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Valuing the Invaluable: A New Look at the Economic Value of Family Caregiving

Introduction

The contributions of America’ s family
caregivers, along with many friends and
neighbors, often go unrecognized in public
policy discussions about the financing and
costs of health care and long-term services
and supports (LTSS). Y et these unpaid
caregivers provide by far the mgjority of
long-term services and supports received
by persons with disabilities of all ages.
Many of these “informal” caregivers also
provide health-related services. In fact,
their contributions to loved ones and
friends are not only the foundation of the
nation’s long-term care system but an
important component of the U.S.
economy, with an estimated economic
value of about $350 hillion in 2006.

Thisissue brief discusses the financial
impact of caregiving on the caregivers
themselves as well as the economic value
of their contributionsto society. It
compares the economic value of informal
caregiving to other benchmarksin order to
underscore the magnitude of these unpaid
contributions, presents estimates of
productivity lossesto U.S. businesses from
caregiving, and highlights the critical role
that family caregivers play in the nation’s
long-term care system. Finally, it
recommends ways to support informal
caregivers through public policiesand in
the private sector.

How many family caregivers are there?
How many hours of care do they provide?

We identified five recent publications with
estimates of the prevalence of caregivers
based on nationally representative surveys.
Because these surveys varied in the
definition of caregiving and the age groups
represented, we adjusted these estimates to
a common definition encompassing the
entire adult population and projected them
forward to 2006. We found the following:

In November 2006, between 30 million
and 38 million adult caregivers (age 18
or older) provided care to adults with a
limitation in an activity of daily living
(ADL) or instrumental activity of daily
living (IADL). Caregivers provided an
average of 21 hours of care per week, or
1,080 hours per year. See technical notes,
p. 8, for more details.

This definition includes the majority of
informal caregiving in the United States,
including the 17% of “family caregivers’
who are non-relatives,’ but it does not
capture all caregiving. For example, it
does not include those providing care to
children under 18 with disabilities,?
caregivers under age 18 who are providing
care to adults (primarily parents or
grandparents),® or grandparents providing
care for grandchildren under the age of
18.* Nor does it include caregivers who
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provide assistance to adults who have
chronic health conditions but do not have
an ADL or IADL limitation.

This caregiving definition also presents
estimates at a narrow point in time: that is,
the number of U.S. adults currently
providing care or providing care within the
last month. Because caregiving activities
may begin or end during a calendar year,
the total number of people providing care
during the year is significantly higher—for
example, the widely cited 2004
NAC/AARP report Caregiving in the U.S.
estimated for 2003 that 44 million adults
provided care in the last year, about 50
percent higher than the number who were
currently providing care.”

What is the economic value of unpaid
caregiving?

Estimating the economic value of unpaid
caregiving—which requires assumptions

about the cost of replacing the services of
informal caregivers, aswell as estimates of
the prevalence of caregiving and the hours
of care given—cannot be done with
precision. But with even the most
conservative assumptions and estimates,
the value is huge, dwarfing the value of
paid home health care and nearly matching
the total national spending on home health
care and nursing home care.

Table 1 below contains estimates of the
economic value of informal caregiving
activities for high and low estimates of the
number of caregivers and four estimates of
the economic value of one hour of
caregiving.® These estimates do not
include the value of any non-wage
benefits, such as health insurance. They
also do not include the value of the time
family members devote to providing
assistance in residential care settings, such
as assisted living, and in nursing homes.

Table 1: Annual Economic Vaue of Unpaid Caregiving Activitiesin 2006, Assuming
1,080 Hours of Care per Y ear, for Varying Caregiving Prevalence and Cost Estimates

Number of Caregivers | High Estimate | Low Estimate
Cost of Caregiving per Hour (38 million) (30 million)
High ($19/hr) Average private pay cost of hiring - -
2 home health aide $780 billion | $616 billion
Medium ($14.70/hour) Average wage for aides - -
and other workers in the home health industry $603 billion |~ $476 billion
Low ($9.04/hr) Median wage for all home health - -
aides $371 billion | $293 hillion
Very Low ($5.15/hr) Federal minimum wage $211 billion | $167 billion
AARP Public Policy Institute estimate, assuming
34 million caregivers and a cost of $9.63 per -
hour, the average of the medium, low, and very $354 billion
low costs per hour.




Depending on assumptions, the economic
value of caregiving activities could be as
low as $167 hillion or as high as nearly
five times that amount. The truth lies
somewhere in the middle. Caregivers
provide amix of types of care, ranging
from highly skilled care planning and
negotiation with health care providers and
insurers to help with daily activities such
as bathing or grocery shopping, which
could have high, medium, low, or very
low economic value per hour. Because we
do not know the exact mix of types of
care, we present a conservative estimate of
about $350 billion per year. This
estimate assumes the number of caregivers
to be at the midpoint of the high and low
estimatesin table 1 and the cost of
caregiving to be $9.63 per hour, the
average of the medium, low, and very low
costs per hour.

Thisrange of estimatesis consistent with
prior studies, all of which have found that
the value of informal home care vastly
exceeds the value of paid home care.
Mitchell LaPlante and colleagues found
that the value of unpaid personal
assistance provided to adults with
disabilities ages 18 and older approached
$168 billion in 1996, compared with the
value of paid formal assistancein the
home of $32 billion.” In 1997, Peter Arno
and colleagues estimated the national
economic value of informal caregiving to
be $196 billion, compared with $32 hillion
for paid home carein that year.? The
Congressional Budget Office (CBO)
adjusted this estimate for inflation to $218
billion in 2004 dollars.® The most recent
estimate, by Arno, was $306 hillion in
2004.°

Caregiving costs for certain populations
can be much higher than the averages
reported above. For example, the cost of

caring for aperson with Alzheimer’s
disease has been valued at about $43,000
annually.™* By comparison, the $9.63 per
hour economic value estimate puts the
value of informal caregiving at about
$10,400 per caregiver per year, less than
one-fourth of the estimate for a person
with Alzheimer’ s disease.

How much is $350 billion?

Some benchmarks can help to put this
figure in more meaningful context. The
estimated $350 billion is:

e Asmuch asthe total expenditures for
the Medicare program ($342 billion in
2005).

e Morethan total spending for Medicaid,
including both federal and state
contributions and both medical and
long-term care ($300 billion in
2005).%

e Far more than the total spending
(public and private funds) for nursing
home and home health care in the
United States ($206.6 billion in
2005).1

e More than four times the total amount
spent on formal (paid) home care
services ($76.8 hillion in 2005)."

e Asmuch asthetotal sales of the
world’s largest companies, including
Wal-Mart Stores ($349 billion in 2006)
and ExxonMobil ($335 billion).*®

e Morethan $1,000 for every personin
the United States (301 million people
as of March 1, 2007)."



e About 2.7 percent of the U.S. gross
domestic product ($13 trillionin
2006).8

e More than the amount of the U.S.
budget deficit ($248 billion in fiscal
year 2006)."

What are the other costs of caregiving?

Out-of -pocket costs to caregivers

Many caregivers make direct out-of-
pocket expenditures to help support a
family member or friend with adisability.
In the NAC/AARP survey, nonspousal
caregivers were asked how much money
they spend in atypical month for
groceries, medicines, or other kinds of
cash support for the care recipient. About
half of caregivers contributed financialy,
spending an average of $200 per month
($2,400 per year). Caregivers who had the
greatest level of caregiving burden
reported spending $324 per month ($3,888
per year) out of pocket. >

About 23 percent of caregivers overall

said that caregiving is afinancial
hardship.?* The top predictors of
caregivers perception of financial
hardship were the level of caregiving
burden that they reported and whether they
felt that they had a choice in taking on the
caregiving role. Other factors that were
associated with financial hardship among
caregivers were advanced age, poor health,
and low income.

L ost wages and retirement income

In addition to direct out-of-pocket
expenditures made by caregivers, many
caregivers experience other significant
economic losses. The majority of
caregiversin the United States (59

percent) are employed either full or part
time.? The financial impact of caregiving
on caregivers in the workforce can involve
multiple aspects of their income security,
including their wages, job security and
career paths, and employment benefits
such as health insurance and retirement
savings.

The“typical” caregiver in the United
States is a 46 year old woman who works
outside of the home.?® Changes in work
patterns resulting from caregiving
responsibilitiesin midlife can have
particularly serious consequences for
income, job security, and retirement
savings. Johnson and Lo Sasso (2006)
found that caregiving reduces paid work
hours for middle-aged women by about 41
percent.* Caregivers may experience
reduced Socia Security benefits due to
lower earnings, more limited access and
contributions to employer-sponsored
pensions and 401(k) plans due to working
part time, and more limited personal
savings dueto lesstimein the
workforce.”

A Metlife Mature Market Institute
“Juggling Act” study found that most
employed caregiversinitially
underestimate the time caregiving will
require. Subsequently, they often
experience sharp drops in income, totaling
huge losses in wages, Social Security
benefits, and pension benefits over time.?
Another study of the long-term effects of
caregiving on women’s economic well-
being found that caregiving for a parent
substantially increased women'’ s risks of
living in poverty and receiving public
assistance in later life.?’

While some caregivers in the workforce
report making no or limited adjustmentsin
their work life, the vast majority (92



percent) of those with the most intense
level of caregiving responsibility report
major changesin their working patterns:®

e 83 percent report arriving late/leaving
early, or taking time off during the

day.

e 41 percent report having to take a
leave of absence.

e 37 percent report going from working
full time to part time.

e 35 percent report giving up work
entirely.

e 15 percent report losing job benefits.

e 14 percent report turning down a
promotion.

e 12 percent report choosing early
retirement.

L ost productivity

The economic impact on U.S. businesses
from informal caregiving is also striking.
Almost one-fifth of workers (19 percent)
areinformal caregivers.?® Productivity
losses to U.S. businesses related to
informal caregiving have been estimated
to be as much as $33.6 billion in 2004 for
full-time employed caregivers. These costs
include those associated with replacing
employees, absenteeism, care crises,
workday interruptions, supervisory time,
unpaid leave, and reductions in hours from
full-time to part-time. The average cost to
employers per full-time employed
caregiver was $2,110. For caregivers with
intense caregiving responsibilities, the cost
rose to $2,441.%

The $33.6 billion estimate of productivity
losses related to informal caregiving is
substantial. It represents:

e Morethan half the estimated value of
all lost productive time and cost due to
common pain conditions, such as
arthritis, headache, back, and other
muscul oskeletal conditions (estimated
at $61.2 billion per year).*

e About three-fourths of the value of lost
productive work time among workers
with depression (estimated at $44
billion per year).*

As these examples attest, the “ order of
magnitude” of productivity losses due to
caregiving isworthy of much greater
attention by both the private and public
sectors. The American labor forceis
aging, and the nation is expected to face
labor shortagesin critical industries and
occupations in the coming years. Keeping
informal caregivers and other older
workers in the labor force longer will be
essential to the health of the economy.

Many European countries also are facing
the need to increase labor force
participation in arapidly aging population.
Increases in government spending for
formal servicesfor older persons and other
supports for caregivers have been found to
be a cost-effective way to increase
women’ s labor force participation ratesin
Europe.®

Health effects and associated costs

Caregiving can place caregivers own
health at risk, a problem that is beginning
to be recognized as an emerging public
health concern.® Caregivers report having
one or more chronic conditions at nearly
twice the rate of noncaregivers (45 percent



vs. 24 percent).® Spousal caregivers (age
66—96) who have a history of chronic
illness and who experience mental or
emotional stress have a 63 percent higher
mortality rate than noncaregivers.®

The more hours of care provided per
week, the greater the number of limitations
in ADLsor IADLs of the care recipient,
and the longer caregivers have been
providing care, the more likely caregivers
areto report fair or poor health status.®
Among caregiversin fair to poor health
who said that their health worsened as a
result of caregiving, 91 percent reported
suffering from depression, and 53 percent
said this downward health spiral also
negatively affected their ability to provide
care.®

The health effects of caregiving have other
major costs. Three of five adults age 19 to
64 with informal caregiving
responsibilities reported having medical
bill problems or medical debt, compared
with 39 percent of noncaregivers, and half
reported at |east one health care access
problem because of inability to pay,
significantly higher than their peers
without caregiving responsibilities.® In
addition, out-of-pocket health costs are
much higher for people who have a
relative with a disability.*

Effects on the long-term care and health
care systems

Informal caregiving has been shown to
help delay or prevent the use of nursing
home care, afinding of critical importance
to public policymakers at both federal and
state levels. For example, frequent help
from children with basic personal care
reduces the likelihood of nursing home use
among persons age 70 and older with
disabilities over atwo-year period by

about 60 percent.” Moreover, caregiver
stressis a strong predictor of nursing home
entry. Reducing key stresses on caregivers,
such as physical strain and financial
hardship, would reduce nursing home
entry.*

Caregivers provide many critical forms of
assistance not captured in research based
only on the help they provide with care
recipients personal care and other daily
activities. Two other important forms of
assistance are providing nursing care and
providing help in navigating the health
care system. Many care recipients have
chronic conditions requiring intermittent
hospitalizations, in which caregivers must
manage what have been described as
“rough crossings’ between home, hospital,
and other institutional settings.* In
addition to managing health insurance
complexities and serving as overall care
coordinators, many family caregivers also
must manage medications as well as
medical equipment in the home, including
oxygen equipment, catheters, and
intravenous infusion equipment.**

Caregiving by adult children has been
shown to reduce the likelihood that
beneficiaries will have Medicare
expenditures for skilled nursing home care
and home health care.”® Moreover, recent
health care trends may be placing
increasingly complex responsibilities on
informal caregivers. For example, the
trend toward shorter hospital stays for
Medicare patients continues. The average
length of stay of Medicare inpatients has
fallen from 11.7 daysin 1973 to 7.3 days
in 1994 to 5.5 daysin 2004.%° Most of
these patients are released to their homes,
where careistypically provided by
spouses or other informal caregivers.
While most Medicare beneficiaries
discharged from the hospital have at least



limited access to home health care, a
significant decline occurred between 2001
and 2004 in the proportion of discharge
planners who reported being able to place
all of the beneficiaries who needed home
health care.*’ In addition, the trend toward
fewer Medicare home health visits per
user continues, falling from an average of
731in 1996 to 37 in 2000 to 27 in 2005.%

Informal services and formal services

The data presented in thisissue brief
illustrate the magnitude of the economic
impact of informal caregiving, both on the
caregivers themselves and on the U.S.
economy. By any measure, even the most
conservative, the impact is huge. Without
families' contributions, both state and
federal health and long-term care budgets
would be overwhelmed by the need for
services. In addition, the nation ssmply
does not have a sufficient supply of direct
care workersto replace informal
caregivers.*® Family and other informal
caregivers are literally “irreplaceable’
because their help springs from feelings of
love and duty based on intimate personal
relationships. However, both caregivers
and care recipients often benefit when
formal services are availableto
supplement the assistance of family
caregivers and to relieve caregiver stress.
Such services can also help to keep family
caregiversin the workforce longer and
help to delay or prevent nursing home use.

Some observers fear that unpaid family
caregiverswill not “stay on the job” in the
future. However, in the United States, a
higher proportion of older persons with
disabilities receiving care in the
community were relying solely on
informal caregiversin 1999 than in 1994
(66 percent vs. 57 percent). An additional
26 percent were relying on amix of

informal and formal care, while only 9
percent received just formal care.®
Similarly, in 2002, among frail older
persons receiving community care, more
than three out of four relied exclusively on
unpaid informal caregivers. Only 17
percent were relying on amix of informal
and formal care and 6.5 percent received
just formal care.>

Insurance coverage, both public and
private, to help pay for formal services for
persons with disabilities can supplement
and complement the help provided by
family caregivers, who then may be able
to continue to work. For example, areport
for the Department of Health and Human
Services found that informal caregivers of
persons with disabilities receiving paid in-
home services under private long-term
care insurance policies were about four
times more likely to be employed than
those caring for non-privately insured
elders with disabilities—35 percent
compared to 9 percent. At the same time,
the report concluded that “the presence of
insurance-financed formal care does not
significantly reduce the magnitude of
caregiver effort.” >

Conclusions

For both economic and ethical reasons, it
Is essential to prevent family caregivers
from being overwhelmed by the demands
placed upon them. The cost of funding
more services and supports for caregivers
is minute compared to the value of their
contributions. The following policy
recommendations could all be
implemented at small fractions of the
value of unpaid caregivers services:

e Implement “family-friendly”
workplace policies that include
flextime and telecommuting, referral to



supportive services, and caregiver
support programs in the workplace.
Although more large employers have
been offering “eldercare” programs to
help employees with caregiving
responsibilities, these are still among
the least offered work/life benefits.>

Preserve and expand the protections of
the Family and Medical Leave Act,
which allows individuals who work for
employers with 50 or more employees
to take up to 12 weeks of unpaid leave
to care for themselves, a child, spouse,
or parent in the case of seriousillness.

Expand funding for the National
Family Caregiver Program. The total
budget for NFCSP funding, including
the funding for Native American
Caregiver Support, is $162.4 million
for FY 2007. This represents
approximately one twentieth of 1
percent of the economic value of
caregivers contributions.

Provide adequate funding for the
recently enacted Lifespan Respite Care
Act. The amount authorized for FY
2008 is $40 million. This represents
about one hundredth of 1 percent of
the economic value of caregivers
contributions.

Provide atax credit for caregiving. A
$3,000 tax credit, the amount that
would be provided as part of several
federal legidative proposals, would
help to offset some of the direct
expenses of eligible caregivers.>
Many of these caregivers would till
bear high costs associated with
caregiving, including lost wages and
employment benefits, lower retirement
benefits, poorer health status, and
higher medical expenses of their own.

e Permit payment of family caregivers
through consumer-directed modelsin
publicly funded programs, such as
Medicaid home and community-based
services waivers. Such models allow
consumers and their families to choose
and direct the types of services that
best meet their needs. Waiver
programs provide the flexibility to
offer services not provided under the
traditional Medicaid program, such as
respite and caregiver education and
training.>

e Assessfamily caregivers own needs,
such as through publicly funded home-
and community-based service
programs, and refer them to supportive
services.

The bottom line: Adequate funding for
family caregiver support will provide an
excellent return on investment. Providing
better supports for family caregiversis
essential to the well-being of our health
care system, our long-term care system,
and our economy.
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Technical Notes: Estimates of the number of caregivers and hours of care

We searched for recent studies based on nationally representative surveys that included
estimates of the number of caregivers and/or the number of hours of care. We identified five
publications from 2004 to 2006, which are based on different data sources and use different
definitions of caregiving, shown below in table 2. These publications provide estimates of the
number of caregivers and the hours of care that they provide.

Table 2: Recent Studies Giving Estimates of Caregiving Prevalence and/or Hours
Publication Source Data & Year Caregiver Definition

Estimated Prevalence and Economic | Estimates for 2004, updated SIPP: Carerecipient 15+, with
Value of Family Caregiving, by State | from 1986 Survey of Income health condition, caregiver 15+,

(2004), Peter S. Arno, National and Program Participation within last month; NSFH: Care
Family Caregivers Association & (SIPP) and 198788 National | recipient 18+, caregiver 18+, with
Family Caregiver Alliance, 2006 Survey of Families and long-term illness or disability,
Households (NSFH) within last month
Many Older Americas Engage in 2002 Health and Retirement Care recipient any age, caregiver
Caregiving Activities, Richard W. Study (HRS) 55+, within last month (for care of
Johnson & Simone G. Schaner, spouse) or last 2 years (for care of
Urban Institute, 2005 parents/in-laws)*
A Profile of Frail Older Americans 2002 Health and Retirement Carerecipient 65+, ADL or IADL
and Their Caregivers, Richard W. Study (HRS) dependency, caregiver 18+, within
Johnson & Joshua M. Wiener, Urban last month

Ingtitute, 2006
Caregiving: A National Profile and 2000 Behavioral Risk Factor Care recipient 60+, with long-term

Assessment of Caregiver Services Surveillance System (BFRSS) | illness or disability, caregiver 18+,
and Needs, Sarah L. McKuneet al., within last month

Rosalynn Carter Ingtitute, 2006

Caregiving in the U.S., National Survey designed for the Carerecipient 18+, ADL or IADL
Alliance for Caregiving & AARP, publication, 2003 dependency, caregiver 18+, within
2004 last year

* Johnson and Schaner also include persons age 55 or older who are providing child or grandchild care, but as
these are mostly likely to be minor children without special needs, we look only at spousal and parent/in-law
careinthisanalysis.

How many caregivers are there?

Because of the differing definitions of caregiving in each survey instrument and the various
dates of the surveys, the number of caregiversis not directly comparable between sources.
However, using Census population estimates™ and data from the Caregiving in the U.S. and
AARP Beyond 50.03 surveys,>’ we can adjust these estimates to a common year and
definition.>® When data from these sources are projected forward to November 2006 and
adjusted to give the total number of caregivers 18 or older who are providing care within the
last month to persons 18 or older who have alimitation in an ADL or IADL, we estimate that
there are between 30 and 38 million caregivers. Table 3 below shows the number of
caregivers from recent studies using source definitions, as well as the adjusted estimates
when projected forward to November 2006 using both the source definition and the common
definition. Where sources gave only the total number of caregivers or the percentage of the
target population, Census Bureau population estimates were used to fill in the blanks.




Table 3. Estimates of the Number of Caregivers

Source (year data # Caregivers and % of Projected # Estimated # of

were collected) target population* caregivers, caregivers, Nov 2006
(reported by source) Nov 2006** | common definition***

Caregiving in the U.S. 44.4 million 48 million 31 million

(2003) (21%)

Arno (2004 based on 27 million 28 million 26 million

1986 SIPP) (12%)

Arno (2004 based on 30.7 million 32 million 33 million

1987-88 NSFH) (14%)

Low estimate (avg of Caregiving in the U.S. and Arno) 30 million

Johnson & Schaner 12 million**** 13 million 39 million

(2002) (19.2%)

McKune et a. (2000) 33 million 35 million 37 million

(15.6%)
High estimate (avg of Johnson & Schaner and McKune et al.) 38 million

* The target population is the population that is“eligible” to be a caregiver using the source definition. For
example, if the source definition of caregiversincluded “caregiver age 20+” then the target population would be

Americans age 20 or older.

** AARP Public Policy Institute estimate, the source estimate adjusted only for population growth between the
source data year and November 2006, and not adjusted for caregiver definition. See note 58 for methodol ogy.
*** AARP Public Policy Institute estimate, adjusted for population growth between the source data year and
November 2006 and to a common definition: caregivers 18 or older who are providing care within the last
month to persons 18 or older who have alimitation in an ADL or IADL. See note 58 for methodology.

**** There was assumed to be no overlap between people providing care to a spouse and people providing care
to aparent or in-law. The existence of overlap would reduce this number somewhat.

How many hours of care do
caregivers provide?

In addition to estimating the
total number of caregivers,
several sources also estimate
the average numbers of hours
of care per week, or per year,
that informal caregivers
provided. Despite drawing
estimates from different
source data and different
definitions of caregiving, the
reports show aremarkable
convergence on a consensus
estimate of about 21 hours of
care per week, or about
1,080 hours per year. See
table 4.

Table 4: Estimates of Weekly and Annual Care Hours

Source (data year) Weekly Annual
CareHours | Care Hours

Caregiving in the U.S.

(2003) 21 1,092
Arno (2004) 20.6* 1,071*
Johnson & Schaner (2002) 16.6** 860**
Johnson & Wiener (2002) 25 1,300
2002 HRS average* ** 20.8 1,080
Consensus estimate 21 1,080

*Arno’ s reported estimate of care hoursis an average of four
sources from the 1990s, which individually range from 18 to 24

hours of care per week.

** AARP Public Policy Institute calculations based on datain
Johnson & Schaner; hours estimate is for spousa and parent/in-law

careonly.

*** Average of Johnson & Schaner and Johnson & Weiner, which
look at two subpopulations of caregivers using the same data

source.
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