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The Replication of a Model for Determining
Community-Based Needs of American Indians

with Disabilities through Consumer Involvement
in Community Planning and Change:

Minneapolis - St. Paul, Minnesota

A complete Final Report, which describes in detail the research process and results, is
available from the American Indian Rehabilitation Research and Training Center. The
Final Report includes analyses of the results by age and by sex.

RESEARCH During the spring and summer of 1991, 127 face-to-face
PROCESS interviews were conducted with American Indians who had

disabilities in the Minneapolis-St. Paul metro area. The research
was conducted through the American Indian Rehabilitation
Research and Training Center (AIRRTC). Persons interviewed
were to:

1. Be an American Indian with a physical, intellectual, or
emotional disability.

2. Be between the ages of 14 and 70 (to include both
transition age adolescents as well as the older worker).

3. Not have alcoholism as his or her sole disability.

4. Live in the Minneapolis and St. Paul metro area, and not
on a reservation.

The AIRRTC has found that a critical component of carrying
out community-based research involves developing strong support
among Indian service providers and consumers (see, e.g.,
Marshall, Johnson, Martin, Saravanabhavan, & Bradford,1992;
Marshall, Johnson, Martin,'& Saravanabhavan, 1991). In
addition to hiring an on-site research coordinator from the Indian
community, linkages were established with the Minnesota
Division of Rehabilitation Services. Consumers were involved
from the beginning of the project, and contributed questions that
were included in the interviews. Indeed, one purpose of this
project was to involve Indian people with disabilities in the
process of research--to ensure their involvement in research
beyond that of being subjects. Indian people with disabilities were
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RESULTS

involved in designing the project, in particular, through their
contribution of the questions or "issue statements" which were
included in the survey (see, e.g., Fawcett, Suarez de Balcazar,
Johnson, Whang-Ramos, Seekins, & Bradford, 1987). American
Indians with disabilities were also hired as interviewers.

The majority of persons interviewed identified as either
Chippewa or Ojibway (see Figure 1), with a mean age of 47 years.
Slightly more than one-half [51% (n=65)] of the interviewees were
male; 49% (n=62) were female. The average mean annual income
of interviewees was $6,971. On average, interviewees reported
having 2.14 disabling conditions each, primarily diabetes,
arthritis, orthopedic disorders, and substance abuse (see Figure
2).

When describing their primary disability, many interviewees
attributed the onset of their disability to an accident or traumatic
injury. Typical statements included, "I got hit by a car and my
head was smashed," "I got hit with a baseball bat," "I was in a car

Figure 1

Tribal Affiliation

* Chippewa

* Ojibway

Sioux

Winnebago (2) 2%

Apache (1) 1%

Chickasaw (1) 1%

Cree (1) 1%

Seneca (1) 1%

Sioux/Navajo (1) 1%

Other (Canadian Tribe) (1)14''

0 20 40 60 80

Note. Bar reflects percentage. Actual number in parenthesis. *Combined=(102) 80%;
"Chippewa" and "Ojibway" are interchangeable terms referring to the same tribe. They are
listed here separately to reflect the self-identification of individual interviewees.
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Figure 2

Disabling Conditions Re 00 rted by Interviewees

Diabetes
Arthritis

Orthopedic Disorder
Substance Abuse

Spinal Cord Disorder
Heart Problems

Hypertension
Lung Disorder

Stroke
Hosing Impairment

Amputation
Specific Learning Disability

Visnal Impairment
Chronic Depression

Traumatic Brain Injury
Cancer

Kidney Disorder
Epilepsy

Neurological Disorder
Bipolar Disorder

Liver Disorder
Personality Disorder

Schizophrenia
Blindness

Deafness
Muscular Disorder

Cerebral Palsy
Eating Disorder

Mental Retardation
Polio

Post-Traumatic Stress Disorder
Scoliosis

Other

(1 )
(17) 13%

(15) 12%
(14) 11%

(13) 10%

(12) 9%=11(110) 8%
(9) 7%

(23) 18%
15%

(37) 29%
(28) 22%

(8) 6%
(8) 6%

(7) 5.5%
(7) 5.5%

(6) 5%
(6) 5%

SEM (5) 4%
(5) 4%

(3) 2%
(3) 2%
(3) 2%
(3) 2%

(2)13%
(2) 1.5%
(2) 1.5%

)111 (1) 1%
Al (1) 1%
$ I (1) 1%
$ ( 1 ) 1%
$ (1) 1%
jai (1) 1%

(8) 6%

0 10 20 3C

Note. Bar reflects percentage. Actual number given in parenthesis.

accident and was hit by a truck," "I was in a car accident and I
broke my neck," "I was in a car accident; it was hit and run. My
knees and legs were smashed," "I was shot by a gun," and "I was
accidently shot by a gun."

Interviewees frequently described how their primary
disabilit,l resulted in multiple disabling conditions, as well as
functional limitations. For example, "My back, hips, and shoulders
are in constant pain which prevents me from sitting, standing, or
walking for any length of time;" "My prosthesis (artificial foot) is
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too heavy so I can't walk properly, and I have trouble standing;"
"My depression ... prevents me from sleeping, eating, and going

on with life;" "I drank alcohol until I damaged the nerves ... the
part that affects my balance and my ability to walk;" "My diabetes

bothers me most with my eyesight" "Headaches, balance, chronic

neck pain, double vision, and hearing impairment are caused by

that brain injury ...;" and "I started with diabetes and finally had

kidney failure...."

The majority of interviewees reported that their
disability(ies) limited them in working on the job [72% (n=92)1,

lifting [67% (n=85)1, and walking [67% (n=85)]. In terms of

assistive devices, interviewees did not report needing expensive,
state of the art, high-tech equipment. Instead, the majority
reported needing very basic assistive devices such as glasses [57%

(n=72)].

Information was obtained from interviewees regarding their
health care and human service needs, access to formal and
informal support systems, and barriers to accessing services and
employment. For example, at the time of the interview, 50%
(n=64) were utilizing Social Security Administration, while 10%

(n=13) were utilizing the public vocational rehabilitation services.

Typical barriers to accessing services included "service not
offered," and "did not know of service." A lack of transportation
was also given by many interviewees as the reason they were

unable to access needed services (see Table 1).

Relative problem areas as identified through the
interviewees' responses to "issue statements" included a lack of
affordable housing, a lack ofinformation from service agencies
regarding the availability ofbenefits and services, a lack ofself-

advocacy among Indian people with disabilities, a lack of equal

employment opportunity for people with disabilities, a lack of

understanding in the Indian community regarding the needs of

Indian people with disabilities, and the lack of a central
information and referral service for Indian people withdisabilities.

The majority of interviewees had obtained at least a high school

diploma or GED. No one reported having a graduate degree; 6%
reported having obtained a Bachelor's degree. The majority of

interviewees reported that they would like to increase their
education, even though they did notbelieve that their previous
education had adequately prepared them to do so. The majority also

stated that their education had inadequately prepared them for the

"world of work." Twenty percent of those interviewed were working

for pay. The average mean annual income for those employed was

$12,867, almost twice the average for those not working. For working

women, the average was $10,153; for working men, $16,033.
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Table 1

Services Needed in Past Year but Not Received

Services

% of Interviewees
Needing but Not

Receivinga Barriersc

%a n %b Barrier

1. Coordination of Services (32) 48% (19) 59% Service not offered
(19) 59% Did not know of service
(10) 31% Could not afford

2. Help Receiving Food (25) 45% (8) 32% Service not offered
(8) 32% Did not know of service
(7) 28% Could not afford

3. Help Receiving Clothing (45) 45% (22) 49% Did not know of service
(20) 44% Service not offered
(13) 29% No transportation

4. Help Receiving Housing (33) 36% (21) 64% Service not offered
(15) 45% Did not know of service
(7) 21% No transportation

5. Help Receiving Benefits (29) 40% (19) 66% Service not offered
(7) 24% Did not know of service
(5) 17% Did not want to use

6. Instruction in Activities of (21) 19% (9) 43% Service not offered
Daily Living (9) 43% Did not know of service

(4) 19% No transportation
(4) 19% Not well enough to use

7. vleational Training (38) 37% (21) 55% Service not offered
(18) 47% No transportation
(17) 45% Did not know of service

8. Medical Care (7) 39% (3) 43% Could not afford
(2) 29% Service not offered
(2) 29% Did not want to use

9. Dental Care (34) 52% (12) 35% Could not afford
(11) 32% Did not want to use
(9) 26% Service not offered

10. Individual or Family (24) 26% (11) 46% Service not offered
Counseling (8) 33% Did not know of service

(8) 33% Did not want to use
11. Alcohol Treatment (13) 13% (5) 38% Service not offered

(4) 31% Did not want to use
12. Drug Treatment (11) 10% (6) 55% Service not offered

(4) 36% Did not know of service
13. Legal Assistance (18) 16% (10) 56% Service not offered

(8) 44% Did not want to use
(6) 33% Did not know of service

a Percentage based on number not receiving services. b Multiple-response item; percentage based on number not receiving
services, and may be >100%. Top three barriers listed. e Bamer options: (a) the services were not offered to me, (b) I had no
way of getting to the service, (c) the hours were not convenient, (d) I could not afford to use the service, (e) I wasn't feeling well
enough to use the service, (f) did not know of service, and (g) I didn't want to use the service (explain).
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CONCERNS FROM
A PUBLIC MEETING

The majority of interviewees cited their disability as having
been a problem in terms of both finding and keeping a job. A lack
of transportation was cited as a problem by over a third of the
interviewees. Over a third also stated that their lack of skills,
specifically their lack of education and training, was a problem.
Over a third reported that employers did not give them a "fair
chance." Various forms of discrimination were identified by
interviewees as blocking their employment opportunities- -
discrimination due to ethnicity, age, sex, and disability.

Interviewees and service providers were asked to comment
on the results of this study at a public meeting held at the
Minneapolis American Indian Center. Several consumers spoke of
their experience in accessing services. Individuals expressed the
desire to take responsibility for their health and well-being, but
also expressed frustration after encountering insensitive health
care professionals, and inadequate service delivery. For example,
one man stated:

We go through four stages of life in this circle of life. One is
an infant, into an adolescent, into adulthood, into an elder,
and then back into Mother Earth. Along that scared hoop, the
sacred ride, the road of life that we're supposed to walk on,
that's where you're supposed to take care of yourself. I've
experienced that I didn't do that myself. I was an alcoholic
for 10 years on my reservation where I came from. I tried all
these things, you know, so I have to suffer the consequences.
So through that, I had a stroke, through that I was a
borderline diabetic, so I'm fighting these things now within
my own self

A young woman stated:

I am a diabetic and now I'm taking insulin because I'm six
months pregnant and I can't control my blood sugar. Where I
go to the doctor, you can take classes, and I asked why so
many people that are Indian have diabetes ... I was told that,
well, Indian people, most of them drink; they're poor, they
don't eat the right kind of diet. It's mainly, to translate it,
more or less, it's Indian people's own fault if they have
diabetes. I didn't buy it. Needless to say, I never went back to
another one of those classes because I didn't care to learn any
more if that's what I was going to learn.

In terms of vocational and education needs, one young man
reported becoming "disabled as a result of a dislocated hip from a
fight." Initially misdiagnosed as having a "pulled muscle," the
man recalled:
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They thought I was there [the hospital] forpainkillers, sothey sent me home, and about two weeks later, I drug myselfback into the hospital. Before the injury I weighed about 195pounds. And when I went back into the hospital, I weighedabout 130 pounds ... I was in the hospital for about eightmonths, and I was told I was never going to walk again ... Ittook a long time for me to finally realize that there was somekind of plan for me to carry out. I decided I had better go toschool. I went to vocational rehabilitation in Minneapolis,
and they put me through school ... I went to Duluth, and raninto Sharon Johnson ... I think if it wasn't for her, I don'tthink I would have had any opportunity to put any of thoseskills to work ... The number one priority, I believe, for
disabled people is to get that education, because it's tough toget a job without having any skills.

Findings from this study were so similar to that of an earlierstudy (Marshall, Johnson, Martin, & Saravanabhavan, 1991) thatprevious recommendations also apply, and include, in-homeoutreach, case-management services, vocational rehabilitationservices which focus on the needs of an aging work force,increased employment opportunities, self-advocacy on the part ofAmerican Indians with disabilities, education regarding legalrights, education regarding the "health and wellness" aspects ofdisability, and increasednumbers of American Indians workingas professi')nals who serve people with disabilities. In addition,the following recommendations are made:

1. Non-Indian service providers and educators must assesstheir knowledge of Indian culture and traditions. Wheretheir knowledge deficient, or lacking altogether, they
must take remedial action, for example, taking a university
course on Indian culture; attending a conference on Indian
education, health, or rehabilitation; or developing an in-service training program utilizing Indian consultants.

2. Service providers must be knowledgeable regarding thelegal rights of American Indians with disabilities, including
recent provisions under the Americans with Disabilities Act(ADA).

3. Service providers must be willing to advocate, along with the
client, for the client's rights. In addition, service providers
must be willing to listen to the client's self-advocacy. Serviceagencies must include American Indian consumers on their
advisory boards, and follow their recommendations for servicedelivery.

I ut
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4. Supervisors - health and human service professionals must
ensure that performance evaluations include an assessment of
the knowledge, skills, and attitudes required to competently
serve clients of different cultures.

5. Service providers must be willing to reach out to Indian
people in their communities, both to provide services, and to
encourage them to continue their education in areas of health
and human services.

6. Service agencies which receive Federal funds, and which serve
American Indian populations, must demonstrate active
recruitment of Indian service providers and active outreach
efforts in Indian communities. This might include, for
example, satellite offices located in Indian communities and
staffed by Indian personnel. Non-federal funding sources
such as the United Way, must also require recipients of their
funding to demonstrate their recruitment and outreach efforts.

7. Universities which receive Federal funds to train professionals
in rehabilitation counseling must demonstrate active
recruitment of non-majority students.

8. Organizations which provide accreditation for university
programs that train health and human service professionals,
for example, the Council on Rehabilitation Education, must
mandate that students receive required, core course work in
providing services to non-majority populations.

9. Communities must work together to ensure that public
transportation (now required by law to be accessible), is also
convenient, with extensive routes linking inner cities to jobs.

10. Communities must work together to ensure that jobs pay
enough to support oneself, one's family, and the added
expenses that disability often brings.

it



9

REFERENCES

Fawcett, S. B., Suarez de Balcazar, Y., Johnson, M. D., Whang- Ramos, P. L., Seekins, T., &
Bradford, B. (1987). List of issue statements for working group members to design a
consumer concerns report survey. Handbook of the disabled citizens' concerns report
method, 3rd ed. Lawrence: The University of Kansas.

Marshall, C. A., Johnson, M. J., Martin, W. E., Jr., Saravanabhavan, R. C., & Bradford, B. (1992).
The rehabilitation needs of American Indians with disabilities in an urban setting. Journal
of Rehabilitation, 0, 13-21.

Marshall, C. A., Johnson, M. J., Martin, W. E., Jr., & Saravanabhavan, R. C. (1991). The
assessment of a model for determining community-based needs of American Indians with
disabilities through consumer involvement in community planning and change: Final report
(rev. ed..). Flagstaff: Northern Arizona University, Institute for Human Development,
American Indian Rehabilitation Research and Training Center. (Available from the
American Indian Rehabilitation Research and Training Center, Institute for Human
Development, Northern Arizona University, P. O. Box 5630, Flagstaff, AZ 86011).



10

ACKNOWLEDGMENTS

Many people and organizations have contributed to making this research project a
success. Many people made personal commitments, out of which were formed personal
relationships. However, all contributionsfrom donated space to food to words of support
were appreciated and enabled this project to be successfully completed. Organizations and
individuals who contributed to this project are acknowledged below, in alphabetical order. The
American Indians with disabilities who agreed to be interviewed as part of the research are not
listed by name, but are sincerely thanked for their participation.

Organizations

All Nations Indian Church
Rev. Ray Whitton

American Indian Health Care Association
Linda Azure

American Indian OIC
Mike Bongo

Barrier Breakers
Brabara Bradford Knowlen

Courage Center
Audrey Suker, Director

Vocational Services
Indian Family Services

Dorene Day, Executive Director
Maggie Spears, Case Manager

Minneapolis American Indian Center
Frances Fairbanks, Executive Director

Michael Weibe, Program Planner
Minnesota Division of Rehabilitation Services

Mary E. Shortall, Assistant Commissioner, Rehabilitation Services
James R. House, Director, Vocational Rehabilitation
Sharon R. Johnson, Career Rehabilitation Counselor

Minnesota Indian Affairs Counsel
Roger Head, Director

Office for Students with Disabilities, University of Minnesota
Dr. Sue Ann Kroeger, Director

Pillsbury United Neighborhood Services, Inc.
Sheila Jordan, Director

Reuben R. LaBelle, Sr., Program Manager
Red School House

St. Paul American Indian Center
Mary Beaulieu

Prosper Waukon
Upper Midwest American Indian Center

Gertrude Buckanaga, Director

Individuals Project Interviewers

Lyle Frank
Alan Greenleaf

Wilford Gurneau
Donna Hughart
Patrick Lussier
Al Wensman

Charlene Day-Davila, On-Site Research Coordinator
Joseph Fairbanks

Samantha Ince
Jeffrey Jaskolka

Evonne New
Cornelius Walker


