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INTRODUCTION

Medicaid home- and commuity-based services (HCBS) enable people with disabilities and older
adults to live independently in their communities by providing a wide range of personalized
assistance with daily activities. However, many American Indian and Alaska Native (AI/AN) elders
and relatives with disabilities face barriers to receiving care in their own homes and communities.
Limited access to these HCBS force Al/AN elders and relatives with disabilities to relocate far
from family, culture, and traditions, which leads to poorer health outcomes and loss of cultural
connection.

This brief examines barriers for AI/AN elders and relatives

with disabilities in accessing Medicaid HCBS and “
identifies policy recommendations to improve access to
support better health and independence and reduce the
need for more costly care. Recommendations include
increasing federal funding for HCBS and other programs,

Many American Indian
and Alaska Native
elders and relatives

strengthening partnerships between states and Tribal with disabilities
Nations, and supporting culturally-grounded care. These face barriers to
recommendations are centered on recognizing Tribal recieving care in
Nations’ capacity to develop and implement solutions their own homes and

that best meet the needs of their own Al/AN elders and communities.
relatives with disabilities.




BACKGROUND AND CONTEXT
l. Tribal Nations and Impact of Colonization on Health of AI/AN Elders and

Relatives with Disabilities

Prior to colonization, there were thousands of
distinct nations within the borders of what is now
considered the United States. From these, 575
federally recognized Tribal Nations remain in

the U.S.! and an estimated 8.85 million people
identify as having AI/AN ancestry.? The system of
settler-colonialism did not only involve land removal,
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8.85 miillion

but also the intentional erasure of Indigenous people 7

knowledge, culture, tradition, and ways of being.
This severance of identity has contributed to gaps
in health care and long-term services and supports
(LTSS) for AI/AN people today.

As a result, AI/AN people experience significant
health inequities when compared to non-Al/AN
people. For example, AI/AN populations have the lowest life expectancy rates among people
living in the U.S.2 Tribal elders experience chronic health conditions, like hypertension and
diabetes, and Alzheimer's Disease at higher rates than their non-Al/AN counterparts.*

Disabilities are also more prevalent among AI/AN individuals at all ages, with 47% of Tribal elders
reporting having a disability.> Furthermore, research demonstrates that when adjusting for age,
people who are AlI/AN or Native Hawaiian/Pacific Islander have higher LTSS needs.

Despite the greater need for LTSS, geographic isolation and underfunded health systems limit
access to in-home care and culturally appropriate support for AI/AN elders and relatives with
disabilities.

TRIBAL SOVEREIGNTY

Tribal sovereignty is the inherent rights and authority of Tribal Nations to govern their
peoples, lands, and waterways, recognized through treaty, Constitutional, and federal
Indian law.” It recognizes each Tribal Nation’s systems of knowledge and ways of being,
including spiritual practices, culture, language, social and legal systems, political structures,
and inherent relationships with lands, waters, and all upon them.?

As sovereign nations, Al/AN Tribal Nations have government-to-government relationships
with the United States. This includes long-standing treaties under which the U.S.
government has a federal trust responsibility to provide a variety of services and benefits,
including health care, education, and welfare services to AI/AN people.’

The treaty trust responsibilities are the basis of the Indian Health Services (I.H.S.), a federal
agency responsible for providing health services to AlI/AN people through I.H.S facilities,
Urban Indian organizations, and Tribally-run health clinics.”® The treaty trust responsibility
also extends to Medicaid, which is the primary payer of LTSS, including HCBS, in the U.S.
and jointly administered by the federal government and states.


https://clinics.10

Il.The Role of Home- and Community- Based Services (HCBS) in Al/AN
Communities

Tribal communities embody a holistic and community-centered approach to care for elders and
relatives with disabilities. Care is not focused solely on meeting the person’s health needs, but also
maintaining a strong connection to family, community, and culture. HCBS therefore can play an
important role in meeting the needs of AI/AN elders and relatives with disabilities.

HCBS are LTSS provided in non-institutional settings to older adults and people with disabilities
that enable them to remain in their homes and communities. HCBS help with activities of daily
living, such as walking, eating, bathing, dressing, or toileting, as well as instrumental activities of
daily living such as managing medications, shopping and meal preparation, house cleaning and
maintenance, and managing finances. Examples of HCBS include personal care aide services,
transportation, adult day care, meal delivery and congregate meal sites, job supports, and case
management, all tailored to the needs of the individual.

TYPES OF HCBS
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Medicaid, jointly funded by federal and state governments, is the largest payer of HCBS in the
U.S., paying for an estimated 70% of all HCBS."" Across the country, over 8 million people receive
a variety of HCBS, the majority of which are people younger than 65.? As of 2023, there were
approximately 90,000 Al/AN people receiving Medicaid HCBS, making up 1.1% of the total HCBS

population.®

Most older adults and people with disabilities who need LTSS prefer at-home care, as opposed to
an institutional setting such as a nursing facility.* AI/AN people face discrimination in all areas of
life, including health care, and hostilities are reportedly higher for those living in “majority Native
areas."™ Therefore, for AlI/AN elders and relatives with disabilities, institutionalization can also
carry the risk of discomfort and discrimination when service providers are not culturally grounded
or from Tribal communities. Institutionalization away from the community can also disrupt
important cultural preservation, for example hindering Tribal elders’ ability to pass down cultural
history and traditions to younger generations.
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In addition to being preferred and more culturally responsive, HCBS are also more cost-effective
than institutional LTSS Recognizing this, federal and state policy makers have implemented
Medicaid policies and programs to shift care and spending from institutional settings toward
HCBS.”

One such program is the Medicaid Money Follows the Person Program (MFP). States across
the country use MFP funding to develop and implement infrastructure to enable people to
successfully transition from institutional settings back into their community.”® The Money the
Follows the Person Tribal Initiative (MFP-TI) is a targeted MFP program focused on increasing
the availability of and access to HCBS in Tribal communities by establishing and strengthening
partnerships between Tribal Nations, states, and the federal government.”” MFP-Tl is currently
operating in five states: Minnesota, Oklahoma, North Dakota, Washington, and Wisconsin.

POLICY GOALS AND RECOMMENDATIONS

To expand HCBS for Al/AN elders and
relatives with disabilities, federal and state

policymakers should increase federal funding ) MakeHCBS a EX%Z’;‘L:‘_?IO%
and partner with Tribal Nations to design e ) Funding for

Medicaid
and implement health and LTSS systems that Benefit

support culturally-grounded care.

Medicaid HCBS
for Al/ANs

l. Increase Federal Funding
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The chronic underfunding of Medicaid HCBS Repeal HR. 1 Increase Fund Money
e : e S Follows the
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specifically is a fundamental barrier to Funding Initiatives

expanding access to home-based care and
meeting the needs of AI/AN elders and
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relatives with disabilities. For AI/AN elders and thd")gl-_\"ks-
relatives with disabilities, the limited funding Funding
for HCBS is compounded by geographic Inequities
isolation and limited LTSS infrastructure in u@

Indian Country.

As of 2025, there were only 24 nursing facilities and 14 assisted living facilities operated by Tribal
Nations.?’ As a result, a Tribal elder or relative who is placed in a facility after a stroke or fall, for
example, is often geographically isolated from their community, and also less likely to receive
culturally competent care. The distance and isolation makes transitioning back to the community
even more difficult, especially with an under-resourced HCBS system.

Medicaid's institutional bias underlies the historic and persistent underfunding of HCBS. Under
federal Medicaid law, HCBS is considered an “optional” service that each state can choose to
provide, whereas institutional LTSS are a mandatory service.?’ While every state does provide
HCBS, most commonly through Medicaid “waivers” or “demonstration projects,” the fact that
services are optional means states can choose to limit and scale back their programs.
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Most states cap the number of people who can access

HCBS programs at any one time, restrict eligibility to “

specific populations, and limit the scope of services

provided. The optional nature of HCBS also puts these Staffing shortages, limited
programs at risk of being scaled back or eliminated when service offerings, and

state budgets are tight, as they are now due to federal access barriers caused
Medicaid funding cuts enacted under the 2025 Budget by funding gaps hamper

Reconciliation Act (H.R. 1).22 When states limit or end .H.S.’s ability, and therefore
Medicaid HCBS programs, Tribal Nations likely do not
have the resources to continue the same level of support
for their AI/AN elders and relatives with disabilities.

the federal government’s
ability, to fulfill its mission of
providing health care to the
Moreover, while the federal government can cover 100% millions of AI/AN people.

of the costs for Medicaid-covered services provided to
Al/AN Medicaid enrollees in I.H.S. or Tribal facilities,®
that enhanced reimbursement is difficult to access. In addition to Tribal health programs having to
meet several specific requirements to be eligible for 100% federal reimbursement, HCBS are not
typically delivered by I.H.S. or in Tribal facilities.

Along with Medicaid funding challenges, persistent underfunding of I.H.S. continues to
disadvantage Tribal communities and AlI/AN elders’ and relatives with disabilities’ ability to remain
healthy and independent. |.H.S. has been chronically underfunded since its inception, with some
estimates showing that [.H.S.'s budget meets only 50% of the health care needs of AlI/AN people.?
Staffing shortages, limited service offerings, and access barriers caused by funding gaps hamper
I.H.Ss ability, and therefore the federal government's ability, to fulfill its mission of providing
health care to the millions of AI/AN people. In addition, under the Affordable Care Act, Congress
authorized but has yet to allocate funding to I.H.S. to provide HCBS.%

Similarly, Title VI of the Older Americans Act (OAA), which provides federal funding directly to
Tribal Nations for nutrition, supportive services for elders, and caregiver services, is inadequately
funded to meet the full needs of Al/AN elders.? When it was first funded in 1980, OAA Title VI
served 20,000 Tribal elders with $6 million. By 2008, Title VI expanded to serve over 150,000 elders
and caregivers, but the funding increased to only $34 million.?” In 2021, during the COVID-19
pandemic, Title VI programs served over 237,000 elders and caregivers. In response, Congress
increased funding to over $80 million, but those supplemental funds have not been renewed.?®

Federal policy changes that would increase necessary funding for HCBS in Tribal communities
include:

e Making HCBS a mandatory service under federal Medicaid law, putting coverage on par
with coverage of institutional LTSS;

e Expanding and streamlining access to 100% federal reimbursement for all Medicaid
services, including HCBS, provided to AlI/AN people;

e Making the Medicaid Money Follows the Person Program permanent with dedicated
funding for MFP Tribal Initiatives;



* Rectifying the persistent underfunding of I.H.S. and Title VI of the OAA programs; and
* Repealing Medicaid funding cuts passed under H.R. 1.

Il. Expand Partnerships between State Medicaid Agencies & Tribal Nations

To expand access to HCBS for AI/AN elders and relatives with disabilities, states should consider
Tribal Nations as partners in designing the health and LTSS systems and in delivering care.

A. Expand Partnership Models that are Working
The MFP-TI programs have demonstrated both

the importance of meaningful government- %#’4
to-government relationships and strategies 5 Er)t(pamlif Investin
that states should employ.?” Through these M?)dgfsr?'hlgt T"?_fgé;'ed

partnerships, states have been able to support Work
Tribal Nations in designing and building HCBS
capacity in their communities. For example,
MFP-TI can support Tribal Nations in conducting
needs assessments and identifying opportunities
to implement and optimize Medicaid HCBS
programs.®® MFP-TI programs have also helped

Navigation
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are centered in AI/AN traditions and practices. Tribal

Consultation

For example, Tribal Nations in Minnesota are
working with the MFP-TI to establish healing
centers, assisted living programs, and tiny home
villages for their elders.*

MFP-TI currently operates in five states. More states should consider partnering with Tribal Nations
to create MFP-TI programs and similar partnerships to expand HCBS for AlI/AN elders and relatives
with disabilities.

B. Engage in Meaningful Tribal Consultation

Tribal consultation is another mechanism for federal and state agencies to honor Tribal sovereignty
and the government-to-government relationship between the U.S. government and Tribal
Nations.* States have their own policies governing Tribal consultation, which vary in terms of
frequency and the actions that trigger consultation.

In the context of HCBS, successful Tribal consultation requires building trust and federal and state
Medicaid agencies demonstrating ongoing commitment to Tribal Nations as equal partners.
Recommendations for state agencies include:

e Building trust by setting regularly occurring meetings with Tribal Nations, having the same
staff attend meetings on an ongoing basis, and planning ahead for transitions or staff
turnover.



e Providing sufficient time for Tribal Nations to review proposed changes to Medicaid HCBS
programs.

e Implementing Tribal consultation groups to approach consultation holistically and discuss
HCBS in the greater context of social determinants of health, such as housing, law
enforcement, kinship care, and more.

e Providing funding, including through Medicaid reimbursement where available, to
Tribal Nations to engage in consultation and to support AlI/AN elders and relatives with
disabilities to participate in Medicaid Beneficiary Advisory Councils.®*

While structure and funding for Tribal

consultation are important, accountability

mechanisms for both agency staff and

elected officials are necessary to cement

a true government-to-government @ _ @

relationship between states and Tribal - -
Nations. Washington state, for example, fime @ @ frust
requires its agencies to make reasonable -

efforts to collaborate with Tribal Nations, Tr|ba|

designate Tribal liaisons who undergo Consultation

training, and submit an annual report to the

governor on the agencies’ involvement with m
Indian Tribes and on implementation of the

state’s law on government-to-government
relationship with Tribal Nations.®

A critical element of accountability is for non-Al/AN people and entities in state government to
also engage in Tribal competency training. New Mexico, for example, requires state managers and
employees who have ongoing communications with Tribal Nations to participate in trainings about
legal concepts, such as Tribal sovereignty, governance, and consultations; history of Tribal Nations;
and communication and collaboration strategies.®

Recommendations to ensure accountability include:

e Enacting federal and state requirements that all agency staff working with Tribal Nations
receive training specific to the Tribal Nations in their state.

e Ensuring that elected officials are informed about Tribal sovereignty and governance.
e Designating a Tribal liaison for each agency involved with administering HCBS.

® Requiring states to document Tribal consultation when revising their Medicaid plans or
evaluating their programs. This documentation should include meeting minutes and an

accounting of concerns and recommendations raised by Tribal Nations and how they were
addressed.



C. Invest in Tribally-Led HCBS Navigation Programs

Al/AN elders and relatives with disabilities and their families may also encounter barriers

in accessing HCBS for themselves. Navigating eligibility and enrollment for Medicaid, and

more specifically for HCBS, is complex and challenging. Given the patchwork nature of HCBS
nationwide, even knowing the name of the local HCBS programs and where to find information
about them can be a barrier. Moreover, AlI/AN elders and relatives with disabilities may experience
confusion about whether Medicaid is available to them, how it interacts with I.H.S., and what HCBS
entails.

Transportation and digital access barriers are also significant for Tribal communities. The rural
nature of many reservations, combined with other barriers like poor road conditions or disabilities
that prevent driving, make it difficult for some Al/AN elders and relatives with disabilities to access
in-person support. Moreover, Tribal communities have the lowest rates of broadband access in the
country and the increasing reliance on digital formats—such as online portals for applications and
certifications or virtual chatbots—pose significant accessibility challenges.

Tribal navigators and benefit coordinators who act as liaisons and support AlI/AN elders and
relatives with disabilities with accessing HCBS are a practical model to address these barriers.

ROLES FOR TRIBAL NAVIGATORS &
BENEFIT COORDINATORS
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Specific navigation supports include informing elders and people with disabilities of the
availability of HCBS services; providing logistical support in applying and recertifying eligibility;
troubleshooting problems; arranging for providers and providing warm introductions to establish
trust; making referrals for other social services; and advocating for the individual in ways that are
consistent with their cultural values. Alaska’s Community Health Aide Program® and Oregon's
Aging and Persons with Disabilities Tribal Navigator Program are two examples.®

To support HCBS navigation assistance for AI/AN elders and relatives with disabilities, states

should:

e Partner with and provide funding to Tribal Nations to create navigator and benefit
coordinator programs.

® Recognize and compensate the time and resources necessary for navigators to develop
relationships, both with elders, relatives with disabilities, and their families, as well as with
the Medicaid agency staff and HCBS providers.



I1l. Support Culturally-Grounded Care

Recognizing Tribal Nations' capacity
and expertise to design and deliver
care to their communities is essential
to the success of HCBS programs
serving AI/AN elders and relatives with
disabilities. The recognition depends
on states honoring the sovereignty

of Tribal Nations and the federal
government honoring its treaty trust
responsibilities.

NS
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Grounded

A. Strengthen the Direct Care
J Care

Workforce and Support for
Family Caregivers

Workforce shortages greatly impact the availability of HCBS in
Tribal communities.?” When it comes to addressing this issue,
Tribal communities have consistently recommended investing

in providers and supporting caregivers who are Al/AN to best
ensure the care provided is grounded in the culture of the elder

Strengthen the Direct
Care Workforce in
Tribal Nations

Increase Provider
Cultural Competency

Recognize Indigenous
Knowledge and
Practices

Streamline Medicaid
Policies So Tribal
Nations Can Deliver
HCBS

Facilitate HCBS
Portability Across
States

or relative with disabilities. Moreover, HCBS involve very intimate matters of daily living, provided
in the home, underscoring the need for elders and relatives with disabilities to trust the person
providing care. Direct care workers who are AI/AN and from the same community can help elders
and relatives with disabilities, and their families, feel comfortable accessing HCBS.#°

Some states have addressed the barriers that hinder AI/AN people from joining the direct care
workforce. For example, Washington developed the Home Care Aide Training program, which
enables high school students to participate in a certificate program and begin direct care work

as early as age 18.4! Tribal Nations in Minnesota advocated to be recognized as providers in the
state’s Tribal Vulnerable Adult and Developmental Disability Targeted Case Management Medical
Assistance Benefit statute. Not only does this enable Tribal Nations to care for their elders and
relatives with disabilities in the way they know how and be reimbursed for the culturally-accessible
services they provide, but also supports economic security for a community that is inequitably

impoverished.*?

Relatedly, expanding Medicaid coverage of both respite services and payment to family caregivers

providing HCBS would also help alleviate the direct care workforce shortage and support AI/AN
elders and relatives with disabilities to receive culturally competent care. Family caregivers can
ensure that elders and people with disabilities can participate in spiritual and cultural events,
access traditional medicine, and receive care and information about their care in their Native

language.
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Recommendations for federal and state policymakers to strengthen access to paid and culturally
grounded care for AI/AN elders and relatives with disabilities include:

e Developing workforce training and certification programs targeted to help Al/AN people
become direct care workers.

e Supporting and streamlining Medicaid provider certification processes to ensure Tribal
Nations and AlI/AN providers can receive reimbursement.

* Providing guidance to states to ensure HCBS program policies permit Tribal Nations to
screen for HCBS eligibility and provide case management to their members.

e Expanding Medicaid HCBS programs that allow family caregivers to be paid for providing
HCBS and enrollees to elect to hire their own direct care workers.

e Expanding Medicaid coverage of respite care to support unpaid family caregivers.

e Partnering with Tribal Nations to increase workforce cultural competency through training
and certification for all HCBS providers in the state.

B. Revise Medicaid Policies to Support Tribal Nations in Utilizing HCBS Programs

Medicaid HCBS is underutilized in Tribal communities due to administrative barriers and
limitations on uses of Medicaid funding that do not support culturally-grounded care. For
example, requirements that HCBS programing and training of caregivers and other providers
must be “evidence based” to be reimbursed fails to recognize Indigenous knowledge and ways of
being as adequate evidence. Traditional medicine and Indigenous ways of being are both known
to be effective in the community and date back centuries.

These requirements hinder and even preclude Tribal
Nations from pursuing activities that best serve their
community. For example, a Tribal Nation may not be able
to afford to provide culturally responsive trainings and
HCBS if they do not have the resources to certify them as

"evidence based” under Medicaid standards in order to
get reimbursed.

Medicaid rules also create barriers to integrating traditional
medicine into HCBS. Traditional medicine is key to many
Tribal cultures, emphasizing the connection between
community, land, and spirituality. Examples include access
to medicine people with specialized skills; Native foods
and natural remedies; cultural practices, such as dancing,
music, and sweat lodges; and sacred ceremonies.*?
Traditional medicine is typically not reimbursed by
Medicaid, nor is it recognized as an HCBS service.

bb
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Recently, by using a Section 1115 Medicaid demonstration waiver, Arizona, California, New Mexico,
and Oregon received approval to bill Medicaid for Indigenous health care practices provided

by I.H.S. facilities, Tribally operated health centers, and Urban Indian Organizations.** However,
because the demonstration waiver does not extend to HCBS and is limited to four states,
Medicaid coverage remains unavailable for Traditional medicine provided to many Al/AN elders

and relatives with disabilities.

Navajo Nation Reservation Map
Limits on how Medicaid funding may be used can also

prevent Tribal Nations from implementing practical
solutions. For example, a Tribal Nation may decide
that it wants to provide transportation to elders
and relatives with disabilities living in remote areas.
While transportation is an HCBS service, a Tribal
Nation may not be able to use Medicaid funding
to purchase and maintain a vehicle to provide

Colorade

this service to their own people due to limitations
in Medicaid regulations and guidance. Instead,
the Tribal Nation would need to contract with a
Medicaid certified transportation provider that
likely is not from the community and does not Arizona New Mexico
know how to navigate the area. Other examples

* Mavajo Nation
.

include requiring HCBS recipients to meet stringent
diagnosis criteria, a factor that particularly impacts

Al/AN elders and relatives with disabilities who face
geographic or financial barriers in accessing health specialists.

Finally, the state-based nature of Medicaid HCBS does not account for the fact that Tribal
Nations—both the people and reservation land—often span multiple states. An individual,
however, can only be enrolled in one state’s Medicaid program. For example, the Navajo Nation,
spans across Arizona, New Mexico, and Utah. While members of the Navajo Nation have a shared
identity that predates the U.S., Navajo elders and relatives with disabilities have to navigate
different Medicaid HCBS eligibility, enrollment, and coverage rules depending on which state
borders they reside in.*® This limitation can lead to confusion, misinformation, or mistrust among
Al/AN elders and relatives with disabilities and complicates Tribal Nations’ ability to oversee their
members’ access to Medicaid HCBS.

Recommendations to address these barriers include revising Medicaid polices to:

® Recognize Indigenous knowledge as evidence-based and Traditional medicine as meeting
medically necessary standards, including under HCBS programs.

e Allow Tribal Nations to establish their own qualifications and standards for provider
licensing.

e Minimize paperwork and data requirements as a condition of funding or reimbursement.
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* Remove strict diagnosis eligibility criteria for enrollment in HCBS programs.
e Facilitate portability of Medicaid HCBS enrollment across states.

e Strengthen federal oversight to ensure states are implementing and properly following
federal Medicaid statutes that address Al/AN people and Tribal Nations enrolled in
Medicaid.

e Simplify and streamline the process for Tribal Nations to bill Medicaid for HCBS, particularly
where Tribal Nation members live in multiple states.

e Give Tribal Nations autonomy over HCBS funding to meet their members' health and LTSS
needs.

CONCLUSION

Expanding culturally grounded Medicaid HCBS can improve AI/AN elders' and relatives with
disabilities’ independence and well-being. States and federal policymakers should partner with
Tribal Nations to increase funding, engage in meaningful consultation, expand collaboration,
reduce administrative barriers, and strengthen the direct care workforce. Recognizing the
resiliency of AlI/AN people, these recommendations are centered in honoring Tribal Nations'
values and ways of being in delivering care to their communities.
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