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WORDS TO KNOW

American Indian and Alaska Natives (Al/AN) — People who lived in North America before it
became the United States. They also sometimes get called “Native Americans” or “Indigenous

people.”
Colonization — When White Europeans took over North America and made the United States.

Home- and community-based services (HCBS) — When people get Long-term services and
supports (LTSS) in their community. We call home- and community-based services “HCBS" for

short.
H.R. 1 — A law that passed in 2025 that cut money from Medicaid.

Indian Health Services (I.H.S.) — A U.S. agency that gives health services to AI/AN people.
I.H.S. runs health care centers in Tribal Nations, and helps Al/AN people run their own health care

clinics.

Institution — A place where only disabled people live. People do not get to control their own lives

in institutions.

Institutional bias — A part of Medicaid law. It says that Medicaid must always pay for people to
get LTSS in an institution. But Medicaid does not have to pay for people to get HCBS.

Long-term services and supports (LTSS) — Services that help disabled people live our

everyday lives. We call long-term services and supports “LTSS" for short.

Money Follows the Person (MFP) — A Medicaid program that helps people move out of
institutions by giving money for HCBS that had gone to the institution before.

Older Americans Act (OAA) Title VI — A law that gives money to Tribal Nations for health care.
This money helps older AlI/AN people with things like food and caregiver services.

Respite care — A service that gives unpaid caregivers, like families, a break from caregiving.
Tribal consultation — When Tribal Nations have official talks with the U.S. government

Tribal Nations — Where many AlI/AN people live. Tribal Nations have their own governments and

rules.

Tribal navigators — AI/AN people who know how Medicaid and HCBS work. They can help other
Al/AN people get services.

Tribal sovereignty — The right of Tribal Nations to have their own governments.
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TO START

This paper talks about people with disabilities and older adults who are American Indian and
Alaska Natives. American Indian and Alaska Natives are people who lived in North America
before it became the United States. They also sometimes get called “Native Americans” or
“Indigenous people.” This paper will call American Indian and Alaska Natives “Al/AN" for short.

Many AlI/AN people get Medicaid. One thing Medicaid gives people is long-term services and
supports. Long-term services and supports are services that help disabled people live our
everyday lives. We call long-term services and supports “LTSS" for short.

Some examples of LTSS are:
e Job coaches
¢ Transportation
® Anin-home helper
Home- and community-based services are when people get LTSS in their community. We

call home- and community-based services “"HCBS” for short. HCBS helps people stay in their
communities while getting the care they need.

But AlI/AN people with disabilities and older adults have trouble getting good HCBS. They might
not be able to get good care in their communities. They might be forced to move away from their
people and culture to get the care they need. And when Al/AN people get taken away from their
culture, they end up with worse health. This is not fair.

This paper looks at the problems AI/AN people with disabilities and older adults face when
getting HCBS. It also talks about ways policy could change to make HCBS easier to get. These
changes could help AlI/AN people have better health and more choices about their lives. It could
also help save money on health care.

Some things we think should happen are:

® The government should put more money into HCBS

e States should work with Tribal Nations. Tribal Nations are where many AlI/AN people live.
Tribal Nations have their own governments and rules.



e The government should respect the culture of AlI/AN people when giving Medicaid
services.

Al/AN people should always get to make their own choices about getting health care. AI/AN
people can work together to make changes to Medicaid and HCBS that work for them.

BACKGROUND

Colonization is when White Europeans took over North America and made the United States.
Before colonization, there were thousands of different Tribal Nations in the U.S. Today, there are
575 Tribal Nations in the U.S. About 8.85 million people in the U.S. are American Indian or Alaska
Natives (AlI/AN).

Colonization hurt AI/AN people in many ways. White Europeans took Al/AN people’s land, and
hurt and killed many people. Colonization also tried to take away AI/AN people's culture to
change how Al/AN people lived their everyday lives. That makes it harder for AI/AN people today
to know about their culture. This also makes it harder for AI/AN people to get health care and
LTSS that works for them.

Many Al/AN people have worse health than non-Al/AN people. For example, AlI/AN people
live the shortest lives out of all people living in the U.S. Older AlI/AN people get more health
problems than older non-Al/AN people. They get problems like high blood pressure, diabetes,
and Alzheimer's.

Al/AN people also get disabilities more than others. About half of older AI/AN people say they
have a disability. Because of this, studies show Al/AN people need LTSS more than other people.

But it can be hard for AI/AN people who need LTSS to get it. They might live in places where
there aren't a lot of health care services around. And the services near them might not get enough
money to help.

TRIBAL SOVEREIGNTY

Tribal sovereignty is the right of Tribal Nations to have their own governments. It gives Tribal
Nations the right to their land and water. It also means that Tribal Nations have their own
government that works with the U.S. government.

The U.S. government agreed to give certain things to Tribal Nations. Tribal Nations have the right
to get services from the U.S. government. For example, the U.S. gives education and healthcare
services to Al/AN people. This agreement also means the U.S. must give Al/AN people Medicaid if
they need it.

The U.S. made the Indian Health Services (I.H.S.) to help give AI/AN people health care. I.H.S. runs
health care centers in Tribal Nations, and helps AI/AN people run their own health care clinics.



THE ROLE OF HCBS IN AI/AN COMMUNITIES

Tribal Nations think differently about health care than the U.S. government does. Al/AN people
work as a community to care for people with disabilities and older adults. This care doesn't just
focus on someone's health. It also helps people stay connected to their family, community, and
culture. HCBS can play an important role in meeting the needs of AlI/AN people with disabilities
and older adults.
HCBS can help people with many parts of their daily lives, like:

e Getting around their home and community

e FEating and cooking

e Bathing

® Using the bathroom

* Shopping

e Cleaning

e Taking medication

e Keeping track of money and budgeting

e And more!
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Most HCBS are paid for by Medicaid. Across the country, over 8 million people get HCBS. About
90,000 Al/AN people get Medicaid HCBS. That means about 1 in every 100 people who get HCBS
are AlI/AN people.

Most older adults and people with disabilities who need LTSS want to get LTSS in their own
homes. They don't want to end up in a nursing home or other kind of institution. An institution is
a place where only disabled people live. People do not get to control their own lives in institutions.

Al/AN people get treated unfairly because of who they are. If an AI/AN person gets put in an
institution, they might not get treated well. And when someone gets put into an institution, they
get taken far away from their community. That makes it even harder for AI/AN people to take part
in and pass down their culture.



HCBS costs less than getting LTSS in an institution. That is why the U.S. government has programs
to put more money into HCBS and away from institutions. One of these programs is called
Medicaid Money Follows the Person (MFP). This program helps people move out of institutions
by giving money for HCBS that had gone to the institution before.

There is a Money Follows the Person Program just for AI/AN people. It is called the Money the
Follows the Person Tribal Initiative (MFP-TI). Five states have a MFP-TI| program. They are:

¢ Minnesota

e Oklahoma

e North Dakota
e Washington

e \Wisconsin

POLICY GOALS

U.S. and state policymakers should work with Tribal Nations. They can work together to help more
Al/AN people get HCBS. Here are some things that could help more AlI/AN people get HCBS:

More money for Medicaid and HCBS

The government does not give enough money to Medicaid and HCBS. That means Medicaid
can't help everyone who needs it. And it means AlI/AN people get less Medicaid services in their
communities.

For example, there are only 24 nursing homes and 14 assisted living centers run by Tribal Nations.
That means Al/AN people who need LTSS usually get put in places far away from their homes. And
that makes moving back to the community even more difficult.

Medicaid's institutional bias is one big reason HCBS doesn't get enough money for HCBS.
Institutional bias is a part of Medicaid law. It says that Medicaid must always pay for people to
get LTSS in an institution. But Medicaid does not have to pay for people to get HCBS.

Every state has an HCBS program. But states make people apply for a “waiver” to get HCBS. Not
everyone that applies for a waiver ends up getting HCBS. States might only let certain groups get
HCBS, or only let a certain number of people get HCBS at one time. People wait on waiting lists
for a long time to get HCBS.

And states have the choice to take money away from HCBS programs whenever they want to.

If the U.S. government cuts money for Medicaid, states could end up cutting HCBS programs.
For example, H.R. 1 is a law that passed in 2025 that cut money from Medicaid. Some states are
already thinking about cutting their HCBS programs because of H.R. 1. When states limit or end
Medicaid HCBS programs, Tribal Nations don't get what they need to give HCBS to people who
need it.



Another problem is that I.H.S. does not get enough money from the U.S. government. Studies
show the money I.H.S. gets is only enough to help half of the AI/AN people. Health care centers for
Al/AN people don't have enough staff, and can't offer many services. The government also hasn't
set aside any money for I.H.S. to give AI/AN people HCBS.

The Older Americans Act (OAA) Title VI is another law that gives money to Tribal Nations for
health care. This money helps older AI/AN people with things like food and caregiver services. But
Title VI does not get enough money either.

OAA Title VI was made in 1980. Back then, OAA Title VI got $6 million to help 20,000 older Al/
AN people. By 2008, Title VI was supposed to help 150,000 people, but they only got $34 million.
Congress gave OAA Title VI more money when COVID started, but hasn’t given out more money
since then.

Here are some U.S. policy changes that would add money for HCBS in Tribal communities:

e Change Medicaid law to make it so Medicaid has to give people HCBS instead of forcing
people into institutions for care.

e Make the U.S. government pay for all HCBS and Medicaid services for AI/AN people.

e Make the Medicaid Money Follows the Person Program permanent. Set aside money just for
MFP Tribal Initiatives.

e Give more funding to I.H.S. and OAA Title VI programs.
e Get rid of cuts to Medicaid, like H.R. 1.

|. Build Better Partnerships Between State Medicaid Agencies and Tribal
Nations

States need to partner with Tribal Nations to help AI/AN people with disabilities and older adults.
They should work together to build health care and LTSS systems that work best for AlI/AN people.

A. Make partnerships that are working even bigger

The MFP-TI program shows how important it is for Tribal Nations and state governments to work
together. MFP-TI programs help Tribal Nations to build HCBS that works for AI/AN communities.
For example, MFP-TI can help Tribal Nations figure out who in their community needs HCBS. And it
can help make new services that respect AlI/AN culture, like healing centers.

State governments with MFP-TI programs should try to make these partnerships even bigger. And
more states should try to partner with Tribal Nations to create MFP-TI programs. Right now, 5 states
have MFP-TI programs. Making more state MFP-TI programs can help even more Al/AN people to
get HCBS.

B. More Tribal Consultation

The U.S. government should talk more with Tribal Nations about Medicaid and HCBS. When Tribal
Nations have official talks with the U.S. government, it is called tribal consultation. When the U.S.
government uses tribal consultation, it shows they respect tribal sovereignty.



State Medicaid agencies can use tribal consultation to build trust with Tribal Nations. That can
help make HCBS programs better. Some ways state Medicaid agencies can build trust are:

® Have regular meetings with Tribal Nations. The same people should go to each meeting so
Tribal leaders can get to know them.

e Give enough time for Tribal Nations to learn about and give feedback on changes to
Medicaid HCBS programs.

e Give chances for Tribal consultation groups to share what is important to them about HCBS.
For example, chances to talk about housing, or who in the community cares for who.

e Give money to Tribal Nations to take part in tribal consultation.
People who work in Medicaid have a responsibility to help AI/AN people. Part of that responsibility
is learning more about AlI/AN people. There are trainings where people can learn more about

working with AI/AN people. For example, many Al/AN people live in New Mexico. New Mexico
makes state Medicaid workers get training about things like:

e Tribal sovereignty

e How tribal government works

e Tribal consultations

e History of tribes

e Ways to work together with AlI/AN people that respect their culture
Some ways U.S. and state governments can make sure people work with AlI/AN people in helpful
ways are:

® Make rules that all Medicaid agency staff working with Tribal Nations get training specific to
the Tribal Nations in their state.

® Make sure government workers know about Tribal sovereignty and governance.

* Make states have tribal consultation when changing their Medicaid plans or checking how
Medicaid programs are doing. Take notes about what Tribal Nations are worried about and
what they want changed.

C. Give money to Tribal Navigator Programs for Medicaid and HCBS

Al/AN people might have problems trying to get HCBS for themselves. It can be difficult to figure
out how to get Medicaid and HCBS. HCBS programs are different in every state. That means even
finding out what an HCBS program is called in a specific state can be a problem. AlI/AN people
with disabilities and older adults might not know they can get Medicaid in the first place. They
might not know how Medicaid works with |.H.S., or what getting HCBS means.

Many Al/AN people can't get the transportation they need. They may live in rural areas with bad
roads and little or no public transportation. Many AI/AN people with disabilities and older adults
can't drive. That makes it even harder for people to get the care they need.



Problems getting on the internet can make things even harder. Tribal communities have less
access to the internet than anywhere else in the U.S. And applications for things like Medicaid and
HCBS mostly happen online these days. That means Al/AN people who need services will have
more problems trying to get them.

These problems can be fixed with the help of Tribal navigators. Tribal navigators are AlI/AN
people who know how Medicaid and HCBS works. They can help other AI/AN people get services.
Some things Tribal navigators can help with are:

® |etting people know they can get HCBS

e Helping people apply for HCBS

* Helping people with any problems that come up with their HCBS

* Finding care workers for people who get HCBS

e Helping people get other kinds of services

® Advocating for people so they get services that work for their culture
Some examples of Tribal navigator programs are Alaska’s Community Health Aide Program and
Oregon’s Aging and Persons with Disabilities Tribal Navigator Program.
To help more AI/AN people with disabilities and older adults to get HCBS, states should:

e Partner with and give money to Tribal Nations to make their own tribal navigator programs.

e Pay Tribal navigators for the time they spend getting to know people and giving them
resources.

I.Build Service Programs that Respect AlI/AN Culture

Tribal Nations are experts on AlI/AN people and what they need. That's why Tribal Nations need
to be part of the plan when making services for AI/AN people. States governments and the U.S.
government must respect tribal sovereignty of Tribal Nations.

A. Helping Family Caregivers by paying them and giving respite care

One big problem in AI/AN communities is that there aren't enough care workers. Many AI/AN
people think this problem can be solved by using family caregivers. Training and paying family
members to be caregivers will give more people jobs. It also helps make sure AlI/AN people get
care that respects their culture. An important part of services is making sure people trust their
caregivers. Family caregivers can help more Al/AN people feel trust in HCBS. Family caregivers
can also help with things like:

e Helping people take part in spiritual and cultural events
e Helping people get medicines that are part of their culture
e Helping people get care and information about their care in their Native language
Some states have tried to solve problems that keep Al/AN people from becoming paid caregivers.

For example, Washington made the Home Care Aide Training program. This program lets high
school students take a certificate program to start doing care work as early as age 18.



More respite care would also help AI/AN communities. Respite care is a service that gives unpaid
caregivers, like families, a break from caregiving.
Here are some ways policymakers can help AlI/AN people get HCBS that respects their culture:

e Create workforce training and certification programs to help AI/AN people become care
workers.

e Make it easier for AlI/AN caregivers to get paid through Medicaid.
* Guide states to make sure Tribal Nations can help AlI/AN people to get HCBS.

e Put more money into Medicaid HCBS programs that let family caregivers get paid for giving
HCBS. Let people getting HCBS hire their own care workers, like their family.

e Add more Medicaid coverage for respite care to help unpaid family caregivers.

® Partner with Tribal Nations to train HCBS program workers about AI/AN history and culture.
B. Change Medicaid Policies to help Tribal Nations use HCBS Programs

HCBS do not get used as much as they should in AI/AN communities. There are many problems
that keep Al/AN people from using HCBS.

One big problem is that the law says Medicaid can only pay for things that are “evidence-based”.
This means there must be studies that show proof that something works. But there aren’t a lot of
studies about AI/AN medicine and care. That means they don't count as “evidence-based” and
Medicaid won't pay for them. This is not fair.

Al/AN medicine has been used for hundreds of years, and AI/AN people know it works for them.
Al/AN medicine is a big part of many Tribal cultures. Some kinds of AI/AN medicine are:

* Native foods and natural medicine, like using plants as medicine
e Dancing and music

e Sweat lodges, where ceremonies happen to try and get rid of sickness

Al/AN medicine usually won't get paid for by Medicaid. And Medicaid does not think AI/AN
medicine counts as HCBS. This problem stops many Al/AN people from trying to get care
from Medicaid and HCBS. It takes a lot of time and money to get Medicaid to say a program is
“evidence-based”. AI/AN communities might not have the money for this.

Limits on how Medicaid funding may be used can also stop Tribal Nations from solving problems.

FOR EXAMPLE:

A Tribal Nation decides it wants to help AlI/AN people with disabilities. They want to help
people get transportation since the Tribal Nation is in a rural area. Transportation counts
as HCBS. But Medicaid rules say Tribal Nations can’t just buy cars to drive people around.
They have to have a contract with Medicaid, and Medicaid will send their own cars and
drivers. But the drivers might not know anything about how to work with AlI/AN people.
The drivers might not even know how to get around the area.
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Medicaid HCBS programs are split up by state. Navajo Nation Reservation Map
People can only sign up for one state’s HCBS
program. But many Tribal Nations cross into 2 or
more states. An individual, however, can only be
enrolled in one state’s Medicaid program. For
example, the Navajo Nation is across Arizona, New Colorado
Mexico, and Utah. Navajo people lived together
on this land long before the U.S. got made. But
now, Navajo people have different rules for their
Medicaid depending on what state they live in.

: Mavajo Nation

These problems can be fixed by changing r

Medicaid policies to:
e Count AlI/AN medicine as “evidence-based.” Arizena New Mexico

e | et Tribal Nations make their own rules for
who can give HCBS.

* Make people do less paperwork to get paid
from Medicaid.
e Change rules about who can get HCBS to be less strict.

e Change rules to let people get HCBS across different states.

e Have the U.S. government keep a closer watch on state Medicaid programs. They can make
sure states follow the rules to help AI/AN people get Medicaid and good services.

® Make it easier for Tribal Nations to bill Medicaid for HCBS. This is extra important for places
where Tribal Nation members live in more than one state.

® Give Tribal Nations freedom to choose how they spend HCBS money to help the most
people.

CONCLUSION

It is important to build Medicaid HCBS that respects AlI/AN culture. That will help AI/AN people
with disabilities and older adults to be healthier and have more control over their lives. States

and U.S. policymakers should partner with Tribal Nations. They can work to get more Medicaid
funding, make it easier to get HCBS, and find more HCBS staff. These changes can help honor Al/
AN people’s culture of caring for people in their communities.
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