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Letter from the Acting Administrator of the
Administration for Community Living

The Administration for Community Living (ACL) is pleased to share the 2022 National
Strategy to Support Family Caregivers, which was developed jointly by the
Advisory Councils established by the RAISE Family Caregiving Act and the Supporting
Grandparents Raising Grandchildren Act, with extensive input from family caregivers,
the people they support and other stakeholders. The Strategy includes nearly 500
actions that can be adopted at every level of government and across the public and
private sectors to ensure that family caregivers—who provide the overwhelming
majority of long-term care in the United States—have the resources they need to
maintain their own health, well-being, and financial security while providing crucial
support for others.

The Strategy arrives at a uniqgue moment in time. The need for a robust, coordinated
approach to supporting family caregivers has never been greater. But the opportunities
in front of us to build that system also are unprecedented.

In 2019, at least 53 million people were providing informal, usually unpaid, care and
support to aging family members and people of all ages with disabilities (including
mental health conditions). At the same time, at least 2.7 million grandparents—and

an unknown number of other relative caregivers—carried the primary responsibility

for caring for grandchildren whose parents were unable to do so. These numbers

are increasing rapidly due to growing populations of older adults and people with
disabilities; the long-standing shortage of direct care workers, which has reached crisis
proportions during the pandemic; the continuing opioid crisis and other issues that are
creating thousands of new “grandfamilies” each year, and a variety of other factors.

When family caregivers do not have training, support, and opportunities for rest and
self-care, their own health, well-being, and quality of life suffer. Their financial future
can also be put at risk—lost income due to family caregiving is estimated to be a
staggering $522 billion each year. When family caregivers no longer can provide
support, the people they care for often are left with no choices except moving to
nursing homes and other institutions —the cost of which is typically borne by taxpayers
—or to foster care.

Supporting family caregivers has been an urgent public health issue for a number
of years. The COVID-19 pandemic made it starkly visible, and national momentum
to address it has surged. Today, the Biden-Harris Administration’s unwavering
commitment to strengthening the care infrastructure — which is reflected in a wide
range of policy initiatives and new investments in making affordable, quality child
care more available to working families; expanding access to home and community-
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based services; growing and strengthening the direct care workforce; supporting
family caregivers; and more —gives us a unique opportunity to transform our long-
term care systems and mitigate the challenges that family caregivers face. The
Strategy is an important contribution to the Administration’s broader efforts, which
work together to advance equity, strengthen the U.S. economy, reduce health care
costs, and improve lives.

| want to express our deepest gratitude to the members of the Advisory Councils for
their hard work on the Strategy. ACL also thanks our partners, without whom this
important work would not have been possible: The John A. Hartford Foundation,

the National Academy for State Health Policy (NASHP), Community Catalyst, the
LeadingAge LTSS Center @UMass Boston, the National Alliance for Caregiving, and
the panel of nationally recognized experts on family caregiving convened by NASHP to
support the RAISE advisory council.

The development of the Strategy is a significant milestone in our national efforts to
improve the way we support family caregivers, but it also is only the beginning. This
will be a living document, updated regularly, based on the ongoing input of family
caregivers and the people they support; the continued work of the Advisory Councils;
best practices from communities, states and tribes, and federal agencies that are
developing, implementing, and adapting policies and programs to support caregivers;
and other stakeholders.

Supporting family caregivers is an issue that will touch every one of us in some

way. At some point in our lives, most of us will either be a family caregiver or need
one. Many of us will experience both. The Strategy presents a vision, along with
recommendations for achieving it. Bringing this transformative change to life,
however, will require contributions and commitments from every sector, every level of
government—and all of us.

Alison Barkoff

Acting Administrator and Assistant Secretary for Aging
Administration for Community Living

U.S. Dept. of Health & Human Services
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Creating the Strategy

The National Strategy to Support Family Caregivers (Strategy) is the result of three
years of focused effort by two Congressionally mandated advisory councils: The
Recognize, Assist, Include, Support, and Engage (RAISE) Act Family Caregiving
Advisory Council and The Advisory Council to Support Grandparents Raising
Grandchildren (SGRG) (collectively referred to herein as the Advisory Councils).

The two Advisory Councils were formed in 2019 to explore and document the
challenges faced by family caregivers and kin and grandparent caregivers, respectively.
Each was charged with providing actionable recommendations for supporting their
corresponding caregiving populations in a holistic way both now and in the future. In
addition, the RAISE Act directed the development of a family caregiving strategy.

In 2021, each Advisory Council delivered an initial report to Congress. The reports
contained recommendations for increasing awareness and outreach, inclusion, and
services; reducing the financial challenges faced by family caregivers; and improving
data, research, and the use of evidence-informed approaches in the field. The reports
also offered testimonials from family caregivers to help illustrate why it is imperative
that the nation do more to support them. During this work, it became clear that
because family caregiving is such a diverse activity that affects different people at
various stages of life and requires a wide range of skills and competencies, the best
way to holistically support all family caregivers would be through a unified effort. As a
result, the Advisory Councils collaborated to develop the Strategy.

Who are Family Caregivers?

The RAISE Family Caregivers Act defined “family caregiver” as “an adult family
member or other individual who has a significant relationship with, and who
provides a broad range of assistance to, an individual with a chronic or other
health condition, disability or functional limitation.” In its initial report to Congress,
the RAISE Advisory Council expanded that definition slightly to include unpaid
individuals of all ages in its definition.

In its 2021 Report to Congress, the SGRG Advisory Council defined “kin and/

or grandparent caregiver” to refer to any grandparent or relative adults who have
primary responsibility for grandchildren or other children who cannot remain with
their parents.

In the 2022 National Strategy to Support Family Caregivers, “family caregiver”
includes anyone meeting those definitions.
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Setting the Vision

According to the individual statements from Advisory Council members,
when the goals of the Strategy are achieved, family caregivers of all ages and
circumstances will be able to:

= “Be informed advocates...(and) obtain the services they desperately need to survive
and thrive.”

= “Access the right support at the right time.”

= “Understand that the role (of family caregiver) is a competency, and their success
relies on infrastructure available within a community.”

= “Maintain their own vitality, health, and wellness.”
= “Protect the bonds of family...and maintain strong family relationships.”

= “Realize that they are not alone...and become empowered to step forward as
advocates.”

= “Navigate services that support their needs for providing a service of care.”
= “Access emotional and financial support without judgment.”
= “Reference a living document that reflects shared values.”

= “Breathe again...”

In addition, council members noted that supporting family caregivers helps to
ensure that the people receiving support maintain their autonomy, independence
and right to self-determination.

Their first step was to articulate a shared vision. They began by describing a world in
which family caregivers have the support needed to provide care without jeopardizing
their own financial, emotional, and physical stability. Each council member submitted
statements detailing their individual perspectives on what the Strategy should
achieve —and the impact on family caregivers if the shared vision were realized.

Their individual responses reflected the wide range of challenges and joys that are
experienced by many family caregivers.

It is important to note that the Strategy is focused solely on the populations and issues
addressed by the RAISE Family Caregiving Act and the Supporting Grandparents
Raising Grandchildren Act; it does not address every type of caregiving situation.
For example, although expanding access to affordable, quality childcare is crucial
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to supporting working parents (and to advancing equity), and parents are “family
caregivers” in the literal meaning of the term, that issue is beyond the scope of this
strategy.

Similarly, the Advisory Councils recognize that the Strategy does not fully address all
aspects of family caregiving, as there is no-one-size-fits-most solution to addressing
the needs of more than 53 million individuals providing care in the U.S. Specific
populations of family caregivers, especially those with more demanding and/or
complex caregiving responsibilities (described by family caregivers as “more intense”
responsibilities), likely will need additional support not described in this initial release of
the Strategy.

A Note on Language

The Advisory Councils recognize that different stakeholder groups that will be served
by this Strategy use different language to describe the role of a person who provides
the support another person needs. For example, while many people use the term
“caregiver,” others prefer to use terms like “care partner” to describe the person who
provides assistance, and some cultures do not have terms for people who provide
informal support to others.

Similarly, different stakeholder groups prefer different terms to describe the tasks
performed by these people to be “care,” while others use “support,” “assistance,” or
simply, “help.”

To design a strategy broad enough to encompass all family caregivers and the myriad
challenges they collectively face (and often overcome) in a manner that honors cultural
norms and differences, the Advisory Councils blended their individual family caregiving-
related definitions. This practical approach allowed them to create a broad concept
that could be applied in a range of circumstances, while maintaining clarity for readers
of the document. When working directly with individual family caregivers and care
recipients, or different stakeholder groups, it is important to be aware of the diversity
of language used to discuss the issues of family caregiving and to make an effort to
use the language preferred by the individual/groups being addressed.

After thoughtful discussion within the Advisory Councils, which included both
family caregivers and care recipients from a variety of circumstances, the following
terminology was selected for the purposes of this document:

“Family” is used in the broadest possible sense to include spouses, partners,

siblings, friends, neighbors, kin, cousins, nieces and nephews, grandparents, parents,
godparents, and others.
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“Caregiving” includes a wide variety of tasks to meet the individual needs of the
person receiving support. Level of effort can vary significantly —from assistance with
one (or a few) specific tasks, to live-in assistance that includes medical tasks. It most
often describes the support provided to help people live in their own homes and
communities, rather than in nursing homes and other institutions. However, it also
can include support provided to older people and people with disabilities who live in
institutional settings.

“Family caregivers” include people of all ages, from youth to grandparents; people
with and without disabilities; people providing care from a distance; and people
meeting a wide variety of needs, such as supporting people with intellectual and
developmental disabilities (ID/DD) across the lifespan, caring for people with serious
and/or progressive illnesses like dementia and cancer, and assisting with daily tasks
that can be challenging for older people and people with disabilities. The term also
recognizes that a single person may receive care from multiple family caregivers.

This inclusive approach is intended to reflect a vision for a comprehensive national
response to supporting the nation’s family caregivers.

For more on how the terms used throughout the Strategy were selected, see
the RAISE Family Caregivers Act Initial Report to Congress and the Supporting
Grandparents Raising Grandchildren Act Initial Report to Congress.
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Executive Summary

Background

Every single one of us, if we live long enough, is likely to experience being a family
caregiver, needing a family caregiver, or both.

Each year, more than 53 million family caregivers provide the majority of support that
makes it possible for older people and people with disabilities to live in the community
(AARP and National Alliance for Caregiving, 2020). In addition, at least 2.7 million
grandparents — and an unknown number of other kin and relative caregivers — carried
the primary responsibility for caring for children whose parents were unable to do so
(Annie E. Casey Foundation, 2019). When formal systems of caregiving break down
(as we saw during the COVID-19 pandemic) or are not available in the first place,
family caregivers step in—often on short notice—and cover whatever is needed:
meals, transportation, chores, personal care, education, medical tasks, administrative
assistance, language translation, and even IT support (AARP and National Alliance for
Caregiving, 2020).

In short, family caregivers form the backbone of our nation’s system of long-term care.
They support a wide range of people, with a wide range of needs, such as:

= Older adults and people of all ages with all types of disabilities who may
need assistance with bathing, toileting, dressing, and eating (also known as
activities of daily living) or with things like grocery shopping and meal preparation,
getting to doctor’s appointments, home maintenance, or managing multiple
medicines.

= People with chronic health conditions—such as cancer, diabetes, and arthritis
who may need assistance navigating complex health care systems, managing
symptoms and medication side effects, and maintaining quality of life.

= Adults and children with ID/DD who may require assistance with ensuring that
the individual’s basic needs are met, while their rights are respected and protected.
They also may need assistance with accessing and coordinating the supports
needed for health, well-being, independence, and opportunities for community
inclusion, integrated employment, and self-determination, whether the individual
with ID/DD is living with the family caregiver or in their own home. Parents and other
family members of people with ID/DD often provide medical, behavioral, financial,
and other daily supports beyond what most families provide, and they provide this
assistance across the lifespan of the person with ID/DD.
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= Children in the full-time care of relatives such as grandparents or close family
friends who may need special education, behavioral health services, and help to
thrive due previous adverse childhood experiences.

= Medically fragile children and adults who need round-the-clock care from a
team that includes of family caregivers and skilled nursing professionals working in
close concert.

= Older adults, who are affected by Alzheimer’s disease and related
dementias (ADRD), including people with ID/DD, who require assistance with
activities of daily living.

= Veterans with injuries and/or chronic conditions, including traumatic brain
injuries, limb loss, and mental health issues like post-traumatic stress disorder
(PTSD).

=  People who live in nursing homes, board-and-care, and assisted living
facilities, and other residential care communities who rely on family caregivers for
assistance to maintain their health, safety, welfare, and well-being.

This is not an all-inclusive list — family caregivers provide many types of assistance not
listed here. And, of course, some people supported by family caregivers may fit into
more than one of these categories.

Costs of Caregiving

While family caregiving can be rewarding and personally satisfying, it often comes
at significant personal cost to the caregiver (National Academies of Sciences,
Engineering, and Medicine, 2016). However, those costs—financial, physical, and
emotional—incurred by family caregivers are hard to measure.

The goal is always to provide support that meets the needs of the individual receiving
it—as defined by that person—and to allow the individual receiving care to maintain
autonomy, independence, and quality of life.

To date, data collection efforts have not captured the full range of caregiving. They
often have been limited to specific caregiving situations, such as post-hospital-
discharge caregiving. Some populations of family caregivers, such as kin and
grandparent caregivers and long-distance caregivers, are often overlooked. The care
provided is diverse and intentionally tailored - the goal is always to provide support
that meets the needs of the individual receiving it—as defined by that person—and to
allow the individual receiving care to maintain autonomy, independence, and quality of
life. These and other factors hinder the ability to capture the often ongoing, long-term
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nature of caregiving, especially for care recipients with long-term needs, such as those
with dementia.

As a result, our knowledge about the impact of family caregiving is limited to selected
outcomes like social isolation, loneliness, stress, depression, and quality of life. We
know that family caregivers suffer from higher rates of depression than non-caregivers
of the same age, and research indicates that family caregivers suffer a mortality rate
that is 63 percent higher than non-caregivers (Schulz & Beach, 1999).

In recent years, additional attention has been given to measuring the financial impact
of family caregiving such as lost wages, reduction in workforce, and the out-of-pocket
costs that caregivers often incur for meals, transportation, medical supplies, toys,
educational tools, home modifications, and more. Family caregivers lose an estimated
$522 billion in wages each year due to caregiving, and employers are losing an
estimated $33 billion per year due to employees’ caregiving responsibilities (Chari,
Engberg, Ray, & Mehrotra, 2015).

Finally, when the challenges become overwhelming and family caregivers are unable
to continue to provide support, the person they have been assisting often is left with
no choice but to enter an institution. In addition to negatively affecting the health
and well-being of the individual who has moved from the community, institutional
care also carries a tremendous financial cost — most of which is borne by Medicaid.
Ensuring family caregivers have the resources they need to continue to support older
adults and disabled people in the community is critical to containing the rising costs
of health care.

Purpose of the Strategy

The range of circumstances faced by caregivers is large, and caregivers themselves
represent the diversity of the nation. However, they have at least one thing in common:
every single family caregiver deserves and needs to be recognized, assisted,
included, supported, and engaged.

To address this need, the initial National Strategy to Support Family Caregivers
(Strategy) was developed in 2022 by the RAISE Act Family Caregiving Advisory Council
and the Advisory Council to Support Grandparents Raising Grandchildren (SGRG)
(collectively, the Advisory Councils). It builds upon a framework prepared by each
council’s 2021 report to Congress to:

= Align federal, state, tribal, local, and other stakeholder responses around a
set of goals and outcomes that are informed by thoughtful recommendations.

= Foster collaborations within and across stakeholder groups.
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= Optimize existing family caregiver support efforts by reducing redundancy,
improving information sharing and the infusing best practices systemwide.

= Prioritize efforts to advance equity for unserved and underserved populations of
caregivers.

= Ensure that all efforts to uplift caregivers are person- and family-centered, trauma
informed, and culturally competent.

Components of the Strategy

In addition to an overarching narrative, the Strategy includes two appendices; lists of

actions, organized by goal, that can be undertaken by a wide range of stakeholders to
achieve a vision where people can provide care and support to others without putting

their own physical, emotional, and financial well-being on hold and at risk.

“Federal Actions” includes 345 commitments submitted by 15 federal agencies to
support the 2022 National Strategy to Support Family Caregivers. While the federal
actions are significant, they are constrained by the RAISE Family Caregivers Act
requirement that they be “within scope of existing programs.” Therefore, the federal
actions within this strategy are limited to activities possible under existing budgets,
programs, and authorities.

Note: As the Advisory Councils’ respective reports to Congress made clear, at present,
there are many identified needs of family caregivers that are not possible to fully
address within the scope of existing federal programs. The Advisory Councils identify
and describe for consideration other types of federal actions that would require new
legislation under, Caregiver Needs Requiring Legislative and Other Policy Changes.

“Actions for Others” includes actions for states, communities, and other
stakeholders to support caregivers in ways that are aligned with the Strategy. These
actions were distilled from eight separate convenings conducted by or on behalf

of the Advisory Councils to gather, align and aggregate independent actions that
stakeholders can take to support the Strategy.

This is the first time that ideas from local and state agencies and nonprofit
organizations are integrated with recommendations for the federal government in a
combined initiative dedicated to family caregiving. The development of these lists also
represents the first time that agencies across the federal government have formally
worked together to coordinate family caregiver support planning.

For more information on public comments and input from stakeholders that
informed the development of the Strategy, see Appendix B: Resources used in
the development of the Strategy.
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It is important to note that the Strategy is not—nor can it be—a timeline, a set of
operating instructions, or a how-to manual. The Advisory Councils intentionally
developed an approach that is flexible and broad; the Strategy presents a menu of
priority actions organized under outcomes and goals to provide stakeholders with a
range of options that can be implemented to meet local needs.

In addition to the lists of actions, the Strategy also provides a discussion of four cross-
cutting considerations, or “first principles,” that must be embedded in all support to
family caregivers: person- and family-centered care; the impact of trauma on families;
advancing diversity, equity, inclusion, and accessibility; and elevating direct care
workers as essential partners to the family caregiver.

A First Step

The initial Strategy empowers communities, agencies, and other stakeholder groups
to select actions for implementation, based on community and family caregiver needs
and preferences and in consideration of existing supports already in place, resource
constraints, and other factors.

The Strategy is a significant milestone in our national effort to improve the way

we support family caregivers, but it also is only the beginning. This will be a living
document, updated regularly, based on the ongoing input of family caregivers and the
people they support; the continued work of the Advisory Councils; communities, states
and tribes, and federal agencies that are developing, implementing and adapting
policies and programs to support family caregivers; and other stakeholders. All
stakeholders are encouraged to look for opportunities to improve collaboration, reduce
redundancy and leverage the actions being undertaken by other organizations and/

or sectors and to share recommendations to inform the first update to the Strategy,
which will be published in 2024.
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Introduction

Every day, millions of family caregivers put their own needs aside, often suddenly,

to improve and maintain the quality of life for others. They support parents, spouses
and partners, children with significant disabilities, children who cannot remain with
their parents, and other family members. Both family caregivers and the people they
support hail from every corner of the nation and reflect in the rich diversity of our
society (AARP and National Alliance for Caregiving, 2020).

The National Strategy to Support Family Caregivers is dedicated to America’s family
caregivers. It serves as an initial effort in changing systems so that family caregivers
can receive the recognition, assistance, and support they deserve while engaging and
including family caregivers in creating the change they envision.

Family Caregiving Today

According to the National Alliance for Caregiving (NAC) and AARP, at least 53 million
people provide informal, and usually unpaid, care and support to older adults and
disabled people of all ages in the United States (AARP and National Alliance for
Caregiving, 2020). This support makes it possible for millions of people to live in
homes in the community rather than congregate settings. Family caregivers also
supplement the care of people who are hospitalized or living in nursing homes and
other institutional settings (Avison, et al., 2018).

In addition, at least 2.7 million kin and grandparent caregivers have opened their arms
and homes to millions of children who cannot remain with their parents (Generations
United, 2018). These numbers are increasing rapidly due to growing populations

of older adults and people with disabilities (including due to long COVID); the long-
standing shortage of direct care workers, which has reached crisis proportions during
the pandemic; the continuing opioid crisis and other issues that are creating thousands
of new “grandfamilies” each year; and a variety of other factors.

The current U.S. system of long-term services and supports could not continue to
function without the contributions of family caregivers. In 2017, the annual contribution
of unpaid care of older adults from family members was estimated to be valued at $470
billion (Reinhard, Feinberg, Houser, Choula, & Evans, 2019). Currently, there are no
estimates for the value of the countless hours that family caregivers devote to other
types of care—for example, those providing 24/7 care to medically fragile children,
those supporting the independence of people with ID/DD, caregiving youth who help
parents and grandparents, or family caregivers providing care to more than one person.
Similarly, it is impossible to estimate the financial value of the care provided by kin and
grandparent caregivers, many of whom are older adults (Generations United, 2018).

2022 National Strategy to Support Family Caregivers Page 16



From our Listening Sessions

“One of the big stressors was money. Why aren’t we paying our family
caregivers? Why aren’t we giving them a wage? When you think about any
stressor they’re having...a lot of it’s going to be financially related.”

Despite its many rewards, family caregiving often carries a considerable personal and
financial cost (National Academies of Sciences, Engineering, and Medicine, 2016).
These costs have long existed, but they came into the spotlight during the COVID-19
pandemic, when more people became family caregivers in response to closures of
formal services and changes in the availability of informal supports (Beach, Schulz,
Donovan, & Rosland, 2021). These new caregivers quickly began to experience the
same challenges that have long been a reality for millions of caregivers across the
nation. Because family caregiving often is time-intensive, and it takes place within
family and other private spaces, it can leave the people who provide support isolated
from friends, family, colleagues, and support systems. The pressures of the pandemic
have only amplified the stress and loneliness that can accompany caregiving.

Many family caregivers struggle to balance their caregiving role with other family
responsibilities and employment, and they often forgo rest and self-care. They also
frequently bear out-of-pocket expenses (AARP and National Alliance for Caregiving,
2020). A 2016 caregiving cost study conducted by AARP found that three quarters

of family caregivers surveyed incurred out-of-pocket monetary costs as a result of
caregiving. The estimated per family spending on family caregiving was roughly $7,000
per year ($6,594) (Rainville, Skufca, & Mehegan, November 2016).These and other
challenges can have a long-term effect on caregivers’ health, relationships, mental and
emotional well-being, finances, and even their ability to provide support over time and/
or care for themselves (AARP and National Alliance for Caregiving, 2020).

“The challenges and rewards of family caregiving are much more than any
research study has ever captured. Families struggle, they look for help and
support, they laugh, they cry. They do all of this for the family member that
has the greatest need. Yet, the demands of work and the needs of other family
members continue. Balancing all of the demands can be overwhelming.”

-Alan Stevens, Ph.D., family caregiver & RAISE Family Caregiving Advisory Council Co-chair

Without the support of family caregivers, millions of people would find themselves

with no choice but to move to more costly nursing homes and other institutional and
congregate settings. Millions of children would enter the child welfare system (and be
effectively in the care of strangers) (Generations United, 2018). In addition to having a
negative effect on the health and wellbeing of the people receiving care, these changes
would come at a significant cost to federal, state, and community social services
budgets and the American taxpayer. Not only does the nation owe a tremendous
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debt to its family caregivers, but it has no acceptable alternative to family care.
Consequently, family caregiving is an urgent public health issue of such magnitude that
it requires a coordinated, iterative, and cross-sector response.

A Snapshot of Family Caregivers

Family caregivers represent a broad cross-section of the population—people of every
background and in every corner of the nation are family caregivers (AARP and National
Alliance for Caregiving, 2020). Family caregivers include spouses, parents, siblings,
adult and minor children, grandparents and other relatives, and more, and people

can assume family caregiving responsibilities at any stage of life (AARP and National
Alliance for Caregiving, 2020).

Some family caregivers assist others out of a wellspring of love and concern. Others
provide care in response to tradition, culture, family expectations, or other factors
(Zarzycki, Seddon, Bei, Dekel, & Morrison, 2022). More than half of all family caregivers
(53%) feel they have no choice in taking on the role (AARP and National Alliance for
Caregiving, 2020). Often some combination of these reasons causes a person to
become a caregiver.

An often-overlooked segment of the caregiving community are children, teens, and
young adults who care for parents, grandparents, and siblings. Advocates refer to
these young caregivers as “caregiving youth.” Research on caregiving youth remains
limited, in part because many families are reluctant to volunteer information (National
Alliance for Caregiving in Collaboration with United Hospital Fund, 2005). A 2005 study
found that more than half of caregiving youth help with bathing, dressing, getting in
and out of beds and chairs, toileting, and feeding. One in six child caregivers helps a
family member communicate with doctors or nurses, and 15 percent of those aged
12 and older make calls and engage in care coordination. While data is still emerging,
research also suggests that younger caregivers are more likely to support someone
with a behavioral health condition (Reinhard S. , et al., 2019).

It is important to note that some populations are disproportionately affected by
caregiving issues. Although men are becoming family caregivers in greater numbers,
61 percent of family caregivers are women (AARP and National Alliance for Caregiving,
2020); caregiving responsibilities often exacerbate the financial security - including
retirement security - disparities experienced by women. African American and
Hispanic caregivers are more often in high-intensity care situations than White and
Asian American caregivers (Choula, Snyder, & The John A. Hartford Foundation, 2020),
but they also are more likely to report that caregiving provides them with a sense of
purpose. On the other hand, Asian American and White caregivers report higher levels
of emotional stress than African American or Hispanic caregivers (AARP and National
Alliance for Caregiving, 2020). Hispanic older adults are about one and one-half times
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as likely to have Alzheimer’s or other dementias as compared to older adults who

are White (Alzheimer’s Association, 2021).The result is that the burden of caregiving
disproportionally affects families of color. For example, Black and American Indian and
Alaska Native children are more likely to live in grandfamilies (U.S. Census Bureau,
2019).

What Family Caregivers Do

Millions of people are able to live more independently, with dignity and self-
determination while experiencing a better quality of life thanks to some form of
assistance from family caregivers.

Today’s family caregivers are often expected to perform highly complex tasks, including
medical tasks, care coordination, administration, and technological support — activities
that extend well beyond the help with activities of daily living that were the hallmark of
family caregiving in years gone by (National Academies of Sciences, Engineering, and
Medicine, 2016). Of the approximately 10.9 million individuals with LTSS needs living in
the community and 1.8 million nursing home residents, 92 percent receive assistance
from family caregivers and only 13 percent receive any form of paid assistance (Kaye,
Harrington, & LaPlante, 2010).

The Advisory Councils convened as a result of these key pieces of legislation
believe that their efforts are only a first step in creating a systemic approach
to supporting family caregivers. Given the increasing numbers of older
adults and people with disabilities and chronic conditions who are anticipated

to need caregiver assistance in the future, the Advisory Councils contend that

in addition to the implementation of the Strategy, significant future changes will
likely be needed in the federal landscape to meet the vision of the RAISE Family
Caregivers Act. This belief is aligned with public comments received by the
councils.

See Family Caregiver Needs Requiring Legislative and Other Policy Changes below.

For more information on public comments and input from stakeholders, see
Appendix B: Resources used in the development of the Strategy.

Family caregivers generally provide this support without a formal assessment of their
needs or the needs of the person receiving support. That means they may have to
take on tasks they do not know how to do, did not expect to have to do, or do not
feel comfortable doing. They often have limited access to training or assistance that
could enable success. They often face legal barriers to providing care, such as when
a grandparent opens their home to a child but lacks legal custody or the authority

to make decisions on behalf of the child. This lack of formal recognition creates
unexpected challenges with otherwise straightforward tasks such as accessing

2022 National Strategy to Support Family Caregivers Page 19



medical care or registering a child for school. Over time, these hurdles can make an
already complex task both stressful and exhausting and even drain financial resources,
especially over time.

Congressional Action

To address these complex challenges, and in response to decades of advocacy by
multiple stakeholder groups, Congress passed the RAISE Family Caregivers Act of
2017 (P.L. 115-119). The RAISE Family Caregivers Act established the RAISE Family
Caregiving Advisory Council and directed the development of this Strategy.

In September 2021, the RAISE Family Caregiving Advisory Council released its initial
report to Congress. The report described the current landscape of family caregiving
and proposed 26 recommendations for how the federal government, states, tribes,
and communities—in partnership with the private sector—can better recognize,
assist, include, support, and engage family caregivers. It was informed by over

1,600 responses to a formal Request for Information (RFI) which were analyzed by
researchers at UMass Boston and Community Catalyst. The RFI analysis was made
possible through funding from JAHF. The RAISE Family Caregivers Act Initial report to
Congress made recommendations that were organized around five key goals:

= |mproved awareness of and outreach to family caregivers
= |nclusion of family caregivers in the care team

= Services and supports for family caregivers

= Financial and employment protections

= Data, research, and best practices

In a corresponding effort, in July 2018, Congress authorized the SGRG Act (P.L. 115-
196). This legislation established a separate Advisory Council specifically to make
recommendations and identify best practices to support a unique subset of family
caregivers, many of whom are also older adults —those who have opened their homes
to grandchildren or kin who are not able to remain with their parents. Sometimes these
family caregiving situations are short term; sometimes they are permanent. Often, they
involve tremendous grief, loss, financial hardship, and/or trauma—and a resulting need
for services and support—for both the children and adults involved.

In November 2021, the Advisory Council to Support Grandparents Raising
Grandchildren released its initial report to Congress. The report was informed

by over 300 responses to a second RFI specifically seeking input on the needs,
challenges, best practices, and unaddressed gaps experienced by kinship families and
grandfamilies. The SGRG Act Advisory Council developed a set of goals aligned with
those of the RAISE Act Advisory Council, and these goals served as the framework
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for 22 recommendations set forth in its report. The report is a moving testimony to
the resilience and grit of a generation of kin and grandparent caregivers who have put
their physical, emotional, and financial well-being on hold to raise children within the
embrace of loving homes.

A Combined Approach to Developing the National Strategy to Support
Family Caregivers

As noted, as the Advisory Councils prepared their respective reports in 2021, it
became clear the parallel statutory requirements between the RAISE and SGRG Acts
presented an opportunity to bring together the issues of greatest concern to all family
caregivers in a single, comprehensive response. Without this inclusive approach, there
would remain the risk of ongoing lack of awareness of certain family caregiving issues
and continued fragmentation of supports for specific populations. It also highlighted
the magnitude of the issues facing so many Americans.

The development of the Strategy is an important initial step in identifying and
addressing the family caregiving challenges most Americans will face in their
lifetimes--whether providing care for a loved one or needing that care to remain in

the community. This effort to develop a framework of systemic support for family
caregivers is the first time that stakeholders representing an inclusive range of sectors
and stakeholders (including family caregivers and people receiving care themselves)
have collaborated with multiple agencies across the federal government to develop a
shared path toward this single shared vision: recognition and support for all family
caregivers, regardless of age, background, circumstance, or location.

Family Caregiver Needs Requiring Legislative and Other Policy Changes

The Advisory Councils anticipate that as the Strategy is implemented—and as the
nation more fully comes to understand and respond to the challenges faced by family
caregivers—society will embrace the cultural and policy shifts necessary to support
them. As a result, over time, lawmakers likely will be called upon to propose legislative
changes to better support family caregivers.

With this vision in mind, the Advisory Councils view this document as a Call to
Action for lawmakers at the federal, state, and local levels and propose a list of
recommendations for policy makers and legislators to enhance support for family
caregivers in ways that are aligned with the Strategy. (See Table 1.)
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Table 1. Legislative and Other Policy Changes to Support Family Caregivers

Legislative or Policy Change

Increase funding for state, territorial, tribal, and local health departments to
systemically embed family caregiving into public health infrastructure and planning
Provide funding for the development, implementation, and evaluation of a public
health national and culturally competent awareness campaign regarding caregiving
Update language in existing federal caregiver-related legislation and authorities to
ensure it reflects the current landscape of caregiving and aligns with the goals of the
Strategy

Review current requirements of, and funding levels for, federal programs described in
the Inventory of Federal Caregiver Support Programs & Initiatives

Encourage clinicians and providers to conduct formal assessments of family
caregiving needs

Create incentives for health care systems to incorporate family caregivers into health
care decision making for the person receiving care

Encourage Medicaid programs, programs offered by the VA, and Medicare Advantage
programs to expand community-based long-term care options, including expanding
self-directed opportunities to allow for the hiring of family caregivers, while also
funding LTC services at rates that attract and retain a skilled direct care workforce’
Authorize specific benefit expansions in the Medicare program, including for respite,
adult day services, home modifications, home delivered meals and other long-term
services and supports (LTSS) to enable individuals to safely age in place/remain in
their homes

Increase funding for caregiver support services under the National Family Caregiver
Support Program (NFCSP), the Lifespan Respite Program, and the Alzheimer’s
Disease Program Initiative (ADPI)

Create a job classification for direct care workers and standardize training and
accreditation across states

Establish a federal interagency task force to develop a direct care workforce
development plan

Change U.S. visa policies to allow au pairs to serve as caregivers of older adults and
people of all ages with disabilities

Redesign the Medicaid eligibility process so that the care recipient does not have to
deplete most of their assets to qualify for services and support

Financially support caregiving initiatives through federal funding opportunities,
including expansion of Older Americans Act and the Elder Justice Act funding
opportunities

Pass federal paid family leave; expand the FMLA to include small employers and a
broader definition of “family” to include grandparent and kin caregivers
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Include family caregiver out-of-pocket care expenses (products and services) as
medical expenses eligible for tax credits

Introduce a range of incentives to encourage employers to adopt caregiver-friendly
practices, including tax incentives

Develop tax deductions for paying for home and community-based services (HCBS),
including by family members who are not claiming the care recipient as a dependent

Amend the Consolidated Omnibus Budget Reconciliation Act (COBRA) such that
when wage earner(s) leave employment to care for family members their benefits can
continue at their previous level

Allow family caregivers who leave the workforce for caregiving to accrue Social
Security credits to qualify for Social Security benefits

Allow kin and grandparent caregivers who have primary responsibility for a child to
claim the federal Child Tax Credit

Launch a national public long-term care social insurance program that includes
benefits for kin and grandparent caregivers

Extend health care coverage to children in the care of grandparents and kin who are
not part of the child welfare system

Convene a task force to develop a consensus definition of family caregiver and
a standardized set of survey questions that provide a minimum data set on the
caregiver, person receiving care, and key characteristics of the caregiving situation
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Framework for Systemic Caregiver Support

The aim of the Strategy is to advance a plan of action leading to recognizing, assisting,
including, supporting, and engaging family caregivers. The Strategy includes four
separate components which together provide a framework for making the respective
recommendations of the Advisory Councils a reality for the nation’s family caregivers.

Components of the Strategy

The Strategy includes four documents. This document provides the narrative
discussion about how to drive the systemic change needed to take family caregiving
from the sidelines of modern life to something that is recognized and supported as an
essential contribution to society.

It describes how to achieve each of the 27 recommendations (restated as outcomes)
described by the Advisory Councils in their respective reports to Congress. The
narrative was developed based on transcripts and recordings of Advisory Council
meetings, the reports to Congress by each council, analysis of the two formal

public requests for information (RFI) about family caregiving, input from about 150
organizations through key informant interviews and listening sessions, plus other key
documents developed to support the work of the Advisory Councils. Appendix B
includes a list of additional sources that informed the development of the Strategy.

The narrative is organized around three components: Goals and Outcomes to
support family caregivers, and Indicators of Success.

= Goals: Although the language used to describe them different, the Advisory Councils
shared five overarching goals. These goals provide the framework for the Strategy:

¢+ Goal 1: Increase awareness of and outreach

+ Goal 2: Advance partnership and engagement

+ (Goal 3: Strengthen services and supports

+ Goal 4: Ensure financial and workplace security

+ (Goal 5: Expand data, research, and evidence-based practices

Many of the priority actions in the Strategy support multiple outcomes.
Stakeholders can increase their impact by adopting actions that are identified in
this document to support multiple areas.

= Qutcomes: Based on the combined recommendations in their initial reports to

Congress, the Advisory Councils developed 27 outcomes within the five goals.
Within each outcome, the Strategy describes multiple priority actions.
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Note: The Advisory Councils set forward a comprehensive, multi-sector
approach to advocate for immediate and long-term changes that will be needed
to achieve the cultural and systemic changes necessary to address the complex
nature of family caregiving. In other words, the members contend that no single
outcome will be sufficient by itself; however, each outcome is a driver of the
momentum necessary to effect meaningful change.

= |Indicators of success: With any large-scale undertaking to create change or
improve how challenges are addressed, a set of guideposts to measure success
is essential. Following the discussion of each goal and its outcomes, sample
indicators of success are provided so any sector involved in implementing any of
the actions can have a set of potential measures for their work.

A separate document, 2022 National Strategy to Support Family Caregivers:
Federal Actions (Federal Actions), provides 345 federal actions submitted by
federal departments and agencies as commitments to support one or more of the
outcomes. This document addresses a key mandate of the RAISE Family Caregivers
Act: requiring input from federal partners on agency actions that could be used to
advance the development and implementation of the Strategy.

It’s important to note that for the first iteration of the Strategy, the statute required that
actions be within current programs.

The federal actions differ from one another significantly by agency both in scope and
detail. This reflects differing missions and authorities. Some of the federal actions are
“new” activities within existing programs. Others are redesigned or reimagined from
the current state. In recognition of the fact that the Strategy must move beyond stop-
gap measures and short-term fixes to address the root causes of inequities and stress
across the landscape of family caregiving, multiple iterations of the Strategy. Additional
actions at all levels — and collaboration across federal agencies to break down silos
and leverage individual agencies’ authorities and investments — will be necessary to
achieve the vision described in statute and articulated by the Advisory Councils.

The diversity of federal responses in the initial Strategy also reflects the complexity of
caregiver needs and myriad ways in which government programs and initiatives have
sought in the past to address these issues. The Advisory Councils’ intention for the
future is that these responses will become increasingly aligned to form a truly holistic
system of integrated services and supports.

A third document, 2022 National Strategy to Support Family Caregivers: Actions
for States, Communities, and Others (Actions for Others), contains a list of more
than 150 suggested actions that states, communities, and other stakeholders can

take to advance the Strategy’s goals. These of practical actions, innovative ideas, and
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thoughtful suggestions represent the most current consensus from across multiple
sectors and communities on how best to ignite widespread social change in how the
nation honors and supports its family caregivers.

Finally, a fourth document, First Principles: Cross-Cutting Considerations for
Family Caregiver Support, describes four essential issues that must be centered in
developing, delivering and evaluating family caregiving services and supports:

1. The need for person- and family-centered approaches: As the U.S. builds a
system of coordinated and interrelated responses to the needs of family caregivers,
it is important that the family caregivers themselves—not systems or providers —
remain the focal point of each encounter.

2. Trauma and its impact: The experience of trauma in the lives of caregivers and
the people they support—including recent and decades-old traumas—has an
impact on the caregiving journey in ways that must be recognized and proactively
addressed.

3. Diversity, equity, inclusion and accessibility: As noted, the challenges and
impacts of family caregiving are universal but not equally distributed. Family
caregivers from unserved, underserved, and/or marginalized communities and
intersections thereof experience unique needs that often go unaddressed. They are
more likely to experience significant disparities in the intensity of caregiving and
greater negative physical, emotional, and financial impacts.

4. The direct care workforce: Even though the Strategy focuses on family
caregiving, the viability and well-being of the nation’s professional caregivers
(also known as direct care workers, direct service providers, and other similar
names) has a direct influence on family caregivers, their options, and the quality
of care provided to support the person receiving care. The COVID-19 pandemic
has highlighted and exacerbated long-standing challenges faced by this sector.
Only through the development of a robust, well-trained, and well-paid direct care
workforce can we ensure family caregivers and the individuals they support have
access to reliable, trusted, and affordable paid supports and assistance when and
where they need it.
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Family Caregiving Stakeholders: In addition to the federal government,
caregiving stakeholders can include states, municipalities, payors, health

care companies, faith-based communities, philanthropic organizations, public
relations organizations, caregiver advocates and coalition leaders, organizations
representing older adults, consumer groups, disability advocacy groups,
educators, entrepreneurs, technology companies, employers, long-term care
and health service providers, government (local and state) entities, policymakers,
health system advocacy organizations, and academia, as well as the people
supported by family caregivers.

How to Use the Strategy

The Strategy was written to address a wide range of potential stakeholders; not all
outcomes will apply to all stakeholders. Each sector and stakeholder has a role to play
in implementing the Strategy; the Advisory Councils recommend that each stakeholder
begin by identifying and prioritizing the goals, outcomes and actions that they can best
support.

Every sector also should review the Federal Actions to look for ways to align
their own actions with federal efforts and funding opportunities to reduce silos
and redundancy. They should also review Actions for Others to similarly identify
opportunities for collaboration at the state and local levels.

Finally, because many of the recommended actions will require cross-sector
collaboration, an important step for all stakeholders will be to begin forming
partnerships —within and outside their traditional networks —that can be used to
achieve the goals of the Strategy.

In addition, the Advisory Councils offer the following suggestions for specific
stakeholder groups:

= Academic institutions and researchers can consider the findings in the Advisory
Councils’ reports and the actions presented in the Strategy to formulate and
advance agendas for research, data gathering, and analysis. They also can use
this information to develop and disseminate new evidence-informed or evidenced-
based interventions for family caregivers.

= Business leaders and employers can proactively champion recognition and
support of family caregivers across a range of settings using the ideas and
suggestions in this document. They may wish to identify actions that would enable
them to better recognize and support their employees who are family caregivers
and participate in data collection to ultimately improve workplace productivity and
strengthen bottom lines.
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= Health care systems consist of organizations and providers with a shared goal of
promoting, restoring, and maintaining the health of patients. Such systems can use
the suggestions that follow to identify ways that the needs of family caregivers can
be incorporated into their existing workflows and processes which were designed
to solely support patients. They also can identify opportunities to include family
caregivers and care recipients on decision-making boards and incorporate family
caregiver awareness into training protocols and patient education materials.

= Child welfare agencies work in communities to strengthen families and keep
children safe, however, their primary focus is often on children in formal foster
care situations. The Strategy presents an opportunity to take note of and address
long-standing gaps experienced by kin and grandparent caregivers outside the
foster care system. These include improving recognition of kin and grandparent
caregivers who are outside the formal foster care system and increasing access
to services and assistance that could improve their ability to provide care to
children in their homes.

=  Communities of faith and faith-based organizations (FBOs) are trusted
sources of information, support, and comfort for millions. By considering possible
ways they can support the recommendations and actions in this section, FBOs can
play an even more meaningful role in the spiritual and emotional wellbeing of the
individuals within their congregations and communities.

=  Community-based providers of long-term services and supports play a
critical role in delivering essential services and supports for family caregivers. The
recommendations and actions contained in this Strategy offer a roadmap for their
own program development in support of family caregivers.

= National, state, regional and local philanthropic organizations have
an opportunity to advance recognition and support caregivers by identifying
opportunities that align with their respective philanthropic goals and objectives.

= States, tribes, and communities have an opportunity to adopt actions and use
them to strengthen recognition and programming for family caregivers and for
similar state-level strategizing on behalf of caregivers.

= Family caregivers, people receiving care, advocates, and members of the
public can use the document to work with legislators, program administrators,
employers, and neighbors to adopt and administer person-centered and trauma-
informed approaches that are based on caregivers’ documented needs and
preferences and grounded in cultural humility.
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Related Resource: A Roadmap for States

After reviewing the Actions for Others document, states and state agencies should
also review the extensive six-part RAISE Act State Policy Roadmap for Family
Caregivers (Roadmap) developed by National Academy of State Health Policy (NASHP)
under a generous three-year grant from The John A Harford Foundation (JAHF) and
RRFE Foundation for Aging. The Roadmap was designed in response to the RAISE Act
Advisory Council’s Report to Congress. Its purpose is to assist state officials to better
understand the state policy landscape for supporting family caregivers of older adults
and to identify opportunities for innovation in their own states. The Roadmap contains
six stand-alone sections:

m  Section 1: Public awareness and outreach to family careqivers

m  Section 2: Engagement of family caregivers in health care systems

m  Section 3A: Increasing access to services and supports

s Section 3B: Strengthening the direct care workforce

m  Section 4: Protecting and enhancing family caregivers’ financial and employment

security
m  Section 5: Increasing data, research, and evidence-based practices to support

caregivers

Disclaimer and Limitations

The development and release of the Strategy is a requirement of the RAISE Family
Caregivers Act. It is not a budget document and does not imply approval for any
specific action under Executive Order 12866, the Paperwork Reduction Act, or any
other statute. The federal actions presented in the Strategy are subject to budgetary
constraints and other approvals, including the weighing of priorities and available
resources by the administration in formulating its annual budget and by Congress in
legislating appropriations.

The Advisory Councils believe the Strategy presents a vision for meaningful change.
While the Advisory Councils believes the recommendations for the federal government,
states, communities, and other stakeholders are ones that the Advisory Councils have
the strongest potential to positively impact the pressing public health issue of caregiver
support and recognition and are necessary, the Advisory Councils do not have
authority to require adoption by any agencies or entities.

The RAISE Family Caregivers Act calls for periodic updates to the Strategy. Comments
on the Strategy are welcome and will play an important role in the first update. The
Strategy will be formally open for comment for 60 days shortly after its release, and
there will be additional opportunities for public input as the next iteration is developed.
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Goal 1: Increase awareness of and outreach to
family caregivers

Caregiving is a public health issue that receives inadequate recognition, and family
caregivers are often the hidden heroes of the health care, long-term supports and
services, and the child welfare systems. Improving support for family caregivers
requires increased awareness of the roles they play and the challenges they face. In
addition, there are many people providing support to loved ones who do not think of
themselves as “caregivers;” they need to be empowered to identify the crucial role they
play so that they can receive available training and assistance if they need it. Reaching
these populations, especially historically marginalized groups, will require focused
efforts to overcome mistrust of institutions, systems, and governments and use of
culturally competent approaches. The Advisory Councils recognize that these efforts
must be iterative. However, in coordination with the achievement of other goals, they
will pave the way for greater recognition and support of family caregivers and better
inclusion of caregivers in existing systems.

Accessible, Linguistically and Culturally Competent Services: In any approach
designed to increase awareness of family caregiving, communications channels

and methods must reflect the communities for which the message is intended.

Such outreach efforts should be coordinated across the public and private sectors
with consistent overall messaging, but it must be customized to meet the needs of
underserved communities. It is also important to ensure that all language, pictures,
graphics, videos, and other communications included in outreach materials are
accessible and promote a sense of safety, trust, and empowerment. They should be
created in partnership with their target audiences and take into consideration the
language preferences, cultural values, gender dynamics, historical circumstances, and
types of family caregiving typical in each community. Because not all caregivers have
access to the Internet, dissemination methods should be broad (e.g., electronic/web-
based, in-person, print, podcasts, etc.).

Outcome 1.1: Americans are educated about and understand the
experience of family caregiving.

From our Listening Sessions

“Now is the time to address this issue. Caregivers are a national gem or a
resource. Without them, it would cost us, | don’t know how many billions more
dollars than it is costing us right now...You’re going to be in real trouble America,
if we don’t do something sooner...at the top of my list is to have some campaign
so that we could turn on every TV station, open up Facebook, Twitter and just
this would be an omnipresent message that we have to do something now.”
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The Any Care Counts Campaign is a caregiver identification campaign to
recognize and support unpaid caregivers in Massachusetts by connecting them to
available support resources in the state. It also includes free access to a culturally
competent caregiving intensity index developed by ARCHANGELS.

Despite its many benefits to individuals and society, widespread public understanding
of the breadth, depth, and complexity of family caregiving across the care continuum
remains inadequate. Too often, caregivers report only learning exactly how complex

it is after finding themselves unexpectedly plunged into the role. Even medical,
educational, legal, financial, and social services professionals sometimes fail to fully
comprehend the diverse needs, issues, and challenges faced by family caregivers.
Such limited awareness is a partial contributor to many of the challenges faced by
family caregivers, such as lack of inclusion in care settings and health records, limited
training and support, inadequate research, and inconsistent definitions and data.

Awareness Campaign

The priority action under Outcome 1.1 is a national, multi-pronged information
campaign designed to bring family caregiving out of the shadows and make it a dinner
table conversation in every home across the nation and respected at all points of
service. It should also serve as a reminder that each of us will likely experience
being a family caregiver, needing a family caregiver, or both at some point, and
the best way to prepare for that eventuality is through planning now.

Because every family and community is unique, the campaign should offer a playbook
with customizable, plain language messaging that can be adapted for specific
segments of the population and reproduced in a range of accessible formats. Such a
tool will include culturally competent messages that recognize that not all terms and
recommendations resonate with different populations. All public campaigns should
aim to increase family caregiver self-identification by highlighting the full diversity of
caregivers and caregiving situations. They should also emphasize that while family
caregiving can be emotionally rewarding, it often comes at an emotional, physical, and
financial cost to the caregiver.

ldeally, the campaign should be led at the national level through a public-private
partnership in coordination with the federal government. This approach will ensure
unified messaging, consistent data and evaluation, and uniform definitions of
caregiving. It also will allow for integration of lessons learned and data from previous
successful national education and awareness campaigns.

Civic organizations and businesses can help to advance the awareness campaign

and boost general awareness of family caregivers by incorporating its messaging
about the role and value of family caregivers into existing materials, work products,
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and business practices. For example, community organizations can blend messaging
from the campaign with local data about caregiving needs to develop a mini campaign
to recruit and mobilize volunteers to assist family caregivers in the community and
promote local caregiver support resources. They also can conduct needs assessments
as a first step in developing future tools and resources for local family caregivers.
Philanthropic and faith-based organizations can adapt the campaign to create
culturally competent family caregiver support activities that reflect the preferences and
values of their respective communities. Meanwhile, schools can ensure language on
intake forms, websites, and other materials to ensure kin and grandparent caregivers
are represented in the language and imagery. This will both improve inclusion of these
family caregivers and help to raise awareness of the fact that many children today live
with kin and grandparent caregivers. Finally, businesses that are open to the public,
like coffee shops, restaurants and retail stores, can incorporate caregiver awareness
messaging into their own advertising, signage, store promotions, and staff trainings
This will ensure frontline staff, managers, and even other customers can recognize

and respond appropriately to family caregivers they encounter in the course of a day.
(Also supports Outcome 3.5) An additional benefit of raising awareness of caregiving
in professional settings is that it also has the potential over time to increase awareness
among employers of the needs of their staff who are also caregivers. These can
include flexible work hours, time off on short notice, and paid leave for caregiving.
(Also supports Outcome 4.2)

The campaign should be grounded in national, state, and local data about caregiving
based on research and data collection activities described in Outcome 5.1. It should
be timed to capitalize on existing caregiving-related observances such as National
Family Caregivers Month or National Kinship Care Awareness Month.

Family Caregiving Information Platform

The awareness-raising campaign should include a central communications platform,
ideally hosted by or in collaboration with the federal government. This platform would
provide public and private entities a curated array of consistent family caregiving
resources, data, quality indicators, caregiver identification tools, model policies,
training materials, technical assistance, learning collaboratives, and a mechanism
for finding available services and supports in the local community. Family caregivers
themselves should also have access to this platform so that they can use it to share
experiences and insights with one another. The existence of a centralized family
caregiving information platform will ensure that users receive cohesive definitions,
messaging, and resources in a single location. Meanwhile, campaign supporters and
state governments would also have access to toolkits, talking points, and templates
that could be adapted for local populations. National, state, regional and local
philanthropic organizations may wish to consider funding collaboratives to develop
toolkits, templates, and related training materials for inclusion on the platform and to
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support enhanced outreach and awareness. (Also supports Outcomes 1.5, 3.1, 4.1,
5.1, and 5.3)

As part of their participation in the national campaign, states may wish to conduct
environmental scans to better understand the programmatic landscape for family
caregivers at the state and local levels. Using the results from state programs and
initiatives to support caregivers, states and their respective managed care plans may
wish to create or enhance resource guides for health care systems, social service
providers, and other stakeholders.

Outreach to Underserved and Hard-to-Reach Populations

In addition to a general awareness-raising campaign, targeted outreach should focus
on populations facing additional barriers that increase the challenges associated
with family caregiving. These include kin and grandparent caregivers raising children
impacted by trauma, family caregivers impacted by mental illness and/or substance
use disorders, family caregivers in communities of color, LGBTQIA+ caregivers,
caregivers with disabilities and caregiving youth. Targeted outreach should include
federal outreach to states and grantees about available programs and initiatives to
support caregivers along with outreach by states, communities, and professional
associations, customized messages to the needs and preferences of the populations
reached by each. States can also support the capacity of community-based
organizations to conduct outreach and to help family caregivers to navigate the service
delivery system.

Outreach to Professionals

A parallel campaign also should be initiated at the national level to educate
professionals across a wide range of sectors who interface with family caregivers in the
course of their work to improve their ability to identify and support family caregivers.
These include, but are not limited to, medical, education, finance, and social services
professionals. The campaign for professionals should also have a playbook that
contains messages and content that can be adapted for specific audiences. This
would allow for focused, but equally aligned, sub-campaigns that could educate a host
of professionals often overlooked in education efforts that focus on family caregiver
support. These can include retail workers, hospitality professionals, legal professionals,
and public safety officers. Finally, community-based organizations should consider
targeted information campaigns, using local data, to educate their elected officials and
policy makers about issues related to caregiving. (Also supports Outcome 1.5)

Both the public and the professional campaigns should provide non-copyrighted
images, graphics with diverse/relevant imagery, and text that can be quickly adapted
by other stakeholders. These materials should represent family caregiving as a broad
experience that can affect anyone at any stage of life. It is critical to ensure that
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materials are accessible to and include and reference —through both language and
images —populations of caregivers such as same sex couples, racially and ethnically
diverse individuals, and people of all ages with a variety of disabilities. Finally, because
family caregiving is constantly evolving, all outreach should be regularly reviewed

and updated to ensure messaging is current, appropriate, relevant, and reflective of
available supports in the state and/or community. As part of this, it is important to
remember that ensuring language access goes beyond word-for-word translation into
other languages; the message itself should be vetted to ensure that it is culturally
competent. (Also supports Outcome 1.3)

This case study includes lessons learned and details from the national
campaign to promote CMS’s Medicare & You and the development and launch
of Medicare.gov in 1998. The outreach plan also included local campaigns
adapted to the needs of diverse populations.

More Than Words

All sectors can explore other approaches for raising awareness of family caregiving.
One example is to adopt the inclusive and broad definition of “family, kin and
grandparent caregiver,” as statutes and regulations permit, and to participate in, or
initiate, observances related to family caregiving.

To further integrate the experience of family caregiving into all aspects of day-to-

day life, local government entities and providers of supportive services for family
caregivers, such as respite care, can partner with local media (TV, radio, print) to
increase the prevalence of stories about caregiver experiences and to highlight
available programs and services. (Also supports Outcomes 1.3 and 3.1) Greeting card
companies, realtor associations, restaurants, and others could incorporate appropriate
and evidence-based caregiver support in their products and services and employee
training. (Also supports Outcome 5.3)

Retailers can offer caregiver discounts for select goods and services that can make
family caregiving easier or explore other ways to offset the expenses associated with
family caregiving. (Also supports Outcome 4.1) Libraries can curate a “family caregiver
corner” with books, films, resources, and other information specifically for or about
family caregivers. Libraries also can devote time and space to offer family caregivers
the opportunity to learn how to do online searches for information, training, and other
resources to support their responsibilities. Communities of faith can create or expand
“family ministries” to include family caregiving as a special focus. They also can hold
special “caregiver outreach and recognition days” for their congregants at which local
service providers can provide information about available services and supports.
Schools can use “backpack campaigns” to include information about available services
and supports for caregiving youth and/or for grandparent and kinship caregivers.
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Area agencies on aging, state DD Councils and other organizations in the aging and
disability networks can ensure that staff are aware of available family, kinship, and
grandparent caregiver support programs and services and trained in the importance of
proactive caregiver identification and referral.

Aligned Actions

Federal agencies have committed to 51 specific actions within the coming years
in support of Outcome 1.1. See “Actions for Others” for more than 50 additional
actions that states, communities, and other stakeholders can take to support Goal 1.

Outcome 1.2: Caregiver self-identification and knowledge of services
is enhanced.

From our Listening Sessions

“...I keep using the analogy, until the word ‘caregiver’ resonates like
the word ‘parent’, it’s really hard to enforce things because not
everybody'’s talking about the same thing...Until there’s that knowledge base
about what these caregivers are and the support they need, | don’t
think the sticks and carrots really matter...”

Many family caregivers assist others for years without realizing that their efforts

extend beyond typical relationship expectations. By the time they realize that they are
caregivers, they have often missed critical opportunities to learn family caregiving skills
that could enable them to provide care while maintaining their own health and well-
being. To address low rates of family caregiver self-identification, and in turn increase
access to beneficial services, the Advisory Councils, using input from the key informant
interviews, stakeholder listening sessions, and two formal requests for public input,
identified three priority actions for boosting caregiver self-identification and knowledge
of services.

Help Family Caregivers Self-ldentify

The first priority action is to develop simple family caregiver self-identification tools
that can be widely adopted. This could be a consistent question embedded in existing
workflow such as “do you help someone with shopping or daily activities?” Health care
systems, social services agencies, schools, employers, and others should investigate
and identify ways such tools can be incorporated into current processes to increase
timely identification of family caregivers. For maximum impact, these tools should

be promoted and used across all programs, regardless of funding source, and made
available in conjunction with a multi-model public awareness campaign. (Also supports
Outcome 1.1) To further boost caregiver self-identification, the broadest possible
definitions of “family” should be used to include friends, neighbors, and others. This
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will ensure self-identification tools and related promotional materials are inclusive of
families in racially and ethnically diverse, tribal, and/or LGBTQIA+ communities.

Accessing Services

As people become aware of their role as family caregivers, it is critical that they learn
about services and supports available to them within a short period of time. These
self-identification tools should also include information for how/where to access
services and supports in a particular state or community. Messaging conducted

as part of other outreach campaigns about available services and supports should
speak to this growing awareness and understanding of the importance of proactive
and early requests for help. Hospitals/health care providers can conduct outreach to
their patients’ families to help them self-identify as family caregivers as part of their
discharge planning, and in tandem with the CARE Act. (Also supports Outcome

2.4) Kinship care programs can periodically review their outreach and awareness
programs to identify opportunities for improvement in helping new kin and grandparent
caregivers self-identify as such. (Also supports Outcome 3.10) States can also look
for opportunities to support community- and faith-based organizations in their efforts
to boost self-identification in underserved communities.

Partnering with Providers and Industry

Service providers have an important role in developing content, materials, and services
specifically for a population of newly identified family caregivers. Professionals who
engage with family caregivers must receive continuing education about available
services and supports. They also must be prepared to respond to family caregivers
with referrals to trusted and culturally competent services. This will require investments
in combining information about family caregivers with existing continuing education,
professional reading, conference materials, and certification/licensing requirements
across a range of professions (e.g., medicine, law, education, social services, public
services, and the hospitality industry).

The family caregiver stakeholders interviewed by UMass Boston and Community
Catalyst agreed that the platform described in Outcome 1.1 could offer information
to the public and serve as a vehicle for educating professionals on caregiver
identification and the family caregiving experience. |deally it would feature training
modules for employers and health care providers and other professionals who
interact with family caregivers. These trainings would provide guidance and best
practices on how they can support family caregivers in their respective environments.
They could also include testimonials, stories, and other lived experience to help
professionals empathize with the experience of family caregiving. Such an initiative
is more likely to be successful with widespread buy-in and engagement of partners
across sectors of the U.S. economy.
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Aligned Actions

Federal agencies have committed to 23 specific actions within the coming years
in support of Outcome 1.2. See “Actions for Others” for more than 50 additional
actions that states, communities, and other stakeholders can take to support Goal 1.

Outcome 1.3: Outreach to family caregivers is improved.

From our Listening Sessions

“I think one of the things that needs to happen is redefining and being more
holistic about what we mean by ‘outreach’.”

Family caregivers responding to the two public requests for information and the
participants in the stakeholder listening sessions repeatedly described the above noted
challenges in finding family caregiving assistance. Many reported they learned too late
about services—such as respite care—that could have helped them. Some caregivers
were unaware of services because they have difficulty finding non-English language
materials.

At present, while some supportive services for family caregivers are available, many
caregivers are not aware of them—especially individuals who are new to the family
caregiving role. By the time they come to learn about these services they often find
that they cannot access them for a host of logistical reasons (e.g., cost, scheduling,
distance from home/work, lack of availability of child care or respite services, or they
are not culturally competent). (The centralized family caregiving platform described
under Outcome 1.1 can also help to address this issue.)

Kinship Navigators provide kin and grandparent caregivers in many states with

a menu of trusted options and support and help to prevent unnecessary entries
into foster care. They provide a model that should be translated across a range of
sectors to increase effective outreach to caregivers in other caregiving situations.

A Needed Cultural Shift

For supports to become more widely accessible across the population, the nation
must accept and acknowledge family caregiving as a universal experience. Only then
will family caregivers themselves feel comfortable asking for and accepting assistance
and accommodations for family caregiving. Professionals with whom they interact
might also be better prepared to respond in a way that is meaningful. To provide

the much needed “course correction” for the many family caregivers who remain
unreached by current outreach efforts, the Advisory Councils, using input from the key
informant interviews and stakeholder listening sessions and the results of the RFls,
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identified three linked actions, the outcomes of which will collectively increase outreach
to populations of family caregivers that often are missed in current outreach efforts.

Researchers, health care and social services systems, and federal and state agencies
can use a series of coordinated national and local information-gathering efforts to
better understand and document the needs of specific populations and how best

to reach them. (Also supports Outcome 5.1) The results of these efforts can then
inform the development of culturally competent outreach campaigns by different
sectors. (Also supports Outcome 1.1) When translated in linguistically and culturally-
appropriate ways, such efforts could dramatically increase awareness of family
caregiving—especially in underserved, multicultural, or immigrant communities.

Stakeholders across all sectors may wish to recruit and/or partner with trusted
members of diverse communities to create a communication path between family
caregiving communities and service providers. Examples include community health
workers, peer health educators, promotoras, community resource coordinators, faith
leaders, advocates, and trusted service providers such as barbers/hairdressers,
teachers, cab drivers, librarians, and pharmacists. States, philanthropic organizations,
and other funders can support these efforts by funding community-based
organizations to conduct outreach and help family caregivers navigate service delivery
systems. Primary care physicians, pediatricians, gerontologists, and similar medical
providers can further support this by partnering with Community-based organizations
and FBOs to offer wrap-around caregiver support to their patients. Health care
systems that are already offering navigation services related to family caregiving
support during discharge planning may wish to share

As more people begin to recognize themselves as caregivers, all sectors should take
steps to increase awareness of and access to person- and family-centered, trauma-
informed, and culturally competent programs and services before caregivers are in
crisis mode. (Also supports Outcome 3.1)

Aligned Actions

Federal agencies have committed to 10 specific actions within the coming years
in support of Outcome 1.3. See “Actions for Others” for more than 50 additional
actions that states, communities, and other stakeholders can take to support Goal 1.
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Outcome 1.4: Family caregiving—and caregivers—are embedded in
federal, state, territorial, tribal, and local planning.

From our Listening Sessions

“I would love to see something that links people in a system and then
can take them to their local communities...If we can connect people to
services...It’d be nice to have a national [website] that was not for
profit, and then got people to the right place.”

While family caregivers and the people they support are sometimes included in the
planning and policy development processes undertaken by federal, state, territorial,
tribal, and local governments and other planning entities, this is not yet consistent
across the nation. As a result, their needs are not fully understood or addressed.
Sometimes, efforts to support family caregivers focus only on the caregiver and do not
consider the needs of the person receiving care. Some efforts consider only specific
family caregiving situations, such as supporting older adults, and the needs of other
caregivers are left out. To truly change systems in a way that ensures families are
supported across the lifespan and across family caregiving situations, caregiver voices
and perspectives must be an integral part of planning efforts at all levels of society and
government.

Reaching Underserved Communities

Some populations of caregivers have traditionally been underserved and
underrepresented in efforts to support caregivers, including caregivers of color and
family members of people with ID/DD. In alignment with the HHS Equity Action Plan,

it is critical that state agencies and community-based organizations that are the
recipients of federal funds comply with nondiscrimination requirements and commit

to reaching traditionally unserved and underserved populations, including those from
racially and ethnically diverse populations and those with intersectional identities. Such
an approach will allow for the inclusion of their perspectives and input in any proposed
change and ensure the resources necessary for them to have equitable access to
services and supports. Ways to do this include:

= Developing a language and communication access policy and plan,

= Adopting an ambassador program to create conduits between decision-making
councils and communities, and

= |ncreasing representation of people with lived experience on decision-making
bodies.
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Charting the LifeCourse, developed by Missouri Family to Family, provides
guidance on delivering services for of people with ID/DD in ways that respects
their cultural and personal preferences and needs.

California’s Master Plan for Aging was developed through a range of stakeholder
engagement initiatives including surveys, community events, webinars, legislative
roundtables, and the creation of three advisory bodies comprised of subject
matter experts, providers, and the public.

Those states that do not yet have in place a deliberative body specifically charged with
considering the needs of caregivers, including those from underserved communities,
may want to consider establishing one (with caregiver representation, of course) to
ensure that caregivers have a voice in planning and policymaking regarding services
and supports. To increase equity and inclusion of underserved groups, state and local
entities are encouraged to ensure that planning efforts specifically include actions that
support people who experience multiple forms of discrimination and who may face
additional barriers because of disability status, race, ethnicity, gender, gender identity,
sexual orientation, and national origin (including limited English proficiency).

To reduce redundancy, state and local caregiver-related planning initiatives should
be aligned with the Strategy. That means using consistent definitions of caregivers
as described under Outcome 5.1, adopting the broadest possible definition of
“family caregiving” across all external messaging (e.g., related to education health,
social services, child welfare, legal, financial), and developing state and community
playbooks that support the Strategy.

Aligned Actions

Federal agencies have committed to 13 specific actions within the coming years
in support of Outcome 1.4. See “Actions for Others” for more than 50 additional
actions that states, communities, and other stakeholders can take to support Goal 1.

Outcome 1.5: Public-private partnerships at all levels help drive family
caregiver recognition and support.

From our Listening Sessions

“We have ambassadors, we have champions, but when you talk about the
systems that those individuals have to then go and...liaison between, that
doesn’t carry a lot of weight...these need to be empowered paid administrators,
managers, directors, within these communities that hopefully come from these
communities so that they know what’s available.”
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Achieving national cultural change requires more than just the efforts of the federal
government. To create a system that supports families, multiple sectors—both

public and private —must work together. No single sector can do it alone. The RAISE
Family Caregivers Act identified multiple areas of focus for the Strategy that would
benefit from partnerships between public and private stakeholders. Benefits of such
collaborations can include development of key products that would be otherwise
difficult to capture otherwise (e.g., some kinds of research data); engagement of
entities not traditionally focused on family caregiving (e.g., large employers), and an
increase in awareness, protection from discrimination, and understanding of the issues
facing family caregivers and the benefits for those who support them.

Wherever possible, opportunities to leverage the combined wisdom, talent, and
resources of the public and private sectors should be explored. The family caregiving
information platform described in Outcome 1.1 is just one of many components of the
Strategy that would benefit from broad public-private collaboration. While providing
public resources, data, and information developed by the federal, state, and other
sources, the platform could also include training modules for a range of audiences
about how to support family caregivers. These materials ideally would be developed

in the private sector, with input from across various sources, to maximize the ability

to align innovative training techniques with the goals of the Strategy. To increase
alignment, federal agencies participating in such an effort can disseminate information
and lessons learned back to the Advisory Councils for integration in future iterations of
the Strategy.

State Planning

When state agencies develop federally mandated state plans (e.g., Medicaid state
plans, state plans on aging, disability service plans, and state assistive technology
plans), particularly those that address the needs of caregivers, public-private
partnerships, particularly those that include employers and health care providers,
should be included into the planning process. In support of this, state units on aging,
state councils on developmental disabilities, centers for independent living, and other
community-based organizations can establish collaborations with major employers
and state, regional, and local philanthropic organizations to create family caregiver
coalitions with dedicated funding and projects in place to support family caregivers.
(See Goal 4)

Aligned Actions
Federal agencies have committed to 17 specific actions within the coming years

in support of Outcome 1.5. See “Actions for Others” for more than 50 additional
actions that states, communities, and other stakeholders can take to support Goal 1.
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The Massachusetts Caregiving Initiative is a public/private partnership to

drive innovation in caregiver support. Its coalition of more than 30 member
organizations has launched a wide range of data-driven tools and resources to
benefit caregivers in the state since 2019.

Indicators of Success: Outreach and Awareness

As the actions under Goal 1 are implemented and each of the outcomes are attained,
family caregivers will experience greater recognition as the following social changes
take place:

= Society increasingly recognizes, appreciates, acknowledges, and celebrates the
contributions that family caregivers make to the lives of others.

= When caregivers seek assistance, they have trusted and easily accessible sources
of reliable, appropriate, and actionable information regarding available services and
supports.

=  More people understand and appreciate the challenges caregivers face.

= Caregiver identification (including self-identification) increases.

= Family caregivers feel more comfortable seeking assistance.

= Family caregivers participate actively in federal, state, territorial, and tribal planning.

= Family caregivers are recognized as subject matter experts on caregiving and
sought out for input and guidance by decision-making authorities

= Employers recognize the roles, responsibilities and needs of employees who are
caregivers and offer flexible policies (telework, flex time, paid leave) so that they
can conduct caregiving responsibilities under unexpected or emergent situations
without risk of losing employment.

= Family caregivers in underserved communities have increased access to services
because of improved culturally competent outreach from those services.

= Professionals across a wide range of fields routinely recognize family caregivers
when they meet them and are prepared to refer them to culturally competent
services and supports.

= Greater awareness of family caregiving and expanded outreach and education leads
to measurable increases in caregivers’ physical, emotional, and financial well-being.

= Accurate representations of family caregivers and the people they assist are
increasingly reflected in media, advertising, and the arts.
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Goal 2: Advance partnerships and engagement with
family caregivers

Family caregivers are called upon to play an integral role in the support, care, and
well-being of others. Yet, the systems with which they are regularly required to
engage (e.g., health care, long-term services and supports, education, child welfare,
legal systems, etc.) are often burdensome, complicated, time-consuming, minimally
responsive, and confusing. They often do not value the crucial nature of the role
caregivers play, do not recognize their lived experience or expertise, and do not
consider their time or needs. This was seen regularly during the COVID-19 pandemic,
when family caregivers who were essential to the care of hospitalized patients were
excluded from medical facilities because they were regarded as guests.

A holistic, person- and family-centered caregiver support system is one that—with
the consent of the person receiving care—fully integrates the family caregiver into
care processes within existing systems. At a minimum, they must be included in the
aspects of decision-making and planning that affect them. The Advisory Councils
developed five outcomes relating to inclusion of family caregivers in the service
systems with which their care recipients most often interact: health care, education,
and social services. These outcomes reflect a future where approaches to care

are no longer developed with the assumption that family caregivers will take on
challenging tasks and roles without their consent or full understanding. Over time,
and in coordination with the achievement of other goals, they will pave the way for
partnerships and engagement of family caregivers that enable them to provide better
care for as long as possible, to share information about the individuals receiving their
care, and to receive appropriate services and supports to meet their own needs.

Outcome 2.1 Family caregivers are recognized as essential partners in
the care teams of the person(s) to whom they are providing support.

From our Listening Sessions

“...Caregivers should be as much a part of the health care team as
physicians, nurses, etc.”

Multiple respondents to the family caregiving RFI noted that when a care recipient
designates a family caregiver, that caregiver often goes on to play a key role in
ensuring the medical, social services, and personal needs of the individual are met.
One respondent referred to them as the “glue” that keeps the system together. For
that reason, it is crucial that their role be recognized in health care and educational
settings, particularly when care and/or educational plans are being developed for the
individuals receiving support and those plans include tasks and responsibilities to be
carried out by the caregiver. Too often, care plans are developed for individuals that
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require caregivers to perform certain tasks, such as medical tasks, personal care
tasks, or transportation, without input from the caregiver.

Including family caregivers in the development of care plans and providing them access
to information, with the approval of the person receiving support, has the potential

to improve outcomes. An informed caregiver, particularly one trained in how best to
support the needs and preferences of the individual, is better able to communicate
changing needs to providers, manage medication, and assess health care options, such
as whether to visit a hospital emergency room or an urgent care center during an acute
incident—or to support the person for whom they care in doing so.

In the educational realm, kin and grandparent caregivers are often responsible for
ensuring that a child completes their homework or attends health-related (including
mental health) appointments. To recalibrate systems to facilitate caregiver success and
better outcomes for the individuals receiving their care, the Advisory Councils identified
two key approaches that should be undertaken in coordination with the federal
government.

The priority action is to establish a consensus group made up of public and private
health care, education, and social services leaders, family caregivers, people receiving
care, and other related parties to develop strategies for systematically incorporating
family caregivers into health care, social service, and academic systems. This

should specifically include addressing barriers to caregivers being a part of “the care
team,” such as lack of recognition of caregiver roles, access challenges (broadband,
transportation, etc.), and reimbursement models that effectively create disincentives
for caregiver inclusion. It should also consider legal barriers and issues and ensure that
family caregivers support, but do not displace, the role of the person receiving support
in decision making. A priority of such a group should include encouraging health care
payers and others to create or leverage financial incentives, such as billing codes and
approvals for health plan inclusion to enable payers, clinicians, and social services
providers (including home health agencies) to partner with family caregivers in ways
that continue to center the needs of the person receiving support, while also ensuring
caregivers have a voice in decisions that will affect them.

A second priority action is to develop the infrastructure (and appropriate funding
sources) necessary for researchers; national, state, regional, and local philanthropic
organizations; health care systems; and others to measure and disseminate the
quantitative and qualitative contributions that family caregivers make in supporting
the health and well-being of people of all ages across a wide range of circumstances.
A priority of such research should be more tools for culturally competent caregiver
identification. (See Outcome 5.1 for discussion)
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To assist with integrating caregivers in medical settings, the Ontario Caregiver
Organization created caregiver ID badges to visually recognize family caregivers
in health care settings. They also created a toolkit to help systems integrate the
pbadges into existing health care protocols.

Finally, while two separate outcomes under Goal 1 (Outcomes 1.1 and 1.2) describe
the need for increased family caregiver identification across populations, there are
also specific situations within existing systems where it is necessary for professionals
to quickly identify a caregiver for efficient delivery of services. Examples include
when first responders arrive on the scene of an accident, during triage in emergency
departments, or when an adult who is not the parent brings a child to school. The
need for such tools presents an opportunity for both public and private entities to
fund and support the research and development of a range of evidence-based tools
and technologies for effective, proactive caregiver identification and the inclusion

of caregiver information into medical and school records, when appropriate. (Also
supports Outcome 5.3)

As such tools become available, organizations can review existing practices,
workflows, procedures, and industry standards to integrate them into existing
workflows. This can mean adapting intake or screening protocols, surveying patient
or client populations to identify existing family caregivers and adapting messaging
to ensure that caregivers are accurately reflected in those materials. (Also supports
Outcomes 1.1 and 1.3)

To support such broad cultural change in existing systems, a range of educational
materials, job aids, trainings, and new workflow documentation will be needed

across health care, education, social services, emergency, and even financial

sectors. Professional accreditation agencies can amplify such efforts by requiring
implementation of tools to identify and support family caregivers as part of professional
certification and accreditation.

Aligned Actions

Federal agencies have committed 