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Introduction
The U.S. population is aging rapidly. The changing demo-
graphics offer several benefits and opportunities at local, 
national, and global levels (Kluge, Zagheni, Loichinger, & 
Vogt, 2014). Yet, living to an advanced age remains a sig-
nificant risk factor for the need of care and support during 
one’s lifetime. Half of all adults 65 years of age and older 
will reach a point where they require a high level of support 
due to either physical or cognitive challenges (Tumlinson, 
Juring, & Alkema, 2016). At the same time, the number of 
older adults living with chronic disease (e.g., diabetes, car-
diovascular disease, and dementia, etc.) is increasing (AARP, 
2017). Consequently, as many as 41 million Americans act 
as caregivers to older adults, with a projected economic 
impact of $470 billion, an amount higher than the total 
annual spend on all paid long-term services and supports 
(LTSS) in the United States (Reinhard, Feinberg, Houser, 
Choula, & Evans, 2019). The role that family caregivers 
play in the provision of care will only continue to grow as 
the U.S. population ages, and LTSS continue to rely on the 
family as the first line of care and support to aging adults.

Family caregivers experience both benefits and burdens 
of care. Caregivers may report greater self-gain (e.g., intrinsic 
rewards and personal growth related to caregiving) and 
enhanced relationships with the care recipient (Bangerter, 
Griffin, & Dunlay, 2019). However, the challenges of 

caregiving are far more frequently highlighted within re-
search. As many as 40% of caregivers report a high burden 
associated with caregiving, while 18% report a moderate 
burden (AARP Public Policy Institute, 2015). An abundance 
of research demonstrates that social supports and training 
(e.g., medication management) reduce the negative outcomes 
associated with caregiving, such as isolation, anxiety, and 
depression, and increase the quality of a caregiver’s life, al-
though fewer than 1 in 10 caregivers report receiving these 
vital supports (Burgdorf, Roth, Riffin, & Wolff, 2019; Ergh, 
Rapport, Coleman, & Hanks, 2002). Further, income-related 
losses from leaving the workforce or reduced employment to 
provide care are exceedingly high, averaging $303,880 over 
a caregiver’s lifetime (Arno, Viola, & Shi, 2011).

Only within the past two decades has the need to better 
support family caregivers been recognized as a bipartisan 
priority. Since 2000, the National Family Caregiver Support 
Program (NFCSP) has provided states with grants to fund 
varying caregiver support initiatives (Administration on 
Community Living, 2019a). The NFCSP is available to 
caregivers of adults over age 60 and prioritizes services to 
low-income families and older adults living with dementia. 
In 2015, members of Congress established the Assisting 
Caregivers Today caucus to bring attention to the needs of 
family caregivers who help aging adults and people with 
disabilities live independently. In 2018, the Recognize, 
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Assist, Include, Support and Engage (RAISE) Family Care 
Act was signed into law, which requires the convening of a 
Family Caregiving Advisory Council to advise on, provide 
recommendations for, and identify best practices on recog-
nizing and supporting family caregivers (Cacchione, 2019; 
Kunkle, 2015). Organizations—including AARP, Caring 
Across Generations, the National Alliance for Caregiving, 
and the SCAN Foundation—continue to advocate for and 
focus the public’s attention on supporting family caregivers.

Despite these recent national policy initiatives and advo-
cacy efforts, the development and implementation of caregiver 
programs and policies remains largely in the hands of state 
and local policymakers. Indeed, it is at the state level where 
most aging-related policies, such as the regulation of LTSS 
providers or programs providing respite services, are admin-
istered. Yet, efforts to advance and optimize family caregiver 
support policies at the state level are not well understood.

State policymakers have a vested 
interest in enacting public policies that 
are evidence-based and cost effective 
to better support family caregivers.

Family caregivers are critical to state governments, which 
fund the vast majority of all paid LTSS in the United States, 
largely through Medicaid. In 2018, Medicaid accounted for 
over 28% of all state spending and constituted the single 
largest expenditure made by state governments (National 
Association of State Budget Officers, 2019). Without family 
caregivers, these expenditures would certainly be far higher. 
There is evidence that interventions to support family care-
givers reduce states’ spending on Medicaid (Foldes, Moriarty, 
Farseth, Mittelman, & Long, 2018). Budgetary impacts not-
withstanding, state governments may have more leeway to 
be responsive to the concerns of their citizens, when com-
pared to their federal counterparts. This allows states to re-
spond to issues in unique and nimble ways.

State-Level Caregiving Initiatives
Several state-level programs aimed at supporting family 
caregivers have been enacted in recent years (Bangerter, 
Fadel, Riffin, & Splaine, 2019). The variety of these new 
programs and initiatives range from caregiver training 
programs to paid family leave. We provide a sample of 
these efforts to better illustrate the variety of programs in 
place and how they aim to support family caregivers.

Training Programs for Family Caregivers

Significant evidence exists that training family caregivers 
around medication management and understanding the course 
of a disease (e.g., Alzheimer’s) reduces the negative aspects of 
a caregiving experience (Ergh et  al., 2002). In Oregon, for 
example, free trainings that are open to all caregivers—both 

informal and formal—were established in 2014 (Pleasant 
et al., 2017). The program has been renewed twice by the State 
Legislature since the initial round of funding. Other state-level 
initiatives to support older adults and caregivers are gaining 
traction, such as Minnesota’s Essential Community Supports, 
which leverages state funds to provide training and education 
to family caregivers, along with a package of other supportive 
benefits (Mette & Purington, 2019).

Paid Family Leave

Building on the Family and Medical Leave Act of 1993, 
which provides federal-level protections for leave from 
work for activities including caregiving, many states have 
taken this one step further, to enact paid family leave. This 
refers to compensated time away from work for significant 
family caregiving needs, such as the arrival of a new child 
or the serious illness of a close family member. Eight states, 
including California, New York, Massachusetts, Rhode 
Island, and New Jersey, plus the District of Columbia (DC), 
currently operate paid family leave insurance programs, 
which offer between 4 and 10 weeks of benefits to eligible 
workers. The varying approaches to adding these programs 
into state-level policy arrangements are notable. For ex-
ample, in 2013, Rhode Island added Temporary Caregiver 
Insurance for workers through the state’s existing disability 
insurance program (Rhode Island Department of Labor 
and Training, 2020). In 2017, a universal paid family leave 
policy became law in DC. This allows an individual to take 
up to 16 weeks of paid family and medical leave, including 
6 weeks specifically for the care of a family member with 
a serious health condition (Department of Employment 
Services, 2020). State laws in Connecticut, Washington, 
and Oregon have yet to take effect as of this writing.

State Lifespan Respite Programs

Respite care services are often cited as the most needed 
caregiver support (Rose, Noelker, & Kagan, 2015). The 
U.S. Administration for Community Living offers grants 
intended to support a respite care infrastructure at the 
state level. Since 2006, 37 states and DC have received 
one of these grants (Administration on Community Living, 
2019b). States, in turn, leverage these funds to build out 
their own respite offerings.

Financial Support for Caregivers

Family caregivers can receive financial support through 
their state’s Medicaid program. These programs are 
often referred to by different names (Participant Directed 
Services or Cash & Counseling, etc.). The exact benefit 
package varies by state, as some states have expanded the 
offerings based on the Medicaid waiver a state operates. 
Beyond Medicaid, states have taken additional steps to 
offer financial support to caregivers. For example, Hawaii 
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enacted Kupuna Care, which provides up to $70 per day of 
financial support for care, including adult day services and 
other supports for family caregivers (Purtill, 2017).

Behavioral Risk Factor Surveillance System 

The Behavioral Risk Factor Surveillance System (BRFSS) is 
a telephone-based survey conducted annually in the United 
States and its territories to assess the health and health be-
haviors of non-institutionalized adults. The BRFSS is a col-
laboration of state departments of health and the Centers 
for Disease Control and Prevention. Beginning in 2009, 
states were provided the option of adding the caregiving 
module, which is a set of 10 cognitively tested and Centers 
for Disease Control and Prevention–approved questions 
about informal caregiving, and beginning in 2012, these data 
have been publicly available for analysis and to guide policy 
making. They are particularly impactful in quantifying the 
public health burden of caregiving with state-specific data. 
Notably, over the 2015–2017 BRFSS cycle, 44 states, as 
well as DC and Puerto Rico, included the caregiver mod-
ules (Edwards, Bouldin, Taylor, Olivari, & McGuire, 2020). 
The BRFSS data adds public health to the growing chorus 
of concern about caregiving policy at the state level.

State Family Caregiving Taskforces

In recent years, several states have established caregiver-
specific task forces to better coordinate the state’s response 
to supporting family caregivers. These task forces often in-
clude bi-partisan legislators, care recipients, caregivers, pro-
viders, advocates, and other stakeholders. Notable task force 
examples include New Mexico and California (State of New 
Mexico, 2015). California’s caregiver task force released their 
final report, which provides several recommendations on 
how to better support family caregivers (Meyer et al., 2018). 
These taskforces, plans, and reports draw needed attention 
to the challenges facing caregivers and provide a foundation 
from which state policymakers can enact policies.

The Caregiver Advise, Record, and Enable Act

Although family caregivers play an essential role in caring 
for aging adults throughout health issues, the role of care-
givers in the health-care delivery system is often ill-defined. 
The 2012 report, Home Alone: Family Caregivers Providing 
Complex Chronic Care, brought much needed attention 
to the challenges facing caregivers, particularly following 
a discharge from an acute care episode (Reinhard, Levine, 
& Samis, 2012). The Caregiver Advise, Record, and Enable 
(CARE) Act was developed to address this issue and to op-
timize care transitions. This CARE Act requires hospitals to 
(a) document the name of a caregiver in the patient’s medical 
record; (b) notify the family caregiver upon discharge; and 
(c) provide the caregiver with education and instruction of 
the medical tasks they will need to perform for the patient at 

home. In doing so, patients and their caregivers are expected 
to experience better outcomes, providers are expected to 
face fewer challenges associated with post-acute care, and 
overall costs are potentially curtailed as emergency depart-
ment and hospital readmissions are reduced.

The CARE Act has passed in over 40 states in 4 years, 
indicating a dramatic uptake across states that vary greatly 
in demographics, legislative priorities, and geographic lo-
cation (Gleckman, 2020). Notably, the CARE Act is not 
specific to aging adults. Unlike the NFCSP, which priori-
tizes services to low-income families and older adults living 
with dementia, the CARE Act applies to caregivers across 
the lifespan. What remains unclear, however, given the 
widespread adoption of this legislation, is what impact the 
CARE Act has had in terms of “on the ground” impacts for 
family caregivers and the individuals they support. While 
the legislation has been passed in over 40 states, many of 
those states have yet to enact rules to implement the CARE 
Act. Efforts to evaluate the CARE Act have begun (Leighton 
et al., 2019). However, further research and evaluation are 
needed to build on these efforts and to demonstrate the 
CARE Act’s impact in terms of outcomes.

Variation Between States

Although caregiving is a universal issue, not all states ap-
proach caregiving in the same way, and significant vari-
ation exists between state caregiver policies. This variation 
across states is likely due to a combination of environ-
mental, political, contextual, and fiscal factors that influ-
ence policy outcomes for older adults (Heidbreder, 2012; 
Nattinger & Kaskie, 2017).

State budgets are subject to cyclical fluctuations of the 
economy, and state-level programs live at risk of being 
cut during periods of financial austerity. This is particu-
larly true of programs without federally matched funding 
through Medicaid. Further, all states but one (Vermont) 
lack the legal authority to run a budget deficit (Dilger, 
2014). In times of financial austerity, when running a short-
term deficit might allow a state to maintain benefit levels, 
states often reduce services. An approach often taken to re-
duce benefits is to increase medical eligibility for LTSS. This 
move has a consequent effect on family caregivers, due to 
the increased duration and complexity of the caregiving 
needs individuals have before becoming service eligible.

Policymakers are also highly responsive to the wishes of 
voters in their states. While all states are experiencing aging, 
there is great variation across the United States in terms of 
the aging population. For example, in Maine and Florida, 
more than 20% of the population is 65 years of age or over, 
while in Utah and Alaska only 11.1% and 11.8% are, re-
spectively (U.S. Census Bureau, 2019). To what degree do 
these differences in the population of adults over 65 drive 
policy outcomes?

The political dynamics of caregiving in individual states 
in some ways reflect the national policy arena, including 
the same stakeholder groups (e.g., AARP, long-term care 
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(LTC) Trade Associations, Hospital Associations, labor 
unions, etc.). However, the political dynamics at play are 
unique to the context of that state, such as the ideological 
orientation of voters, partisan control of the legislature and 
Governor’s office, and specific political actors and advo-
cates within the political process. The unique political con-
text of each state drives differing outcomes and variation 
in policy arrangements.

Summary and Conclusions
States are highly invested in the needs of family caregivers. 
The multitude of state actions in recent years to address 
the needs of family caregivers and the older adults they 
support demonstrates this vested interest. While states 
may be more agile in their ability to enact new policies 
and programs than their federal-level counterparts, federal 
policymakers can learn from the innovations taking place 
in state-level caregiving policies, and ideally new federal 
caregiving legislation will reinforce the innovative state-
level efforts to support caregivers. Advocates and other 
stakeholders, providers, and policymakers seeking to ad-
vance policy and new programs in their own states can also 
learn from other states’ policies and programs. At the time 
of this writing, no comprehensive inventory of state-level 
family caregiver support policies exists. Indeed, 2014 was 
the last time such a listing was updated (Family Caregiver 
Alliance, 2014). Creating an up-to-date inventory of state 
policies and programs would be a logical next step for ex-
panding and strengthening caregiver policies. Moreover, 
future work should seek to illuminate the unique political 
contexts across states and utilize this analysis to promote 
future state and federal efforts.

While states may be more agile in 
their ability to enact new policies 
and programs than their federal-level 
counterparts, federal policymakers can 
learn from the innovations taking place 
in state-level caregiving policies, and 
ideally new federal caregiving legisla-
tion will reinforce the innovative state-
level efforts to support caregivers.

Family caregivers continue to feel the financial strains as-
sociated with care provision. Health-care costs remain the pri-
mary driver of all personal bankruptcies in the United States 
(Himmelstein, Lawless, Thorne, Foohey, & Woolhandler, 
2019). As the U.S.  population continues to age, the need 
for care and the associated challenges will only grow more 
acute. Recent federal-level initiatives help, such as the pas-
sage of the Recognize, Assist, Include, Support and Engage 
Family Caregivers Act. But federal policymakers must take 
further action to redesign and bolster the aging care system 
so that it can systematically meet the care needs of aging 

Americans. Other countries, notably Japan, Germany, and 
France, have made the needed investments and reorganiza-
tion of their care financing structures to better support their 
aging populations (Campbell, Ikegami, & Gibson, 2010; 
Doty, Nadash, & Racco, 2015). Our nation’s aging adults 
and family caregivers cannot afford to wait.
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