Randomized Controlled Study.” Journals of
Gerontology, Series B: Psychological Sciences & Social Sciences, 66(5): 640-47.

Morefield, Brant, Abby Hoffman, Jeremy Bray, and Nicholas Byrd. 2016. “Leaving It to
the Family: the Effects of Paid Leave on Adult Child Caregivers.” Report to the U.S.
Department of Labor, Chief Evaluation Office. Available at
https://www.dol.gov/asp/evaluation/completed-
studies/Paid Leave Leaving it to the family Report.pdf.

Mudrazija, Stipica, Mieke B. Thomeer, and Jacqueline L. Angel. 2015. “Gender
Differences in Institutional Long-Term Care Transitions.” Women's Health Issues,
25(5): 441-49.

National Alliance for Caregiving (NAC) and AARP Public Policy Institute. 2015.
“Caregiving in the U.S.” Bethesda, MD and Washington, DC: National Alliance for
Caregiving and AARP. Available at http://www.aarp.org/ppi/info-2015/careqiving-in-
the-united-states-2015.html.

Nepal, Binod, Laurie Brown, Geetha Ranmuthugala, and Richard Percival. 2011. “A
Comparison of Lifetime Economic Prospects of Women Informal Carers and Non-
carers, Australia, 2007.” Australian Journal of Social Issues, 46(1): 91-108.

Ng, Terence, Charlene Harrington, MaryBeth Musumeci, and Erica L. Reaves. 2015.

“‘Medicaid Home and Community-Based Services Programs: 2012 Data Update.”
Washington, DC: Kaiser Commission on Medicaid and the Uninsured.

48


https://www.dol.gov/asp/evaluation/completed-studies/Paid_Leave_Leaving_it_to_the_family_Report.pdf
https://www.dol.gov/asp/evaluation/completed-studies/Paid_Leave_Leaving_it_to_the_family_Report.pdf
http://www.aarp.org/ppi/info-2015/caregiving-in-the-united-states-2015.html
http://www.aarp.org/ppi/info-2015/caregiving-in-the-united-states-2015.html

Nguyen, Ha Trong, and Luke Brian Connelly. 2014. “The Effect of Unpaid Caregiving
Intensity on Labour Force Participation: Results from a Multinomial Endogenous
Treatment Model.” Social Science & Medicine, 100: 115-122.

Ormel, Johan, Fruhling V. Rijskijk, Mark Sullivan, Eric van Sonderen, and Gertrudis
[.J.M. Kempen. 2002. “Temporal and Reciprocal Relationship between IADL/ADL
Disability and Depressive Symptoms in Late Life.” Journals of Gerontology, Series
B: Psychological Sciences & Social Sciences, 57(4): P338-47.

Pavalko, Eliza K., and Julie E. Artis. 1997. “Women's Caregiving and Paid Work: Causal
Relationships in Late Midlife.” Journals of Gerontology, Series B: Psychological
Sciences & Social Sciences, 52(4): S170-79.

Pearlin, Leonard I., Joseph T. Mullan, Shirley J. Semple, and Marilyn M. Skaff. 1990.
"Caregiving and the Stress Process: An Overview of Concepts and Their Measures."
Gerontologist, 30(5): 583-94.

Pepin, Renee, Ashley A. Williams, Lindsay N. Anderson, and Sara H. Qualls. 2013. "A
Preliminary Typology of Caregivers and Effects on Service Utilization of Caregiver
Counseling." Aging & Mental Health, 17(4): 495-507.

Pinquart, Martin, and Silvia Sérensen. 2011. “Spouses, Adult Children, and Children-in-
Law as Caregivers of Older Adults: A Meta-Analytic Comparison.” Psychology &
Aging, 26(1): 1-14.

Pinquart, Martin, and Silvia Sorensen. 2003. “Differences between Caregivers and
Noncaregivers in Psychological Health and Physical Health: A Meta-Analysis.”
Psychology & Aging, 18(2): 250-67.

Porter, Eileen J., Lawrence H. Ganong, Nancy Drew, and Tracy I. Lanes. 2004. "A New
Typology of Home-Care Helpers." Gerontologist, 44(6): 750-59.

Reinhard, Susan C. 2010. “Diversion, Transition Programs Target Nursing Homes’
Status Quo.” Health Affairs, 29(1): 44-48.

Reinhard, Susan C., Lynn Friss Feinberg, Rita Choula, and Ari Houser. 2015. “Valuing
the Invaluable: 2015 Update.” Washington, DC: AARP Public Policy Institute.
Available at http://www.aarp.org/content/dam/aarp/ppi/2015/valuing-the-invaluable-
2015-update-new.pdf.

Roth, David L., Peggye Dilworth-Anderson, Jin Huang, Alden L. Gross, and Laura N.
Gitlin. 2015. “Positive Aspects of Family Caregiving for Dementia: Differential Item
Functioning by Race.” Journals of Gerontology, Series B: Psychological Sciences &
Social Sciences, 70(6): 813-19.

49


http://www.aarp.org/content/dam/aarp/ppi/2015/valuing-the-invaluable-2015-update-new.pdf
http://www.aarp.org/content/dam/aarp/ppi/2015/valuing-the-invaluable-2015-update-new.pdf

Ruggles, Steven, Katie Genadek, Ronald Goeken, Josiah Grover, and Matthew Sobek.
2015. “Integrated Public Use Microdata Series: Version 6.0 [Machine-readable
database].” Minneapolis, MN: University of Minnesota.

Scharlach, Andrew, Teresa Dal Santo, Amanda Lehning, Kristen Gustavson, Suzanne
Lee, Erica Auh, Patrick Fox, and Julian Chow. 2006. “Caregiving in California: Final
Report of the University of California Family Caregiver Support Project.” Report for
the Archstone Foundation. Available at
http://cssr.berkeley.edu/pdfs/FCSPFinalReport.pdf.

Shaw, Chris, Rachel McNamara, Keith Abrams, Rebecca Cannings-John, Kerenza
Hood, Mirella Longo, Susan Myles, Sinead O'Mahony, Brenda Roe, and Kate
Williams. 2009. "Systematic Review of Respite Care in the Frail Elderly." Health
Technology Assessment, 13(20): 1-246.

Silverstein, Merril, Daphna Gans, and Frances M. Yang. 2006. "Intergenerational
Support to Aging Parents: The Role of Norms and Needs." Journal of Family Issues,
27(8): 1068-84.

Skira, Meghan M. 2015. “Dynamic Wage and Employment Effects of Elder Parent
Care.” International Economic Review, 56(1): 63-93.

Spillman, Brenda C. 2014. “Why Do Elders Receiving Informal Home Care Transition to
Long Stay Nursing Home Residency?” Washington, DC: U.S. Department of Health
and Human Services, Office of the Assistant Secretary for Planning and Evaluation,
Office of Disability, Aging and Long-Term Care Policy. Available at
https://aspe.hhs.gov/basic-report/why-do-elders-receiving-informal-home-care-
transition-long-stay-nursing-home-residency.

Spillman, Brenda C., and Kirsten L. Black. 2005. "Staying the Course: Trends in Family
Caregiving." AARP Public Policy Institute Issue Paper, #2005-17, Washington, DC.

Spillman, Brenda C., and Sharon K. Long. 2009. "Does High Caregiver Stress Predict
Nursing Home Entry?" INQUIRY: Journal of Health Care Organization, Provision, &
Financing, 46(2): 140-61.

Spillman, Brenda C., and Liliana E. Pezzin. 2000. "Potential and Active Family
Caregivers: Changing Networks and the ‘Sandwich Generation’." Milbank Quarterly,
78(3): 347-74.

Spillman, Brenda C., Jennifer Wolff, Vicki A. Freedman, and Judith D. Kasper. 2014.
“Informal Caregiving for Older Americans: An Analysis of the 2011 National Study of
Caregiving.” Washington, DC: U.S. Department of Health and Human Services,
Office of the Assistant Secretary for Planning and Evaluation, Office of Disability,
Aging and Long-Term Care Policy. Available at https://aspe.hhs.gov/report/informal-
caregiving-older-americans-analysis-2011-national-study-caregiving.

50


http://cssr.berkeley.edu/pdfs/FCSPFinalReport.pdf
https://aspe.hhs.gov/basic-report/why-do-elders-receiving-informal-home-care-transition-long-stay-nursing-home-residency
https://aspe.hhs.gov/basic-report/why-do-elders-receiving-informal-home-care-transition-long-stay-nursing-home-residency
https://aspe.hhs.gov/report/informal-caregiving-older-americans-analysis-2011-national-study-caregiving
https://aspe.hhs.gov/report/informal-caregiving-older-americans-analysis-2011-national-study-caregiving

Swanke, Jayme, and Laura Dreuth Zeman. 2009. "Family Medical Leave as a
Resilience Resource for Family Caregivers." Care Management Journals, 10(1): 8-
13.

Tamborini, Christopher R., and Patrick J. Purcell. 2015. “Women’s Household
Preparation for Retirement at Young and Mid-Adulthood: Differences by Children
and Marital Status.” Journal of Family & Economic Issues, published online.

Van Houtven, Courtney H., Norma B. Coe, and Meghan Skira. 2013. “The Effect of
Informal Care on Work and Wages.” Journal of Health Economics, 32(1): 240-52.

Vandepitte, S., N. Van Den Noortgate, S. Verhaeghe, C. Verdonck, and L. Annemans.
2016. “Effectiveness of Respite Care in Supporting Informal Caregivers of Person
with Dementia: A Systematic Review.” International Journal of Geriatric Psychiatry,
31(12): 1277-88.

Wakabayashi, Chizuko, and Katherine M. Donato. 2006. “Does Caregiving Increase
Poverty among Women in Later Life? Evidence from the Health and Retirement
Survey.” Journal of Health & Social Behavior, 47(3): 258-74.

Weuve, Jennifer L., Chad Boult, and Lynne Morishita. 2000. "The Effects of Outpatient
Geriatric Evaluation and Management on Caregiver Burden." Gerontologist, 40(4):
429-36.

Whittier, Stephanie, David Coon, and Jolyn Aaker. 2001. "Caregiver Support
Interventions." In Andrew Scharlach, Teresa Dal Santo, Jill Greenlee, Stephanie
Whittier, David Coon, Kathryn Kietzman, Kelly Mills-Dick, Pat Fox, and Jolyn Aaker
(Eds.), Family Caregivers in California: Needs, Interventions and Model Programs
(pp. 49-74). Berkeley, CA: University of California, Center for the Advanced Study of
Aging Services.

Wolf, Douglas, and Beth Soldo. 1994. “Married Women's Allocation of Time to
Employment and Care of Elderly Parents.” Journal of Human Resources, 29(4):
1259-76.

Wolff, Jennifer L., and Judith D. Kasper. 2006. "Caregivers of Frail Elders: Updating a
National Profile." Gerontologist, 46(3): 344-56.

Wolff, Jennifer L., Brenda C. Spillman, Vicki A. Freedman, and Judith D. Kasper. 2016.
“A National Profile of Family and Unpaid Caregivers Who Assist Older Adults with
Health Care Activities.” JAMA Internal Medicine, 176(3): 372-79.

Yang, Y. Tony, and Gilbert Gimm. 2013. "Caring for Elder Parents: a Comparative
Evaluation of Family Leave Laws." Journal of Law, Medicine & Ethics, 41(2): 501-13.

51



Yoo, Byung-Kwang, Jay Bhattacharya, Kathyrn M. McDonald, and Alan M. Garber.
2004. “Impacts of Informal Caregiver Availability on Long-term Care Expenditures in
OECD Countries.” Health Services Research, 39(6, Part 11): 1971-95.

Zuba, Martin, and Ulrike Schneider. 2013. "What Helps Working Informal Caregivers?
The Role of Workplace Characteristics in Balancing Work and Adult-Care
Responsibilities.” Journal of Family & Economic Issues, 34(4): 460-69.

52



Own paid

Own financial
status

Own other personal
charactenistics (Le.,

Individual
Characteristics

FIGURES

Characteristics of
. .'.......‘ ......... eevesvenens B Rt TR : adult with LTSS

Other characteristics
of other family
members (Le.,

children)

Fmancing options .———-—’—’_'_'--
for pasd LTSS

Care Outcomes and Family Macroeconomic
Supports Characteristics Outcomes

53




TABLES

TABLE 1. Prevalence of Caregiving by Age and Sex, 2011 (%)
Age All Female Male

All 7.2 8.7 5.7
15-64 5.8 7.5 4.1

15-34 1.6 1.9 1.3

35-49 5.6 7.1 4.1

50-64 11.7 14.9 8.2
20-64 6.4 8.2 4.5
65 and older 13.9 13.6 14.3

65-79 15.1 16.1 14.0

80+ 10.7 8.1 15.3
SOURCES: Authors’ estimates based on the NSOC and the U.S. Census Bureau’s annual estimates
of the resident population for selected age groups by sex for the United States, 2011.

TABLE 2. Demographic Characteristics and Medicaid Enrollment
of Informal Caregivers Age 15 and Older, 2011

Sole Caregivers Member of Care Network
Intensive Intensive
Car eI;Iilv 0 Al Self-Care/ Intensive In ttiss?ve Al Self-Care/ Intensive Intl:aisssive
Mobility Other Care Mobility Other Care
Care Care
Care Care
Number of
caregivers 17,941 3,831 650 1,118 2,063 14,109 2,017 3,732 8,360
(thousands)
Percentage 100.0 213 36 6.2 15 786 1.2 208 4656
of caregivers
Average no. of care hours provided per month
Total 74 93 243 130 17 69 217 103 17
Self-care/ 3% 48 154 17 8 32 125 18 7
mobility

SOURCE: Authors’ estimates based on the NSOC.
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TABLE 3. Demographic Characteristics of Informal Caregivers Ages 15 and Older, 2011

Sole Caregivers

Member of Care Network

All Intensive . Less Intensive . Less
Caregivers Self-Care/ Cl)?t:(;?sél:\;?e Intensive Self-Care/ c;?ﬁz?sc'\;?e Intensive
Mobility Care Care Mobility Care Care

Sex (% total for caregiver category)

Male 38 29 34 45 37 33 40

Female 62 71 66 55 63 67 60

Average age (years) 58 63 62 65 54 54 57

Age distribution (% total for caregiver category)

15-64 68 51 53 43 77 74 73
15-34 7 2 5 4 12 12 6
35-49 20 8 17 5 28 24 20
50-64 41 41 30 34 37 38 47

65 and older 32 49 47 57 23 26 27
65-69 25 41 33 47 15 20 22
80 and older 7 8 14 10 7 7 5

Relationship to care recipient (% total for caregiver category)

Spouse/partner 21 51 52 44 20 17 11

Child 54 39 39 34 60 59 59

Other, family 16 9 6 16 17 18 17

Other, non-family 9 1 4 6 3 6 13

SOURCE: Authors’ estimates based on the NSOC.

TABLE 4. Household Income, Education, and Medicaid Enrollment
of Informal Caregivers Ages 15 and Older, 2011

Sole Caregivers Member of Care Network
All Intensive Self- . . Intensive Self- 5 5
7 L Intensive Less Intensive = Intensive Less Intensive
Caregivers Careé Mobility Other Care Care Care/ Mobility Other Care Care
are Care
Average annual household income ($)
All caregivers 53,500 48,600 41,300 61,400 37,800 44,800 61,600
Non-spouse caregivers 55,000 40,500 33,600 61,400 38,200 45,600 63,900
Distribution of household income relative to FPL (% total for caregiver category)
Less than 100% 20 25 27 7 33 30 14
100-199% 23 21 21 25 30 25 20
200-400% 29 28 34 36 24 22 31
More than 400% 28 27 19 32 13 23 35
Education (% total for caregiver category)
Not high school graduate 14 20 22 10 20 17 10
High school graduate 26 24 29 23 30 29 25
Vocational/Some 33 38 31 37 30 35 32
college/Associate degree
r%achelor s degree or 27 18 18 30 20 20 33
igher
Medicaid enroliment (% total for caregiver category)
No 90 87 82 94 83 84 94
Yes 10 13 18 6 17 16 6

SOURCE: Authors’ estimates based on the NSOC.
NOTE: Average incomes are rounded to the nearest $100. FPL=federal poverty line.
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TABLE 5. Employment Characteristics of Informal Caregivers Ages 20-64, 2011

Sole Caregivers Member of Care Network
Al Intensive Self- . . Intensive Self- " n
- L Intensive Less Intensive o Intensive Less Intensive
Caregivers Care/ Mobility Other Care Care Care/ Mobility Other Care Care
Care Care

Work status (% total for caregiver category)

Employed 58 37 43 64 47 49 67
Full-time 40 19 20 43 32 30 50
Part-time 18 18 24 21 15 19 17

Unemployed 9 9 18 8 13 11 7

Out of the labor 21 28 24 14 25 29 16

force/inactive

Retired/stopped working 12 26 16 13 14 10 10

Average hours of work

(among employed 36 33 30 35 34 34 38

caregivers)

Non-flexible work schedule

0

% of all employed 03 40 34 40 37 03 45

caregivers

% of caregivers employed 46 52 56 36 41 48 47

full-time

Absent from work for caregiving

% of all employed

caregivers 15 38 24 10 21 19 12

P -

% of caregivers employed 17 49 31 16 27 18 13

full-time

Median monthly hours of

absence for care 8 12 7 8 10 8 8

(conditional on absence)

SOURCE: Authors’ estimates based on the NSOC.

TABLE 6. Prevalence of Employment, Employment-Caregiving Conflict,
and Caregiver Type among Informal Caregivers, 2011
percentage of caregivers who being to a given caregiver category and report being employed
or experiencing an employment-caregiving conflict
Sole Caregivers Member of Care Network
Total Intensive Intensive Less Intensive Intensive Less
Self-Care/ Other Care Intensive Self-Care/ Other Care Intensive
Mobility Care Care Mobility Care Care

Employed caregivers

% of caregivers ages 443 0.9 1.9 4.2 43 8.0 24.9

15 and older

% of caregivers ages

20-64 58.4 1.0 2.1 4.7 6.0 10.8 33.7

Full-time employed caregiver

% of caregivers ages 28.7 0.4 0.7 2.5 2.9 4.6 17.6

15 and older

5 -

2/%_061: ,reguers ages 40.4 05 1.0 3.2 4.0 6.7 25.0

Full-time employed caregiver with non-flexible work schedule

% of caregivers ages 13.2 0.2 0.4 0.9 11 2.2 8.2

15 and older

% of caregivers ages

20-64 18.6 0.3 0.5 1.2 1.7 3.2 11.7

Full-time employed caregiver who had absence from work for caregiving

% of caregivers ages 4.4 0.2 0.3 0.3 0.7 0.8 2.2

15 and older

% of caregivers ages

20-64 6.5 0.3 0.3 0.5 1.1 1.2 3.2

SOURCE: Authors’ estimates based on the NSOC.
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TABLE 7. Health Status and Caregiver Burdens, Informal Caregivers Ages 15 and Older, 2011
percentage of caregivers in each caregiver category reporting a health problem or caregiver burden

Sole Caregivers Member of Care Network
All Intensive . Less Intensive - Less
Caregivers Self-Care/ Cl)?ti(;?scé\a/\?e Intensive Self-Care/ cl)rt]rt]i?sc':\;e Intensive
Mobility Care Care Mobility Care Care
Health Status
Fair or poor self-rated 20 08 17 19 25 22 19
health
Any health condition 58 66 65 63 61 53 56
Two or more health 28 34 33 30 26 29 27
conditions
Depression or anxiety 24 39 27 17 35 31 18
Caregiver burdens
Physical difficulty 23 44 29 21 43 27 14
Financial difficulty 23 41 31 15 45 30 13
Emotional difficulty 44 54 51 44 58 48 38
Caregiving very
difficult to handle 1 24 19 14 28 18 14
Caregiving very or
somewhat difficult to 43 57 42 34 61 48 38
handle

SOURCE: Authors’ estimates based on the NSOC.
NOTE: Health conditions include heart attack or other heart disease, arthritis, osteoporosis, diabetes, lung disease, and cancer.

TABLE 8. Prevalence of Health Problems, Caregiver Burdens, and

Caregiver Type among Informal Caregivers Ages 15 and Older, 2011
percentage of caregivers who belong to a given caregiver category and reporting a health problem or caregiver burden

Sole Caregivers Member of Care Network
Intensive 8 Less Intensive - Less
1t Self-Care/ Olmirsci,\a/\ree Intensive Self-Care/ (;?r:i?sc':\;?e Intensive

Mobility Care Care Mobility Care Care
Fair or poor self-rated 20.4 10 11 29 28 46 8.6
health
Any health condition 57.5 2.4 4.1 7.2 6.9 10.9 26.0
Two or more health
conditions 28.0 1.2 2.0 34 3.0 6.0 12.4
Depression or anxiety 23.6 14 1.7 1.9 3.9 6.4 8.4
Physical difficulty 22.9 1.6 1.8 2.4 4.8 5.6 6.6
Financial difficulty 22.8 15 1.9 1.7 5.1 6.3 6.3
Emotional difficulty 44.3 1.9 3.2 5.1 6.6 10.0 17.6
Caregiving very
difficult to handle 17.1 0.9 1.2 1.6 3.1 3.7 6.5
Caregiving very or
somewhat difficult to 43.1 2.1 2.6 3.9 6.9 10.0 17.6
handle

SOURCE: Authors’ estimates based on the NSOC.
NOTE: Health conditions include heart attack or other heart disease, arthritis, osteoporosis, diabetes, lung disease, and cancer.
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TABLE 9. Prevalence of Employment, Employment-Caregiving Conflict,

and Caregiver Type in the Overall Population, 2011
percentage of the population who belong to a given caregiver category and report being employed

or experiencing an employment-caregiving conflict

Sole Caregivers

Member of Care Network

Intensive " Less Intensive - Less
[ Self-Care/ (;?;Z?Sé\;?e Intensive Self-Care/ (;?;i?sé\:e Intensive

Mobility Care Care Mobility Care Care
Employed caregivers
% of population ages 3.17 0.07 0.14 0.30 0.31 0.58 1.79
15 and older
;/gf’g 4p°p“'a"°” ages 3.72 0.07 0.14 0.30 0.38 0.69 2.15
Full-time employed caregiver
% of population ages 2.06 0.03 0.05 0.18 0.21 0.33 1.26
15 and older
;/‘E)f’é 4p°p“'a“°” ages 2.57 0.03 0.06 0.20 0.26 0.42 1.59
Full-time employed caregiver with non-flexible work schedule
% of population ages 0.94 0.02 0.03 0.07 0.08 0.16 0.59
15 and older
o onulation ages 118 0.02 0.03 0.07 0.11 0.20 0.75
Full-time employed caregiver who had absence from work for caregiving
% of population ages 0.32 0.01 0.02 0.02 0.05 0.06 0.15
15 and older
o £ opulation ages 0.42 0.02 0.02 0.03 0.07 0.08 0.21
Median monthly
hours of absence for 8 12 7 8 10 8 8

care (conditional on
absence, age 15+)

SOURCE: Authors’ estimates based on the NSOC and the U.S. Census Bureau’s annual estimates of the resident population for selected

age groups for the United States, 2011.

TABLE 10. Prevalence of Health Problems, Caregiver Burdens,
and Caregiver Type in the Overall Population Ages 15 and Older, 2011

percentage of the population who belong to a given caregiver category and reporting a health problem or caregiver burden

Sole Caregivers

Member of Care Network

Intensive n Less Intensive - Less
Ueis! Self-Care/ O'?;S:Sé\;fe Intensive Self-Care/ (;rt]r:(::sé\;?e Intensive

Mobility Care Care Mobility Care Care
Eg‘glt‘}’]r poor self-rated 1.46 0.07 0.08 0.16 0.20 0.33 0.62
Any health condition 4.12 0.17 0.29 0.52 0.49 0.78 1.87
Two or more health
conditions 2.01 0.09 0.15 0.25 0.21 0.43 0.89
Depression or anxiety 1.69 0.10 0.12 0.14 0.28 0.46 0.60
Physical difficulty 1.64 0.11 0.13 0.17 0.35 0.40 0.47
Financial difficulty 1.63 0.11 0.14 0.12 0.37 0.45 0.45
Emotional difficulty 3.18 0.14 0.23 0.36 0.47 0.72 1.26
Caregiving very
difficult to handle 1.22 0.06 0.08 0.11 0.22 0.27 0.47
Caregiving very or
somewhat difficult to 2.93 0.11 0.15 0.19 0.51 0.68 1.29
handle

SOURCE: Authors’ estimates based on the NSOC.
NOTE: Health conditions include heart attack or other heart disease, arthritis, osteoporosis, diabetes, lung disease, and cancer.
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TABLE 11. Estimated Earnings Lost from Family Caregiving

Women Men
Intensive Care Non-intensive Care Intensive Care Non-intensive Care
Total : Ages 22-49 : Ages 50-64 : Ages 22-49 : Ages 50-64 : Ages 22-49 : Ages 50-64 : Ages 22-49 : Ages 50-64

lZlgel:‘zt Attended lZlgel:‘zt Attended I::ge':‘%t Attended I::ge':‘%t Attended E\I:te"::it Attended E\I:te"::it Attended Iilge':%t Attended %&e':%t Attended

College College College College College College College College College College College College College College College College
Number of family caregivers (thousands)
Not employed 4,868 346 386 467 555 225 114 305 898 278 83 192 297 83 106 193 339
Employed part-time 2,098 76 206 153 257 2 188 223 399 63 70 50 45 40 56 89 180
Median earnings
Full-time 33,300 63,700 40,500 74,700 33,300 63,700 40,500 74,700 46,000 91,600 54,700 113,300 46,000 91,600 54,700 113,300
Part-time 15,700 24,800 16,900 27,100 15,700 24,800 16,900 27,100 16,100 29,600 21,500 47,800 16,100 29,600 21,500 47,800
Percentage of non-
employed caregivers 12 12 12 12 12 12 12 12 12 12 12 12 12 12 12 12
assumed to work if they
were not caregivers
Number of workers added to the labor force in absence of caregiving (thousands)
Part-time 273 27 14 37 108 10 13 23 4
Full-time 312 4 46 56 67 33 10 23 36
Additional earnings from
these workers 26,663 1,365 2,930 2,268 5,005 424 347 625 2,977 1,518 916 1,258 4,079 161 385 495 1,960
($ millions)
Additional earnings that
caregivers employed
part-time might earn if 1,629 36 154 78 209 1 140 113 324 30 62 32 65 19 49 58 258
not providing care
($ million)
Total earnings lost from | g 591 | 4 404 3,084 2,346 5214 425 487 738 3,251 1548 978 1,290 4,144 180 434 552 2218
caregiving ($ millions)
Average earnings lost
per caregiver employed 4100 | 3,300 5,200 3,800 6,400 1,900 1,600 1,400 2,500 4,500 6,400 5300 | 12,00 | 1,500 2,700 2,000 4,300
part-time or not working
)

SOURCE: Authors’ computations.
NOTE: See text for a discussion of methods and assumptions.
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TABLE 12. Estimated Impact of Caregiver Supports on Earnings and Tax Revenues

Women Men
Intensive Care Non-intensive Care Intensive Care Non-intensive Care
Total o r»lAgtes 22-49 o r»:«gzes 50-64 " r»:«g:es 22-49 " r»:«g:es 50-64 . ":\g{es 22-49 . 'j\g:es 50-64 . r»:\gtes 22-49 . ﬁﬁg:es 50-64
id Nof id Nof id Nof id Nof id Nof id No id No id No
Attend It:t:;e"r:edzd Attend Act:f"':edid Attend Act:f"':edid Attend "\éﬁ:l\did Attend Aét;::d(:d Attend Aét;:ledeed Attend Aé:::;deed Attend %:;:Lde:
College g College g College g College 9 College g College g College g College g

Number of family caregivers (thousands)
Not employed 4,868 346 386 467 555 225 114 305 898 278 83 192 297 83 106 193 339
Employed part-time 2,098 76 206 153 257 2 188 223 399 63 70 50 45 40 56 89 180
Total earnings lost from
caregiving (§ millions) 28,291 1,401 3,084 2,346 5,214 425 487 738 3,251 1,548 978 1,290 4,144 180 434 552 2,218
Potential additional earnings from caregiver support ($ millions)
High 5,658 280 617 469 1,043 85 97 148 650 310 196 258 829 36 87 110 444
Intermediate 2,829 140 308 235 521 42 49 74 325 155 98 129 414 18 43 55 222
Low 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0
Potential additional earnings per caregiver from caregiver support ($)
High 812 665 1,042 756 1,284 374 323 280 501 907 1,274 1,069 2,418 293 538 390 854
Intermediate 406 332 521 378 642 187 161 140 251 454 637 534 1,209 146 269 195 427
Low 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0
Potential additional tax revenue from caregiver support ($ millions)
High 1,409 50 172 84 291 15 27 26 181 55 55 46 231 6 24 20 124
Intermediate 705 25 86 42 145 8 14 13 91 28 27 23 116 3 12 10 62
Low 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0
Potential additional tax revenue per caregiver from caregiver support ($)
High 202 119 291 135 358 67 90 50 140 162 355 191 675 52 150 70 238
Intermediate 101 59 145 68 179 33 45 25 70 81 178 96 337 26 75 35 119
Low 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0 0

SOURCE: Authors’ computations.
NOTE: See text for a discussion of methods and assumptions.

60




APPENDIX

TABLE Al. Number (in thousands) of Caregivers Ages 15 and Older by Type, Employment Status,

Employment-Caregiving Conflict, Health Problems, and Caregiver Burdens, 2011

Sole Caregivers Member of Care Network
Intensive 8 Less Intensive . Less
Vet Self-Care/ Cl)mzr:sé;fe Intensive Self-Care/ c;?r:z?sé\éfe Intensive

Mobility Care Care Mobility Care Care
Employed caregivers 7,936 165 342 749 773 1,443 4,474
Full-time employed 5,140 73 127 447 518 834 3,152
caregiver
Full-time employed
caregiver with non- 2,355 43 76 170 202 394 1,475
flexible work schedule
Full-time employed
caregiver who had 814 31 46 60 131 147 398
absence from work for
caregiving
E:glt‘;r poor self-rated 3,656 181 195 396 497 833 1,551
Any health condition 10,322 427 727 1,299 1,231 1,964 4,673
Two or more health 5,028 222 365 619 530 1,070 2,221
conditions
Depression or anxiety 4,242 250 298 344 700 1,147 1,499
Physical difficulty 4,101 287 328 426 865 1,006 1,188
Financial difficulty 4,101 269 342 306 918 1,127 1,125
Emotional difficulty 7,957 349 571 910 1,178 1,796 3,151
Caregiving very
difficult to handle 3,063 156 212 288 560 671 1,174
Caregiving very or
somewhat difficult to 7,738 373 472 702 1,232 1,793 3,162
handle

SOURCE: Authors’ estimates based on the NSOC.
NOTE: Health conditions include heart attack or other heart disease, arthritis, osteoporosis, diabetes, lung disease, and cancer.
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