
I/DD in Tribal
Communities 

CALIFORNIA TRIBAL FAMILIES COALITION

FEBRUARY 2023

A summary of feedback from
tribes on accessing
intellectual and
developmental disability
services in California. 



Tribal Children & Families
with Intellectual

Developmental Disabilities
The health and wellness of the tribal population who have
or are at-risk of having intellectual or developmental
disabilities (I/DD) is of utmost importance. But, we don’t
really have a clear picture of who or how big that
population is because of challenges in data collection.
What we do know is that tribal children and families
experience disabilities at higher rates than other
populations and often go under or unserved.

By the Numbers
Native children have the highest rate of childhood
disability of all racial groups - for example 5.9% of Native
children are reported as having a disability compared to
4.3% of White children - according to the U.S. Census
Bureau. Rates of disability continue to be higher in adult
Native populations as well with 24% Natives reporting
having a disability compared to 19% of the general
population. Unfortunately, there is little data available
specifically on intellectual and developmental disabilities
in Native populations nationally or in California. 

However, we know that despite Natives experiencing
disabilities at high rates, Natives in California are likely not
accessing I/DD services in parity with other populations.
According to Regional Center purchase of service data in
2019, Natives make up less than 1% of all consumers
served even though Native people account for 2% of the
California population. There is little Native specific data
available across Regional Centers or published by the
Department of Developmental Services (DDS) because
Natives are lumped into an “Other” category in most
performance measures. 

Even for those Native families who do utilize services
through Regional Centers, they are accessing fewer
services than other Regional Center consumers. According
to the DDS Background and Process for Developing
Disparity Measures, average purchase of service
expenditures in 2019 averaged $11,952 for consumers who
identify with a racial or ethnic group other than White,
while expenditures for White consumers averaged
$22,140.
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https://www.youtube.com/watch?
v=jlhVWaOL45c  

While the data tells a somewhat
clouded story of the Native population
with an intellectual or developmental

disability, there are real life impacts for
tribal children and families trying to

navigate services in a system that has
long underserved Native people.

Learning through storytelling is an
incredibly important tool in many tribal
communities, just as in many cultures
throughout the world, as it's a way to

share values, lessons learned and build
relationships. To add context to the

data shared throughout this guide, take
a few moments to watch this video and

hear directly about one tribal family’s
experience trying to access Regional

Center services

https://www.youtube.com/watch?v=jlhVWaOL45c


Listening Sessions and Needs Assessment Surveys were conducted between July -December 2022. 

Locations included: Susanville, CA; Trinidad, CA; Chukchansi, CA; Sacramento, CA; and Roseville, CA
(Online Only). 

Listening sessions were guided by CTFC Team Members (Michelle Castagne & Josh Martinez) and the
Lead Evaluator (Dr. Cutcha Risling Baldy). 

Listening sessions were held at various locations and were in collaboration with local tribal
representatives at each location. The final location in “Roseville, CA” was an online session held in
partnership with the California Rural Indian Health Board. Listening sessions lasted between 1-2 hours.
Needs Assessment Surveys were conducted post-listening session events. Participants were given a link
to an online survey form. Demographic information was self-reported. Reported information is based on
confirmed data.

Intellectual and Developmental
Disabilities in California Tribal
Communities: 2022 Listening

Sessions & Tribal Family Needs
Assessment
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Picayune Rancheria of Chukchansi Indians
37%   
Susanville Indian Rancheria 12%
Yurok Tribe 8%

Listening Sessions:
Five (5) listening sessions
130 participants

Tribal and tribal group representation included:
Alturas Indian Rancheria, California Valley Miwok,
Enterprise Rancheria, Habematolel Pomo, Hoopa
Valley Tribe, Iipay Nation of Santa Isabel,
Morongo, Mono, North Fork Rancheria of Mono
Indians, Picayune Rancheria of Chukchansi
Indians, Quartz Valley, Round Valley Indian
Tribes, Shingle Springs Rancheria, Susanville
Indian Rancheria, Trinidad Rancheria, Tsnungwe,
Tuscarora, Yurok Tribe 

The largest participants of tribal representation
included: 

83.4% of respondents identified as a tribal
member/citizen or as being “eligible or a
descendent but not currently enrolled.” 
60% of respondents have worked in a tribal
community for more than 3 years. 22% have
worked in a tribal community for more than
10 years. 
22% had never worked with youth under age
18 with developmental disabilities. 50% of
respondents however, have worked with
youth under age 18 with developmental
disabilities for 3 years or more.
52.8% of respondents had affiliated roles with
tribes including Tribal Community Member
(47.9%); Tribal Representative (34.2%) and
Tribal Leader (13.7%). Others who completed
the survey included Regional Center Staff
(3.4%) and “Other” (educational leader, parent,
nonprofit .9%).

Survey/Needs Assessment:
# of respondents: 121



Developmental Disabilities in Native Communities: 

Participants in the Listening Sessions and Needs Assessment Survey reflected that there is a
high prevalence of developmental disabilities in the tribal communities where they live and
work. 67% of respondents believe that developmental disabilities are more present in tribal
communities than others. Overall, it was clear that (1) developmental disabilities are under-
diagnosed and underrepresented in tribal community data and (2) there are barriers to
diagnosis that include negative stigma; ongoing historical trauma; and limited services to
encourage early identification and help seeking behaviors. 
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Intellectual and Developmental Disabilities in California Tribal Communities cont.

Developmental disabilities are underdiagnosed and underrepresented in Tribal
community data 

1.

Overwhelmingly (80%) respondents noted that developmental disabilities are underdiagnosed
in tribal communities. They attributed this to “lack of information” and belief that diagnosis will
reflect badly on the community or contribute to the belief that Native cultures or Native
peoples are to blame for the high rates of developmental disabilities in their communities.
Overall they focused on three contributing factors: getting a diagnosis requires funding and
ongoing support; medical professionals (primary care physicians) are not supportive of a
special needs/developmental disability diagnosis; assessment is limited or confusing and
does not result in a diagnosis. 



Getting a diagnosis requires funding & ongoing support: 
Participants noted that having to travel for specialists or diagnoses often means missing a lot
of work etc. which can really affect the family. It can take months to get an appointment and
once the various appointments for getting a diagnosis begin this can be very time consuming
because of locations and travel especially considering that tribal communities can be located
in rural areas. Of note, several participants mentioned that most services are located in
neighboring counties or city centers that are on average about 1-hour away. This also means
there is likely no public transportation available to these services and public transport is
usually limited to the city centers and not to rural tribal areas. Participants noted that the cost
for travel is often prohibitive as it includes loss of work/pay; and needing to find additional
support to help with other children or family obligations. Overall participants felt the diagnosis
process was “overwhelming” which means that people may select not to pursue a diagnosis or
they may begin the process and drop out or they may have to miss an appointment or turn in
incomplete paperwork and be dropped from the program. 
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When I went to see the worker and asked him to help me he said I can't help
you with that. You can't help me fill out the forms? Like I don't want you to fill

them out for me. I'm gonna fill them out. Can you just tell me which one?
Which one do I fill out? And it was really hard and I actually ended up going

away because it was so difficult trying to deal with my worker.

Medical professionals (primary care physicians) are not supportive of a special
needs/developmental disability diagnosis: 
Participants noted that most Medical Professionals don't refer or recommend developmental
disability diagnosis. In fact it is hard to get them to lean toward getting a diagnosis and they
tend to “blame it on other behavioral issues” or even on the parents or family situation. There
remains the potential that ongoing unconscious bias affects how Medical Professionals
approach child/youth behavior and health especially regarding the Native American
population. Participants reflected that just to get support from their Medical Professionals,
likely one of the first sites of potential identification of developmental disabilities, takes a lot of
advocacy and time and many appointments before a doctor will believe patients. 

Everything's treated like a behavior problem. And families kind of get blamed
and then only after an assessment and maybe some pushback do we find out
that the student actually has a developmental disability. What we're learning
is that they often feel like they're being blamed for behaviors and things that

are actually an undiagnosed and identified developmental disability.



 It was a crazy packet and it took us forever to do it. Because it just became
so overwhelming. And then too, it was like they were pointing out things that
I knew were there. We didn't want to talk about it. And we were like that's not
bad. Is it? Is it bad? Oh my god. Oh my God, there's so much more wrong. You
know, it was really overwhelming. And then we put it away. It took me a year.

It took me a year to finally get his diagnosis.

Assessment is limited or confusing and does not result in a diagnosis: 
Developmental disabilities not getting diagnosed or even not registering because of how tests
are done and who is doing them. Assessments are conservative in determining developmental
disability spectrum. Youth may be in a gray area or just outside of the disability spectrum and
because of how parents/guardians fill out the survey youth are not being caught even though
they are struggling. Participants noted that many tribal families are told they “do not qualify”
for services based on assessment. Parents/guardians may have a lack of understanding at
how important surveys and initial assessments are for securing services. There are always
people on the margins, not quite fitting definitions. This may also be reflective of how parents
fill out surveys (and how you do that). Filling out paperwork is also overwhelming and
confusing especially when parents are already emotional about the potential diagnosis of a
developmental disability. The paperwork also asks for a very personal and reflective response
where parents/guardians are not supported to cope with their emotional response. This can
also lead to other issues happening with other children in the family who may also feel
ignored, sad, or take on the stress of the situation. Participants noted that Regional Center staff
does not provide ongoing support to fill out paperwork and get registered. Families feel the
process is overly strict. Missing appointments means you may be dropped from the program.
Not completing paperwork means you won’t be registered or followed up with.
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2. There are barriers to diagnosis that include negative stigma; ongoing historical trauma;
and lack of knowledge or limited services to encourage early identification and help
seeking behaviors. 
Negative Stigma: 
90% of respondents reflected that there were “negative” or “mostly negative” associations and
understandings of developmental disabilities in their communities. Several reflected that
children or others with developmental disabilities are thought of as a “burden to the
community.” Respondents reflected that developmental disabilities are thought of as a “curse”
or “punishment” to the family or that they were a reflection of “bad parenting” or because the
family is “low-class.” Nearly 50% of respondents also highlighted that children with
developmental disabilities are isolated in the community, are often not invited to participate in
activities, are left out of social gatherings, and that this extends to the family of that child as
well. 

When you have parents who know how to fill out surveys in the right way,
they will. And you have other parents who you ask them the same questions,
and they might just not ask the question in the right way. And then they get

pushed out of getting services.



 I think about how that affects even people's understanding or openness to
starting to have conversations about a developmental disability or a difficult

child because when you've been taken and put into situations where you
were told you were a difficult child, but really you're pushing back against

colonialism, and the government system is trying to tell you there's
something wrong with you by telling you that you need to act a certain way

and then you come back and people are like, well, we want to help this child
get diagnosed and you're like, what does that mean for me? Because what

that meant for me as a kid is something bad can happen. 

Ongoing historical trauma: 
Community history, trauma, and ongoing issues facing community (drug and alcohol abuse)
compounds and affects help seeking behaviors. It can be hard for the parent when there is
something wrong and so parents may pretend like there isn't anything wrong. There is an
overwhelming feeling that somehow they are at fault for a child’s disability. The emotional
response can lower self-confidence and infringe on help seeking behaviors. This can also
compound and lead to parents/guardians and children having risky behaviors to try and cope.
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Workers and professionals often pass judgment on parents. There is a fear of the social
services system and a fear of getting a diagnosis because of repercussions for family and
children. Developmental disability diagnosis is also intergenerational. There are cases where
parents/guardians likely have undiagnosed disabilities This can create a “snowballing” effect
on the entire family. 

This is asking people to acknowledge something that they might not want
their child to get help for. So this is my kid, this is the way they are. I will take

care of them in the way that they are rather than trying to get extra help
because maybe this will lead to CPS referrals or maybe because I’ve seen

how stressful this is for other moms going back and forth for years and
leaving their other kids behind. They're not able to provide all the care for

their other children that they need to be providing. 

Lack of knowledge or limited Services: Respondents noted that there is limited access to
services as tribal communities tend to be very rural. 

“There’s a big feeling of helplessness. A lot of our parents and elders are so
unsupported that it breaks them down.. Caring for a child that has a

developmental disability is a very hard job and our families want nothing
more than to support their children to the best that they can but the lack of
resources and help that is out there make it a daunting challenge for many

parents.” 



Participants noted that: location of services and speciality services is often far away and
requires consistent transportation and ongoing support. Services are often in city centers
which can be over an hour away from tribal communities. There is usually a long waitlist for
most services, some reported up to a year wait for services. Accessing services means having
consistent transportation, paying for transportation to and from locations, taking time off work,
navigating other family and community responsibilities. This is very stressful for the families.
This can also result in a loss of employment, lack of support for other children in the family,
and stress of family finances.
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He literally told me all we have to do is meet one time a year. That's all I have
to do. I have to meet with you one time a year… and then I never hear from

him again. …And then he's like, oh, yeah, you just have to go online and fill out
paperwork. [He told me] I can't help you with that. And I'm like, oh my God,

can you just print it and send it to me in an email, you don't have to say
anything. It'd be a blank email. He wouldn't. And then he had said something
about going up with me [for the IEP]. So I was trying to get hold of him to do
that. He couldn’t get a hold of me and when he did, it was “well that’s not in

the schedule. You know, I've got so many he's got so many cases.”

87% of respondents had at least some knowledge of Regional Centers. 
74.% of respondents had a family member or someone they know who had been referred
for an assessment at a Regional Center. 

Regional Centers & Tribal Communities

Respondents primarily felt that Regional Centers were “A little” involved with their
communities.68% said that Regional Centers had done “A little” relationship building with
community social workers, TANF, and early head start. 73% said that Regional Centers had
done “A little” with providing services to tribal families in the community. However, 35% of
respondents answered that Regional Centers were not doing outreach to the tribal
community. Overall participants were clear that there is a lack of follow-up from regional
centers and service providers with families that may need additional support and assistance. 

Participants noted a lack of communication from regional centers. There is a letter that comes
in the mail when the case manager changes and there is a periodic check in to fill out
additional forms but there is not consistent communication or engagement. There are no visits
from the regional center or other workers to the area so follow-up usually includes a phone
call and if needed in person then the family is responsible for traveling to the center. 
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Funding/Financial Assistance
Transportation

Accessible healthcare and education services including bringing services to the communities
with satellite offices.
More equipment and facilities in the community that are designed as inclusive and safe spaces
Services need to be geographically accessible 

Mandatory case manager training for cultural awareness and best practices for tribal
collaboration
Funding or paying medical expenses
Provide an advocate or caseworker (with a capped workload so as not to be overwhelmed) that
helps make sure family is getting general welfare benefits
Build a “team” in collaboration with tribal programs and tribal advocates/representatives and
create opportunities for team members to coordinate services across programs. 
Create help guides and provide follow up with families to secure transportation to and from
appointments (including funds to help pay for transportation or provide direct transportation). 
Case Managers should be trained in trauma informed care and provide trauma informed care
and guidance to families. Provide information for families about mental health care and other
options for non-disabled family members to help alleviate stressors on the family as they are
navigating the system.
Work with medical and other service providers to document schedules and appointments and
provide letters to schools and employers to assist families with navigating leave.
Schedule follow-up appointments to assist families with paperwork. Host working office hours
on tribal lands to assist with completing paperwork and scheduling appointments. 
If service waitlists are long, work with families to find alternatives and provide follow-up
reminders with families about upcoming appointments. 

Tribal Community Recommendations for Regional Center Staff & Support
Services
For respondents there were a number of services that respondents felt would be “most beneficial”
for addressing developmental disabilities in their communities alongside needs from Regional
Centers. Respondents overwhelmingly listed the following two needs: 

In addition respondents listed the following clustered here by categories and in order of
importance based on their qualitative mentions in survey responses:

Resources & Outreach

Case Management Support: 



More information about services; programs; and resources for families and extended family
members. 
Orientation training and opportunities to learn from specialists etc. about how to best address
developmental disability issues. These can be offered to parents/caregivers, but also to the
general public as a way to engage in how to support families and youth.
Training and education on assessments/ understanding assessments for those early childcare
workers and medical professionals that encounter tribal youth like TANF, early head start,
Indian health clinics etc.  
Host seminars to educate about how to recognize and address developmental disabilities for
family and community members 
Create opportunities for social inclusion programs that connect communities with each other
including those with developmental disabilities. 
Opportunities to demonstrate care/love for youth and families through social events, training,
or specialized workshops. 
Parent or family support groups. 

Regional centers need to get to know the community by going to events, attending meetings,
and participating in tribal social service trainings and programs 
Make an effort to build tribal social services and tribal education programs into the “team”
approach to providing services in the community.

Creating Awareness

Outreach and relationship building 
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Training on how to encourage diagnosis, documenting incidents etc. and not thinking it
is merely behavioral issues. Training should also provide sensitivity training for
supporting parents, avoiding blaming or judgment, and trauma informed engagement. 
Training audiences should include headstart, teachers, medical and service providers. 
Training should also target Indian clinics and social services programs. 

Panels, events, and other opportunities for families to educate and share about their
experiences and connect with others. 
Opportunities to build community with other families and community members through
programs. 
Inviting talks and sessions to guide families in best practices for understanding
developmental disabilities. 

Inviting and building a collaboration with Tribal advocates and/or additional family or
community members as identified by parents to assist with paperwork and
appointments. 
Review and discuss assessment language and provide a guide for completing
assessments. Provide clear assistance throughout the assessment process including
help with completing surveys. 
Creating guides for parents 'this is what happens now" around what is happening in the
steps of each process, explaining what assessments are for etc.
Sovereign nations should be able to diagnose their own kids. Assessment by tribal
nations/tribal departments should be honored in school districts and at Regional
Centers. Tribes should have their own advocate who can work with parents to secure
diagnosis. 

Recommendations

Decreasing Barriers to Diagnosis

Training focused on prevalence, response, early diagnosis, and tribal community for
agencies, organizations and professionals. 

Education and outreach opportunities to tribal communities (parents and families) that
destigmatizes developmental disabilities and encourages diagnosis. 

Assessment and diagnosis needs to be clearly explained and assessments need to
include opportunities for assistance. 
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I don't have anybody with me that can advocate for me and I don't know what
I'm advocating for. All I know is I need this appointment and we need to make

this happen and you need to make it happen on a schedule that is going to
work for my work. Because I still have to make money to pay for everything.



Tribal peoples often like to involve extended family in building ongoing support. This includes
grandparents, aunts/uncles, cousins and friends. This may also include tribal representatives.
The team should be invited to participate in the care and support of the child. 
Support a tribal advocate to attend and serve as a family advocate especially around IEP s and
helping to navigate the IEP steps that have to take place and the follow up that parents need to
be able to get IEP s in place.

Create a communication plan template that is provided to each family and includes: deadlines
and dates for follow-up; next steps and information about upcoming training, events, or other
opportunities that can assist in building a support team. 
Provide opportunities to follow-up in tribal communities including hosting events or satellite
office hours. 

Provide opportunities for tribal communities to attend training, lectures, and events on how
best to support a person with developmental disabilities; how to support families with special
needs, and new methodologies in developmental disability support. 
Create a list of opportunities for supporting parents and other caregivers alongside families. 

Providers should be given the opportunity for new staff to gain knowledge and information
needed to assist tribal families before they are listed as potential resources for tribal families.  

Increasing Access to Services:

Create and involve a team to provide support and help respond to ongoing needs for services. 

Create communication plans and follow-up with family and team. 

Provide opportunities for family and other team members to attend training, support groups,
and find additional services and resources that support family care. 

For service providers who are listed or recommended by the Regional Centers as potential
treatment or assistance, require the providers complete training that highlight the needs of
tribal communities and families, trauma informed care, historical trauma, and best practices for
supporting developmental disabilities with tribal patients. 
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Continuing to create opportunities to build relationships between Regional Centers and tribal
communities.
Bringing tribal engagement training to Regional Centers across the state - five RCs per year for the
next four years.
Launching and maintaining a Tribal Look Up interactive webpage that shows tribal contact and
service provider information by Regional Center catchment area. 
Hosting the California American Indian Developmental Disabilities Symposium 
Providing ongoing training and technical assistance to tribes in accessing early intervention and
Regional Center service information to increase access.

California Tribal Families Coalition launched the following projects in March 2022 aimed at improving
awareness and access to intellectual and developmental disability services for tribal children and
families through California’s 21 Regional Centers:

Tribal Early Start Outreach Project
This multi-year project is focused on increasing knowledge and building relationships in tribal
communities about early intervention services available for infants and toddlers with disabilities and their
families. 

Protecting and Strengthening Tribal Families with Developmental Disabilities Project 
This project was funded by a FY 2021-22 and 22-23 Systems Access and Equity Grant, and is aimed at
educating and empowering tribal leaders and tribal representatives (social workers, TANF employees,
head start staff, etc.) to increase access to services for tribal children aged 3+ and those involved in child
welfare by creating materials, providing statewide trainings and building relationships between RCs and
tribal communities.

CTFC will build on this foundational work in the coming years by:

We welcome Regional Center staff and leadership to follow this work and to use the tools we offer now
and ongoing. For further information please visit our website at caltribalfamilies.org and to reach out at
contact@caltribalfamilies.org.

California Tribal Families Coalition is just one of several organizations funded by and working in
partnership with DDS and Regional Centers to improve equity for tribal and children families. Visit
https://www.dds.ca.gov/rc/disparities/disparity-funds-program/awarded-projects/ to find other
organizations or Regional Centers now funded through Systems Access and Equity Grants to focus on
tribal children and family programs in your area.

How to Stay Engaged with
California Tribal Families Coalition

as this Work Continues 
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caltribalfamilies.org 
(916) 583-8289

contact@caltribalfamilies.org


