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Executive Summary

To increase awareness of the vital role of caregivers, the first-of-its-kind National Strategy
to Support Family Caregivers lists hundreds of actions that federal agencies, state and local

governments, businesses, and communities can take to improve their lives.

To drive change, the Strategy describes five goals:

Increase awareness and outreach

Build partnerships and engagement with family caregivers
Strengthen services and supports

Ensure financial and workplace security

Expand data, research, and evidence-based practices
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https://acl.gov/CaregiverStrategy
https://acl.gov/CaregiverStrategy

This Report highlights some of the initial impacts of the National Strategy on states,
communities, providers, employers, and others in assisting the 53 million family caregivers,
millions of grandparent caregivers, and an unknown number of other relative caregivers. This
piece serves as a companion to the Federal Progress report published by the Administration
for Community Living (ACL) on implementing the National Strategy, which showcases the
significant progress 15 federal agencies have made in increasing support for family caregivers.
Although the National Strategy is a catalyst for strengthening support to family caregivers,
more work needs to be done. Results from a recent National Poll on Healthy Aging showed
that most older adults do not know about the resources available to them or their caregivers.

» To learn what you can do, go to SupportCaregiving.org.
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https://www.aarp.org/pri/topics/ltss/family-caregiving/caregiving-in-the-united-states/
https://acl.gov/sites/default/files/2024ProgressReport_StrategyToSupportCaregivers.pdf
https://www.healthyagingpoll.org/reports-more/poll-extras/caregiving-poll-reveals-whos-providing-care-and-who-theyre-caring
http://www.SupportCaregiving.org

IMPACT BY THE NUMBERS

Wide array of voices impacted
the National Strategy.

The National Strategy was developed with extensive input from federal agencies,
national and community-based organizations, academics and caregivers, making
long-term policy change more inclusive and feasible.

@ 41613 800 ('i 230

Number of caregivers Number of 150 organizations and
and organizations who recommendations from 80 family caregivers
responded to a federal 27 major family caregiving from across the country
Request for Information reports that were participated in listening
to share their collected, analyzed, and sessions to inform the
recommendations synthesized National Strategy

» 1,613 caregivers and organizations responded to a federal request for information to

share their recommendations.

« 800 recommendations from 27 major family caregiving reports were collected,

analyzed, and synthesized.

« 150 organizations and 80 family caregivers from across the country participated in
listening sessions to inform the National Strategy.

o 26 caregivers shared their stories in the initial report to Congress and are on the

cover of this report.

« 15 federal agencies participated in advisory councils or identified specific actions
they would take to better support family caregivers.
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https://nashp.org/in-their-own-words-family-caregivers-from-across-the-country-share-their-priorities-and-recommendations/
https://nashp.org/inventory-of-key-family-caregiver-recommendations/
https://www.nashp.org/wp-content/uploads/2021/05/family-caregiver-listening-session.pdf
https://acl.gov/raise/caregivers

IMPACT BY THE NUMBERS

- .
\ “What makes the difference is that there are so many
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National Strategy Aligns Investments
and Initiatives in Caregiving

Family caregiving funders associated with Grantmakers In Aging awarded $100
million (370 grants) in 2021 and 2022 to community organizations that directly align
with one of the National Strategy’s goals.

Grants Awarded By Funders
That Support RAISE Act Goals
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https://www.giaging.org/

“We now track on an “The National
annual basis where = | Strategy serves
funders are investing s as a foundational
across the five goals piece for when we
of the National _ apply for funding
Strategy to identify and helps guide
gaps and opportunities implementation of
for philanthropy our initiatives.”

to advance the

recommendations.”

“The National Strategy gave MLTSS plans new ideas for how
they could support family caregivers and how they could
partner with others to do this work.”
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STATE PROGRESS

States are making advances in respite
policy, cross-agency collaboration on
caregiver supports, and working with
governors’ offices and legislators.

States indicate long-term commitments to supporting caregivers by aligning their state plans
on aging with the National Strategy. States have developed new caregiver assessments,
surveys, and caregiver training and have expanded access to respite programs.

Findings from the 2024 ADvancing States Survey
on the National Strategy
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this work.

In early 2024, ADvancing States included questions on the impact of the National Strategy in its
annual survey of state caregiving policies. Results from interviews with 42 states reveal:

« A majority of states (72%) report using the Strategy to inform their policy work.

« 15 of 26 states with multisector/strategic plans in place or in development report using Strategy
recommendations in this work.

« States report using the National Strategy in a variety of ways, ranging from furthering working
with governors’ offices and legislators to promoting cross-agency collaboration and engaging
communities of interest.
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STATE PROGRESS

State Lifespan Respite Care Grantees

State Lifespan Respite Care Grantees, who administer the Lifespan Respite Care
Grant Program funded by the Administration for Community Living, are supporting the
implementation of many respite actions outlined in the National Strategy:

Arkansas has created an initiative to distribute quarterly $300 Caregiver Respite
Vouchers to caregivers for a total of $1,200/year. Since November 2022, the

O

state has given 350 vouchers to over 182 caregivers.

In Delaware, the Division of Services for Aging and Adults with Physical
Disabilities launched the “Are you a caregiver campaign,” a marketing strategy to
assist caregivers to self-identify as caregivers.

The Montana Department of Public Health and Human Services partnered with
Montana State University to launch a Caregiver Respite Food Program to provide
HelloFresh or Blue Apron meals to unpaid family caregivers. In the first 30

days of the program, over 420 adults and 74 children in 28 counties and Tribal
communities participated in the program.

The North Dakota Lifespan Respite program developed public service
announcements for a Native Elder Caregiver Curriculum through Tribal radio
stations (watch the first presentation in 2022, Bring, Brag and Borrow).

The Virginia Lifespan Respite Voucher Program will now provide up to $595 in
reimbursement to grandfamilies and kinship caregivers for the cost of child care
or recreational camps so they can take time to rest and recharge.

In Wisconsin, the WI Family and Caregiver Support Alliance introduced a Human

Resources Care Kit to educate employers about family caregiver needs.

O
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https://archrespite.org/wp-content/uploads/2023/03/National-Strategy-Alignment-with-Grantee-Activities-Combined-6-2024.pdf
https://youtu.be/p3IvoKNOxhI

“We wanted to
emulate [the National
Strategy] at the

state level and

really see how our
Area Agencies on
Aging and Caregiver
Resource Centers

can both reach their

optimal potential and
ensure that they’re
reaching deep into
communities.”
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STATE PROGRESS

“The National
Strategy helped

to spur new state
actions such as
encouraging
employers to offer
respite information
to working
caregivers, training
more respite
providers, and
connecting family
caregivers to their
preferred respite
options.”




NATIONAL MOMENTUM

The National Strategy has heightened
awareness about the importance of
caregiving across the country.

Historically, the important role caregivers play in our health care system has often been
overlooked, but the COVID-19 pandemic brought their contributions into sharper focus.
Interest is increasing at both the state and federal levels to acknowledge the value family
caregivers play in supporting many older Americans and individuals with disabilities.

Susan Reinhard, Former Senior Vice President
and Director of the AARP Public Policy Institute

A NATIONA RATEGY TO @ ACt On RA SE

SUPPORT FA CAREGIVERS A Campaign for Action on the National Strategy to Support Family Caregivers

RN s )

The Act on RAISE Campaign, a campaign
for Action on the National Strategy to

One month of paid advertisement to promote
a NASHP video about the National Strategy
generated 1.5 million total impressions and
over 500,000 video views.

Support Family Caregivers, was launched
by the National Alliance for Caregiving, a
coalition of national organizations dedicated
to improving the lives of caregivers.
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NATIONAL MOMENTUM

Eligible practitioners can now bill Medicare for providing

_{CMed,care training and education to caregivers of patients with chronic

illnesses or disabilities thanks to new billing codes for
caregiver training services.

USAging, the national association representing Area

US p\g I ng Agencies on Aging (AAAs), identified the National Strategy

as one of its highest priorities for 2024.

According to a recent USAging survey of AAAs, 468 of 616
(76 percent) of Area Agencies on Aging have a caregiver

program coordinator/manager on staff, and 67 (11 percent)
would like to add one in the next three years; 209 (34 percent)
have a caregiver trainer on staff, and 67 (11 percent) would like
to add one in the next three years.

The ARCH National Respite Network dedicated its 2024
°
"o 2 ARC H conference to elevating respite strategies in the National
National Respite Network
AND RESOURCE CENTER Strategy
Assr\clechl/STll\‘c% \ ACO The National Association of Counties (NACo) held national
o COUNTIES
- \ ~ meetings to promote innovative caregiving programs in
’% counties.

Grantmakers In Aging (GIA) credits the National Strategy
C‘/_ GRANTMAKERS with providing a framework to better track how funders are
a

lN AGlNG supporting caregivers in their funding geographies.
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https://www.federalregister.gov/documents/2023/11/16/2023-24184/medicare-and-medicaid-programs-cy-2024-payment-policies-under-the-physician-fee-schedule-and-other
https://www.usaging.org/Files/Policy-Priorities-2024_WEB.pdf
https://www.usaging.org/content.asp?admin=Y&contentid=1474
https://archrespite.org/news-events/national-respite-conference/
https://www.naco.org/
https://www.giaging.org/

NATIONAL MOMENTUM

“The inclusion of youth caregivers in RAISE and the new
National Strategy reflects a new era of federal, formalized
recognition for people under the age of 18 as well as our
current moment in the caregiving crisis.”

Y

“The National Strategy “The National Strategy
provides a roadmap created a platform

for implementation at Y 1 for a baseline level
the federal, state, and of understanding
local levels to deliver _ for people in the
meaningful and long- ' caregiving field; it’s
overdue support to too early to tell what
family caregivers of all the impact has been
backgrounds and all on research, but it’s a
walks of life.” promising start.”

A

“The National Strategy has helped foster stronger
relationships between direct care workers and
family caregivers.”
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NATIONAL MOMENTUM

The RAISE Act Family Caregiver Implementation
and Technical Assistance Center

The RAISE Act Family Caregiver Implementation and Technical Assistance
Center was created in 2019 at the National Academy for State Health Policy
(NASHP) with funding from The John A. Hartford Foundation to help advance
the National Strategy.

Technical assistance by the numbers

) 26,000 2 2,300

Number of times users Number of attendees
used resources on the for the RAISE Center
RAISE Center website webinar series

« Since its creation, the RAISE Center has had approximately 26,000 page views and
houses 86 publications.

« The center has hosted 12 webinars reaching over 2,300 attendees and conducted
nearly 40 external presentations for both national and state audiences.

« 16 participating states committed to advancing access to respite care in their states
after participating in a NASHP summit in Washington, DC, inspired by the National
Strategy.

» Six states participated in NASHP’s Institute on Family Caregiving, resulting in expanded
use of family caregiver assessments to assess caregivers for their own needs across the

states of Connecticut, lllinois, and New York.

Sign up for NASHP’s RAISE newsletter for state and partner updates

on implementation of the National Strategy.
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https://nashp.org/policy/aging-and-disabilities/family-caregiving/
https://nashp.org/policy/aging-and-disabilities/family-caregiving/
https://nashp.us5.list-manage.com/subscribe?u=7c540696e67cc934b09085310&id=545dba200e
https://nashp.org/sixteen-states-selected-for-state-respite-summit/
https://nashp.org/sixteen-states-selected-for-state-respite-summit/
https://nashp.org/state-policies-to-support-family-caregivers-lessons-learned-from-six-states-in-the-raise-act-state-family-caregiving-institute/

NATIONAL MOMENTUM

Grandfamilies and Kinship Support Network

The Grandfamilies & Kinship Support Network, which launched in September
2021, is the first-ever national technical assistance center created for those who
serve grandfamilies and kinship families. The network is funded by a five-year
cooperative agreement with the Administration for Community Living. Since the
release of the National Strategy, the network has:

9 5,600 | [in]2,000 = 5,000

Number of webinar Number of Grandfamilies Number of Grandfamilies
attendees on issues and Kinship Support and Kinship Support
affecting kinship families Network LinkedIn followers Network newsletter
subscribers

« Responded to over 730 individual requests for assistance, ranging from resource sharing
to ongoing, in-depth assistance provided by subject matter experts.

« Reached over 5,600 attendees through 20 webinars that cover a range of issues
that affect kinship families, such as affordable housing, child welfare, unaccompanied
immigrant children in kinship families, and legal options.

« Connected with over 2,000 followers on LinkedIn and sent a monthly newsletter to over
5,000 people.

“The hands-on, step-by-step technical assistance from
the Grandfamilies & Kinship Support was instrumental in
getting our new Grandparents Raising Grandkids Resource

Center running in Central Massachusetts.”
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https://www.gksnetwork.org/

2022 National Strategy to
Support Family Caregivers
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. 2022 National Strategy to Support Family Caregivers. The National Strategy identifies 350
actions the federal government can take to support family caregivers and more than 150
actions that can be adopted by states, local governments, and the private sector to build a
system to support family caregivers.

- SupportCaregiving.org features 12 resource guides written by leading national organizations

to help employers, families, managed care plans, state officials, counties, and others implement
the National Strategy. Since its creation, SupportCaregiving.org has had 16,000+ page views.

- RAISE Act State Policy Roadmap for Family Caregivers features state policies and promising

practices on the direct care workforce, awareness and outreach to family caregivers,
engagement with the health care system, services and supports, financial and workplace
security, and research and evidence-based practices to support family caregivers.

- Emerging Respite Care Strategies in Medicaid Home and Community-Based Services
Waivers for Older Adults, Adults with Physical Disabilities, and their Family Caregivers

highlights innovative state respite programs and strategies.

National Strategy to Support Family Caregivers
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https://acl.gov/CaregiverStrategy
https://supportcaregiving.org/
https://nashp.org/raise-act-state-policy-roadmap-for-family-caregivers/
https://nashp.org/emerging-respite-care-strategies-in-medicaid-home-and-community-based-services-waivers-for-older-adults-adults-with-physical-disabilities-and-their-family-caregivers/
https://nashp.org/emerging-respite-care-strategies-in-medicaid-home-and-community-based-services-waivers-for-older-adults-adults-with-physical-disabilities-and-their-family-caregivers/

As required by the RAISE ACT:

« Medicaid Supports for Family Caregivers (by NASHP) features strategies that states can

take to support family caregivers within the Medicaid program, state examples of family

caregiver supports, and actions for federal consideration.

« Medicare and Family Caregivers (by the Center for Medicare Advocacy) spotlights

opportunities to incorporate stronger support of family caregivers within Medicare,

including recommendations for broader home care coverage.

Key Partners

AARP

Administration for Community Living, U.S.
Department of Health and Human Services

American Association of Caregiving Youth

ARCH National Respite Network and
Resource Center

Caring Across Generations

Community Catalyst

Daughterhood

Diverse Elders Coalition

Drexel University

Eldercare Workforce Alliance

Family Caregiver Alliance

Generations United

Grandfamilies & Kinship Support Network

Grandparents Raising Grandchildren
Adyvisory Council

Grantmakers in Aging

Institute for Healthcare Improvement
Johns Hopkins University

LeadingAge LTSS Center @UMass Boston
Long-Term Quality Alliance

National Alliance for Caregiving

National Association of Counties

National MLTSS Health Plan Association
PHI

RAISE Family Caregiving Advisory Council
Ralph C. Wilson, Jr. Foundation

Rosalyn Carter Institute

Rush University Medical Center

Society for Human Resource Management
The John A. Hartford Foundation
University of California, Los Angeles

USAging
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https://nashp.org/medicaid-supports-for-family-caregivers/
https://medicareadvocacy.org/wp-content/uploads/2020/06/Medicare-and-Family-Caregivers-June-2020.pdf

Caregiving, a two-hour documentary from WETA, co-executive produced by
Bradley Cooper (a caregiver for his father) and his production company, Lea
Pictures, will premiere in Spring 2025 with support from corporate, non-profit,
and philanthropic sponsors and partners.

Caregiving can be one of the most rewarding but biggest
stressors a person can face. Caregiving can take a toll on
an individual’s health and well-being, relationships, and
financial security. Progress is happening, and you can keep
this momentum growing by supporting family caregivers as
a national priority.

Visit SupportCaregiving.org to learn what you can do.



http://www.SupportCaregiving.org

