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About the Cover

The four symbols on the cover of the Toolkit Guide were chosen to represent the
spectrum of disabilities, whether visible or hidden, that may be experienced by
individuals in the American Indian and Alaska Native community. The universal mean-
ing of each symbol is described in the captions below along with the meaning of the
symbol as it is used in this Toolkit specifically.

Access for People Who Are Blind or Have Low Vision (blind with cane)

Universally, this symbol identifies areas that are specifically designed to
be accessible to or in some cases tailored to the unique abilities of
individuals who are blind or have low vision. Within the Toolkit, this
symbol is used to represent the community of individuals for whom sight
is not a primary sensory tool.

Mobility Access Symbol (wheelchair)

The wheelchair symbol indicates access for individuals who have a
mobility disability, including individuals who use wheelchairs. The
symbol is most commonly used to indicate an accessible entrance,
bathroom, or environment that is sensitive to individuals with specific
mobility access needs. Within the Toolkit, this symbol is simply used to
represent the community of individuals with mobility needs of this kind.

Communication Access for People Who Are Deaf or Hard of Hearing
(signing hands)

This symbol typically indicates that sign language interpretation is
provided for a lecture, tour, performance, conference, or other program.
Within the Toolkit, the symbol is used to represent the community of
individuals whose primary means of communication is sign language.

— Hidden Disabilities (face beneath face)

G. .9 This symbol was designed specifically for the Toolkit after the Technical

\ Expert Panel determined that there were currently only universal
symbols for disabilities that are seen, leaving out the experiences of
individuals with epilepsy, developmental disabilities, alcoholism, mental
illness, learning difficulties, diabetes, and others who are not
represented by the universal disability symbols. The symbol was inspired
by the art of many indigenous cultures that designed faces with multiple
overlaid masks. This symbol represents the community of individuals
who have disabilities that are not externally visible but significantly
impact an individual’s life.
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Nez Perce Tribe
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tion Services
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Damara Paris
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¢ Mark Azure

N ‘1/\5 a child when I moved to a deaf
school off tribal lands I couldn't
Par’cicipa’cc in my cultural rituals such
as POWWOWS and ceremonies. My life
was like a torn Piece of paper.
When | could reconnect these
ceremonies and my abilitg to be first
a Native American and then a deaf
person, my life came together again.
This is what | want—to he!P rebuild our

culture SO everyone can clo this.’ w
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Welcome to the Toolkit

A powerful voice in Indian country has emerged, strongly pronouncing that American
Indian people with disabilities do not need to be “cured” or “fixed.” In truth, equal
access, fair accommodations, and an opportunity to make powerful contributions to
our society are needed.

“Treat all men alike.
Give them all the same law.
Indian and Alaska Native (Al/AN) people Give them all an even chance to
live and grow. All men were made
_ _ . by the same Great Spirit Chief.
partnership to make tribal communities They are all brothers. The Earth is

more accessible, more caring, and more the mother of all people, and all
people should have equal rights
upon it....Let me be a free man,
contributions each individual brings to this free to travel, free to stop, free to
world. work, free to trade.. free to think
and talk and act for myself.”

By eliminating the barriers, American

with disabilities can work together in

representative of the beautiful, unique

Indian people with disabilities and tribal S o, e Parme
leaders who served together on a

Technical Expert Panel for the National

Council on Disability (NCD) designed this Toolkit. They hope that the information,
encouragement, and resources found in this Toolkit will help you and your community
create the awareness, support, encouragement, and empowerment to improve the

lives of people with disabilities and their families.

In this Toolkit, you will find information about disabilities, Indian tribes, and
resources. You will also find suggestions for improving services, providing
protections, and tapping resources in local tribal communities for people with
disabilities. This guide will focus primarily on health care, independent living,
education, and vocational rehabilitation. In addition, resources are provided in the
areas of housing and transportation.



Each section of the Toolkit will provide specific contact information by topic for
organizations that may be of further assistance to you. Where possible, the narrative
describing each organization’s mission and role has been directly quoted from the
organization’s Web site, and the Web site address has been identified in order to
provide the most accurate and useful information.

Al/AN people with disabilities, especially those who live in Indian country, face
unique circumstances and legal environments that require special outreach,
consultation, protections, and services. There is a great desire among Al/AN people
with disabilities to work in partnership with sovereign tribal governments to make
tribal communities and work places accessible and welcoming to people with
disabilities.

How many Indians live on tribal lands?

According to the 2000 U.S. Census, nearly 2.5 million Americans identify themselves
exclusively as “American Indian or Alaska Native.” There are 4.1 million people who
identify themselves either as Indian only or Indian in combination with another race
(Ogunwole, 2002). Of this total, approximately 944,433 Indian or Alaska Native
people live on federal reservations or on off-reservation trust lands (Langwell and
Sutton, 2002). Of the 50 states, 35 have federal reservations within or overlapping
state borders.

The Federal Government, through the Bureau of Indian Affairs (BIA), officially
recognhizes 560 tribes and Alaska Native villages (Ogunwole, 2002). They are known

as “Federally Recognized Tribes.”

Did you know at least 550,000 Indians live with disabilities?

Data from the 1997 Survey of Income and Program Participation found that 22
percent of the American Indian and Alaska Native population has one or more
disabilities (McNeil, 2001). This is the highest rate of disability when compared with

all other races in the United States. The rate of disability varies significantly by race:



Race E ith Disabiliti

U.S. all races 20%
White 20%
Black 20%
Hispanic 15%
Asian 10%
American Indian 22%

If we consider only the 2.5 million who reported on the 2000 census that they
identify themselves exclusively as “American Indian or Alaska Native,” this means

that at least 550,000 Indians and Alaska Natives have disabilities.

What is a disability?

The Americans with Disabilities Act (ADA)

defines a disability as follows: Vg [ (0o Wit el il

of disability since government

agencies define disability
The term “disability” means, with respect differently.... Further clouding
to an individual — (A) a physical or mental the picture, some health
demographers do not define
o o disability as completely as do
more of the major life activities of such rehabilitation demographers.”
individual; (B) a record of such an impair-

ment; or (C) being regarded as having such
an impairment (42 U.S.C § 12101 et seq.).

impairment that substantially limits one or

National Center for the Dissemination
of Disability Research, 1999

Other, similar definitions are found in the Rehabilitation Act and the Social Security
Act. You may find that eligibility for certain benefits, such as Social Security Income
(SSI) for people with disabilities, may require a more rigorous definition. For example,

the Social Security Act defines disability as follows:

...the term ‘disability’ means (A) inability to engage in any substantial
gainful activity by reason of any medically determinable physical or mental
impairment which can be expected to result in death or has lasted or can
be expected to last for a continuous period of not less than 12 months, or

(B) blindness ...(42 U.S.C. 416 § 216 [42 U.S.C. 416] (1)(1))



While definitions vary, nearly all these definitions rely upon some measure of
functional limitation to determine severity. This is done using activities of daily
living (ADL) or instrumental activities of daily living (IADL).

ADL include eating, walking, using the toilet, dressing, bathing, and
getting in/out of bed.

IADL include cooking, shopping, managing money, using a phone, doing
light or heavy housework, and getting out of the home.

Assessing the severity of a disability is done by totaling the number of ADL or IADL
experienced by an individual (NRCNAA, 2002).

What disabilities do we find in Indian communities?

Every type of disability that is found in the general population can also be found in
the Al/AN population. Several small studies have surveyed tribal communities to
identify most frequent types of disabilities. These studies (Clay, 1992; Rural
Institute on Disabilities, 1995; AIDLP, 2000) generally found that the following
types of disabilities are most often reported in Indian community surveys:

e Spinal cord injury (see Vocational Rehabilitation [VR] section for more
information)

* Diabetes complications

¢ Blindness

e Mobility disability

e Traumatic brain injury (see VR section for more information)

¢ Deafness or hardness of hearing

¢ Orthopedic conditions

¢ Arthralgia

¢ Emotional or mental health conditions (see VR section for more information)

¢ Learning disabilities

¢ Alcoholism or drug dependence (see VR section for more information)

Not all disabilities are easily seen or can be seen at all. Many individuals have



hidden or unseen disabilities, such as emotional or mental health problems, learning
disabilities, alcohol/drug dependence, or deafness. Some people are born with their
disability, or develop the disability early in life. Other people acquire their disability
later in life as a result of disease, age, or injury.

If we live long enough, we will each experience life with a disability.

Barriers and Challenges

Attitude: Most nondisabled people do not understand people with disabilities. Too
often we see the disability and not the person. This is also true in our Al/AN
communities. You can help change this!

Lack of Awareness: There is a lack of understanding about the number of Indians
with disabilities, the types of disabilities in Indian communities, and the various
opportunities our tribal government and service programs have to better protect and
assist people with disabilities in Indian country.

Legal Enforcement Unclear: Federal laws designed to protect people with disabilities
are not always enforceable against tribal governments because of the sovereign
immunity and sovereign status of tribal governments. This does not mean that all
enterprises located on tribal lands are exempt from federal laws, only that tribal
governments are unique. Many tribes have opted to adopt their own ordinances and
codes to protect Indian people with disabilities within the tribal system.

Rural Transportation: Most tribal lands are located in rural and remote areas of the
United States and lack public transportation systems, which could provide people
with disabilities with access to transportation and increased independence.

Rural Infrastructure: Tribal communities may not have the infrastructure to support
access and accommodation for people with disabilities, such as sidewalks and
sidewalk ramps for wheelchair access. Tribal communities may lack access to high-
speed Internet or the means to acquire assistive technology for people with
disabilities.



Public Access: Tribal and federal office buildings that serve the community are not
always accessible for people with disabilities. Some tribes may lack the resources to
retrofit their buildings to accommodate people with disabilities.

Complex Federal Programs: There are a variety of federal and state programs that
can be important resources for people with disabilities on tribal lands. These
programs may have overlapping or conflicting responsibilities and must be navigated

with dogged determination. Don’t take “no” for an answer.

State Relationships: Relationships between tribes and states can be strained
because of overlapping or conflicting jurisdictions and other issues. States may offer
many services and programs that can be helpful for people with disabilities and their
families living in Indian country. It is important to remember that while tribes are
sovereign governments, their members are also citizens of the state and of the

United States and are entitled to access state programs.

Education Systems: The majority of Al/AN children are educated through the public
school systems in each state. The balance of Indian children are educated in tribally
operated schools or federal schools run by BIA. As a result, a variety of entities may have
some level of responsibility for children with disabilities in our schools (Pavel, 1995). The
Individuals with Disabilities Education Act (IDEA) requires public schools and BIA to
provide children with disabilities with a free appropriate education based upon an
Individualized Education Program for each child. This is the law. Parents of Indian
children with disabilities may not be aware of the services and support their children are

entitled to receive and may not know how to advocate for their children effectively.

Employment: Federally recognized Indian tribes are specifically exempt as employers
under Title | of ADA, which prohibits discrimination against qualified individuals with
disabilities in employment and requires that employers make reasonable
accommodation for employees with disabilities (42 U.S.C. 8§ 12101 et seq.). This
exemption is a barrier for Indians with disabilities in Indian country, particularly in
rural areas where tribal governments are the largest employer. Some tribal
governments have voluntarily complied with ADA or adopted their own codes to

protect people with disabilities from employment discrimination.



Housing: Homes are not generally designed to meet the needs of people with
disabilities. There is limited funding at the tribal level to cover the cost of retrofitting
tribal or private housing. This housing barrier can mean the difference between an
individual with disabilities living independently or living under the care of others.

Every home should have some means for “visitability” for people with disabilities.

Service Coordination and Advocacy: Indian people with disabilities do not always
have a central location where services are coordinated within tribal settings. This
can present a major barrier, particularly for individuals with disabilities who have
multiple needs, such as housing, health care, vocational rehabilitation, and

advocacy.

Personal Care Assistance: Just getting out of bed, bathed, dressed, and out of the
house could present major barriers for some people with disabilities. Yet, with the
support of a personal care attendant, many people with disabilities have been able
to demonstrate their value as members of the tribal workforce. Much more can be

done in Indian communities to provide home- and community-based services.
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HEALTHY LIVING

' Damara Shris

1‘!\/19 disabilities are Perceivecl 139
my American Indian and Alaska
Native peers as a Par’c of me.1do
not feel as stigmatized as | do in
mainstream society. At the same time,
powwows and community tribal
events are not sign language
interpreted. How can | learn my

traditions from my People without

communication support? < - @



Healthy Living

Background

Healthy living expands the scope of health care by integrating a wellness approach,
including sport and recreation activities. Wellness involves the mind, body, spirit,
and context of the individual. Many Native American cultures emphasize harmony
between mind, body, spirit, and one’s relationship with one’s community and the
environment. In this way, today’s health and wellness model may be highly
compatible with the values of tribal members with disabilities.

Today’s wellness model focuses on the optimal functioning of individuals regardless
of disability or health status. Wellness spans a continuum that is unique to each
individual and his or her context—a context composed of environmental factors such
as culture, community, family, social networks, social history, and physical
environment. More specifically, health and wellness may be measured in the
following ways: the ability to function and have the option to do what one wishes;
being independent and having self-determination with regard to choices,
opportunities, and activities; having physical and emotional states of well-being; and
not being held back by pain. Individual factors relating to health and wellness are

¢ Pain management

e Rest

e Exercise

e Nutrition

e Weight

e Skin care

e Medication



¢ Bodily functioning

e Sexuality

o Aging

e Attitude

e |dentity

e Beliefs

e Self-determination

e Social contribution

e Consumer knowledge

e Personal growth and development
¢ Health management

e Social support

e Employment

e School

e Accessibility accommodation

¢ Personal assistant services

e Housing

* Transportation

e Knowledge and sensitivity of others, including health care providers

¢ Alternative/complementary medicine

Thus, individuals define their own wellness, which is based on individual
circumstances and viewed holistically (ILRU, 2002).

The following section will describe the health or medical care support available for

individuals with disabilities living in Indian country as well as provide an overview of
the recreation and sport opportunities that also exist.

10



Health Care

People with disabilities depend upon health care systems to provide high-quality
health services in accessible and appropriate settings. All Indian Health Service (IHS)
and tribal health care facilities should be accessible for patients with mobility,
sensory, or cognitive disabilities. Patients with
hearing and visual disabilities should be able to
access and communicate with their health care Never take “No”

. |
provider systems. Ramps, doorways, exam rooms, for an answer!

and restrooms must be accessible. Staff should be Even if you are declined

trained and prepared to effectively serve people for benefits, you should

with disabilities in the clinic. appeal that decision and

work with an advocate or

IHS and tribal health care providers should review your local office to get any
their health care system to ensure that the additional information
challenges faced by many Indians with disabilities you need to qualify.

are addressed and considered.

Resources to meet the health care needs of Indians with disabilities are available
through several existing programs. These programs are described below. Many of
these programs can be used in combination with each other to provide an array of
services most beneficial for the patient.

IHS and tribal health care programs can seek certification to bill for many services
paid for by Medicaid, Medicare, or State Children’s Health Insurance Program (SCHIP)
and provide these services directly to patients in the clinics or through a home- and
community-based services (HCBS) model. This is important for patients with
disabilities who may require long-term care services.

11



Indian Health Service

Al/AN people have a unique relationship with the Federal Government. This
relationship stems from Article I, Section 8 of the U.S. Constitution and is affirmed
through numerous treaties, federal laws, Supreme Court decisions, and executive
orders. A significant component of this relationship is the Federal Government’s
responsibility to provide health care services to Indian people.

The Federal Government carries out this responsibility through IHS, an agency within
the Department of Health and Human Services (HHS). IHS is the primary health
provider and health advocate for Al/AN people, and its goal is to raise their health
status to the highest possible level. Unfortunately, IHS funding is never adequate for
the challenge, and services are often rationed at the local level.

IHS is composed of 12 regional administrative offices known as Area Offices. Within
each of these Area Offices, locally administered Service Units coordinate health
services for tribal beneficiaries. Across the United States there are over 151
individual Service Units. Some Service Units are administered by the Federal
Government, and some have been contracted by tribes, under the Indian Self-
Determination Act (PL 83-638).

There are no “guaranteed benefits” for IHS patients. Services vary from one IHS/
tribal clinic, health station, or hospital to the next. You must check with your local IHS
or tribal health program to know which services are available. Services could include

e Qutpatient medical services

e |npatient hospital or specialty services (direct or referral)
¢ Dental services

¢ Mental health services

e Pharmacy and laboratory services

¢ Home nursing visits

e Community health representative visits

* Transportation

12



Eligibility for IHS Direct Services: To be eligible for “direct services” provided by the
IHS directly or by a tribe, which administers services on behalf of the IHS, a person
must be a member or a descendant of a federally recognized tribe. To be recognized
as a descendant, an individual must show that he/she

* |[s regarded by the community in which he/she lives as an Indian or Alaska
Native;

* |s a member, enrolled or otherwise of an Indian or Alaska Native tribe or group
under federal supervision;

¢ Resides on tax-exempt land or owns restricted property;
e Actively participates in tribal affairs; or

e Has any other reasonable factor indicative of Indian descent. (IHS, 2002)

In addition, IHS allows Indians of Canadian or Mexican origin who are recognized by
any Indian tribe or group as a member of an Indian community served by the Indian
program to also be eligible for IHS services. In certain cases, non-Indians can also
be eligible for IHS services: for instance, a non-Indian woman who is pregnant with
an eligible Indian’s child or, in cases of public health hazard or acute infectious
diseases, a non-Indian member of an eligible Indian’s household.

Eligibility for IHS Contract Health Services (CHS): In cases where IHS or a tribal
facility cannot provide within its own facility certain inpatient or specialty medical
services, IHS can refer a patient to an outside or private provider. In these cases, the
private provider or hospital will bill IHS for services to the patient. Due to limited
funding, eligibility requirements for CHS are stricter than for services provided at an
IHS or tribal facility. IHS/CHS eligibility requires that the IHS eligible patient also
reside within a defined Service Delivery Area, which usually includes the counties
overlapping or bordering the tribal reservation. It is important to note that prior
approval from the IHS or tribal clinic is required for each CHS eligible service visit.
Close coordination with the IHS or tribal clinic is required to effectively utilize CHS
services.

13



How do I enroll? Your first visit should be with the IHS or tribal health clinic to
register as a patient. You might be asked to name your tribe of enrollment or the tribe
from which you descend on the registration form. In some cases, you might be asked
to show your tribal identification card. For more information you can visit the IHS Web
site at www.ihs.gov.

Medicaid

Medicaid is a federal program administered by the states. It was enacted in 1965 to
pay for medical care for certain individuals with low income or lack of resources. For
Indian and Alaska Native communities, it can help fill the gap in providing resources
that might not be available through the IHS. It is also important to know that the IHS
or tribal health clinic can bill Medicaid for services provided to Indian patients who
are enrolled in Medicaid. This helps your local Indian clinic expand services.

Am | eligible? States decide who is covered, how providers get paid, and what
services are covered under Medicaid. Eligibility can vary from state to state. At a
minimum, the Federal Government requires states to cover

e Families with children who meet the Aid to Families with Dependent Children
(AFDC) requirements in place on July 16, 1996 (former AFCD program)

e Poverty-level pregnant women and children

e People with