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In 2009, about 42.1 million family caregivers in the United States provided care
to an adult with limitations in daily activities at any given point in time, and about
61.6 million provided care at some time during the year. The estimated economic
value of their unpaid contributions was approximately $450 billion in 2009, up

from an estimated $375 billion in 2007.

Introduction

Family support is a key driver in
remaining in one’s home and in the
community, but it comes at substantial
costs to the caregivers themselves, to
their families, and to society. If family
caregivers were no longer available, the
economic cost to the U.S. health care
and long-term services and supports
(LTSS) systems would increase
astronomically.

This report, part of the Valuing the
Invaluable series on the economic value
of family caregiving, updates national
and individual state estimates of the
economic value of family care using the
most current available data.

It finds that in 2009, about 42.1 million
family caregivers in the United States
provided care to an adult with limitations
in daily activities at any given point in
time, and about 61.6 million provided
care at some time during the year. The
estimated economic value of their
unpaid contributions was approximately
$450 billion in 2009, up from an
estimated $375 billion in 2007.

AARP

This report also explains the
contributions of caregivers, details the
costs and consequences of providing
family care, and provides policy
recommendations to better support
caregiving families.

Karen’s story (see page 2) is all too
familiar to the approximately one in four
U.S. adults who experience the everyday
realities of caring for an adult family
member, partner, or friend with chronic
conditions or disabilities.

Family members often undertake
caregiving willingly, and many find

it a source of deep satisfaction and
meaning. That said, caregiving in today’s
economic climate and fragmented
systems of health care and LTSS can
have a significant impact on the family'
members who provide care.

The “average” U.S. caregiver is a
49-year-old woman who works outside
the home and spends nearly 20 hours per
week providing unpaid care to her mother
for nearly five years. Almost two-thirds of
family caregivers are female (65 percent).
More than eight in ten are caring for a
relative or friend age 50 or older.
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One Caregiver’s Story

Over the last three months, Karen has become increasingly anxious and depressed.

She never imagined that the events of the past four years would lead to this amount of
stress. Her 83-year-old mother, with hypertension, Alzheimer’s disease, and rheumatoid
arthritis, moved in, after a hospital stay related to complications from an enlarged
bladder.

As a single mom with one son in college, Karen’s life is now consumed with the role of
care coordinator and service provider. In addition to working a demanding full-time job
as a legal secretary, her days are filled with coordinating multiple health care providers,
arranging transportation and home-delivered meals, managing multiple, complex
medications and other health-related tasks, handling challenging behavior issues, and
much more.

Although her mother attends adult day services three times a week, her cousin comes
in during the other weekdays, and a home health aide or her son helps on weekends,
she is finding it difficult to balance everything and is exhausted at night. She can’t even
remember the last time she visited with her friends or spent time gardening. Karen’s
job has some flexibility, but she has used up her vacation leave and now finds herself
having to take time off without pay. That leads to even more stress because it is her
salary that helps pay for her son’s college tuition and keeps things afloat.

Through all of the visits with her mother to multiple health care providers, the arranging
and patching together of services and supports while she is at work, and during and
after several of her mother’s hospital stays, there was always an expectation, from
others as well as herself, that she would be able to handle the situation, whatever it was,
just fine.

Although she had been experiencing a bad cough for the past few weeks, she did not
feel she had the time to have it checked. She was just too busy. Several days later she
became extremely ill and collapsed at work. Her initial thought was, “I am just tired.”
She was hospitalized for pneumonia. It was not until her own health scare that anyone
asked her what she, Karen, needed—not just to help care for her mother or her son, but

also to care for herself.

This report underscores the magnitude
of these unpaid contributions to society.
It highlights why family care matters to
older people and adults with disabilities
and to the nation’s health care and LTSS
systems. In addition, it describes what
caregivers do, summarizes research
about the impact of family care on
caregivers themselves, and illustrates
how family caregiving helps to improve
quality of care and reduce the use of
nursing home and inpatient hospital care.
Finally, it shines a light on the increasing
importance of family caregiving on the
public policy agenda and recommends

ways to better support caregiving
families through public policies and
private sector initiatives.

Updating the National Estimated
Economic Value of Caregiving

This report estimates the economic value
of family caregiving at $450 billion in
2009 based on 42.1 million caregivers
age 18 or older providing an average

of 18.4 hours of care per week to care
recipients age 18 or older, at an average
value of $11.16 per hour.
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The estimates do not include caregivers
or care recipients under age 18; nor do
they include caregivers who provide
assistance to adults who have chronic
health conditions or disabilities but do
not provide assistance with any activities
of daily living (ADLSs) (such as bathing
or dressing) or instrumental activities of
daily living (IADLs) (such as managing
medications or finances).

The estimate of 42.1 million represents
the number of caregivers providing
care at any given point in time. Since
some episodes of caregiving begin or
end during the year, the total number of
individuals providing care during the
year is significantly higher, estimated at
61.6 million.

For a detailed discussion of data
sources, methodology, and estimates, see
appendix A, page 23. For information on
the number of caregivers and economic
value at the state level, and the ratio

of the economic value of caregiving

to Medicaid spending by state, see
appendix B, page 26.

How Much Is $450 billion?

Some benchmarks can help to put this
figure in more meaningful context. The
estimated $450 billion is—

®  More than total Medicaid spending
in 2009, including both federal and
state contributions for both health
care and LTSS ($361 billion)?

®  Nearly four times Medicaid LTSS
spending in 2009 ($119 billion)*

®  More than twice total paid
LTSS, regardless of payer source
($203 billion in 2009)°

®  As much as the total sales of the
world’s largest companies, including
Wal-Mart ($408 billion in 2009, the
most of any company) and the three
largest publicly held auto companies

combined (Toyota, Ford, Daimler:
total $439 billion)®

" Approaching total expenditures for
the Medicare program ($509 billion
in 2009)’

" Almost $1,500 for every person in
the United States (307 million people
as of July 1, 2009)?

" About 3.2 percent of the U.S. gross

domestic product ($14.1 trillion in
2009)°

®  Almost as much as the gross
domestic product of Belgium, the
20th largest economy in the world
($471 billion in 2009)™

Previous Estimates of the
Economic Value of Family
Caregiving

The estimate of $450 billion in economic
value is consistent with prior studies,
spanning more than a decade, all of
which have found that the value of unpaid
family care vastly exceeds the value

of paid home care. Previous reports in
the Valuing the Invaluable series have
estimated the value at $350 billion in
2006 and $375 billion in 2007." Earlier
estimates have shown steady growth in
the economic value of family care from
about $200 billion in 1996."

Of the $75 billion increase in estimated
economic value between 2007 and
2009, 57 percent or about $43 billion
was due to an increase in the number
of family caregivers and hours of care
(a 23 percent increase in the number

of caregivers, and a 9 percent increase
in the number of hours of care), and

43 percent or about $33 billion was due
to an increase in the estimated economic
value per hour from $10.10 in 2007 to
$11.16 in 2009.

Recently, the Deloitte Center for Health
Solutions and the Deloitte Center for
Financial Services estimated the value of
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unpaid “supervisory care” at $199 billion
in 2009." This construct is a narrower
definition of family caregiving, and is
not necessarily inconsistent with our
broader estimate of $450 billion for the
same year.'

Why Family Care Matters

Historically, everyday caring for ill
family members was undertaken as

an expected role by women within the
privacy of the extended family and in a
given community. As a consequence, it
was largely ignored and rarely viewed
as a public issue.'® Such family care
was typically short term, because most
people did not survive to old age: They
died from acute, rather than the chronic
conditions of today, until the advent of
antibiotics in the twentieth century.'¢
The average lifespan in 1900 was just
47 years. Today, average U.S. life
expectancy is 78 years, and by 2020 will
be nearly 80 years.!’

Today, families remain the most
important source of support to older
adults. Many individuals who provide
assistance and support to a loved one
with chronic illness or disability do not
identify themselves as “caregivers” but
rather describe what they do in terms of
their relationship with the other person:
as a husband, wife, partner, daughter,
daughter-in-law, son, grandson, niece, or
close friend, for example. An estimated
83 percent of Americans say they would
feel very obligated to provide assistance
to their parent in a time of need.'®

Those who take on this unpaid role risk
the stress, physical strain, competing
demands, and financial hardship of
caregiving, and thus are vulnerable
themselves. Family caregiving is now
viewed as an important public health
concern."

Individuals with complex chronic health
conditions and functional limitations rely

on their families for personal assistance
and for coordination of care over
extended periods of time. They are more
likely to see multiple health professionals,
receive services in multiple settings,

and experience numerous transitions
between care settings, as well as to need
supportive services to help with ADLs,
transportation needs, and other social
supports.?’ In 2006, health care costs

for people with both chronic conditions
and functional limitations were at least
three times higher than for people with
only chronic conditions ($11,284 versus
$3,641).*

Individuals and their families generally
view chronic illness and disability from
the perspective of the “whole person,”
not as separate, discrete services or
treatments. Consequently, family
caregivers frequently experience the
enormous fragmentation of both health
care and LTSS systems that are not set
up to meet their needs or those of the
people for whom they care.?> However,
shortages of direct care workers, such as
home health aides, or inability to pay for
adequate services can leave many family
caregivers with no alternative but to
provide care themselves.

What Caregivers Do:
The New Normal

Family caregivers serve numerous roles:

®  Providing companionship and
emotional support

®  Helping with household tasks, such
as preparing meals

®  Handling bills and dealing with
insurance claims

®  Carrying out personal care, such as
bathing and dressing

®  Being responsible for nursing
procedures in the home
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Today’s family caregivers
monitor chronic and
sometimes acute medical
conditions as well as
provide LTSS at home.

®  Administering and managing
multiple medications, including
injections

® Identifying, arranging, and
coordinating services and supports

® Hiring and supervising direct care
workers

" Arranging for or providing
transportation to medical
appointments and community
services

®  Communicating with health
professionals

®  Serving as “advocate” for their loved
one during medical appointments or
hospitalizations

®  Implementing care plans

® Playing a key role of “care
coordinator” during transitions,
especially from hospital to home?*

Assisting with transportation needs

is a major part of family caregiving.
Nearly four in ten (39 percent) Medicare
beneficiaries report being accompanied
to routine medical visits, typically by
spouses or adult children.?* A recent
analysis found that family and friends
provide 1.4 billion trips per year for
older relatives (age 70+) who do not
drive. Adult children provide 33 percent
of these trips.?

The impact of shorter hospital stays,
limited hospital discharge planning,
and the spread of home-based medical
technologies is reflected in the
complex and physically demanding
nursing tasks that family caregivers

are increasingly carrying out in the
home. They often have little training

or preparation for performing these
tasks, which include bandaging and
wound care, tube feedings, managing
catheters, giving injections, or operating
medical equipment.”® Estimates of the
proportion of family caregivers handling
these health-related tasks in the home
range from 23 percent to more than

53 percent.”’

The Costs of Family Caregiving

From the earliest research, family
caregivers were portrayed as the
“hidden patients” who needed support
and care themselves to address the
negative impact their relative’s illness or
disability was having on them.?®

A key theme to emerge from systematic
reviews of family caregiving studies
over the past 30 years is that family
care can have negative effects on the
caregivers’ own financial situation,
retirement security, physical and
emotional health, social networks,
careers, and ability to keep their loved
one at home. The impact is particularly
severe for caregivers of individuals who
have complex chronic health conditions
and both functional and cognitive
impairments.

Financial Toll and Direct Out-of-
Pocket Costs

The economic downturn has affected
most American families, including those
who are caregiving. In 2009, more than
one in four (27 percent) caregivers

of adults reported a moderate to high
degree of financial hardship as a result
of caregiving.” Another study found
that one in four (24 percent) caregivers
said they had cut back on care-related
spending because of the economic
downturn.*® One recent online survey
found that six out of ten (60 percent)
caregivers surveyed were concerned
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about the impact of providing care on
their personal savings, and more than
half (51 percent) said that the economic
downturn had increased their stress
about being able to care for their relative
or close friend.*!

Many family caregivers make direct
out-of-pocket expenditures to help
support a family member or friend with
a disability or chronic care needs. In one
national survey of women, about one in
five (21 percent) report that caregiving
strains their household finances.*> A
recent online survey found that more
than four in ten (42 percent) caregivers
spend more than $5,000 a year on
caregiving expenses.*?

Another survey taken before the economic
downturn also found that out-of pocket
spending was high for family caregivers,
especially those with low incomes

and those providing care at a distance.
Caregivers to persons age 50 and older
reported spending an average of more
than 10 percent of their annual income

on caregiving expenses, Or an average

of $5,531 out-of-pocket in 2007. Long-
distance caregivers had the highest
average annual expenses ($8,728).

Those with the lowest incomes (less

than $25,000 a year) reported spending
more than 20 percent of their annual
income on caregiving expenses. To pay
for caregiving expenses, one in three

(34 percent) caregivers surveyed said they
used their savings, and nearly one in four
(23 percent) cut back on spending for their
own preventative health or dental care.

To manage the out-of-pocket caregiving
expenses, nearly four in ten (38 percent)
said they reduced or stopped saving for
their own future, potentially putting their
own financial security at risk. **

Impact of Caregiving on Work

The great majority (74 percent) of
family caregivers have worked at a
paying job at some point during their
caregiving experience, and more than

half (58 percent) are currently employed
either full-time or part-time, balancing
work with their caregiving role.*® When
it becomes stressful to juggle caregiving
activities with work and other family
responsibilities, or if work requirements
come into conflict with caregiving
tasks, some employed caregivers make
changes in their work life.

Nearly seven in ten (69 percent)
caregivers report making work
accommodations because of caregiving.
These adjustments include arriving
late/leaving early or taking time off,
cutting back on work hours, changing
jobs, or stopping work entirely. Family
caregivers with the most intense level of
caregiving (those who provide 21+ hours
of care each week), those with a high
burden of care, or those who live with
their care recipient are especially likely
to report having to make workplace
accommodations.*

Lost Wages and Retirement

Family caregivers can face financial
hardships if they must leave the labor
force owing to caregiving demands. Not
only may they lose foregone earnings
and Social Security benefits, but they
also can lose job security and career
mobility, and employment benefits
such as health insurance and retirement
savings. There is evidence that midlife
working women who begin caring for
aging parents reduce paid work hours?’
or leave the workplace entirely.*®

A recent analysis estimates that the
lifetime income-related losses sustained
by family caregivers age 50 and over
who leave the workforce to care for a
parent are about $115,900 in wages,
$137,980 in Social Security benefits,
and conservatively $50,000 in pension
benefits. These estimates range from a
total of $283,716 for men to $324,044
for women, or $303,880 on average,

in lost income and benefits over a
caregiver’s lifetime.* Evidence suggests
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that assuming the role of caregiver for
aging parents in midlife not only has

a greater economic impact on female
caregivers’ retirement years*’ but also
may substantially increase women’s
risks of living in poverty and receiving
public assistance in old age.*!

During the recent economic downturn,
caregivers faced conflicting pressures
and economic consequences. One

study found that employed caregivers
were either less willing to take time off
from work to provide care (50 percent)
or were faced with having to work

more hours or get an additional job

(33 percent) to cover caregiving costs.
More than four in ten (43 percent)
employed caregivers have had their work
hours or pay cut since the economic
downturn.*? An online survey found that
one-third of employed caregivers said
that the recession caused them to quit
their job, retire early, reduce work hours,
or take a leave of absence.*

Lost Productivity and Higher Health
Care Costs

Caregiving has economic consequences
not only for the caregiver but also

for employers, especially in lost
productivity and higher health care
costs. About 42 percent of U.S. workers
have provided elder care in the past five
years, and nearly one in five (17 percent)
is estimated to currently be providing
care and assistance for older relatives or
friends. Just under half (49 percent) of
the workforce expects to be providing
elder care for a family member or friend
in the coming five years.*

It has been estimated that U.S.
businesses lose up to $33.6 billion per
year in lost productivity from full-time
caregiving employees. These costs
include those associated with replacing
employees, absenteeism, workday
distractions, supervisory time, and
reductions in hours from full-time to
part-time. The average annual cost

to employers per full-time employed
caregiver is $2,110.%

Recent research shows a link between
employed family caregivers of older
relatives and their health care costs.

In this study, employers were found

to be paying about 8 percent more

for the health care of employees with
eldercare responsibilities compared to
noncaregiving employees, potentially
costing U.S. businesses an additional
estimated $13.4 billion per year. Both
younger employees (age 18 to 39) and
older employees (age 50+) providing
care for an older relative were more
likely to report fair or poor health in
general, and they were significantly
more likely to report depression,
diabetes, hypertension, or pulmonary
disease than noncaregivers of the same
age. This finding suggests that the
challenge of eldercare responsibilities in
the workplace is an important factor in
the health care costs of businesses.*®

Impact on Physical and
Emotional Health

The work of caregiving has a
substantial impact on health and
well-being. An extensive body of
research finds that providing care to a
chronically ill family member or close
friend can have profound negative
effects on the caregiver’s own physical
and psychological health, increase
social isolation, and adversely impact
quality of life and well-being.*” More
than two out of three (69 percent)
family caregivers responding to an
online survey said that caring for

a loved one was their number one
source of stress, ahead of the economic
downturn and other family health
problems.*

Caregivers commonly experience
emotional strain and mental health
problems, especially depression. A
review of studies suggests that between
40 and 70 percent of family caregivers
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of older adults have clinically significant
symptoms of depression, with about one-
fourth to one-half of these caregivers
meeting the diagnostic criteria for major
depression.”

Research has shown that caregivers
have poorer physical health than
noncaregivers, with an estimated 17

to 35 percent of family caregivers
perceiving their health as fair to poor.™
Family caregivers face chronic health
problems of their own and health risks,
such as heart disease,’ hypertension,>
stroke, ** poorer immune function,**
slower wound healing,* impaired self-
care,* sleep problems and fatigue,”’
increased use of psychotropic drugs,*®
and even death among highly stressed
spouse caregivers.*’

Caring for a spouse with a dementing
illness like Alzheimer’s disease is
particularly stressful and is associated
with depression, physical health
problems, sleep problems, social
isolation, mortality, and a greater risk of
the caregiver’s developing dementia.®
Caregivers of people with dementia
were more likely to have an emergency
department visit or hospitalization

in the previous six months if they

were depressed or were taking care of
individuals with heavy care needs.®!

Because family caregivers often do not
have free time for themselves or to be
with others, they frequently experience
social isolation from a loss of social
contacts®? or from the difficulties in
trying to identify and navigate practical
community services to help them in their
caregiving.> More than half (52 percent)
of family caregivers say that their
caregiving responsibilities take them
away from friends or family members.
Caregivers who experience social
isolation also experience high levels of
caregiver stress.®

Importance of Caregiving to
the Health Care and Long-Term
Services and Supports Systems

Family caregivers are an essential part
of the workforce to maintain the health
care and LTSS systems for the growing
numbers of people with complex chronic
care needs. Family caregiving has been
shown to help delay or prevent the use
of nursing home care.® There is also
growing recognition of the value of
family members to the delivery of health
care, and the ways families influence
health care decisions, treatment, and
outcomes.%

The vast majority of older
adults with disabilities
living in the community
receive family care.

Two out of three (66 percent) older
people with disabilities who receive
LTSS at home get all their care
exclusively from their family caregivers,
mostly wives and adult daughters.
Another quarter (26 percent) receives
some combination of family care and
paid help; only 9 percent receive paid
help alone.*’

A recent analysis of 20-year trends in
family caregiving and LTSS found that
until the mid-1990s, family care was
being augmented by some paid help,
but that trend has reversed, and “more
family caregivers today are left to
carry the load alone.”®® Most recently,
the increasing reliance on families to
provide care may be exacerbated by
the economic downturn, as some older
adults may no longer afford paid help in
the home.

Evidence suggests that more family

caregivers are assisting older family
members or friends with higher rates
of disability than in the past, and are
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more likely to be providing hands-on
and often physically demanding and
intimate personal help with activities
such as bathing or using the toilet.®
Because high levels of caregiver

stress are a strong predictor of nursing
home entry, reducing major stresses
on family caregivers, such as physical
strain, frequent sleep disturbances, and
financial hardship, would reduce the rate
of nursing home admission.”

Families are the main pipeline for
managing continuity of care for their
loved ones, and they are viewed as the
“continuity connectors” in their role as
the “eyes and ears” for communication
and coordination with a range of health
professionals and community service
providers.”!

One study found that the proportion of
older adults experiencing continuity

of care between doctors’ offices and
admission to hospitals decreased
substantially between 1996 and 2006. By
2006, only four in ten (40 percent) older
adults received care from any physician
they had seen at least once in a doctor’s
office in the prior year.”” The presence
of family members during physician
visits has been shown to facilitate
communication and increase patient
satisfaction.”

Health care trends—including medical
advances, shorter hospital stays, limited
discharge planning and transitional care,
fewer Medicare home health visits, and
expansion of home care technology—are
placing increasingly complex and costly
responsibilities for the care of frail older
people and persons with disabilities on
family caregivers.

Studies have shown that caregiver
burden or depression is associated
with problematic discharges,’* while
the absence of a family caregiver has
been linked to hospital readmissions.”
Problematic discharges and the risk of
rehospitalizations can occur when the

The unpaid contributions
of family caregivers fill
big gaps in health care
and LTSS.

family caregiver feels unprepared to
bring a loved one home after discharge
from a hospital. Often, this is due

to an absence of care coordination,
poor communication from health care
providers, and a lack of follow-up
care and supportive services. Family
members are now asked to assume a
health management role in the home
with little preparation, suggesting that
the “medical or health home” is, in
reality, the home of the person with
chronic care needs.

Increased demands and budget cuts
for home and community-based
services place more responsibilities
and economic burdens on families.

In fiscal year (FY) 2010, more than half
of the states reported increased demands
for home and community-based services
(HCBS), such as home-delivered meals
and transportation, that help older people
and their family caregivers live in their
homes and communities. Services
specifically for caregivers, including
respite care, a strategy designed to give
families a break from providing constant
care, also were in greater demand.’®
Since the economic downturn began in
late 2007, local Area Agencies on Aging
(AAAs) have received a 67 percent
increase in requests for caregiver support
services.”” In one survey, more than

one in three (36 percent) caregivers
reported that government agencies and
nonprofit organizations are now less able
to provide services to their relative or
friend because of budget cuts.”™

The national economy remains a
prolonged concern not only for state and
local agencies that administer HCBS,
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but also for America’s families—

those who receive care and those who
provide the care. In FY 2010, 31 states
cut non-Medicaid aging and disability
services programs, and an estimated 28
states were expecting to reduce HCBS
programs in FY 2011, directly impacting
the availability of vital community
services and supports to unpaid family
caregivers.”

Trends suggest future reliance on
fewer family caregivers.

The convergence of several trends
raises concerns about greater strain
placed on already overburdened families
in the future. Americans are living
longer today than in the past with
multiple, chronic health conditions and
greater rates of disability in old age,
including those at the highest levels of
disability. Increasingly, they are living
in the community, not in institutions.*
Disability levels of older adults living in
the community continue to increase, as
does the age of their family caregivers.®'

Changes in family structure, such as
delayed marriage and childbirth, high
rates of divorce, and smaller family size,
mean that the burden of care will fall on
fewer people in a family. There also are
increasing numbers of childless women.
Nearly 20 percent of older women do
not have children today, compared to
just 10 percent in the 1970s.%* Women’s
increased participation in the workplace,
growing from 33 percent of the labor
force in 1960 to 47 percent in 2009,
more widely dispersed families and
greater long-distance caregiving, and the
shortage of direct care workers to help
families provide hands-on care in the
home may also reduce the availability of

caregivers for the growing numbers of
older people in the future.®

The shift in public policy toward more
HCBS and away from nursing home
care—which is what most individuals
with chronic conditions and disabilities
want—paradoxically also contributes

to an increasing reliance on potentially
fewer family and friends with competing
demands to provide care at home.
Without families’ unpaid contributions,
the health and LTSS systems would be
overwhelmed by the increasing need for
supportive services.?

Supporting Family Caregivers:
Emerging Practice and Research

The movement toward person-
and family-centered care calls for
identifying and addressing family
needs, and integrating family
caregivers as partners in care.

Person-centered care is an approach to
health care and LTSS that addresses the
individual’s needs, goals, values, and
preferences. It includes the person as

an integral part of the care team, and
evaluates the care and services being
delivered through the eyes of the person
receiving that care. This approach also
recognizes, respects, and involves

the person’s family caregivers, as
appropriate, in the planning and delivery
of health care and LTSS.

As the consumer movement toward
“person” (or “patient” in medical terms)
and family-centered care has developed,
the need to address the individual and
family experience of care has gained
attention in recent years. %° Because

years and older.

We can expect to see more adult children in their 60s or 70s
with chronic conditions of their own, caring for a parent age 90

10
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serious illness and chronic disability
affect the individual as well as the
family, including both the person in need
of care and the family caregiver as full
partners in care and decision making,
and improving their care experience, are
viewed as important measures of person-
centered care.

The needs of family caregivers as part
of the older adult’s care plan are rarely
recognized and addressed in general
clinical practice in health care, or in
publicly funded HCBS programs to
provide LTSS. Yet ignoring family
needs can place caregivers at risk for
negative health consequences that can
jeopardize their ability to provide care
in the home. Interventions that include
an explicit focus on assessing the needs,
strengths, values, and preferences of
family caregivers are important. Such
interventions can be designed to reduce
burdens and health risks that can impede
a caregiver’s ability to provide care,
prevent unnecessary hospitalizations,
and prevent or delay institutional care.
Strategies to strengthen and sustain
caregiving families will enable them to
continue as caregivers, and will reduce
costs.

It is now established that both the
person with chronic illness or disability
and the family caregiver need to be
better integrated, along with direct care
workers, into the health care and LTSS
teams.*” In a person- and family-centered
care system, family caregivers are no
longer viewed as just a “resource” for
their loved one; rather, they are partners
on the care team, and also recognized as
individuals who may themselves need
training and support.

Interventions that focus on the needs and
preferences of family caregivers during
care transitions show positive results,
including reduced hospital readmissions,
better patient outcomes in functional
status, and improved quality of life.®
Involving family caregivers in discharge

1"

planning during transitions from hospital
to home may not only improve quality
of care but may also help to prevent
hospital readmissions among Medicare
beneficiaries.®

New models of cultural competency
embrace person- and family-centered
care.

The concept of cultural competency has
received heightened attention in recent
years because of the forecasted need for
more service providers to care for an
increasingly diverse aging population
and support their family caregivers.
New models of care that use principles
of cultural competency suggest
acknowledging race and ethnicity, sexual
orientation, and regional variations in
culture across the country. Another key
principle embraces person- and family-
centered care, focusing on the older
adult’s concept of home, interactions
with family members, the concept

of team-based care and enhanced
communication skills, and the awareness
of his or her own culture.*

Consumer-directed services at home
are an important service and funding
option for families.

Consumer-directed services (also known
as “participant-directed” and “self-
directed”) have emerged as an important,
flexible, and cost-effective model in
Medicaid and state-funded HCBS. This
model offers older people and adults
with disabilities more control over their
LTSS in the home by allowing them to
manage a personal care budget; hire their
own workers, including their family and
friends, to provide personal assistance;
and purchase other needed goods and
services, such as transportation.”!

A national evaluation of this service
delivery approach found significantly
higher consumer and family satisfaction,
less physical strain experienced by
family caregivers, and higher quality of
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care as compared to those who used the
traditional model of receiving home care
through agencies.”? Promising research
suggests that new consumer-directed
options that permit nurses to delegate
health maintenance tasks to direct

care workers in the home under their
supervision can reduce family caregiver
stress and improve well-being.”

Some evidence-based caregiver
interventions show promise.

The unpaid contributions of family
caregivers to the person being cared for
and to society are huge. Yet the health
risks and financial hardships that may
accompany the caregiving role are
substantial and well documented. Thus,
there is strong interest in improving family
caregivers’ experiences and outcomes,
which may include helping to delay or
prevent nursing home use or unnecessary
hospitalizations of the care recipient.

For dementia caregivers, growing
consensus suggests that more
comprehensive and multicomponent
interventions are needed. Such
interventions must be individually
tailored to meet the specific goals,
values, and preferences of both family
caregivers and the person being

cared for—after individual in-home
assessment of the caregiver and care
recipient. Programs that provide a
combination of education, skills training,
coping techniques, and counseling show
positive results, but more research is
needed, especially on interventions
targeted to families caring for loved ones
with multiple chronic conditions.

A recent review of interventions for
caregivers of cancer patients found
significant, positive effects on multiple
outcomes. Caregivers reported
significantly less burden and fewer
informational needs, increased ability
to cope, and improved quality of life,
including better physical functioning.
These interventions, like those targeting

12

dementia caregivers who often have the
most demanding caregiving situations,
appear to produce more prepared, less
strained caregivers, which, in turn, is
likely to benefit the person they care
for.”

Involving family caregivers in a
meaningful and practical way, and
supporting their own care needs, should be
a key component in all new models of care
that aim to integrate primary health care
and LTSS to promote better care, improve
the experience of care for both the person
and the family, and reduce costs.

Caregiving Gains Recognition
among Policymakers, Health
Professionals

Family caregiving is now recognized
as a central part of health care and
LTSS owing to a number of converging
factors: the aging of the population,

the increasing prevalence and costs

of multiple chronic conditions, the
movement toward meaningful person-
and family-centered care, critical
shortages in the direct care workforce,
and the trend to shift the balance of
LTSS away from institutional care to
more HCBS, which is what most older
adults and people with disabilities want.

The past decade has witnessed an
increase in both policy initiatives to
bolster support services for family
caregivers and in professional
recognition of family caregivers

as partners in care. Although some
observers contend that families are
on their own to a greater degree today
than in the past,” caregiving is now
embedded in several key initiatives, such
as the following:

Federal Level

®  The year 2011 is designated The
Year of the Family Caregiver by the
U.S. Administration on Aging to
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commemorate the tenth anniversary
of the National Family Caregiver
Support Program (NFCSP).” The
NFCSP, established in 2000 under
the Older Americans Act, recognizes
family caregivers as consumers

in their own right, and provides
grants to states to fund services

and supports that assist family and
friends to care for their loved ones at
home.”’

The new health care law of 2010, the
Affordable Care Act (P.L.111-148),
promotes the central importance

of person- and family-centered

care in the design and delivery of
new models of care to improve the
quality and efficiency of health care,
including assessment of the family
caregiver’s experience of care. The
law explicitly mentions the term
“caregiver” 46 times and “family
caregiver” 11 times.

The Caregivers and Veterans
Omnibus Health Services Act

of 2010 (P.L.111-163) creates,
through the Department of Veterans
Affairs, an important new system
of comprehensive support for
caregivers of veterans of wars

since September 11, 2001, and a
program of general caregiver support
services for family caregivers of all
veterans. This new comprehensive
initiative, providing cash assistance,
counseling, and other help for
caregivers, could serve as a model
for other federal and state caregiver
support programs.”

The White House Task Force on the
Middle Class, created to identify
and address the economic challenges
facing the American middle class

in light of the economic downturn,
promotes initiatives to help middle-
class families balance work and
family caregiving responsibilities,
and to provide support services for
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families caring for aging relatives or
people with disabilities.”

State Level

A forthcoming state “scorecard”
offers a framework for a high-
performing LTSS system across
multiple components, including the
recognition of and support for family
caregivers as a key component of
state systems of LTSS.'®

In 2009, Texas enacted a law
directing the state to identify family
caregivers during the process in
which adults apply for Medicaid
HCBS, and to refer eligible
caregivers for services through the
state’s AAAs. The law also calls for
developing a standardized caregiver
assessment and protocol to identify
needs and appropriate services for
caregivers who access services
through the state’s AAAs, funded
under the Older Americans Act’s
NFCSP.'!

In 2002, California passed the nation’s
first paid family leave program. The
law provides up to six weeks of partial
pay for eligible employees who need
time off from work to bond with a
new child or to care for a seriously

ill family member. California’s
landmark law was followed in 2009
by legislation establishing paid family
leave in New Jersey.!??

Health Professional Practices

At the landmark National Consensus
Development Conference for
Caregiver Assessment, held in

San Francisco in 2005, leaders

and stakeholders in a range of
professional and policy arenas
reached consensus on the importance
of systematically assessing a
caregiver’s own needs in health

care and in the community. The
fundamental principles and practice
guidelines are applicable to a range
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of professionals in a variety of
settings.'*

In 2008, the American College of
Physicians, along with ten other
professional medical societies,
endorsed ethical guidance to
heighten physician awareness of
the importance and complexity

of the patient-caregiver-physician
relationship, and to consider quality
of life for both the patient and the
family caregiver.'™

Created in 2008, Next Step in Care:
Family Caregivers and Health Care
Professionals Working Together is
a United Hospital Fund initiative

to improve the quality of care
transitions to and from hospitals,
nursing homes, and home care
agencies by regularly recognizing,
training, and supporting family
caregivers.'®

Social workers, nurses, family
caregiver advocates, and other
experts in family caregiving met in
2008 for a groundbreaking State of
the Science symposium to identify
the knowledge and skills that social
workers and nurses need to support
caregivers of older adults. The
meeting proceedings were published
and widely disseminated in both
The American Journal of Nursing
and The Journal of Social Work
Education."

In 2010, the National Association
of Social Workers (NASW),

in partnership with the AARP
Foundation, developed NASW
Standards for Social Work Practice
with Family Caregivers of Older
Adults. The standards address
support for family caregivers across
a range of care settings.'”’

Beginning in 2010, the AARP
Foundation is partnering with
NICHE (Nurses Improving Care
for Health System Elders) and
The American Journal of Nursing
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to develop evidence-based tools
to provide nurses with additional
skills for supporting family
caregivers of older adults in
hospital settings.!'%®

These initiatives are promising but
modest steps to ensure that family
caregivers are recognized for their vital
unpaid contributions to health care and
LTSS, and to promote ways to better
support and sustain families in their
caregiving role.

Taking Care of Caregivers:
Recommendations

Family support is a key driver in
remaining in one’s home and in the
community, but it is not without
substantial costs to the caregivers
themselves, to their families, and to
society. The 2009 estimate of the value
of family caregiving is conservative
because it does not quantify the
physical, emotional, and financial
costs of care. Investing sufficient
resources to lessen the strain in the
daily lives of caregiving families will
yield a positive return on investment
and help to contain health and LTSS
costs by delaying or preventing the
use of nursing home care, hospital
inpatient care, and unnecessary
rehospitalizations. Providing better
and more meaningful supports for
family caregivers is the right thing to
do. It is essential to the well-being of
our system of LTSS, our health care
system, our economy, our workplaces,
our families, and ourselves.

If family caregivers were
no longer available, the
economic cost of health
care and LTSS would
increase astronomically.
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The following policy recommendations
could all be implemented at small
fractions of the value of unpaid
caregivers’ contributions:

Implement “family-friendly”
workplace policies that include
flextime and telecommuting,
referral to supportive services in the
community, and caregiver support
programs in the workplace.

Recognize and assess family
caregivers’ own needs as part of a
person- and family-centered care
plan—such as through publicly
funded HCBS programs, hospital
discharge planning, chronic care
coordination and care transitions
programs, and other new models of
care under the Affordable Care Act—
and provide or refer caregivers to
supportive services.

Make improvements to the Family
and Medical Leave Act (FMLA),
such as expanding coverage to
protect more workers and for
longer periods, and expanding

its scope to cover all primary
caregivers, regardless of family
relationship.!” Provide paid leave
to permit working caregivers to care
for an ill child, spouse, or parent.
In addition, employers should be
required to provide employees with
a reasonable number of paid sick
days to care for themselves or a
loved one.

Expand funding for the National
Family Caregiver Support Program
(NFCSP). The total NFCSP funding
level, including the funding for
Native American Caregiver Support,
is $160 million for FY 2011. This
represents less than 1/28 of 1 percent
of the economic value of caregivers’
contributions.'"?

Provide adequate funding for
respite programs, including the
Lifespan Respite Care Act, which
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is inadequately funded at only

$2.5 million in FY 2011. Lifespan
respite programs assist caregivers

in gaining access to needed respite
services, train and recruit respite
workers and volunteers, and enhance
coordinated systems of community-
based respite services.

Provide financial assistance for
family caregivers to help ease some
of the financial costs of caregiving.
Many of these caregivers would
still 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.

Consider reforms that protect and,
if possible, improve Social Security
benefits for family caregivers

who must leave the workforce for
caregiving responsibilities. People
who disrupt their careers for full-
time caregiving responsibilities

can lose substantial benefits and
retirement security.

Promote new models of care that
are person- and family-centered,
integrate primary health care and
LTSS for people with multiple
chronic conditions and functional
limitations, involve family caregivers
as partners in care and assess their
specific needs and preferences,

and incorporate explicit caregiver
supports into care plans to improve
the effectiveness and outcomes of
chronic care management.

Promote expansion of consumer-
directed models in publicly funded
HCBS programs that permit payment
of family caregivers. Such models
allow consumers and their families
to choose and direct the types of
services and supports that best meet
their needs.

Encourage primary care providers
and other health professionals
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to routinely identify Medicare
beneficiaries who are family
caregivers as part of Medicare’s
annual wellness visit to better track
the beneficiary’s health status and
potential risks from caregiving,
including physical strain, emotional
stress, and depression. Consider
appropriate opportunities to help
support family caregivers of
Medicare beneficiaries, as this can
impact the health and well-being
of current and future Medicare
beneficiaries.

®  Encourage nurses, social workers,
and other health professionals to
integrate family caregivers into the
care team, engage them as partners in
care, and develop tools that provide
greater support to family caregivers.

®  Promote standard definitions of
family caregiving in federally funded
and other national and state surveys
to better characterize the size, scope,
tasks, and outcomes of family
caregiving in the United States.

®  Promote research to (1) identify the
health tasks performed by family
caregivers in order to develop
measures of health management
tasks to modernize federally funded
surveys on LTSS and caregiving; and
(2) better understand and improve the
quality of interactions between family
caregivers and health professionals,
including better tools to track the
caregiver’s experience of care.
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Appendix A: Detailed Estimates, Data Sources, and Methodology

The number of caregivers and the
economic value of caregiving were
estimated separately at the state level,
and then summed to get national
estimates. At the state level, the
economic value was calculated as
(number of caregivers at any given time)
x (hours of care per caregiver per week)
x (52 weeks/year) x (economic value of
one hour of family care). The rest of this
section explains the data and methods
used to compute these factors.

Number of Caregivers

The number of caregivers was estimated
through analysis of data from two 2009
surveys: the Caregiving in the U.S.
survey and the Behavioral Risk Factor
Surveillance Survey (BRFSS).!? Both
surveys have information about the

prevalence of caregiving in the adult
population and characteristics of both
the caregiver and main care recipient;
the questions that are used to identify
caregivers of adults are shown in table
Al. In addition, the BRFSS design and
sample size allow for state-level estimates
of caregiving prevalence, and the
Caregiving in the U.S. data can be used
to calculate the proportion of caregivers
providing care in the past year.

Respondents to the Caregiving in the U.S.
survey who answered “‘yes” were also
asked if they were currently providing
care (considered to be equivalent to “in the
past month”) and whether they provided
help with any ADLs or IADLSs (those who
did not were dropped from the sample).

A total of 11.5 percent of respondents
were excluded in this way. Among those

Table A1
Questions to Identify Family Caregivers of Adults, 2009

Source Caregiving Prevalence Question

BRFSS People may provide regular care or assistance to a friend or family member
who has a health problem, long-term illness, or disability. During the past
month, did you provide any such care or assistance to a friend or family
member?

Caregiving in the In the last 12 months, has anyone in your household provided unpaid care to
U.S. a relative or friend 18 years or older to help them take care of themselves?
Unpaid care may include help with personal needs or household chores. It
might be managing a person’s finances, arranging for outside services, or
visiting regularly to see how they are doing. This person need not live with
you.

"National Alliance for Caregiving (NAC) and AARP Caregiving in the U.S. 2009 (Bethesda, MD: NAC;
Washington, DC: AARP, November 2009). Caregiving in the U.S. is an in-depth survey of 1,480 caregivers,
weighted to be a nationally representative sample.

*Centers for Disease Control and Prevention, Office of Surveillance, Epidemiology, and Laboratory
Services, Behavioral Risk Factor Surveillance System, http://www.cdc.gov/BRFSS/

The BRFSS is the world’s largest telephone survey used to track data on demographics, health behavior,
health outcome, and health care access from randomly dialed adults age 18+ in the United States. It consists
of a core section of questions administered nationally and separate modules that states may choose to use.
States may also design their own questions to include on the BRFSS. The survey is administered through
state health departments with assistance from the Centers for Disease Control and Prevention (CDC). The
question identifying caregivers is in the core section (see table 1). Additional questions about the care
recipient and the caregiving relationship are in an optional caregiving module, which was used by the
District of Columbia, Illinois, and Louisiana in 2009.

23


http://www.cdc.gov/BRFSS/

Valuing the Invaluable: 2011 Update

The Growing Contributions and Costs of Family Caregiving

Table A2

National Estimates of the Number of Caregivers and Number of Hours of Care Per Week,
Adjusted to Common Definition, by Data Source (2009)

Caregivers at Any Caregivers at Any Average Hours of
Source Given Time Time During Year Care per Week
BRFSS 46.9 million® 68.6 million*® 17.9¢
Caregiving in U.S. 37.3 million? 54.6 million? 18.9
Average 42.1 million 61.6 million 18.4

@ Multiplied by 0.885 for consistency with Caregiving in the U.S. estimate.

> BRFSS only measured caregiving in the last month (assumed equivalent to “any given time”). The number at any time during the year was
determined by dividing by 0.684, the proportion of caregivers in the last 12 months currently providing care from Caregiving in the U.S.

¢ Detailed data on number of hours of care are available only for the District of Columbia, lllinois, and Louisiana.

4 For these estimates, the prevalence of caregiving among the population age 18+ was taken from Caregiving in the U.S.; the population
age 18+ was taken from U.S. Census Bureau population estimates, which were not available at the time of publication of that report. As a

result, these numbers are about 1 percent higher than the equivalent values in the Caregiving in the U.S. report.

remaining, 68.4 percent of caregivers

of adults were currently providing care.
Caregiving in the U.S. survey data were
easily separated between those caring
primarily for adults and those caring
primarily for children. Among states with
BRFSS data on the main care recipient,
94.4 percent were age 18 or older.

One of the reasons for widely varying
estimates of the number of caregivers

is inconsistency in the definition and
questions used.? In order to have
consistent definitions, BRFSS estimates
were multiplied by 0.944 and 0.885 to
replicate the exclusion of caregivers of
minor children and those not providing
help with ADLs or IADLs, and divided
by 0.684 to provide an estimate of the
number providing care at any time
during the year. Since Caregiving in the
U.S. provided only national estimates,
these were allocated to states in the same
proportion as in the BRFSS data.

After these adjustments, the operational
definition of “who is a caregiver” is similar
between the two surveys. Although the
wordings of the questions are different

and the difference is likely to affect the
response, both are consistent with a broad
definition of caregiving to include help
with ADLs, IADLSs, and other needs.*
Thus, for the purpose of estimating the
number of caregivers, the two surveys—
once adjusted for age of care recipient,
time frame, and ADL/IADL assistance—
were treated as equivalent, and averaged to
obtain the value of 42.1 million. See table
A2 for consistent national estimates from
each data source.

Hours of Care per Year

The data sources for the number of hours
of care were the same as for the number
of caregivers. Because state-specific data
were not available for most states, a single
value was used for all states. See table A2
for values from each data source.

* E. R. Giovannetti and J. Wolff, “Cross-survey differences in national estimates of numbers of caregivers
of disabled older adults,” Milbank Quarterly 88, no. 3 (2010):310-49.

* One difference is that the Caregiving in the U.S. explicitly limits the definition to unpaid care. The
number of family members paid for caregiving through participant direction in public programs is small but
growing; it would account for only a fraction of the difference in the estimates of the number of caregivers
between data sources. Care recipients may also compensate caregivers out of private funds—we do not
know how often this occurs. Compensation of family caregivers is often well below the value of the service
provided.
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Economic Value per Hour

The economic value per hour was
estimated at the state level as the weighted
average’® of (1) the state minimum wage;’
(2) the median hourly wage of a home
health aide;’ and (3) the private pay hourly
rate to hire a home health aide.® This
weighted average is the same used in the
previous Valuing the Invaluable study, and
is meant to be a somewhat conservative
estimate of the hourly economic value of
caregivers’ contributions.

Additional Economic Value Provided
by Other Caregivers

The estimates of 42.1 million caregivers
and $450 billion in economic value are
based on caregivers age 18 or older
providing care to main care recipients age
18 or older. These values do not include
caregivers or care recipients under age
18; secondary care recipients for those
caregivers who help multiple family
members or friends; nor caregivers who
do not provide any assistance with ADLs
or IADLs. For the first time in the Valuing
the Invaluable series, we can estimate the
additional economic value of these types
of caregivers, though these estimates
require some unverified assumptions and
are less precise.

Caregivers with Multiple Care
Recipients

About one-third of caregivers provide
assistance to more than one person, and
about one in ten to three or more people.’
In both data sources, the number of
hours of care per week is for the primary
care recipient only, and no information is

available for secondary care recipients.
If, on average, caregivers contributed
five hours per week to secondary care
recipients, this would result in an
additional $50 billion in economic value.

Caregiving for Children with
Special Needs

In 2009, both Caregiving in the U.S. and
BRFSS collected data on caregivers of
people under 18 as well as people 18
and older. However, the prevalence and
definition of caregivers for people under
18 is significantly different between the
sources; the BRFSS caregiving question
for younger care recipients is the same
as for adults, regardless of the age of the
care recipient, whereas Caregiving in the
U.S. uses a different screen. In addition to
the significant methodological difference
between surveys, it is challenging

to delineate the distinction between
“normal” parenting and the additional
caregiving for a child with special needs,
and it is therefore difficult to precisely
estimate the prevalence and economic
value for this caregiving population.

In Caregiving in the U.S. 2009 survey
data, about 14 percent of primary care
recipients are younger than 18; in
BRFSS, only 6 percent. Caregivers of
children under age 18 provide more
hours than caregivers of adults: about
30 hours per week (Caregiving in

the U.S.) or more than 40 (BRFSS).
Including caregiving for children with
special needs in the total would add

4 to 8 million additional caregivers
and another $50 to $100 billion to the
economic value of family caregiving.

> The private pay cost was given one-half weight.

¢ Department of Labor, Wage and Hour Division, Changes In Basic Minimum Wages In Non-
Farm Employment Under State Law: Selected Years 1968 To 2011, http://www.dol.gov/whd/state/

stateMinWageHis.htm.

" Bureau of Labor Statistics, Occupational Employment Statistics, May 2009 Employment and Wage

Estimates, http://www.bls.gov/oes/oes_arch.htm.

¥ Genworth Financial, Genworth 2010 Cost of Care Study (Richmond, VA: Genworth Financial, April 2010).

Y NAC and AARP, Caregiving in the U.S. 2009.
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Appendix B: State Variation

The most important factor in
determining the number of caregivers in
each state is state population. However,
caregiving prevalence also varies among
states, reflecting differences in the age
structure of the population, rates of
disability and chronic health conditions,
and cultural and economic factors. There
is also significant variation in economic
value per hour among states. Table

B1 presents estimates of the number

of caregivers, economic value per

hour, hours of care provided, and total
economic value of caregiving in every
state and the District of Columbia.

Table B2 compares the total economic
value of caregiving to three measures

in each state: total Medicaid spending,
LTSS spending, and HCBS spending.'
Medicaid LTSS spending includes the
high cost of nursing home care, as well
as payments for home care and services
provided in assisted living. State-to-state

variation in these ratios is mostly due to
variation in state Medicaid spending.

Total Medicaid spending ranges from
less than $500 per capita in Nevada and
Utah to more than $2,500 per capita in
New York and the District of Columbia.

States differ even more dramatically in
Medicaid spending for LTSS, from about
$125 to more than $1,000 per capita, and
in spending for HCBS, from about $60
to almost $500 per capita.

The economic value of caregiving
exceeded total Medicaid LTSS spending
in all states, and was more than three
times as high in 42 states.

Compared to Medicaid HCBS spending,
the economic value of family caregiving
was at least twice as high in all states,
and more than six times as high in

40 states.

'S. Eiken, K. Sredl, B. Burwell, and L. Gold, Medicaid Long Term Care Expenditures FY 2009
(Cambridge, MA: Thomson Reuters, 2010), http://www.hcbs.org/morelnfo.php/doc/3325, and J. Kasten,

S. Eiken, and B. Burwell, Medicaid Managed Long-Term Services and Supports Expenditures (Cambridge,
MA: Thomson Reuters, 2011), http://www.hcbs.org/morelnfo.php/doc/3584. In this report, LTSS and

HCBS spending includes home health services.
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Table B1
Number of Caregivers and the Economic Value of Caregiving, by State, 2009
Number of Caregivers Total
At any time Hours |Economic| Total
Total State | At any given| duringthe | of Care Value/ Value
State Population time year (millions) Hour (millions)

Alabama 4,710,000 818,000 1,200,000 783 $9.37 $7,300
Alaska 698,000 88,000 128,000 84 $13.10 $1,100
Arizona 6,600,000 855,000 1,250,000 818 $11.50 $9,400
Arkansas 2,890,000 478,000 698,000 457 $9.87 $4,500
California 37,000,000 4,020,000 5,880,000 3,850 $12.17 $47,000
Colorado 5,020,000 576,000 843,000 551 $11.93 $6,600
Connecticut 3,520,000 486,000 711,000 465 $12.50 $5,800
Delaware 885,000 138,000 202,000 132 $11.77 $1,560
District of Columbia 600,000 68,000 99,000 65 $11.70 $760
Florida 18,500,000 2,780,000 4,060,000 2,660 $10.88 $29,000
Georgia 9,830,000 1,360,000 2,000,000 1,310 $10.03 $13,100
Hawaii 1,300,000 169,000 247,000 162 $12.33 $1,990
Idaho 1,550,000 210,000 307,000 201 $10.03 $2,000
lllinois 12,900,000 1,660,000 2,430,000 1,590 $11.83 $18,800
Indiana 6,420,000 916,000 1,340,000 877 $10.70 $9,400
lowa 3,010,000 369,000 540,000 353 $11.66 $4,100
Kansas 2,820,000 414,000 605,000 396 $10.41 $4,100
Kentucky 4,310,000 735,000 1,080,000 704 $10.03 $7,100
Louisiana 4,490,000 627,000 917,000 600 $9.53 $5,700
Maine 1,320,000 191,000 279,000 182 $12.50 $2,300
Maryland 5,700,000 769,000 1,120,000 735 $11.03 $8,100
Massachusetts 6,590,000 858,000 1,260,000 821 $13.33 $10,900
Michigan 9,970,000 1,440,000 2,110,000 1,380 $11.23 $15,500
Minnesota 5,270,000 679,000 993,000 649 $12.70 $8,200
Mississippi 2,950,000 565,000 826,000 540 $9.70 $5,200
Missouri 5,990,000 865,000 1,270,000 828 $10.70 $8,900
Montana 975,000 131,000 191,000 125 $11.16 $1,390
Nebraska 1,800,000 219,000 320,000 210 $10.70 $2,200
Nevada 2,640,000 364,000 532,000 348 $11.48 $4,000
New Hampshire 1,320,000 183,000 268,000 175 $12.67 $2,200
New Jersey 8,710,000 1,190,000 1,750,000 1,140 $11.59 $13,200
New Mexico 2,010,000 287,000 419,000 274 $11.25 $3,100
New York 19,500,000 2,800,000 4,100,000 2,680 $11.85 $32,000
North Carolina 9,380,000 1,180,000 1,730,000 1,130 $10.37 $11,700
North Dakota 647,000 75,000 109,000 71 $11.68 $830
Ohio 11,500,000 1,660,000 2,430,000 1,590 $11.03 $17,500
Oklahoma 3,690,000 596,000 872,000 570 $10.44 $6,000
Oregon 3,830,000 463,000 678,000 443 $12.43 $5,500
Pennsylvania 12,600,000 1,850,000 2,700,000 1,770 $11.27 $19,900
Rhode Island 1,050,000 148,000 217,000 142 $13.27 $1,880
South Carolina 4,560,000 770,000 1,130,000 737 $10.04 $7,400
South Dakota 812,000 101,000 147,000 96 $10.70 $1,030
Tennessee 6,300,000 1,130,000 1,650,000 1,080 $10.20 $11,000
Texas 24,800,000 3,420,000 5,010,000 3,270 $10.35 $34,000
Utah 2,780,000 382,000 559,000 365 $11.37 $4,200
Vermont 622,000 83,000 122,000 80 $12.37 $990
|Virginia 7,880,000 1,180,000 1,720,000 1,130 $10.37 $11,700
Washington 6,660,000 854,000 1,250,000 817 $12.94 $10,600
West Virginia 1,820,000 303,000 443,000 290 $9.67 $2,800
Wisconsin 5,650,000 524,000 766,000 501 $11.49 $5,800
Wyoming 544,000 72,000 106,000 69 $9.87 $680
USA 307,000,000 | 42,100,000 61,600,000 40,300 $11.16 $450,000
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Table B2
Ratio of Economic Value of Caregiving to Medicaid Spending, by State, 2009

Ratio of Economic Value of Caregiving to
Total Medicaid Medicaid LTSS Medicaid HCBS
State Spending Spending Spending
Alabama 1.66 5.2 16.7
Alaska 1.03 2.9 4.4
Arizona 1.12 6.3 9.2
Arkansas 1.30 4.2 12.3
California 1.25 4.1 7.2
Colorado 1.85 4.8 8.2
Connecticut 0.97 1.8 3.8
Delaware 1.29 4.7 13.0
District of Columbia 0.47 1.4 2.7
Florida 1.91 6.8 19.3
Georgia 1.70 6.6 17.5
Hawaii 1.50 7.9 14.3
Idaho 1.56 4.9 10.3
lllinois 1.47 6.1 20.5
Indiana 1.49 4.1 12.7
lowa 1.39 3.2 7.7
Kansas 1.67 4.0 7.1
Kentucky 1.32 5.1 15.4
Louisiana 0.88 2.9 7.5
Maine 0.91 3.2 5.6
Maryland 1.21 4.3 10.3
Massachusetts 0.87 2.9 6.2
Michigan 1.47 6.5 18.5
Minnesota 1.12 2.4 3.5
Mississippi 1.37 44 29.3
Missouri 1.16 4.7 10.2
Montana 1.59 4.1 8.4
Nebraska 1.39 34 8.2
Nevada 2.89 11.9 25.4
New Hampshire 1.67 3.9 8.9
New Jersey 1.34 3.5 11.6
New Mexico 0.94 33 3.9
New York 0.65 1.5 3.1
North Carolina 1.02 3.5 7.6
North Dakota 1.41 2.3 7.7
Ohio 1.31 3.5 9.7
Oklahoma 1.51 5.0 11.0
Oregon 1.50 4.2 5.7
Pennsylvania 1.17 3.1 8.9
Rhode Island 1.00 3.3 7.1
South Carolina 1.45 6.3 15.1
South Dakota 1.44 3.7 8.9
Tennessee 1.49 5.1 12.0
Texas 1.47 5.6 11.4
Utah 2.54 10.7 23.4
Vermont 0.87 3.1 4.5
| Virginia 2.02 6.0 13.2
Washington 1.60 4.8 7.3
West Virginia 1.15 3.1 7.1
Wisconsin 0.79 1.9 3.6
Wyoming 1.30 3.2 5.5
USA 1.25 3.8 8.2

Spending data are from S. Eiken, K. Sredl, B. Burwell, and L. Gold, Medicaid Long Term Care Expenditures FY 2009
(Cambridge, MA: Thomson Reuters, 2010); and J. Kasten, S. Eiken, and B. Burwell, Medicaid Managed Long-Term
Services and Supports Expenditures (Cambridge, MA: Thomson Reuters, 2011). In these calculations, LTSS and HCBS
spending includes home health services.
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