Family caregiver support: state and federal
policy and programmatic solutions

Family caregiver value

In 2017, the value of family caregiving
was $470 billion, 28% higher than total
out-of-pocket spending on health care,
valued at $366 billion

More than 43 million U.S. adults, 13% of Americans, provide unpaid care to family
members or friends!! These care providers administer medical care, run errands,
provide transportation, manage finances, and help with household chores, among

other activities.

While most family caregivers are not reimbursed for their efforts, they are a
significant component of the nation’s long-term care system. In fact, the AARP
Public Policy Institute estimated the economic value of unpaid caregivers to be
approximately $470 billion in 2017." For reference, the value of family caregiving in
2017 was nearly $100 billion higher (28%) than all out-of-pocket spending on health

care in the U.S. ($366 billion).! However, despite their significant contributions,

" Unpaid care providers are commonly referred to as “informal” or “family” caregivers. The terms are
often used interchangeably to describe someone who provides a broad range of unpaid care or assistance
to an individual with a chronic or other serious health condition, disability, or functional limitation that
interferes with daily activities. For this brief, the term “family caregiver” will be used.

CHRT is an independent 501(c)(3) impact organization with a mission to advance evidence-based care delivery,
improve population health and expand access to care.

The content of this brief has been developed under a grant from the National Institute on Disability,
Independent Living, and Rehabilitation Research (NIDILRR #90RTHF0001). NIDILRR is a Center
within the Administration for Community Living (ACL), Department of Health and Human Services
(HHS). This brief does not necessarily represent the policy of NIDILRR, ACL, or HHS and you should
not assume endorsement by the Federal Government.



POLICY BRIEF- Family caregiver support policies

family caregivers are often undervalued and under or unsupported

within the nation’s long-term care system.

Recent trends have created a growing sense of urgency to find ways to support family
caregivers, alleviate their stress, and help care recipients to remain in their homes and
communities.” The COVID-19 pandemic, especially, has accelerated the demand for
home- and community-based services, rather than institutional care. Additionally,
over the next several decades the population in need of caregiving is projected to
grow faster than the population of caregivers. By 2050, there will be only three
potential family caregivers for every person age 80 or older." In 2010, the ratio was
seven potential caregivers to every person age 80 or older. Seniors that don’t have a
family caregiver to rely on are seven times more likely to be in skilled nursing care,
which costs $100,000 per year on average.* This shift is creating a greater need not
only for more caregivers, but for more caregiver support to enable caregivers to

continue their work.

To address this issue, several state and federal policy solutions are used, or have been
proposed to enhance caregiver supports. These policies consider the factors that
contribute to new and existing caregiver challenges, are inclusive of the different
kinds of relationships that exist between caregiver and care recipients, and would
support many caregivers. This brief reviews six different state and federal policy

options to support family caregivers in the U.S.

State policy options
Medicaid waivers are being used to support caregivers

State Medicaid waivers, such as 1115 waivers and 1915(c) waivers, have been used
by policymakers to support family caregivers. These waivers allow states to make
changes to their Medicaid programs that differ from existing federal requirements
and to test new approaches. For these waivers to be approved, they must be budget

neutral.
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As of 2020, nearly half of states used a Medicaid waiver to
provide some form of education, training, or counseling support for family caregivers
of older adults or people with functional limitations". These education and training
services often cover topics related to medical and nursing tasks, such as medication
management, disease pathways, performance of instrumental activities of daily living
(I/ADLs) or body movement, and medical equipment. With nearly 60% of family
caregivers helping their recipient with medical and nursing tasks and 99% helping
with [ADLs, this type of training has the potential to be useful for many Medicaid

waiver family caregivers in the state.

To assist a greater number of caregivers, states can act inclusively when offering
caregiver support through Medicaid waivers. Although all fifty states allow Medicaid
enrollees to use Medicaid funding to pay for aides of their choice for personal
assistance services, how states define unpaid caregivers can influence who will and

will not receive assistance.

Georgia, for example, has limitations on their qualification guidelines for assistance
and does not permit spouses to receive certain education and training services
provided through their Medicaid waiver. Georgia also requires caregivers to live with
care recipients to qualify for specific caregiver education and training services. Other
states, like Utah and Florida, define unpaid caregivers as “any person, family
member, neighbor, friend, companion, or coworker who provides uncompensated

care, training, guidance, companionship, or support to a person served.” !

States can use broader definitions to enable the inclusion of more family caregivers in

services and supports offered by Medicaid waivers.

Workplace anti-discrimination laws are being used to protect family caregivers

States can also protect family caregivers by implementing workplace anti-

discrimination policies that prohibit employers from discriminating against
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individuals with caregiving duties. A report from the Harvard
Business School found that many employers are unaware of the magnitude and
impact that caregiving has on employment.™ While 24% of employers believed that
caregiving duties influenced workers’ performance, more than 80% of employees
with caregiving duties indicated that it affected their productivity. This gap in
understanding may further perpetuate a lack of comprehensive workplace policies

that support productive employment while caring for a loved one.

Workplace discrimination against family caregivers occurs when employers treat
employees with caregiving duties less favorably than others, sometimes referred to as
“Family Responsibilities Discrimination”. This may arise due to various assumptions

about lack of job commitment or caregiving duties interfering with job performance.

Within existing workplace anti-discrimination laws, states can explicitly add a
provision for family caregivers that includes a comprehensive definition of who
qualifies under this term. States can also ensure that existing anti-retaliation
provisions that protect those who come forward with discrimination complaints apply

to family caregivers.*

Four states and Washington D.C. have implemented laws that provide explicit
protections to family caregivers, but only two (Connecticut and Washington D.C.)
provide protection for all workers with “family responsibilities,” which is considered
to cover workers caring for aging family members.* The Washington D.C. law
provides the most clear protection for family caregivers in its language, stating that
employment discrimination is prohibited against adults with “family responsibilities,”
which are defined as “the state of being or the potential to become, a contributor to

the support of a person or persons in a dependent relationship.”i!

Of the states that protect individuals from discrimination on the basis of family
responsibilities, these protections most often extend only to those with childcare

responsibilities and not eldercare or other familial care responsibilities.
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Investments in long-term care and other programs

Another way states can help caregivers is to create innovative state programs.

In 2019, Washington state passed the first ever Long-Term Care Trust Act which
established a 0.58% employee payroll tax, effective January 2022. The premium will
be housed in a state trust fund which finances long-term services and supports for
state employees. The trust will pay benefits of up to $36,500 lifetime maximum to
those who require assistance with at least three activities of daily living with some
additional criterion. It can also pay for respite care, food delivery services, such as
Meals on Wheels, home modifications, and direct payments to family caregivers who

were previously providing uncompensated care.

Also in 2019, Georgia established a Structured Family Caregiving program, which
began offering individualized assistance and a daily stipend to unpaid family
caregivers who live with a qualified 1915(c) waiver participant who is elderly and
has a disability*, This assistance includes access to an electronic case management
documentation system that is shared among the care team and enables the support of
other care team members, a health coach, and a registered nurse. Family caregivers
receive at least eight hours of training each year. This training is tailored according to
the caregiver’s self-identified needs, review of caregiver documentation, and/or case

management activities.

Federal policy options

Expanding the FMLA

At the federal level, many of the policy solutions that could support family caregivers
are predicated on improving existing policies and infrastructures. One example is to
expand the Family and Medical Leave Act (FMLA) to better protect family

caregivers.
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The purpose of the FMLA is to provide eligible workers with up
to 12 weeks of unpaid, job protected leave should they need to take time off for a
qualifying purpose. Among these includes caring for a newborn, a seriously ill family

member (defined as a spouse, parent, or child), or a wounded military member.

Currently, more than 25% of family caregivers provide care to an adult family
member that does not fall under the FMLA’s definition.*¥ To support a greater
number of family caregivers, the definition of “family” would need to be expanded to
include more family caregiver relationships, including siblings, in-laws, and

grandparents.

The federal government could also consider broadening the requirements to include
smaller employers and part-time employees. Currently, the law only applies to
businesses with 50 or more employees or public agencies. These restrictions exclude

nearly 40% of all workers in the U.S.*¥

In addition, it would be advantageous to family caregivers if any amendment to the
FMLA included provisions for paid leave. The FMLA as it stands only provides
protection from job loss but does not require employers or states to provide paid time

off to care for a loved one.

Recently, the Family Medical Leave Modernization Act (H.R.5289) was introduced
in the House in April 2021. This bill would amend the FMLA “to permit leave to care
for a domestic partner, parent-in-law, or adult child, or another related individual,
who has a serious health condition.”"! A similar bill was introduced to the Senate
shortly afterwards.*"! If passed, this bill would effectively expand the relationships
that fall under the protections of the FMLA which acknowledges the varying
caregiver-care recipient relationships that exist. No further action has been taken on

either bill since they have been introduced.

The content of this brief has been developed under a grant from the National Institute on Disability,
Independent Living, and Rehabilitation Research (NIDILRR #90RTHF0001). NIDILRR is a Center
within the Administration for Community Living (ACL), Department of Health and Human Services
(HHS). This brief does not necessarily represent the policy of NIDILRR, ACL, or HHS and you should
not assume endorsement by the Federal Government.

CHRT.ORG 6



POLICY BRIEF- Family caregiver support policies

National Family Caregiver Support Program

In 2000, the National Family Caregiver Support Program (NFCSP) was created under
the Older Americans Act. The NFCSP provides grants to states and territories that

support numerous caregiver support initiatives.

NFCSP grantees provide five types of services:

e information about available services,
e assistance to access these services,

e individual counseling,

e support groups, and

e caregiving training, respite, and other supplemental services.

A 2019 survey of caregivers who utilized these services found that 74% were able to
provide care for longer than would have been possible without the services, 88% felt
that they were a better caregiver as a result, and more than 60% indicated that the

care recipient would be in a nursing facility without the services they received. "

In 2020, only about 9% of the funding for the Older Americans Act was allocated to
the NFCSP ($186.9 million), even though the original authorized amount for the
NFCSP was $250 million.

The program could better assist the growing number of family caregivers in the U.S.
if the allocated funds for the NFCSCP was increased to the original authorized
amount. Full funding for this already approved initiative would create more
competent and confident caregivers, reduce the risk of adverse outcomes and
burnout, and increase the number of care recipients who are able to remain in their

homes.
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Social Security working credits

For many middle-aged caregivers, especially women?, poverty is a common risk as
they take time away from the workforce to care for a loved one.®™ As an effect of the
COVID-19 pandemic, millions of women ended up leaving the workforce, often due
to caregiving duties for children or older adults, among other reasons.™ The US
Bureau of Labor Statistics has estimated that there were 2.2 million fewer women in

the labor force in October 2020 than in October 2019 .

The federal government could consider amending Social Security to provide working
“credits” for family caregivers who leave their jobs to provide care for a family
member that is ill, elderly, or has a disability. The implementation of this provision
will support the future of individuals who must forgo employment when their
caregiving duties demand too much of their time and energy to remain in the

workforce.

Different versions of the Social Security Caregiver Credit Act have been proposed in
Congress 13 times since 2002 (three times in the Senate and ten times in the House of

Representatives).

The most recent version is the Social Security Caregiver Credit Act of 2019
(H.R.4126 and S.2317).% The bill would have created a credit that would be added
to individual earnings to calculate future Social Security benefits. ™ Individuals
could claim the credit for up to 60 months and it would vary on an income-sliding
based scale. When the caregiver earns more than the average national wage index
($54,099.99 in 2019)*¥, the credit would phase out. For those caregivers who do not
earn an income, a maximum credit equal to half of the average national wage would
be provided. However, the 2019 bill was never passed, and a similar bill has not yet

been introduced in the new 117" Congress.

2 Women make up 61% of all family caregivers (AARP, Caregiving in the US 2020)

The content of this brief has been developed under a grant from the National Institute on Disability,
Independent Living, and Rehabilitation Research (NIDILRR #90RTHF0001). NIDILRR is a Center
within the Administration for Community Living (ACL), Department of Health and Human Services
(HHS). This brief does not necessarily represent the policy of NIDILRR, ACL, or HHS and you should
not assume endorsement by the Federal Government.

CHRT.ORG 8



POLICY BRIEF- Family caregiver support policies

Conclusion

The shift from institutional to home-and community-based services in conjunction
with a disproportionate increase in older adults relative to caregivers in the near
future, creates an imperative to consider various state and federal policies that

provide greater support to caregivers.

The programs and policies described in this brief hold promise in meeting the
significant, documented needs of family caregivers: providing reimbursement and
financial assistance; education and training; and respite and supportive services.
Each, in turn, may have the potential to improve the health and well-being of the
caregiver, and enable them to provide high-quality care for their loved ones. As
policies are implemented, more data, measurement and evaluation are needed to
demonstrate their effectiveness in reducing caregiver stress and overall costs and

increasing quality, caregiver satisfaction and health status.
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