—<all)

e * * % * * * * * * * . *° * * * * * *
* ’ o .' N A » ' *
: Disabil‘itvat.udies Quarterly ISSN 1041-5718 *
. . _ 7 ‘ *
o Spring 1996 *
* o - *
* Volume 16 No. 2 *
* « o . *
L I N * * * * * * % * * Tk * * * *

~

Founding Editor: Irving Kenneth Zola (1935-1994)

Editor: David Pfeiffer, Suffolk University

Book Review Editor: Elaine Makas, Lewiston Auburn College of the University of Southern Maine
Administrative Assistant: Monique Perrier, Suffolk University ‘

Publishers: The Sawyer School of Management at Suffolk ‘Umversny and Brandeis 'Umvers1ty
Copyright 1996, all nghts reserved; permission granted for reproductlon of articles provided that proper attribution is
given.

‘ Fmancxal assistance was provnded by the National Institute of Disability and Rehabilitation Research U.S. Department

of Education, and other assistance was provided by the American Foundation for the Blind. This assistance is

gratefully appreclated ' - , : )

Issue Theme:" Ethmc1ty and Disability
Guest Editor for this issue: Elaine Makas

DSQ Editorial"Board:. Barbara Altman (Agency for Health Care Policy and Research); Harlan Hahn (University of
Southern California); Karen Hirsch (ParaQuad); Paul Longmore (San Francisco State University); Lynn Schlesinger
(SUNY at Plattsburgh); Richard Scotch (University of Texas at Dallas); ex-officio member Corinne Kirchner

" (American Foundation for the Blind).

DSQ Steering Committee: Judy Norsrglan (Boston Women’s Health Book Collective); Howie Baker (Brandeis
University); Gunnar Dybwad (Heller School, Brandeis University); Janet Boudreau (Brandexs University); Elaine
Makas (Lewiston Auburn College of the University of Southern Maine); Adnenne Asch (Wellesley College) and
Davxd Pfeiffer (Suffolk Umversnty)

Editor’s Preface

This issue opens with Kate Seelman’s remarks at a the memorial service for Irv Zola in Washington, D.C.,
January 1995. In a real sense we will never forget Irv not just because of his professional achievements and his
founding role in Disability Studies Quarterly, but because he was our friend.

The theme of this issue, with Elaine Makas as the guest editor, is Ethnicity and Disability. Excellent research
is presented by a number of scholars along with a considerable amount of information about the topic in a briefer .
format. The complex interaction -of disability:and ethnicity repeatedly comes out in the discussions. Several of the
articles present frameworks and suggestxons quite relevant to research on all toplcs A number of book reviews on
ethmclty and related topics are also included.

" . The film clips section contains a review of the same video by two different persons w1th dlfferent _

perspecnves “They come to different, but overlapping conclusions about the video. -

There isa table of contents at the end of the issue.



 Remarks by Katherine D. Seelman, Ph.D.
at the Memorial Service for Dr. Irving Zola
Thursday, January 5, 1995

As 1 was unpacking some Christmas

~ decorations, a postcard from Irv dropped out. Writing

from hi-tech Japan, he said that this was a society
ready for communications devices for deaf and hard of
hearing people. Later he:noted that.Japanese ingenuity
also extended to urinal designs. He described with
envy the various design options!

At a meeting, I introduced him as a living
legend; in response, he quipped, you should be
married to my wife, now there’s a legend! Irv was a

" pre-eminent social thinker, a teacher and a student.
He was a man of the social justice tradition. He was

also a literary man. Through his writing, we will
continue to know him, as will future generations of
thinkers and activists.

Irv believed that he could not separate

. personal experience from his work as a social analyst.

He valued his personal experience as primary and the
experience of the expert as secondary. In the 80’s he
wrote of the insidious expansion of medicine’s social
control functions which led so many down the path of
reluctant reliance on the expert.

He believed that disability was a universal
experience. In 1982, in Ordinary Lives: ‘Voices of

. Disability and Disease, Irv described that experience: - -

" I'make no claim, as other people with
a disability might, that the essence of
what I experience is inherently
uncommunicable to the able-bodied
world. I do not believe that there is
anything in the nature of having a
disease or disability that makes it
unsharable or even untellable.
~ Irv often embellished his points by using a
particular literary style, such as story telling. In
Ordinary Lives, he told a story about disability through
the eyes of a child, his daughter. Another story
narrates love and intimacy. When asked about a story.

" He said, "Sometimes a statement is inadequate; the .

only proper thing to do is to read the story." -
" Irv understood the fragility of life and the
window of time given to each of us. In 1983, in
Socio-Medical Inquires, he wrote:
Every since my polio and accident, I
have been aware of the fragile nature
of human existence, aware that my
time on the earth could be cut short at
any moment. I like to marshall my
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energy. I don’t like to waste time. I -
like to make my effort count for
something ... no aversion to dirty
work, to licking stamps. I like to be
needed and it is not hard to see how
this. is related to my disability. I like
to work on more than one thing at a
time. For someone like me, who
.because of the polio and the accident
and its residuals feels that much of

 my life has been out of control or

under the control of someone else,
the range of interest gives me more
control over my life, :

He said he had.come full circle. "I’m spending more

. time in integration and I follow my grandparents

advice: I never throw away experience."

Irv railed against separation and distancing.
In Missing Pieces: A Chronicle of Living With a
Disability, he said: "Anything that separates and
negates those with a chronic condition will ultimately

- invalidate not only them but everyone else."

He strongly supported self help and the
Independent Living movement. He argued that a focus
on specific disease divided our strength, pitted one
group against another, leading to overspec1ahzat10n ‘and
dependence on others.

-Recently he began to formulate a framework
for disability policy.. In two essays, "Policies and
Programs Concerning Disability: Toward a Unifying .
Agenda" and, even more, in "Toward the Necessary
Universalizing of Disability Policy," he discussed
extending the concept of universality of need to the
general population and throughout the life cycle.

He wrote as follows: "A universal policy

toward disability is not only a concern but in the

interest of an entire society.” He referred to a report
from Sweden, entitled A Caring Society, which
recognized each person’s uniqueness, but also
acknowledged their mterdependence Irv supported a
concept of special needs which is not based on

- breaking the rules for the few, but on de51gmng a
- flexible society for the many.

Irv was at home in the halls of science and
academe as well as in the centers of independent
living. He was indeed a gracious and sometime fierce
ambassador of social change. Irv left us a legacy of
thought and action, friendships and networks with
which to build on the work which he came .to

.-understand as disability studies. He has also left. us

with work to do. We will do it.
Personally, he was my friend and my
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colleague. I miss him sorely.

Focus: Ethnicity and Disability -
Elaine Makas, Guest Editor

It is a pleasure to guest edit an issue of the

Disability Studies Quarterly which is dedicated to the .

subject of ethnicity and disability and includes the fine
work of many of our colleagues who specialize in this
area. I hope that the increased visibility given to

ethnicity by such a topical concentration will enable us

" to become more attentive to this important variable in

all of our work, not just that in Wthh cultural
differences are the focus. .

Current Research

v Prevalence of Disabling Conditions Among
Minority Racial/Ethnic Groups:
Implications for Current and Future Policies

Sylvia Walker
R.C. Saravanabhavan
Charles Asbury
Howard University Research & Training Center

There has been very little cilange in the status
of minority persons with disabilities over the years.
The following are some of the persistent and
characteristic features of minority persons with
disabilities that have serious 1mp11catlons for current
and future policies:

1. A large number of minority persons with
disabilities are of working age. While most persons
with disabilities are not in the labor force or are
unemployed, minority persons, especially African
Americans, are considerably higher in number in these
categories. These findings have important implications

for vocational rehabilitation services. They emphasize -

the need for aggressive outreach efforts and more
effective culturally-appropriate services on the part of
vocational' rehabilitation professionals to bring greater
numbers of persons with disabilities into the
workforce.

2. More females among African Americans
and Hispanics have chronic health conditions such as
arthritis, diabetes, hypertension, and heart disease,
while more males among African Americans have
mental and nervous disorders. These findings indicate
a clear need for preventive medical services with

special focus on the particular disabilities of greater
risk to each gender group. A
3. With regard to chronic health conditions
and physical, sensory, and language impairments
among persons of age 65 or older, a much higher
proportion is White than African American, Hispanic,
or members of "Other" racial/ethnic groups. This is
probably a direct result of better health care and

nutrition among Whites compared to other racial/ethnic

groups. . Among persons 55 years or older, the
proportion of White Americans is consistently higher
than African Americans and Hispanic Americans in all
the disability categories, such as chronic health
conditions, physical, sensory and speech impairments,
nervous and mental disorders. Nevertheless, on

" average, more African Americans (86%) and Hispanic

persons (80%) report limitations in activities of daily
living than White Americans (76%). This situation
leads us to question whether disability has a more
profound effect on persons from minority communities
than on persons from White communities. Studies
conducted among American Indians have shown that a
member of this group at the age of 40 has functional
abilities equal to that of a 65-year-old person in the
non-Indian population (as cited in Saravanabhavan,
Martin, & Saravanabhavan, 1994). American Indian
tribes, authorized by the Older Americans Act, treat
persons who are 55 years or older as senior citizens
and provide them with elderly care and services.
Similar studies comparing African Americans and
Hispanic persons with disabilities to White persons

“with disabilities are necessary to determine reasons for

the variations in their functional abilities.

4. Disproportionately high numbers of African
Americans and Hispanics experience nervous and
mental disorders at a very young age (under 16 years).
The implications of this finding on education and
specialized services cannot be underestimated. There

1is a need for research with a particular focus on the

social and medical causes for the high occurrence of
nervous and mental disorders among African American
and Hispanic youth.

5. In the area of education and income, fewer
African Americans and Hispanic persons with
disabilities are matriculating at the college level
compared to White persons with disabilities; they also
have incomes consistently less than their White

- counterparts. African Americans, especially, have

incomes ranking at the bottom of the economic ladder
(less than $12,000 annual family income) far more

frequently than members of other racial/ethnic groups.
Policy makers and service providers should recognize

s



the impact of low income among minority persons on
their physical, mental, and social well-being.
Furthermore, they should not lose sight of the strong
connection between poverty and the lack of educational
opportunities.

6. While most minority persons with
disabilities are neither married nor living with a
_spouse, this is especially true of African Americans, -
who are disproportionately over.represented in the
divorced, separated, and never married categories.
‘These findings also have implications for minority
persons’ social and psychological well-being.

7. Persons with disabilities from minority
groups are largely located in the southern and western
regions of the nation. Therefore, funds allocated for
services to persons with disabilities should be
proportionately higher for these areas. Services in
these areas should also be specific to the predominant
racial/ethnic group and specific disabilities.

In summary, compared to White persons with
disabilities, persons with disabilities from minority
racial/ethnic groups have higher prevalence rates of
disabilities and higher unemployment. Comparatively,
a higher number of minority persons with disabilities
are not in the labor force. With regard to
rehabilitation services, generally, White consumers,
compared to consumers from minority groups, have
more money spent on them during the rehabilitation
process. Proportionately more minority persons with

disabilities have lower education and income. At the
~ present time, when policies are being overhauled and

more powers and monies -are being shifted to state and -

local authorities, it is crucial that persons with
disabilities, especially those from minority groups, get
more opportunities and appropriate services to benefit
themselves and the nation.
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The Interactive Effects of Disability,
Race, and Gender on Job Placement Decisions

Dianna L. Stone
Erik R. Eddy.
Megumi Hosoda
Scott Behson ,
University at Albany, State University of New York

A recent Department of Labor Report
(Braddock & Bachelder, 1994) indicates that
employment and advancement opportunities for
minorities with disabilities are severely limited. In -
fact, U.S. Census data (cited in Braddock &
Bachelder, 1994) reveal that White individuals with
disabilities are twice as likely to be employed on a full
time basis as Black or Hispanic people with
disabilities. Not surprisingly, Braddock and Bachelder
(1994) maintain that the primary reason for this is that
minorities with disabilities experience dual sources of
discrimination: minority status and disability.

Similarly, a recent model of the treatment of
individuals with disabilities in organizations (Stone &
Colella, in press) suggests that race may be an
important determinant of employers’ reactions to
persons with disabilities. More specifically,. these
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authors argue that negative reactions to persons with
disabilities may be exacerbated by their race or
ethnicity. In particular, Stone and Colella contend that
the negative characteristics often ascribed to the
prototypical member of a racial minority group (e.g.,
African Americans are characterized as unintelligent,
lazy) may augment the negative stereotypes associated
with persons who have disabilities (e.g., helpless,
inferior, dependent, shy, less capable of competing)
(Fichten & Amsel, 1986; Makas, 1988). As a result,
the model just noted predicts that persons of color
(e.g., Black, Hispanic, Native American) who have
disabilities will be viewed as less suitable for jobs than
individuals with disabilities who are White.

To date, only a few empirical studies have
examined the job-related experiences of individuals
with disabilities who are members of various racial
groups (e.g., Belgrave & Walker, 1991; Levy,
Murphy, Levy, Kramer, Rimmerman, & Botuck,
1993). Likewise, few studies have assessed the extent
to which the gender of the person who has a disability
affects personnel decisions, and we know of only one
study that has simultaneously examined the extent to
which race and gender influence reactions to persons
with disabilities (i.e., Levy et al., 1993). Therefore,
the primary purpose of this research is to examine the
interactive effects of disability, race, and gender on job
suitability ratings and placement decisions.

Based on Stone and Colella’s model (in press),
we hypothesize that (1) individuals with disabilities
wha are Black will be rated lower in terms of job
suitability and will receive assignments to lower level
positions than individuals with disabilities who are
White. In addition, given that characteristics
associated with disabilities are less likely to be
consistent with male prototypes (e.g., men are strong,
powerful) than female prototypes (e.g., women are
physically weak, dependent), we predict that (2) men
who have disabilities will be rated lower in terms of .
job suitability and assigned to lower level positions
than women who have disabilities. Moreover, we
hypothesize that (3) disability, race, and gender will
interactively affect job suitability ratings and placement
decisions. ‘

Method

Using a 2x2x2 experimental design and data
from 120 employed subjects, the study will examine
the interactive effects of (a) disability status (having a
disability vs. not having a disability), (b) race (Black
vs. White), and (c) gender (male vs. female) on job
suitability ratings and placement decisions.

Procedure

Participants will be (a) given and asked to
complete a consent agreement, (b) randomly assigned
to experimental conditions, (c) asked to play the role

“of a Human Resources Manager of a hypothetical firm,

(d) asked to review a personnel record for a
hypothetical employee and to complete questionnaires
designed to assess job suitability ratings and placement
decisions, and (e) debriefed.
Subjects
Participants will be 120 employed individuals

enrolled in graduate business courses.
Manipulations

' All subjects will be given a scenario
describing a hypothetical firm and will be asked to
play the role of a Human Resources Manager. They
will then be given the personnel record of an
employee, and descriptions of eight jobs within the
firm (e.g., assistant manager, secretary, custodian,
cashier). Next, participants will be asked to complete
ratings of employee qualifications. They will also be
asked to (a) rate the employee in terms of the degree
to which the person is suitable for each of the eight
jobs, (b) assign the employee to one of the eight jobs,
and (c) make salary recommendations.

Disability status. This variable will be

'manipulated by varying the information on the

personnel record that asks whether the employee has
any disability. In the disability condition, the
personnel record will show that the individual has
rheumatoid arthritis, joint swelling, and difficulty
walking. In the other condition, no disability will be
recorded.

Race and gender. These variables will be
manipulated by altering pictures of the employees
attached to the personnel record (e.g., Black, female).
All pictures will be equalized in terms of age,
attractiveness, etc.

This study is currently in progress. Results
should be available by April 1996.
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(For further information, contact: Dianna L.
Stone, Associate Professor, Management Faculty,
School of Business, University at Albany, State
University of New York, Albany, NY 12222; phone:
518/442-4966; FAX: 518/442-3944.) '

Dual Minority Status

Rhoda Olkin, Ph.D.
California School of Professional Psychology

Doctoral students in clinical psychology,
working with Rhoda Olkin, Ph.D., at the California
School of Professional Psychology, are investigating
the relationship of dual minority status - disability and
ethnicity. In particular, they are asking how clinicians
respond to patients with disabilities. The "patients"
are presented in vignettes in which two types of
disability are covaried with different ethnicities. Dr.
Olkin is interested in hearing from others involved in
similar lines of inquiry.

(Contact: Rhoda Olkin, Ph.D., California
School of Professional Psychology, 1005 Atlantic
~ Avenue, Alameda, CA 94501; phone: 510/523-2300,
x166; e-mail: 72746.3500@CompuServe.com.)

The Need for Sensitivity to Cultural Issues
in Women’s Health Care

There are two recent articles which
specifically address the need for sensitivity to cultural
differences in women'’s health care.

- Dyck, I., Lynam, J.M., & Anderson, J.M.
(1995). Women talking: Creating knowledge through
difference in cross-cultural research. Women'’s Studies

International Forum,- 18(5/6), 611-626 (which focuses
on methodological issues).

" Dyck, 1., (1995). Putting chronic illness "in
place”: Women immigrants’ accounts of their health
care. Geoforum, 26(3), 247-260 (which reports on a
study of first generation women of color in Canada and
the management of their chronic illnesses/disabilities).

(For further information, contact Isabel Dyck,
The University of British Columbia, School of
Rehabilitation Sciences, Faculty of Medicine, T325,
2211 Westbrook Mall, Vancouver, BC, Canada V6T
2B5; FAX: 604/822-7403; e-mail: '
idyck@unixg.ubc.ca.)

American Indian Disability Legislation:
- Toward the Development of a Process
that Respects Sovereignty and Cultural Diversity

Ladonna Fowler
American Indian Disability Legislation Project

The recent passage of the Americans with
Disabilities Act (the ADA) has the potential to improve
the lives of all citizens with disabilities. Yet,
American Indians with disabilities living on
reservations may not benefit from this law because it
specifically excludes tribes from its requirements or
may not be enforceable on reservations (Bazan, 1991).

Traditionally, the applicability of national
legislation to tribal governments has been addressed
through the courts. This adversarial approach has
contributed to tensions between tribal and other
governmental entities. One conclusion from this long
history is that tribes’ sovereignty should be respected
and that tribes should be allowed to decide legislative
issues independently.

An alternative to the continuation of this
historically adversarial approach is to develop a
mechanism for tribes to voluntarily consider the
applicability of such legislation.

The goal of this project is to develop and test
methods for fostering the adoption of disability
legislation by American Indian tribes that is consistent
with principles established by the ADA, and respectful
of tribal sovereignty and cultural diversity.

The project is comprised of three phases.

In the first phase, researchers surveyed 143
tribal governments to assess the awareness of disability
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issues and the status of tribal disability policies.

Among our findings:

-- The rate of disability among American
Indlans was approximately 22.6%.

-- Diabetes (29%), emotional problems (22%),
and slow-to-learn (11%) were the major-categories of
disability among tribal members in the lower 48 states.

-- Schools, stores, churches, BIA buildings,
federal buildings, and tribal court and jail facilities
were accessible about two-thirds of the time (66.9%);
other tribal facilities such as health centers, council, -
community, and senior citizen buildings were
accessible nearly three-fourths of the time (74.2%).

-- Across all service categories, the »
availability of services to people with disabilities had
an average of 71% for Indian Health Services, tribal
health services, special-education services, vocational
rehabilitation services, and home health-care services.
Other services such as senior citizens centers,
residential facilities, . independent living centers,
sheltered workshops, respite services, developmental
disabilities services, group homes, adult day care, and
other programs were reported available an average of

11% among the tribes. While the majority of the most |

available services were part of the tribal structure, only
about 10% of the other services were tribal services. It
appears that, if a service is part of the tribal structure,

. members have a much greater chance of accessing it.

-- The data suggest that satisfaction among
tribal members with disabilities regarding respect,
opportunity, and accessibility issues in their

- communities was 45.4%. Although this satisfaction

rate is low, only 9% of the tribes reported any tribal
court cases concerning disability issues. The
conclusion was that either (a) tribal members did not
know how to access legislation in their own behalf, or
(b) there is no recourse because the tribal governments
had no mechanism for protection of people with
disabilities. '

-~ Only about 6% of the respondents indicated
their tribal governments were very familiar with major
disability legislation (Sections 503 and 504 of the

" Rehabilitation Act of 1973, IDEA, the ADA). One

tribe reported adopting the ADA. Several others said
that while they had discussed access and employment
issues, they did not have a written policy. Disability
legislation appeared to remain unaddressed.

-- In 1994, most tribes did not appear ready to
establish disability legislation. However, 74% of the
survey respondents said they believed their tribal
government would be interested in participating as a
focus group for establishing disability legislation within

their tribe. ‘

-- Most tribes did not recognize the need to
provide funds to deal with disability issues. Only 13%
of tribes had a line item in their budget for disability
issues. ‘ ‘

In the second phase, focus groups, drawn
from regional and cultural groups, reviewed the results

" of the first phase and each' title of the ADA. This

review was designed to develop a menu of cultural
considerations and potential responses to each title,
including acceptability, obstacles to implementation,
and culturally-acceptable alternatives.

The third and current phase involves the
development and field testing of a replicable method
for facilitating culturally-appropriate and relevant
disability policy by interested tribal governments.

The project is coordinated by LaDonna
Fowler of the Rural Institute on Disabilities at the

University of Montana and Carol Locust of the Native

American Research and Training Center at the
University of Arizona.
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Support Group Participation, Medical
Considerations, and Sociodemographic
Characteristics Associated with Wellness
of African Americans Living with HIV/AIDS

~ Brenda Cartwright, Ed.D.
Rehabilitation Services Administration

A This study examined the relationship between
support group participation and wellness of African
Americans living with HIV/AIDS (AALWHAs) while
accounting for associated medical variables and
sociodemographic characteristics. A sample of 97
participants were recruited ‘from community
organizations and programs in the Washington, D.C.,
Metropolitan Statistical Area and in Richmond,

/ \



Virginia.

All participants were administered three self-
report questionnaires: the Social Support Inventory for
People Who Are HIV Positive or Have AIDS, the
Fanning Quality of Life Scale, and the
Multidimensional Health Locus of Control Scale.
Associated medical variables included stage of illness
and antiviral treatment type. Sociodemographic
characteristics included participation in support groups,
age, gender, sexual orientation, intravenous drug use,
education level, employment status, and income level.

Excluding ethnicity, several characteristics of
research participants in this study mirror those of
participants in previous AIDS-related research studies:
68% of the participants in the study were male; 80%
were between the ages of 25 and 44; most participants
were single and lived alone; and 84 % were diagnosed
as HIV positive, many of whom were long-term
survivors with diagnoses from as early as 1984.
Participants identified depression as the symptom most
commonly experienced, as was found in other AIDS-
related studies. In contrast to previous AIDS-related
studies, over 44% were not taking antiviral treatment
of any type; 73% reported they were not currently
using intravenous drugs nor had any previous usage;
and 45% of the respondents were heterosexual/straight.
Participants surpassed generally expected education
levels, with 45% having completed some college.

" However, as anticipated, unemployment and below-
poverty income levels were disproportionately present
with females at the lower extremes.

The main findings of this study were:
combined predictor variables, i.e., support group
participation, medical variables, and sociodemographic
characteristics, influenced external control beliefs;
support group participants had higher social support
scores than respondents not in support groups; females,
compared to males, believed they had less personal
control over their experiences related to an HIV/AIDS
diagnosis; non-users of ddI antiviral medications
perceived themselves to have higher internal locus of
control beliefs; respondents who were not in support
groups believed their general health was primarily due
to chance; and respondents with less education believed
that their general health was externally controlled.
Finally, none of the predictor variables appeared to
have influenced the quality of life of African
Americans living with HIV/AIDS. This study offers

" preliminary data describing AALWHAs who perceive

themselves as having ample social support associated

with their quality of life, and who view themselves as
having a relatively high degree of control over their

life situations.

Further studies need to be conducted to
determine more conclusively the short- and long-term
psychosocial effects of social support networks, such
as community-based programs, in helping to promote
the appropriate healing process. To allow greater
generalization, further studies are needed that include
individuals from varying special populations within the
African American community. including women,
intravenous drug users, those who are gay, bisexual,
and heterosexual, and persons representing the
spectrum of illness stages including long-term
survivors who comprehensively document the
psychosocial status. - :

In conclusion, the number of AALWHAS is
escalating, as is the number of related deaths. Given
these facts and the lack of a cure or effective method
for long-term treatment, the psychological distress in’
this population will multiply. This study suggests that
AALWHASs can benefit psychologically from
participating in support networks that are culturally
specific and conducted in the African American
community. Therefore, efforts must be made to make
available to AALWHASs consumer-conscious service
programs and resources which can contribute to
improve the health care system and health policy.
Additional efforts must be taken to encourage linkage
of subgroups within the African American community
to support the development of intervention strategies
and to encourage counseling professionals, researchers,
and funding organizations to integrate theory, research,
and practice in addressing the specific psychosocial
needs of AALWHAs.

(The above was a dissertation study conducted
under the direction of Donald C. Linkewski,
Dissertation Chair and Department Chair, ,
Counselling/Human and Organizational Studies,
George Washington University, Washington, D.C.
For further information, contact: Brenda Cartwright,
Ed.D., Acting Executive Director, Mayor’s Committee
on People with Disabilities, 800 Ninth Street, SW, 4th
Floor, Washington, D.C. 20024.)

Cultural Identity of Deaf Minority Persons:
Experiences, Issues, and Themes

Susan Foster
Waithera Kinuthia
National Technical Institute for the Deaf
Rochester Institute of Technology

There is growing recognition that many



audiologically deaf people are also members of a
unique culture which has its own language (American
Sign Language - ASL), history, and shared experience.
Since most deaf persons are born to hearing parents,
they rarely learn about Deaf (1) culture from their

- families. Many grow up thinking of themselves as part

of the hearing culture, attending mainstream schools, *
churches, and family events, only to enter the Deaf
culture as adults. Others discover an identity within
‘Deaf culture through enrollment in educational
institutions, such as schools and colleges for deaf
persons. But what happens when a deaf person is also
a member of an ethnic or racial minority group which
has its own culture? How does being deaf influence
- 'the development of identity as a member of an ethnic
minority? How does race or ethnicity affect one’s
identity as culturally Deaf?

_ The purpose of this study was to explore these
. and other issués of identity as expressed through

-ethnographic interviews with 33 deaf college students
.. who are also members of racial or ethnic minority
groups (11 each African, Asian, and Hispanic
American). Drawing on the experiences and personal
accounts of the students, the authors describe and
discuss the interaction of deafness and racial or ethnic
group membership as it relates to the development of
identity. '

Analysis of students’ comments suggests six
dimensions of cultural identity: diversity, multiplicity,
situational, temporal/developmental, discrimination,
and conflict. It also reveals the strong impact of
deafness on the development of identity.

First, students’ family backgrounds and
‘racial/ethnic heritages varied widely, even within the
core categories of Asian, Hispanic, and Black. As a
result, the students often described their ethnic identity
in terms of their particular heritage, e.g., African
Black as opposed to American Black.

' Second, students routinely described
themselves as having identities other than those
associated with race or ethnic background. Often,

* these identities were central to their understanding of
who they are and how they organize and explain their
experiences; examples include male, female, mother,
athlete, student, deaf-oral, Deaf-ASL, and hard of
hearing. o R

’ Third, identity was described as situational;
movement from one context to another placed different
demands on the individual, creating a need for
emphasis on one or another element of identity. Thus,
a deaf Hispani¢ student said that at college he thinks of
_ himself as deaf, but at home he is hard of hearing.

Fourth, just as some identities were
highlighted during specific interactions or within
particular situations, others were created or
permanently reshaped in response to new
circumstances. In this vein, one student found that her
identity was altered in critical ways when she became a
single mother.

. - Fifth, some students described discrimination

. as a crucial element of identity. In general, the more

discrimination was associated with a particular
characteristic (e.g., Black, deaf, woman), the more the
characteristic dominated the person’s identity.

Sixth, for some students, the expansion of
identity beyond a single culture or world view
presented problems. In these instances, students
described conflict between one or more. of their core
identities. As an example, one student found herself
caught between the hearing, Asian, and deaf worlds; as
she put it, "I don’t know where I am . . . some of me
fits one, and other parts of me fits the other."

Deafness was a key factor in the development
of identity. While students often acknowledged racial
or ethnic heritage in discussions of identity, they
almost always described deafness as central to their
experience. Usually, communication differences
resulted in alienation from hearing people and
attraction to, or relative comfort with, deaf persons.
Over time, many students found a strong identity
within Deaf culture. This included feelings of
affiliation with other deaf people and the strong bond
of communication with ASL. Often, this identification
with Deaf culture superseded that of association with
the minority ethnic or racial culture.

1 Endnote

1. The generally-accepted convention is'to use
uppercase "Deaf" when referring to a group of deaf
people who share a language - American Sign
Language - and a culture and to use the lowercase
"deaf" when referring to the audiological condition of
not hearing. -

(For further information, contact: Susan
Foster, National Technical Institute for the Deaf,
Rochester Institute of Technology, 52 Lomb Memorial
Drive, Rochester, NY 14623-5604.)
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Cross-Cultural Meanings of Chronic
Iliness and Disability Project

Robert Wm. Blum, M.D., Ph.D.
Ann Garwick, Ph.D. -
Clara Wolman, Ph.D. .
Claire Kohrman, Ph.D.
University of Minnesota Medical School

Objectives
\ The purpose of this field-initiated research
project funded by the National Institute for Disability
~ and Rehabilitation Research (NIDRR) is to investigate
" the meanings that Hispanic, African-American, and
European-American family caregivers attribute to
caring for a child with a chronic illness or disability.
A secondary goal is to examine the degree to which
family attitudes, beliefs, and interpretations agree or
conflict with the viewpoint of the child’s primary care
. physician. Results from this study will clarify how
culture influences families’ understanding of health and
illness or disability so that the health care system can
more effectively work with the child, parents, and
family, thus improving child outcomes. Families’ and
physicians’ recommendations for improving services
and programs for youth with chronic conditions from
different cultural backgrounds will be disseminated to
families, providers, and community leaders.
Design ,

Sixty-two families were recruited from two
large metropolitan areas: Minneapolis-St. Paul,
Minnesota, and Chicago, Illinois. Community leaders
who represent the three ethnocultural groups in these
sites have been actively involved in the recruitment,
research, and dissemination process.

The project includes three phases. In Phase I
in-depth interviews were conducted with families who
have a school-aged child with a chronic illness or
disability. In Phase II interviews were conducted with
each child’s primary care physician. In Phase IIT a
self-report instrument was constructed based on data
gathered from the family interviews. The Spanish and
English versions of the "What Do You Think?"

* questionnaire are being field-tested with parents.

- (For further information, contact: Ann
Garwick, Ph.D., Division of General Pediatrics &
Adolescent Health, University of Minnesota Medical
School, Box 721, 420 Delaware Street, SE, :
Minneapolis, MN 55455; phone: 612/626-6177.)
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Experiences of African-Americans
and Euro-Americans with
Multiple Sclerosis

Christine Loveland, Ph.D.
Shippensburg University .

In 1992-93 three undergraduate students and I
interviewed 100 people who had been diagnosed with
multiple sclerosis (MS). The research was funded by
the National Muitiple Sclerosis Society (NMSS) and
was designed to determine if there were consistent
differences in the experiences of African-Americans
and Euro-Americans with multiple sclerosis. The
interviews were structured, but open-ended, and they
included 76 Euro-Americans and 24 African-Americans
who lived in rural and urban communities in
Pennsylvania, Maryland, and Virginia. The age range
of the participants was from 17 to 83 years of age and
the average person had been diagnosed 13 years prior
to this study. We interviewed 73 women and 27 men
either in their homes or at one of the three NMSS-
sponsored retreats in Maryland in the summer of 1992.
Participants were not grouped according to the type of
MS they had nor according to the mildness or severity
of symptoms.

Race (based on self-identification) and gender
were important in the shaping of people’s experiences
with MS beginning with their interpretation of the
initial symptoms and their reactions to the diagnosis.
Some African-Americans were surprised that they had
been diagnosed with a "white disease.” Almost one-
third of the African-American women, and a smaller

percentage of the Euro-American women (11%),

initially were told by physicians that they had
psychiatric or emotional problems. Only one Euro-
American man, whose primary symptom was fatigue;
had a similar experience. After diagnosis, women and
African-American men most often cited general stress
or unusually stressful events as the causative factor in
their development of MS while Euro-American men
mentioned genetic, viral, and/or environmental factors.
Only 24 of the 100 people were employed
although many mentioned that they felt they could
work if accommodations were made, especially .in
relation to fatigue and cognitive problems. These two
hidden symptoms were very important in people’s

decisions to terminate employment and they were the

same two problems that employers and personnel in
Social Security offices viewed with skepticism.
Obvious evidence of disability, particularly the use of a
wheelchair, usually led to speedy acceptance of claims



while emphasis on hidden symptoms (e.g., balance,
fatigue, cognitive dysfunction) frequently resulted in
rejection and denial,

The identities of family caregivers differed
between African-Americans and Euro-Americans. The
primary caregiver for African-Americans was much
more likely to be a mother or a daughter and, for
Euro-Americans, a spouse. This reflected differences
in family composition since only one-third of the
African American interviewees were married at the
time of this study. This basic difference is important

in the formation of support groups for family
caregivers.

Patterns of adjustment did not differ so much
by race as by gender. Women were much more likely
to mention their guilt - for their dependence on others,
for causing stress within their families, and for failing
to meet people’s needs and expectations at home and
on the job. Men were more likely to mention anger
and frustration, usually related to their jobs, but
sometimes related to their former recreational
activities. Within these broad gender-related
differences, six distinct patterns of adjustment were
evident. Two of these patterns emphasized the
negative results of living with MS, but four
emphasized the positive changes that had occurred as a
resuit of MS. This kind of long-term emphasis on the
positive effects of the illness has been documented in
several other studies. '

In summary, although each person’s
experience with MS is unique, the data suggest that
race and gender are important in understanding all
aspects of the disability experience. More research is
needed both to further document this and to assist all
of those involved in adjustment to a disability which
has a Jong and unpredictable clinical course. This
includes not only those people who have MS, but also
family members, other caregivers, and clinicians.

(For further information, contact: Christine
Loveland, Ph.D., Professor of Anthropology,
Sociology/Anthropology Department, Shippensburg
University, Shippensburg, PA 17257.)

Luiseno Theory and Practice of Chronic Illness
Causation, Avoidance, and Treatment
Dissertation Abstract

Diane Elizabeth Weiner, Ph.D. in Anthropology
University of California, Los Angeles, 1993
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Professor Paul V. Kroskrity and
Susan C.M. Scrimshaw, Co-Chairs

This dissertation examines Luiseno Indian
perceptions of chronic illness methods of causation,
prevention, and treatment. These views are juxtaposed
with those adhered to by biomedical providers
affiliated with the local Indian Health Service primary
care contract branch clinic. Lay and professional
research participants tend to believe chronic ailments,
such as diabetes mellitus, may develop among the
Luiseno due to genetic predilection and/or
contemporary dietary habits. However, unlike the
majority of these biomedical practitioners, Luiseno
individuals stress the historical, cultural, and social
components of illness transmission. This phenomenon
is illustrated by Luiseno sources of health care data
acquisition and transmission. This situation influences
Luiseno prevention and treatment approaches.

(For further information, contact Diane
Weiner, Ph.D., Postdoctoral Fellow, University of
Arizona, The University of Arizona Health Sciences
Center, Arizona Disease Prevention Center, 2501 E.
Lee, Tucson, AZ 85716. Please note that a
monograph, Health Beliefs about Diabetes among the
Luiseno Indians, which is based on this dissertation
study, will soon be available from NARTC, 1642 E.
Helen Street, Tucson, AZ 87519; phone: 520/621-
5560.) :

Native American Approaches to Substance Abuse

Lance Egley, Ph.D.
Social Work Program, Bemidji State University

Substance abuse affects people with disabilities
in several ways. Having a history of substance abuse
is considered a disability which is protected under the
Americans with Disabilities Act (ADA) and entitles the
individual to be served by vocational rehabilitation.
However, this protection of rights and these service
provisions are designed only for persons who have
ended substance abuse, not for people who are still
misusing alcohol or other drugs. Many people need
assistance to stop using before being able to enter
vocational rehabilitation or gain ADA protection.
Secondly, there has been some concern about a small
population of people with disabilities for whom
alcohol/substance use might interfere with their ability
to receive services for other physical, sensory, or
cognitive disabilities. Thirdly, alcohol abuse has often



been a cause of physical disabilities. All of these
issues are important to Native American people,
especially the concern with alcohol abuse as a cause of
physical disability.

During the next six months, Bemidji State
University (BSU) will host two important events
related to Native Americans with chemical dependence
disabilities, Native Americans who need to change
substance abuse patterns to receive services for other
disabilities, and Native Americans who have or are at
risk of disabilities resulting from alcohol use.

On the evening of May 4 and all day May 5,
1996, The Walking in Balance from a Native
American Perspective Conference will draw on -
traditional Native American strengths of spirituality,
humor, and the balance between men and women to
heal and prevent chemical dependency. Gene Thin
Elk, who pioneered the "Red Road Approach” to
Chemical Dependency, will present both on'this and on
"The Sacred Seventh Direction.” Mary Clearing Sky
will address the Native American holocaust. Delmar,
Boni will speak about Native American spirituality and
humor. We anticipate that he will exhibit much humor
himself. Other presentations will include a women’s
spirituality panel, chemical dependency treatment
approaches for anger management, information about
Fetal Alcohol Syndrome, and information on gambling
addictions. The conference is sponsored by the
Bemidji State University Social Work Program and the
Bemidji Indian Health Service.

- The evening of May 4th will open with the
Young Dreams' Dance Group from the Red Lake
Nation. This will be followed by the BSU Social
Work Program’s 25th Anniversary Banquet.

Using a somewhat different approach, the
American Indian Institute on Alcohol and Drug Studies
will train providers who will be working with Native
American clients to meet state certification and
licensure requirements for assessment, intervention, .
prevention, and treatment. This conference has been -
. conducted for 13 consecutive years, but is now moving
" to Bemidji for the first time in order to be closer to the
largest tribal populations in Minnesota. The

conference will meet in August 1996 and will focus on
training Minnesota providers, especially those who are
Native American themselves. The conference is being
guided by representatives of the BSU Social Work
Program, the Bemidji Indian Health  Services Alcohol
Program, the alcohol programs from Red Lake Nation,
Leech Lake Band, and White Earth Band, the
Vocational Rehabilitation program from Red Lake
‘Nation, and various Bemidji social services.
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Bemidji State University is located in the
center of Northern Minnesota between the three largest
Minnesota tribal populations: Red Lake Nation, Leech

Lake Band, and White Earth Band.. All three tribes

are Ojibwa, Bemidji is also the regional office of an
Indian Health Service District. BSU has an Indian
Studies Program and is building an Indian Studies
Center. The trainings will be guided by a Native
American Advisory Board to the Alcohol and Drug
Division of the Minnesota Department of Human
Services.

By May the snow will be melted in Bem1d11
and there is some local accessible transportation.

(For further information contact Lance Egley,
Social Work.Program, Bemidji State University, 1500

‘Birchmont Drive NE, Bemidji, MN 56601-2699;

phone: 218/755-2836; FAX: 218/755-2822; e-mail:
LANCEE@VAX1.BEMIDJI.MSUS.EDU.)

Re: Searching for Fairness in Disability Studies

Elaine Makas
Lewiston-Auburn College of
the University of Southern Maine’

It is encouraging to note the increased
attention to ethnic differences in recent years among
researchers attempting to discover means by which
services can be provided in the most culturally-
appropriate ‘manner to all persons, not just those in the
"majority" culture. Certainly, an understanding of
traditional Vietnamese family values, for example, can
facilitate interactions between non-Vietnamese
rehabilitation counselors and some Vietnamese or
Vietnamese-American clients. Similarly, knowing
something about customary Aleut beliefs related to
health and illness can benefit interactions between .a
non-Aleut physician and some Aleut patients. As
researchers, we may have the skills to systematically -
assess and report on differences among cultures. But
such investigations, even if conducted with the best of
intentions, are subject to considerable methodological
problems that are not generally present in other types
of research. The following is a description of some of
the potholes that may be encountered in the conduct of
research on cultural differences, some of which I have
fallen into myself as. a researcher of ethnicity and
disability issues.

1. The tendency to see oneself as acultural.

" The notion of the U.S. as a "melting pot" is now seen

as passe, but it left behind a lasting impression in that



we still retain the belief that there is a typical way of
doing things and that most Americans hold certain
beliefs and values - and, by extension, that there are
American standards even if we have progressed to the
point at which we are willing to accept digression from
these standards by others. - Deviations are seen as
"cultural differences;" adherence to these norms is
seen as "acultural.” Sue (1981) suggests that those of
us who are part of the so-called majority .culture or, if
not, who have been heavily exposed to the majority
culture through formal or informal "education" may
have the impression that there is a "universal notion of
truth” (p. 5). We all carry our culture (or, more
accurately, our cultures) into every situation, including
our research. Stewart and Bennett’s (1991) book,
American Cultural Patterns: A Cross-Cultural’
Perspective (reviewed in this issue of DSQ), makes
this point very clearly. By acknowledging and
recognizing our own cultures we are better able to
realize that the questions we ask as surveyors or as
interviewers, the answers we receive, the behaviors
expressed, and the behaviors we observe may have
quite different meanings to us and to our respondents
or research subjects.

In ‘my own research (Makas 1995), for
example, I soon discovered that the term "having a-
disability” may be a much more encompassing term
among "Anglos" than among Native peoples. I had
absorbed the legislated (e.g., ADA) definition of
"disability," although I scrupulously differentiated
between "having a disability” and "being disabled" as a
result of that disability (or perceived disability). I
learned, however, than many of my American
Indian/Alaska Native research partners and respondents
reserved the term "having a disability” for situations in
which the legislatively-defined "disability” had a major

“impact on the individual’s life. In another study
(Helms, Gammon, & Makas, 1993), I realized, albeit
somewhat slowly, that a difference between persons
with and without French or French-Canadian ancestry
in responses to a statement about exhibiting "special
kindness" toward persons with disabilities was more a
cultural difference in normative behavior toward all
people than a reflection of views toward people w1th
disabilities per se. ‘

2. The tendency to compare "minority”
Although an ethnic minority group, by definition, has
fewer members than other ethnic groups, we tend to
overwhelm their cultural values by making
compansons between their views and those of everyone

~who is not a member of the particular minority group

being investigated at the time. Then we may move on
to a second study in which the responses given by
members of this first minority group are diluted by
putting them into the "everybody else" category for
comparison with a second minority group. In various
studies, for example, African-Americans are reported
to have highly supportive extended families (e.g., Hays
& Mindel, 1973); Hispanics are noted for their family
solidarity (e.g., Barnes, cited in Cross & Maldonado,

-1971); Asian-Americans and Pacific Islanders are

described as having strong family ties (e.g., Meyers,
1992); and American Indians and Alaska Natives are
attributed with great loyalty to their families and their
communities (e.g., Morgan, Guy, Lee, and Cellini,
1986). Perhaps, family cohesiveness: is less a
delineation among cultures than a distinction between
the so-called majority and everybody else!

3. The tendency to ignore differences in
response style. Sometimes differences in responses are
exactly. that - differences in the way in which questions
are answered rather than differences in the answers
which are given. Kunce and Vales (1984), for
example, suggested that Mexican-Americans and
Mexicans, compared to Anglo-Americans, tend to be
more overtly expressive; and Freeman (1989) noted a
similar tendency toward emotional expressiveness
among people who are deaf. On the other hand, Sue
(1981) and Sue and Sue (1987) suggested that Asian-
Americans are less likely than Anglo-Americans to
display their emotions openly. Problems can occur in
a research study if the researcher uses his or her own
cultural standards to interpret the responses given by a
member of a different cultural group. The researcher
may conclude, erroncously, that an excess or a lack of
overt emotional expression necessarily means an excess
or a lack of emotion. Li-Repac (1980) found, for -
example, that White therapists, compared to Chinese-
American therapists, rated Chinese-American clients
(based on videotaped interviews) as being more
depressed, more inhibited, and less socially poised;
while Chinese-American therapists, compared to White
therapists, rated White (videotaped) clients as
exhibiting more severe pathology.

In my own research (Makas, 1995), I found
that the responses I received from Native Americans
and Alaska Natives on a 7-point Likert-type scale were

. much less extreme than those I had received from

comparable non-ethnic-specific groups. In a similar
vein, I found (Makas, 1994) that African-Americans
and. Caribbean Blacks, compared to respondents from a
more ethnically-diverse (i.e., predominantly White)
group,-were more likely to respond "don’t know/no



opinion” on the same Likert-type scale. Perhaps my

own "majority" culture could benefit somewhat from

the reduced adamancy and the increased homesty - - -
exhibited, respectively, in these two examples.

' 4. The tendency to ignore within-group
differences when studying various ethnic groups.

- According to Heider (1958), the desire to identify
more closely with one’s own group produces
assimilation and contrast biases in information
processing by which both. within-group similarities -and
between-group differences are exaggerated. . Further
compounding the problem, Linville. and Jones (1980)
and Wilder (cited in Stephan, 1985) have found that in-
groups are perceived to have greater heterogeneity than
out-groups. ‘One very obvious instance of this
cognitive bias is the tendency for persons within the
"majority” culture to categorize ethnic minorities by
race (e.g., "Hispanic") rather than by culture (e.g.,
Puerto Rican, Mexican-American, Latino, etc.). Woo
(1991) offers a blatant example of this assumed
cultural similarity based solely on perceived racial
similarity (in this instance, in a rehabilitation setting):
"Most agencies hire one Asian/Pacific rehabilitation - |,
counselor and expect this person to serve all the"
different ethnic groups. . . . Administrators don’t

‘realize that a Japanese counselor cannot speak Tagalog
or Korean" (p. 66). - o

This tendency also appears, but more subtly,

" in study by Florian (1982) which compares the -
attitudes of Jewish-Israelis and Arab-Israelis toward
people with disabilities. - According to Florian, "the -

_Jews in Israel - who are the majority .- have.a
pluralistic value system based on many cultures that

" nonetheless share similar traditional religious beliefs

and practices" (p. 292), whereas "the Arabs in Israel

are a minority group which is quite homogeneous in
terms of cultural values" (p. 292)., Similar cognitive

bias is suggested in a study by Fenz and Arkoff (1962)

comparing the personality needs-of Hawaiian high

school students categorized by the researchers as

Caucasian, Chinese, Filipino, Japanese, and

Hawaiian/part Hawaiian. Since the scale used in the

" study was developed in the U.S. and, most likely,

normed with predominantly White, middle-class
subjects, it is not surprising that the results obtained

'were, for all intents and purposes, dichotomous -
Anglo-American and non-Anglo-American. The
authors’ conclusions, however, suggest both contrast
and assimilation, with an exaggerated perception of

homogeneity among "out-group" members, who, in
this case, ‘'were both ethnic minorities and women:

"The results indicated that the Caucasian ‘pattern was
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singular. Differences appeared among the other
groups but, in general, they resembled each-other more
than they did the Caucasians. For many of the needs
there seemed to be a Caucasian and a non-Caucasian
level of expression. The results also indicated that the
female groups were more similar to each other than
were the male groups. There was some suggestion of
an acculturational process among the Japanese-.
Americans” (p. 88). .

' 5. The tendency to attribute everything to a
person’s culture. A specific research focus on
ethnicity can lead to the erroneous conclusion that all
observed differences are the result of cultural values
and beliefs. -Oftentimes, these differences are a by-
product of historical discrimination directed toward
members of ethnic minority groups. Socioeconomic
status, educational levels, geographic dispersion, and
occupational status can significantly influence the
responses of research participants, yet all of these
variables may be a more accurate reflection of
"majority" culture values than of minority culture .
values. As noted by Grisso, Baldwin, Blanck,
Rotheram-Borus, Schooler, and Thompson (1991),
"Members of racial and ethnic minority groups
understandably are wary of research comparing

_ characteristics of their communities with those of

members of White middle-class society. Historically,
such comparisons have often yielded misleading
results, suggesting that problems associated with
minority communities exist because the community is
composed of African Americans or Native Americans"
(p. 762). ' ,

In one of my own studies (Makas, 1994), I
learned that the quantitative differences I found v
between African-Americans and a more ethnically-
diverse group of people, both with and without _
disabilities, in responses to questions about educational
mainstreaming were more likely the result of
experience than culture. An African-American friend
asked me to visualize a typical elementary school and
then a "special school” (i.e., for children with
disabilities). Then he asked me to visualize the
elementary school that might be typical to me if I had
been raised in a poor, urban neighborhood. The
relative attractiveness of the "special school" changed
dramatically for me as a result of this simple exercise.

6. The tendency to subiectively evaluate

" cultural differences. There is nothing wrong with

acknowledging legitimate cultural differences; the
difficulty lies in the subjective conclusions drawn.
Korchin (1980) suggested that "Racist thinking is

revealed not in recognizing differences as such, but in



aligning them along an inferior-superior axis and
ascribing them to unchangeable determinants” (pp.
264-265). In fact, "majority" culture interpretations
have often been used to demean the values of minority
cultures. Sue (1981), for example, pointed out how
dominant culture standards have served to discredit the
strong bonds which typify African-American families.
He noted that African-American parents have been
criticized for their use of physical punishment for
misbehavior, as opposed to the "more acceptable"
middle-class, Anglo-American threat to withdraw
parental love. -Although neither Sue nor I condone
physical punishment, Sue suggests that a focus on this
negatively-valued behavior has caused many to dismiss
- the love and strength which exist in African-American
families: "The average lower-class Black family
would consider the withdrawal of love (or the threat of
it) a most inhumane and senseless activity. It is
believed that punishment must be related to the
misdeed that was done and not to the existence or
nonexistence of parental love" (p. 159). .
~ The need to understand a people’s culture on

their own terms rather than on standards set by the
dominant culture is apparent in other
misrepresentations of ethnic differences. The re-
establishment of interpersonal harmony through group
problem solving, for example, as typified by the
ancient Hawaiian "ho-oponopono” ceremony
(Nishihara, 1978), has been portrayed by the
"majority" culture as a reflection of individual
weakness rather than as an indicator of group strength.
The American Indian/Alaska Native concept of llvmg
in harmony with the land has similarly been

misrepresented. It is only now beginning to be seen as
respectable (i.e., adopted by the "majority” culture) as
the environmentalist movement; at one time, it was
considered a lack of entrepreneurial spirit. Perhaps the
most vivid demonstration of subjective ‘
misrepresentation, however, is the interpretation of the
term "machismo.” Abad, Ramos, and Boyce (1974)
note that, to Hispanics, "machismo" is a desirable
quality in which strength and courage are combined to
protect and provide for the well-being of one’s family.
The Anglo-American portrayal of "machismo” as
arrogance and aggressiveness seems more a reflection
. of the dominant culture’s emphasis on "rugged
individualism" than of the Hispanic culture’s family-
centered views.

The above are just a few of the

methodological factors which must be taken into
account when researching cultural differences. They

are not itemized here to discourage what I consider to -

be a critical area of research focus, but rather as a
reminder to all of us that we must acknowledge our
own biases. There is no such thing as unbiased
research. We carry our cultures with us into all
settings, including our research; our goal must be to
remember the excess baggage we are transponmg S0
that it does not interfere with our progress.
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(For further information, contact: Elaine
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Southern Maine, 51-55 Westminster Street, Lewiston,
ME 04240; phone (home): 207/784-5726; FAX
(work): 207/784-5943.) '

The Development of the MIDS-AI/AN:
The American Indian/Alaska Native Version
of the Modified Issues in Disability Scale

Elaine Makas
American Indian Rehabilitation
Research and Training Center

A study was conducted to develop and validate

a measure of attitudes toward people with disabilities
(the MIDS-AI/AN) based on standards set by
American Indians/Alaska Natives who have disabilities
themselves. Follow-up quantitative and qualitative
analyses were performed to compare and contrast the
values represented in the MIDS-AI/AN with those
established by a more ethnically-diverse group of
persons with disabilities for a non-ethnic-specific
measure of attitudes.

 Fifty-seven American Indians and Alaska
Natives participated in the development of the MIDS-
AI/AN. This scale was then validated by a

- comparison of responses given to the selected items by

a group of randomly-selected nondisabled student

- subjects and a group of individually-selected

nondisabled subjects who had been identified by the
American Indian/Alaska Native standard-setters as
persons with particularly positive attitudes toward

‘people who have disabilities.

As a by-product of the development of the
MIDS-AI/AN, comparisons were made between (a) the
standards set by the American Indians/Alaska Natives
with disabilities, the responses to these items by the
nondisabled "good attitudes” people selected by them,

‘and the responses given by,a group of American Indian .

students; and (b) the standards set and the responses
given by three comparable "general population” (i.e.,
non-ethnic-specific) groups. Statistical differences
found as a result of these comparisons were

. qualitatively interpreted by American Indians and
‘Alaska Natives who had participated in the

development of the MIDS-AI/AN. .
(This project was funded by the National
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Institute on Disability and Rehabilitation Research,
Office of Special Education and Rehabilitation
Services, U.S. Department ‘of Education, Grant No.
H133B30068. A final report on this study is now
available from the American Indian Rehabilitation
Research Center, Institute for Human Development,
Northem Arizona Un1vers1ty, P.O. Box 5630,
Flagstaff AZ 86011-5630; phone (voice): 520/523-
4791; TDD: 520/523-1695; FAX: 520/523- 9127 The
cost per copy is $7.00.)

Cultural Diversity and Personal Assistance Services:
Is the Independent Living Model Best Suited
for All People with Disabilities?

Jim Mullins, Ph.D.
Maribel Guillermo
World Institute on Disability

The World Institute on Disability (WID) based
in Oakland, California, is a public policy research and
training institute dedicated to fostering greater
independence, choice, and equal opportunities for all
people with disabilities. For over a decade, a part of
WID’s mission has been to increase both the quality of
Personal Assistance Services (PAS) and their
accessibility. PAS are key services for the
approximately 25 to 30 percent of Americans with
disabilities who have the most significant levels of
disability (Litvak & Kennedy, 1993). These are people
of all ages and with all types of disabilities who live in
the community and in institutions and need the .

- assistance of another person for various tasks including
personal hygiene, personal maintenance, household
maintenance, child care, and work-related and
community interaction tasks. Not having this
assistance is a major barrier to full participation for
many persons with disabilities (Lou Harris &
Associates, 1986). A recent review of PAS literature
indicated that, until recently, most research on PAS in
the United States paid little attention to the particular
needs of people from diverse cultural settings.
Clearly, the current situation can be improved if
members of the Independent Living Movement, -and
particularly researchers therein, target issues of-
ethnicity and disability as priorities for research
leading to positive and egahtanan change in PAS
models.

Martinez (1996) stated that the Independent
Living Movement -was created and developed
predominantly by a white and middle class group-of
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civil rights activists. Researchers at WID recognize
the problem, and, as part of their belief that consumer
choice and equal opportunity .are key to Independent -
Living, they are carefully aligning their research and
training methodology to actively involve consumers
from a broad range of cultural and disability groups in
all aspects of research including design and analysis.

Under the leadership of WID’s Research and
Training Center on Personal Assistance Services
(RTCPAS), ethnicity and disability are currently being
studied by the Cultural Diversity and PAS project
(CDPAS). WID researchers are using a participatory
action research (PAR) model and have designed
instrumentation to gather data about PAS from the
various perspectives of PAS users from four diverse
cultural groups. The current study asks the following
two questions: 1) "Is the consumer-driven Independent
Living Model suited to the diverse PAS needs of (a)
Black people with disabilities; (b) American Indians
with disabilities; (c) Asian-Americans with disabilities;
and (d) Latinos with disabilities?" 2) "What
adaptations to current PAS models would better serve
the needs of cultural diversity?"

Objectives

Major objectives of the ongoing CDPAS study
include: (a) implementing PAR using a qualitative
investigation of the research problems; (b) actively
involving PAS users, PAS expert-connoisseurs, and
PAS Advisory Committee members in validating
WID’s PAR team’s observations; (c) specifying the
principles ‘and practices of PAS; and (d) discussing
educational interventions and program policies that
incorporate PAS tenets and best practices in a new
culturally-relative model for PAS.

Goals

For the current study of Cultural Diversity as
it relates to PAS, the WID research team is using a
structured in-depth interview developed with input
from all PAR team participants and designed to elicit
data about what PAS users from four diverse cultures
believe, feel, and do or do not do in terms of PAS.

" The interview focuses on both PAS in the dominant

culture and in the particular cultural group with which
a participant PAS user self-identifies. The interview
includes a social change component, inviting active
participation by PAS user-experts, with the goal of
providing consumer input eventually leading to positive
change in current models of PAS.

To accomplish this goal, WID’s research team
members are studying action/interaction between (a)
PAS providers and PAS users; (b) PAS users and their
families, friends, employers, and various resources in



the environment which they report as indicative of
their experience; (c) the range of conditions that give
rise to action/interaction and variations thereof; and (d)

how conditions change or stay the same over time and -

with what impact. The research team will also
consider the consequences of either actual or failed
action/interaction or of strategies never acted on by
culturally-diverse participant PAS users.

. .PAR Design

The structure of the PAR team is as follows:

. -- A principal investigator/PAR team
coordinator;

-- Four interviewers/research associates who
are both PAS and culture-specific "connoisseurs," that
is, they have both an expert knowledge of PAS and
membership in or prolonged personal experience
leading to a heightened sensitivity to and understanding
of one of the four cultural groups on which the present

-study focuses;

- Twelve key interviewees who are both PAS
user/experts and specific-culture experts with
heightened knowledge of PAS delivery systems
attained through training, advocacy work, or prolonged
contact;

-- Four culture-specific advisory committees
whose membership numbers from seven to twelve
people with disabilities who identify as members. of the
particular culture being studied.

All members of the PAR team were selected
"purposively" by using an extensive set of criteria
designed to gather people who had vast experience in
independent living and disability; a PAS issue-centered
orientation; and a focus on social change that lends
itself to the highest levels of group consensus as to the
issues surrounding ethnicity and disability, pamcularly
cultural diversity and PAS usage.

CDPAS PAR Team - ,
Principal Investigator: Jim Mullins, Ph. D
" Research_Associates: Maribel Guillermo (Latinos with
disabilities); Karyl Eckles (Black people with
disabilities); Liane Yasumoto (Asian-Americans. with
disabilities); Jim Mullins & Connie Berg (American
Indians with disabilities); Devva Kasnitz, Ph.D.
. (Ethnographic. Advisor); Mary Ellen Fortini, Ph.D.
(Research Director, RTCPAS); and Simi Litvak, Ph.D.
(Director RTCPAS). .
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(Inquiries and input are both welcomed.

Please address them to Jim Mullins, The World
Institute on Disability, 510 16th Street, Suite 100,
Oakland, CA 94612-1500; phone: 510/251-4336; e-
mail: jmullins@WID.org.)

Needs Assessment for Outreach to Ethnic Minority
Persons in New England

- Elaine Makas -
. Lewiston-Auburn College of
the University of Southern Maine

An analysis was done of 1990 Census data to
identify needs for outreach to ethnic minority persons -
in New England. The primary data-sources for this
analysis were the "Race" tables and the "Language.
Spoken at Home" tables from the 1990 U.S. Census of
Population and Housing Summary (Tape File 3A). In
addition, data from the 1990 Census "Nativity,
Citizenship, Year of Entry, Area of Birth, and
Language Spoken at Home" and "Place of Birth of
Foreign-Born Persons" tables were used.

This analysis was conducted on behalf of the
New England Disability and Business Technical -
Assistance Center, a project of the Edmund S. Muskie
Institute of Public Affairs at the University of Southern
Maine. The project is supported by the National
Institute on Disability and Rehabilitation Research of
the U.S. Department of Education through Grant
#133D1010.

Please note that although much of the
terminology used in this report corresponds to that
used in the 1990 Census, the concept of "ethnic
minority" will be used more broadly than in the
Census. The Census, for example, provides data by
"race,” a term which will be replaced here by
"race/ethnicity.” Racial/ethnic minorities will be
referred to by the terminology used in the Census:
"Blacks,” "Persons of Hispanic Origin," "Asians or
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Pacific Islanders,” and "American Indians, Eskimos,
or Aleuts.” The Census also presents statistics on
"language spoken in the home" and on "ancestry” and
"country of origin" although it does not refer to people
in these groups as ethnically-identifiable entities. This
report, however, will refer to those with shared
primary language and shared nativity as having shared
"ethnicity." It is important to note, however, that the
above terminology is not necessarily. that preferred by
members of these groups and it is used here only as a
means of presenting Census data in a coherent form.
New England differs considerably from other
regions of the country in terms of both racial/ethnic
composition and primary non-English languages
spoken. There are fewer racial/ethnic minority
residents overall in the region (11.1%) than in the
general U.S. population (24.8%) and this under
representation is particularly apparent in the northern
three states (2.2%). The discrepancy is greatest for
Blacks (4.8% in New England, and 0.5% in Northern

. New .England compared to a national average of

12.1%) and it is least for Asians or Pacific Islanders
(1.8% in New England and 0.7% in Northern New
England compared to a national average of 2.9%). A
similar pattern is evident for Hispanic residents with
4.3% of New Englanders and 0.8% of Northern New
Englanders represented in this category (compared to a
nationwide representation of 9.0%). The pattern is
altered somewhat for persons self-identifying as
American Indians, Eskimos, or Aleuts. New England,

‘compared to the U.S., has a smaller percentage of

residents in this category (0.2% and 0.8%,
respectively); however, the average for Northern New
England (0.3%) exceeds that for New England as a
whole (0.2%).

Although. the percentage of non-English
primary language speakers:-in New England is the same
as that found nationwide (14 %), the non-English
languages spoken by most New Englanders are very
different than those spoken by Americans in other
regions of the country. The percentage of Spanish
speakers in New England as a whole (3.7%), for
example, is only half the national average (7.5%); and
the percentage of Spanish speakers in Northern New
England (0.7%) is drastically lower. The percentage
of New Englanders who speak French at home (2.9%),
on the other hand, is three and a half times the national
average (0.8%); this discrepancy is even more
pronounced in Northern New England, where 5.6% of
the population speaks French, seven times the national
average. The greatest difference, however, is between
the percentage of New Englanders (1.6%), particularly
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Southern New Englanders (2.1%), who speak
Portuguese as their primary language, compared to the
country-wide average for Portuguese speakers (0.2%).

These striking regional discrepancies in
primary non-English language spoken seem to be the
result of two major factors: 1) foreign-born residents
of New England are more than twice as likely (42%)
as their counterparts nationwide (20%) to have
emigrated from Europe; and 2) they are considerably
more likely (45%) than the national average for
foreign-born residents (31%) to have arrived in the
country prior to 1970. As a result, it is apparent that
these "older” languages (in terms of their prevalence in
the U.S.) have been retained within highly ethnically-
concentrated communities in New England. It should
also be noted that-the earlier average immigration year
of New England’s foreign-born residents suggests an
older population of non-English primary speakers and,
by extension, a group even more likely to need
disability-related information than might be the case for
people in other regions. C

The above factors produce a serious problem
in terms of the dissemination of information to New
Englanders with disabilities since funding for
multilingual/multicultural outreach has been targeted
primarily toward racial/ethnic minorities and toward
"new" immigrant groups. Excellent ADA
informational publications, for example, have been
produced by the U.S. Government and by The
Foundation on Employment & Disability, Inc., in
Arabic, Armenian, Cambodian (Mon-Khmer), Chinese
(Cantonese), Dine (Navajo), Hindi, Korean, Spanish,
Tagalog, Russian, and Vietnamese, which, in
combination, can potentially meet the needs of 69% of
the non-English primary speakers in the U.S., but only
37% of all New Englanders and a mere 14 % of their
Northern New England counterparts. Since New
England has a large number of people for whom
printed information in their primary language is not
available, it is crucial that concerted efforts be made
regionally to address the needs of non-English-speaking
ethnic minority persons as well as the needs of those
from racial/ethnic minority groups.

There is some obvious overlap between
racial/ethnic group membership and primary language.
For example, many of those who are categorized as
Spanish speakers in the 1990 Census are also included
as "Persons of Hispanic Origin." In other instances,
there is strong overlap between language spoken in the

. home (e.g., Chinese) and a subdivision of one of the

racial/ethnic minority groups (e.g., Chinese people
who are included among "Asians or Pacific Islanders”



in the Census). In some cases, however, indication of
a non-English primary language (e.g., Italian) is.

associated with "majority" race/ethnicity categorization

(i.e., "White"); and, in others, minority race/ethnicity
categorization (e.g., "Black") is related predominantly
to majority language (i.e., English). Finally, there are
instances in which a non-English primary language
(e.g., French) may be associated either with the
"majority" race/ethnicity. (e.g., French-Canadian-
Americans, who are usually "White") or with a
minority race/ethnicity (e.g., Creole-speakmg ‘Haitians,
who are likely to be "Black").

Because of these factors it is 1mportant that
outreach efforts encompass the provision of
information through ethnic community networks as

"well as racial/ethnic community networks and through
non-English language resources; and that outreach
strategies are designed to address reglonal as well as
national needs. :

(For further information, contact: Elaine
Makas, Lewiston-Auburn College of the University of
Southern Maine,. 51-55 Westminster Street, Lewiston,
ME 04240; phone (home): 207/784-5726; FAX
(work): 207/784-5943) .

Strategies for Working with
Culturally-Diverse Populations -

Paula Sotnik
Institute for Community Inclusion

Dramatic changes in our nation’s
demographics, reflecting a rapid growth of individuals
~from diverse backgrounds, warrants culturally-
responsive service delivery to individuals with
disabilities from minority backgrounds. This article
will address the need for disability-related service
providers to gain information that can assmt in servmg
underserved populations, '
Although various strategies have been
developed and used to serve individuals with
disabilities, these procedures are often designed by and
thus representative of the "mainstream" cuiture. For
many reasons (e.g., language, jargon, and values),
"traditional" tools and methodology are not culturally
responsive creating an "Anglo-American wall" so that
minorities cannot be fully included in disability service
systems. Given the lack of input by minorities with
disabilities in the design of services, the absence of:
information on this population’s needs and resulting
under utilization of services is not surprising. -
The following sections outlining service - -

delivery strategies are "best practices” and have been
used successfully by human service providers.” Some
techniques can be generalized to different populations,
but only after a thoughtful examination of the specific
population being served.

The key to success is a pamcnpatory process
in which culturally-diverse individuals are active’
players in the design and conduct of all phases of
service delivery. Members of culturally-diverse
populations should be a dominant force in designing
the most effective implementation strategies to serve
people and in learning to be empowered change agents
within their communities for people with disabilities.

Initial steps should focus on determining a" -
demographic, cultural profile of the geographical area
to be served. This profile should include specific
information, e.g., religious adherence, among
culturally-diverse population pockets in specific
geographic locations.

‘Project strategies are most readily accepted if
delivered with the approval and cooperation of
respected community "gatekeepers.”

Informal "get-togethers” that are open to
people both with and without disabilities acknowledge
the importance of both family and community and help
reach people who might otherwise stay away and
remain outside of the human service information loop.

Individuals may be more receptive to the
introduction of a new concept if it is marketed as a
service to the entire community, e.g., through senior
citizen groups or parent support groups, not just for
those who are members of traditional disability groups.
Within these groups, individuals may have a disability,
have a family ‘member who has: a disability, or know
somebody with a disability.

Conducting planning meetings and
presentations in conjunction with an established and
familiar community event can be an effective strategy
for attracting members of the culturally-diverse
population who are unfamiliar with human services. *

Pre-service assessment can be conducted, with
the assistance of the community representative, to
ascertain disability and cultural accommodation
information.

Modifications should be made to replace
“jargon" and simplify/clarify the language for purposes
of translation.

Outreach materials should be culturally and
linguistically appropriate. . Material translation is an
involved process, particularly with culturally-diverse

“languages. - Human service terms, particularly those

referring to sensitive topics such as disability,



oftentimes cannot be translated. One effective method
to translate materials can be to recruit a bilingual
individual who is familiar with both culturally-diverse
and Anglo-American linguistics.

Differences between Anglo-American
language and other languages are more extensive than
just the spoken or written word or symbol. Diverse
cultures hold different values and non-verbal

communication patterns that are not inherent in the
~ Anglo-American language.

Materials should be modified to be flexible so
that they may be presented in alternative formats
depending on the needs of the group. A group may
include people who do not read or write, or who read
or write with difficulty. Also, visual aspects, e.g.,
color-and artwork of materials, should be examined to
ensure adherence to culturally-diverse folk beliefs.

Case study formats can be used successfully to
present information on disability services and materials
to culturally-diverse groups. Case studies can focus on
valued cultural aspects such as portraying the entire
family as well as present information within a
framework of specific advice and practical solutions.

Effective strategies can include the
development of a variety of presentation styles from
formal to decidedly informal. Developing a personal
rapport with participants prior to getting down to the
" business at hand is one example.

' Efforts can be made to meet the needs of the
group in terms of time and location of the presentation.
Meetings can be offered in the evening and on

- weekends, in a community agency setting or in
someone’s home, if requested. ,

Service providers. should participate in any
social activity following a presentation if invited. This
mutual exchange is instrumental in forming a "bond"
that will continue after the initial introduction. It is
imperative that staft honor an invitation in some,
fashion.

- Various modes of culturally-diverse media can
be used for material dissemination activities, e.g.,
culturally-diverse language TV and radio programs and
' mmonty and disability newspapers.
"When mailing is chosen as a vehicle for

dissemination efforts, mailing lists can include agencies

that serve the culturally-diverse communities, e.g.,
English as a Second Language Programs, shelters, and
family service providers.

There is a great need for the full and active
involvement of culturally-diverse individuals and their
. families to address issues together with disability-
-related professionals. By doing so throughout the
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. project .development,

' federal grant procuremnent.

development and implementation of service delivery,
the "anticultural wall" may begin to disintegrate in a
truly individualized consumer-responsive process. The
governing design principle integrated throughout a
project’s activities should be a participatory process
that includes culturally-diverse individuals with
disabilities, their families, and minority and disability
service providers as equal partners in all phases of

By ensuring the empowerment
and equal participation of the target population,
solutions to these obstacles and this communication gap
can be addressed.

To fully ensure equitable service provision,
disability-related professionals need to conceptually
move beyond providing services to and actualize
providing services with culturally-diverse populations.
"Capacity-building" or working through local,
community-based organizations can help to ensure that
relevant cultural beliefs and behaviors can be

~ appropriately addressed while people from diverse

cultures are supported to empower, train, and advocate
for themselves. Disability-related professionals should
be committed to the dissemination of information and
provision of services by diverse cultural communities,
by bilingual and bicultural individuals to increase
access to needed and culturally-responsive programs
and services for people with disabilities. Unlike most
traditional Anglo-American human service agencies,
multicultural organizations have access to existing
outreach networks and do not represent a super-
imposition of mainstream, Anglo values over non-
dominant cultural traditions. This strategy also ensures
the inclusion of those culturally-diverse individuals
who may not choose to associate with traditional
human service systems, e. g., vocational rehabilitation

agencies.

Diverse cultural multi-service centers can be
assisted to become self-sufficient in providing services
to people with disabilities. This can be accomplished
by collahorating with diverse cultural organizations to
plan and apply for state and federal funds to
cooperatively provide services. "Traditional”
disability-related service providers can also assist
multiservice centers to apply for grants and provide
"seed money" and technical assistance, if and as
needed, to collaborating agencies through state and
Human service agencies
can continue to provide technical assistance in areas
such as procuring further funding and updating
disability-related resource information to build
expertise within these centers. ‘

In summary, as generations of individuals
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from diverse cultures make their home in this country,
human service providers need to consider on-going
self-evaluation, planning, and collaborative strategies to
ensure inclusive services. Policies,. outreach, and
service delivery strategies are never stagnant. They
should be fluid and updated depending on every
individual’s needs.

(For further information, contact: Paula
Sotnik, Research -Associate, Institute for Community -
Inclusion, UAP, Children’s Hospital, 300 Longwood
Avenue, Boston, MA 02115.)

RESNA Forum on Human Diversity: -
Questions from Participants

Paula Sotnik
Seaside Education Associates

1. Is there any research or what are the
author’s opinions on how information about one culture
may apply to other minority populations or other
diversity needs?

Although there are general smularmes
between some cultures, e. g., family and
interdependence are valued in Latino and Portuguese
cultures as well as in other diverse cultures, there are
specific cultural nuances that deserve differentiation in.
service delivery. Outreach and service delivery
strategies should be based on several individualized
factors implemented by projects serving specific
culturally-diverse communities: (a) a demographic
profile of culturally-diverse communities in a service
region; (b) on-going relationships with people from
those cultures; and (c) the collaborative development of
strategies based on the above two factors, making
mistakes, learning from them, and trying alternative
- methods. : :
The most effective way to provide culturally-
responsive services is to individualize strategies bhased
on specific cultures and geographical locations rather
than apply information to other minority needs or
diverse cultures.

2. Is there any information available on efforts
to recruit members of diverse populations for training
in social service delivery? Often RFPs contain special
consideration of minority populations, usually African-
American; however, little is available for other
minority populations.

Better representation of people from diverse
cultures in the human service professions is needed to
most effectively provide culturally-responsive service
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‘presented as valued options.

.conferences.

delivery. Young adults can better appreciate a
profession in human services if these careers are
Human service agencies
can employ methods such as hosting a career day for
high school and college students. Human service
providers can also collaborate with high schools and
colleges to institute internships as part of a course and
attend special human service events, e.g., seminars and
.Additionally,. providers should consider -
exhibiting at professional job fairs alongside major
corporations and for-profit businesses. By
implementing such stratégies young adults are more
likely to perceive a career in human services as
positive and valuable to their communities.

Currently, federal funding agents, e.g., the
National Institute on Disability and Rehabilitation -
Research and the Rehabilitation Services
Administration,-place great importance on proposals
that include diverse minorities in all phases of grant
and project development. Potential grantees can
exercise great latitude in developing projects that
actively include individuals from diverse cultures as
equal participants in programmatic implementation.
Some recommendations are:

(a) meeting with representatives from diverse
cultures during grant development to ascertain effective
methods of service delivery, outreach, and the
recruitment and training of individuals.

(b) implementing a "training-of-trainers"
program for staff in multicultural agencies to serve as
resource persons for their communities. "Capacity-
building” or working through local, community-based
organizations can help to ensure that relevant cultural
beliefs and behaviors will be appropriately addressed

- while people from diverse cultures are supported to

empower, train, and advocate for themselves. This
strategy ensures the inclusion of those culturally-
diverse individuals who may not choose to associate
with traditional human service systems.

(c) diverse cultural multi-service centers can

~ be assisted to become self-sufficient in providing

services to people with disabilities. This can be
accomplished by assisting multiservice centers to apply
for grants and by providing "seed money" and

- technical assistance, if and as needed, to collaborating

agencies through state and federal grant procurement.
3. What are the major obstacles affecting
service delivery to individuals with disabilities from
diverse cultures?
Major obstacles are created by lack of contact
with and understanding of individuals from diverse
cultures and the resulting imposition of mainstream,


http:Associat.es

Anglo values over non-dominant cultural traditions.
This imposition will pervade all phases of program
development and delivery including grant design,
outreach, service methods, communication, board of
director and stafﬁng patterns, and program evaluatlve
procedures. -
4. To what extent do the cultures of other
countries serve as a barrier-in service delivery? How
would culture affect an intervention program?

Barriers are created when individuals from
diverse cultures are expected to participate in service
delivery methods provided by an agency which totally
adheres to values prescribed by a single *culture, e.g.,
Anglo-American. Although these methods may be

" responsive to individuals who are Anglo-American,
.they may be adverse to individuals from other cultures.
Thus, diverse cultures in themselves do not create
barriers, but the expectation that all people can be
served in the same way does.

5. We are located in a rural state with a low

. percentage of minorities. How can we locate
culturally-diverse consumers in our state? Over the
last five years multiservice agencies, churches, and
health care services have not identified or referred any
culturally-diverse consumers to our project.

Each state has a federally-funded Office of
Refugee Reseitlement, which maintains demographic
data on and supports groups and organizations
representing culturally-diverse populations. This
agency can be an excellent source of information and
can act as a liaison between human service agencies
and these populations. :

There are major service and cominunication
gaps between those agencies that serve individuals
from diverse cultural groups, e.g., multiservice
agencies, and disability-related service providers.
Multicultural agencies oftentimes do not have resources
or information to specxtlcally serve md1v1duals wnh
disabilities.

Only one percent of the consumers served by
disability-related services represent members of diverse
cultural groups due to lack of outreach to these groups,
lack of bilingual and bicultural staff, and a lack of
cultural sensitivity training for provider staff.

Involving representatives of culturally-diverse
communities can contribute in a variety of ways to
opehning the door to effective service delivery.
Specialized services may be viewed negatively by
culturally-diverse individuals, particularly if the service
delivery methods are incongruent with this population’s
value orientation. If agency services are culturally
responsive to the needs of the target population, then
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use of those services will be increased. One of the
initial stéps an organization can undertake toward this
goal is the invitation of culturally-diverse community
representatives to participate in policy-making
positions, e.g., serving on a human service agency s
board of directors.

Agencies should also consider forming Project
Advisory Committees (PACs) whose members serve as

. .volunteers .for a specific project within an agency.

Although a PAC functions similarly to a board of
directors; they are able to focus on specific '
programmatic components, e.g., reviewing outreach
materials, rather than general agency policy. PAC
members can also lend credibility to project activities
with the target populations. The Project Advisory
Committee can be recruited from initial contacts with
established culturally-diverse community institutions
and leaders.

Human service providers’ participation in the

‘target population’s community organizations and events

is another effective way to increase understanding of
the culture, lend expertise to community institutions,
and create a mutual relationship conducive to
culturally-responsive service delivery. Involvement in
multicultural and ethnic organizations as board or
advisory members and celebrating holidays and
religious traditions are some suggested methods, e.g.,
temple blessings, cultural festivals, job sharing with
staff from cultural agencies, and participating in social
activities. Anglo-American human service providers-
and diverse cultural organizations each have a
particular set of skills to share with each other and a
mutually collaborative relatlonshlp can be beneﬁcml to
both entities.

(For further mformat10n contact Paula Sotnik,
Research Associate, Institute for Community Inclusion,
UAP, Children’s Hospital, 300 Longwood Avenue,
Boston, MA 02115.) .

#

Family Strengths and Building
Resilient Families Programs

Parent ;’Advocacy Coalition for Educational Rights

The Parent Advocacy Coalition for
Educational Rights (the PACER Center) is a statewide
nonprofit organization that serves families of children
and adults with disabilities.. PACER works through
the coalition efforts of families representing 20
disability organizations. Established in 1977 and
staffed primarily by parents of youth with disabilities



and by persons with disabilities, PACER carries out
the philosophy of "Parents Helping Parents” through
workshops, individual assistance, and written
information. Throughout Minnesota, PACER’s
services reach families of children and adults with all
disabilities: physical, mental, learning, and emotional.
Included among the goals of PACER is outreach to
ethnic minority persons within the region through the
Center’s. Family Strengths and Building Resxhent
Families programs.

The Family Strengths Program was developed
with funding from a three-year grant by the Minnesota
Children’s Trust Fund. The purpose of this program
is to identify and build on the strengths found in each
family. Its particular focus is on families who have a
member with a disability or families which are
considered non-traditional, such as single parent,
adoptive, step, foster, or extended families. The
parent handbook, which is one component of the

.program, has been translated into Hmong and Spanish.

After the first grant was completed the Center
expanded its efforts by designing a "Community
Blueprint for Building Resilient Families" based on the
understanding that, in order to identify family
strengths, the focus must be on the family within the
family’s community. This program was conceived to
develop Family Strengths materials that are culturally-
specific for the Hmong and Latino communities. Also
funded by a three-year grant (starting October 1, 1995)

.from the Children’s Trust Fund, the Building:Resilient
Families program has been met with enthusmsm by the
Hmong and Latino communities. :

The program has four components:

1. To create the messages of Family Strengths
for families who speak Hmong and Spanish. The
messages of Family Strengths help children develop a
strong positive image of themselves and their families.
These concepts will be adapted to be consistent with
the beliefs, values, and cultures of Hmong and
Hispanic/Latino families. The program will then
create two puppet shows which will be performed
using culturally-specific puppets speaking the native
languages. The puppet shows, targeting families with
children ages birth through five years, will be
presented at community celebrations, in child care and
school settings, and in other sites as requested.

. 2. To create two new parent handbooks in
Spanish and Hmong with English translations..
Representatives will be sought from Hispanic/Latino
and Hmong communities to supervise the development
of these tools. The handbooks will include parenting
tips and resources for parents and will be distributed at

festivals or other occasions where puppet shows will be
performed. They will also be available for purchase.
3. A training manual, Community Blueprint
for Building Resilient Families, will be developed
stressing cross-cultural competency among
professionals. The manual will also focus on
identifying and enhancing natural supports within
families and communities. The manual will have three

.sections: (a) The first section will focus on

strengthening parenting skills, utilizing a parent-
professional partnership approach. (b) The second
section will focus on families with children who
present unique challenges in parenting. This section
will suggest specific behavioral interventions, how to
set realistic expectations for a child, and how to access
support and resources including other parents who
have addressed similar issues. (c) The third section
will present a model for a community-wide celebration
of families. The manual will outline strategies for
engaging families in an effective way to obtain
parenting information, connect with local resources,
and enjoy a fun day with their children.

-4. A community-based training for the ]
Community Blueprint for Building Resilient- Families
will then be piloted. Utilizing the new manual the
training will provide an opportunity for community
members to consider how they might integrate the
manual’s approaches within their community and to
initiate their own community- w1de celebrations of
families.

- (For further information, contact: Parent
Advocacy Coalition for Educational Rights (PACER
Center), 4826 Chicago Avenue South, Minneapolis,
MN 55417-1098; phone (voice/TTY): 612/827-2966;

FAX: 612/827-3065.)

Enhancing Successful School and Career
- Transitions for Deaf Individuals
from Racial/Ethnic Backgrounds

Glenn B. Andersoﬁ, Ph.D. '
Susan McGee, M.S.
University of Arkansas

The University of Arkansas Rehabilitation
Research and Training Center for Persons who are
Deaf or Hard of Hearing conducts research, training,
and dissemination designed to enhance the
employability of persons who are deaf or hard of
hearing. The Center’s research activities focus on



three core components of employability: career
preparation, entry and placement, and advancement.
Within these three core components, research is .
designed to address specific aspects of employability
such as enhancing school and career transitions of deaf
individuals from diverse racial/ethnic backgrounds.
While the final products are scheduled for completion
during Fall 1996, brief summaries of research in
progress and a listing of recently completed .
publications that focus on this target group are
provided below.

‘Research in Progress

School to Community 'Transition Experiences
of Deaf or Hard of Hearing Individuals Who Are

Members of Racial/Ethnic Minoritv Groups. The
transition from school to postsecondary training.and/or

employment often presents unique challenges for deaf

or hard of hearing members of racial/ethnic minority
groups. Empirical data is needed in the professional
literature about the barriers or successes these
individuals have experienced pursuing their post high
school aspirations. The project involved interviews

and follow-up contacts with a national sample of deaf -

or hard of hearing high school seniors.

Among the issues addressed were the
following: What were their post high school goals?
After completing high school, did they engage in or
pursue the post high school activity they indicated as
their goal? What were their perceptions about their-
post high school transition experiences? The results
will be reported as part of a national action-plan,
described below, on enhancing the education and

rehabilitation of deaf and hard of hearing members of

racial/ethnic minority groups. .
National Agenda for Enhancing the
Rehabilitation of Deaf and Hard of Hearing Members

of Racial/Ethnic Minority Groups. There is little
evidence in the professional literature documenting

successful education and rehabilitation service delivery
outcomes with a significant segment of deaf or hard of
hearing constituents - those who are members of
racial/ethnic minority groups. Needed is a broadly
supported national agenda or action plan to help
advocate for more effective and responsive :
programmatic-and funding initiatives at. the national,
state, and local levels. This project is being conducted
in two phases. : ‘ ‘
Phase One involved a series of focus group
meetings with consumers who are members of
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racial/ethnic minority groups, their parents, and
education and rehabilitation professionals. The areas
of focus included issues in K-12 education, access to

- postsecondary education and employment, and issues

related to empowerment and advocacy.

‘Phase Two is a national survey of minority
persons employed in professional and technical jobs.
Data are being collected on two key target groups: 1)
minority deaf or hard of hearing persons employed in
professional or technical jobs and 2) minority hearing
professionals serving persons who are deaf or hard of
hearing. Among the issues addressed by the study are:
What factors contributed to their success in completing
postsecondary education? What factors influenced
their job and career choices? What factors contributed
to their successful entry into and advancement in their
jobs? :

.. Publications o
" Anderson, G.B. (1993). A new agenda for
deafness rehabilitation: Embracing multicultural
diversity. Journal of the American Deafness and
Rehabilitation Association, 27(3), 27-32.

Anderson, G.B., & Grace, C.A. (1991). The
black deaf adolescent: A diverse and underserved
population. In O.P. Cohen & G. Long (Eds.),
Selected issues in adolescence and deafness, The Volta
Review, 93(5), 73-86. .

Anderson, G.B., & Watson; D. (Eds.) (1993).
The black deaf experience: Excellence and equity.
Little Rock, AR: University of Arkansas
Rehabilitation Research and Training Center for
Persons who are Deaf or Hard of Hearing. (141
pages) <
. Anderson, G.B., & Watson, D. (Eds.).
(1995). Partnerships 2000: - Achieving a barrier-free
workplace. Little Rock, AR: University of Arkansas
Rehabilitation Research and Training Center for
Persons who are Deaf or Hard of Hearing. (146
pages) o

Redding,-R., & Anderson, G.B. (1994).

Does full inclusion offer an Rx for enhancing the
education of minority deaf students? American Annals
of the Deaf, 139(2), 169-171. ,

(For further information, contact: RTC for
Persons who are Deaf or Hard of Hearing, 4601 West
Markham St., Little Rock, AR 72205; phone
(voice/TTY): 501/686-9651; FAX: 501/686-9698.)



Rehabilitation Cultural Diversity Initiative (RCDI)
Internship/Mentoring Outreach Program

Wai-Mui Amelia Ong, M.S., C.R.C.
Bobbie J. Atkins, Ph.D., C.R.C.
San Diego State University - Interwork Institute

One of the main goals of the Rehablhtatlon
Cultural Diversity Initiative (RCDI) is to.expand career
development of individuals representing cultural
diversity in rehabilitation. In discussions with
rehabilitation professionals and students, it was found
that career choice often comes as a result of
experiences obtained during high school or early
college years. Rehabilitation is a profession in which
~ many people lack information, especially those from
- culturally-diverse backgrounds. A Rehabilitation
Internship/Mentoring Outreach Program was developed
by Region VII RCDI under the leadership of Dr.

Rich Presberry to help effect this reality. This -
program exposes persons from ethnic minority

~ backgrounds to the rehabilitation field early in their
career development. The Summer Internship Program
was piloted in 1994 by Regions VII. and V with
extremely positive feedback from all the participants.
Subsequently, the program was expanded to other _
regions in 1995,

The RCDI Internship/Mentoring Program is a
collaborative effort of the Regional Rehabilitation
Continuing Education Programs (RRCEPs) and
rehabilitation agencies. It is intended to encourage
high school juniors and seniors as well as college
freshman from diverse backgrounds to select
rehabilitation as their career field. It also provides an
additional resource for colleges and universities
seeking to recruit students into their academic
programs. The internship can be for summer only or
through the semester work-study program. The
targeted populations for the program are students
enrolled in two-year and four-year v
~ colleges/universities. Efforts are made to include

- participants who fit into either of two categories: (a)
students who have disabilities, and (b) students from
one of the targeted racial/ethnic groups identified in
Section 21 of the 1992 Amendments to the.
Rehabilitation Act.

o Rationale :

Increases in the number of rehabilitation
professionals representing diverse cultures are essential
given the increasing number of persons being served
by rehabilitation agencies and the continuing concerns
about the equity of services provided to persons from

26

culturally-diverse backgrounds. More familiarity with
the field of rehabilitation is necessary if persons from
diverse cultures are to see rehabilitation as a viable
career choice. ,
Program Sites

The sites for the RCDI Internship/Mentoring
Outreach Program are usually State Vocational
Rehabilitation Agencies, Centers for Independent
Living, Community Rehabilitation Programs, and other
rehabilitation entities. These sites will afford the
participants the opportunity to have direct consumer
contact and to work with a counselor, caseworker,
teacher/trainer, direct staff, etc. Agencies must
designate a mentor/supervisor to work with the student
intern. Weekly one-hour supervision sessions should
be scheduled and-included as part of the student’s work
activities. Students are recruited from Historically
Black Colleges and Universities and other institutions
of higher education with 50% or more minority.
enrollment, if available. . Participants will be expected
to maintain the highest standards of ethical practice and
confidentiality at the work site. .

-Significant Outcomes
(Participant Feedback)

Students o ~

-- Becoming familiar with the vocational

rehabilitation process, disability issues, and the ADA
. -~ Learning to assess consumer’s needs and
formulate a plan of action based on consumer strengths
’ -- Becoming familiar with social service

agencies, . treatment centers, and medical resources

-- Paid internship
Mentors/Supervisors :

-- Invigorating to have young enthusiastic
people come into the agencies -

-- Being energized with new ideas and
perspectives from the interns »

-- Increasing outreach to minority communities
and understanding cultural issues '

At the conclusion of the program, a wrap-up
conference is recommended for bringing all
participants together. The interaction of the interns,
mentors, and supervisors is valuable. In addition to
having the opportunity to network with: cohorts, the
participants are able to discuss issues regarding
diversity in their areas and to formulate strategies.for
resolution. All who have participated in the RCDI
Internship Program commented that it was an excellent
learning experience. Often the internships extended

_ beyond the initial phase as the agencies realized the
" valuable contributions of the interns.

As Dr. Presberry reported, the most. important



aspect of the Internship Program is the fact that VR
staff learned as much from the interns about diversity
as the interns learned from the state agencies and
consumers about rehabilitation. It is important to
understand that the Internship/Mentoring Outreach
Program is a successful preliminary strategy to get.
persons from culturally-diverse backgrounds into the
field. The gains that are made in this type of project
will not be realized overnight. A dedicated
commitment from rehabilitation professionals, -
administrators, educators, students, and the federal
government to bring diversity as an asset into the field
of rehabilitation is vital. Overall, this outreach
approach is productive and cost-effective.

(For further information, contact:
Rehabilitation Cultural Diversity Initiative (RCDI), San
Diego State University, RCEP - Region IX, 5850
Hardy Avenue, Suite 112, San Diego, CA 92182;
phone: 619/594-5700; FAX: 619/594-4208.)

Choosing the Multicultural Counselor

Luis O. Mas o
The Rehabilitation Group, Anaheim, CA
" Martin G. Brodwin
California State University, Los Angeles

Many professionals believe that minority
_ clients are best served by counselors from the same
minority backgrounds. Neimeyer & Fukuyama (1984)

postulated that this concept is based on the premise that

counselor insensitivity to differing viewpoints produces
-a barrier to effective counseling. A different approach
to this dilemma is to look at the type of multicultural
education the counselor received in an educational
curriculum and his or her understanding of individuals
from varied cultural backgrounds. _

As we look ahead to the next century, it is
clear that a new American culture has emerged. This
is a culture where diversity and pluralism stand as
hallmarks of our society. Counselors need to be
competent with multicultural clients. They must
acquire expertise, sensitivity to human diversity, and
the skills to develop these talents within the context of
cultural realities (Lee, 1995). For referral sources
who look to maximize the counseling outcome,
choosing means asking for the person with the
multicultural education, experience, and resources and
not for his or her ethnic background. '

Sue (1990), in a discussion of multicultural
counseling, wrote that counselors who hold world
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- more cultures.

views different from their clients and who are unaware
of the basis for these differences are most likely to
attribute negative traits to their clients. Sue defined
world view as how a person perceives his or her
relationship to the world. Therefore, educating the
counselor in multicultural issues could serve as a
cornerstone to defining or redefining the counselor’s
individual "world view" to include understanding
cultural differences that may be present in the
counseling relationship.

Certain essential aspects should be considered
when choosing an effective counselor. These include:

1. Does the counselor understand apprecxate
and respect cultural diversity?

2. Has the counselor developed an effective
and appropriate belief system to intervene effectively in

. multicultural situations?

~ 3. Does the counselor have the professional
preparation, including courses in multiculturalism, as
well as familiarity with literature on multicultural
counseling and professional publications that focus on
cultural diversity and lifespan issues? (Baruth &
Manning, 1991, p. 56)

Programs in rehabilitation counsellng at many
colleges and universities require courses in
multicultural counseling. Programs that plan for
appropriate interventions consider individual
differences in cultural traditions, customs, and value
perspectives (Pederson, 1978). According to Pederson
and Ivey (1993), each of us-belongs to a thousand or
Any one of these can be salient,
depending on the situation. These cultures are
considered teachers and providers of meaning in all of
our lives. Viewed from this perspective, all counselors
and clients are culturally diverse. Therefore, whether
a client is from the same cultural minority as a
counselor is less important.than a counselor’s
awareness, knowledge, and skill in effectively
addressing multicultural issues. Without this type of
educational experience, cultural misunderstandings will
continue to occur and to impede progress in counseling
relationships (Havranek & Brodwin, 1994).

Carl Rogers (1961) described an acceptance
model specifying that the more one can accept a
person’s behavior, the better emotional growth and

+ development will be. He recommended both

modifying the environment and modifying oneself.
Conversely, if making a change toward acceptance is a
goal for more effective counseling, the type of training

- the counselor receives in ethnic issues,

multiculturalism, and race relations will be a
determinant of counselor effectiveness.



Another important aspect in the search for the
. multicultural counselor centers on the amount of
resources the counselor has collected and has at his or’
her disposal for planning purposes. Draguns (1989)
proposed several resources when planning for
counseling a multicultural population. These include:
(a) research-based findings on the cross cultural
counseling process; (b) published accounts of personal
experiences by other multicultural counselors; (c)
personally transmitted accounts; (d) the counselor’s
own experiences with culturally-different clients; and
(e) thé counselor’s professional, cultural, and personal
sensitivity. v

The counselor who can develop and use
research-based information, accounts by other
counselors, personal accounts, and sensitivity may be
in the best position to counsel individuals from any
ethnic group, no matter his or her own cultural
background.

o Brodwin, Hong, & Soriano (1992) noted the
importance for human service professionals to be fully
aware of obstacles faced by ethnic minority clients.
Counselors need to be aware of the services available
-to minorities living in the inner city as well as the
bilingual services available to those who have not yet
acquired sufficient English proficiency. These issues
must be resolved through knowledge of resources in

the area available to the client. If the counselor cannot
" provide the appropriate resources, the chance for a
successful rehabilitation outcome will be limited.

Counselors need to develop expertise in
working with clients from multicultural backgrounds.
This includes sensitivity, a strong knowledge base,
proper resources, ‘positive attitudes, and a willingness
to accept -cultural traditions that are different from
one’s own.
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The Native American Research and Training Center
R.S. Young, Ph.D.

Overview: - Brief History of the Native
American Research and Training Center
. The Native American Research and Training

Center (NARTC) at the University of Arizona was
officially recognized and established by the University
of Arizona Board of Regents in 1984. The primary
mission of the Center is to conduct research and
training projects that help improve the quality of life of
Native Americans with chronic diseases and disabilities
within a context that emphasizes culturally-sensitive
and culturally-appropriate methodologies. The focus
of the Center’s activities since its establishment has
been (1) to recognize and respond to the need for
comprehensive approaches to research, training, and
the development of culturally-relevant s
preventive/restorative/vocational programs in the field
of Native American disability and rehabilitation, and
(2) to recognize historical experience and culture
change as significant variables in the development of

* rehabilitation programs for American Indians who have

disabilities. _ : :



Some Current NARTC Projects
Strategies in Substance Abuse Intervention:
Achieving Successful VR Closure. This project; which
is being conducted at tribal and VR facilities in
Oregon, provides an aftercare empowerment program
to clients with a history of substance abuse to prepare
them for rehabilitation through the Salem and Portland
RSA/VR system. There are three phases to this
program: Phase 1 is the implementation of an
aftercare program based on the self-empowerment -
program developed by Paul Skinner at NARTC. Phase
2 is participation of the clients in the VR process after
completion of the empowerment program. Phase 3 is
implementation of a teachers program that will enable
the tribes and the VR agencies in Portland and Salem
to maintain the program after cessation of funding.
This project has been such an outstanding
success that a number of Indian alcohol rehabilitation
programs in Oregon have asked to participate. Results
will be reported in the May 1996 issue of the NARTC
. Newsletter and at several key conferences during 1996.
A paper is also being prepared for publication in a
refereed journal.
Exemplary Elements in Rehabilitation Services
for Native Americans with Disabilities. The purpose .
of this project is (1) to identify VR programs nationally
that successfully provide services to Native American
‘clients, and (2) to determine those program elements
that contribute to the success of these VR programs.
Project personnel have received information from 65
- agencies and have made site visits to eight agencies.
Results have both supported and contradicted
rehabilitation studies in this area. Two publications
detailing these results are currently in preparation.
Rehabilitation Qutcomes and a Case
Management Model. The purpose of this project is
(Phase 1) to assess delivery of rehabilitation services to
Native Americans with severe disabilities (spinal cord
injuries, traumatic brain injuries, and amputations)
living in rural, isolated reservation areas and (Phase 2)
to implement a case management model utilizing a

Community Disability Coordinator in order to improve

delivery of rehabilitation services to this population.
Results of this research are currently being analyzed.

- Cultural Aspects of Vocational Rehabilitation
- for American Indians both On and Off Reservations.
The purpose of this project is to identify the vocational
and other training needs of Indians with disabilities and
- to meet these needs through training workshops
developed for Indians with disabilities, service delivery
personnel, and professional and paraprofessional staff
in-the field of rehabilitation. At least three workshops
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. Arizona.

are held annually throughout the U.S.

- Vocational Rehabilitation for American
Indians Using the Native American Technician
Program. The purpose of this project is to develop a
Native American Technician (NAT) program in
Florida, New Mexico, Oregon, and Arizona. The
NAT serves as a liaison between the VR counseling
staff and VR clients in reservation communities,
providing culturally-sensitive input to the VR
counselors and helping to maintain contact with the
clients. Currently, NAT programs have been
successfully implemented in Florida, Oregon, and

Self-Empowerment Leadership Training
Toward Independent Living in American Indian -
Rehabilitation. The purpose of this project is to

empower American Indians with disabilities to
determine their needs towards achieving independent
living and to provide them with the resources that
enable them to acquire those services- for themselves.

National Conferences on Vocational
Rehabilitation Issues for Native Americans. This
project provides for national conferences to be held in
1995 and 1998 that will enable persons working in the
area of disability research and training programs of
relevance to Native Americans with disabilities to
present the results of their research and training
activities. _

The first of these two conferences was held
March 4-8, 1995, in Albuquerque, New Mexico.
Titled "National Native American Conferences on
Holistic Rehabilitation,” the conference theme was
holistic (mind, body, and spirit) approaches to meeting
the needs of Native Americans with disabilities. The
conference was attended by 309 individuals from 31
states and 44 different tribes and featured 35
workshops and panel discussion groups. The success
of the conference is attested to by the request from
participants to make this conference an annual effort.
The second conference will be held in the spring of
1998. o

Culture, Race. and Gender: Barriers to
Rehabilitation for American Indian Women with

Disabilities, This study will explore the sociocultural

barriers and circumstances that have an impact on the

. participation of American Indian women with

disabilities in rehabilitation programs and services.
The study population will be selected from an urban
community, a rural community, and an urban
community in close proximity to a reservation

community. :

Conference: Ble_nding the Mexican and



Native American Cultures through Collaboration
between the United States and Mexico for Individuals

with Disabilities and their Families. The purpose of
this project is to provide the opportunity for a core
group of leading experts and consumers/practitioners to
meet and discuss the continuing development of
collaborative programs, policies, and practices between
Mexico and the United States for native peoples with
disabilities and their families. The vehicle for
accomplishing this purpose is a "think tank"
symposium to be held during the early spring of 1996.
At this symposium four areas will be addressed:
Business and Employment, Families and Early
Childhood, Education, and Arts. For each area of
‘discussion, ‘one expert from the United States and one
from Mexico will present the key issues, practices, and
policies. A leading consumer/practitioner from each .
country will respond. For each area, a facilitator will
encourage discussion and the development of major
‘theme statements focused on the following questions:

. 1) What do we know? 2) What are the barriers and
issues? 3) What actions are needed? 4) What are the -
strategies for accomplishing the actions? 5) What are
the next steps for accomplishing the actions?

Threaded through the symposium will be an
emphasis on the shared cultures between Mexico and
the United States and how these cultures are
intertwined through their beliefs about individuals with
disabilities. : \

Native American Perceptions of Disabling

Conditions and Health Problems. Currently, NARTC
staff are funded by the National Institute of Child
Health and Development (NICHD).to conduct a three-
year study about how Native Americans define and"
care for a family member who has mental retardation
or a developmental disability (MR/DD). Specifically,
" this study is investigating how White Mountain Apache
families with MR/DD members adapt to their
offspring’s disability. Variables to be examined
include (1) degree of traditionality, (2) offspring’s
“degree of disability, (3) the family’s formal and
informal support systems, and (4) the degree of
interaction ‘with helping agencies (school, social
agencies, etc.). One of the proposed outcomes of this
comprehensive study is the development of a model
community program for Apache families with MR/DD
members based on the results of this research. ,
Children, Youth, and Families: Building on

Cultural Strengths of American Indians and Alaska
Native Communities. - Funded by the Maternal Child

Health Bureau (MCH), this invitation-only conference
was sponsored by the Center for Children with

30

Chronic Illness and Disability, University of
Minnesota; the National Center for Youth with
Disabilities, University of Minnesota; and NARTC.
The conference was attended by 30 scholars and

“experts in the field. The purpose of the conference

was to "increase the knowledge and understanding of
health care professionals, particularly MCH/CSHCN
leaders, regarding cultural and multicultural issues as
they impact youth with special health care needs.”
The goal of the conference was .to "improve the quality
of services and the cultural competence of health care’
professionals in the public and private sectors and
other service providers as they relate to youth and their
families from a variety of cultural backgrounds.”
‘Other NARTC Activities

Information about NARTC research and
training programs is disseminated by the production
and publication of monographs, workshops and
community meetings, articles in refereed journals,
books and chapters in books, workshops (including
workshop materials and training manuals),
presentations at conferences and symposia, videotape
and slide productions on topics relating to disability
and rehabilitation among Native Americans, articles in
newspapers, and interviews on radio and television. In
addition, NARTC maintains a library of published
materials in health and rehabilitation of Indian peoples
that is available to scholars and other interested parties.

Among the workshops and conferences
sponsored or co-sponsored by NARTC are the
following: The Zuni Wellness Project, a program to
implement- a culturally-acceptable diabetes prevention
program at the high school level; an annual one-week
summer camp for Indian youth who have, or who are
at risk for, Type II diabetes; conferences on diabetes in
native peoples in the U.S., Canada, the Pacific Basin,
Australia, and New Zealand to develop culturally-
acceptable rehabilitation model programs; a training
program which focuses on teaching research techniques
in cancer to minority health care providers interested in
conducting cancer research in their communities.

NARTC’s publications/productions include:
(Monographs) NIDDM and Indigenous Peoples: -
Proceedings of the Second International Conference on
Diabetes and Native Peoples; Disabled American
Indians: An Overview of the Etiology of Disability in
Alaska. Montana and Navajo; The Sociocultural
Aspects of Disability: A Survey of Disabled Adult
American Indians; American Indian Perspectives on
Disability; Contrasting Cancer Patterns in Two

"American Indian Tribes; (Available as a monograph or
~-on videotape) American Indian Concepts of Health and
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-and newsletters.

Unwéllness; (Videotapes) Living with Diabetes: A
Native American Perspective; Communicating with
Native American Patients; Culture and Disability. The
NARTC also publishes a newsletter semi-annually'
which is available free of charge.

Among upcoming NARTC sponsored/co--
sponsored conferences and workshops are: "Native
Americans with Disabilities Workshop," Tampa,
Florida, July 10-13, 1996; "NIDDM in Minority
Children,” Tucson, Arizona, December 6-7, 1996; and
"Cancer in Native American Women," Spring 1997.

(For further information, contact: NARTC,
1642 E. Helen Street, Tucson, AZ 85719; phone:
520/621-5560; e-mail: RSY@aurba.ccit.arizona.edu.)

The American Indian Rehabilitation
Research and Training Center

Overview

Since 1983 the American Indian Rehablhtatlon
Reséarch and Training Center (AIRRTC) has
conducted research and training to improve
rehabilitation services for American Indians with
disabilities. Collaborative working relationships are
established with state rehabilitation agencies, American
Indian (Section 130) vocational rehabilitation projects,

" tribal health and social service programs, and federal

services agencies such as the Indian Health Service and
the Bureau of Indian Affairs.

' The center addresses a broad range of issues
ranging from determining the needs of American
Indians with disabilities and improving the provision of
rehabilitation services to the development of labor

‘market analysis models identifying employment

opportunities for persons with disabilities residing on
reservations. Research and training is conducted at
various sites throughout the United States. The center
produces a variety of products such as research
reports, monographs, training curricula, video tapes,
Publications are offered in alternative
media for people with sensory disabilities.
Location

The American Indian Rehabilitation Research
and Training Center is housed at Northern Arizona
University, Institute for Human Development, Arizona
University Affiliated Program, Flagstaff, Arizona.
Funding for the center is provided by the National
Institute on Disability and Rehabilitation Research,
Office of Special Education and Rehabilitative -
Services, U.S. Department of Education, and Northern
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Arizona University.

Mission

The AIRRTC seeks to improve the quallty of
life for American Indians with disabilities through the
conduct of research and training that: 1) result in
culturally-appropriate and responsive rehabilitation
services, 2) facilitate American Indian access to
services, and 3) increase the participation of American
Indians in the design and delivery of rehabilitation
services.

Core Areas for Research and Training

The center has identified four content areas
around which current research and training projects are
identified and implemented:

1. Identify and facilitate effective and
culturally-appropriate rehabilitation services for
American Indians with disabilities.

2. Increase our knowledge and understanding
of high incidence and prevalence disabilities that affect
American Indians with disabilities.

3. Develop and implement strategies to
improve and maintain employment and independent
living for American Indians with disabilities. - ‘

~ 4. Promote and support the development of
qualified American Indian researchers and service
providers.
Publications

Included among the materials listed in the
AIRRTC’s 32-page catalogue are the following new
publications:

The Assessment of a Model for Determining
Community-Based Needs of American Indians with
Disabilities: Follow-up in Denver. Colorade (#RR-
35), 81 pp., $8.00.

The Development of the MIDS- AI/AN The
American Indian/Alaska Native Version of the
Modified Issues in Disability Scale, 40 pp., $7.00.

Resources for American Indian Rehabilitation
(#RM-1), 100 pp., $10.50.

-Independent Living Resource Manual for
American Indians and Alaska Natives with Severe .

 Disabilities (¥RM-2), 137 pp., $12.75.

Beyond Research Data and Demographics for
American Indians with Disabilities (#ST-50), 7 pp-,

$1.00.

Introduction; American Indians and Alaska
Natives (#ST-58), 6 pp., $0.75.

Native Americans and Assistive Technologx
(#ST-4), 7 pp., $1.00.

VR Independent Living Counselor Effects on

Independent Living Qutcomes for American Indians
with Disabilities (#ST-51), 1 p., $0.50.
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Introduction to Counseling American Indians
(#ST-60), 10 pp., $1.00.

Proposed Competencies for Counseling Native
Americans (#ST-62), 5 pp., $0.75. :

Vecinos y Rehabilitation: Assessing the
Needs and Resources of Indigenous People with
Disabilities in Mexico (#ST-52), 2 pp:, $0.50.

Career Development Assessment and
Intervention Strategies with American Indians (#ST-
64), 12 pp., $1.50.

, A National Survey of Indian Health Service
Employees and the Development of a Model Job
Training Demonstration Project: Identifying Work
Opportunities for American Indians and Alaska Natives
with Disabilities (#ST-53), 2 pp., $0.50.

Applications of Psychological Theories for
Career Development with Native Americans (#ST-65),
16 pp., $1,75.

.A Model Job Training Demonstration Project
for American Indians and Alaska Natives with
Disabilities (#ST-54), 8 pp., $1.00. , v

An "Outsider" as "Leader": Working with
Indigenous Communities to Meet the Needs of Indian
People with Disabilities (#ST-67), 7 pp., $1.00.

In addition, the AIRRTC publishes two
newsletters: American Indian Rehabilitation (twice
yearly) and Hotline (six times per year). Subscriptions
to both newsletters are free.

(For further information and/or a catalogue of
all available materials, contact: American Indian
Rehabilitation Research and Training Center, Northern
Arizona University, P.O. Box 5630, Flagstatf, AZ
86011-5630; phone (voice): 520/523-4791; TDD:
520/523-1695; FAX: 520/523-9127.)

Book Reviews

Bayne-Smith, Marcia (Ed.). Race, Gender
and Health. Thousand Oaks, CA: Sage Publications,
1996, 210 pages, $49.95 hardcover, $24.00 softcover.

Race, Gender, and Health is a landmark:
publication in women’s health. Although it does not
deal specifically with issues of disability, its
implications for women with disabilities are clear. The
work focuses on women of color - African American,
American Indian, Alaska Native, Asian/Pacific
Islander, and Latina women - and their access to
healthcare services. Women in these populations who
have disabilities will merely have to extrapolate from.
the data for their impact upon their primary, -
secondary, or tertiary healthcare.
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The book opens with a "Contextual Overview"
of health and women of color. The author. presents a
thorough and well-written review of the literature

- which provides the historical perspective as well as

cultural background for the reader. She describes
current as well as past healthcare resources and a
thorough summary of social programs and their impact
upon minority populations. Health insurance coverage,
economic constraints, and access to healthcare for
women of color are discussed in great detail and
supported by graphs, charts, and demographic
information.

Subsequent chapters focus on specific
populations of women of color: African American,
Latina, etc. Contributing authors discuss the
background of the specific population, cultural mores,
current healthcare problems unique to the population,
and access as well as utilization of healthcare
resources. Barriers to access are defined as well.
Each chapter concludes with a summarization of issues
and problems discussed within.

This is a very well-written book. As a
healthcare professional with a particular interest in
women and disability, I found the material helpful even
though the focus was not on disability, but on
healthcare in general for women of color. One can
readily transpose the concepts to include a minority
within a minority - women of color with disabilities,
who are at greater disadvantage due to physical and/or
mental problems in addition to their societal status
based on ethnicity. The bibliographic material and
references are current and will be helpful to anyone
interested in women’s healthcare.

Race. Gender, and Health answers many
questions, but raises many more. For example, how
can society address-gender-specific healthcare concerns
to the total population equally while still recognizing
and appreciating differences? How can women of
color (and disability) contribute their input to
healthcare delivery? Can education and information
enhance access and utilization? Many more questions
come to mind. This book is an excellent resource and
this reviewer recommends it without reservation. It
would be very valuable to those of us studying and
working with disabled populations if a similar work
were prepared and published that focused on gender,
health, and disability. :

(June Halper, MSN, RN, CS ANP,

‘Executive Director, Bernard W. Gimbel Multiple

Sclerosis Comprehensive Care Center at Holy Name
Hospital, Teaneck, NJ)


http:pp.,�$1.00

Brink, T.L. (Ed.). The Forgotten Aged: -
Ethnic. Psychiatric, and Societal Minorities. New
York, NY: Haworth Press, 1993, 116 pages, $29.95
hardcover.

This book is part of a Haworth Press project
to co-publish as books and special issues of journals
material that has interest to audiences beyond the
journals’ regular readerships. The Forgotten Aged:

Ethnic, Psvchiatric, -and Societal Minorities, which was . . .

published simultaneously as a special theme issue of
Clinical Gerontologist (Vol.14, No.1), well meets the
project’s criterion and purpose.

T.L. Brink, a psychological gerontologlst
contributes a short editor’s introduction to each
chapter. Every chapter includes at least a basic
literature review, incorporates case material or other
research data, and considers practice applications. All
chapters are very readable and fully referenced. The
editor provides a brief general introduction and -
appends a short computer-generated index. All in all,
the volume has more coherence than many such
collections. At the same time, each contribution stands
alone and can be read independently. '

The "forgotten aged" of the title are -
populations of older Americans who, for the most part,
have been overlooked in the research and practice of
mental health and illness. As stated in the editor’s
introduction, most work to date has focused on older
people with dementia, and, by far, the majority of
studies have used populations comprised of European
Americans, either married or widowed, ‘urban in
residence, who have families available to act as
caregivers. The subjects of this book are older
Americans with mental conditions other than. dementia,
_with minority ethnic or other societal identities, and
with atypical family conditions.

Indeed, the focal populations are in need of
more research and practice attention than they have
previously received. In this volume, 15 authors
representing a diversity of academic and practice
affiliations and experience report on mental health
issues in seven different segments of the relatively
forgotten older population. - The contributions are
organized into.two sections. Section One contains two
chapters which examine the usefulness of standard
instruments for assessment of mental disorders in
ethnic minority elderly persons: dementia among
African Americans (Chapter One) and depression
among African Americans and Mexican Americans
(Chapter Two). Section Two contains five chapters,
each of which deals with outreach or practice issues
for.a particular population. Included are "elderly
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orphans” or elderly people who have Alzheimer’s
disease and no close kin; gay and lesbian elderly with
mental health concerns; older parents of adults who
have developmental disabilities; older adults with
developmental disabilities; and rural elderly people
who have mental disorders.

While questions of the ethnic/cultural
sensitivity of assessment tools are extremely important
and. the two .inquiries in this volume report findings of
significance, the contributions on outreach are of
broader interest to those of us working in disability
studies and in aging and disability studies in particular.
The two contributions dealing with older adults with
developmental disabilities offer in-depth information
and comment on a growing, but still under-studied,
population of older Americans. The chapter on
"elderly orphans” with Alzheimer’s Disease provides
compelling documentation of the role of non-family
support for aging with a disability. The chapters that
feature homosexual and rural elderly are welcome
contributions to the still-meager literatures on these
two segments of elderly persons with disabilities.
Across the five Section Two chapters as a set, there is
a significant body of information on social supports for

. living and aging with a mental disability.

The forgotten aged, such as those featured in
this book, are a global phenomenon. Thus, ‘the global
perspective implied in the book’s title is perhaps
unfortunate. The contemporary U.S. focus could
easily have been announced in the main title or
subtitle. Similarly, the book cannot help but remind us
of the categories of relatively forgotten older
Americans with whom it does not deal, but who are
also -at risk for mental illness and in need of our
research and practice attention - older refugees, older
people with alcohol and drug abuse problems, and
inner city elderly people, for example. This short
volume represents a long step towards tapping major
segments of the population, however. Perhaps the
editor and publisher will consider a companion volume
to deal with other segments..

(Jocelyn Armstrong, Rehabilitation Education,
University of Illinois at Urbana-Champaign) -

Canino, I. A., & Spurlock, J. Culwrally
Diverse Children and Adolescents: Assessment

Diagnosis, and Treatment, New York, NY: Guilford,
1994, 196 pages, $25.95 hardcover. -
- This book, written by two clinical professors

. of psychiatry, is designed to expose therapists to

critical - issues in understanding assessment, diagnosis,

- and treatment of children and adolescents from non-



dominant ethnic cultures in the U.S. While the book is
focused on ethnic minorities, those of us in disability
studies should pay close attention to the content of the
book and the way its arguments are laid out. As the
"minority model" of disability gains greater acceptance
(at least within the disability community), we must ask
ourselves hard questions about both the overlap and the
divergence from existing minority models (i.e., those
applied on the basis of ethnicity). But first I will
outline the contents of this book.

Culturally Diverse Children and Adolescents
includes six chapters, which have been organized into
three sections: (a) A Perspective for the Clinician,
with one chapter, which is primarily a theoretical and
literature review; (b) The Diagnostic Challenge, with
three chapters on History Taking, Assessment
Strategies, and Diagnostic Categories; and (c) The
Treatment of Minority, Children, with two chapters on
Culturally Sensitive Therapeutic Interventions, and The
Clinician As Advocate.

The first chapter ("Influence of Cultures and
Multiple Social Stressors on the Minority Child")
reviews key literature and ideas in various areas. It
begins with a brief discussion of the development of
ethnic identity (around ages four to eight), the role of
. language in this development, and the cognitive
structure used to understand the world. The next
section discusses the multiple stressors on ethnic
minority children, including experiences of prejudice
and discrimination, the pressure to conform and '
acculturate to the majority culture, stressors in the
school (and in special education), and health care. The
chapter ends with a more positive, nonpathologizing
perspective on protective factors that mediate these

stressors, such as personality traits, cognitive style,
and competence.

Chapter Two - the longest chapter - begms the
second section on diagnosis and is on "History
Taking." It briefly discusses the influence of culture
on diagnosis, then outlines the key elements of history
taking (primary complaints; present illness;
.developmental history; cultural influences on
expectations of child development and behavior,
attitudes toward health practices, and childrearing;

development of social skills; habits and fears; adaptive

behaviors; family history; role of extended family;
family values; and school history). It concludes with a
discussion of mental status exams. In each section the
role of culture is considered, but it is not always clear
what the clinician has learned. For example, in
presenting issues to be covered about the child
prenatally, it is recommended that questions be asked
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about who "supported and advised the mother about
ways to ensure a safe pregnancy” (p. 49). Since this is
only one question on a list of eight questions on the
pregnancy alone, I was left feeling uncertain about

how these questions synergistically conveyed diagnostic
information and the role of culture on the diagnoses.
Ultimately, -this was a less successful chapter. The
treatment of major problems in cross-cultural diagnosis

- -were reviewed, but all too briefly. For example, the

section on culture-specific syndromes is a scant two
pages, listing several syndromes specific to certain
cultures (e.g., Irijua in Peruvian children). It was
fascinating, but hard to know how to use. The
difficulty of not labeling as pathological something that
is merely cross-cultural must be balanced with the
wisdom of not labeling as cross-cultural that which is
pathological. For example, the reader is exhorted not
to label as abuse the practice of "moxibustion" - "the
application of heat to the skin in a specific pattern by
means of a burning object, such as something that - -
produces incense” (p. 42). Must we accept.as
"nonpathological" anything that is endemic to a
specific culture? This tidbit on moxibustion left me
wanting a more full discussion of this issue. _
Chapter Three, "Assessment Strategies," is a
short chapter covering key issues in testing and listing
various instruments available in other languages. The
authors do an excellent job of conveying the scant -
research literature on effects of culture on-assessment
of intellect and mental disorders. The problems of

testing and assessment are fundamental to culturally-

sensitive treatment and problems in this area are
legion, theoretically challenging, and empirically ‘
neglected. - This topic could easily be a book in itself
and thus we should probably not chide the authors for
being brief here.

The fourth chapter ("Diagnostic Categones")
focuses on the current Diagnostic and Statistical
Manual (DSM-IV) and gives culturally-relevant
information for each of the five axes, obviously
focusing primarily on axes I and II. Specific disorders
in children are discussed, including depression, dual
diagnoses and substance disorders, adjustment
disorders, disruptive behavioral disorders, anxiety
disorders, and abuse. By organizing the discussion
around axes and specific diagnoses, I felt the authors
took a broad topic and made it manageable and directly
clinically relevant for the reader.

Section Three begins with the chapter most
likely to cause people to buy the book: "Culturally
Sensitive Therapeutic Interventions.” After very brief
introductory sections on the variability of service



utilization rates and clinician variables in outcome, this
chapter reviews several types of culturally-sensitive
treatment approaches. These include interpersonal
approaches (e.g., Pinderhughes), interfacing with
indigenous healers, short term therapy, family therapy,
group approaches, social skills training, school- and
community-based programs, and inpatient treatment.

It also briefly discusses consultation and
pharmacotherapy. - For each of these, it-shows the
relevance of cultural issues and basically exhorts the
clinician to be more aware and sensitive. The chapter
concludes with an eight-page presentation of "a
culturally sensitive therapeutic intervention model that
integrates stress theory with prevention principles” (p.
154, based on the work of Cervantes & Castro, 1985),
This is a valuable contnbutlon to clinicians’
armamentaria.

The last (four—page) chapter is on "The
Clinician as Advocate." Tt promotes thinking of the
role of therapist as social change agent, and focuses on
the necessity. of training programs preparing future
clinicians adequately for the real world clientele they
will treat. It briefly presents one model
(Pinderhughes) for training in cultural sensitivity.

The twenty-two page list of references should
not be overlooked. It is a treasure trove of the
relevant literature. For example, I found citations with
which I was unfamiliar which address cultural issues in
" the DSM-IV. The book also has an index. All too

often this is left off for budgetary reasons and I miss it
when it is not there. - '

By the end of the first chapter, we are aware
of the strengths and shortcomings of the book. The
writers have synthesized a large and often diffuse
literature and culled the essential elements for inclusion
here. But each section (e.g., "Protective Factors" or
"The Relationship Between Social Class and
Psychopathology™) is only about one to two pages. I
wanted more. - But such is the dilemma of any book
that purports to introduce readers to minority groups
(of any ilk) - the need for integration of theory and

"empirical findings with "how to’s," the balance
" between breadth and depth, complemty and synthesis.

The choice of presenting material by key
clinical tasks was useful. This provides the overall
thread that binds the disparate parts of the book
together, though often I wished the book itself had
more synthesis. It is also easy to wish for more "how
to’s," but this is begging off the personal responsibility
for truly understanding the issues presented here and
gaining experience and supervision in more culturally-
sensitive clinical work.
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A strength of the book is its liberal use of
clinical vignettes. These are clearly labeled as such
and, hence, easy to find on scanning. The vignettes
are used to exemplify didactic points made in the book
(e.g., "The importance of eliciting a patient’s early
developmental history is exemplified by the following
case" [p. 50]), but readers are left to understand on
their own the connections between the didactic and

. clinical .portions. At times I would have liked

discussion of the vignettes per se. Lastly, the authors
cannot review literature that does not exist and there is
very little theoretical work and even less empirical
research on culturally-sensitive assessment, diagnosis,
and treatment, and less still in the area of children and
adolescents. This book, which I highly recommend,
does its best to present an overview of what there is.

What can we learn from this book about the
"minority model” of disability? First, that before
clinicians can learn to do they must learn to think.
This book took pains to present the cultural issues over
and over again, as they related to differing aspects of
therapy. Understanding must precede action. Second,
training is the key to making future clinicians culturally
sensitive. The more this is implemented, the better for
all minority groups, those with disabilities included.
Lastly, even though the literature upon which this book
was based may seem scant, it is vast compared to its
counterparts in disability.

(Rhoda Olkin, Ph.D., Associate Professor,
California School of Professional Psychology,
Alameda, CA) .

Feit, Marvin D., Ramey, John H., Wodarski,
John S., and Mann, Aaron R. (Eds.). Capturing the
Power of Diversity. New York, NY: Haworth Press,
1995, 206 pages, $29.95 hardcover..

Capturing the Power of Diversity isa -
powerful substantiation for reviving group social work

-on all levels with people of color and other groups

experiencing oppression and discrimination. The title
suggests diverse populations as the foci of group work,
yet, once again, people with disabilities as a viable
"diversity” population has been somewhat overlooked.
This important text primarily addresses
academia and the profession for the lapse in
professional practice of group work and curriculum
content on group work in social work practicum. This
trend experienced in the past few decades is being
reversed due to revived interest and societal need.
John B. Turner notes that Ryland and Wilson wrote in
1949 that "most social agencies serving groups have
two purposes in common: (1) to help individuals use



groups to further their development into emotionally
balanced, intellectually free, and physically fit persons;
and (2) to help groups achieve ends desirable in an
economic, political and social democracy” (p. 15).
Those two broad group-related purposes, individual
development and social justice, are as relevant today as
they were in 1949,
-Some of the topics covered in ngtunng the

Power of Drversr;y are social group work and social
action in the Twenty-First Century economic and
‘political context; the crisis of diversity; building an
empirical foundation for social work with groups;
group work linkage of micro- and macro- social policy
issues; a social development systems (SDS) model for
education; group work with children of substance
abusers; utilizing group work to improve the social
skills of children with learning disabilities; the use of
self in group work; power and empowerment; past
practice, future prospects: reminiscence group work;
social group work in Hong Kong; the action -
component of group work practice: empowering the
client; treating people who are chronically ill in an
outpatient hospital setting; and a content analysrs of
undergraduate and graduate syllabi.

The focus of group work with diverse
populations is a crucial one. Given the rapidly
changing racial and ethnic population profile of our
country and the prevailing social inequality that still .
‘exists, group work with oppressed populations is
critical. The editors need to be acknowledged for
including some content related to group work with
persons who have learning disabilities. Nevertheless,
it is distressing that there is still omission of people
with disabilities as a "diversity" population
- experiencing . similar systematic and institutionalized
oppression. Despite the fifth year anniversary
celebrating the passage of the Americans with
Disabilities Act, our major civil rights legislation,
substantial work still needs to be done regarding social
justice and people with disabilities.

While this reviewer mildly chides the editors
of Capturing the Power of Diversity for general
omission of persons who have disabilities as a viable
"diversity" population, the flip side marks a great need
for practitioners with disabilities to conduct research
and to publish group work experiences with others who
have disabilities. '

.(Elizabeth Rogovsky MSW, Gallaudet
Umversrty, Washington, DC)

' Garland, Robert. The Eve of the Beholder:
Deformity and Disability in the Graeco-Roman World.
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Ithaca, NY: Cornell University Press, 1995, 222
pages, $39.95 hardcover. _

Robert Garland’s latest book, The Eye of the
Beholder, the first major scholarship about people with
disabilities in the ancient world, has assembled an
enormous amount of both source material and
secondary literature. This work cannot, and should
not, be ignored. Each of the ten chapters
offers an overview, discusses first Greek society and
then Roman society, and closes with a chapter
summary. The subjects explored include, for example,

. the prevalence of disabling conditions in the ancient

world; the quality of life for people with disabilities
(the chapter title is "Half-Lives"); magico-religious
implications of having a disability; and "Medical
Diagnosis and Treatment." "lmages of the

Deformed,” a chapter with accompanying plates on
artistic imagery of people with visible physical
differences, is particularly valuable, offering a range of
rich material from vase painting to marble statuary to
miniatures in terracotta and bronze.

As the chapter titles attest, the medical model
is operational throughout the book putting Garland’s
conclusions into question with contemporary scholars
of Disability Studies. Indeed, this book tries to
determine how "the disabled" (that is, abnormal
people) were perceived and treated by society (that is,
normal people). Garland concludes that "even though
individuals shun the deformed and disabled and seek to
alienate them from the world of the able-bodied,
society as a whole still finds many practical uses for

~ them" (p. 178).

The usefulness of the book for Disability

. Studies rests less on conclusions than on its relevance

to questions that readers familiar with Disability
Studies may bring to bear on the material. What, for
example, constituted a disability in the Graeco-Roman
world? Garland provocatively includes everything
from deafness to potbelly to psychiatric disability to
large genitalia. Did the Greeks and Romans perceive a -
border between disability and monstrosity? Garland
has assembled and arranged an enormous amount of
source material that will allow discriminating readers
to form their own conclusions.

’ Professor Garland, an established scholar
whose work is respected widely, should be credited

. with delving into the material before being censured

for taking an outdated approach. Garland has A
intentionally left the academic gates wide open in this
carefully-researched work. Scholars of Disability

.Studies have a duty to formulate good questions and -

enter the gates.



(Martha Edwards, Assistant Professor of
History, Truman State University, Kirksville, MO)

Gopaul-McNicol, Sharon Ann. Working with
West Indian Families. New York, NY: The Guilford
Press, 1993, 212 pages, $31.95 hardcover, $14 95
softcover.
~ The author of Working with West Indian
Families is a clinical. psychologist and.educator who
has both a personal and professional interest in the
adjustment of West Indian immigrants to life in the
United States. ("West Indian" is used throughout the
‘book to refer to people of African descent from the
English-speaking Caribbean.) Gopaul-McNicol is a
West Indian immigrant who came to the United States
in 1978. At the time of publication, she was a
consulting school psychologist and a faculty member at
St. John's University.
The major goals of this book are: 1) to
- present the results of five years of relatively
-unstructured qualitative research on West Indian
families, and 2) to provide readers with a "clinical
tool" that will assist them in their work with West
Indian families in professional settings. The book is
divided into three sections: Part I gives a brief
historical overview of the West Indies and provides
some sociocultural information; Part IT focuses on
counseling and treatment of West Indian immigrant
families; and Part III provides suggestions for the
training of clinicians and rcsearchem who work with
these families. '
Part ['is the weake'st section of this book,
particularly the ethnographic material. For example,

referring to the original Native American inhabitants of -

these islands as "Mongolian" with "slanted eyes" is
inappropriate at best, offensive at worst. The
discussion of the West Indian family in Chapter 3 is
based on out-of-date material, some of it from the mid-
fifties, and it completely ignores the more recent work
in sociology and anthropology on the matrifocal
family. Chapter 8 (on the U.S.), Chapter 9 (on Great
Britain), and Chapter 10 (on Canada) are stronger and
effectively support one of the author’s most important
points - that "approaching all blacks . . . as a
‘monolithic group presents problems for West Indian
immigrants whose family structure and ethnic
identification are different, given their different
cultural experiences" (p. 51).

In Part II the author explains and develops her
approach to working with West Indian families, an
‘approach which she labels the Multi-CMS approach,
because it is multicultural, multimodal, -and -
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multisystems. This section is more effective than the
preceding one - no surprise, given the author’s area of
professional expertise. Part III includes two very short
chapters on the practical implications and applications
of the Multi-CMS approach to family therapy.

Finally, the Appendixes include the surveys and

~ assessment scales developed and used by the author in

clinical seftings.

Overall, this book is weakest in its treatment
of general cultural issues and strongest in its treatment
of specific issues that are directly related to
psychological assessment and treatment. The
methodology and techniques of data collection were
informal and cannot be replicated - another area of
concern. However, there is very little available on the
attitudes and responses of West Indian immigrants
toward psychological and cognitive problems and this
book clearly would be of use to professionals working
in those areas.

(Christine Loveland Professor of
Anthropology, Shlppensburg Umvcrsny, Shippensburg,
PA)

Harwood, Robin L., Miller, Joan G., and
Irizarry, Nydia Lucca. Culture and Attachment:
Perceptions of the Child in Context. New York, NY:
Guilford Press, 1995, 169 pages, $28.95 hardcover.

Attachment, "the bond between an infant and
his or her primary caretakers” (p. 1); has been an
important topic for developmental research and clinical
applications. However, as authors Harwood, Miller,
and Irizarry describe, the substantial body of literature
now available on attachment leaves open questions
about the cross-cultural generalizability of both the
methods for assessing attachment (notably Ainsworth’s
"Strange Situation” protocol) and the very concept
itself. For instance, how bound to a particular set of
culturally-based child care practices and goals is the
field’s description of what constitutes optimal " "secure
attachment"?

One of this book’s conmbutlons is its
carefully framed discussions of the literature, from
multiple theoretical traditions, on both attachment and
culture. Interwoven with these discussions are reports
on.the authors’-interview research with samples of
Anglo (from the U.S.) and Puerto Rican working- and
middle-class mothers. . The authors present robust
findings of cultural differences in the concepts mothers
use to describe desirable and undesirable qualities,
including attachment behaviors, in children. For
instance, "Self-Maximization," reflecting an emphasis
on self-confidence, independence, and expression of



individual abilities, was central in the descriptions
provided by the Anglo mothers. "Proper Demeanor”
in interpersonal relationships was key in the
descriptions provided by the Puerto Rican mothers.
Within both cultural groups, there were also
differences based on social class. As noted in the
Foreword by Robert A. LeVine, the authors’
consideration of the independent effects and
interrelations of culture and social class is another very
important contribution of the book.

While this volume does not directly address
disabilities, its potential applications are many. First
and most concretely, readers with specific interest in
disabilities and parent-child relationships in Puerto
Rican and/or Anglo U.S. families will find useful
ethnographic considerations bearing on parental goals
and expectations within these groups. Second, the
caution against "equat[ing] cultural characteristics with
deficiencies” (p. 145) and the authors’ reinforcement
.of the principle that any developmental assessment or
intervention be sensitive to variations in cultural values
and norms could be extended more generally to many
contexts, including medical or rehabilitation, and to all
age groups. Appreciation of the cultural basis of
characteristics and capacities valued by a particular
group of people is important whether or not one is
dealing with culturally-diverse populations, and might,
indeed, be just as important when one is not
encountering such differences - cultural . meaning
systems are still at play. Finally, based on their
examinations of the effects of social class, the authors
warn against assuming all individuals identified as
belonging to one cultural group will share precisely the
same socialization experiences and meaning systems.
Social ¢lass interacts with the effects of culture, as do
a range of other more specific identities and
identifications, including, the authors suggest, religion
and gender. These more specific variations in
meaning systems, also, could affect both the
experience and study of disabilities.

, Culture and Attachment will be useful and
thought-provoking for readers with a focused interest
in relationships between children and their caretakers
across diverse populations as well as for those readers
more broadly interested in the interplay of cultural
meaning systems, socialization goals, and individual
development and functioning.

~ (Jan L. Hitchcock, Social and Behavioral
Sciences, Lewiston-Auburn College, University of
Southern Maine) ’
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Ingoldsby, Bron B., and Smith, Suzanna
(Eds.) Families in Multicultural Perspective. New
York, NY: The Guilford Press, 1995, 432 pages,
$45.00 hardcover. ,

Families in Multicultural Perspective is a
good, basic, comparative text on families in the
modern world. By taking a comparative perspective, it’
places the American family in a broader context than
some other texts in the field. The book’s relevance to
disability research, however, is limited. Certainly,
disability research includes the impact of disability on
the family and the impact of family interactions on
family members who have disabilities; however, other
texts probably address these issues better than this one.
In fact, "disability” is not even included in the book’s
index and this reviewer found virtually no disability-
specific references in the text itself.

Although disability is not mentioned, readers
interested in applying a general understanding of
families to a more specific understanding of disability
in the family would find this book useful. The editors’
stated goals include the following: to "increase
students’ recognition of and respect for cultural
diversity as it influences family life" (p. vii). The
book succeeds in fulfilling this goal by providing both
historical and cross-cultural perspectives on family
structure and function. Among the subjects addressed
by the book’s 16 chapters are patterns of kinship and
marital structure, mate selection, child socialization,
and gender roles. Perhaps more cross-cultural than
sub-cultural in orientation, the book provides examples
from many parts of the world and draws conclusions
from a wide variety of cultural contexts.

On the other hand, the subcultural diversity
found in American families receives comparatively less
attention than in some other texts. For example, the
book does not include chapters on single-parent
families or same-sex unions and the only American
ethnic group described in its own chapter is African-
American. Readers interested in a general text on
family diversity within American society might do
better to consult a text such as Zinn and Eitzen's
Diversitv_in Families (New York, NY: HarperCollins,
1993).

Unfortunately, most general family texts have
not yet recognized the importance of including chapters
on disability. Readers interested in the relationship
between family diversity and disability may wish to
consult some recent books in the field of special
education, including E.W. Lynch and M.J. Hanson’s
Developing Cross-Cultural Competence: A Guide for
Working with Young Children and their Families
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(Baltimore, MD: Paul H. Brookes, 1992) and B.
Harry’s Cultural Diversity, Families, and the Special
Education System: Communication and Empowerment
(New York, NY: Teachers College Press, 1992), as
well as other works by these authors. My own recent
book, Families in Focus (R.B. Darling and Christine
Baxter, Austin, TX: Pro-Ed, 1996), also includes a
major chapter on the role of cultural diversity in
families of young children with disabilities.

~ (Rosalyn Benjamin Darling, Department of
.Sociology, Indiana University of Pennsylvania)

Jackson, Vera R. (Ed.). - Aging Families and
Use of Proverbs for Values Enrichment. Binghamton,.
NY: The Haworth Press, Inc., 1994, 103 pages,
$29.95 hardcover.
This edited book is divided into four sections.
“In Section I, the editor provides a framework for
understanding proverbs and their relationship to values
and suggests a way to use proverbs with clients.
Section II focuses on the intergenerational transmission
of proverbs. In Section III, the authors discuss their
viewpoints about the influence of proverbs on health
and services for elders. Section IV focuses on the

proposition that proverbs can be used to support' elders

as they face a variety of challenges:
Aging Families and Use of Proverbs for
Valués Enrichment exposes clinicians to the possibility
" of integrating proverbs into their current approaches to
working with clients. Furthermore, it suggests that the
exploration of proverbs is a particularly useful tool in
- working with clients whose cultural backgrounds
emphasize an oral tradition.
The authors assert that knowledge about the

use of proverbs in different cultural groups is .
important to providing culturally-sensitive care.:
However, the discussion of the applicability of
proverbs to clinical practice is difficult to follow at
times because various authors define the word
"proverb” in different ways and do not build on the
proverbs framework outlined at the beginning of the
book. While -authors in this text provide several
definitions and examples of proverbs, they do not
propose how to explore the cultural meanings of
particular proverbs with clients beyond the
recommendation of using focus groups to do so. To
be most helpful to clinicians, more detail about the
focus group process and the interpretation and .
application of results to individual clients is needed.

Proverbs, by nature of their telescopic form of .

communication, often contain stereotyped meanings
-and images. The use of proverbs either to explore a
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client’s cultural values or beliefs or to inform clinical
practice must proceed with care and must have means
for going beyond constricting stereotypes. This book
fails to address the complexities of using proverbs as
an intervention tool.

The focus of the book is on t.he use of
proverbs with elders and few references are made to
disability issues. Most of the discussion ot proverbs is

. .based on the authors’ anecdotal experiences. In

summary, the book calls attention to a new area that
needs to be developed in more depth and detail than
this slim book can handle.

A (Michele Strachan and Ann Garwxck School
of Public Health, University of Minnesota)

. Jacobs, Carolyn, and Bowles, Dorcas D.
(Eds.). Ethnicity & Race:  Critical Concepts in Social
Work. Silver Spring, MD: National Association of
Social Workers, 1988, 242 pages, $23.95 softcover.

This is a collection of papers commissioned in
the mid-1980’s by the Smith College School for Social
Work to address issues that arise from the interaction
of people of color with social and mental health
agencies. Its impetus was the recognition that ethnic
and racial minorities constituted a significant and .
rapidly-growing percentage of clients (both actual and
prospective) within the domain of social and mental
health workers in the United States. - Yet neither the
practice nor the education of these workers (or, for
that matter, their own ethnic and racial composition)
adequately reflected this demographic fact. Although .
initiatives to encourage change had been undertaken
from the early 1970’s onwards (particularly through
policies adopted by the Council on Social Work
Education), there was still no evidence in the mid-
1980’s that systemic and durable transformations had

" occurred, whether in practice or education.

Ethnicitv & Race is an effort to provoke
thought, provide examples, and propose policies to
change both practice and education. Many of the
issues addressed by its contributors, most of whom are
established academics and social workers, are as
salient today as a decade ago and, in this sense, the
book is a useful benchmark on a road we are still
traveling. At the same time, the authors could not
foresee the devastating cutbacks in public financing for
social and mental health work that have occurred in
recent years nor the economic crisis that has
dramatically increased the reliance of poor and
minority families on the public health system. A
similar collection today would certainly have to take
into account the larger political and economic context



in ‘which theory and practice must be applied.
"Ethnicity and race," the editors propose, "are
critical concepts in the formulation of diagnosis and
treatment interventions” (p. x).  And the education of'
mental health workers, as well as those who educate
them, is the arena in which an understanding of and
sensitivity to ethnicity and race must be fostered.
Thus, the book’s fifteen chapters are more or less

evenly divided into two parts: (1) practice-issues, and -

(2) curriculum issues, with a synthesizing introduction
to each part by the editors. The chapters on "practice
issues" focus on theoretical questions and also provide
concrete examples of what it means to take race and
ethnicity into account in the context of working with
Asian Indians, Puerto Ricans, Chicanos, Native
Americans, and African Americans. (A chapter on
Asian Americans, the editors note, was written, but
then withdrawn for publication elsewhere.) There is
also an historical overview of national social policies
* and their impact on people of color and a chapter
arguing for the promotion and practice of advocacy
research by social workers.

The chapters on "curriculum issues" focus on
such questions as: strategies for introducing racial and
ethnic minority content into the curriculum;
confronting racism, sexism, and ethnocentrism in the
curriculum; tr'umng ethnic-sensitive practitioners; and
a theoretical overview of ethnicity and its
manifestations in the teaching context. Here, too,
there are specific examples of curricula designed to
address issues of power and culture, and pedagogical
models aimed at breaking through stereotypes and
ethnocentrism.

From the standpoint of the field of dlsablllty
studies, Ethnicitv & Race highlights some parallel
concerns. There are substantial proportions of ethnic
“and racial minorities among Americans with
disabilities. How are their particular needs taken into
account in the education and practice of those who
. work with or provide services to them? How are all’
Americans who have disabilities, ethnic minority or
not, recognized within the curricula of the relevant
professional schools and training institutions? .And
what changes are necessary and possible? Ethnicity
and race are critical concepts in the field of dlsablllty
studies and practice, too.

(Msindo Mwinyipembe, World Institute on
Disability, Oakland, CA)

Lavoie, Francine, Borkman, Thomasina, -and
- Gidron, Benjamin (Eds.). Self-Help and Mutual Aid
'Groups: International and Multicultural Perspectives.

40

. and institutional services.

New York, NY: The Haworth Press Inc.,
pages, $49.95 hardcover.

Information available on self help or mutual
aid groups is scanty and. it is more scarce in the area of
international and multicultural aspects of self-
help/mutual aid groups. This book is a welcome
visitor in that regard. As professionals from diverse
fields study this topic, the terms self-help and mutual

1995, 363

- aid get.more and more difficult to define. . The editors

of this book use "self" to refer to the individuals
participating in self-help or mutual aid groups. They
also make a distinction that these groups are not the
ones owned and controlled by professionals. . Self-help
groups, in this book, allude to "communities of interest
and belief that transcend geographical boundaries” (p.
xiii). ‘
The book is a collection of papers presented at
the first International Conference on Self-Help/Mutual |
Aid held in Ottawa in 1992. Conference volumes
often suffer from a disjointed quality relative to depth,

.method, and purpose. This book is an exception. The

14 chapters in this book are clearly linked by the
common theme, i.e., the concept of self-help and its
universal characteristics, although they reflect the
approaches of authors from different disciplines. The
book, through the 14 chapters, attempts to (a) define
self-help, (b) emphasize the impact of culture on self-
help groups, (c) present certain methodologies that are
suitable for studying self-help groups, and (d) explain
the strengths and weaknesses of using professionals in
self-help groups.

International and multicultural perspectlves of
self-help groups are prominent in the first eight
chapters of the book. Chapter 1 defines self-help and
discusses its universal and particular attributes.
Chapter 2 highlights Participatory Action Research
(PAR) methodology as a possible model for studying
self-help groups interculturally and internationally. -
Chapters 3 through 5 describe the role culture plays in
the formation and implementation of the self-help
groups. For example, Japanese culture, with its
emphasis on spontaneous sharing,. individual
independence, and emancipation from suppression, is
placing obstacles for self-help groups to survive in
Japan. Political beliefs also impede the successful
formation and functioning of ‘'self-help groups (p. 90).
As contrasted with Japan, the concept of self-help is
gaining ground in the new German provinces, .
motivated by the deficiency in medical, professional,
-In these provinces, small
self-help initiatives and projects are underway as a
means of helping oneself and others. Though the



“concept of self-help is alien to the Chinese culture,
some social and demographic changes in the Hong
Kong society compel the formation of self-help groups
in Hong Kong today. These groups aim to ease people

from the strains of the deteriorating self-care capacity -

of individuals and families. Chapters 6 through 8 -
present some cross cultural and intercultural issues
related to self-help groups within the United States.
The issues include: {(a) the need to increase the
participation of African Americans, Asian Americans,
and Hispanic Americans in self-help groups; (b) a
probe that dispels the conventional belief that 12-step
mutual help programs for substance abusers work
mainly for middle class white men; and (c) the
importance of attending to "worldview change" in the
study of mutual aid groups. The remaining chapters
focus on related strands such as: (a) attributes of
effective use of professionals in self-help groups, (b)
group effectiveness, and (c) self-help leadership.

"~ Some might call this book a mixed bag of
chapters linked loosely by the theme, self-help groups.
Some others might point to the fact that this book does
not offer international or multicultural comparative
studies. Despite these limitations, this book does
create interest in self-help/mutual aid groups with
regard to the international and multicultural aspects and
provide a framework for studying them.

(Sheila Saravanabhavan, Assistant Professor of
Education, Missouri Western State College, St. Joseph,
Missouri; and R.C. Saravanabhavan, Research
Associate, Howard University Research & Training
Center, Washington, DC)

Lupton, Deborah. Medicine as Culture:
Illness, Disease and the Body in Western Societies.
Thousands Oaks, CA: Sage Publications, 1994, 256
pages, $65.00 hardcover, $21.95 softcover.

The purpose of this book is to examine the
social-cultural dimensions of medicine in western
societies. Lupton analyzes fundamental issues of
health, illness, and the body, drawing upon the
disciplines of medical sociology/sociology of health
and illness, medical anthropology, the history of
medicine, feminism, cultural studies, and discourse
analysis.

Chapter One represents an overview of major
sociological perspectives on heaith: functionalism,
political economy, social constructionism, and
Foucauldian theory. The chapter also discusses the
contributions of the other aforementioned disciplines.
The rest of the chapters are organized around
substantive issues in health: the body in medicine
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(Chapter Two), representations of medicine, illness,
and disease in elite and popular culture (Chapter
Three), lay perspectives on illness and disease (Chapter
Four), and power relations and the medical encounter
(Chapter Five). Chapter Six (feminism and medicine)
explores issues of sexuality and the feminine body,
contraception and abortion, menstruation and
menopause, childbirth, prenatal screening, and assisted
conception technologies. Lupton ends with a brief
conclusion calling for a synthesis of micro
(phenomenological) and macro (political economy)
perspectives. She suggests (throughout the book) that
a post-structural perspective which integrates language
and discourse analysis provides an avenue to explore
and develop alternative discourses in these issues on
health and illness.

“This book fulfills its objective of exploring
substantive issues in medicine from varying
perspectives. A notable strength of the book is the
discussion from the historical and cultural perspectives
of the key issues. While the focus of the book is not
on disability per se, Lupton makes some reference to
chronicity throughout the book and she examines how
AIDS has been "constructed” as a disease. Her
discussions on how the body is constructed in society
(Chapter Two) from a gendered and sexual body, to a
discipline bedy, to a commodified body are particularly
illuminating and relevant for those interested in
incorporating notions of the body into disability
studies.

(Karen Yoshida, Department of Physical
Therapy, University of Toronto, Toronto, Canada)

Morales, Julio, and Bok, Marcia (Eds.). )
Multicultural Human Services for AIDS Treatment and

Prevention: _Policy. Perspectives, and Planning.
Binghamton, NY: Harrington Park Press, 1992, 122

pages, $29.95 hardcover, $12.95 softcover.
Drs. Morales and Bok clearly state in their
introduction the significance, limitations, and

_implications of the seven research studies in this

volume: "We believe that the material reflects a
beginning effort to explicate the many intricate issues
in multicultural social work with individuals, families
and communities affected by HIV/AIDS" (p. 11).
Undergraduate and graduate social science and
disability studies curricula would benefit from the
introduction alone which offers insight into issues such
as cultural dissonance, perinatal AIDS and permanency
planning, global barriers to research, increased
isolation and rejection experienced by persons "with
membership in several disenfranchised groups” (p. 10),



- and the use of community leaders in the execution of
research and development of appropriate intervention
strategies.

‘The research studies were conducted between
1988 and 1991 and address Puerto Rican, African-
American, rural Native American, and Native
Hawaiian communities, There is also one article on
international border prostitutes. The researchers-
acknowledge and cite some limitations of their.research
including lack of in-depth information, differences in
demographics between the sample and'the general
population, and the use of different research methods
from year to year.

The advances in AIDS research, policy, and
program development during the last eight years have
rendered some of these articles obsolete or extraneous.
As an AIDS professional exposed to cutting edge
information in a progressive state, my perceptions may

- be skewed. Despite an overall sense that, in 1996, the
articles provided no new insights into multicultural
approaches to prevention and education, the book does

‘serve as a very good introduction for any educator
interested in exposing students to the unique politics
and program planning needs of the AIDS pandemic

within a multicultural context. My recommendation is

to use this text as a springboard for discussions on
multicultural competence and HIV/AIDS and other

" disabilities and to supplement it with current policy,

" programming, research, and statistics generated by any

state department of public health and the Centers for

Disease Control and Prevention.

(Joan Finn, M.P.A., Massachusetts

Department of Public Health AIDS Bureau) .

Paniégua, Freddy A. Assessing and Treating .
Culturally Diverse Clients. Thousand Oaks, CA:

Sage Publications, Inc., 1994, 141 pages, $36 00
hardcover, $16.95 softcover.

The counseling and rehabilitation fields are
rapidly changing in response to increased awareness of
multiculturalism and a broad set of literature exists to
~ help health professionals in the development of cross-
" cultural assessment skills. Developing culturally
congruent interventions requires that practitioners be
more accurate in their assessments and be able to
compensate for their personal biases. Assessing and
Treating Culturally Diverse Clients examines these
issues and provides an integrative and practical guide
for practitioners working with diverse clients.

The largest portion of the text is devoted to
outlining cultural commonalities among groups of
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African Americans, Hispanics, Asians, and American
Indians, although the author makes it clear that these
ethnic generalizations may not be true for all members
of a cultural group or subgroup. Consequently, a
conceptual framework is presented for evaluating intra-
group differences. Factors such as clients’ '
generational. status, primary language use, extended
family definition, ascribed role of the therapist, socio-
economic status, and degree of acculturation are
discussed. One issue conspicuously missing from this
discussion is the cultural-specific beliefs various groups
have regarding mental disabilities. Readers attuned to
this issue will recognize this as a significant gap, but .
will nonetheless find the information presented in the
book to be of great practical use. ‘

When practitioners read the epidemiological
mental health literature related to multicultural
groupings, they typically conclude that the prevalence
and incidence of méntal disorders is higher among
African Americans, Hispanics, Asians, and American
Indians than it is among whites and among other ethnic
groups. A principle contribution of the book is its
explication of the methodological problems associated
with drawing these conclusions as well as of the
cultural biases inherent in most measures and
assessments used for clinical evaluation and diagnosis.
Given the treatise of the book, the author argues that
practitioners should nonetheless continue to utilize
these assessment tools, but be trained to recognize the
inherent biases and to use the data in an accurate and
meaningful way.

Effective rehabilitation programs and
disability-related services require that practitioners be
more accurate in their assessments and be able to
compensate for their personal biases. The importance
of Assessing and Treating Culturally Diverse Clients
lies not only in its practicality for those working with
culturally-diverse individuals with psychiatric
disabilities, but also in its focus on the limitations of .
the traditional medical model used in counseling.

(Debra A. Swoboda, Oklahoma State
University, Stillwater, OK) ‘

Ponterotto, Joseph G., and Pedersen, Paul B.
Preventing Prejudice: A Guide for Counselors and
Educators. Newbury Park, CA: Sage Publications,
1993, 183 pages, $29.95 hardcover, $14.95 paperback.

It is February 1996 and I am startled by the
success of the Pat Buchanan presidential campaign.
Ethnocentrism seems to be sanctified among certain of
his constituents. Whether or not Mr. Buchanan

-succeeds in his presidential mission, it is clear that bias’



infects our mation. Although written nearly three years
ago, Ponterotto and Pedersen co-authored a book
which is still quite valuable for national and
international audiences. The writers engage readers to
enhance interracial and interethnic interactions through
the use of preventive counseling.

Ponterotto and Pedersen assert that conscious
and unconscious acts of prejudice are learned by
children and adolescents who perpetuate conventional
social norms. In their opinions, acts of bigotry
replicate inequitable power relations between majority
and minority groups. Even though this book is
targeted towards educators and counselors specifically
working to limit racial and ethnic prejudice, the ideas
provided are adequate tools to combat discrimination in
many forms. Counselors, educators, and even activists
involved in chronic health issues and disability studies
should tind this book useful in treating the malady -
rather than merely the associated symptoms.

‘ Preventing Prejudice is organized into four
sections. The first part includes an informative,
explication of main terms used throughout the book, an
overview of the social and psychological consequences
of prejudice upon the actor, and a review of the ways
in which such bias may be created and demonstrated.
The second section, and one that is perhaps more
worthwhile to the DSQ reader, examines the distinct
stages of identity development associated with -
individuals perceived to be the victims and the
perpetuators of prejudice.- The third portion offers
varied prevention approaches. The final segment
describes selected assessment tools and program
resources. Throughout the treatise the authors
reference numerous predecessors and colleagues
(Allport, Katz, Aboud, Cross - to name but a. few)
whose writings must also be considered. Each chapter
includes a precise summary that can serve as a helpful
preview for those who prefer to skim this text for
particular topics. :

Ponterotto and Pedersen believe that
prejudices must be acknowledged in order to be
deterred. Their ideas about the articulation of self
identity will enable counselors and teachers to better
understand their own life courses as well as those of
their clients and students. The group projects are
designed to outline, critique, and evaluate perceptions
of intolerance. These tools would be an asset to
classes, camps, and workshops that address disability
or cross-cultural health issues. Ponterotto and
Pedersen created these exercises to enhance inter-group
relations. These games would surely strengthen intra-
group conditions as well. Moreover, these projects
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can be restructured to address distinct rypes of
participants (according to age, education, culture) and
topics (disease, policy, critical event). Counselors and
educators should be warned that the majority of the
learning experiences appear to be directed at those who
might enact bigotry. There are few methods offered to
address the plights of those who are oppressed.

This book is certainly worth purveying. The
first section is directed towards entry level
professionals. As counselors, teachers, and citizens,
we need additional resources to circumvent prejudice.
The theories and approaches in Preventing Prejudice
offer some unique means to develop identities that
forsake intolerance. '

_ {(Diane Weiner, Post-doctoral Fellow,
University of Arizona, Department .of Family &
Community Medicine)

Salett, Elizabeth Pathy, and Koslow, Diane R.
(Eds.). Race Ethnicity and Self: Identity in
Multicultural Perspective. Washington, DC: NMCI
Publications, 1994, 223 pages, $19.95 softcover.

Race Ethnicity and Self is an interesting
collection of writings addressing the development and
the meaning of "self” in cultural perspective. Part I
includes three theoretical pieces which encourage a .
broadening of the concept "self” to encompass the
development of identity beyond the confines of
Eurocentric U.S. individualism. The first chapter,
written by Alan Roland, is particularly effective in
demonstrating the origins and manifestations of this
biased definition of self. Since the book is written
primarily for mental health/counseling professionals,
most of whom are likely to be White, middle-class,
and of European ancestry, it is appropriate that Roland
uses a psychoanalytic perspective as his starting point.
He begins with the individual focus of both the
Reformation and Freud, then skillfully enlarges this
view to allow for the somewhat expanded, but still -
familiar (to Westerners) view of the self as constructed
through social contact (e.g., by Erikson and by the
social psychological perspective). He then takes this
definition further from what he calls the
"individualized self" and the "I-self" to the less
familiar (to Westerners) "familial self* and "we-self”
of other cultures both within the U.S. and outside of
the U.S. : -
‘ The second chapter, by Carol Hoare,
continues along. this interesting pathway further
defining the variability of "self" from culture to culture
and demonstrating the relationship between self-image



(however "self" is defined) and attitudes toward others.
Hoare argues convincingly that positive self-image
serves as a barrier to prejudice. Using Hitler’s
justification of the extermination of people considered
to be threats to in-group unity as a vivid example,
Hoare suggests that "such extreme prejudice is
evidence of identity fragmentation, the need to achieve
one’s own ldentlty by forcing ot.hers to lose theirs” (p.
32).

The next chapter, by Larke Nahme Huang,
provides both a suitable analogue and a useful contrast
to the concepts presented in the first two chapters.
Huang addresses both the "Personal Internal Identity"
developed from "the interplay of ethnic and non-ethnic
identifications" (p. 58) and the "Social External
Identity" resulting from "the interactions between one’s
ascribed reference group and other out-groups” (p. 58)
emphasizing the particular relevance of this latter
identity to Asian Americans whose view of self may be
more contextualized than that of Eurocentnc

- Westerners.

For me, as a social psychologist interested in
disability issues, the chapters in Sections II and III
have less practical value, dealing, as they do, with
specific strategies for counseling ethnic minority clients
who are searching for their identities. The lack of
relevance of this information to me, however, does not
diminish their potential value to the audience targeted
by the editors in their preface: "mental health
practitioners, educators, and social service providers”
(p. 3). In fact, Salett and Koslow should be
commended for addressing issues of importance toa
diverse range of clients: African Americans (Chapter
4), Puerto Ricans (Chapter 5), Whites (Chapter 6),
biracial individuals in general (Chapter 7), Native
Americans (Chapter 8), and Vietnamese Amerasians
(Chapter 9). By encompassing these populations, the
editors acknowledge the array of identity issues that

-may be encountered in-counseling situations: those
that can cause racism as well as those that can result
from racism; those affecting Personal Internal Identity
and those affecting Social External Identity (in Huang’s
terminology); and those associated with "majority
culture" discrimination based on non-ethnic variables,
such as skin color, as well as those associated with
self-devaluation based on the historical treatment of
ethnic minorities. ,

The book’s breadth of coverage suggests its
value for persons who counsel minority group
members in a search for identity which can be directly
linked to race/ethnicity variables. It is of less
relevance to counseling situations in which ethnicity is

only one variable influencing the individual seeking
assistance. For those of us not actively involved in
identity counseling, there may be a sense of frustration
that the strong theoretical foundation established in the
first section of this book is not elucidated further for
its applicability to other settings and audiences - e.g.,
those conducting research or those :
developmg/admlmsterlng programs in which the nature

.of one's identity strongly influences goals such as

rehabilitation or education. For those of us to whom
an understanding of self is a means to an end rather
than an end in itself, Race Ethnicity and Self
(especially its first three chapters), however, may be a
valuable starting point for further dialogue and may be
worth its relatively inexpensive cost (by textbook
standards). )

(Elaine Makas, Adjunct Associate Professor of
Psychology, Lewiston-Auburn College of The
University of Southern Maine)

Secundy, Marilyn Gray (Ed.). Trials,
Tribulations, and Celebrations: African-American
Perspectives on Health, Illness, Aging and Loss.
Yarmouth, ME: Intercultural Press, Inc., 1992, 308
pages, $31.95 softcover.

As suggested in the forward by Joanne
Trautmann Banks, this anthology of prose and poetry
is designed to fill an obvious gap in literary resources
for the humanistic education of those entering the
medical professions. ‘As Dr. Banks notes, "Now that
humanities courses in medical schools are no longer-a
radical presence, students are more likely to know that
literature offers an important vehicle for hearing the
depth of their patients’ voices” (p. xvii). She adds that
such insight into health and illness from the patient’s
point of view is particularly crucial when the health
care provider’s own experiences may be quite different
than those of his or her patient.

With this goal in mind, of sensitizing medical
trainees to the diverse perspectives of those who may
someday seek their assistance, Marian Gray Secundy,
with the assistance of Lois LaCivita Nixon, has
selected an extraordinarily powerful array of literary
pieces that deal with health, illness, aging, and loss as
expressed by African-American writers. Some
selections are from the 1920°s to the 1950°s (including
"A Summer Tragedy” by Anna Bontemps, "The Bean
Eaters” and "The Mother" by Gwendolyn Brooks, "A
Brown Girl Dead" by Countee Cullen, and "Widow
Woman," "As Befits a Man,"” and "Aunt Sue’s Stories"
by Langston Hughes). Others are more recent

publications (including "The Cancer Journals” by



Audre Lorde, "The Abortion" by Alice ' Walker, "The .

Last Decision” by Maya Angelou, and "Lucelia Louise
Turner" by Gloria Naylor). All are contemporary, as
Dr. Banks suggests, in that "if we want to know and
imagine the lives of today’s black patients, we must
learn something of yesterday’s" (p. xvi).

Although the prose and poetry contained in
this anthology are the obvious focus of the text, the
introductory material, hoth at the beginning of the
book and preceding each section, is especially valuable
in that most readers may be unfamiliar with these
particular African-American perspectives. As noted by
Edmund Pellegrino, "While those outside the African-
American experience will profit most, there is much
here for black Americans as well . . . [who] will find
here refreshment and a revitalization of pride in their
own rich heritage as well as insight into the
predicament of some of their less fortunate brothers
and sisters” (p. xxiii).

, Trials, Tribulations. and Celebrations is
divided into three sections: Iliness and Health Seeking

Behavior; Aging; and Loss and Grief. Each section is

preceded by a brief introduction of the selections to
~ follow, an introduction which both previews the
ensuing literary pieces and presents a framework for
understanding them. I found these introductions to be
particularly useful and referred back to them frequently
for guidance as I journeyed through each section. On
the other hand, I found the "Discussion Questions" at
the end of each section to be less illuminating. The
questions seemed to be either overly general or
surprisingly simplistic and, in my opinion, they
reduced the impact of the prose and poetry I had just
read by focusing in on only one or two specific issues
addressed by each writer. I, personally, prefer to be
pointed in the right direction and to listen to the people
I encounter along the way, rather than rehashing the
journey I have taken once I have reached my
destination.

* As an advocate of consumers of services
speaking for themselves - and, most importantly,
‘having their voices heard by the providers of those
services, 1 am encouraged by the growth of interest in
humanities curricula within medical professional
training. And I agree wholeheartedly with Dr. Banks’
insistence that all these voices must be heard, not just
those whose dialects and philosophies are most familiar
to us. I admit to my own bias in this regard, however,
in that my undergraduate degree was in literature, and
I am an avid writer and poet myself. As a result, I
have been quite shocked to discover that, even now,
some people do not see the same obvious connection
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that I see between the humanities and both the physical
and social sciences.. That said, I will set aside my
skepticism and encourage those involved in all aspects
of research and practice related to disability to adopt
literature as a valid source of professional data and to

. acknowledge the justified inclusion of books, such as

Trials, Tribulations. and Celebrations, as part of this
literature. :

(Elaine Makas, Adjunct Associate Professor of

"Psychology, Lewiston-Auburn College of The
University of Southern Maine)

. Stewart, Edward C., and Bennett, Milton J.
American Cultural Patterns: A Cross-Cultural
Perspective. Yarmouth, ME: Intercultural Press,
1991, 192 pages, $16.95 softcover.

- American Cultural Patterns, the revised
edition of a book originally published in 1972, at first
glance appears. to have little relevance to persons
involved in disability-related research and services.
The focus of this book is clearly on an understanding
of differences between what the authors refer to as
"mainstream American” culture and the "mainstream”

-cultures of other countries, and the book’s stated goals

center on facilitating professional relationships between
U.S. citizens and citizens of other countries, both in
the U.S. and abroad. The authors’ occasional use of
comparisons between U.S. .values and customs and the
cultural mores of people in such remote places as
Micronesia, Bali, and Aritama, Colombia, does
nothing to dispel the idea that this book has little to
offer the average DSQ reader unless he or she were
anticipating an exotic sabbatical. ‘

First glances can be deceiving, however, as
became apparent after 1 had waded through what I still
consider to be a rather laborious discussion of
"Cultural Patterns of Perception and Thinking" in
Chapter 2 and an intriguing, but still only marginally
applicable discourse on "Language and Nonverbal
Behavior" in Chapter 3. -

Chapter 4, "Form of Activity," was stunning,
however, in its potential value to those of us involved
in professional interactions and/or the investigation of
interactions in general between ourselves and others
within our own country. It was at this point that I
realized that the primary purpose of the book was to
highlight our behaviors for us and to construct a vivid
picture of the assumptions which we hold that
determine our behaviors toward others. In retrospect,
I'must acknowledge that this goal of understanding was
clearly indicated in the title of the book, American
Cultural Patterns, and even more plainly stated in the




introduction to the book along with the caveat that I
might have difficulty (which I obviously did) in -
recognizing my own cultural bias: "Cultural self-
awareness is not always easy since culture is
internalized as patterns of thinking and behaving that
are believed to be 'natural’ -simply the way things are"
(p. ). After this insight had occurred, I began to
understand why the phrase "mainstream American"

“culture was appropriate terminology.- encompassing,

as it does, the values and thought patterns of many, but
not all, within the U.S. - e.g., a belief in a linear
progression from cause to effect, a belief in one’s
ability to influence this progression through action, and
a belief that goal-setting (including long-range

planning) can replace what those with non-"mainstream

American" assumptions may consider a natural
unfolding of events. (At this point, even the seemingly
irrelevant thought patterns of Truk Islanders became
pertinent to my understanding of self in vivid contrast
to others.)

Chapter 4, in particular, highlights issues, in
which misconceptions (e.g., that all people think as we
do) can have a negative impact on rehabilitation and
education. The necessity for a carefully-delineated
series of steps toward the ultimate goal of independent
living, for example, can be seen as a product of a
particular way of thinking that may represent the

cognitive framework of most, but not all, U.S.

" citizens. This is not intended to disparage this
objective, but, rather,.to place it within a cultural
context. Not only is the end product (in this example,
independent living) a "mainstream” target based on
"mainstream" values (e.g., self-reliance), but so is the
setting of a future goal and-the establishment of what
we consider to be logical (and natural) steps toward
this goal. Discussions of differences are unproductive,
at best, without empathy and empathy is impossible
when there is an assumption that we all think alike.

One observation in Chapter 4 which I found to
be particularly thought-provoking was the suggestion
that the behavior of physicians within the majority
U.S. culture represents a divergence from the

"mainstream American" value of internalized locus of
control (here applied both to the patient and the
physician): "American medical doctors reach decisions
about patients’ symptoms in a different manner. The
patient’s report and the doctor’s observations are
matched against categories of diseases. The doctor’s
diagnosis and prescription follow automatically from

‘the particular category in which the constellation of

" symptoms falls" (p. 65). This, as the authors point
out, is similar to "decision-making” in many non-
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Western societies in which individuals "apply
preestablished principles to classify an issue; their
actions follow from the result of the classified -action”
(p. 65). This interesting observation suggests that even
those of us firmly entrenched within "mainstream
American” culture show inconsistencies in our thought
patterns and behaviors, inconsistencies which can
generate interpersonal tension. :

The remaining chapters in the book on "Form
of Social Relations” (Chapter 5), "Perception of the
World" (Chapter 6), "Perception of the Self" (Chapter
7), and "Intercultural Communication Applications”
(Chapter 8) provide further clarification of
"mainstream American” values and behaviors.
Although most cultural comparisons are made between
the U.S. and Japan (with an obvious "tip of the hat" to
the realities of present-day commerce), much of the
material is still of value to persons interested in
interactions within the confines of our own borders.

Disability is mentioned only briefly (in
Chapter 5) ‘and its inclusion is simply for the purposes
of demonstrating "mainstreamm American" values, yet
the observation is noteworthy in its simple truth: "The
role for handicapped people in the United States has
become more functional, although the shift seems to’
reflect more a sense of fair play than a change in
attitudes toward disease [sic]" (p. 111).

When I began to review this book, I believed
that, at best, it might be worthy of recommendation to
a select group of DSQ readers: those involved in the
direct provision of services to persons with disabilities
or chronic illnesses who are recent immigrants to the
U.S. or those who are from communities in which the
traditions of non-U.S. cultures are retained. It is
apparent to me, however, that American Cultural
Patterns can be of significant value to anyone who is
interested in greater understanding of self and the ways
in which one’s own thought patterns influence her or
his interactions with others. The price of this book is
modest compared to the cost of an airline ticket to
Bali, yet the two journeys offer nearly equal
opportumty to see oneself through the eyes of others.

(Elaine Makas, Adjunct Associate Professor of
Psychology, Lewiston College of The University of

- Southern Maine)

Uba' Laura. Asian Americans. New York,
NY: The Guilford Press 1994, 302 pages, $35.00
hardcover. :

- Laura Uba s Asian Americans: Personality
Patterns. Identity, and Mental Iealth is a

comprehensive collection and analysis of studies and
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research that has been conducted on this population.
Asian)Americans, as a classification, encompass a vast
body of people that ranges from fifth or sixth
generation Chinese Americans to recent emigrants
from South East Asia. The range includes people who
play professional, decision-making roles in capitalistic
America to people who are suffering from the
aftereffects of civil wars in which family members
were brutally tortured .and murdered.

Asian Americans’ format is chronological.
That is, Uba looks at the pioneer studies that were
conducted during the 1970’s at the beginning of her
book and, at the end, calls attention to the needed
services for this dynamic, multi-ethnic group of
people. While presenting the studies, Uba groups
them according to themes and variables and analyzes
them. Uba also offers invaluable comments and
insights and uses quotes from students’ papers and
researchers’ case studies to substantiate her points.

The early studies (from the 1970’s)
concentrated on understanding traditional values,
family roles, and gender differences. Uba observes
that, in the context of the aforementioned variables,
Euro-American families have been used for
comparison. Uba explains that this was done "not
because Euro-American families are what constitute
‘normal,’ nor because they are the model to which
Asian American families aspire, nor because other
types of American families are unimportant or
irrelevant, but, rather, because they are more
‘numerous than other types of families in the United
States, and therefore it is easier to recruit members of
Euro-American families as research subjects than it is
to recruit members of other types of families” (pp. 32-
33). By underplaying the importance of Euro-
Americans as the "example" of what it means to be
American, Uba reveals her understanding of and
respect for the diverse fabric of the American society.

When comparing Asian Americans to Euro-
Americans, vast generalizations such as "Asian
American families are more cohesive than Euro-
American families” (p. 41), "Chinese American
families with developmentally disabled children
emphasize achievement more than Euro-American
families" (p. 45), and "Asian American families often
emphasize self-discipline” (p. 47) are made. Uba
recognizes the shortcomings of such generalizations.
Thus, she calls attention to the fact that more research
is needed, not only to establish the similarities and
differences between the Asian Americans and Euro-
Americans, but more research is needed to understand
Asian American inter-group and inter-generational
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similarities and differences. Such empirical data, Uba
claims, will give a more comprehensive understanding
of Asian Americans in reference to their personality
patterns, identity, mental health status, and needs.
Uba's bock points to the fact that the field of Asian
American studies is a young and complex one.
Bringing attention to this, along with her meticulous
and thorough research, attests to Uba’s commitment to
this emerging field of study.

(Joanne Y. Yamada, Program Associate,
Disability, Mentoring & Media, Hawai’i Community -
Foundation, Honolulu, HI)

Wieland, Darryl, Benton, Donna, Kramer, B.
Josea, and Dawson, Grace D, (Eds.). Cultural
Diversity_and Geriatric Care: Challenges to the Health
Professions. New York, NY: Haworth Press, Inc.,
1995, 116 pages, $24.95 hardcover, $14.95 text price
(5+ copies). (Also published as Gerontology and
Geriatrics Education, 15(1), 1994.)

This book is a collection of eight papers
presented at a conference on ethnicity and its impact
on use of geriatric health care services among elderly
people in the United States. The editors frame this
work in the August 1993 riots in Los Angeles that co-
occurred with the conference on aging and cultural
diversity from which these papers were drawn. Each
chapter reviews research on ethnicity and health care
delivery to older individuals from a slightly different
perspective, emphasizing particular issues in morbidity
and mortality, service use, diversity training, family
supports, and the process of dying. The common
thread among the chapters is the attention to
heterogeneity of human aging within and among
minority cultures. The editors note the need to avoid
reinforcing stereotypes of ethnic groups.

The first chapter by Judith C. Barker stresses
the importance of recognizing cultural differences as a
source of problems in geriatric care. She compares the
biomedical Western belief and practice system to the
more holistic and generalist views of many elderly
people. When the older person is from a different
culture, there is enhanced opportunity for a clash in
values and for resulting miscommunication. She
introduces the "shooting star" American model and
contrasts this to the "roller coaster" life view of older
people in some ethnic groups. The metaphors are
simplistic and overplayed, in some respects, tending to
undercut the general theme of within-group diversity.

Rubenstein and Kramer review current

'epidemiological data on longevity and health problems

among white and non-white people 65 years and older.



The general conclusion is that minorities make up a
relatively smaller proportion of the elderly compared to
whites, but there is significant cross-over at the highest
age range (85+ years) due to the higher proportion of
minority deaths by age 65. Those surviving past age
65, therefore, are among the healthiest members of the
minority group and tend to show better life expectancy
and lower morbidity than whites in the 85+ age
bracket. In terms of functional status, the authors note
that, in some ethnic groups, diminution of functional

~ status may reflect a positive indicator of the elder’s
standing in his or her family group as family members
provide for the instrumental needs of the older person.
A companion chapter by Damron-Rodrigues, Wallace,
and Kington review service utilization patterns and find
significant rates of under-utilization of institutional
services among African-American, Latino, and Asian
ethnic groups. Two chapters on diversity training
emphasize health care professionals’ resentment and
resistance to such training and strategies for
overcoming resistance.

This is a simply-written and straight-forward
book that outlines key features of ethnicity and
geriatric care. It is likely to be of interest to
geriatricians in applying basic information from
cultural anthropology to nuances of care for elderly
people.

(Carrie L. Kaufmann, Ph.D., Pittsburgh, PA)

Other Books of Interest .

Bishop, Marilyn (Ed.). Religion and
Disability: Essavs in Scripture, Theology and Ethics.
Kansas City, MO: Sheed and Ward 1995, 64 pages,

" $6.95 softcover.

This slender volume contains the three
keynote addresses from a 1995 religious symposium on
disability. Of the three speakers (Donald Senior, John
Macquarrie, and Stanley Hauerwas), it was Hauerwas
who evoked the deepest response from me., Hauerwas
teaches theological ethics at Duke University and has
written extensively and compassionately about people
with developmental disabilities whom he unfortunately
refers to as "mentally handicapped.” Language aside,
his address considers the fact that people with
disabilities continuaily challenge the imagination. In
his words, "Imagination is a pattern of possibilities
forced on communities by its stories and correlative
‘commitments” (p. 50). He sees faith communities as
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being people who are willing to have their imaginations
challenged by the necessities created by children, some
of whom have disabilities.

Hauerwas lists implications for people of faith
who welcome people with mental retardation into their
midst. People with mental retardation are reminders
that faith and belief are not individual matters; rather
we are members because we need the whole church to
believe for us and with us. Hauerwas’ thesis is that
the church is not a collection of individuals, but rather
a people on a journey who are known by the timne they
take to help one another along the way.

The call to inclusion, to acceptance, and to
reverence is the essence of each speaker’s message. -
For me, Hauerwas simply articulated it the best. The
three addresses are also available in video format for
$29.00 from the Center for Ministry with Disabled
Persons, University of Dayton, Dayton, OH 45469.

‘ (Mary Jane Steinhagen, Calhohc Charities
Advocate, St. Paul, MN)

Foster, Susan, B. Working with Deaf People:
Accessibility and Accommodation in the Workplace.
Springfield, IL: Charles C. Thomas, 1992, 248 pages,

$49.95 hardcover.

For the past decade Susan Foster has been
conducting ethnographic research with deaf people.
Her 1992 book continues her valuable contributions not
only to social scientific research, but to policy
formation as she brings the voices of deaf people
directly to the boardrooms ancl chambers of decision
makers in schools, colleges, and government agencies.
Some of these decision makers, such as Bill Castle
(1990), have incorporated these voices into their own
writings. . .
Susan Foster’s work is beneficial not only for
its results, but also for its methddology. Twelve years
ago I assessed 50 survey reports on deaf adults nearly
all of which used either mailing or structured
interviews for collecting data (Schroedel, 1984). The
absence of any ethnographic research at the time was
soon being filled by researchers such as Susan Foster.
As aptly demonstrated in her book, the author provides
fresh insights into how Deaf people think and act in
employment situations often by directly quoting these
workers. The author also interviewed their supervisors
to gain their perspectives. The seven chapters of this
book are filled with the anecdotes of Deaf workers in a
variety of employment situations: hiring, training,
evaluation, communication, interaction with co-
workers, and supervision. Each chapter ends with an
informative list of resources and contacts. The book



as a whole is well organized and well written.

Of particular interest is the information in
Chapter Six on "Roles and Responsibilities” in which
the author outlines model on-the-job roles portrayed by
Deaf workers .and their supervisors and articulates a
need for teamwork between these md1v1duals This
user-friendly book will be valuable to vocational
rehabilitation counselors, interpreters, postsecondary
educators, employers, hwnan resource personnel, and
deaf and hard of hearing employees.

Dr. Foster is to be commended for the literary
and scientific qualities of this publication. Her
writings provide useful tools for researchers desiring to
conduct ethnographic studies of not only deaf people,
but those with other disabilities as well. Her
publications provided many guiding ideas for my
colleagues, Randy Mowry and Glenn Anderson (1993),
and for me. 1 have found the ideas of Susan Foster
highly applicable to my teaching and research. I
encourage others to do the same.

(John G. Schroedel, Ph.D., Rehabllltatlon
Research and Training Center for Persons who are
Deaf or Hard of Hearing, University of Arkansas
thtle Rock AR)
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This book, sponsored by the Picker -
Commonwealth Program for Patient-Centered Care and
written by members of its staff and consultants, is

-about life and care 'in hospitals - an old theme. In the
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1940’s-1950’s, sociologists, as participant observers,
criticized institutional life in tuberculosis sanatoria and
mental hospitals as dehumanizing, while the acute
hospital escaped, indeed was praised by Rose Coser’s
patients’ reports in "Home in the Ward." The TB
sanatoria closed with outpatient antibiotic therapy and
the mental hospitals emptied with patient transfers to
community mental health centers - hardly because of
the sociologic research.

This current volume is on life and care in the
acute hospital. It appears today as acute hospitals are
downsizing, with their care and functions moving to
the ambulatory mode, and as hospitals, in turn, are
now competing with each other for a market-share of
"health care customers.” In contrast to the oid
accounts, these new review essays are not only
descriptive of what institutional life is like and what
patients find missing or want; they are also
prescriptive. Several chapters offer suggestions on
what to change at a time when hospital stays are
shorter and shorter. The old social science research
methods of surveys and focus groups are now used, as
they are by business, to learn customer satisfaction.

Quantitative versus qualitative data on
patients’ satisfaction is a theme of but one essay
(Chapter 10), its.data derived from the survey of some
6,000 recently hospitalized patients from 62 hospitals.
The remaining nine chapters (with the exceptions of
two on practitioner-patient communication both in and

- out of the hospital) are all review essays which contain

prescriptive recommendations for organizational
change. These well-written-essays include: Treating
Patients and Individuals, Coordinating Care and
Integrating Services, Overcoming Barriers to Words,
Innovations in Patient-Centered Education, Enhancing
Physical Comfort, Providing Effective Emotional

* Support, and more. Concerns and problems of patients

with specific chronic disabilities are not directly
addressed, but the book’s themes cover the general
needs of all who are hospitalized. Despite the diverse
themes, the overall emphasis is on improving
communicative care through shared-decision making
with patients and on improving the process of care so
it is centered more on wants of patients, and less on
bureaucratic control and impersonal efficiency of
management. The book should be read for these
dlrectlons

- - Parenthetically, - the book’s title and central
theme of patient-centered care may seem surprising
when, after all, the patient as a person has been a
theme of practitioners since Hippocrates. Yet, what
the book addresses is distinctive, the person-
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centeredness of the organization of the hospital, not
that of the individual practitioner, so that the hospital
or organization emerging in our market culture is now
the more important focus of reform.

Readers will be reminded that much of the
literature reviewed is sociological. They may also read
that the changes in hospital care are often made
without the participation of the professional staff, not
surprising, as everywhere a growing administrative
management is directing institutional improvement for
the market-economy while, we hope, supporting
encounters of the patients and practitioners.

(John D. Stoeckle, M.D., Physician,
Massachusetts General Hospital, Boston, MA)

Grealy, Lucy. Autobiography of a Face.
Boston, MA: Houghton Mifflin, 1994, 256 pages

$19.95 hardcover.
Suppose you woke up tomorrow and saw in
" the bathroom mirror that you no longer had your own
face, but one that society felt hac been made by some
witless sculptor lacking both taste and a sense of
symmetry. Could you still be the same person, despite
the fact that you, Beauty, will have become the Beast
to others, strange and repugnant to look upon? Would.
your personality - even your soul -become altered by
the experience of becoming "ugly"? How would you
behave? “Sentenced to a life of otherness, ugliness, and
pain, where would you find solace, love, or
contentment?

Lucy Grealy has had this expenence Her
Autobiography of a Face is a personal history the
major themes of which are the isolation, fear,. and pain
experienced as a result of childhood disfigurement.

As a child in suburban New York in the
1960’s, Ewing’s sarcoma affected Grealy’s right
jawbone. Treatment of this condition, which began
with the surgical removal of most of the lower right
side of her face, left her deformed throughout her
adolescence and young adulthood. This started her
upon a lonely journey of some thirty surgical
procedures that banished her from the normal
companionship of other children, and amplified for her

* the normal agony of adolescence.

Grealy draws upon her sharp memory to
illuminate for the reader the dark journey she made
through childhood, adolescence, and young adulthood.
- She experienced the debilitating nausea inflicted by
chemotherapy, the pain of isolation from and
humiliation inflicted upon her by her peers, and the
influence of deformity on sexuality. -

Throughout this bleak passage in her life,
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Grealy was left to deal with her emotionat and physical
pain alone. She had no adults near her - either
physicians or family - capable of talking with her about
the pain and discomfort she experienced. Grealy’s
detached, unsentimental style conveys her sense of the
complete lack of control she felt throughout much of
her treatment. :

The fine patina of pain which overlay Grealy s
adolescence was relieved only by the companionship of
animals and, curiously, by her sometimes long stays in
hospitals. Both horses and hospitals accepted Grealy
without assessment of her looks and the times she
spent with them offered respite from the scrutiny of
cruel and curious people. Her hospital stays even
made her feel special and cared for, a situation that
was lacking in her home. As a teenager she loved
horses, and the death of Grealy’s beloved first horse
along with the death of her father, show the reader that
fairness is not a concern of the fates who so mtncately
weave our individual tapestries.

Grealy received cosmetic surgery in both
adolescence and young adulthood to rebuild her jaw,
thus restoring her face. Her economical literary style
compels the reader’s empathy as she relates the horror
of having her facial features repaired by plastic
surgeons on two occasions - thus making her more
acceptable to society - only to have the surgeons’ work
reabsorbed. by her body, leaving her again deformed
and isolated.

Grealy’s work is unflinching in its deplctlon of
one young woman’s struggle to make sense of the
patterns of life and belonging. It is an important work
that deserves study by those who seek to understand
the origins of shame and isolation.

Autobiography of a Face is of specml interest
to clinicians who seek a holistic appreciation for the
complex emotions experienced by patients in long-term
treatment. The frequent lack of meaningful ‘
communication among Grealy, her family, and her

- physicians . exquisitely illustrates the need for it as an

adjunct to healing both body and spirit.

-(Cynthia Lynn Bussiere, Joanne E. Eaton,
Gregory K. Molatch, Program in Occupational
Therapy, Lewiston-Auburn College of The University
of Southern Mame)

Hunt, Allan, and Habeck, Rochelle. )
Disability Prevention Among Michigan Employers,
1988-1993. Kalamazoo, MI: The W.E. Upjohn
Institute for Employment Research, 1993, 244 pages,
$15.00 softcover. ‘ «

This technical report submitted to the Safety


http:reliev.ed

Education and Training Division of the Bureau of
Safety and Regulation, Michigan Department of Labor,
describes research which was designed to provide
statistically valid and behaviorally reliable empirical
evidence to substantiate the impact of workplace
policies and practices on the prevention and
management of disability. The study represents an
expansion of a 1988 pilot study by the authors which
studied the incidence of workers’ compensation claims
among Michigan employers.

Utilizing a carefully constructed, scientifically
sound, and comprehensive statistical design, this study
analyzes the impact of safety interventions, disability
- management interventions, and health promotion

activities on the incidence, duration, and outcomes of
workplace disability. If a purpose of scientific
research is to ultimately improve the efficacy of
practice techniques, this study and subsequent report is
extremely useful in providing relevant, accessible, and
empirically supported information. As the authors
- point out, workplace disability is a growing national .
concern entailing significant economic and human costs
in addition to overall national productivity losses. .

To assess the impact of the three types of
interventions, surveys were sent to 477 potential
respondent companies employing at least 100 workers.
Seven industries were chosen which represented a
substantial portion of Michigan’s workforce and -
diversity of industry. A total of 220 employers
responded to the survey. To add a qualitative
dimension and to substantiate the quantitative data, site
visits were made to 32 companies which were
considered both high and low performers in regard to
rates of lost work days. Based on the qualitative data,
several observations by the authors are discussed and
examples of successful initiatives are described. This
practical information is particularly useful.
Implications of the study’s findings are provided for
employers and employee groups as well as for the
various professionals involved in workers’
compensation systems, making the report relevant to a
wide audience. - :

As a rehabilitation practitioner, I am
disappointed by the dearth of existing empirical
research with real rehabilitation populations. I
welcome this useful report. It presented some findings
which, despite my work with injured workers, were of
surprise to me. Disability Prevention Among
Michigan Employers, 1988-1993 is a study report, the

results and recommendations of which can be readily
incorporated into a disability management program
with the goal of reducing the costs of workplace

disability. . '
(Kathleen Lillo Sowell, Hendersonville, TN)

Kurth, Ann (Ed.). Until the Cure: Caring
for Women with HIV. New Haven, CT: Yale -
University Press, 1993, 238 pages, -$40.00 hardcover,
$16.00 softcover. ‘

In her preface, Ann Kurth sets a modest goal
for this volume: "to create a succinct source of
information for those who work with [women with -
HIV]" (p. xiii). To do this, Kurth brings together
many of the leading voices in the field: researchers
and practitioners such as Janet Mitchell and Mindy
Fullilove; advocates including Michele Zavos and Risa
Denenberg; and front line workers from New York
and San Francisco. To assure that the reader also
hears from the true authorities each chapter begins
with excerpts from interviews with women living with
HIV. '

Most intriguing is the suggestion by Fullilove

. and Gasch that the "family-centered, community-based,

comprehensive care” models developed for HIV should
be adapted outside the health care setting and used,
especially in poor neighborhoods, to rebuild
community. Disability advocates and specialists may
see parallels to the early years of the "independent
living" movements in Fullilove and Gasch's discussion

" of "Working with Communities of Women at Risk."

The section on Legal Considerations, written
by Michele Zavos at the American Bar Association,
has the most direct information about women with HIV

-and relevant disability considerations.

The editor succeeds in presenting articles that
provide a comprehensive overview of HIV and
women. The articles review the status of research,
care, services, prevention, and policy concerns.
Despite publication in 1993, readers will find that most
of the articles continue to be relevant as there have
been few dramatic changes in recent years. One.
notable exception is in the area of perinatal
transmission. All readers are encouraged to build on
the information provided in the text by reviewing
recent study results, updated treatment protocols, and
policy developments. .

The annotated resource directory is organized
by Population, Areas of Interest, Regional HIV
Organizations, and Informational Resources. This
section will be most helpful to those not intimate with
the HIV research and services network.

~ .The concept of a primer on women with HIV
is appealing. This text is sure to be welcomed by



those not familiar with HIV issues and the specific
concerns of women living with HIV.

(Kathleen E. Perkins, MPA, Chair, Maine
HIV Advisory Committee)

Lidz, Charles W., Fisher, Lynn, and Arnold,
Robert M. The Erosion of Autonomy in Long-Term
Care, New York, NY: Oxford University Press,
1992, 195 pages, $37.95 hardcover.

lez, Fischer, and Amold, in The Erosmn of
Autonomy in Long-Term Care, seek to extend medical
ethics perspectives on autonomy to nursing home care
for elderly persons. Although the 1mportanoe of
preserving or enhancing the autonomy of elderly
people and people with disabilities has received
_increased attention in recent years, much of the focus
has been on acute medical decision-making such as
consent for surgery or resuscitation orders. .According
to the authors, less attention has been paid to the
autonomy of individuals in long-term care settings
where opportunities for exercising choice and
decision-making are more likely to involve everyday
routines and practices, not critical life or death issues.

The book summarizes’ the findings of a
participant observation study of two nursing home units
and an "independent living facility” in which the
effects of these different institutional structures on the
autonomy of individuals were examined. The
researchers observed the interactions of staff, 66
patients (in nursing homes), and 30 residents (in the
independent living unit) in the daily routines and
practices of the settings, including activities and
schedules, restrictions, privacy, physical redirection,
and restraint. '

- The authors present a clear conceptual and
historical framework which sets the context. for the
study’s rationale and findings. They discuss the

* implications of different concepts of autonomy for
long-term care and they identify three major changes in
the evolution of care for elderly people which influence
patient autonomy: the rise of institutional care, the
medicalization of care, and the growth of a complex,
government-imposed regulatory structure.

Overall, the authors conclude that the routine
practices of nursing homes severely interfere with
patient autonomy reflecting instead other competmg
values such as patients’ physical well-being, safety,
and institutional efficiency. They found that:the
-nursing home units, based on a medical care model,
approximate Goffman’s conception of a "total
institution.” In contrast, residents in the independent
living unit had more opportunities for choice- and
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decision-making and -fewer restrictions in their
activities, schedules, and privacy.

' The researchers’ sources of observational and
interview data are limited and skewed due to
difficulties encountered in obtaining consent from
patients and residents. The authors note that 82% of
the nursing home patients and 30% of the residents had
cognitive impairments (based on staff ratings, using a
seven-point Likert-type scale, of individual’s "ability to
make rational decisions independently”). For
individuals who were judged by staff to be incapable of
consent (or for whom proxy consent was not possible),
the researchers restricted their observations to the
dayroom and other public places and they did not
interview any of these individuals. Unfortunately,
observations of residents in the public areas of the
independent living facility were particularly limited
since most residents spent much time in their own

rooms or outside of the facility. Another serious -

consent problem was that most of the residents deemed
by staff to be cognitively capable refused project
participation (an indicator of their autonomy!) citing
reasons such as lack of interest in the project and busy
schedules. These challenges faced by the researchers
illustrate a basic dilemma- in conducting research with
both sound ethics and sound methodology.

The authors conclude that "promoting the
autonomy of the elderly in long-term care requires a
minor revolution rather than just tinkering-at the
margins of current practice” (p. 180), yet they do not
offer specific strategies to accomplish this revolution.
Only two pages are devoted to applying the lessons of
the independent living residence (which appeared to
enhance autonomy) to the nursing home setting. Of
particular concern are the authors’ conclusions
regarding the autonomy of patients deemed to be
severely cognitively impaired: "a significant number
of patients did not have capacity for autonomous
activity" and "efforts to promote or respect the
autonomy of some of these patients make little sense”
(p. 176). These statements appear inconsistent with
the discussion in Chapter 1 regarding the importance of
viewing autonomy within the context of the
individual’s history, commitments, values, and life
plans. Moreover, these conclusions are contrary to
current thinking in the medical ethics field which
regards capacity for autonomy not as an "either/or"
state, but-rather as a broad, complex spectrum of
abilities which may vary or fluctuate within .
individuals, and which may be specific to particular
decisions and contexts.

Given the serious flaws in current procedures



to assess decisional capacity (including the informal
rating scale used in this study), the conclusion that
persons considered to be severely impaired lack the
capacity for autonomous living is unfounded and
troubling. The authors suggest that health care -
professionals apply an alternative value - respect for
human dignity - to these individuals and that their care
be separate from individuals deemed to be cognitively
intact. While long-term care programs must respond
flexibly to the needs of individuals with varying
‘degrees of cognitive impairment, respecting their
human dignity should not be at the expense of their
autonomy. The challenge lies in finding ways to
respect and enhance the autonomy of individuals in.
their everyday lives, however limited their capacities
or their opportunities for choice.

(Ruth I. Freedman, Ph.D., Assistant
Professor, School of Social Work, Boston University,
Boston, MA) v

Wright,” Will. The Social Logic of Health.
Hanover, NH: University Press of New England

1994, 215 pages, $16.95 softcover.

~ This volume, except for'its preface, was
published in 1982. The book is informed by Marxist
sociology, but Wright’s own methods are a kind of
ordinary language philosophical analysis which he
directs at the concept of health. The fruitfulness of
such an analysis is very sensitive to the intuitions of
the analyst. While Wright's hopes for reform in health
care are laudable, the 1982 linguistic intuitions which
underpin his analysis do not match those of a 1996
advocate of disability rights.

There are encouraging points. It is
acknowledged that a person with physical disabilities
may nevertheless be healthy. Unfortunately, this is
true only because (on Wright's linguistic intuitions)
some disabled people are so "remarkably" vigorous
that they are able to participate normally and
independently in social interactions. A judgment of
good health "must include a reference to some standard
of communicative performance and social participation
[and] . . . at least minimal social competence” (pp.
112-113). People who are "completely paralyzed,
confined to an iron lung, or bedridden” are unhealthy
by definition no matter how stable their physiological
functioning or how successfully they may participate in
non-normal modes of social interaction.

, To dramatize the non-physical aspects of the
(supposed) ordinary concept of health, Wright
repeatedly invents examples of bizarre behavior and
encourages the reader to judge the actors as
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"unhealthy.” He is deeply opposed to the medical
concept of health, but he seems not to notice that this
tactic of stigmatizing unusual behavior simply exploits
our unfortunate tendency to medicalize any behavior
we do not understand. Given the value he places on
normalcy, it is not surprising that Wright finds the
term "human vegetable" to be a useful neologism when
applied to people with serious brain injuries (p. 200).

Wright eventually stretches the concept of
health extremely thin. To be politically oppressed is to
be made sick because oppression takes away. one’s
normal social interactions. To be healthy is to be
"fully human" (p. 190). Despite Wright's radical
intentions, the conservatism of language shines
through. Among the most oppressive of metaphors for
disability is the idea that a dlsablllty makes one an
incomplete person.

(Ron Amundson, Department ot Philosophy.
University of Hawaii at Hilo)

Coming (and Past) Events

Fifth World Congress of the Association for
Psychosocial Rehabilitation, Towards Full Citizenship
for the Person with Mental Illness, will be held April
21-24, 1996, in Rotterdam, The Netherlands. Contact
them at 31-10-402-3250 (voice). o

The 14th World Congress on Occupational
Safety and Health will be held in Madrid April 22-26,
1996. Contact Secretaria clel Congress, Mundial Sobre
Salud y Seguridad en el Trabajo, INSHT,
C/Torrelanguna, 73, 28027 Madrid, Spain.

The Annual Conference and Exposition of the
American Occupational Therapy Association will be
held on April 23, 1996, in Chicago. Contact Diane
Stahl at 301-652-2682 x2814 or 301-652-7711 (FAX).
' The 46th Annual Conference of the National
Council -on Aging will be held April 24-28, 1996, in
Washington, D.C. Contact them at 202-479-6991.

Adding Technology to the Human Touch:
Information & Referral in the 21st Century will be
held on May 5-9, 1996, in Myrtle Beach, South
Carolina. It is sponsored by the Center for
Developmental Disabilities of the University of South
Carolina, the Alliance of Information & Referral
Systems, and the National Aging Information and
Referral Support Center. Contact Alynne Landers,

- 803-777-1173 (V), 803-777-6058 (FAX), or

alynne@nis.cdd.sd.edu (Internet).
“Public Responsibility in Medicine and
Research along with the NIH National Center for
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Human Genome Research and Tufts University School
of Medicine present a conference May 9-10, 1996, on
the Responsibility of Oversight in Genetic Research
and Technology Development. Contact them at 617-
423-4112 or 617-423-1185 (FAX). ‘

The First International Conference on Aging
and Cerebral Palsy, A Vision for the Future, will be
held May 12-14, 1996, in Toronto, Canada. Contact
the Ontario Federation for Cerebral Palsy at 416-244-
8003. .
. The American Association on Mental

Retardation will meet May 28 to June 1, 1996, in San
Antonio, Texas. Contact Paula Hirt at 800-424-3688.

The International Conference on Art and
Disabilities will be held in Copenhagen, Denmark,
May 29-30, 1996. Invited speakers include Dr. Elias
Katz (USA), Professor Birgit Kerkenback (Denmark),
Elisabeth Gibson (Scotland), and M. Gasser

~(Switzerland). Contact Professor Soren Langager,
Emdrupvej 101, 2400 Copenhagen, NV, Denmark,
langager@dhl1.dhl.dk.

A workshop on Positive Behavioral Supports
and Traumatic Brain Injury will be held June 4-5,
1996, at Hunter College of the City University of New
York. Contact them at 212-241-8850.

The Society for Disability Studies will meet
June 13-16, 1996, in' Washington, D.C. Contact
Monique Perrier at 617-523-3429 (voice) or 617-523-
3682 (TTY).

The International Association of Health Policy
will hold its Ninth Congress, Beyond Medical Care:
Policies for Health, on June 13-16, 1996, in Montreal.
Contact them at congres@ere.umontreal.ca . (Internet),
514-343-6492, or 514-343-6544 (FAX).

The Spina Bifida Association of America will
meet June 19-21, 1996, in Phoenix, AZ. Contact
Roberta Carlin at 202-944-3285 or 202-944:3295
(FAX).

Care Near the End of Life, sponsored by the
Department of Continuing Education of the Harvard
Medical School, will be held on June 21-22, 1996, at

the Hyatt Regency Hotel in Cambridge MA. Contact

them at 617-432-1525.

.The XXII International Congreqs of the World
Federation of Hemophilia will meet June 23-28, 1996,
in Dublin, Ireland. Contact them at 353- 1-679-7655
(voice) or 353-1-679-2469 (FAX).

The National Down Syndrome Society will
meet June 27-29, 1996, in Phoenix, AZ. Contact them
at 800-221-4602 (voice) or 212-979-2873 (FAX).

o The Biennial Convention of the National
Association of the Deaf will be held in Portland,

Oregon, on July 2-6, 1996. Contact them at ,
ktjp66a@prodigy.com (Internet), 503-641-6715 (TTY),
or 503-643-2487 (FAX).

On July 4-7, 1996, the 13th Annual American
Juvenile Arthritis Organization National Conference
will be held at the Airport Marriott Hotel, San
Francisco. Contact them at 404-872-7100 x6277.

The XI International Conference on AIDS will
meet July 7-12, 1996, in Vancouver, Canada. Contact
them at 604-631-5576.

The Third International Conference on Deaf

History will meet July 8-13, 1996, in Bundoora,

Australia. Contact DHI 96, National Institute for
Deaf Studies, La Trobe Umvemty, Bundoora 3083,
Australia.

The Native American Research and Training
Center (NARTC) at the University of Arizona will
sponsor a workshops on Native Americans with
Disabilities Workshop, Tampa, Florida, July 10-13,
1996. Contact them at 520/621-5560 or
RSY@aurba.ccit.arizona.edu on email.

The Midwest Intensive Bioethics Course will
be held July 14-19, 1996, at the Riverwood
Conference Center, Monticello, MN. Contact them at
612-626-9756, 612-626-9786 (FAX), or on the Internet
holmb006@maroon.tc.umn.edu.

-On July 17-20, 1996, the Ass001at10n on
Higher Education and Disability will hold its annual -
conference entitled Transition, Technology, and

Training at the Hyatt Regency in New Orleans, LA.

Contact them at 614-488-4972 (voice and TTY) or
614-488-1174 (FAX).

The National Down Syndrome Congress will
meet July 26-28, 1996, in Miami Beach. Contact them
at 800-232-6372 or 404-633-2817 (FAX).

The National Fragile X Foundation will meet
August 6-11, 1996, in Portland, OR. Contact David
Mommener, 303-333-6155 or 303-333-4369 (FAX).

The Association for Education in Journalism
and Mass Communication will meet August 10-13, '
1996, in Anaheim, CA. Contact Beth Haller at
bah17@psuvm.psu.edu on the Internet. '

The Sixth World Congress on Down
Syndrome will meet August 27-30, 1996, in Paris.
Contact GEIST, 21, 38, rue des Tilleuls, 30900
Nlmcs France. .

‘ The National Rehablhtatlon Association will
meet September 5-8, 1996, in Norfolk, VA. Contact
Carol Jafarr at 703-836-0850 or 703-836-0848 (FAX).

The .18th World Congress of Rehabilitation

' Imei-nmional will be held on September 16-20, 1996,

in Auckland, New Zealand. Contact Richard
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Buchanan, P.O. Box 2009, Auckland, New Zealand.
On September 27-28, 1996, the Braintree
(Massachusetts) Hospital Rehabilitation Network will
present a Stroke Survivors Recovery and Rehabilitation
Conference. On September 29-October 1, 1996, they
will present the 17th Annual Traumatic Brain Injury
Conference. Both conferences will be held at the
Royal Sonesta Hotel in Cambridge. Contact the Public
Relations Department of the Hospital at 617-848-5353
x2300. _ :
On October 13-16, 1996, the Society for
Medical Decision Making will hold its 18th Annual
Meeting in Toronto. The deadline for submission of
abstracts in May 15. Contact them at 202-994-8929 or
202-994-1791 (FAX).

The Conference on Aging and Developmental
Disabilities will meet October 14-16, 1996, in
Lexington, KY. Contact James Stone at 606-273-9656
or jaslex@aol.com on the Internet.

The American Association of Umvers1ty
Affiliated Programs for Persons with Developinental
Disabilities- will meet October 17-21, 1996, in
‘Washington, D.C. Contact Theresa Hosinski at 301-
588-8252 or 301-588-2842 (FAX). -

Tourette Syndrome Association national

..conference, October 31 - November 3, 1996, Burbank,
CA. Contact the Tourette Syndrome Association at
42-40 Bell Blvd, Bayside, NY 11361-2820.

The Center for Biomedical Ethics at the
University of Minnesota will hold a conference entitled
End-of-Life Care in Managed Health Care
Organizations: State of the Art in Ethics and Quality
of Care on November 1-2, 1996. Contact them at
holmb006@maroon.tc.umn.edu.

' The Brain Injury Association will meet
November 3-6, 1996, in Dallas. Contact Elizabeth

" Rouse at 202-296-6443 or ' 202-296-8850 (FAX).

: The Arc National Convention will be held
November 6-8, 1996, in Louisville, KY.
at 800-433-5255.

. The American Public Health Association w1ll
meet November 17- 21, 1996, in New York City,
‘Contact them at 202-789- 5674 (v01ce) or 202-789-5673
(TTY).

The Gerontological Soc1ety of America will
hold its 49th Annual Scientific Meeting on November
17-21, 1996, at the Sheraton Washington Hotel in
Washington, D.C. Contact them at 1275 K Street,
NW, Suite 350, Washington, D.C. 20005-4006.

The Native American Research and Training
Center (NARTC) at the University of Arizona will
sponsor a conference on NIDDM in Minority

Contact them

55

Childreh, Tucson, Arizona, December 6-7, 1996.
Contact them at 520/621-5560 or
RSY@aurba.ccit.arizona.edu on email.

The Native American Research and Training
Center (NARTC) at the University of Arizona will
sponsor a conference on Cancer in Native American
Wormen, Spring 1997. Contact them at 520/621-5560
or RSY@aurba.ccit.arizona.edu on email.

Call for Manuscripts

Submissions are invited for Bodies of
Knowledge: Critical Perspectives on Disablement and
Disabled Women, a collection of new and reprinted-
material on disablement and disabled women to be
edited by Shelley Tremain. This collection of essays
will be interdisciplinary, and its focus will be
critical/theoretical. . A collection of this sort has never
been published in Canada. Although there have been

collections published in the United States, these have

been few and far between. Needless to say, politicized
analyses on disablement are urgently needed. From a
disability rights perspective, disablement is by and
large an effect of inaccessible forms. of communication,
exclusionary’ architectural design and infrastructural
planning, and demoralizing social attitudes. Viewing
disablement in this way enables us to recognize the
ways in which ableism interconnects with other
systems of oppression such as racism, poverty,
homophobia, sexism, and ageism.

-Shelley Tremain is writing a doctoral
dissertation on disablement & social ‘justice in the
Philosophy Department of York University (Toronto,
Canada), and is the author of Peeling Off the Labels:
Women, Disability. and Sexuality. A working-class,

anti-ableist activist, Tremain is the editor of Pushing
the Limits: Disabled Dykes Produce Culture, a multi-
media anthology of work by disabled dykes (Toronto:
Women’s Press, forthcoming).

Suggested topics for the submissions are:
disablement and representation; . the relation(s) between
ableism and racism-classism-homophobia; ableism and
language; integrating disability studies into women’s
studies curricula; anti-ableist activism and other . -
progressive social/political movements (feminist, anti-
racist, etc.); disability pride/disability culture; sexuality
and disabled women; (barriers to) taking up a disabled
identity; and the social construction of disablement.
Submissions should be 12-25 double-spaced pages in
length, referenced with endnotes, and accompanied
with a biography of up to 50 words, as well as a
S.A.S.E. Submissions made on tape are welcome (30-
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60 minutes reading time).  If you intend to submit,
please confirm by sending a note to the address below
by June 1, 1996. The deadline to submit work is
August 15, 1996. Submissions. should be sent to:
Bodies of Knowledge, Women's Press, 517 College
Street, Suite 233, Toronto, Ontario, Canada M6G
4A2. Women’s Press is a multi-racial publishing
house which is in the process of developing an anti-
ableist publishing policy.

The Journal of Disability Policy Studles
announces a call for papers on the topic of policy
issues for women with disabilities for a special issue
which ‘will published in 1997. Barbara Altman and
‘Sharon Barnartt are the guest editors. They along with
editor Kay Schriner will edit the issue. Appropriate
papers will focus on the impact of current disability
policy on women with disabilities, the history of
disability policy as it has been applied to women over
the years, examining policy differences as they apply
to men and women with disabilities or women with and
without disabilities, the relevance of pending policy
changes in financing programs to women with
disabilities, the participation of women with disabilities
in the creation of policy, or other topics that
incorporate social policy and its relevance to women'
with disabilities. Research on this topic from the fields
of sociology, psychology, economics, political science,
law, and other related disciplines is solicited. Deadline
" for submission is August 16, 1996. Submissions
should be sent to Kay Schriner, Editor, Journal of
Disability Policy Studies, Department of Rehabilitation,
346 N. West Avenue, Uruver51ty of Arl\an%as,
Fayetteville, AR 72701.

The Center for Biomedical Ethics at the
University of Minnesota announces a call for papers
for an conference entitled End-of-Life Care in
Managed Health Care Organizations: State of the Art
in Ethics and Quality of Care to be held November 1-
2, 1996. Papers are solicited in the categories of
ethical analysis, clinical services, and policy making.
The conference focuses on end-of-life care in managed
care systems or in networks of health care providers
" that provide integrated, longitudinal, comprehensive:
health care. Preference will be given to papers that
explicitly and distinctively address the issues arising in
these kinds of delivery systems. One author from each
paper presented at a plenary session will receive up to
$1000 for expenses and a $500 honorarium upon
presentation. One author from each paper presented in
a breakout session will receive a $200 honorarium and
conference fees will be waived. Papers should be
submitted, double spaced, one inch margins, in
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triplicate, by August 1, 1996, with endnotes according
to the style of the Journal of the American Medical
Association. Include an abstract of no more than 400
words and send submissions to Candace Holmbo,
Center for Biomedical Ethics, Suite 110, 2221
University Avenue SE, Minneapolis, MN 55414.
Papers will be reviewed by an independent jury.

The Summer 1996 issue of Disability Studies
Quarterly will be on developmental disabilities with
Phil Ferguson as guest editor. The Fall 1996 issue
will be on the new economics of disability with
Corinne Kirchner as guest editor. The Winter 1997
issue will be a general. one of disability studies. The
Spring 1997 issues will be on disability history with
Paul Longmore as guest editor.

Film Clips

Shockley, Sarah, and Mazur, Thais
(Directors/Producers). Dancing from the Inside Out
[video]. Boston, MA: Fanlight Productions, 1994, 28
minutes, $195.00 purchase, $50.00/day rental.

" The AXIS Dance Troupe, a collaboration of

. dancers with and without disabilities in California,

presents this 28-minute video production, "Dancing
from the Inside Out." It documents artworks created
and performed by both dancers who use wheelchairs -
and dancers who walk. While this video emphasizes
the therapeutic uses of wheelchair dancing, the
dancers’ successful interactive body movements, along
with their utilization of wheelchairs as a part of their
artistic creations, promotes the aesthetic potential of
mechanical devices through which paralyzed dancers
can achieve mobility for artistic creation.

The dancers’ wheelchairs are included i in, and
help to shape, the ways in which the expressive
movements of the dancers’ bodies create art. Their

~ dance compositions are arrangements of the physical

movement of arms, heads, bodies, and feet, both in -
and out of wheelchairs. This physical motion, which
might originate from cognitive and/or emotional
sources, becomes the media with which these artist-
dancers work and through which their artworks take
form. - ‘ '

~The video camera has successfully ‘captured
the dynamic compositions of the physical movement of
this art form. The dancers’ body movements are
combined with the ways in which they move their -
wheelchairs, their interaction with other dancers, a
trapeze, and the space in which their artwork is
performed. The video camera captures various
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perspectives of this dancing. It visually tells viewers
about these artists’ use of emotional and physical
aspects of their dance movements.
A Interviews higlilight three wheelchair dancers

~ Bonnie Lewkowicz, Uli Schmitz, and-Judith Smith.
These dancers discuss how their dance movements help
to improve their physical functioning after traumatic
injury and disease. Their dance processes help them to
use their muscles. Their wheelchair dancing has a
. positive impact on their activities-of-daily-living, as
well as upon their self-esteem. Such a mechanical and
affective investigation of art can be viewed as
therapeutic. That Thais Mazur, one of the producers
of this documentary video and the artistic director of
the AXIS Dance Troupe, is a physical therapist who
walks, relates to the focus of this video production
which recommends this work for viewing by physical
therapists and their physical therapy clients.

"However, this video fails to recognize that
these same utilitarian and affective dance elements are
also valid levels of aesthetic inquiry within
contemporary postmodernism. As a consumer of
physical therapy, this author, on first viewing the
video, recognized its therapeutic orientation of -
wheelchair dancing. She then learned that one of its
producers is a physical therapist. As a visual artist this
writer finds fault with this video’s neglect -of any
verbal investigation of the aesthetics of these -
danceworks’ visuals. She is also critical of the lack of
discussion with the dancers about the artforms
"constructed through the dancers’ physical movements.

Instead, these artists/dancers describe how the
movements required of wheelchair dancing help to
improve their physical functioning and their self-
images after injury or disease. The dances are forms
through which their physically expressive needs are
This emphasis speaks about this video’s worth to
the physical, occupational, and dance therapy
professions.

While the visual beauty of the danceworks
remains an integral part of the physically therapeutic
thrust of the verbals, this dance video’s dynamic
- visuals are never discussed. as artistic or aesthetic.
Dance elements of form, balance, composition,
emphasis, context, and meaning could contribute to
conversations with these -artists. Although the video-
camera' visually conveys the beauty of each dancer’s
movements and the compositional inter-dynamics of
dance ‘as an artform, its verbal/audio component fails
to examine the artistic value of its visual elements.
This limits its use for art classes.

These ‘visual evidences of the artistic dance
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. around the floor. He is ".

. a much better sense of balance,”

elements, however, can be utilized in ways that teach
dancers, along with wheelchair users, to seek beyond
the therapeutic uses of wheelchair dancing and to
investigate the actual aesthetic uses and meaning ot
wheelchairs within the dance artform.

(Lois Kaggen, Founder and President,
Resources for Artists with Disabilities Inc., New ‘York,
NY)

Shockley,. Sarah, and Mazur, Thais
(Directors/Producers). Dancing from the Inside Out
[video]. Boston, MA: Fanlight Productions, 1994, 28
minutes, $195.00 purchase, $50.00/day rental.

' Before you see the title of this video, still
photos of dancers fill the screen. Three of these
dancers are in wheelchairs and three are not. Yet all
consider themselves to be dancers. The work they
produce is at times tender, gentle, and beautiful and
other times daring, dramatic, and powerful.

The video begins with the three dancers who
have disabilities talking about their lives as they go
from rehearsals to daily tasks, such as working in a
garden or at a computer. Bonnie Lewkowicz began
dancing when she was five. At fifteen she broke her
neck in a car accident. Feeling she was not able to
express herself any more, she spent five and-a half
months in rehabilitation. But it was not until she
began working/dancing with others in wheelchairs that
she realized that there were many wonderful ways to
move. "Life is still rich," she said. You see Bonnie
driving her car home saying, "My God, I just got done
from a dance practice."

Uli Schimitz, who had polio at the age. of
three, is able to walk with a cane and leg braces, but
he also uses a wheelchair. He has mixed feelings
about his wheelchair, enjoying its range of motion, its
swiftness, but also finding it metallic, rigid, and cold.
He uses it when he improvises by sitting in it, falling
out of it, or holding on to it as he rolls or crawls
. dancing a lot about -
Who am I? What am I supposed to do in this life?"

He realizes, "Everybody could get something from my

being different.” It is important not to try to emulate
people who do not have disabilities, but to use the
different qualities of those with disabilities.

Judith Smith was an equestrian until the age of
seventeen when she was in a car accident. For the
next seven or eight years, "she felt awkward, out of
control of my body." . She sat very still and felt ugly.
But dancing has changed all of that. She learned to
move a lot of different ways. "Through dance, I have
she said. She is a



meditator, but she enjoys physical movement and
physical expression. "It’s hard," she said, "There is
no-vacation from chronic illness or pain, but I can still
lead a full and -exciting life."

They all learn material for their dances from
improvising since there is no one to show them how to
do it. There is a need to develop their own
vocabulary, to find their own path. In that way, they
are their own best teachers.

Accompanied by original music by Mark Grey
and Susan Alexjander, their dance begins with an . -
intimate duet between Lewkowicz and a nondisabled
man. As he stands behind her and gently raises her
arms, they move in sync.. Standing in front of her,
‘they embrace. Lowering her chair to the floor, he
rests her back on his chest. The tender duet ends as
they wave their arms simultaneously.

A swinging trapeze provides inventive and
beautiful movement as the dancers who use
‘wheelchairs and those who do not circle around and
- eventually move in to swing on the trapeze. Schmitz
grabs the trapeze, lifts himself off his chair, and - -
performs a duet of intricate maneuvers with a
nondisabled dancer: connected bodies whirling in
space. .
" A beautiful duet performed by Smith and a
nondisabled woman is filled with shapes that show
elongated bodies working and supporting one another,
ending with the nondisabled dancer on the wheelchair
wrapped around Smith’s body and tenderly caressing
her face. The piece gains momentum as another
women joins them and both women use Smith and her
chair to support extending legs and reacting arms.
Grouped together they frantically roll their heads and
cry out. '

Watching Schmitz roll onto Smith’s
wheelchair, whirl around, grab his own chair, and roll
on to it, is amazing. The momentum continues, even
becomes violent, as Schmitz and Smith bump
wheelchairs. All six dancers are either lifting,
running, leaping, or whirling around in their chairs
non-stop as the lights fade. They end in a line, slowly
and quietly reaclnng out to each other, softly touching
hands and arms. :

‘I cannot imagine anyone watching this video
not being moved, amazed, and uplifted by these
dancers. Listening to them talk as they perform their
daily tasks, attend rehearsals, and finally dance creates
a special atmosphere as they share their lives with us
in an optimistic, natural, honest way. A powerful,

- positive learning tool for those with and without
disabilities, this video 'should be seen by all. The only

58

frustrating moments are when the camera zooms in too
far to see the whole movement. You want to see it all.

(Marcy Plavin, Director of Dance, Bates
College, Lewiston, ME)

Resources

The Interaction with Disabled
Persons Scale and the Disability
Awareness Package

Lindsay Gething, Ph.D.
The Community Disability and Ageing
Program The University of Sydney,
NSW, Australia

The Interaction with Disabled Persons Scale

This short questionnaire is designed to tap
variables underlying negative or nonaccepting attitudes
towards people with disabilities. It measures
discomfort anticipated by people without disabilities at
the prospect of social interaction with someone with a
disability.

The Interaction with Disabled Persons (IDP)
Scale is designed to measure attitudes.on a level
largely neglected by other instruments. It can be said -
that attitudes towards people with disabilities operate
on two levels (Leonard & Crawford, 1988). Attitudes
on the societal level are related to perceived
differences between people with and without a
disability and judgments of appropriate treatments of
people with disabilities by other members of society.
Attitudes on the personal level reflect an individual’s
assessment of his or her own feelings and behaviors
towards people with disabilities. The different
implications of these two levels on opportunities and
equity for people with disabilities is reflected in the
statement: "People with an intellectual disability are
entitled to live in the community (societal level), but
not next door to me (personal level)." The IDP Scale
measures attitudes on the personal level. '

_ The IDP Scale was developed in Australia and

has been widely validated for this country and also for
several other countries. including the United States,
Canada, United Kingdom, Germany, Poland, Hong
Kong, and Croatia. It has been translated into several
languages so, that in addition to English, it-is also
available in French, German, Polish, and Croat. The
instrument has undergone rigorous psychometric
evaluation with a report published in Gething (1994b).

It has many applications including:



identifying factors to be addressed in the training of
health, welfare, education, and other workers;
evaluating the effectiveness of intervention programs;
providing information to lobby groups of people with
disabilities; identifying barriers to equal access to
education, the judicial system, rehabilitation programs
and employment.

The kit for the IDP Scale contains a pad of
questionnaires and a manuval which includes details
about its theoretical background, construct validation,
norms, and how to use the Scale. For more
information about the IDP Scale and its cost please
contact: - Dr, Lindsay Gething, Community Disability
and Ageing Program, Building MO2, The University
of Sydney, NSW 2006, Australia, or by phone on 612
351 0616, fax on 612 351'0615, or by email on:
lgething@ mallett. nursing.su.edu.au (Internet).
Disability Awareness Package

Government recognition of the wishes and
rights of people with disabilities for equality and equity
has resulted in major pieces of legislation such as the
Americans with Disabilities Act (1990). This .
legislation resulted from years of lobbying by people
with disabilities, their organisations and associates. It
has major implications for the ways services are
provided to people with disabilities.

Although major legislative advances have been
made, often the attitudes and beliefs of service
providers and those implementing changes have lagged
behind and act as barriers to the successful
achievement of the goals of legislation, such as the
ADA. This situation has occurred in several countries
around the world and was the reason for the
development of the Disability Awareness Package.
Community and professional attitudes toward people
with disabilities are widely regarded as being negative
and devaluing and it is argued that attitudes of people
such as rehabilitators, educators, and other service
providers impact on the quality and effectiveness of
service provision (Chubon, 1982; Geskie & Salasek,
1988; Roush, 1976; Yuker, 1988).

The Disability Awareness Package (Gething et
al, 1994) was designed in Australia, but recenily has
been adapted for use in the United States and Canada.
It is designed to promote disability awareness among
all kinds of people who have people with disabilities
among their clients. These service providers include
those whose main clientele include people with
disabilities as well as those who serve all members of
the community.

The basic philosophy of the package is that
close personal equal-status contact with people with
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disabilities is the most potent source of positive attitude
change. However, most people in the community do
not have this form of contact. Additionally, although
many professionals have regular contact, the nature of
this contact is likely to confirm rather than to challenge
negative stereotypes as the focus is on problems and
the time stresses placed on the professional discourage
him or her from getting to know the client as an
individual (Holmes & Karst, 1990).

Training based on the Disability Awareness
Package is centered around close equal-status contact
with several people with disabilities, each of whom
emerges as highly individual with his or her own
expertise, capabilities, skills, needs and interests. This
contact occurs in a small-group setting and is
facilitated in order to ensure that it challenges beliefs
and attitudes without arousing negative reactions in
participants. It is supported by accurate information
provided through brief talks, exercises, videos, and
written information provided through the Resource
Manual of the Package.

The Package has been used in Australia for
several years and among the service providers who
have successfully undergone disability awareness
training are: retail company employees, employees of
an insurance company, equal opportunity coordinators,
nursing students, -senior government policy officers,
teachers, managers, museum guides, home cafe
attendants, management staff, trade union officials,
librarians, members 'of disability organisations, and
municipal government employees. The program also
has been used successfully with older elementary
school and high school students. Published evaluations
of workshops show that they achieve their aims of
positive attitude change and promoting realistic views
of life with a disability. Each workshop is evaluated
using pre- and post-test comparisons on measures of
attitudes, accuracy of information about disability, and
willingness to interact with people with disabilities.
Results of these evaluations were published by Gething
(1994a) and show that the training is highly successful
in achieving its aims of positive attitude change and
increased accuracy of information about disability.
These changes were maintained at least until a follow
up evaluation conducted several months later.

People with disabilities have been integrally
involved in the development of the package and can be
involved on an ongoing basis as co-facilitators and
guest presenters.of workshops. The workshop format
is flexible and can be adapted to the needs and interests
of the particular group of participants. The developers
recommend a workshop of two days’ length to achieve



~ attitude change. Briefer workshops can be conducted,
but the aims must be modified. Train the trainer
workshops also are conducted for people wishing to
become more skilled in the process of facilitation.

The Package focuses very much on the social
and psychological factors that turn disability into
"handicap.’ Its aim is to increase community
awareness in order to reduce these handicapping’
factors and also to equip .service providers so that they
can provide more appropriate and individualized
services for people with disabilities. It has three
components: a resource manual which can be used
separately (e.g., as a textbook) or as a resource for .
trainers and. participants in training; a facilitator’s -
manual which gives step-by-step instructions on how to
prepare, run, and evaluate a workshop; and a set of
trigger tapes which present typical interactions between
people with and without a disability and which leave
issues unresolved (participants discuss appropriate
behaviors and so on).

The resource manual is divided into two
sections: a general section of around 90 pages
contains a discussion of the definitions of disability and
handicap, factors underlying reactions to disability, the
historical context of attitudes and service provision,
UN-Standard Rules on the Equalization of
Opportunities for Persons with Disabilities and how
this is reflected in legislation in several countries,
issues for people experiencing double disadvantage (as
a result of having a disability plus another minority .
group status including being a women, coming from a
non majority culture, and living in a remote area),
issues associated with living with a disability for the
individual, family, and community, common myths
about disability and their realities, a discussion of
attitudes and their consequences, appropriate behaviors
and language, and principles of appropriate service
provision.

The second SCCthl’l applies concepts outlmed
in first section to specific disability areas: - intellectual
disability, epilepsy, vision impairment and blindness,
hearing impairment and deafness, mental illness-and
psychiatric disability, dementia, multiple sclerosis,
paraplegia and quadriplegia, acquired brain injury, and
cerebral palsy. Each of these modules was written in
close consultation with organisations representing
people of each disability area.

‘For more information about the package  and
its cost, please contact: Dr. Lindsay Gething,
Community Disability and Ageing Program, Building
MO2, The University of Sydney, NSW 2006 Australia;
or phone on 612 351 0616, fax 612, 351 0615,

lgeming@mallett.nursing,.su.edu.au (Internet).
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Accessing Disability Resources
on the Internet

Jonathan Frank
Suffolk University


mailto:lgething@mallett.nursing

There are a growing number of world wide
web pages devoted to disability issues. The purpose of
this article is to help professionals in the field gain
access to these valuable resources usmg a home
computer and modem.

" Internet information is available from a
million linked computers around the world, typically in
the form of "World-wide-web pages” - screens of ,
information with highlighted words that enable users to
link to related topics stored on web pages on other
computers. The challenge to the busy professional is
finding relevant, up-to-date, accurate information
~ without wasting time "surfing the Web." The key -
steps are: (1) buy a fast 28.8K modem and a
computer with at least 8 Megs of memory; (2) sign up
with a local Internet Service - unlimited graphical -
Internet access will cost between $10 and $40 per
month. - (Alternatively you might consider joining AOL
or Compuserve, but be prepared to pay $1-$3 per
hour).

-To access the Internet (1) élick on Netscape :
or Mosarc on your screen;- (2) under the File menu
choose Open Location (Netscape) or Open URL
(Mosaic); (3) enter the address of the web page you
are interested in retrieving. A collection of useful
handicap web pages is given below. For example, to
access the EKA Disability Resource Home Page enter
the following address: http://www. dlsablllty com
/indéx.html on the Internet.

Searching for information on the Internet is -
facilitated by a number of "search engines.” For
example, try DEC’s new search program at
http://www .altavista.digital.com. This extremely
powerful tool is a particularly good means of searching
millions of web pages and news groups for key words
of interest. Within seconds it will produce a list of
web pages that .meet your search criteria. To access
these pages simply click on the highlighted text on
your screen. :
To save interesting web pages for future
reference you can use bookmarks in Netscape and
Hotlists in Mosaic. For example in Netscape, once
you have found a valuable web page click on the menu
choice Bookmark and select the pull-down menu Add
Bookmark. In future sessions retrieve bookmarks by
clicking on the Bookmark menu choice and choosing
from the list of saved web pages.- Tlhe process in
Mosaic is very similar. . In Mosaic chck on F|le -
Hotlist - Add.

. In summary, the Intemet can be an mvaluable
resource for professionals in the disability field. The
cost of connecting is relatively low - the real issue is
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sorting out web pages with true information content
from all the "noise” on-the Internet. As you gain
experience, you will find your search techniques will
improve dramatically. To start out you may wish to
follow some of the disability links I have researched
below. .

(1) EKA Disability Resource, Products,
Services and Communication Home Page at:
http://www.disability.com/index.htrnl

~ (2) Apple Computer Software and Hardware
Solutions Home Page at: http://www.apple.com
/disability/welcome.html

(3) West Virginia Rehablhtatron Research &
Training Center at: http: //www icdi.wvu.edu
/Others.htm

(4) Resources for Research on Dlsablhtles
Department of Special Education, University of Kansas
at: http://www.sped.ukans. edu/speddisabilitiesstuff
/speddisabilities-univs.html . ‘

5) Dlsablluy Sites that focus on
self-advocacy, iniclusion, and civil rights at:
http://web.syr.edu/ ~ thechp/disres.htm .

(6) Adaptive Computing Technology Center
Disabilities Directory at: http://lib-www.lib.
indiana.edu:8080/resource/easi.html

(7) ADA & Disability Information at:
http://www.public.iastate.edu/ ~ sbilling/ada.html

(8) Disability Related Resources on the
Internet at: http://disserv.stu.umn.edu/other.html

(9) The Accessibility Alliance at:

,hltp /Iwww . accessibility.com

(10) T.R.C. Rehablhtatlon-Dlsabxllty Links at:

» http: /‘/mfo hhsc.state.tx.us/rehab-disab.html

, (Dr. Jonathan Frank, a native of Scotland, has
taught computing at the college-level in UK, Hawaii,
Canada, and Boston for the past 20 years. He has
consulted and published widely in the area of
information technology and the Internet. He can be
reached at (617) 573-8617 or by e-mail at jfrank@
acad.suffolk.edu.)

ADA-USA

. Dale Fedderson
The Foundation on Employment & Disability, Inc.

~ ADA-USA: Minerity Communities’ Access
Project (funded by the U.S. Department of Justice)

_ provides practical information about the Americans

with Disabilities Act to people with disabilities, opinion

makers, and business owners in a dozen languages for
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minority ethnic communities throughout the United
States. The program is operated by The Foundation on
Employment & Disability, Inc. (TFED), which
operates this and other informational programs so as to
improve the employment outlook for persons with
disabilities.

- The main goals of the program are: 1) to
inform small business owners and other service
providers in language-minority communities of their
responsibilities under the ADA and to provide them
with information and referrals that encourage and assist
them in complying voluntarily; and 2) to enable
individuals with disabilities whose primary language is
not English to obtain basic information and referrals to
help them benefit from the ADA.

ADA-USA distributes two free booklets on the
ADA, one directed to owners of small businesses
(Doing Business in Compliance with the Americans
-with Disabilities Act of 1990) and one for persons with

disabilities (Entitlement to Access--A Practical Guide
to the ADA). The booklets are available in alternative.

formats (audio cassette, large print, and Braille) and in
the following twelve languages: Arabic, Armenian,
Cambodian, Chinese, Dine (Navajo), English, Hindi,
Korean, Spanish, Tagalog, Russian, and Vietnamese.

Interested persons may order brochures, or
hear brief recorded information about the Americans
with Disabilities Act in any of the program’s languages
by calling the ADA-USA multi-lingual ‘telephone
information line: 1-800/232-4955 (voice) or 1-
800/232-4957 (TDD). Callers can also receive
answers to questions they may have about the ADA by
leaving their names and phone numbers - TFED staff
members will call back to answer their inquiries.
Brochures and information may also be obtained by
writing to TFED at 3820 Del Amo Boulevard, Suite
246, Torrance, CA 90503, or by calling 310/214-3430
(voice) or 310/214-5195 (TDD).

ADA Materials Available
from the EEOC

There are two books available in Spanish (as
well as in English) on the ADA from the Equal
Employment Opportunity Commission: The - .
Americans with Disabilities Act: - Your Employment
- Rights as an Individual with a Disability and The

Americans with Dlsabllmes Act: Questions and
Answers.

(To order these publications or for further
information, contact: The U.S. Equal Employment
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Opportunity Commission, 1801 L Street, NW,
Washington, DC 20507; phone (voice): 1-800/669-
3362; TDD: 1-800/800-3302.)

ADA Materials/Information Available
from the Department of Justice

The U.S. Department of Justice provides
information about the: Americans with Disabilities Act
through a toll-free ADA Information Line, To obtain
general ADA information, get answers to technical
questions, order free ADA materials, or ask about
filing a complaint, call 1-800/514-0301 (voice) or 1-
800/514-0383 (TDD). The Information Line’s
recorded message, in both English and Spanish,
instructs callers on how to obtain further assistance in -
thelr own language.

Among the ADA mateérials dlstrlbuted at no ‘
cost by the Department of Justice is a 32-page booklet,
available in Spanish as well as in English. This
booklet, ADA Questions and Answers, gives an
overview of the ADA’s requirements for ensuring -
equal opportunity for persons with disabilities in .
employment, state’and local government services,
public accommodations, commercial facilities,
transportation, and requiring the establishment of
TDD/telephone relay services. This document
provides basic information in a simple question and
answer- format. It also includes a listing of federal
agencies that are responsible for providing information
to the public about the ADA.

ADA Materials Available
from NEDBTAC

Owen Logue

~ The New England Disability and Business
Technical Assistance Center (NEDBTAC) is pleased to
announce their translation of two Americans with =
Disabilities Act booklets into both Creole and
Acadian/Quebecois French. The two documents are:
The Americans with Disabilities Act: Questions and
Answers and The Americans with Disabilities -Act:
Your Employment Rights as an Individual with a -
Disability. These booklets are scheduled to be
distributed nationwide in the Fall of 1996. Requests
are welcomed from individuals as well as organizations
interested in obtaining these materials.



(Requests can be made to: New England
Disability and Business Technical Assistance Center,
145 Newbury Street, Portland, ME 04101; phone
(voice/TDD, in region): 1-800/949-4232; phone
(voice/TDD, out of region): 207/874-6535; e-mail:
NEDBTAC@USM.Maine.EDU.)

Sources of Research Information on All
Aspects of Disability and Rehabilitation

Katherine D. Seelman, Ph.D., Director
~ National Institute on Disability and
Rehabilitation Research

Two new NIDRR-funded projects will make
disability and rehabilitation research more accessible
and more available. They are:

- Improving Access to Disability Data, InfoUse,
2560 9th Street, Suite 216, Berkeley, CA 94710;
phone: 510/549-6520; e-mail: InfoUse2@aol.com.

‘This project will provide oonstantly-ilpdated statistics

in formats tailored to specific audiences.

The National Center on Dissemination of
Disability Research, The Southwest Educational
Development Laboratory, 211 East 7th Street, Austin,
TX 78701-3281, phone: 1-800/266-1832; e-mail:
lharris@sedl.org. The center will investigate new

*methods of disseminating the results of research funded
by NIDRR and other agencies. The center’s

newsletter, announcements, and other information
items are available on its worldwide web page at

~ http://www.ncddr.org.

Another very valuable source of information is
the National Rehabilitation Information Center
(NARIC). The Information Specialists at NARIC can
be reached toll-free at 1-800/346-2741, extension 1.
NARIC has a large data base and the ability to produce
bibliographies on all disability-related topics.

Other Resources

Justice For All and the JFA E-mail Network
were formed to defend and advance disability rights
and programs in the 104th Congress. One JFA goal is
to work with national and state organizations of people
with disabilities to get the word from Washington D.C.
out to the grassroots. TO :SUBSCRIBE: Anyone can

- subscribe for free by sending e-mail to:

majordomo@mailbot.com
with the following in the body of the message:
- subscribe justice username@hostname
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Please substitute your e-mail address for
username@hostname. You can leave the "Subject: .
line blank. The subject Line is not relevant (1gnored

-by Majordomo). TO UNSUBSCRIBE: If you wish to

end your subscription, send the message:
unsubscribe justice username@hostname

TO CHANGE E-MAIL ADDRESS: If you change

E-mail addresses please unsubscribe to your old

- address.and then subscribe to the new address. Please

feel free to copy this and hand it out at meetings and to
publish it in disability periodicals.

The University of Michigan Medical Center
and the Ann Arbor Center for Independent Living
announce a new edition of Hospital to Community.
The manual describes a model program designed to
assist persons with spinal cord injuries in achieving
maximum independence and control over their lives
after the onset of disability. It was first published in
1989. This manual reflects the integration of the
independent living paradigm and the medical ,
rehabilitation paradigm. New topics in this edition are
medical recovery, sexuality, and technology. Its
development was funded by the National Institute on
Disability and Rehabilitation Research. To order
contact the University of Michigan Model Spinal Cord
Injury Care System, Department of Physical Medicine
& Rehabilitation, 300 North Ingalls Building, Ann
Arbor, MI 48109-0491. It costs $30.

The World Institute on Disability (WID) and
the National Council on Aging (NCOA) announce the
establishment of the National Institute on Consumer-
Directed Home and Community-Based Care Systems
located in Washington, D.C. The Institute will create
and maintain an inventory of research and
demonstration programs, policies, and practices in the
areas of consumer-directed home and community-based
care initiatives and personal assistance projects for
elderly persons and persons with disabilities. Funding
is provided by a three year grant from Health and
Human Services® Assistant Secretary for Policy and
Evaluation, the Administration on Aging, and the
Robert Wood Johnson Foundation. The Institute is
actively seeking information from persons who have
managed consumer-directed services and programs or
who are doing résource and demonstration projects that
have consumer choice as a concern. For more
information contact Louise Cleveland at 202-479-6975.

An anthology published in 1995 by the -
Advocado Press, The Ragged Edge: The Disability

Experience from the Pages of the First Fifteen Years '
of The Disability Rag, was adopted as a text in several
courses. in disability studies: in the Yale School of
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Public Health, in the Rehabilitation Counseling
Department at Syracuse University, in the MPA
- program at Suffolk University, and in the Department
of Political Science at the University of Southern
California. For more information or to request a.
review copy call the Advocado Press at 502-459-5343.

The proceedings of the September 1994
American Disability Prevention and Wellness
Association conference, Preventing Disabling
Conditions: The Role of the Private Sector, is
.available from Dr. Michael Marge, President,
ADPWA, 111 Clarmar Road, Fayetteville, NY 13066.

The National Center for the Dissemination of
Disability Research has a home page on the World
Wide Web: http://www.ncddr.org.

Disabled Peoples’ International has a home
page on the World Wide Web: http://www. escape

.ca/ ~dpi/.

Announcements

International Advisory Editorial Board -

The National Institute on Disability and
Rehabilitation Research, a division of the Office of
. Special Education and Rehabilitative Services of the
U.S. Department of Education, is seeking nominations
for an International Advisory Board that will assist in
developing ideas, recommending authors, and
reviewing drafts of manuscripts for a Handbook of
Disability Studies. The intent of the volume is to
produce a sourcebook for teaching and research in
disability studies which will provide a conceptual
framework, organize existing knowledge and point to
research needs and community based activities which
ought to be addressed to advance the field.

Criteria for nomination to the International
Adpvisory Editorial Board includes: being a person .
with a disability; having a Ph.D. or an equivalent
degree; being a published author; having an affiliation
with an academic institution. -

Please send the nominee’s name, address,
telephone and fax number, as well as an e-mail address
(where applicable) to: Carolyn Ward, Conwal
Incorporated, 6858 Old Dominion Drive, Suite 200,
McLean, VA 22101, telephone (703) 448-2300, FAX
(703) 448-3087, E-mail cwardcon@aol.com on
Internet. The information will be processed and
passed along to NIDRR for review.

Interagency Subcommittée on Disability Statistics
(Based on Information Supplied by Paul Placek)

The federal Interagency Subcommittee on
Disability Statistics (ISDS) will meet from 1:30 pm to
3:00 pm on June 12, 1996, the day before the annual
meeting of the Society for Disability Studies. The
meetings are open to interested persons. For more

.. .information contact Paul Placek (301-436-5979 Ext

150). :
' At the March 13 meeting of the ISDS there
were a number -of presentations:

» 1. Barbara R. Trader, Atlanta Paralympic
Organizing Committee, presented "Overview of the
Third Paralympic Congress, August 12-16, 1996,
Atlanta, Georgia." - She is Vice President, Youth and
Cominunity Programs, Atlanta Paralympic Organizing
Committee, 1201 W. Peachtree St., NE, Suite 2500,
Atlanta, GA 30309-3448, tel 404-724-2662, fax
404-724-2820." Ms. Trader stated that the host hotel
for the meetings is the Atlanta Marriott Marquis, that
many important speakers have been confirmed,
including: Joshua I. Malinga, Justin Dart, Henry
Enns, Walther Troeger, Paul G. Hearne, John D.
Kemp, Johann Olav Koss, Jeff McCubbin, Becky
Ogle, Peter W. Axelson, Kenneth J. Rlchter, Judy -
Heumann, Bob Williams, Marca Bristo, Tipper Gore,
and others. Sessions on topics include: A Human
Rights Agenda Inclusive of People with Disabilities,
Sports Opportunities for People with Disabilities,
Expanding Opportunities for Employment and
Economic Viability for People with Disabilities, Sports
Opportunities Available to Children with Disabilities,
Disability in the Media, Community Advocacy, Sports
Medicine, Technology in Sport, and Universal Design.

About 2,000 attendees from 55 countries are expected. V

Registration before May 1 is $270. For more
information about the Congress, call their office at
404-875-9380. For registration information in large
print, on audio tape or Braille, call 770-565-2091, or

TDY 404-724-2767. The Third Paralympic Congress

piggybacks with the Tenth Paralympic Games to he
held August 16-26, with several thousand athletes with
physical disabilities from over 100 nations. For games
information call 800-818-4715.

2. Scott Brown, Joe Hollowell, Susan Jack,

“and Paul Placek summarized "Plan of Cosponsor

Agencies for Analysis of the 1994-96 NHIS Disability
Survey." Scott Brown is at 202-205-8117, Joe
Hollowell is at 770-488-7362 (new phone number) and
Susan Jack is at 301-436-7089 x141. Gerry.
Hendershot will also handle questions at 301-436-7085

*


mailto:cwardcon@aol.com
http://www.escape
http:http://www.ncddr.org

x142. In the first phase of the HIS-D, conducted

during 1994 and 1995, basic information on disability -

was obtained by personal interview for 225,000
persons, ahout 45,000 of whom had some indication of
disability. In the second phase which began in late
1994 and continues through 1996, the 45,000 persons
with an indication of disability are being re-interviewed
to obtain more information.. 1994 -phase 1.data release
is tentatively set -for June 1996. There are over.a
dozen cosponsor agencies in three workgroups: 1)
children’s issues, 2) policy and planning, and 3) adults
and seniors. Joe Hollowell is recruiting research
fellows now to work on analysis in several CDC
Centers. There will be two workshops this summer on
how to use the new data: June 25-26 at CDC Atlanta
and the other in the D.C. metropolitan area with no -
firm date set. Paul Placek, Program Chair for the
Disability Forum of APHA, reported that there will be
at least one full session on HIS-D at the November
17-21 APHA meetings in NYC, and several HIS-D

. papers' in two other sessions. There were four major
comments. on the presentation: (1) Ray Seltzer said
that Healthy People Year 2010 planning is now
underway, and sizeable number of cohesive disability
objectives are needed now for baseline data. (2)
Corrine Kirchner, President of the Society for
Disability Studies, recommended an advisory

- committee of SDS members with disabilities, to work
with the analysts. (3) Lois Verbrugge pointed out that
funds were still nesded to complete HIS-D data
collection. ' (Dr. Verbrugge wrote a comprehensive -
proposal for analysis of HIS-D last year.) (4) Ed
Yellin suggested the creation of a fourth workgroup on
how analysts might solicit funds collectively to
undertake analysis.

3. Corinne Kirchner, American Foundation
for the Blind, presented "Productive Living for People
who Are Blind or Visually Impaired: A Lifespan
Approach," a summary of AFB’s March 9-11 Annual
Meeting of the same title just held in Washington,
D.C. Her address at AFB is 11 Penn Plaza; Suite 300,
NY, NY 10001, 212-502-7634, fax 212-502-7773.

She distributed information from AFB’s JLTLI Bulletin
with information about their tenth conference, which
marked AFB’s 75th anniversary. Conference speakers
included Judy Heumann, Susan Daniels, Jane West,
~and many others. There were sessions -on health care
reimbursement, a focus on employment; Title
VII-Chapter 2, and an action plan. There were two
piggyback meetings, the National Council of Private
Agencies for the visually impaired on March 8-9, and
‘the Johns Hopkms/AFB Health Care Reimbursement
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Workshop on March 8, focussing on Medicare services

and payment. Dr. Kirchner stressed that cost

effectiveness "outcomes” must be documented to show

the effectiveness of services, and made this suggestion
as an HIS-D paper.

4. Mitch LaPlante, Ed Yellin, Bob Maynard,
and Robert Newcomer gave an overview of "Housing
and Disability: Data Needs, Statistics and Policy," to
be held May 13, 1996 8am - S5pm, and is the Third
National Disability Statistics and Policy Forum. The
hotel is the Holiday Inn on the Hill, Washington, DC.
Mitch is at 415-502-5210 and conference information
can be obtained from Dianna Stammerjon at
415-502-5210. According to Jane West, local
arrangements coordinator and assisting with the
program, the keynote luncheon speaker is Roberta k
Achtenberg, Assistant Secretary for Fair Housing at
HUD. The purpose of the conference is to strategize
to improve the quantity and quality of statistical
information on the housmg situation of Amencans with
disabilities.

The topics of future meetmgs Wednesday,
April 10. 1996: (1) "Recommendations of NIDRR'’s
Interagency Committee on Disability Research Report
to Congress" by Jane West, NIDRR Consultant. (2)
"The Rehabilitation Community’s Data Needs" by
Tony Young, Director, Residential/Comumunity
Support, American Rehabilitation Association. (3)
"Report on Use and Usefulness of ICIDH meeting in
Strasbourg, France, March 25-26" Jane West,
Independent Consultant. Wednesday, May 8, 1996:
(1) "The Disability Statistics Rehabilitation Research
and Training Center of San Francisco” by Mitch
LaPlante and colleagues. (2) "Governors Offer the
Administration Three Medicaid Disability Definition
Options" by Burt Schorr, Editor, Managed Medicare
and Medicaid News. .

The remaining 1996 ISDS meeting dates, all
on Wednesday from 1:30pm - 3:00pm, are May 8,
June 12, July 10, August 14, September 11, October
9, November 13, and December 11. Paul Placek
(301-436-5979 Ext 150) and Sean Sweeney
(202-205-5449) are now scheduling tOplCS for. these
1996 dates.

The meetings are held in six locatlons; (1)
Hubert H. Humphrey Building, Room 727E, 200 .

Independence Avenue, SW, Washington, D.C., the

nearest Metro Stop is Federal Center SW. (2)
Baltimore SSA in room 1-28b-Link (between v
Operations and Altmeyer). The coordinator Mike
Bland, 410-786-7776, and the new SSA Anchor Person
is Erma Barron, Deputy Director, Division of



Disability Program Information & Studies,
410-965-1123. (3) Atlanta/CDC, Chamblee 101, |
Room 3001. (4) Hyattsville/NCHS in the Presidential
Building, Room 10-66. (5) Research Triangle Park,
North Carolina, 12 Davis Drive, Building B Room
212, coordinator C. Frank Rawls, 919-541-4402. (6)
San Francisco HCFA Site, 75 Hawthorne, Envision
Coordinator is Debbie, 415-744-3502,

NOTE: Access to the above Federal
Buildings is Restricted so if you do not have a Federal
ID and wish to attend, contact a Federal Einployee in
that building to leave your name with the guard.

At the April 10 meeting it was announced by
Paul Placek, Program Chair, that the Disability Forum

- of APHA received 118 abstracts submitted for the
November 17-21, 1996, APHA meeting in NYC. This
is more than double the 57 abstracts submitted. last

~ year, Paul hopes to have 19 sessions on various

disability topics at the meetings, plus a business
meeting with award and keynote speaker, and
continuous disability films at the dlsablllty Forum

Booth at the Coliseum.

The Institute on Disability and Human
Development, a unit in the College of Associated
Health Professions, University of Illinois at Chicago
(UIC), announces two open rank, tenure-track faculty
positions. One position is in Disability Studies and .the
other is in Assistive Technology. Duties of the
positions include developing an active, externally
~ funded research program and teaching and supervising
graduate students. The positions require demonstrated
leadership in disability issues and previous teaching
experience at the graduate level. A nationaily .
significant record of publications and funded research
are expected for a senior-level faculty appointment.
(associate or full professor). Interested applicants
should send a c.v., list of references and sample
publications. to Tamar Heller, Ph.D., Chair, Faculty
Search Committee, Institute on Disability and Human
Development, UIC, 1640 W. Roosevelt Road,
Chicago, Illinois 60608. They will begin reviewing
applications. on March 6, 1996. UIC is an equal
opportunity employer.

The Margaret Clark Award, $500 and
consideration for publication by three journals, is
sponsored by the Association for Anthropology and
Gerontology to honor Dr. Clark’s pioneering’
multidisciplinary work in gerontology and medical
anthropology. Unpublished graduate or undergraduate
student papers- in all fields are welcome. Papers will
be peer reviewed. The relation to lifespan and aging
issues must be discussed. Send three double spaced
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~ copies and abstract, author’s name, address, affiliation,

phone number, and verification of student status to
Mark R. Luborsky, Ph.D., Margaret Clark Award
Chair, Polisher Research Institute, Philadelphia
Geriatric Center, 5301 Old York Road, Philadelphia,
PA 19141, 215-456-2987. Deadline is May 31, 1996.

National Organization on Disability

Michael R. Deland, Chair of the National
Organization -on Disability (NOD), announced that
former President George Bush, who signed the ADA ‘
into law on July 26, 1990, has accepted the position of
Honorary Chairmanship of NOD. The NOD works
with many groups to implement the ADA and to
involve persons with disabilities in its various
programs.

1995-1996 Mary E. Switzer Fellows Announced

Dr. Katherine D. Seelman, Director of the
National Institute on Disability and Rehabilitation
Research (NIDRR) of the Department of Education,
announced the awarding of fifteen Mary E. Switzer
Fellowships for 1995-1996 in May 1995. This is the
largest group of fellows announced since the program’s
formal beginning in 1983. The 1996-97 will soon be

- announced.

The fellowships honor the memory of the late
Mary E. Switzer, whose extraordinary leadership,
drive and dedication was the catalyst for legislation,
programs and services that changed attitudes, enhanced
employment opportunities, independence and the
quality of life for millions of people with disabilities
and their families in the United States and worldwide.

The 1995-1996 fellows will pursue research in -
a wide variety of topics related to rehabilitation. This
group includes researchers with disabilities. There are
two levels of award: Distinguished Fellowships are
awarded to individuals with seven or -more years of -
research experience in subject areas, methods or
techniques directly relevant to rehabilitation research
and with a doctorate, other terminal degree, or
comparable academic qualifications; Merit Fellowships
are awarded to individuals with advanced professional
training who are in earlier stages of their research
careers or who have less than seven years experience

‘or independent study in an area directly pertinent to

disability and rehabilitation.

“ The Distinguished Fellows are: Caro] L.
Bergquist, Ph.D., University Associates, Lansing, MI:
A Research Study to Enhance the Employment of



Native Americans with Disabilities Living on the
Hannahville Indian Community Reservation; Helen
Ezell, Ph.D., Pittsburgh, PA: Enhancing Early
Literacy of Young Children with Language
Impairment; Alexis D. Henry, Sc.D., University of
Massachusetts Medical Center: Predictors of Outcome
Among Persons with Severe Mental Disorders -
Participating in Clubhouse-Based Transitional
Employment; James T. Herbert, Ph.D., CRC, The
Pennsylvania State University: Use of
Adventure-Based Therapy to Facilitate Supported
Employment Among Persons With Severe Disabilities;
Diane U. Jette, D.Sc., Lexington, MA: Health
Outcomes of Physical Therapy Treatment in
Musculoskeletal Conditions; Simi Linton, Ph.D.,
Hunter College: An in-depth study of disability
studies; Kathryn Moss, Ph.D., Durham, NC:
Psychiatric Disabilities and Employment
Discrimination Charges Under the ADA; Annie
Steinberg, M.D., Philadelphia: Loneliness and Social
Isolation in the Workplace During Transition Years:
A Preliminary Investigation; Yong Tai Wang, Ph.D.,
Auburn University: The Relationship Between Energy
Expenditure and Kinematical Factors During
Wheelchair Propulsion.

The Merit Fellows are: Mary Lou Breslin,
Berkeley, CA: Access to Justice: Has the
Handicapped Children’s Protection Act Increased
Parental Access to Educational Opportunities for Their
Children with Disabilities; Albert E. Copolillo,
University of Illinois at Chicago Medical Center:
Mobility Devices and the Disabled Elderly: Intention,
Use and Meaning; Doris Georgiou, Houston:
Rehabilitation Contextual Factors Influencing
Development of Independent Behaviors In Persons
With Spinal Cord Injury; Lois T. Keck, Ph.D.,
M.P.H., Silver Spring, MD: An Ethnographic
Examination of Social and Psychological Barriers to
Full Employment Among Women with Disabilities;
Rachel J. Schindler, M.D., SUNY at Stony Brook:
Dopaminergic Enhancement of Functional
Communication in Non-Fluent Aphasia; Therese
Willkomm, Pittsburgh: Rehabilitative Ergonomics:
Determining Risk Factors Among Tractor Operators
Affected by Spinal Cord Injuries.
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Society for Disability Studies

The Society for Disability Studies is interested
in identifying titles to be displayed in a combined book
exhibit sponsored in conjunction with the SDS Annual
Meeting, June 13-16, 1996, in Washington, D.C. The
conference presents an excellent opportunity for
authors, editors, and publishers to introduce titles of
interest to a focussed audience of disability researchers
and educators.- Orders received on-site for the
displayed titles are immediately forwarded to
publishers at the close of the conference. To suggest
relevant titles or to request exhibit details, contact:
SDS Book Exhibit Coordinator, Exhibit Promotions
Plus, Inc., 11620 Vixens Path, Ellicott City, MD
21042-1539, 410-997-0763, fax 410-997-0764.

Communications

National Meeting of Disability Advocates
David Pfeiffer, Editor
Disability Studies Quarterly

On January 25, 1996, a national meeting of
over 100 disability advocates was held in Washington,
D.C. The meeting was called by Justice For All, an
advocacy organization chaired by Beeky Ogle, to
discuss strategies around the implementation of the
ADA. Members of the disability community presented
statesnents followed by comments from representatives
of members of Congress and from various federal
agencies.

A joint statement was unanimously voted by
the persons present. Entitled "ADA, YES!" it is
available by email from Fred Fay at
fredfay@delphi.com on the Internet. The statement
strongly supports the ADA, IDEA, and other civil
rights statutes. It calls on state and federal
government to implement all disability rights laws, and
on the disability community to communicate disability
rights issues through the 1996 elections and through
the media.

A disability rights working group was
established to hold periodic teleconferences on rights
issues. The group will include the Washington based
Coalition of Citizens with Disabilities rights task force
chairs and, from outside of the Beltway,
representatives of significant grassroots constituencies
like ADAPT, independent living, psychiatric survivors,
and self-advocates.

The group strongly expressed its determination
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that ADA rights will not be weakened. "We will sit
down and talk with anyone about the ADA, but we
will not negotiate to weaken our current rights.” After
the meeting some 25 advocates marched to the Capital
Hilton Hotel and confronted the U.S. Conference. of
Mayors. One of the attending mayors was Rendell of
Philadelphia who was quoted in the morning
Washington Post as saying that ADA forced his city to
spend more than its entire capital budget on curb cuts
which was a falsehood. Rendell was not to be found,
but Conference President Norman Rice, Mayor of
Seattle, met briefly with the advocates and said "The
U.S. Conference of Mayors supports the ADA."
Mayor Bob Lanier of Houston stopped by to say, "You
tell ’em I said that I'd rather spend money on access
for people with disabilities than on football teams. "

(This report was based in part on material
supplied by Fred Fay and Justice For All. Pfeiffer
was a participant in the meeting of advocates.)

Solicitations

Mobility International USA is looking for

. volunteers from the disability community to participate
in a program. They aré interested in homes in which
students with disabilities from the former Soviet Union
can stay from September 1996 to May 1997. They are
also interested in high school age students with
disabilities to participate in the program described
below, people interested in being a mentor for the
students from overseas, and high schools across the

_ country for these students to attend from September to’
May.
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The FREEDOM Support Act brings high
school students from the former Soviet Union to the
United States to participate in a one year exchange
program. During the months of July and August, the
orientation part of the program, including sections on
culture shock, conversational English, and US culture
at the orientation site in New York. .

The program accepted twenty students with
disabilities for the exchange program and is interested
in becoming more inclusive. People with disabilities in
the former Soviet Union are taught in segregated
schools or at home and do not have access to many
educational or employment opportunities. Associating
with people with disabilities (especially -other high
school students with disabilities) during this exchange
program teaches these students about equality and
human rights and provides them with a life changing
experience about the value and abilities of people with
disabilities. -

Please contact Josie Van Scholten with any
questions at Mobility International USA,
(541)343-1284 (voice/TDD), (541)343-6812 (fax) or.
miusa@igc.apc.org (e-mail). o
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The Society for Disabiligg Studies

The Society for Disability Studies is a
nonprofit scientific and educational organization. It is
a multidisciplinary and international organization
composed of social scientists, scholars in the
humanities, and disability rights advocates concerned
with the problems of disabled people in society. The
purpose of the Society is to bring together people from
diverse backgrounds to share ideas and to engage in
dialogues that cut across disciplinary backgrounds and
substantive concerns. The Society -is committed to
developing theoretical and practical knowledge about
disability and to promoting the full and equal
participation of persons with disabilities in society.

The Society for Disability Studies annual
meeting is usually held in June of each year. Likely
themes for disability studies papers or panels are
topics such as' policy, history, sexuality, law, culture,
.methods, politics, media, literature, pedagogy, gender,
self image, cross cultural studies, family, advocacy,
activism, ‘and related topics.

Further information on membership and the
1996 annual meeting can be obtained by TDD at
617-523-3682 or by voice at 617-523-3429. The
mailing address is: Society for Disability Studies, c/o
Department of Public Management, Suffolk University,
Eight Ashburton Place, Boston, MA 02108-2770 USA.

Dues for membership in the Society are basext
on income and are as follows:

Less than $15,000  $15.00 -
$15,000 - $30,000 $25.00
$30,001 - $45,000 - $35.00
Over $45,000 $45.00

Subscription Information

Disability Studies Quarterly comes out four
times a year. Each volume is the same as a calendar
year. Although the Quarterly is associated with the
Society for Disability Studies, the subscription price
for the Quarterly is pot included in the dues for the
Society. However, members of the Society are entitled
to a reduced rate. The prices for a one year
subscnptlon are as follows.

Individual  $35.00

Institution  $45.00

SDS member  $30.00

Student $20.00

Low Income  what you can afford

Additional postage:
Canadian subscribers by air $12.00

Other international (not air) $ 6.00
Other international by air  $16.00

International subscriptions can be obtained by
the exchange of newsletters and/or publications relating
to disability.

Please specify if you wish to receive the
Quarterly by email or on diskette (IBM compatible
WP5.1 and ASCII, 5 1/4" or 3 1/2", high density).
There is no additional cost. for an alternative format.

The Samuel Gridley Howe Library in
Waltham, Massachusetts, is the repository for past
issues of Disability Studies Quarterly. Irv's papers and
books as well as the books, papers, and manuscripts of
Rosemary and Gunnar Dybwad are also deposited
there: Bonnie Stecher is the librarian at the Howe
Library. The Library is avalhble for research into all
aspects of disability.

Past issues of Disability Studies Quarterly are
available for $7.00. Please specify the theme of the
issue and the volume and issue number. Your request

‘will be forwarded to the Howe Library. The Winter

issue of each volume is on general disability issues.
Past issues with a special focus: Technology (October .
1984); Developmental Disabilities (January 1985);
Aging and Disability (April 1985); Work and Related
Disability Policies (Summer 1985); Women, Disability,
and Gender-Related Issues (Spring 1986); Media
Depictions (Summer 1986); Psychological Issues (Fall
1986); Baby Doe and Other Neonatal Issues (Spring
1987); International Comparative Issues in Disability
(Summer 1987); Teaching Disability Studies (Fall
1987); Self-Help and Independent Living (Spring

1988); Historical Aspects of Disability (Summer 1988);
School-Age Children and Disability (Fall 1988); The

- Experience of Illness and Disability (Spring 1989);

Gender and Disability: Sexuality Reproduction Issues
(Summer 1989); Communications Technology &
Hearing Impairment Issues (Fall 1989); Cross-Cultural
- Comparative II (Spring 1990); Disability
Demographics (Summer 1990); Media Depictions (Fall
1990); Bioethics (Spring 1991); Disability Policy

(Summer 1991); Caregiving and Personal Assistance

(Fall 1991); The Body (Spring 1992); Politics of
Disability (Summer 1992); Assistive Technology (Fall
1992); Rethinking Mental Illness from the Inside
(Spring 1993); Genetics (Summer 1993); Young
Children (Fall 1993); Disability Studies Revisited
(Spring 1994); National Health Care Reform (Summer
1994); AIDS (Fall 1994); Media III (Spring 1995);



Religion, Spiritality, and Disability (Summer 1995);
Disability Culture (Fall 1995).

Checks for past issues or for subscriptions
should be made out to the Disability Studies Quarterly
and sent to David Pfeiffer, Department of Public
Management, Suffolk University, Eight Ashburton
Place, Boston, MA 02108-2770, USA. .

A number of books by Irv Zola and others are
available through the DSQ. Ordinary Lives ($10) is a
collection of literary pieces on the experience of
disability edited by Irv. Missing Pieces ($17) is Irv’s
chronicle of living with a disability. Socio-Medical
Inquiries ($10) contains Irv’s recollections of his €arly
life and reflections on them. The New Our Bodies
Qurselves ($20) is the latest edition of the classic on
women’s health by the Boston Women’s Health Book
Collective. -Ourselves Growing Older ($18) concerns
women growing older with knowledge and power. It
is by Paula Brown, Diana Laskin Siegel and the
Midlife and Older Women’s Book Project. Women
with Disabilities. ($17) contains essays on psychology,
culture, and politics and is edited by Michelle Fine and
Adrienne Asch. All six of these books can be
purchased for $80. . Please add $2 per book for
domestic mailing and $4 per book for international -
‘mailing. In addition Journey Out of Silence ($10) is
available. It is an autobiography of William Rush who
1s a person- with cerebral palsy.

To purchase these books make out a check for
the amount in US funds payable to DSQ and mail to
Howie Baker, DSQ, MS #044, Brandeis University,
P.O. Box 9110, Waltham, MA 02254-9110.

Instructions to Guest Editors and Contributors

Every article published in the Quarterly is
invited by and reviewed by the editor, the guest edltor
and/or the book review editor. Although not
technically a refereed publication, scholarly and
professional standards are expected ‘from the authors.

Please submit all material in IBM compauble
format in ASCII or Word Perfect 5.1. Material may
be submitted either on 5 1/4" or 3 1/2" disks. Do not
use footnotes on the page or any imbedded notes
because they will not print correctly. All notes (if
used) must be endnotes. If "References” are provided,
all citations in the list must be included in the notes or

‘the text. "Any citation not included will be deleted. If
~ a "Bibliography" is provided (which includes all
references), it can contain material not cited in the text
or the notes. Any appropriate and clear form of
citation can be used. However, it must be consistent
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be provided.

throughout the material. ~

Gender specific pronouns should be avoided
unless appropriate. The form "people with disabilities"
or something similar must be used. Do not use
contractions or slang unless it is in the original text
which is being quoted. o

Corrections of grammar and syntax will be
done, but every effort will be made to keep the
original wording. Subheadings can be used, but
remember that the published format is two columns so
please avoid long subheadings.

Work previously published must be so noted
with a complete citation. If a copyright was obtained
on the previously published work, written permission
from the copyright holder must be included.

Previously published work is not encouraged.

While there is no page limitation on individual
contributions, authors should discuss the number of
pages with the guest editor. The overall issue length is
dependent upon funding.

Contributors who are not subscribers are
encouraged to subscribe. The editor will provide a
copy of an issue in which a non-subscriber’s material
appeared. Only issues - not individual articles - w111

Authors are responsible for meeting these
guidelines. Guest editors are responsible for enforcing
these guidelines: The editor’s decision in these matters
is final, but the editor is very grateful to all '
contributors and guest editors for their hard work.

SPECIAL NOTICE
~ Since Irv Zola died many persons wondered
about the future of the Quarterly. Disability Studies
Quarterly will continue. For the calendar year 1996

(and longer if necessary) I will be the editor of the

Quarterly. The Steering Committee feels confident
that subscription and other income will provide
sufficient funds to pay for its publication. We are -
receiving some support from Suffolk University, but
we need much more.

Please consider making a donation to ensure
that the Quarterly will continue during this transition
time. For persons (or organizations) who can afford
large contributions, please make one now. All
donations are welcome, however. Make the check
payable to Disability Studies Quarterly and MARK ON
IT DONATION. Send it to David Pfeiffer,
Department of Public Management, Suffolk University,
Eight Ashburton Place, Boston, MA 02 108-2770
USA. Thank you. :

David Pfeiffer, Editor
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