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On behalf of the National Alliance for Caregiving (NAC), thank you to Chairman Johnson,
Ranking Member Merkley, and the Members of the Committee for the opportunity to submit
this statement for the record in connection with the Committee's August 4, 2026, hearing,
“Medicaid: The Reality.” Since 1996, NAC has been the leading voice raising awareness of, and
driving policy change on behalf of, America's more than 63 million family caregivers. Medicaid is
inseparable from family caregiving in this country: an estimated 11.2 million family caregivers
currently participate in Medicaid or another paid caregiving program, and millions more rely on
Medicaid-funded home and community-based services (HCBS) every day to keep a parent,
spouse, or child safely at home rather than in an institution.

As the Committee examines the Medicaid program, NAC urges Members to focus on a several
nuances, including that the large majority of what the Centers for Medicare and Medicaid
Services (CMS) categorizes as “improper payments” reflects administrative and documentation
shortfalls, not fraud, and that enforcement efforts should be targeted accordingly. We also
highlight below that home and community-based services are not a discretionary add-on but
the most clinically appropriate and cost-effective way to deliver long-term care to millions of
Medicaid beneficiaries. Finally, we underscore that caregiver self-direction — the ability of a
Medicaid beneficiary to select, train, and compensate their own caregiver, including a family
member — is often the only mechanism by which rural and underserved families can access
any paid care at all.

Program Integrity Efforts Should Target Fraud, Not Family Caregiving

NAC shares the Committee's interest in protecting the integrity of the Medicaid program and
ensuring taxpayer dollars are well spent, but program integrity policy should be built on an
accurate diagnosis of the problem. CMS's own data show that the Medicaid improper payment
rate rose to 6.12 percent in FY2025 — yet more than three-quarters of those improper
payments, 77 percent, were attributable to insufficient documentation, not fraud.? Moreover,

INational Alliance for Caregiving & AARP, Caregiving in the U.S. 2025, July 2025, https://doi.org/10.26419/ppi.00373.001 (an
estimated 11.2 million family caregivers currently participate in Medicaid or another paid caregiving program).

2Centers for Medicare & Medicaid Services, "Fiscal Year 2025 Improper Payments Fact Sheet,"
https://www.cms.gov/newsroom/fact-sheets/fiscal-year-2025-improper-payments-fact-sheet (Medicaid improper payment rate of
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data show that when improper payments have occurred, it is often because of problems
related to the providers and managed care plans, not the patients or their caregivers. Treating
improper payments and fraud as interchangeable risks directing new enforcement resources
and eligibility-verification requirements at exactly the wrong population: family caregivers,
rather than the providers responsible for the errors that do occur.

NAC's own 2025 national research reinforces why precision matters here. Nearly half of all
family caregivers, 47 percent, experience at least one negative financial impact as a result of
caregiving, including stopping saving, taking on debt, or being unable to afford basic expenses.®
Far from profiting from these programs, paid family caregivers are not exempt from these
hardships: payment for care typically covers only part of the hours provided, with 83 percent of
paid caregivers also providing additional unpaid care to their loved one.* Broad enforcement
actions that sweep in legitimate family caregivers alongside bad actors would devastate
families who are already financially strained and have no substitute care arrangements in place.

NAC's April 2026 letter to Congressional leadership on this subject urged a balanced,
evidence-based approach to Medicaid program integrity. This included a targeted enforcement
resources on cases of intentional wrongdoing rather than administrative technicalities,
protection of continuity of care for beneficiaries and caregivers already navigating fragile
arrangements, a reliance on tools proportionate to demonstrated risk — such as state Medicaid
Fraud Control Units, Electronic Visit Verification, and existing HHS Office of Inspector General
and Department of Justice authorities — and a perception of states as partners rather than
adversaries in implementation. NAC urges the Committee to apply that same framework as it
considers Medicaid legislation and oversight in this Congress.

Home and Community-Based Services Are Essential — to Patients, to Caregivers, and
to the Health Care System's Bottom Line

For most Medicaid beneficiaries who need long-term services and supports, HCBS are not a
lesser alternative to institutional care — they are the preferred, more dignified, and more cost-
effective option. HCBS allows an older adult, a person with a disability, or a person managing a
serious illness to receive care in their own home and community rather than in a nursing facility,
consistent with their own preferences and with the values underlying Medicaid's long-term
services and supports system.

To family caregivers, HCBS is frequently what makes an already demanding caregiving role
sustainable. More than half of family caregivers, 55 percent, perform complex medical or

6.12 percent, $37.39 billion, for FY2025, up from 5.09 percent, $31.10 billion, in FY2024; CMS attributes 77.17 percent of FY2025
improper payments to insufficient documentation, which it describes as "generally not indicative of fraud or abuse").

3National Alliance for Caregiving & AARP, Caregiving in the U.S. 2025, July 2025,
https://doi.org/10.26419/ppi.00373.001.
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nursing tasks on behalf of their loved ones — from managing injections and catheters to
monitoring vital signs and operating equipment like oxygen and nebulizers — tasks that would
otherwise require paid, skilled care. The typical family caregiver spends 27 hours a week
providing this care, and nearly one in four, 24 percent, provide 40 hours a week or more — the
equivalent of a full-time, unpaid job layered on top of their existing responsibilities.>* HCBS
programs are frequently the only supports standing between a sustainable caregiving
arrangement and caregiver burnout, or between a family's ability to keep a loved one at home
and an unwanted, and often unaffordable, institutional placement.

Financially, to the health care system, the data are clear that HCBS is substantially less
expensive than institutional care. A 2024 Mathematica analysis of Medicaid claims data found
that average Medicaid spending per person was $48,143 for beneficiaries using institutional
long-term services and supports, compared to $16,491 for beneficiaries receiving HCBS — less
than half the cost.® Separately, long-term services and supports cost research finds that the
average annual cost of nursing home care exceeds $108,000, compared to an average of
approximately $42,000 in Medicaid HCBS spending per beneficiary.” Policies that reduce
HCBS eligibility, funding, or provider capacity objectively do not save the Medicaid program
money. They shift beneficiaries into dramatically more expensive institutional settings or shift
the burden onto family caregivers who are left to fill the resulting gap without training or
support.

Caregiver Self-Direction Is Essential to Medicaid HCBS — and Especially to Rural
Caregivers

Self-direction is one of the most effective and cost-efficient tools within Medicaid HCBS. Self-
directed programs allow a beneficiary, or their representative, to select, train, schedule, and, in
many states, compensate their own caregiver — including a spouse, adult child, or other family
member — rather than being limited to whichever home care agency happens to have capacity
in their area. NAC urges the Committee to protect and strengthen caregiver self-direction as it
considers changes to the Medicaid program.

Self-direction is one of the most rigorously studied models in long-term care, including through
randomized trials. The evidence shows that it improves outcomes for beneficiaries and
caregivers, is budget neutral over time, and builds a workforce more likely to stay, with no
evidence of compromised quality or safety. A 2024 systematic review of 16 studies found that

SNational Alliance for Caregiving & AARP, Caregiving in the U.S. 2025, July 2025,
https://doi.org/10.26419/ppi.00373.001

8Christal Stone Valenzano Murray, Rebecca Stepanczuk, Adele Carpenter & Rachel Wysocki, "Trends in Users and
Expenditures for HCBS as a Share of Total Medicaid LTSS Users and Expenditures, 2022," Mathematica, Aug. 29,
2024,

"AARP, Home Care Cost LTSS, https://Itsschoices.aarp.org/scorecard-report/2023/dimensions-
andindicators/home-care-cost,
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self-direction improves caregiver well-being, reduces unmet needs, and increases access to
care, with caregivers reporting greater choice and a stronger intent to continue caregiving.®
Self-direction also does not increase net Medicaid costs: a separate randomized trial of
Texas's self-directed care program for adults with serious mental iliness found the model
budget neutral relative to traditional services while producing significantly stronger recovery,
employment, and education outcomes.® Modern self-direction is also safeguarded by design.
Budget counseling and a person-centered plan are required before a self-directed budget is
approved, fiscal intermediaries reconcile every payment against the authorized budget, and
Electronic Visit Verification — federally mandated under the 21st Century Cures Act —
provides timestamped proof that billed hours match visits actually delivered.” Where gaps
remain, they typically reflect uneven state implementation of these existing federal
requirements, not a structural flaw in the self-direction model itself.

Self-direction is especially critical for rural caregivers. CMS itself has recognized, in recent
rulemaking on HCBS quality measurement, that direct-care workforce shortages and reduced
access to paid home care services are persistent, well-documented problems in rural
communities. These problems are significant enough that CMS is requiring states to separately
report HCBS quality data by rural and urban geography." Where a paid home care agency is
unavailable, understaffed, or unwilling to serve a rural address, self-direction is frequently the
only way a rural family can access any paid support at all. It allows the family member who is
often already providing the care to be trained and compensated for care, rather than requiring
the family to employ a worker who may not exist in that local labor market, or to forgo paid
support entirely. In many rural communities, HCBS and self-direction are not one option among
several — they may be the only realistic way to avoid an unwanted institutional placement.
Especially given that rural areas also tend to have fewer nursing facility beds and have
experienced significant rural hospital and clinic closures in recent years.

Given how heavily rural families and rural health systems already rely on self-direction and
HCBS, NAC urges the Committee to oppose any policy — whether new documentation
requirements, compensation restrictions, or limits on paying family caregivers — that would

8Supakorn Kueakomoldej, Emily J. Dinelli, Molly Beestrum, Trisha Sadler, Julia Caldwell, Megan McHugh & Allen W.
Heinemann, "Self-Directed Home- and Community-Based Services Improve Outcomes for Family Caregivers: A
Systematic Review," The Gerontologist 64, no. 8 (2024): gnae068

®Judith A. Cook, Stephanie Shore, Jane K. Burke-Miller, Jessica A. Jonikas, Marci Hamilton, Beth Ruckdeschel,
Wendy Norris, Alexander F. Markowitz, Michael Ferrara & Dulal Bhaumik, "Mental Health Self-Directed Care
Financing: Efficacy in Improving Outcomes and Controlling Costs for Adults With Serious Mental lliness," Psychiatric
Services 70, no. 3 (2019): 191-201

1021st Century Cures Act, Pub. L. No. 114-255, § 12006, 130 Stat. 1033, 1225-27 (2016) (mandating Electronic Visit
Verification for Medicaid personal care and home health services); see also Centers for Medicare & Medicaid
Services, guidance on person-centered planning and budget authority requirements for participant-directed
Medicaid HCBS programs (2015).

""Medicaid Program; 2028 Medicaid Home and Community-Based Services Quality Measure Set, 91 Fed. Reg.
22,829, 22,837-22,838 (proposed Apr. 28, 2026); see also National Alliance for Caregiving, comments to CMS re:
File Code CMS-2453-NC; RIN 0938-2B99, May 28, 2026.
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narrow eligibility for self-direction or make it harder for a rural or underserved caregiver to be
compensated for the care they are already providing. Changes along these lines would fall
hardest on precisely the communities with the fewest alternatives.

Conclusion

For family caregivers, the Medicaid program isn’t a distant policy debate — it determines
whether a parent, spouse, or child can safely stay at home. NAC urges the Committee to
pursue program integrity policy that targets actual fraud rather than family caregiving. The goal
must be to protect and expand access to home and community-based services as the clinically
preferred and fiscally responsible option for long-term care, while preserving caregiver self-
direction, particularly for the rural families who depend on it most. Thank you for the
opportunity to submit this statement, and NAC welcomes the opportunity to serve as a
resource to the Committee as this work continues. For questions, please reach out to Blaire
Bryant at blaire@caregiving.org.

Respectfully submitted,

Jason Resendez
President and CEO
National Alliance for Caregiving
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