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Health Systems Gan Take
Action Today To Support
Family Garegivers.
Here’s How.

NICOLE DURITZ and RHONDA RICHARDS
AARP

hen Alma Valencia, a mother of two in Pasadena, California, left her job in fashion
to care full time for her mom living with dementia, she didn’t receive formal
training or much guidance. “You just learn as you go,” she said. Her days quickly
filled with medication management, feeding, bathing and navigating benefits paperwork,
alongside parenting and household duties. “Sometimes it feels like you’re on an island by
yourself,” she admitted. Valencia’s experience, which she shared when the 2025 edition of
Caregiving in the U.S. was released by AARP and the National Alliance for Caregiving, is the

reality for millions of families today:

Family caregivers shoulder complex clinical
tasks and major costs. Four bipartisan bills, new
Medicare caregiver training codes and the Cen-
ters for Medicare & Medicaid Services’ (CMS)
Guiding an Improved Dementia Experience
(GUIDE) Model give hospitals and other provid-
ers practical tools that can help.

THE LAY OF THE LAND
In 2025, an estimated 63 million Americans —
nearly 1in 4 adults — are providing care to adults
or children with chronic conditions or disabilities
— a45% increase since 2015.2

Tasks are increasingly clinical — including
wound care, injections and complex medication
regimens — yet only a minority receive related
training. Only 11% of family caregivers receive
any formal training to prepare them to assist with
activities of daily living — such as bathing and
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dressing — and instrumental activities of daily
living — such as preparing meals and managing
finances — while two-thirds of caregivers help
with at least one activity of daily living, and only
22% of caregivers receive training in handling
medical or nursing tasks. Despite this, the major-
ity of caregivers assist with these tasks.?

At the same time, more than half (58%) of fam-
ily caregivers advocate with providers, commu-
nity services or government agencies on behalf
of their loved one. One in 4 wants help managing
paperwork or navigating eligibility for services.

Financially, caregivers spend more than $7,200
on average annually out-of-pocket — roughly a
quarter of their income — on home care, home
modifications, assistive technology, respite care,
transportation and more.* For Catholic health
care and the broader health environment, caring
for caregivers is integral to caring for patients as
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they are an essential part of the care team. It’s also
practical: When caregivers are trained, equipped,
supported and connected to resources, readmis-
sions fall, adherence improves and burnout is less
likely.

POLICY THAT MEETS FAMILIES WHERE THEY ARE

With a growing and diverse population of care-
givers experiencing strain and feeling a lack of
support, these findings reveal a call to action is
needed by all involved to develop systems that can
provide meaningful relief for family caregivers.

AARP supports a suite of bipartisan propos-
als designed to ease the financial and administra-
tive challenges that make caregiving harder than
it needs to be:

B The Credit for Caring Act, which is also sup-
ported by CHA, would create a targeted, nonre-
fundable federal tax credit to help offset a portion
of out-of-pocket caregiving expenses for eligible
working family caregivers.’

B The Lowering Costs for Caregivers Act
would allow adults to use tax-favored health sav-
ings accounts, flexible spending accounts, health
reimbursement accounts or Archer medical sav-
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Source: Caregiving in the U.S. Research Report, July 2025

ings accounts to pay qualified medical expenses
for their parents or parents-in-law — even if they
aren’t a tax dependent.®

B The Alleviating Barriers for Caregivers
(ABC) Act would direct Medicare, Medicaid, the
Children’s Health Insurance Program and Social
Security to simplify processes and communica-
tions so caregivers can more easily navigate ben-
efits, saving time and frustration without feeling
like they need a full-time case manager.”

B The Connecting Caregivers to Medicare
Act would inform people about the voluntary
option for people with Medicare to allow fam-
ily caregivers to access their health information
through 1-800-MEDICARE. For those who use
this option, it can make it easier for their caregiv-
ers to communicate with Medicare to help their
loved one or advocate on their behalf. As of this
writing, this bill has not been introduced yet in
the current Congress. However, the first three
have been introduced and referred to the Sen-
ate Finance Committee and the House Ways and
Means Committee or to both the House Ways and
Means Committee and House Energy and Com-
merce Committee.?

When caregivers are recognized as part of the care team,
they report greater confidence and stronger connections
to community services. For providers, including caregivers
in care planning can mean fewer discharge delays, reduced
readmissions and better patient outcomes.
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Average Hours of Care

21.3 hours

BUILDING PROFESSIONAL SUPPORT FOR CAREGIVERS
Policy matters, but practice is just as essential.
Health care professionals are central to sup-
porting family caregivers. When caregivers are
recognized as part of the care team, they report
greater confidence and stronger connections to
community services. For providers, including
caregivers in care planning can mean fewer dis-
charge delays, reduced readmissions and better
patient outcomes.

AARP has developed a new Healthcare Pro-
vider Resource Hub to help clinicians and systems
build this support into routine practice.’ The hub:

B Highlights successful hospital programs that
support family caregivers.

B Provides strategies for action and
implementation.

| Offers stories and insights from leaders driv-
ing change in caregiver support.

B Hosts expert discussions on the benefits of
involving family caregivers in care planning and
delivery.

With CHA's network of more than 650 hospitals
and 1,600 long-term care and other health facili-
ties in all 50 states, AARP hopes these resources
may be shared widely, equipping front-line staff
with proven tools and amplifying impact across
Catholic health systems.

CAREGIVER TRAINING TO LESSEN RISKS AND FEARS
Clinical leaders often ask, “How do we make time

for caregiver education?” Medicare has given
a practical answer. In the 2024 and 2025 Physi-
cian Fee Schedules, released by CMS, codes for
caregiver training services were finalized and
expanded so clinicians can bill for training fam-
ily caregivers to carry out patient care plans.”
(Key codes include CPT Codes 97550-97552 and
96202-96203, which became effective in the 2024
calendar year, and HCPCS Codes G0539-G0540
and G0541-G0543, which became effective in the
2025 calendar year. More details are available in
the fee schedules.)

CMS has also clarified that caregiver training
services can be furnished via telehealth. This was
temporary for 2025 but will be permanent under
the final Calendar Year 2026 Medicare Physician
Fee Schedule rule.

Paying for caregiver training aligns incentives.
Providers are compensated for teaching, benefi-
ciaries get safer care at home, and family caregiv-
ers gain confidence and competence. Valencia,
the caregiver mentioned earlier, initially watched
YouTube videos for help learning skills. However,
these codes could have meant learning wound
care directly from her mother’s clinicians — with
fewer risks and less fear.

GUIDING CAREGIVERS TO DEMENTIA SUPPORT

More than 6 million Americans live with demen-
tia, with 14 million projected cases expected by
2060." Because many people with dementia also
have multiple chronic conditions, providing sup-
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Source: Caregiving in the U.S. Research Report, July 2025
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Training and Information Needs of Caregivers

The top areas caregivers said they need/needed more help or information.

Managing emotional/physical stress  Be{ 08/}

Keeping recipient safe athome WA/

Managing recipient’s paperwork/ 0
eligibility for services 26%

Activities you can do with recipient | k¢ ¥/

Making end-of-life decisions [ 4 V7§

Choosing a home care agency, assisted
living facility or nursing home

Managing your own personal finances | 3/

Using technology to care for recipient [ /)

Managing recipient’s challenging behaviors B WA

Finding non-English language materials §e 3/

2

WY

Note: Respondents could select more than one response.
Source: Caregiving in the U.S. Research Report, July 2025

port and managing their care can present men-
tal, physical, emotional and financial strains for
caregivers.

For people living with dementia and their fam-
ily caregivers, Medicare’s Guiding an Improved
Dementia Experience (GUIDE) Model offers care
coordination, caregiver training, respite and 24/7
support.? CMS launched GUIDE in July 2024, and,
as of late 2025, said it had 327 organizational par-
ticipants nationwide. Hospitals, nursing homes
and other providers can refer eligible patients to
providers who participate in the GUIDE model.

For Valencia, GUIDE could have offered struc-
tured respite and around-the-clock advice, reduc-
ing her isolation and giving her mother’s care
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team a clearer line of sight into caregiving chal-
lenges at home.

CAREGIVER SUPPORT
With the growing demand for family caregivers to
serve as the primary source of support for older
adults with chronic conditions or other disabili-
ties, efforts to support, train and provide financial
relief for caregivers can help lessen the stress and
challenges. Clinicians can take steps to help sup-
port them through multiple avenues, from educa-
tion to connecting them to financial and adminis-
trative support:

u Identify the caregiver. Ask, document and
flag the primary family caregiver (and others if
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appropriate) in the electronic health record.

B Train and bill. Help map common diagnoses
to enable opportunities for appropriate caregiver
training services. Use CPT and HCPCS codes to
report caregiver training services as appropriate,
including telehealth options.

= Refer to GUIDE (for dementia). Create a
referral pathway to local GUIDE organizations
(participants) or dementia care programs.

B Connectfamiliestoresources. Share AARP’s
Family Caregiving Guide,” resource guides and
resource line at admission and discharge. Visit
www.aarp.org/caregiving for more details.

u Leverage CHA networks. Through its net-
work of Catholic hospitals, long-term care and
other health facilities, CHA can be a powerful
partner in disseminating caregiver-support strat-
egies and tools across systems nationwide.

FAITH, MISSION AND THE WORK AHEAD

Catholic health care’s tradition calls health care
professionals to accompany the patient and their
family. Family caregivers aren’t “visitors” — they
are part of the care team. As the population ages
and longevity extends, our systems must treat
them that way by recognizing, including and
engaging, training (if they would like it) and sup-
porting them.

If Valencia’s health team had been able to
bill for caregiver training, enroll her mother
in GUIDE, and point her toward a modest but
meaningful tax credit and clearer Medicare navi-
gation, her sacred work of caregiving could have
continued with less fear, fewer avoidable com-
plications and a little more breathing room. That
is a vision CHA and AARP share, and it’s achiev-
able — now.

NICOLE DURITZ is director of family and
caregiving for AARP. RHONDA RICHARDS is
government affairs director for AARP.
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