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was able to build on the work of Susan Brown of 
the World Institute on Disability who had 
commissioned several papers (Zola, Seelman, 
Litvak, Schriner, and Watson). dealing with the 
evolution of disability studies as well as disability 

Revisiting Disability Studies and policy. · Those papers · are reprinted in their · 
Disability Policy in _the 1990s entirety in Midsection I. After reading them I 

decided to flush out some other issues raised at 
Irving Kenneth Zola the convention. To this end I asked Simi Linton 

to summarize as best. she could the session she 
Forum had run on 'Teaching Disability Studies" and the 

quite heated di~sion it provoked (i.e. who can, 
At the June 1993 meeting of the Society should etc teach and do research on disability). 

for Disability Studies, I made a promise to the During these meetings, I was approached by two 
organization that I would ·make available to as attendees (Gary Woodill and Barbara Altman) 
wide an audience as possible the themes raised at who were willing to articulate their own personal 
the convention. The cooperation I received in experiences and stances. I then reprinted Drew 
this endeavor was quite remarkable. First of all I Batavia's classic article on the role (or not) of 



.advocacy in disability research and asked Gerben 
de Jong to edit his longer piece on the 
underpinnings of a disability policy agenda. All 
of these articles appear in Midsection II. 

The Teaching. of Disability Studies 
section of DSQ was aJso specially commissioned. 
David Pfeiffer and Karen Yoshida were willing to 
share their preliminary findings on the who, 
what, and where of programs and courses on · 
disability studies. Their full paper will be. 

. · presented at the 1994 Society for Disability 
Studies convention (for details see the Society. 
Pages of DSQ). The. second article is a reprint 

· on constructing syllabi by.Dan Lago. Although 
its focus is on gerontology, 1 ·thought its nuts and 
bolts" concerns would be relevant to our 
teaching. FinaJly, as indicated in the 
Retrospective section there was much of interest 
at the recent Eastern SociologicaJ Society 
meetings. · 1 have thus included 4 brief course 

' commentaries on "teaching about the body". · 
FinaJly I asked D~ Pfeiffer to 

assemble (in addition to his regular bibliography 
section) an annotated bibliography of Research 
and· ProfessionaJ Publications in the field of 
Disability Studieii~ 
· I, as usuaJ, tried to supply other reviews . 

and information. Of course, there will be · 
disagreements, omissions, and gaps. This is 
nevertheless an important series of assessments, a 
state of the art in the ~ly .1990s. 

April 20-23, Western SociaJ Science 
Association Conference will be held in 

. Albuquerque, NM. SeveraJ sessions on disability. 
Contact: Jackie Eller. Department of Sociology, 
Anthropology, SociaJ Work, Box 126, Middle 
Tennessee State University, Murfreesboro, 1N 
37132, (615) 898-2125, FAX (615) 898-5907. 

April 27-30, WfA's Third Annual Pacific 
Northwest Technology Conference "Spanning the 
Worlds Between Technology and Those with 
Special Needs". The conference site will be the 
Meydenbauer Center, Bellevue, WA. Limited 

. scholarships may be available for parents and 

persons with disabilities. Contact: Grant Lord, 
Washington Technology Access Center, 870S 
232nd PlSW, Edmonds, WA 98026, Applelink 

. (WTA), WfA@Applelink.Apple.COM@IN1ER 
NET#. ti' . 

April 29-May 11 1994, Living with 
Disability: A Spirituality of Being, Nancy J. Lane. 
This retreat will focus on a theology and 
spirituaJity of living with disability as opposed to 
suffering from disability. Kirkridge is a mountain 
retreat center in Eastern Penqsylvania, 85 miles 
from New York Oty and Philadelphia. 
Kirkridge, Telephone (610) 588-1793. Note: 
While Kirkridge can reasonably accommodate 
blind persons, persons with waJkers, and those 
living with head injuries, AIDS. cancer, or heart 
trouble, we are not yet fully wheelchair 
accessible, we have no resources for deaf or 
hearing-impaired persons, and we are 15 minutes 
away from professional medicaJ assistance. 

April 30, 1994. Assumption College 
Worcester, Massachusetts. New England 
SociologicaJ Association Spring Conference 1994. 
Theme.: Health Into The 21st Century. Some 
possible sessions include; Women's 
Health/OccupationaJ tlealth. Sports 
Medicine/Mental HeaJth~Health · 
Demographics/Poverty. :and HeaJth, 
AIKDS/Health Care Reform, Long-term Health 
Issues/Student Roundtables. Contact: Professor 
Richard Talbot, Sociology Department. 
Assumption College, Worcester, Massachusetts, 
01615, Tel. (508) 7S2-561S. 

May 2-6. Fifth International Conference 
oti Systems Sciences in Health-SociaJ Services for 
the Elderly and the Disabled, Oeneva, · · 
Switzerland. Contact: Swiss Institute for Public 
Health-SYSTED 94, Rue du Bug.non 21 A, 1005 
Lausanne,. Switzerland. · · 

May 5-6. The EthicaJ Implications of the · 
New Genetics The Boston Park Plaza Hotel & 
Towers, sponsored· by Public Responsibility in 
Medicine and Research (PRIM&R) Co-
sponsored by: Tufts University School of 
Medicine including: Are the ethical dilemmas t 
associated with modifying the genetic material of 
a human being truly unique, requiring a new 
paradigm, or are there lessons to be learned • 
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from the past? Are there types of studies that 
should not be done, or services that should not 
be provided? What are the risks to 
patients/subjects from information that is 
obtained during genetic services or. research? 

· What defines appropriate interactions between 
business and academia in genetic research? 
Contact: PRIM&R, Public Responsibility in 
Medicine and ~esearch, 132 Boylston Street, 
Boston, MA 02116; (617) 423-4112 .. 

May 9-13, 1994, Albuquerque 
Convention Center, AJbuquerque, New Mexico. 
International Association of Psychosocial 
Rehabilitation Services (IAPSRS) 19th Annual 
Conference. Creating A Spirit of Community in 
Psychosocial Rehabilitation. Contact: IAPSRS, 
10025 Governor Warfield Parkway, #301, 
Columbia,. Maryland 21044-3357. ( 410) 730-71~O, 
(410) 730-5965 FAX. : 

May 12-14, The ~erican Psychological 
Association will convene an· interdisciplinary 
conference, "Psychological and Behavioral 
Factors in Women's Health: Creating an Agenda 
for the 21st Century" t.994 at the Hyatt Regency· 
Hotel in Washington, D.C. The conference 
theme highlights the unique opportunity afforded 
by the current national focus on women's health 
and on health-care reform to develop a 
comprehensive psychosocial agenda that 
encompasses diversity and addresses women's 
health issues across the life-span. Contact: 
Wanda Robinson, Women's Program Office 
APA, 750 First Street, N.E., Washington,.D.C. 
20002-4242. Tel: 202/336-6044; Fax 202/336-
6117. 

May 16-18, Coalition of Citizens with 
Disabilities ·in Illinois. 10th Annual Disability 
Rights Conference, Universal Health Care ... A 
Prescription for Justice! Springfield Renaissance 
Hotel, Springfield, Illinois, Contact: Doug Wolfe, 
CCDI, 401 E. Adams, Springfield, IL 62701, 
(217) s22-1016 vrmo. 

I 
May 18-20, Presid~nt's Committee. on 

Emplo}"1lent of People with Disabilities, 47th 
Annual National Conference at the Atlanta 
Marriott Marquis, Atlanta Georgia. During the 
three days of the Conference, attendees will have 
the opportunity to select from more than 40 

workshops and symposia, given by nationally 
recognized experts, on the full range of subjects 
related to the employment of people with 
disabilities. Two general sessions, during which 
business and government leaders will address 
policy issues, will also be presented. .For 
registration information contact: The USDA 
Graduate School, 600 Maryland Avenue, SW, 
Room 108 (PCEPD), Washington, DC 20024; 
Tel,IDD: (202)382-8634; Fax: (202)382-8632. 

· May 19, 1994, The Center for 
Biomedical Ethics, University of Minnesota 
presents Sinners, Saints and Health Care: 
Individual Responsibility for Health-- Ethical, 
Legal & Economic Questions. Cowles 
Auditorium, Hubert H. Humphrey Center, 301-
19th Avenue South, Minneapolis, MN. 
Registration fee is $50. For further information, 
contact: Office of Continuing Medical Education, 
University of Minnesota. 612-626-7600, or 1-800-
776-8636, Fax: 612-626-7766. 

.Tune 1..3, 1994, The Washington 
Business Group on Health's 10th Annual Health 
Agenda 94. Loew's L 'Enfant Plaza, Washington, 
DC./ For registration info"rmation call WBGH, 
Michel1e Hood 202-408-9320, ext. 3009. Health 
Agenda 94 will bring together leaders of health 
care reform-in the private sector, the 
Administration, in both houses of Congress and 
on both sides of the aisle. Participants wiU meet 
other employers, the professionals who organize 
health networks, the elected officials who set the 
agenda, the staffers who do the work, and the 
pollsters and reporters who translate these 
complex issues for the public. 

.June 2-5, The 18th Annual Postgraduate 
Course on Rehabilitation of the Brain Injured 
Adult and Child. Behavior and Cognition: 
Effective Strategies for Assessment and 
Intervention. Presented by The Office of 
Medical Education and The Rehabilitation 
Research and Training Center on Severe · 
Traumatic Brain Injury of the Medical Col1ege of 
Virginia, Virginia· Commonwealth University. It 
will focus on cognition and behavior, practical 
strategies for assessment and intervention, while 
emphasizing issues related to consumer 
involvement, long-term needs, and severely 
disabled populations. Contact: Carole Hettema, 
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Program Coordinator,- MCVNCU Office of 
Medical Education, P .0. Box 980048, Richmond, 
VA 23298-0048; Tel: (804) 225-3640 

June 5-9, An intensive. bioethics summer 
course will be offered. The program ·offers an 
unparalleled opportunity to interact with leaders 
in the field of bioethics while developing a strong 

· foundation in medical ethics. Contact:. Kristen · 
Tym, Center for the Study of Bioethics, Medical 
·eo11ege of Wisconsin, 8701 Watertown Plank 
Road, Milwaukee, WI 53226, 414-257-8498. 

June 10-13, Qualitative Health Research, 
II International Conference, Hershey, PA. 
Contact: Janice Morse, School of Nursing, 307 
Health & Human Development East, 
P,ennsylvania State U.; University Park, PA 
16802;· 814/863-8187, FAX 814/863-8188. 

.Tune 12-26, (A Course) The University 
of Missouri-Kansas City will offer the course 
"Health Care and Social Services in Sweden and· 
Finland," taught by Burton Halpert, Department 
of Sociology and Medicine. Undergraduate and 
graduate students can receive three hours credit 
while spending two weeks in Stockholm and 
Helsinki. The course is jointly sponsored with 
People to. People International Collegiate and. 
Professional Studies (PTP). Students will gain 
first-hand experience in how health care and_ 
social services are organized and delivered in 
these two advanced European societies from 
leaders in these fields and from visits to 
institutions providing. these services. For 
information contact Burton Halpert, University 
of Missouri, Center on Aging Studies, 5245 · · 
Rockhill Road, Kansas City, MO 64110, (816) 
235-1751, or Alan Warne, (816) 531-4701. 

June 16-19, Law and Society Association, 
Annual Meedng, Phoenix, AZ. Theme: 
"Cultural, National and Transnational Legalities: 
Contested Domains. Contact: Law an.d Society 
Assn. Hampshire Hc~use, Box 33615, U. Mass, 
Amherst, MA 01003-3615; 413/545-4617, fax 
413/545-1640, e-mail Isa@legal.umass.edu. 

.June 23-25, The Sev~nth Annual 
Conference of the Society for Disability Studies 
will be held at the Crowrie Plaza Hotel in 
Rockville, MD. For information on the society 

or registration materials, contact Barbara 
Altman, 14608 Melinda Lane, Rockville, MD 
20853; 301 594-1400. Bitnet BXO@NICHU. 
Internet: BXO@CU.NIH.GOV (For more 
details, see Society Pages) 

July 6-9, The Third International 
Congress of Behavioral Medicine is being 
organized by the International Society of ·· 
Behavioral Medicine in cooperation with the 
Netherlands'· Behavioral Medicine Foundation. 
Behavioral medicine is a multidisciplinary area of 
research that seeks to integrate behavioral, 
psychosocial, and biomedical knowledge that is 
relevant to understanding health and illness. 
Contact: Conference Office, Universiteit van 
Amersterdam, -P.O. Box 19268, 1000 GO 
Amsterdam, The Netherlands. 

July 11-15. (A course). Health Care 
Policy Analysis Course, organized by the 
University of mjburg Maastricht, at the Summer 
University Health Sciences and Medicine. This 
course focuses upon a number of important 
policy issues,k mainly from the viewpoint of 
health economics and. political science. Some 
issues for systematic analysis are the finance, 
· delivery and regulation of health care, health 
care reform as well as political decision making 
in health care. During the course a strong 
emphasis is placed int~rnational comparison. 
For more information contract Annie Simon, 
Summer University Health Sciences and 
Medicine, phone: 31-43-881552, FAX 31-43-
881552. 

I just finished attending, organizing and 
participating in the 64th Ann~al Meeting of the 
Eastern Sociological Society, March 17-20, 1994 
in Baltimore, Maryland. As President I was able 
to set the theme:· The Body: Its Embodiment in 
Proxis, Politics, and Policy. All told there were 
at least 25 sessions dealing explicitly with the 
topic. Much of the material seems quite relevant 
to the readership _of DSQ so much so that I am · 
willing to provide copies of the full program to 
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anyone interested. This program lists· all 139 
sessions, participants, full affiliations and 
addresses so that you can write authors for their 
papers~ If interested please send check (payable 
to Brandeis University/DSQ) or cash, $1.50, to 
me to cover shipping. Irving Kenneth. Zola. 

Deadline: March 31 {if passed call). 
Papers are being sought for volume 12 of 
Research in The Sociology of Health Care 
published by JAI Press. The major theme for 
this volume is Patients, Consumers, Providers 
and Caregivers: The Changing Mix of Health ...· 
Care Delivery. Within this theme, papers dealirig 
with patients and patient care issues, health and 
social movements, the influence of gender, race 
and class, as well as ore m macro-level system 
issues involving health care practitioners and 
health professions, and hospitals and other health 
care organizations are welcome. The volume will 
contain 12 to 15 papers, generally between 20 
and 40 pages in length. Send colmpleted 
manuscripts or abstracts and outlines for an 
initial indication of interest in the topic to Jennie 
Jacobs Kronenfeld, School of Health Administra-
tion and Policy, Arizona State University, Tempe, 
AZ 85287-4506, (602) 965-7099, FAX (602) 965-
6654. 

Deadline: April 1. The Interest Group 
on Persons with Disabilities invites submission of 
original research papers to be considered for 
presentation at the Association for Education in 
Journalism and Mass Communication's annual 
convention, Aug. 10-13, 1994 in Atlanta, Ga. 
Possible topics include, but are not limited to: 
media coverage and portrayal of individuals with 
disabilities; augmentative communication devices; 
technology; disability and mass communication, 
inclusion of those with disabilities in media 
workplaces~ The body of the paper (not 
including tables and references) should be no 
longer than 7,500 words (25 pages). Authors 

_should be identified on the title page only. The 
paper's title should appear on the first page of 
the text as well as on the title page. Student 

papers should be identified as such on the title 
page. Four copies of papers and a 75 word 
abstract must be submitted by first class mail to: 
Ann Preston, Research Chair, Department of 
Communication, Box 5462, North Dakota State 
University, Fargo, ND 58105-5462. For more 
information call Ann Preston at (701)237-7430 or 
John Qogston at (815)753-7008. 

. Emerging Leaders Producers: Rob 
Tobin, Susan Sygall. Color, 20 minutes. 
Mobility International, USA, PO Box 3551, 
Eugene Oregon 97403 (503)-343-1284 (Voice or 
TDD) Available with or without captions. 
English or Spanish. Purchase: $40.00 members, 
$49.00 non-members & $5.00 postage and 
handling. 

This motivational film is a very · 
straightforward presentation of a leadership 
training program run by Mobility International 
with the participation of a group of young adults 
from around the world. Held in Oregon, this 
month-long training program attracted a group 
of men and women with different types of 
disabilities but a unified belief in the need to 
·empower themselves and to become active 
advocates on their own behalf and on behalf of 
others. Scenes of group sessions in which 
participants are taught advocacy, strategy and 
polite but serious resistance to the status quo are 
interspersed with interviews of individuals taking 
part in the training. The thoughtfulness, 
seriousness of purpose and insight individuals 
show during the interviews, as well as the 
discussion in the classroom provide a 
considerable amount of information and 
overview. The scenes of various members of the 
group trying new activities - rope climbing, water 
skiing and river rafting will bring home to any 
viewer the fact that becoming "empowered" 
means being able to explore and enjoy all aspects 
of life. 

There are two audiences to which this 
well-crafted film will appeal. One is within the 
disability community itself. This film will help 
stimulate interest and provide focus for those 
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individuals and groups who are interested in 
establishing empowerment groups and sessions. 
This is too short a film to provide a detailed 
outline of exactly how to organize such types of 
empowerment programs. Presumably, the intent 
here was to document enough of the process to 
spark interest in others in undertaking similar 
types of programs. The second group to be 
reached are the able-bodied, particularly able-
bodied professionals who have yet to understand 
the ·extent or serious intent behind the issues of 
empowerment for individuals and policies. 
Mobility International is to be commended both 
for running this program, and for providing 
documentation of it for the rest of us. (Nora 
Ellen Groce, Yale University). 

An Office of Behavioral and Social 
Sciences Research has been established at the 
National Institutes of Health (NIH) in the NIH 
Revitalization Act of 1993. The first of its kind 
at NIH and to identify behavioral and social 
sciences research projects that should be 
undertaken by NIH. The Office will not fund 
research projects· directly. The Office of 
Behavioral and Social Sciences Research will be 
situated in the Office of the Director of NIH. A 
director, appointed by the Director of NIH, will 
head the Office·. Research areas specified, but 
not limited, for the Office include teen 
pregnancy, infant mortality, violent behavior, 
suicide and homelessness. The Director of the 
Office of Behavioral . and Social Sciences 
Research is charged with submitting a report to 
the Congress by February 1, 1994, describing the 
extent to which NIH conducts and supports 
behavioral and social sciences research. As part 
of preparing the report, the Director is charged, 
also, with adopting a standardized definition of 
{"behavioral research" and "social sciences 
research" to apply uniformly to the assessment of 
each NIH Institute. 

The Act did not authorize funds for the 
Office, but an appropriation is expected to be 
specified in the NIH appropriation bill this fall. 
The American Anthropological Association has 

joined a Coalition for the Advancement of 
Health through Behavioral and Social Science 
Research to assure that funds are provided and 
to assist the Office in advancing behavioral and 
social science research at NIH. Other Coalition 
members include American Psychological 
Association, American Sociological Association, 
Center for the Advancement of Health, 
Consortium of Social Science Associations, 
Federation for Behavioral, Psychological and 
Cognitive Sciences, National Council on Family 
Relations, Sex Information and Education 
Council of the United States, Society of 
Behavioral Medicine and the Alan ·Guttmacher 
Institute. 

The Robert Wood Johnson Foundation 
Building Health Systems For People With 
Chronic Illnesses 1994. The Program. under 
this program $15 million is to be awarded over a · 
three-year period to fund demonstration, 
evaluation, and research projects intended to 
improve systems of care for people with chronic 
conditions. (A first round of grants has been 
made.) The program is looking for projects that 
respond to the full spectrum of medical, mental 
health, and supportive services such people. need, 
emphasizing non-institutional services. Three 
types of projects will be considered: 
demonstrations of new service systems that 
enable more appropriate, integrated ·services, 
improve patient satisfaction, and contribute to 
better health outcomes, greater efficiency, and 
reduced costs; evaluations of initiatives already in' 
place to determine their impact on patient 
outcomes, service costs, and the quality of care; 
research on the feasibility and likely impact of 
new directions in the organization and financing 
of services for the chronically ill. 

Timetable. During 1994, applications will be 
considered in two rounds: 

Round 1 Round 2 
Deadline for receipt Feb. 22, Aug. 31, 
of letters of intent: 1994 1994 

Deadline for receipt of May 16, Dec. 20, 
applications from those . 1994 1994 
invited to apply: 
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Grant recipients Oct. June 
.to be announced: 1994 1995 

Contact: Sandra DiPasquale, DRPH, RWJF 
NPO, The Genesee Hospital, 224 Alexander 
Street, Rochester, NY 14607-4055, Phone: 716-
263-2158. 

spring 1994. To receive a copy of the OAM 
newsletter or to send a news item, calendar 
notice or manuscript, contact Ted Cron, editor 
AM, 5517 Trent St, Chevy Chase, MD 20915; 
fax (301) 656-7366. 

The William T. Grant Foundation. Each 
year the Foundation makes awards to 5 junior 
investigators whose research pertains to the 
development of children, adolescents and youth. 
The purpose of the award is to protect the 
research time of the scholars during the critical 
early years of their careers. Preference is given 
to researchers in fields relevant to the 
foundation's principal interest in understanding 
how children and youth cope with stresses which 
may compromise development of their full 
potential. For complete information and formsti_,·i 
please contact the Foundation, 515 Madison Ave, 
New York, NY 10022; (212) 752-0071. Deadline 
is July 1, 1994. 

The new NIH office of Alternative 
Medicine publishes a bimonthly newsletter which 
is available on request, entitled AM. The first 
issue was published in September 1993, and 
outlined the purpose of this new Office, , 
discussed how FDA rules affect alternative 
therapies and announced the first grants for 
research in alternative therapies that were 
awarded on September 30, 1993. The purpose of 
this first round of "exploratory grants" was to 
support 1) collaborations between practitioners 
of alternative medicine and "conventional 
researchers," and 2) small-scale studies yielding 
data helpful in evaluating the safety and efficacy 
of alternative or unconventional therapies. The 
RFAs listed 6 grant categories: diet, nutrition 
and lifestyle; mind/body control; traditional and 
ethnomedicine; structural manipulation and 
energetic therapies; bioelectric applications; and 
pharmacological and biological treatments. 

In addition, the OAM newsletter noted 
that a series of free workshops on how to 
successfully apply for NIH research grants was 
held last spring at six sites throughout the us. 
The purpose was to "help people in the 
alternative medicine community write a 
competitive proposal for NIH funding." Another 
round of OAM workshops is being planned for 

iJIIilllllllllli 
Aging and Literature Courses Sought .. 

Do you or one of your colleagues teach a course 
on aging in literature at the undergraduate, 
graduate, or continuing education level? If so, 
please contact Dr. Richard Eastman, 961 E. 
Porter Ave., Naperville, IL 60540-5527, (708)355-
0495. Dr. Eastman is compiling information 
about course offerings in this area for a 
publication he is developing. 

The Award for' the Promotion of Human 
Welfare is a major new award in the social 
sciences sponsored by the Southern Sociological 
Society and the Emory University Department of 
Sociology. Gary Albrecht was the first recipient 
of this award for his book The Disability 
Business: Rehabilitation in America. This award 
not only recognizes innovative work but 
encourages authors to implement their ideas in 
an effort to promote human welfare. The award 
provides the recipient with funds for this specific 
purpose. The publicity associated with this 
award will help demonstrate the value of social 
science research to the larger society and 
encourage social· scientists to consider the ways in 
which their ideas might be implemented. 
Contact Gary Albrecht, School of Public Health, 
University of Illinois at chicago, P.O. Box 6998, 
Chicago, IL 60680, (312)996-5765, or Robert 
Agnew, Chair, Awards Committee, Emory 
University,, Department of Sociology, Atlanta, 
GA 30322, (404)727-7510. 

Established to extend the pioneering 
work of Margaret aark, the Association for 
Anthropology and Gerontology (AAGE) invites 
submissions for graduate and undergraduate 
students in all disciplines for the annual 
Margaret aark Award for the best paper in 
medical anthropology and/or gerontology. The 
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_winning paper will-receive $500 and the quarterly 
AAGE Newsletter will publish an extended 
summary. Unpublished research, analytic, or 
literary papers are invited~ Honorable mentions 
may be awarded. Submission must include the 
author's name, address, affiliation, and· phone 
number, a statement of student statues signed by 
a faculty member,a nd 3 copies of the manuscript 
and brief abstract, typed double space. The · 
deadline is May 31, 1994. Please direct questions 
and manuscripts to: Mark R. Luborsky, PhD, 
Margaret Oark Award Committee Chair, 
Polisher Research Institute, Philadelphia 
Geriatric Center, 5301 Old York Rd. 
Philadelphia, PA 19141, (215)456-2987. 

The American Association for the 
Advancement of Science Project on Science, 
Technology, and Disability invites scientists and 
engineers with disabilities to be included in the 
third edition of the Resource Directory of 
Scientists and Engineers with Disabilities. The 
deadline for inclusion is May 31, 1994. Potential 
candidates for the directory·must hold, or be 
working toward, a degree in a scientific, 
engineering, or medical discipline, or currently be 

, employed in a scientific field. Funded by the 
National· Science Foundation, the project's 

\._. Resource Directory of. Scientists and Engineers 
with Disabilities has assisted hundreds of 
individuals to enter and advance in scientific 
discipline. The directory helps to connect 
persons with disabilities and their families with 
professors, teachers, and counselors who can 
serve as role models and mentors. The Resource 
Directory lists scientists, mathematicians, and 
engineers from all parts of the C<?Untry with their 
disciplines, degrees, and disabilities. Individuals 
include professionals who were born with a 
disability, and those ·who acquired their disability 
mid-career. Persons listed in the director are 
also asked to consult for academia, government 
agencies, ad industry as well as serve on peer 
review panels and symposia~ 

Established in 1975, the AAAS Project 
on Science, Technology, and Disability has 
sought and shared expert advice form scientists 
and engineers with disabilities. Since the passage 
of the Americans with Disabilities Act (ADA), 
the AAAS Resource Directory has become a 
valuable source of expertise. The be included in 
the directory, or for more information, please 

contact Laureen Summers, Program Associate; or 
Patricia A. Thompson, Editorial Specialist~ 
AAAS Project on Science, Technology, and 
Disability, AAAS, 1333 H Street, N.W., 
Washington, DC 20005, or call (202)326-6645 
(VtrDD). Information can also be sent vi~ fax 
to (202)371-9849. 

Increasing numbers of students with 
disabilities are entering higher education in the 
United Kingdom. Some of these have visual 
impairments, of one kind or another and some of 
these are studying social anthropology. 
Unfortunately, the range of appropriate texts 
available in Braille or on audiotape is extremely 
limited. The Department of Sociology and 
Anthropology at the University College of 
Swansea is keen to hear from people who know 
of any suitable teaching material available in 
either format to explore establishing a national 
lending · library in the UK for students with visual 
impairments pursuing courses in social 
anthropology. Anyone with information should 
write to John R. Campbell, Dept. of Sociology 
and Anthropology, University college of Swansea, 
Swansea SA2 8PP, Wales, UK; fax: 44-792-295-
750. 

The Teaching of Disability Studies: 
Results from a Survey of SOS Members 

David Pfeiffer, Ph.D. 
Suffolk University 

Karen Yoshida, Ph.D. 
University of Toronto 

In November 1993 copies of a 
questionnaire Oil the teaching of disability studies 
were mailed to all members of the Society for 
Disability Studies (SOS). A total of 94 out of 
264 questionnaires were returned (36% ). This 
article presents some results of the survey 
focusing on the SOS members who report that 
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they are now teaching a course in disability 
studies. Information on the other respondents 
and comparisons will be presented at the June 
1994 meeting of SDS and in later publications. 

Professors Simi Linton, Susan Mello, and 
John O'Neill from the Disability Studies Project 
of Hunter College gave us. permission 'to use 
their definition of disability studies as a basis for 
people to consider whether they taught such a 
course. ·(It is contained in Simi Linton's 
"Teaching Disability Studies" which appears in 
this issue of The Disability Studies Quarterly). 
However, we told the survey recipients that if 
they taught a course in _disability studies, but did 
not believe that the definition included them to 
also answer the questionnaire. In addition we 
requested · a copy of their syllabi which we hope 
to make available at the June 1994 SDS meeting. 

The 39 disability studies courses who ar~ 
found in a wide variety of educational ·<·., 

institutions. They are:. University of Minnesota 
(two people), Portland State University, Stanford 
University, University of Oregon, Hunter 
College, Emory University, University of Illinois 
at Chicago, Tufts University, Columbia 
University, Gallaudet University (two people), 
Dowling College, San Francisco State University, 
University of Southern California, University of 
Pittsburgh at Johnstown, Northern Illinois 
University, Hunter College, Ferris State 
University, Metropolitan State College, Brandeis 
University, University of Maryland, University of 
Oklahoma, Utah State. University, Juniata 
College, Suffolk University, University of 
Southern Maine, University of Toronto,. York 
University, University of British Columbia, 
Hobart and William Smith Colleges, University 
of Pittsburgh, California State University at Long 
Beach, California State University at Fresno, 
California School of Professional Psychology, 
University of South Carolina, Sonoma State 
University, University of North Carolina, and 
Carleton University. 

The courses are offered in a variety of 
schools, faculties, or colleges. Twelve of them 
are offered in a colJege of arts and sciences, four 
of them are offered in a school of public health, 
four more in a college of education, three in 
school of medicine, and one in a school of 
management. Fifteen respondents did not 
indicate in which ·school or college they were 
offered. 

The departments or programs in which 
they are offered are just as varied. Five of them 
are offered in a sociology department. Two of 
them are offered in a department/program in 
special and counselor education and two in a 
department/program of epidemiology. One is 
offered in a department/program in human 
biology, legal studies, special education and 
rehabilitation, counseling, physical therapy, 
sociomedical science, history, political science, 
journalism, psychology, family and community 
development, human relations, sociology and 
social work, public management, social and 
behavioral sciences; anthropology, rehabilitation 
sciences, education, psychiatry,. and women's 
studies. One is offered in an experimental 
college and nine failed to provide a department 
or program name. 

Nineteen (50%) are offered on the 
undergraduate level. Seventeen ( 45%) are 
offered on the graduate level. Two (5%) are 
offered on both graduate and undergraduate 
levels. One person did not indicate the level of 
the course. Of the undergraduate courses one 
(8%) is a first year course, nyelve (92%) are 
upper level courses, and six people failed to 
provide the undergraduate standing of the 
course. 

Two of the courses were taught in one 
week while one course was taught in two weeks .. 
The other courses were taught from ten weeks to 
sixteen weeks with one course covering 26 weeks. 
The mean number of weeks was 12.8 with a 
standard deviation of 4.4. The median was 14.0 
and the mode was 15.0. Removing the three 
courses taught one or two weeks and the one 26 
week course resulted in a mean of 14.5 with a 
standard deviation of 4.5. 

Thirteen (33%) of the respondents 
taught a second disability studies course. Their 
institutions were University of Minnesota, 
University of North Carolina, Emory University, 
University of Illinois at Chicago, University of 
Southern California, Northern Illinois University, 
Hunter College, Suffolk University, York 
University, Hobart and William Smith Colleges, 
University of Pittsburgh, California School of 
Professional Psychology, and Carleton University. 

Four of these courses were taught in 
colleges of arts and sciences, one in a school of 
public health, one i~ a school of medicine, and 
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one in a school of management. Six respondents 
failed . to indicate in which school, college, or 
faculty it was offered. Two of the courses were 
taught in a counseling department/program and 
one course each was taught in legal studies, 
physical therapy, political science, sociology, 
journalism, public management, anthropology, 
and education. Three respondents failed to 
indicate a department or program for the second 
disability studies course. 

Eight (62%) of these courses were· 
offered at the graduate level and five (38%) were 
offered at the undergraduate level. One (20%) 
of the undergraduate courses .was taught at the 
second year level while the other four (80%) 
were upper level (third and/or fourth) courses. 

Most of these second disability studies 
courses were offered from ten weeks to sixteen 
weeks, but one each was offered for 24 weeks, 26 
weeks, and 30 weeks. The mean length was 16.6 
with a standard deviation of 6.1. The median 
was 15.0 and there were two modes of 14.0 and 
15.0 with three cases each. The hours taught per 
week ranged from two to four with. the mean 
hours being 2.9 with a standard deviation of 0.6. 
The median and the mode were 3.0. 

The respondents were asked if they 
taught other disability studies courses besides the 
two already noted. Three (8%) answ~red in the 
affirmative. One respondent taught one other 
course. One respondent taught three other 
courses. One respondent taught four other 
courses. Further details of these additional 
courses were not requested in the questionnaire. 

Twelve (31 % ) of the respondents said 
that they taught a disability studies course 
outside of their educational institution. Six 
offered awareness type programs to a variety of 
audiences. Four offered workshops for 
professionals. One listed training for university 
administrators and faculty and one listed ADA 
training. 

The rank of the respondents offering 
disability studies courses was primarily professor 
(28%) followed closely by associate professor 
(23% ), and assistant professor (18% ). One was 
an administratpr, one was a researcher, two held 
the rank of lecturer, six were adjunct faculty, and 
two failed to list rank. 

There are a great variety of academic 
areas listed by the respondents who teach 
disability studies courses indicating the · 1 

• 

\ 

interdisciplinary nature of the endeavor.-
Sociology with ten respondents (26%) was the 
largest single field followed by psychology and 
public policy with three (8%) each. The other 
fields were history, family studies, rehabilitation 
psychology, mental retardation, anthropology, 
rehabilitation, political science, social work 
administration, journalism, special education, · 
rehabilitation counseling, planning, women's 

. studies, medical and social geography, mental 
health, and two persons even listed disability 
studies. 

A doctorate was the most common· 
answer (36 or 92%) when asked for the highest 
degree held. Most held the Ph.D., but four held 
the Ed.D. and one a D.Arts. Two held a· 
master's degree and one was a doctoral 
candidate. 

Among the 39 respondents who taught a 
course in disability studies, 21 (54%) were 
disabled. Among those who taught a second· 
course in disability studies the number disabled 
was 9 (69%). 

Nineteen respondents taught a disability 
studies course in the past, but were no longer 
teaching it. When asked why they were no 
longer teaching it, 5 (26%) answered that they 
had changed jobs and no longer had the 
opportunity to do so. Three (16%) said. that 
interest and enrollment had declined. Other 
reasons were that they had become an 

· administrator, had lost funding, now only did 
research, the course no longer had a place in the . 
curriculum, others were now teaching. it, and the 
material was embodied in other courses. 

From this preliminary examination of the 
. data two things stand out clearly. First, disability 

studies is interdisciplinary. Persons who teach 
the courses come from a variety of fields.· 
Second, disability studies is taught at a number 
of different educational institutions, in various 
schools and colleges, in an assortment of 
departments, and at diverse levels. These 
findings support the contention of those of us 
who teach the courses that the concepts are 
applicable in a number of different and varying 
circumstances and that disability is an experience 
which is found throughout human society and 
cultures. Disability studies· is not a· frail weed 
growing haphazardly, but a strong plant which is 
beginning to take its place in the fields of 
academia. It· needs to be cultivated carefully in 
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order to reach its rightful place. 

Principles and Practices 
The Syllabus in Oe~ontological Education 

Dan Lago, Ph.D. 
Associate Professor of Human Development, 

Assistant Director for Outreach, 
The Gerontology Center, 

The ~ennsylvania State University. 

The word "sylla]?us," steeped in the 
traditions of the medieval university, conjures up 
comforting images of parchment and scholarly 
dignity and precision~ Like the gown and· mortar 
board, a syllabus may be viewed as a symbolic 
trapping, an everyday artifact of higher 
education, rather than as an essential tool. 
Among the competing pressures of modem 
higher education, it is easy to take the syllabus 
for granted. After being rapidly and casually 
prepared, often with poorly organized or 
outdated information, actual syllabi often fall far 
short of their educational potential. A good 
syllabus is still a valuable educational tool, and a 
poor syllabus can ruin a good course. 
Pragmatically, improving syllabi is both a time-
and cost-effective means of rapidly improving a 
course and merits the attention of gerontological 
educators. 

Requests for syllabi by faculty and 
program administrators are frequently received 
by the AOHE office. This article represents an 
in-process perspective on the "Syllabus Project" 
undertaken by the Program Development 
Committee in response to this need for syllabus 
information. It briefly presents the role of a 
syllabus in gerontological education, summarizes 
some of the elements usually included in a sound 
syllabus, and provides some useful references. In. 
the near future, the results of the syllabus project 
will be available through AOHE's Consultation 
Project and publications. 
Uses of a Syllabus. 

All syllabi, whatever their variety, seek to 
accomplish two basic purposes; the first is to 
efficiently summarize an instructor's plan for a 
course, and the second is to communicate about 
the course to students and other constituencies. 
As the first instructional tool provided to 

students, the syllabus is intended to provide an 
overview of the course; to answer predictable 
questions about the course; to orient students to 
the procedures, approach, and issues that will 
characterize the course; and to describe the 
schedule of meetings and sequence of topics and 
assignments that will comprise the course. 

Most abbreviated syllabi ( essentially 
skeletal listings of topics or assignments with 
dates) accomplish some of these tasks, but fail to 
provide information that clarifies course goals 
and the ib.structor's approach. It is well 
documented that students learn more and 
become more rapidly involved in a course when 
they know clearly what is expected of them. 
Thus, somewhat more detailed syllabi can serve 
to improve students' learning and can excite and 
motivate them to get involved in the content. 

Particularly in aging and gerontology 
courses, where students might have 
misconceptions and stereotypes about the 
content, introductory statements can help 
students to develop more PQSitive attitudes· 
toward aging, prepare for a productive personal 
aging, improve family caregiving, or provide 
vocational preparation. Detailed description of 
learning activities, assignments, and schedules 
allows students to make an informed choice 
about their enrollment and permits them to 
balance the course workload against other 
commitments they face. Basically the good 
syllabus immediately starts the process of 
students' learning and motivates their active 
participation in the course through sharing 
information. 

Syllabi are also essential in the 
administration of educational programs in 
gerontology.. Detailed syllabi permit faculty to be 
effective in planning the order (and reducing the 
overlap) of gerontology content within a 
sequence of courses. Syllabi modifications by 
individual instructors can focus faculty 
discussions of updating and improving courses in · 
a very operational and effective way. In 
programs with multiple instructors or multiple 
sites for instruction, detailed syllabi provide 
program directors with a basic tool for 
maintaining the program's quality and coherence. 
Along with overview materials describing an 
academic program, syllabi are a very effective 
communication aid in discussions with senior 
academic administrators, for accreditation review 

\. 
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processes, and for marketing and admissions · 
. purposes with the public. 

· Finally, althougb · not usually thought of 
in this way, a syllabus represents a legal contract 
with enrolled students. A carefully prepared 
syllabus not only sets out the faculty member's 
and students' obligations, but also can preserve. 
,educational flexibility for the faculty member: 

Clearly, a syllabus is a useful tool in the . 
classroom, but it is also a product which students 
·and others may use to judge the quality of faculty 
preparation and performance. Improving syllabi 
represents good use of time fpr most faculty 
and progr~ administrators. · 
Elements of a Syllabus. 

There are many extensive treatments of 
what a complete syllabus might contain (Altman,· 
1989; Diamond, 1989; Loather, Stark, & Marten, 
1989). The complete syllabus checklist from the 
National Center for Research to Improve 
Postsecondary .Teaching and Learning contains 
105 specific elements for consideration by the 
faculty member in ten general categories: Basic 
Information: Instructor and Course, Course 
Purpose, Goals and Objectives, Educational 
Beliefs, Content Outline, Assignments and 
Course calendar, Textbooks, Supplementary 
Readings, Methods of Instruction, Student 
Feedback and Grading Procedures, Learning 
Facilities and Resources for Students. 

These authors are quick to point out 
that no one syllabus would include detailed 
coverage of all topics; it would be unwieldy. 
However in .an empirical evaluation . of syllabi, 
they reported that many obvious and important 
factors were often omitted (Loather et al.,.1989, 
p. vi). Useful samples of syllabi and resource 
material for gerontologists are beginning to 
accumulate (Fl'.anis et al., 1990; Harris & 
Palmore~--1991; Parham et al., 1990), and can be 
helpful in course preparation and. refinement of 
syllabi. 

The most critical aspect of developing 
syllabi is ·the faculty members' ( or administrative 
program directors1 commitment to· continuously 
improving their quality over time. While no one 
syllabus can realistically serve as "the model" for 
all syllabi, a process of refining and improving 
the quality of syllabi can be generally · 
·recommended. 

The Program Development Committee is 
currently drafting materials which will place the. 

process of refining gerontology syllabi with~ the 
larger context of applying the continuous quality 
improvement (CQI) approach to American 
higher education ( Chaffee & Sherr, 1992; 
University Council on Continuous Quality 
Improvement, 1992). In brief, the_CQI approach 
stresses the role of leadership in ~upporting 
quality, focuses on needed services to key 
constituencies, examines the processes by which 
those services are actually delivered, emphasizes 
decision-making based on empirical data, and 
stresses team work in improving the service in 
the ongoing· life of the organization. 

Regardless of whether faculty pursue. this 
or some other model, we stress that. a 
gerontological syllabus should not be viewed as a 
static document, but ·as a dynamic and improving 
instructional tool that includes feedback from 
colleagues and students and newly emerging 
knowledge about aging as critical information 
sources in its refinement. 

Reprinted with permission from 
April/May 1993, Vol 16, ANo 4, Pl-2, Newsletter 
of The Association for Gerontology in Higher 
Education. 
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Five courses on "Teaching the Body in Sociology" 
The first four courses were. presented at 

a roundtable of 1994 Eastern Sociological Society 
Convention in Baltimore. I asked Catherine G. 
Valentine, Janet Bogdan, Lauren Pivnick, and 
Julia Loughlin to briefly summarize their 
remarks. Subsequent to the convention I was 
apprised of the work of Margaret Yard and I 
· asked her for a similar description (IKZ). 

Catherine G. Valentine (Dept. of 
Sociology and Anthropology, Nazareth College, 
Rochester, NY 14618; 716-586•2525) teaches the 
body in a required ·senior seminar, capstone 
course in which sociology majors examine the 
relationship between. the self· and social structure 
by exploring two new fields of sociology--
sociology of the body and sociology of emotion. 
Helroundtable presentation focused on the · 
value and risks in teaching the body (and· 
emotion). The value is twofold. First, sociology 
of the body (like sodology of emotion) is a field 
ripe for challenging students· to stretch and 
expand their sociological imaginations. What 
better vehicle for examining the link. between 
micro and macro levels of analysis, the 
connections between public and. private, the 
relation of the individual to the group, and the 

j reach of social structure into the self than the 
study of the social construction of body ( and 
emotion)?• Second, ·doing ~ology of the body 

; in the classroom is valuable because it creates an 

arena ripe for connecting the personal and the 
academic. It helps students to apply what is 
learned in books ( e.g., Bordo, "Material Girl: . 
The Effacements of Postmodern Culture"; 
Glassner, Bodies; Sanders, "Memorial 
Decoration: Women, Tattooing and the 
Meanings of Body.Alternation") and in the 
classroom to their personal lives. In her 
experience, teaching the body ( and emotion) is 
not always smooth~going. It can be risky business. 
Students are at once attracted to the study of 
body ( and emotion) because it does not distance 
sociology from real people and, at the same time, 
they a,e skeptical, sometimes angry and resistant 
to sociological analysis of the "private self"'. 
There is a second kind of risk in teaching the 
body (and emotion) .. Because path topics raise 
personal issues, the professor may have to be 
careful to avoid being defined as a therapist. 

Janet Bogdan (Sociology Dept., 
Lemoyne College, Syracuse, N .Y. 13214; 
Bogdan@LeMoyne. bitnet, 315-445-4480) 
described how she uses print and video materials 
about body parts to help students grasp the 
sociological perspective (Introduction to 
Sociology) and to :understand the meaning of the 
social construction of gender and the body 
(Gender and Society). With readings such as 
"Barbie Doll" (Marge Piercy) and "Body Ritual 
Among the Nacirema" (Horace Miner), she 
introduces an analysis of the ways social forces 
shape our behaviors as well as our understanding 
of who we are and can be. Video materials such 
as 20/20 segments on women who want to have 
breast enlargement surgery or men who regularly 
use steroids to help. their· body building efforts 
allow students to reflect on ways social structure 
makes its way into even the most private 
processes of self-construction. Video renderings 
of biological processes such as fertilization give 
students a clear example of the ways gender is 
constructed to fit dominant notions of 
appropriate gender behavior. , 

Lauren Pivnick. (Sociology Dept., 
Monroe Community College, Rochester, NY 
14623; 716-292-2000) discussed an Introduction 
to Sociology exercise in which she asks students 
to collect and analyze advertisements, focusing 
on the gender messages. This assignment is 
given in conjunction with the gender chapter in 
the text, and. is accompanied by the videos "Still 
Killing .Us Solely" with Jean Kilbourne and "Stale 
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Roles and Tight Buns" created by the OASIS 
men's group in Boston. Most students genuinely 
enjoy viewing the videos and completing the 
assignment. In their papers, many students, 
especially women, express that the videos and 
assignment speak to their own anxieties and 
frustrations with cultural definitions of gender 
and standards of physical attractiveness. Some 

. male students also express frustration with 
traditional media images of m~linity. This 
exercise is quite effective in conveying to 
students a sense of sociology's unique 
perspective. While the impact of political or 
economic forces may seem remote to traditional 
age students, they often have a much clearer 
sense of the power of media images in their lives. 
This assignment gives them an opportunity to 
voice previously amorphous and unarticulated 
conceptions of gender. 

Julia Loughlin (Sociology Dept. Syracuse 
University, Syracuse, NY 10344; 315-443-2347) 
has taught Sociology of the Body three ties. Jt 
evolved from an early course called The Social 
Causes of Illness. Students include under-
graduatees, graduate students--in nursing, 
administration, social sciences--and an occasional 
medical student. The texts for the first course 
(1989) included Turner, Sociology of the Body, 
Foucault, The Birth of the Oinic, and Doyal, 
The Political Economy of Heal~h. By 1991 ~he 
literature had exploded and so had the (Jemand 
for the class. In fall 1993, she taught a related 
course called Sexual Politics to junior and senior 
sociology majors. This course was designed to 
bring students back to the body as a social 
construction through comparing their experience 
with analyses from unfamiliar perspectivese-
everyone found that at least several of the texts 
were written from a position they had not taken. 

· This summer 1994, she will teach Sociology of 
the Body as _a graduate course and will focus on 
the subject that interests her the most: who 
defines the body? How do medicine, art, and 
"popular science" compete and negotiate for 
dominance in determining health, beauty, and 
morality? Texts for the. course will include 
Laqueur, Making Sex: Body and Gender from 
the Greeks to Freud, H~away, Primate Visions, 
Garber, Vested Interests·: Cross Dressing and 
Cultural Anxiety, and Miles, Carnal · Knowing: 
Female Nakedness and Religious Meaning in the 
Christian West. · 

Sociology of the Body 
Teaching The Praxis, Politics and Policy 

edited by Margaret Yard 

The main sociological focus in understanding 
social life has been placed on documenting and 
analyzing verbal interactions, even to the point of 
privileging group · and individual behavioral 
interactions in verbal terms. Much of the last 
decade has· been devoted in sociology and in 
other disciplines to the theorizing of discourse. 
For these reasons, it sometimes becomes difficult 
to understand the extent of preverbal and 
nonverbal social life. What I suggest in this 
paper is to share my experiences over the last 
several years in the project of teaching Sociology 
of the Body on an undergraduate level in an 
urban college. 

What is unique about this subject, is not 
only the study of the body in sociological terms, 
but the pedagogical attitude to this subject itself. 
This involves not only didactic methodology, but 
substantially involves students voices, to wit, in 
experiments, movement and visualization 
activities, and the sharing of felt meanings and 
cross cultural understandings about the body as 
praxis, politics and policy itself. The purpose of 
this is to increase awareness of the centrality of 
the body, and its indispensability to all individual 
and social action, thought and systems of belief. 
Students begin to understand that all the 
conceptions. and misconceptions about the body 
and the uses and the abuses of the body, no 
matter how difficult to verbalize, nevertheless 
represent an interface of inherited and socially 
learned behaviors. 

This integrated approach combines 
insights about the body from all of the social 
sciences and humanities and from biology and 
medicine. It spans cultures wherein the Western 
secular theory views the brain as the "center of 
being" in contrast tot the· Chinese who identify 
the stomach as the cen,er of being, and the 
Aztecs who privilege the heart as the center of. 
being. The body is seen from biological, 
philosophical, economic, emotional, and artistic 
terms. The body is seen from the socially 
encoded terms of wellness, medicalization and 
disability. Theorists of the body are addressed 
including Brown, Gallop, Lorenz, Murphy, 
Foucault, Scarry, Storr, Freud, and Reich. The 
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general thesis is that the body is hidden, yet 
integral to society, and has played a far more 
predominant role in culture and power-
knowledge relations than has been acknowledged. 

An Independednt Living Approach to Disability 

The Research and Training Center on 
Public Policy in Independent Living 

World Institute on Disability 

edited by Susan T. Brown 

with an Introduction by Irving K. Zola 
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Preface 

The Research and Training Center on Public 
Policy in Independent Living at the World 
Jnstitute on Disability,510-16th Street, Suite 100, 
Oakland, CA 94612; (510) 763-4100 V/ITYl 
(510) 763-5109 FAX is pleased to present An 
Independent Living Approach to Disability Policy 
Studies. 

As a part of our priority area on 
community assessment and change, we were 
interested in exploring how disability ·is presented 
in academia. We searched for disability 
curricula, and were disappointed to find that very 
few of those we received were taught from an 
independent living/disability rights perspective. 
After discussions concerning the importance of 
the study of disability gaining acceptance within 
the academy, we decided to sponsor a panel on 
The Future of Disability Policy Studies at the 
1993 Society for Disability Studies Meeting. The 
discussions held in preparation for the panel 
were challenging, leading us to conclude that a 
publication discussing some of the issues 
surrounding this emerging\ field would. be 
welcome. 

We hope that An Independent Living Approach 
to Disability Policy Studies is a useful . 
contribution to the field, and a platform for 
further inquiry and discussion. 

Introduction 

by Irving Kenneth Zola, Ph.D. 
Mortimer Gryzmish Professor of Human 

Relations 
Department of Sociology 

Brandeis University 
Waltham, MA 02254-9110 

The Americans with Disabilities Act of 
1990 (ADA) is the most recent and emphatic 
legislation strengthening the· rights of people with 
disabilities. The ADA resulted from work begun 
at a grassroots level, evolving into organizational, 
and then institutional, change.' Examined in a 
historical context, the greatest legislative activity 
impacting people with disabilities has occurred 
only within the last 20 years, culminating with the 
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ADA's passage. 
After two decades of grassroots 

advocacy, legislation, regulation, and 
implementation, disability rights proponents are 
only beginning to explore how the analysis of 
disability policy is leading to the development of 
disability policy studies. , 
Recognition of disability policy studies research 
is reflected in the recent inception of the Journal 
of Disability Policy Studies and the growth of 
organizations such as the Society for Disability 
Studies. Academicians, researchers, and policy 
analysts are beginning ·to assemble the existing 
body of knowledge, develop ·course materials, 
and research methods in the area of disability 
policy studies. Diverse groups. are beginning to 
examine this topic without an overall 
understanding of how the relationship between 
public policy, disability studies, and disability 
policy studies will impact us in the future. 

The following set of papers and 
bibliographies are designed to provide a 
framework for this understanding. At the June 
17-19, 1993 annual meeting of The Society for 
Disability Studies, Steven Brown and Si~i Litvak 
of the World Institute on Disability convened a . 
panel on the future of disability policy studies. 
Five edited and· expanded papers from that panel 
introduce the topic. While each recognizes that 
the related disciplines of disability studies and 
disability policy are only beginning to achieve 
coherence as well as public and academic 

. attention, the authors also claim that there is a 
long undocumented and unacknowledged history. 
While celebrating this past, the authors also 
attempt analytically and concretely to outline 
future directions. Most importantly they 
delineate the dilemmas, pitfalls, and struggles 
ahead. {A paper not included here but presented 
at the conference, and which I recommend 
readers to be on the lookout for, is Katherine D. 
Seelman and Jane West's "Disability Policy 
Research: Aversions and Consequences.") In the 
rest of this introduction I will briefly comment on 
each paper. 

The first paper, "Shaping an 
Interdisciplinary Field of Disability Studies: The 
Perspective of Sociology," written by myself 
(IKZ) claims that while disability studies was 
primarily "housed" within a single discipline, the 
field was from the outset multidisciplinary. 
Initially this emphasis was fueled by the personal 

and political background of the early pioneers 
and then later by design of the founders of the 
Society for Disability Studies. (The historical 
political significance of the initials SOS was 
purposeful.) I conclude that disability policy 
research must not only remember its roots but, 
as it evolves as a specialty, must retain its 
multidisciplinary emphasis. 

Kate Seelman, in "Future Scenarios for 
Disability Studies," is justly concerned with the 
fm;midable challenges facing not only the 
establishment of disability studies but its future 
development. She traces recent activities and the 
role of stakeholders, resources and actors in the 
process. Then both whimsically and insightfully 
she projects three possible future scenarios, 
dubbed respectively: Disjointed, Parochial, and 
Coordination. She obviously fears the first two 
and hopes for the third. 

Simi Litvak's "Disability Studies vs. 
Disability Policy Studies" provides the bridge 
between the opening essays and the concluding 
ones. She recounts the World Institute on 
Disability's attempt to track the emerging field of 

. . disability studies and how the collection of 
existing syllabi and bibliographies led to quite 
disappointing results. What was needed instead 
were specific analyses of where we have been 
and where we are/could/should be going. Such 
analyses begins in a linkage: "In order to 
understand the meaning of disability· policy to the 
lfyes of people with disabilities, one would need 
to be grounded in disability studies." .Drawing on 
the work of Simi Linton, Litvak defines disability 
studies as the broad reframing-of disability (i.e. 
out of an exclusive medical dominion) as a social 
phenomenon and social construct with a 
distinctive cultural and political history. 
Disability policy, on the other hand, is "local, 
state, national or international government 
action... intended to deal with agiven social 
condition (e.g. disability) including the physical 
environment, people's behavior and people's 
attitudes." Litvak notes that disability policy is 
found not merely in legislative acts but in 
administrative acts, and judicial and financial 
decisions. Finally she recommends that any 
analysis must always include historical and 
economic dimensions with a constant awareness 
of the political context where power lies in 
decision making. 

Kay Schriner, in her "Why Study 
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Disability Policy? A Second Look at Disability 
Policy Studies," debunks the myth that disability 
policy has no history. Insightfully she interprets 
this perception as a result of the fact that 
"researchers with policy interests have tended to 
focus, and appropriately so, on one particular 
aspect of disability and may be unaware of the 
variety of other subfields." No doubt this· is a 
tendency reenforced by the medicalization of 
disability which itself fosters the development of 
specializations with almost impermeable 
boundaries. In recounting the unacknowledged 
legal, social, historical, economic, and policy 
analyses she speaks "to. the importance of doing 
all that can be done to increase communication . 
among subfields" and its consequent effect on 
"necessary academic legitimacy." She ends with 
an important "cautionary note" on ·the role of 
"political correctness" in its potential to "narrow.:, .., 
not broaden, the range of thoughts on importarit 
issues". 

Sara Watson's "Building a Disability 
Policy Studies Discipline within the Academic 
Field of Public Policy" situates the development 
of this discipline within the dilemmas facing 
other emergent policy areas. Hers is a "nuts and 
bolts" approach in the best sense of those words. 
She provides a concrete agenda specific enough 
to agree with, amend, and even reject, and which 
is absolutely nece~ary at this stage of disability 
policy studies. Her vision and plan of action has 
three major facets: 1) the argument for 
developing a disability policy studies discipline 
within public policy studies; 2) changes in the 
research (her recommendation to include 
"disability" as a demographic variable in all 
surveys is particularly provocative), teaching and 
social environments; 3) specific directions in 
future research, curricula, ~nferences and 
publications. In all these steps she stresses the 
importance of establishing focussed courses, 
journals, and organizations which will provide a 
supportive environment and the necessary 
specialized depth. At the same time she rightly 
fears the ghettoiiation of this topic and urges the 
spread of disability studies and policies into 
mainstream courses, journals, conferences and 
organizations. Her "Coming-of-Age Issues" 
section warns against premature closure to 
unwelcome findings. While recognizing the 
essential role that people with disabilities must 
play in research and policy, she emphasizes the 

contributions that f~ily members, providers and 
people without disabilities have and .will continue 
to make. 

In addition to the themes echoed in my 
summaries, each of the papers bewail the lack of 
any comprehensive bibliographies. While the 
papers themselves contain many source materials, 
Elise Upoff and Sara Watson, under grant no. 
H133GO0130 from the U.S. Department of 
Education, National Institute on Disability and 
Rehabilitation Research, have provided six 
annotated bibliographies in the following 
disability areas: Media, Personal Assistance 
Services, Employment, Education, Housing and 
Transportation. Finally, David Pfeiffer has 
written a brief summary of available journals and 
'resources as well as a 933 item bibliography 
coded in eleven categories. (These 
bibliographies are available separately from the 
authors). It is worth noting that over the past 
several years, Pfeiffer has regularly contributed 
bibliographies to each of the Disability Studies 
Quarterly's thematic issues ( e.g. genetics, 
bioethics, technology, family). 

Shaping an Interdisciplinary Field of Disability 
~tudies: The Perspective of Sociology 

Irving Kenneth Zola, Ph.D 
Department of Sociology 

Brandeis University 
Waltham, MA 02254-9110 

To understand my perspective on the 
development of disability studies, I need to give a 
bit of personal background. My vision of 
disability studies is colored by the intersection of 
my early personal dealing with disability and my 
professional training. My polio at 16 and my car 
accident at twenty, both of which literally 
"confined" me to bed for a year in 1950 and 1954 
respectively, left me with a personal need for 
freedom and independence and a social need for 
relevance. Sociology in general and Harvard in 
particular in the 1950s provided both. Sociology 
conceptually thought of itself as the queen of the 
social sciences, bringing under its umbrella all 
the others. Harvard did this empirically in 
creating the Department of Social Relations. 
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There, while a student was a member of a core 
discipline, at the same time s/he had to take 
courses and pass exams in social anthropology, 
social psychology,· personality psychology, and 
sociology. Thus my personal need for freedom 
and ·"space· to move around in" was reinforced by 
Harvard's intellectual view of the mission and 
method of the social sciences. Disability Studies, · 
within sociology, had of course, its own separate 
path. It was linked with a subspecialty called 
Medical Sociology. Medical Sociology-had no 
"official" recognition until 1959, though its roots 
go much deeper, reflecting a lqng-time . 
sociological, although academi~ ambivalent, 
concern with relevance. Over 60 years ago a · 
. 1932 Hoover commission report on recent social 
trends speculated that the greatest change/crisis 
facing he~th care was chronic illness. The 
"medical problems" cited then have turned out to 
constitute the "43 plus" millions of people with 
disability today, and the predicted crisis in cost 
and. care has in. fact appeared. 

Though indeed the data of medical 
sociology was always based as much on long-term 
illness, particularly mental illness, conceptually it 
was dominated by the bio-medical model, a 
model that focussed almost exclusively on acute 
care. Thus the most dominant theoretical work 
was that of Talcott Parsons and his concept of 
the sick role. While there was much theoretical 
and empirical criticism of this model, particularly 
in that it did not reflect on chronic illness 
experiences, this criticism did not result in a 
counter-perspective. For much of its early 
history, "disability studies" was thus a shadow 
field. To give a sense of this I can do no better 
than recap a description I wrote of "the state of 
the art of disability studies" in 1981. At that time 
Natalie Allon and Margaret Zahn had begun a· 
newsletter for those interested ~n the area of 
disability and chronic disease. They had 
published it once and then asked me for my 
"state of the art" thoughts. I wrote the. requested 
article, but in the interim Natalie was in an 
automobile accident and as a result of 
complications went into a coma from which she 
has not yet (3 years later) emerged. Because she 
was a graduate student of mine and because I 
thollght the idea of a newsletter was a good one, . 
I agreed to take over that enterprise. That 
newsletter is now the Disability Studies 
Quarterly. 

In writing about the "future 
opportunities for social scientists in the areas of 
rehabilitation, disease, and disability", I 
concluded that on all levels-- whether it be 
theoretical and research contributions, 
publication possibilities, sources of funding, 
professional advancement and visibility, or sheer 
persQnal involvement and gratification-- the field 
was ( and is) wide open. Specifically I note~ that 
Ted Litman's chapter on "The Sociology and. 
Social Psychology of Physical Disability and 
Rehabilitation" is almost a misnomer. Most of 
the work is psychological, if not social 
psychological. There has been no major 
sociological treatise in the area of rehabilitation 
since Sussman's Sociology and Rehabilitation, 
written in 1965, and the only text. was written by 
Constantina Safelios-Rothschild in 1970. In 
Medical Sociology there is much writing about 
patienthood, the sick role, and illness behavior; 
considerably less ( though substantial) about pre-
patienthood and preventive and health seeking 
behavior; but relatively little about post-
patienthood (Fred Davis' book Passage Through 
Crisis and Goffman's Stigma, both nearly three 
decades old, remain the most frequently cited, 
sources). The work on chronic disease is heavily 
hospital based and often deals with the early 
stages of coping. The Sociology of Medicine and 
Health Care: A Research Bibliography, was 
published in 1976. 
In my article I wrote: 

"The researc~ opportunities are 
manifold. The number of people who 
join the ranks of those with disability is 

. ever increasing. . In some ways there 
research is freer from medical 
dominance (though it is often still 
necessary to get one's sample by working 
through/ medical authorities). The area 
is a gold mine for understanding work 
and occupations. Every time I tum 
around there seems to be a new 
emerging "profession" searching for a 
mandate, carving out turf, debating 
issues of accreditation and licensure. 

For those interested in social 
movements there are the burgeoning self 
help groups and the more political 
Independent Living Movement. For 
those in family sociology there are the 
changing roles and relationships brought 
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on by a disability or chronic condition. 
For the legally oriented. or those into 
social change, it is here that we can see 
one of the great legal concepts and 
battles of the 1980s played out--
affirmative action for the disabled. The 
Rehabilitation Acts of 1973 and 1978 
mandated it, individuals and educators 
are struggling with it, the courts 
are trying to understand it, and the 
.Federal Government is trying to 
dismantle it. There is now a national 
organization ( originally AHSSPE now 
AHEAD) dealjng solely with these issues 
in post-secondary education: at its 
second convention in Denver there were 
nearly 300 attendees. 

And as for those with an 
economic bent, it is here we can fully 
examine the impact of diverse funding 
sources for services, or the sociological, 
psychological and political issues arising 
from "disincentives" built into our 
Medicare, SSI, and SSDI systems. Social 
structure and personality have long been 
of interest ·to social scientists. In our 
modem Era, we have been concerned 
with the machine age. What better area 
to study this interplay than in the 
in,eraction between prosthesis, devices, 
and other technological innovations, and 
their implications ethically as well as 
social psychologically. There are also 
more political economic issues-- the 
problems of monopoly, the debate over 
what is a "medical device," the interests 
of drug companies, electronics, and 
engineering, meshing in fascinating, 
subtle, and insidious ways, not to 
mention the way our nation sets its 
priorities. 

Funding is available. From the 
Social Security Administration to the 
National Institutes of Health and the 
new National Institute for Handicapped 
Research ( only the able-bodied 
professional could have come up with 
such a name), there is grudging .. recognition of the need to know how 
people cope with long term effects of 
disability and illness. There are now 
over twenty Research and Training 

Centers around the country with multi-
million dollar budgets, staffed principally 
with psychologists as their social 
scientists, with hardly a sociologist or 
anthropologist in sight. 

Moreover, we can make a 
professional impact. The two largest 
Rehab organizations in the country, the 
American Congress of Rehabilitation 
Medicine and the National 
Rehabilitation Association are open to 
us. The former, once dominated by 
physicians and with over 2000 members, 
welcomes the contribution of 
qsociologists. I think there are less than 
6 in the entire organization and we've 
been able to become quite active at their 
conventions, running sessions and giving 
the plenary addresses. Recently the 
ACRM let several of us edit an entire 
issue of their journal and devote it to the 
topic of Independent Living (Archives of 
Physical Medicine and Rehabilitation 
1979). I do not know of any other 
medical group or,joumal which is so 
open. There are other publishing 
opportunities as well and many 
audiences and groups openly seeking our 
advice. 

Finally there is the personal 
~lement. I have seen no area of medical 
care where the consumer is so actively 
involved, where political ideologies are 
so prominent, and where one has the 
opportunity to indeed share and give · 
power to the people. In short, jump in; 
the opportunities are great, the rewards 
immense." 

This was the picture I drew in 1981. A 
scant five years later, David Pfeiffer, in a special 
issue of the Disability Studies Quarterly (Vol 7. 
No 4, Fall 1987), was able to conclude in an 
article entitled "Disability Studies as a Field": 

"Today there are a number of 
scholarly periodicals in the field, such as 
the Disability Studies Quarterly; 

· Disability. Handicap & Society; the 
Journal of Postsecondary Education and 
Disability (formerly the AHSSPPE 
Bulletin)~ and specialized newsletters, 
such as Culture and Disability and the 
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Disability Advocates Bulletin, published 
by the Pike Institute of the Boston 
University Law School. Special issues on 
disability issues have been published by a 
number of older journals, ~uch as the 
American Behavioral Scientist, the Social 
Science Journal, Policy Studies Journal. 
and Policy Studies Review. Articles on 
disability issues appear on a regular basis 
in other scholarlyjournals. An 
annotated bibliography on these 
periodicals and others will be found in 
the RESOURCES section of this issue. 

Scholars in t:Qe field present 
their research in meetings of the 
Association on Handicapped Student 
Service Programs in Post-Secondary 
Education (AHSSPPE), the Society for 
Disability Studies (SDS, formerly known 
as the Society for the Study of. Chronic 
Illness, Impairment, and Disability), and 
on panels of the American 
Anthropological Association, the 
American Psychological Association, the 
American Sociological Association, the 
American Society for Public 
Administration, the American Political 
Science Association, and other groups. 
AHSSPPE and SDS provide the main 
forums for the interchange and criticism 
in the growth of this academic field." 

Pfeiffer concluded: 
. "When courses in Disability 

Studies· appear in the curriculum, 
disabled students, faculty, and staff begin 
to feel legitimized in the same way that 
women and Blacks began to feel when 
courses focusing upon them validated · 
their own experiences. Disabled 
students, especially, become persons who 
have special knowledge and insight. 
Courses in Disability Studies, like sex 
education, touch upon forbidden 
questions. They resolve and lessen the 
fears which people have about disability 
and about the conditions which 
accompany the aging process. A 
h"berating experience occurs as students' 
horizons are expanded through class 
discussions. Disabled persons come to · 
be viewed as people and not as patients 

or charity cases. 
The field of Disability Studies is 

a vigorous one, examining issues in a 
socially relevant way. There is a vitality 
to. the field which is felt by those 
working within it. Disability Studies is 
on the frontier of knowledge and is 
growing stronger in a time when 
academia is questioning its own future. 
With its social and personal relevance, it 
is in a unique position to contribute to 
the development of academia and, 
through it, to the future." 
By the 1990s, Disability Studies is in the 

midst of its promulgation/institutionalization 
phase. Courses abound but not programs. A 
regular session at the annual meeting of the 
Society for Disability Studies is devoted to 
teaching issues and a semi-regular column 
appears in the pages of the Disability Studies 
Quarterly. Several collections of syllabi are in 
the offing. Each of its major supporting 
disciplines (Anthropology, Economics Political 
Science, Psychology and Sociology) have created 
a presence of disability studies at their annual 
conventions and have task forces and standing 
committees on the topic. And while I support 
this development, particularly to legitimize and 
not ghettoize this new area, I go back to my 
early roots and strive to create a cross- and 
multi-disciplinary area of study. 

Future Scenarios for Disability Studies 
) 

by Katherine D. Seelman, Ph.D. 

Peer into your crystal ball. · Do you see a 
future for disability studies? If your crystal ball 
is as cloudy as mine, you may see dim outlines of 
scenarios for the future. In this article, I will 
explore some factors that may shape the future 
of disability studies and then set out a range of 
scenarios. First, let us consider the challenges 
that face the disability community. 

Challenges 

The disability community is faced with 
formidable challenges in order to establish 
Disability Studies. The community must imbue 

20 



disability studies, and to a lesser extent the 
traditional disciplines such as medicine and 
political science, with the core values that are the 
hallmark of the disability movement. These core 
values, empowerment, independence and 
community integration, support no~alization 
and are at the heart of the Americans with 
Disabilities Act. Normalization may not fit with 
core concepts of some of the traditional 
disciplines. Many disciplines have inappropriately 
fixed meanings for their core concepts. For 
example, in health statistics, disability is widely 
considered a fixed condition rather than a 
variable depending on. context. In addition, the 
university, the traditional home of teaching and 
research, is an institution with,· at best, weak ties 
to the community. However, the disability 
community is fortunate to have models in area 
studies such as Women's Studies and various 
ethnic/cultural studies which have a presence in 
some universities and in theii: respective 
community settings. The efforts of the disability 
movement will parallel the efforts of other 
movements to establish and maintain a viable 
resource base for area studies in both university 
and community settings, while holding true to a 
social change mission. Disability values, like 
feminist values, will be integrated successfully 
into the mainstream disciplines only if there is a 

. viable and active external movement which 
continues to challenge the oppressive concepts, 
theories and power structure in which 
discriminatory social/intellectual constructs are 
developed and thrive. Disability studies, then, 
must be generated and taught in the community 
as well as in the university. University-based 
teachers and researchers and other professionals 
rarely have familiarity with disability· and far 
outnumber faculty and students in area studies, 
especially a fledgling Disability Studies program. 

The disability community will also be _ 
challenged to formulate a disability perspective 

) for the study of disability. The community must 
develop core values and concepts and content 
and methodology9 and address the role of 
oppression in the study of 'disability experience. 
The concept of oppression may serve as a 
conceptual link to other area studies. In order to 
'develop a financial and inmkind resource base, the 
community must develop and coordinate support 
within and among universities, think tanks, 

foundations, and the Federal Government. 
Fortunately, individuals with disabilities and 
others have forged a trail of thought, action and 
experience over the last two decades that can 
serve as a basic resource for designing a future 
for disability studies and which itself constitutes 
the subject of further analysis. 

Recent Activities toward Development of 
Disability Studies 

Irving K. Zola has provided a history of 
disability which reflects substantial interest in the 
study of disability on the part of individuals with 
disabilities and other professionals and friends. 
Like African Americans, women, gays and other 
oppressed groups, individuals with disabilities and 
their friends· and colleagues are decolonizing and 
reconstructing the intellectual map. Some are 
launching their efforts from a movement base to 
establish area studies in the universities or study 
sessions in Independent Living Centers. Others 
are bringing a disability focus to their traditional 
disciplines. These efforts are inspired by the 
activity over the last twenty years in sociology, in 
organizations such as the Society for Disability 
Studies, and in publications such as the Disability 
Studies Quarterly. These efforts have also been 
inspired by an active and· vibrant community 
which sponso~ and supports cultural expression 
such as the National Theater of the Deaf or 
wheelchair dancing. Increasingly, disability is 
recognized as a distinct cultural phenomenon 
which has become a subject of inquiry, i.e., 
disability studies. 

I do not want to convey the impression 
that disability has been adopted as a pervasive 
subject of inquiry or that the disability 
perspective has broad acceptance and legitimacy. 
Most traditional disciplines, apparently, have yet 

· to be significantly influenced by disability culture 
and its artistic expression in dance, poetry and 
language. Kay Schriner, Sara Watson and Simi 
Litvak have presented both the promise and the 
difficulties of launching the study of disability 
within political science/public policy, public 
administration · and rehabilitation. The challenge 
may be equally formidable, albeit tremendously 
important, in literature and the arts, architecture, 
engineering, economics, business administration, 
medicine and the allied health sciences. The 
success of disability_ studies and disability as a 
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focal point in the traditional disciplines depends 
on a number of factors. · 

The Resources and the Actors 

Women's Studies representatives have 
often bemoaned the absence of support and · 
financial commitment by their universities. 
Disability Studies will face the same problem. 
Therefore, it is important to identify and assess 
resources and actors who have the potential to 
support Disability Studies or the study of 
disability as a focal point among the disciplines. 
A distinction between ownership and· influence is 
important here. On the one hand, Disability 
Studies belongs to the disability community. 
Therefore, like Women's Studies, the resource 
base is the community, individuals with 
disabilities, our experience . and ideas. Disability 
Studies .will probably suffer from lack of financial 
support. ) 

On the other hand, when disability is a 
focal point in traditional disciplines such as 
political science, economics and ·medicine, it 
belongs to the professionals. The disability 
community must develop strategies to influence 
the traditional disciplines and bring to them a 
disability perspective. Disability as a focal point 
in traditional disciplines has potential for access 
to a much broader financial base, including 
scientific research funds. Any enterprising :qiind 
would want to consider how to bridge Disability 
Studies and the disciplines. The World Institute 
on Disability has played and will continue to play 
an important role in bridging these resource 
knowledge bases. 

The disability movement, the disability 
community, the universities, the think tanks, the 
foundations and the Federal Government have 
potential as major actors in the future study of 
disability. Disability interests exist in the 
mainstream institutions and agencies. The 
universities host numerous programs that could 
be useful to the study of disability. They include 
the following: a) Disabled Student's Programs b) 
Research and Training Centers funded by the 
National Institute on Disability and 
Rehabilitation Research c) University Affiliated 
Programs funded by the Administration on 
Developmental Disabilities d) 504 Coordinators. 
Think tanks like the World Institute on _Disability 
are disability specific while more general think 

tanks like the Brookings Institution have 
conducted disability research. Foundations like 

. Dole are disability specific and foundations like 
Milbank and Robert Woods Johnson have a 
disability\ focus. · There are a number of Federal 
agencies which have a disability mission and a 
large number of Federal agencies with disability-
related responsibilities. The configuration of 
these actors and their resources are important 
factors for scenarios of disability studies. 

Scenarios of Disability Studies 

Disjointed Scenario 

The disjointed scenario exists today. The 
disjointed scenario envisions isolated 
professionals who advocate for the disability 
perspective· in mainstream institutions--the 
universities, the think tanks, the foundations and 
Federal agencies. Foundations, such as Robert 
Wood Johnson and Milbank, will continue to 
target emerging policy issues--but not cultural 
issues--based on criteria associated with the 
objectives of the Americans with Disabilities Act. 
The disability community does not make a strong 
commitment to Disability Studies or to 
influencing the disciplines. 

Parochial Scenario 

The parochial scenario envisions each of 
the actors pursuing and developing the study of 
disability independently. The disability 
community does not necessarily launch a cross 
disability curricula; curricula may be developed 
based on a paqicular disability. The community . 
develops and launches disability studies in 
Independent Living Centers and other 
community-b~d settings. Deafness, blindness, 
mental retardation and mental illness continue to 
be set apart. The disability community does not 
actively seek out the universities and does not 
receive research support. Universities, with a 
strong disability and area study presence, such as 
San Francisco State, hold disability cultural 
activities and establish Disability Studies. Some 
traditional disciplines opt for disability as a focal 
point and attract research dollars to support their 
focus. Neither ·the curricula nor the· research 
reflects core disability values. Think tanks and 
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foundations that have traditionally supported 
disability policy activities continue to do so, 
focusing new efforts on .health and welfare 
reform. A Federal agency, such as the National 
Council on Disability, resumes a leadership role, 
but agency influence is limited to certain 
agencies such as those in the Office of Special 
Education and Rehabilitation Services (U.S. 
Department of Education) and interest groups 
such as the independent living network. The 
National Institutes of Health continue to support 
basic research without a commitment to revisit 
key concepts, terms and research methodologies 
to assess them for discriminatory meaning. 

Coordination Scenario 

The coordination scenario assumes 
parallel activities in both the disability and 
professional communities. The disability 
community launches disability studies across 
disability in Independent Living Centers, deaf 
clubs and other meeting places. The community 
supports disability studies in universities, 
targeting universities in which there is a strong 
internal and external community presence. The 
community devises and implements strategies to 
influence the traditional disciplines, including 
academic presentations and cultural events at 
professional meetings and publications in 
professional journals. Foundation, government 
and other financiaj resources support the 
development, dissemination and integration of 
curricula and training packages, and the 
endowment of faculty chairs and other university-
based awards. A long-term disability studies 
research agenda is developed by the Society for 
Disability Studies (SDS) in conjunction with the 
National Council on Disability. SDS launches a 
Disability Studies Journal. The National 
Endowment for the Arts nurtures the 
mainstreaming of disability dance, poetry and 
literature. The National Institutes of Health 
sponsors a series of meetings to consider 
discriminatory research practices and commits 
research funds in support of the ADA and 
independent living. The National Council on 
Disability reassumes leadership and provides a 
coordination role in the Federal government and 
bridges· the movement and the government. 

My crystal ball is clouding again. Please 
look in your crystal ball to verify what I have 

sighted. A combined vision is necessary to the 
success of Disability Studies! 

Disability Studies vs. Disability Policy Studies 

by Simi Litvak, Ph.D. 

· Research Director 

Research and Training Center 
on Public Policy in Independent Living 

at the World Institute on Disability 

This panel, "Educating Tomorrow's 
Leaders: Planning for the Future of Disability 
Policy Studies", is a. modest attempt to move 
forward the introduction of disability policy 
studies in university curricula.· Understanding the 
thinking that led to the convening of this session 
hopefully will help to frame the panelists' 
remarks .and the discussion which follows. 

The World Institute on Disability 
received a grant to start a Research and Training 
Center on Public Policy in Independent Living. 
As part of that grant, we planned to do work on 
popularizing disability curricula in the academy. 
Our initial idea was to collect what other people 
had been teaching in some of these courses, and 

·then to disseminate .our findings in some form --
perhaps put the curricula together in a book, or 
prepare an annotated bibliography, we weren't 
sure -- but in some way disseminate it so that we 
could further the introduction of study of 
disability issues in universities around the 
country. 
When we examined the curricula and syllabi we 
collected from around the country, we decided 
not to publish what we had received, because 
much of it was devoted to vocational 
rehabilitation counseling, i.e. how to be a good 
counselor, the psychosocial aspects of disability, 
that sort of thing. We decided we were not 
interested in developing curricula for disability 
service provider training programs. That has 
already been done extensively. In addition we 
received disability policy curricula that dealt with 
issues such as stigma, attitudes, and culture. 
Even· though these came much closer to 
introducing the study of disability into academic 
preparation programs, such as sociology, 
anthropology and economics, we decided that 
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this did not fit into the mission of the World 
Institute on Disability's Research and Training 
Center on Public Policy in Independent Living. 

At this point we started having internal 
debates. We asked ourselves: What is this 
curriculum that we want? What is it· that we want 
to promulgate? What is it that we would like to 
see taught? 
We got .to a certain point and decided that 
maybe there was a distinction between disability 
studies and disability policy studies. We had long 
discussions about whether it was necessary to 
distinguish between the two. I discussed this 
with several of the people wh9se remarks are 
contained in this monograph, and with others as 
well. We talked about things like Social Security 
and Medicare and Medicaid and Title this and · 
Title that, and asked ourselves, is that disability 
policy? We read Gerben DeJong's "Toward a 
research and training capacity in disability 
policy", presented· to the annual meeting of the 
Association for Public Policy Analysis and 
Management in 1991, and found it very helpful. 
But it seemed that in order to develop strategies . 
for expanding disability policy studies we needed 
to explore several questions, i.e. what is the 
definition of disability policy? What is the 
content of disability policy studies? Does is 
differ from or overlap with Disability Studies, 
and how? How can we realize our goal of 
developing disability policy studies at Universities 
around the country? 

We decided to apply for a grant to 
convene a one-day seminar before the Society for 
Disability Studies meeting. We wanted to invite 
people to present papers for publication on these 
topics so we could argue this out and really get 
some clarity about these issues. The grant was 
not funded, so, as many of those we would have 
wanted at the seminar were coming to SOS, we 
decided to transform our idea, scale it down to a 
panel at the SDS meeting itself. So that is what . 
led to the formation of this panel. 
In th~ early stages of the planning for this panel, · 
I said that I would try to address the distinction 
between disability studies and disability policy 

. studies. These are some beginning thoughts on 
the subject. 

Disability studies might be characterized 
as anything that has to do with examining the 
nature of disability. So it is very, very broad. 
Simi Linton, one of the founders of the Disability 

Studies Project ( a curriculum transformation 
project) at Hunter College, provided the 
following definition, which the Project utilizes: 
Disability Studies reframes the study of disability 
by focusing on it as a social phenomenon, social 
construct, metaphor, and culture, utilizing a 
minority· group model. It examines ideas related 
to disability in all forms of cultural 
representations throughout history, and examines 
the policies and practices of all. societies to · 
understand the social, rather than the physical or 
psychological, determinants of the experience of 
disability. Disability Studies both emanates from 
and supports the disability rights movement, 
which advocates for civil rights and self-
determination.' This focus shifts the. emphasis 
away from a prevention/treatment/remediation 
paradigm, to a social/cultural/political paradigm. 
This shift does not signify a denial of the 
presence of impairments, nor a rejection of the 
utility of intervention and treatment. Instead, 
Disability Studies has been developed to 
disentangle impairments from the myth, ideology 
and stigma that influence social interaction and 
social policy. The scholarship challenges the idea 
that the economic and social status and the 
assigned roles of people with ~:lisabilities are 
inevitable outcomes of their condition. 

A Disability Studies perspective adds a 
critical dimension to our thinking about issues 
such as: autonomy, competence, wholeness, 
independence/ dependence, health, physical 
appearance, aesthetics, community, and notions 
of progress and perfection. These issues pervade 
everj aspect of the civic and pedagogical culture. 
They appear as themes in literature, as variables 
in social and biological science, as dimensions of 
historical analysis and as criteria for social policy 
and practice. 

Linton's definition places disability policy 
as one aspect of disability studies. It is not 
separate from disability studies, and, in fact, in 
order to understand the meaning of disability 
policy to the lives of disabled people, one would 
need to be grounded in disability studies. 

So what is the distinction between the 
two? William D. Coplin and Michael K. 
O'Leary, in their book Public Policy Skills 
(Policy Studies Associates, 1988) stated that: 
"Public policy is a local, state, national or 
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international government action that affects what 
happens in society. It's the actual or proposed 
government activity intended to deal with a given 
social condition, including the· physical 
'C,Jlvironment, people's behavior and people's 
attitudes." 

There are three elements of government 
action, all of which are required for any given 
public policy. First is legislation, which 
establishes guidelines to be followed. by members 
of a society. Second is administrative acts, i.e. 
what the government does to put the law into 
practice, such as regulation and enforcement 
mechanisms. And third is judicial decisions, that 
is, how the Courts apply the law to specific 
situations where people have questions about the 
intent of the legislation. I would add a fourth. 
government action which is part of policy 
development, and that is financing. .,,.. 

So, given this definition of public policy\·' 
what is the specific arena of disability policy? 
The Federal Government has a myriad of small 
and large prpgrams that are designed to assist 
people with disabilities with things like 
employment, education, access to public 
accomt;nodations, telecommunications, income 
maintenance, housing, assistive technology, 
transportation, personal assistance -- which is a 
newer· item on the agenda -- and health care. 
States and local areas also have programs to 
support people with disabilities. 

There are many, many programs 
resulting from legislative actions at the Federal 
and state and local levels, addressing these issues, 
such .as Social Security Disability Income (SSDI), 
Supplemental Security Income (SSI), Vocational 
Rehabilitation, Special Education, Medicaid, 
Medicare, Maternal and Child Health, and the 
various housing programs. The list is extensive~ 
as you will find if you look at the various editions 
over the years of A Summary of Existing 
Legislation Affecting People with Disabilities, 
which was recently updated (OSERS, 1992). But 
disability policy is not just the sum total of 
legislation, administration, judicial, and financing 
decisions. There is more to it. It has to do with 
politics, i.e. where power lies in decision making. 
Certainly in 1993 we are experiencing a new era 
in disability politics. Disabled people now have a 
voice and they have a perspective that's different 
from before. Disabled people are questioning 
how they're treated and what's going on with 

them, in a way that wasn't done in the past. 
Disability policy has to do with history 

and economics as well. That history is not simple . 
and needs to be explored in any disability policy 
curriculum. We have seen changes, at least since 
World War II, from policy that resulted in 
institutionalization and isolation and 
overprotection and dependency, to policy 
promoting deinstitutionalization and community 
living and full inclusion and self-support and self-
advocacy and independence. But that is not the 
character of the full sweep of disability history in 
the· United States. Elizabeth Boggs, a major 
force in disability policy for forty,years, recently 
informed me that when she looked at and 
remembered what was going on before World 
War I for a chapter in a book she is writing, that 
in some ways there was actually more inclusion 
and participation for people with developmental 
disabilities before World War I than there is 
now. She said that more children with c;Jisabilities 
were in the public schools before World War I 
than after World War II. According to Boggs, 
the. Depression, followed by World War II, made 
an enormous difference in the quality of life for 
people with disabilities, because there was not 
enough money to support the teacher intensive 
manual arts programs that were the training 
programs for people with mental retardation who 
lived, at that time, in the community. 
Clearly disability policy encompasses more than 
legislation, administrative structures and judicial 
decisions, and it has manifested in major shifts 
over the years. But even though I have not given 
you an exact definition of what disability policy 
is, and I cannot describe fully its content or the 
motive forces of disability policy history, I think 
Disability Policy is something tangible. 

In much the same way that David 
Pfeiffer was at one time able to say, I· think there 
is this field called disability studies, I think we . 
are beginning to fee) that maybe there is this 
thing called disability policy studi~s. There are 
many manifestations of it already. Kay Schriner 
edits the Journal of Disability Policy Studies. 
She teaches courses and other people teach 
_courses relating to it. We organized this panel 
and there are several other panels at this meeting 
that deal with various aspects of disability policy, 
including a very provocative session by Jane West 
and Kate Seelman on the obstacles to disability 
policy research. 
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There is a distinction between disability 
studies and disability policy studies. We on the 
panel welcome more debate and discussion from 
you in this room once you hear the 
presentations. What do you think is the nature 
of disability policy, how you would define it, how 
would you teach it and to whom? · 

Footenote: Ed. note: This section of the . 
monograph is based on Simi' Litvak's comments 
during the panel on the future of disability policy 
studies at the Society for Disability Studies 
Annual Meeting, June 17-19,' 1993. · 

Why study disability policy? 
A second look at disability policy studies 

by Kay Fletcher Schriner 

Four years ago, when I established the 
Journal of Disability Policy Studies, I prepared 
an editorial statement (Schriner, 1990) for 
publication in the first issue in which I attempted 
to construct a rationale for the establishment of 
a new journal in an academic environment 
already overly-full (some would argue) of 
journals. This essay presents. an opportunity to 
revisit that rationale, to briefly review the current 
state of the field, and to raise issues for 
consideration as our field begins to acquire shape 
and substance. 

Why study disability policy? 

It is quite obvious to those of us with 
policy interests that the daily lives of millions of 
people with disabilities are affected by public 
policy. The quality of family life,. opportunities 
for education and training, and success in 
employment are all at least partially determined 
by policies emanating from local, state, and 
federal governments. People with· disabilities 
fare poorly on a number of measures, including 
employment, educational attainment, and 
household income. In a national survey, Lou 
Harris and Associates (1986) found that people 
with disabilities have substantially less education 
and less income, but substantially more 
unemployment than nondisabled individuals in 
American. society~ 

These and other similar statistics are 

distressing. After all, the United States has 
made an enormous investment in disability 
programs. In one recent fiscal year, the federal 
government spent $75 billion in such programs as 
SSDI, .Medicare, and Medicaid (Albrecht, 1992, 
p. 17). Why is it then that people with 
disabilities do not work -in greater numbers, are 
not better educated, and have such low incomes? 
Ther~ are many reasons~ Despite years of effort 
on the part of individuals with disabilities and 
their advocates, our ~ajor societal institutions 
remain largely inaccessible to people with 
disabilities .(although accessibility should improve 
with implementation of the Americans with 
Disabilities Act); children with disabilities are 
often not provided experiences that result in 
integrated living and working (though this 
situation too is improving); and adults with 
disabilities face discrimination and other barriers 
to full and equal participation in social, 
economic, and political spheres. Disability policy 
is targeted at these and similar problems faced 
every day by persons who have disabilities. 

Policymaking for disability issues 

Public policy can be defined as " ...the 
combination of .basic decisions, commitments, 
and actions made by those who hold or affect 
government positions of authority" ( Gerston, 
1983, p. 6). Policy scientists (e.g., Anderson, 
1982; Cochran, Mayer, Carr & Cayer, 1982; 
Kingdon, 1984) generally agree that there are 
several discernible categories of policymaking 
activities: 
Agenda formation. Public policymakers select 
issues from broad public concerns for 
governmental action. These issues constitute 
the formal agenda (Cobb & Elder, 1983). In this 
century, the appearance of disability issues on 
the policymaking agenda has demonstrated that, 
over time, public views of people with disabilities 
have changed. Traditionally, those views have 
translated into policy commitments to medical, 
rehabilitation, and income maintenance programs 
to act on the public's perception that individuals 
who are disabled· are part of the 'deserving poor' 
or are owed payment of a societal debt because 
of their ·economic contributions. More recently, 
of course, the public agenda has included a 
variety of civil rights issues, ranging from the 
right to free appropriate public education to the. 
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need for safeguards against discrimination in a 
number of public and private spheres. Typically, 
the appearance of an issue on the formal agenda 
is the result of the interaction of symbolic events, 
constituent opinion, and various elected and 
unelected policymakers. 

Policy choice. Policymakers identify 
methods of addressing the issue. Methods may 
include management, subsidy, regulatory, or 
redistributive policy (Chelf, 1981; Lowi, 1966). 
In the disability field, almost all public policy is 
redistributive. The income maintenance 
programs, rehabilitation and special education 
programs, and various . other service programs, 
are all attempts by the federal government to 
transfer resources to those citizens who have 

. disabilities. On the other hand are the 
regulatory approaches,. including Title V of the 
Rehabilitation Act of 1973 and the Americans 
with Disabilities Act, called by one author the ' 
"most important piece of federal legislation since 
the Civil Rights Act of 1964" (Gostin & Beyer, 
1993). Whatever their nature, these policies 
have been chosen in a rather haphazard way and, 
over time, the array of federal services and 
benefits has taken on a jumbled appearance. 
Programs were added helter skelter, with little 
coordination, though regulatory components have 
been more interrelated. 

Policy implementation. The policy is 
implemented via legislation, regulation, .and 
practice (Goggin, Bowman, Lester, & O'Toole, 
1990). The disability policy infrastructure is truly 
breathtaking, although few in the federal 
government recognize how far-reaching the 
disability "problem~ is. In its publication Toward 
Independence, the National Coqncil on Disability 
(1986) lists forty-four separate federal funding 
sources for disability programs with a total 
budgetary commitment in excess of $69 billion. 
Fourteen .agencies, including six independent 
executive agencies and five cabinet officers, are 
involved in administering these various efforts. 
Six Senate committees and eight House 
committees have oversight authority for disability 
programs. This vast infrastructure is evidence of 
the add-0n nature of disability policymaking and 
the failure of policymakers to appreciate the 
many ways in which disability must be considered 
in constructing public responses to economic, 
social, and political disadvantage. 
The complexity of the implementa~ion 

mechanisms for disability policy implies the 
importance of researchers devoting their 
attention to implementation problems. The large 
number of actors involved at all levels of 
government suggests a panoply of research 
questions. How do the disability professions 
respond to policy changes? What is the 
relationship of local, state, and federal entities in 
implementing directives from Congress? How do 
citizens at local levels innovate (as we,know they 
do) within existing policy constraints? These and 
other questions offer intriguing opportunities for 
researchers to apply their craft to policy issues 
which have great importance to the achievement 
of policy goals. 

Policy review. The chosen policy is 
reviewed. The review may be formal or informal, 
rational or irrational, purposive or haphazard. 
The outcomes of disability policy can include 
objective measures such as costs and benefits, 
and less tangible indicators such as the social 
construction of disability, which both lead~ and 
follows policy decisions. There is great need to 
identify both the intended and unintended 
outcomes of disability more definitively, and to 
mount comprehensive efforts to determine 
whether these services, benefits,' and protections 
are producing the desired results. 

The breadth and depth of disability policy 
studies 

It is a common opinion that there is 
almost no history of research or scholarship 
concerning disability policy. This essay provides 
an opportunity to re-examine this contention 
and, I believe, to disprove it. In this section is a 
brief review of the literature intended to indicate 
that there is indeed a considerable body of 
knowledge regarding public policy affecting 
persons with disabilities. This review should help 
dispel the misperception that policy issues have 
been overlooked by academicians. 
11tis. idea - that there is not a great deal of 
academic work concerning disability policy D is ail 
interesting one because it tells us so much about 
the nature of the nation's policy toward people 
with disabilities. Indeed, the idea is quite 
rational if one works within one of the many 
'subfields' which exist. Scholars studying how 
Medicaid dollars are spent for services to 
individuals with developmental disabilities, for 
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example, have had little occasion to acquaint 
themselves with the cost-benefit analyses of the 
state/federal vocational rehabilitation system. 
Similarly, those who study the dynamics of the 
SSDI administrative procedures probably have 
little familiarity with researchers who ponder the 
intricacies of mental health policy. It may be· 

· that the lack of connection and communication 
among and between the various individuals 
conducting policy research is an artifact of the 
disabiJity-specific and function-specific ways in 
which many programs were developed. Programs 
were targeted to specific populations, such as 
persons with mental retardation, or people with 
deafness, or blindness, or mental illness. Other 
programs served certain functions, such as 
providing financial support or rehabilitation 
services. Researchers with policy interests have 
tended to focus - and appropriately so - on one 
particular aspect of disabiJity, and. may be 
unaware of the vari~ty of other subfields. Al] 
this speaks to the importance of doing all that 
can be done to increase communication among 
the subfields of disability policy research, which 
may also help establish the necessary academic 
legitimacy and practical importance of a scholarly 
approach to considering policy approaches 
affecting people with disabilities. 

The existing record of disability policy 
studies is varied and interdisciplinary. It includes 
a wide range of academic approaches to studying 
issues and problems, and is found in an equally 
diverse array of pubJications. The remainder of 
this short section will be devoted to illustrating 
the richness of this literature. Of course, this 
review is necessarily very abbreviated, but I have 
employed a rough typology which _should suggest 
how the larger literature might be organized and 
explored. Each of the sources mentioned will 
lead the curious reader to other examples. 
Legal analyses. Legal scholars came to disability 
issues only relatively recently, although the lives 
of people with disabilities have been affected 
(mostly adversely) by the treatment of disability 
in the legal system for many years. Jacob 
tenBroek included in his edited book The law of 
the poor (1966) several chapters specific to 
disability issues though he recognized the 
connection betw~n poverty and disability by 
noting that "the two conditions - poverty and 
disability are historically so intermeshed as to be 
often indistinguishable" (p. 485), thus inferring 

the relevance of the other chapters as well. · 
Burgdorf (1980, p. v) confessed that he "seriously 
underestimated" the amount of legal precedent 
and legislation concerning the rights of people 
with disabilities, lending additional support to the 
notion that disability has figured prominently in 
American Jaw and policy without necessarily 
being identified as the central issue. 
Disability as a legal problem and concept has 
taken on a more eminent role of late. Spurred 
perhaps by policymakers' increased attention to 
disability, scholars have focused on disability 
from a number of perspectives. Books on special 
education' law (e.g., Rothstein, 1990; Turnbull,· 
1990), are used in teacher training programs. 
Law review articles address thorny. issues both 
conceptual (the difference/equality problem; 
McCuskey, 1988) and practical ( the possible 
confusion for judges caused by inconsistent 
legislative approaches to disability; Parmet, 
1990). Other topics include the difficult 
problems of administering the disability insurance 
program (e.g., Dixon, 1973); the treatment of 
pel'$0ns with mental retardation in the criminal 
justice system (Conley, Luckasson, & Bouthilet, 
1992); and the legal rights of persons with 
disabilities (Burgdorf, 1980; Tucker & Goldstein, 
1990). It seems fair to expect that more 
attention will be paid to disability issues in the 
future by a legal community whose awareness of 
such matters has been heightened in -recent years. 

Sociological analyses. Sociological 
perspectives on disability policy have been useful 
in helping us understand the ways that ~al 
factors determine the structure and function of 
public policy. The idea that disability is a 
stigmatized condition, and that this fact 
illuminates policymakers' decisions, is a major 
contribution ( e.g., Goffman, 1963), as is the 
notion that the very definition of disability is 
socially constructed and reflects the biases and 
values of the larger culture ( e.g., Saffilios-
Rothschild, 1970; Liachowitz, 1988). These 
observations have strengthened our ability to be 
objective about policy conceptions as well as 
indicating how new ideas related to disabiJity may 
emerge and become institutionalized. 
Sociological scholars have also analyzed how 
policy is developed and implemented (Scotch, 
1984); whether the disability rights movement 
should be considered a social movement (Scotch, 
1989), how the rehabilitation 'business' developed, 
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(Albrecht, 1992); and the sociology of deafness 
(e.g., Bamartt & Christiansen, 1985; Higgins, 
1980). Another topic of analysis concerns the 
sociology of health and disability (Zola, 1983). 
The sociological pdrspective remains a promising 
one for pursuing order in the tumultuous 
environment .of disability policymaking. 

Historical analyses. Historical 
approaches describe the forces which have 
shaped disability policy over time, and lend 
perspective to our current inquiry. We learn that 
the first efforts in this country were directed at 
soldiers and sailors injured in their patriotic 
service, and that the programs with which most 
of us are familiar were either a component of the 
nation's industrial policy, or later, part of the 
welfare state (Berkowitz, 1987). Historical 
treatments are also useful in assessing how the 
societal views regarding disability set the stage 
for policy (Bogdan, 1988). The broad political, 
economic, and social influences which culminated 
in the current fragmented system make us aware 
that the actions of policymakers were largely 
rational, given the circumstances of their day. 
And of course, knowing the reasons for the 
existence of various benefits and services allows 
us to convey knowledge about disability policy to 
our students and colleagues. Historians and 
others who take historical approaches can be 
appreciated for helping us put contemporary 
thought and action into the context of the past. 

Economic analyses. Economists find 
both private and public aspects of disability of 
interest. In some studies, economists have 
attempted to determine the relationship between 
disability benefit programs and labor force 
participation by people with disabilities ( e.g., 
Leonard, 1986) or how employment and workers' 
compensation costs are related (Lambririos & · 
Appel,· 1986). Other economists focus on private 
employment behavior, the question being to what 
extent employer discrimination depresses the 
wages of people with disabilities (Johnson & 
Baldwin, in press). This literature helps us 
understand how effective public investments are, 
and how private behavior affects people with 
disabilities, so that policy can be responsively 
targeted. 

Political and policy analyses. The 
literature regarding disability policy from a 
political or policy science viewpoint, though 
small, has been widely noticed. The minority-

group model, first applied to people with 
disabilities by sociologists and educators 

. (Saffilios-Rothschild, 1970; Gliedman & Roth, 
1980), had also been presented from the political 
perspective (e.g., Hahn, 1985). Stone's (1984) 
work on the relationship of disability in our 
political culture has also been important, as has 
·Percy's (1989) study of disability policy 
implementation. ·other notable examples have 
examined health policy issues (Batavia & 
DeJong, 1990; Watson, 1993), communications 
accessibility (Bamartt, Seelman, & Gracer, 1990), 
issues in educational reform (McDonnell & 
Keifer-O'Donnell, 1992) and analysis of mental 
retardation policy (Boggs, 1971, 1982; Braddock, 
1986a, 1986b; Castellani, 1987). These analyses 
set the stage for continued work regarding the 
full range of political and policy questions in 
disability. 
This necessarily incomplete sampling of disability 
policy research and scholarship sketches the 
breadth of the field. If diversity is a virtue, the 
field of disability policy studies is certainly 
meritorious. What this brief look cannot do, 
unfortunately, is to indicate that the field has a 
great deal of depth. Only some subfields display 
the kind of systematic scholarly attention which is 
necessary for the development of a body of 
knowledge. The field has great possibility, but its 
achievements remain modest. What is needed is 
the continued hard work of individual 
investigators, certainly - but other developments 
are also required, such as those identified by 
DeJong (1991) and Watson (1993, in this issue). 
The continued growth of the field depends on 
these developments, though the field may 
become less attached to both the disability 
service professions, such as special education and 
rehabilitation, and the disability rights movement, 
as a consequence. (As we shall see in the next 
section, the weakening of these ties may be 
desirable.) 

PoliUcs and policy studies: A cauUonary note 

Policy studies are inherently political, 
perhaps more so· than other fields of inquiry. 
Public policy stakeholders often watch scholars 
with great interest, searching for work that would 
lend support to their efforts to contribute issues 
to the formal policy agenda, shape the choice of 
policy alternatives, or to sway implementation or 

29 



evaluation activity. This fact is well-known to 
most policy researchers. In fact, in the nascent 
field of disability policy studies, researchers and 
advocates have often been closely connected, and 
it does not seem an exaggeration to say that 
many researchers have developed their interests 
in policy precisely because of the perceived· need 
to reform public policy affecting the lives of 
people with disabilities. 

This relationship of researchers to 
advocacy interests has resulted in some excellent 
examples of policy research. There are dearly 
numerous instances where researchers have not 
compromised their academic integrity in pursuing 
questiqns which may have originated in the 
advocacy community, or are at the very least 
compatible with the advocacy agenda. Thus it is 
conceded that researchers can be. closely tied to 
advocacy interests, and perhaps advocacy groups 
themselves, and still conduct research of high 
quality. 

What is worrying is not what particular 
individuals are doing to ask - and answer -
questions of relevance to disability activists, but 
how research is received when it challenges 
favored ideological positions. An example might 
help illustrate the problem. In a recent 
conversation with a well-respected researc~er, 
whose work has been cited frequently in the 
arguments of _advocates for better ways of 
providing employment services to people with 
severe disabilities, I was asked to help identify a 
way to publish a study that the researcher had 
been having problems placing. The problem, it 
seems, is that the results of the study were n~t 
well-received by some journal reviewers, not 
because the study was methodologically flawed, 
but because the results ~id not support the 
conventional wisdom regarding this particular · 
employment service strategy - the conventional 
wisdom being that this integrated service strategy 
must be more cost-effective than segregated 
services. The researcher's data had been labeled 
'too controversial' for publication. Many 
researchers, facing this reaction, might learn the 
lesson intended for them, and tum their 
attention to work which is less likely to produce 
suspicion among those in the academic 
community who 'respond less to good research 
data than to the political agendas of one interest 
group or another~ 

This ~searcher's problem is symptomatic 

'~ 

of a more general difficulty. In many circles, this 
difficulty is being referred to as 'political 
correctness, 'a sort of catch-all term for the 
forces operating in intellectual and political 
circles which discourage independent thought 
and iconoclasm. It is this phenomenon which 
threatens the vitality of this still inchoate field. 

Politics affects researchers in at least two 
ways. Scholars can be influenced by other 
academicians to believe that their research 
questions are inappropriate, or that their results 
are not believable because of some imagined 
methodological limitation, when the real issue is 
the data themselves or their implications for 
orthodoxy. This tendency to reject new evidence 
is both the strength and the weakness of the 
research community. Deference to what has 
gone before contributes to the survival of a 
tradition of knowledge; but 1 this deference must 
give way to new evidence, even when it threatens 
cherished beliefs. 

Researchers are also susceptible to a 
stronger, more general form of political control 
- that emanating from the fray surrounding 
important social issues of the day. The risks of 
being drawn into political disputes are numerous. 
There is the danger of being viewed as a tool of 
one interest group or another, and there is also 
the risk that one's role as a scholar will be 
diminished by the political relationship. But. 
perhaps most dangerous of all is the more 
general effect - by allying research with a 
political point of view, we make it more difficult 
for other voices to be heard, and in the end, may 
lose not only credibility, but the very thing we set 
out to achieve - societal conditions which would 
support, not discourage, the political, social, and 
economic equity of people with disabilities. 

Both kinds of political influence are 
troubling because they -collude to narrow, not 
broaden, the range of thoughts on important · \ 
issues. Disability is an important enough topic 
that it should not be left to political forces to 
determine what kinds of questions are asked, 
what kind of knowledge is important, what kind' 
of solutions might be considered. It is imperative 
that scholars not· be constrained to only those 
ideas which are currently deemed appropriate. 
Frank Bowe's (1993) recent suggestion that 
Supplemental Security Income payments be 
limited to three years (with aggressive efforts to 
prepare beneficiaries for the labor force) is an 
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example of the kind of idea which should be 
discussed and debated thoroughly, without rancor 
or intimidation. Researchers must not be made 
to hew to a particular political viewpoint. 

The coining challenges in disability policy 
research · 

The collection of services, benefits, and 
civil rights protections which together form our 
national disability policy, is one which will be 
challenged on many fronts in the next few years. 
The first front will be conceptual consistency. 
The logic of the civil rights strategy is that 
disability discrimination must cease, while 
specialized services for people with disabilities 
legitimize such discrimination. In the first case, 
such discrimination is negative, in the second, 
positive. To what extent should we pursue .. 
specialized services as a parallel strategy to civil" 
rights protections? This is one of the basic 
questions facing policymakers today, and is not 
easily answered, but it is critical that we begin to 
ask what role the specialized service system 
should play in the future (Schriner, Rumrill, & 
Parlin, in press). 
The other front is much less defined, but consists 
generally of the economic, social, and political 
changes which together seem to support 
Yehezkel Dror's (1986)_ contention that future 
policymaking will be "policymaking under 
adversity'. Economic conditions in this country, 
and throughout the Western democracies, are 
grim; the fiscal constraints at all levels of 
government are severe; divisiveness appears to be 
the order of the day; and the public has little 
faith in its elected leadership to sort out the right 
and proper mechanisms for distributing the 
burdens of remedy.. These conditions are 
challenging indeed, ·and - remembering that the 
Chinese symbol for 'problem' also means 
'opportunity' - present a mountain of 
opportunity for researchers. We must help 
policymakers identify alternative ways of meeting 
the needs of people with disabilities, but we will · 
not be able to do so by constraining our inquiry 
to 'correct' political ideology, and we wili not be 
able to do so by focusing our questions with only 
one or two stakeholder groups in mind. Forging 
reform strategies for disability policy will require 
consideration of the concerns of employers, 
providers of public accomm~ations, health care 

providers, and groups organized around fiscal 
issues such as taxation and deficit spending - as 
well as the concerns of the disability professions 
and the disability rights community. Given that 
the most expensive disability programs ( medical 
coverl(lge and income maintenance) are · 
entitlements, we must be carefully attuned to the . 
political debate and strive to develop the field in 
a way that recognizes that there are many 
stakeholders in disability policy. To do so is not 
to allow politics to narrow what policy 
researchers do, which I have argued is· 
inappropriate, but rather to free researchers . 
from the constraints of singular political interests. 
The integrity of disability policy studies depends 
on taking the position that researchers and 
scholars are allied first with traditional standards 
of academic excellence, and only tangentially, if 
at all, with the positions of politically active 
groups of any stripe. Only then will the disability 
policy research community be poised to 
contribute to the shape and content of the 
solutions which, we hope, will help construct a 
revitalized nation with hope, opportunity, and 
prosperity for all. 
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likmitations in their work. To my knowledge, n o 
colmprehensived bibliography or overview of 
disabilikty policy research is yet available . 
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I. INTRODUCTION 

In the past few decades, the academic 
public policy field has seen numerous new 
subject areas rise to prominence. These. changes 
have often reflected researchers' increased 
understanding of the social problems facing our 
nation and our world, and the public's increased 
perception of the importance of these policies. 
In the past two decad~s, issues such as health 
care and environmental policy that were seen as 
narrow, ·technical fields of interest mainly to a 
few specialists have exploded in terms of the 
attention, respect and resources given to them. 
Disability policy would fit the first half of that 
description, and in this paper, I argue that it is 
appropriate and even necessary for disability 
policy to follow the rest of that path. (My 
definition of disability policy refers to public 
policies targeted directly at people with 
disabilities, such as disability benefit programs, as 
well as those P9licies that affect them because of 
their disability, 'such as transportation policies.) 
As Gerben Delong (1991) argued in his path-
breaking paper, "(d]isability policy has not been 
recognized as a generic po1icy area" . and as yet 
has no "academic home." It is time for this 
assessment to change. As with the other fields, 
this development is appropriate not because it is 
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I 

the "right" thing to. do; but because disability 
policy reflects decisions that affect most of the · 
population, and because it is an important, rich 
area of study that holds vast rewards for both 
public poiicy scholars and practitioners. 

To give a snapshot of the vision for 
disability policy being presented here, I will · 
explore briefly the analogy between disability 
policy and another well-known public policy field. 
Apt comparisons have been made between 
disability policy studies and women's studies or 
African-American or Hispanic studies (Watson, 
forthcoming). However, in this context, it may 
be even more helpful to make a comparison with 
a different field: environmental policies. Before 
Silent Spring and the environmental movement, 
environmental studies were largely the domain of 
technical or clinical experts with a predilection 
for that subject. The situation now is quite 
different. The vast majority of the population 
recognizes the importance of environmental 
issues in their lives. Many schools of public 
policy have courses on environmental policy, and 
classes on other topics use examples from that 
field to illustrate a variety of lessons, from the 
influence of corporate and public interest 

· lobbyists to ~mplementation of large, complex 
pieces of legislation. A few schools have created 
environmental policy centers that bring together 
professors from different disciplines to study and 
develop holistic policies. It does not seem 
unreasonable to argue that students entering 
fields as diverse as transportation planning, 
business-government relations, and science policy 
should recognize the importance of a basic 
understanding of environmental policy and take 
courses to accomplish that end. Journals and 
conferences have a continuous. stream of articles 
or panels on the evolving issues in environmental 
policy. Each of these characteristics has obvious 
parallels to disability policy studies; this paper 
aims to encourage disability policy studies to 
grow in a similar manner. 

In order to further this goal, in the rest 
of this paper I describe a multi-pronged 
approach to encourage the development of a 
disability policy studies discipline within the 
larger field of public policy/public 
administration/public affairs or political science 
(for the sake of brevity, I will refer to this 
collection of related disciplines simply as public 
policy). In order for this to happen, both the 

disability policy community and the "mainstreaml'i 

(which I will use to mean non-disability-specific) 
public policy academic community have roles to 
play. 

The role of the disability policy 
community of researchers and potential scholars 
is to conduct research and develop materials that 
reflect the profound and complex public policy 

· aspects of this field. This is not to imply that no 
one already conducts such research; many 
already do. In particular, disability policy has a 
substantial subfield of disability economists, 
mostly thanks to the tutelage of Monroe 
Berkowitz, whose work is exemplary. But 
because disability policy research has had a 
longer history in the rehabilitation counseling 
and medical fields than in public policy, most 
research is aimed at those audiences and is not 
attractive to public policy academics. My point is 
a comparative one: there are far fewer people 
pursuing sophisticated disability policy research 
than research on comparable topics, such as . 
welfare dependency. 

Disability policy is a largely untapped 
goldmine for researchers wishing to make their· 
mark in public policy. ;ine gold is the wonderful 
publications and research studies that are waiting 
to be explored from the mine of disability 
experiences. This gold can and is being mined by 
people who see the advantages ·to be gained in 
publishing the lesspns of disability policy but who 
do not have a history in this field and have no 
ties to the disability community. · However, the 
disability policy studies discipline as a whole will 
gain the greatest benefit if this gold is mined by 
people from the disability community who use 
this wealth to further the field. and bring along 
other aspiring scholars who do have ties to the 
community. While the attention from "outside" 
scholars is gratifying, I would like to see the 
publishing wealth gleaned by people who toiled 
in disability policy before it was fashionable 
and/or who have fought in the real world 
disability policy trenches. At the very least, 
anyone who reaps the academic benefits should 
be encouraged to work with the community in 
order to gain insights for their own research and 
to develop the discipline. 

For their part, the public policy 
community must be willing to acknowledge that 
this field is important not only for its relevance 
to the 43 million Americans with disabilities and 
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the people who work and live with them, but aJso 
for what it contributes to a wide range of public 
policy topics, from implementation of civil rights 

·;. laws to ethics in policymaking. And it must be 
willing t~ act on·that acknowledgement. 
Furthermore, as Gerben DeJong pointed out in a 
recent comment, researchers coming into the 
field because of intellectual interest have an 
obligation to study and try to understand the 
disability movement and the lives and 
experiences of people with disabilities. Their 
research will be more relevant, informed and 
useful if they do. 

Because of the. need for action· on the 
part of both disability scholars and the policy 
community, this paper is geared towards 'both 
audiences. To academics in the public policy 
field, it explains why this field of disability policy 
is important, and what my vision of disability 
policy studies would look like. To scholars in tfie 
disability field who wish to further this vision and 
their own careers in the academic public policy 
field, this paper lays out a course of action to 
accomplish these twin goals. 

This paper explores three major facets of 
this quest. First, I examine why development of 
the disability policy studies discipline is 
important, from the perspective of the disability 
community and the public policy community. 
Second, I describe the vision to which I aspire --
what would the world of public policy studies 
look like if our goals for disability policy studies 
were achieved? Third, I explore how this 
development might be accomplished -- what 
activities ·must be undertaken to meet this goaJ. 
I conclude with some more difficult comments --
the coming-of-age issues which will face the 
disability community if this vision is realized. 

II. TIIB IMPORTANCE OF DEVELOPING A 
DISABILITY POLICY STUDIES DISCIPLINE 
WITIIIN PUBLIC POLICY STUDIES 

This topic has two facets: why it is 
important for supporters of the disability policy 
studies discipline that it be placed within the 
public policy discipline, and why it is important 
for supporters of the public policy discipline that 
disability policy grow as a recognized field of 
study. 

It is my contention that disability policy 
studies is_most likely to grow, to affect disability 

policy, and to gain the respect of the academic 
community if it is located within the public pqlicy 
discipline (with a reminder that this is shorth~d 
for a range of related disciplines). With the 
rising prominence of academic public policy 
research and of the related graduate degrees 
(Ph.D.s and masters of public 
policy/administration/ 
affairs), these' schools have become wel1°known 
as training grounds for people in research 
organizations and public office that determine 
not only disability policies but also the 
mainstream public policies that affect people 
with disabilities in. every facet of their lives. 

Placing disability policy studies in this 
discipline and encouraging its growth benefit 
both those interested in presenting the best 
possible program for public policy students an.d 
those interested in promoting good disability 
policies. 

Public policy schools attract both mid-
career professionals and young people just 
starting their careers. Among other goals, the 
curriculum is designed to teach students how to 
manage a public agency, and how to develop, 
institute, implement and evaluate sound public 
policies. Public policy graduates work in 
transportation planning· agencies that make 
decisions on accessible transit and curb cuts. 
They work in human service agencies that make 
decisions on funding personal assistance, durable 
medicaJ equipment, and disability benefits. They 
work in locaJ agencies that decide on changes in 
zoning laws and placements for group homes for 
people with mental disabilities. They work in 
civil rights offices that enforce anti-discrimination 
laws. Perhaps more than any other graduate 
discipline, save law, they produce the top elected 
and appointed officials in this country, and 
around the world. The Kennedy School of 
Government counts among its alums several 
heads of state, and dozens of politicaJ 
appointees, state and local legislators, and 
Members of Congress. Furthermore, academics 
in these schools produce research that has 
profound effects on policymakers. These people 
are in key positions to affect public policies from 
initiation through implementation. For that 
reason, it is important to the development of 
good disability policy for students, professors and 
other researchers (such as those in public policy 
research institutions) to recognize disability 
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policy as a valued field. For that reason, this 
paper aims to encourage disability policy 
research to move in the direction that will at;tract 
attention and respect from, and. participation by, 
public policy academics and. researchers. 

As the linkages described above make 
clear, public policy graduates will encounter· . 
people with disabilities as constituents, 
customers, clients, supervisors, colleagues -- not 

. to mention family members and friends. These 
graduates need to know how to work with people 
with disabilities in terms of their participation in 
the workplace, schools, and every social program 
.and service. While information about the civil 
rights and women's movement is common 

· ·knowledge in this country, there is much less 
awareness of the disability rights movement. 
Therefore, in order to prepare their students for 
the professional policy environment, the public 
policy education system must provide not only 
knowledge of the content of disability policies 
but also an awareness of the concept of disability 

· rights. 
Because of this symbiotic relationship --

that public policy students need to know about 
disability in order to do a good job, and disability 
advocate~ need them to know about disability 
policy in order to hope for appropriate decisions 
-- the growth of disability policy studies within 
the public policy discipline benefits all concerned. 

III. WHAT IS THE SITIJATION WE 
ENVISION? 

In some ways, the goals for the public 
policy academic world reflect the goals that the 
disability movement has for society -- a 
recognition and prohibition of disability 
discrimination, an end to stereotypical concepts 
used in writing and speaking, and the 
empowerment of people with disabilities and 
disability rights advocates in key positions. Also, 
many of the goals for research, such as better 
linkages between researchers and advocates, 
would also apply to a variety of subject areas. 
What follows is an illustrative but not exhaustive 
listing of the desired characteristics of a new 
disability policy studies discipline. (DeJong's 
paper also explores other aspects of this topic.) 

Changes in the Research Environment 

•Research is relevant to the policy 
debate: Researchers would involve people with 

. disabilities in all phases of research that affects 
· them, in roles such as planning the research, 
conducting the research, participating on advisory 
· committees, reviewing research for funding, and 
serving as research subjects. Research would 
also be relevant to policy. While no one can or 
should be able to guarantee the results of 
·research (more on that later), it should be 
developed with an active understanding of the 
questions being discussed so that the results can 
at least inform the debate. Time and resources 
are too scarce for research to be pursued that is 
never used. 

*Funding for disability policy research 
comes from organizations in addition to the 
Department of Education's National Institute on 
Disability and Rehabilitation Research (NIDRR). 
NIDRR has funded the .vast majority of disability 
policy research. Howev~r, NIDRR is a small 
agency, and it is important that other sources 
(such as the National Science Foundation) fund 
disability policy research as they do other social 
science research. · 

•Disability policy articles appear 
regularly in mainstream public policy journals. 
One of the greatest difficulties facing aspiring 
disability policy scholars is the scarcity of places 
to publish their research. To date, mainstream 
policy journals have published far fewer disability 
policy articles than articles on other, more 
established topics, such as environmental policy. 
This is a prime example of the need for changes 
in both the disability policy and mainstream 
policy communities. Disability researchers need 
to write articles ( as a few already do well) that 
suit the journal, but journal editors also need to 
be' willing to .consider disability as an important 
topic. 

• Public policy scholars publish in the 
Journal of Disability Policy Studies. It is essential 
that disability ~licy studies have its own journal, 
and that public policy scholars who become · 
interested in disability issues publish not only in 
mainstream journals, but in JDPS. This -is, of 
course, a difficult cycle: academics will publish in 
JDPS when th~y feel it will benefit their careers 
by doing so, but the journal will attain a 
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prominent position in the public policy field only 
when enough academics publish important public 
policy research in it. Nevertheless, disability 
scholars should be able to produce enough good 
· research to contribute to both the mainstream· 
journals and JDPS. 

*Large surveys on a variety of topics 
include disability in the demographic information 
guestions. Researchers interested in studying the 
status of African-Americans or women are not 
limited to using databases that are specifically 
designed to survey those populations alone. Yet, 
too many large surveys ~nducted today omit 
disability in their routine demographic questions. 
This greatly reduces the data available to 
researchers. As a result, generic social trends 
ranging from sexual assault to earnings are much 
better documented for other population groups. 
than for people with disabilities. In order to 
broaden the information base about disability so 
that sophisticated analyses can be conducted to 
inform policy research, surveys should routinely 
include at least some disability identifier. Of 
course, it is.much more difficult and subjective to 
measure disability than to. measure race or 
gender. However, at least a modest attempt at 
opportunities for self-identification would be 
useful. 

Changes in the Teaching Environment 

• Disability issues are included in 
mainstream core courses on process issues. 
Many public policy school core curricula include 
courses on such general topics as political 
·management, ethics, human resource 
management, etc. Illustrations from a variety of 
fields are used to explore various lessons. 
Whether these illustrations come from anecdotes 
in the text, stand-alone case studies, or some 
other form, professors should consider and 
search for examples from the disability field just 
as they would any· other subject. 

•Disability issues are included in 
mainstream courses on specific types of policies. 
Courses on social policies that affect people with 
disabilities need to cover disability issues in order 
to provide a full treatment of the subject. Yet 
many do not, and those that do sometimes 
neglect to present the disability community's 

perspective on an issue. In our bibliography of 
transportation policy materials, for example, we 
found that both textbooks and articles sometimes 
discussed just the ~st-benefit aspects of 
paratransit without presenting the disability 
community's viewpoints on the civil rights aspects 
of this policy (Lipoff and Watson, 1993f). 

• Specialized courses are offered·to 
explore disability issues in greater depth. A very 
few public ·policy schools offer courses in 
disability policy (Watson and Pfeiffer, 1991). 
Offering specific courses on this topic is not a · 
replacement for inclusion in other courses, as it 
reaches those who already have a specialized 
interest. However, it does meet the needs of 
those who wish to pursue these issues in greater 
depth or who plan a career in this field. 

Faculty who teach these courses would 
seek out colleagues and materials from the 
disability policy field, and schools would seek 
faculty who could teach both mainstream courses 
with disability components as well as disability 
policy courses. 

Changes in the Social Environment 

· • Schools provide physical and 
programmatic accessibility. at least to the 
standards of the Americans with Disabilities Act. 
The absolute minimum that a school of public 
policy should (and legally must) offer its students 
is accessible facilities and programs, and one 
would hope that these training grounds for future 
public leaders would aim higher than meeting . 
minimum legal standards and indeed serve as 
role models of accessibility and outreach. It is 
especially important that schools recognize their 
need to make not only formal classrooms but 
also informal gathering places accessible. For 
example, the buildings of Harvard's John F. 
Kennedy School of Government use open forums 
encircled by winding staircases with comfortable 
landings and seats at several levels. These 
landings are. popular gathering spots but 
unfortunately they are completely inaccessible to 
people who cannot climb stairs. 

•Faculty and administration use "people-
first" language and portray people with 
disabilities in non-stereotypical roles. One of the 
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primary goals of the disability movement has 
been to change the language used to refer to 
people. with disabilities -- to put the person first, 
and to avoid certain stereotypical phrases, such 
as "wheelchair-bound," "handicapped," etc. There 
are wonderful guides for writing and speaking 
about disability issues and schools may want to 
provide those for their faculty members. In 
addition, schools need to ensure that their 
materials do not portray people with disabilities 
in stereotypical ways, just as they would consider 
the presentations of women and African- . 
Americans. For example, Harvard Business 
School just recently stopped using a case study 
called "The Handicapped Heckler" that was filled 
with negative stereotypes (Watson, March/April 
1993). 

• Career offices offer internships with 
disability organizations, and ensure equal 
opportunities for students with disabilities. 
Career offices often seek out policy organizations 
to arrange internships and interview for 
permanent positions; disability policy groups 
should be included in their outreach. In turn, 
disability· organizations should seek out public 
policy schools to hire their students and 
graduates. Furthermore, career office staff 
should rigorously ensure that students with · 
disabilities are given every access to career 
services that non-disabled students are, including 
interviews with prospective employers, facilities 
to research employment offerings, opportunities 
to practice interviews, etc. 

•There are support or interest groups 
for students with disabilities and those interested 
in disability policy. Many schools have 
established a women's or African-American 
students' caucus, or interest groups for those who 
wish to discuss· particular topic areas. These 
ideas would apply to students with ~isabilities or 
those interested in disability issues as well. 

IV. HOW IS THIS VISION 
ACCOMPLISHED? 

In order to develop this discipline of 
disability policy. studies as. a respected field of 
research and teaching, it is necessary to 
undertake activities on a variety of fronts. 
Academics must be exposed to the depth and 

potential of disability policy studies through the 
whole range of venues that they use to learn 
about and gauge the worthiness of a field of 
study: research, coursework, conferences and 
publications. This requires commitment and 
action on the part of both disability policy 
scholars and the mainstream public policy 
community. 

Research: First, disability policy scholars need to 
conduct and produce research on disability issues 
that commands the respect of the mainstream 
public policy community. Disability policies need 
to be studied with the seriousness and 
spphistication of techniques used for 
environmental policies, economic policies, 
welfare policies, and other areas of broader 
recognition. Research needs to ask questions 
whose answers are important to the larger public 
policy community, not only to one or two 
specialties. Sample sizes must be large enough . 
so that sophisticated techniques can be used, and 
that results can be generalized beyond the test 
group. Disability policy literature must place its 
results in the context of past and current public 
policy research, so that colleagues in other topics 
understand the relevance of this work for their 
own research. Disability policy research must 
also go beyond analyzing individual programs to 
examine what decisions in disability policy say 
about public policies towards other groups or in 
other subject areas. 

For their part, the public policy 
· community needs to encourage this research in a 
variety _of ways -- sponsoring graduate students to 
pursue dissertations on disability, approving 
precious social science research funds, and 
evaluating proposals for publications and 
conference workshops based on the quality of the 
research, not on whether disability policy is an 

·important subject to discuss. As mentioned 
above, public policy scholars who become 
interested in· disability need to understand the 
disability movement as the essential context. for 
their research. To do so requires more than 
reading the formal literature. Since so much of 
disability policy and politics is undocumented 
(relative to the civil rights or women's · 
movement) and because the disability movement 
is less well-known than other social movements, 
researchers need to gain these insights by talking 
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to disability advocates (perhaps by visiting 
independent living centers) and searching out 
unconventional literature ( such as The Disability 
:Ry). 

Curriculum: As mentioned above, co1;1rses 
taught at public policy schools need to include 
disability issues in a variety of ways. C.ourses on 
specific substantive areas, such as transportation, · 
housing, employment, education, or health care 
need to include disability as a specific topic 
within those subjects (Lipoff and Watson, 1993 
a,b,c,d,e,t). Disability may come up in several 
different contexts ... in a discussion of the role of 
constituent groups, in. an assessment of technical 
considerations for specific populations, or. in the . 
effects of policy decisions on target audiences. 
Just as a course would explore the transportation 
needs of rural Americans,· or the _housing needs,,,;;, 
of elderly persons, so too do they need to · 
explore these substantive areas as they affect and 
are affected by people with disabilities. Many 
schools have courses on diverse workforces that 
discuss race and gender issues -- disability should 
always be included in that list. 

C.ourses on process issues also can 
include disability issues as examples of those 
questions in the same way that they include 
examples from other policies. For example, 
courses on implementation could explore the 
lessons learned from the Americans with 
Disabilities Act (Watson, 1992). C.ourses on the 
use of the media could explore how disability 
advocates bypassed the traditional media in . 
winning passage of the ADA (Shapiro, 1993 and 
forthcoming). C.ourses on managing front-line 
workers could explore the relationship between 
publicly-paid personal assistants and the people 
receiving assistance (Watson, 1993). 

Public policy schools should consider 
offering cour;ses specifically on disability policy, 
just as they do courses on environmental issues 
and other cross-cutting topics. In-depth study is 
essential for public policy graduates who will 
work in this field, whether they be in the public 
affairs offlces of disability organizations, 
conducting research on disability policy, teaching 
disability policy, or working in federal, state or 
local government offices that create and 
implement disability policies. While these 

courses have the disadvantage of teaching 
disability to those who probably already have an 
interest, they do lend visibility and stature to this 
field of study. Suffolk University's Department 
of Public Management has begun to offer the 
first Master of Public Administration degree in 
disability studies; the University of Southern 
California is one of the other few schools 
offering such courses. 

Again, both parties have roles to play in 
developing appropriate .curriculum materials, 
such as case studies, publications, bibliographies, 
etc., and in deciding to use such materials in the 
classroom. 

Conferences: Another way in which academics 
grow familiar with and gauge the importance of a 
field of study is through workshops and 
presentations at professional meetings. While 
the disability field has its own such venues, such 
as the Society for Disability Studies meetings, 
relatively few public policy academics attend. 
For the past few years, this author has organized 
and moderated workshops at the three main 
academic meetings relevant here: those of the 
Association for Public Policy Analysis and 
Management, the American Political Science 
Association, and the American Society for Public 
Adm•nistration. This period has seen numerous 
policy-related' activities that should have sparked 
interest in these communities: the passage of the 
ADA, and the re-authorization of the 
Rehabilitation Act and the Individuals with' 
Disabilities Education Act. Yet in the past three 
years, there have been no other disability policy 
workshops at APP AM, and very few at the other 
meetings. 

This is prime territory for aspiring , 
disability scholars. In general, it is much easier 
to have a paper accepted at a professional 
meeting than to have it published. Both 
practitioners and academics use these meetings 
to meet colleagues and gain knowledge on the 
latest findings or experiences they need to do 
their jobs and conduct their research. The 

· ASP A meeting in particular attracts hundreds if 
not thousands of public officials who need to 
know about the ADA. Organizing workshops 
and presenting papers are excellent means for 
disability scholars to gain exposure in. the field 
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and communicate· the significance of their work 
to colleagues. 

Again, both parties have roles. Disability 
policy scholars at the very least must join these 
organizations, become active in them, conduct 
research appropriate for presentation, and submit 
high-quality panel and paper proposals. The 
conference organizers need to review proposals 
in terms of the merits of the research, and 
recognize that disability is a topic that warrants 
ongoing attention. 

Publishing: Finally, perhaps the most important 
avenue for promoting the importance of 
disability policy is publishing in mainstream 
journals, textbooks· and trade books. It is 
e~ntial for the disability policy field to have its 
own journal, which is why the Journal of 
Disability Policy ·studies is so important. 
However, to reach the widest possible audience, 
disability policy scholars also need to get their 
work published in. the diverse other public policy 
journals, such as the Journal of Policy Analysis 
and Management, the American Political Science 
Review, Public Administration Review, Policy 
Studies Journal, Publius, and others. (The Policy 
Studies Organization publishes a list of policy 
related journals that is a helpful guide for 
scholars searching for an out~et for their work 
(Nagel and Burkholder, 1980).) Relevant 

. tradebooks and textbooks also need to include 
chapters _or sections on disability policy where 
. relevant. In a recent study, I found dozens of 
public policy textbooks that discussed education, 
employment, ·housing, transportation, health· care 
and other policies without mentioning disability 
or describing it adequately. All of these books 
were likely candidates for use in public policy · 
courses yet none offered means for faculty to 
teach about disability. 

In order to publish in these journals, the 
work needs to meet the criteria described in the 
section above on research. Scholars need to 
show how their article is important riot only to 
the disability community but to the. larger public 
policy community. The literature review must 
show how the research. builds on past findings in 
other public policy research and· how this work 
contributes to it. Textbook authors and editors 
also need to recognize the importance of 

including disability in their treatment of a 
relevant subject, and either include such sections 
or invite disability· policy scholars to do so. 

V. COMING-OF~AGE ISSUES 

In the spirit of being careful what Qne 
wishes for, because it might come true, I would 
like to comment briefly on some "coming-of -age" 
~ssues that this discipline and the disability 
community may experience if indeed our wishes 
do come true. I bring these issues up not to 
resolve or evaluate them, but to ensure that both 
the disability communi~ and the public policy 
community are aware of them in advance. 

Compared to other social policy fields, 
such as welfare policy, the disability policy 
research field is populated by a. relatively small, 
somewhat homogeneous group that consists 
largely of two types of people. The largest group 
is people who combine professional research 
activities with personal support for the movement 
and explicitly advocacy-oriented activities in their 
private and/or public lives. These· people are 
constantly grappling with the relationship 
between research and advocacy, with each person 
choosing the degree to which her or his persona 
is identified with one or the other. These people -
include such luminaries as Irv Zola (Brandeis 
University), Gerben DeJong (National 
Rehabilitation Hospital Research Center), 
Andrew Batavia, Simi Litvak (World Institute on 
Disability), and Lirida Toms Barker (Berkeley 
Planning Associates). The second, and much 
smaller group, is those professionals who have 
found the questions raised by disability policy 
and politics to be professionally intriguing but 
whose public persona is less identified with the 
movement than the type of people above. In this 
category, I would include people such as Richard 
Burkhauser (Syracuse University). Robert 
Katzmann (Brookings Institution), and Carolyn 
Weaver (American Enterprise· Institute). 

Relative to other fields of social policy, 
disability policy has not generated the diversity of 
views, widespread academic participation and 
popular interest that have characterized recent_ ' 
debates on other topics, such as welfare reform. 
These other social policy fields have more people 
in_the second group above. For 'example, there 

... 
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has been little of the high-visibility debate such 
as that between Charles Murray (1984) and all 
the numerous scholars who worked to refute his 
research. purporting to show that women on 
AFDC had more children in order to increase 
their welfare payments. That debate y.'as 
accompanied by far more press coverage and 
academic publications than even major disability 
legislation such as the ADA and the 

· Rehabilitation Act. As Mary Johnson, editor of 
The Disability Rag, pointed out to me, major 
week]y newsmagazines have written cover stories 
on the gay rights movement but not on the 
disability movement, despite the greater number 
of people with disabilities than gay, lesbian or 
bisexual people in the U.S. population. 

If the disability policy studies discipline 
expands in the manner described in this paper, it 
will attract a more diverse array of people. "· 
Creating a disability policy field that is 
prestigious, well-funded and popular also creates 
one that invites intense scrutiny, research that 
supports a variety of positions, and researchers 
and commentators from a variety of orientations. 
If we are successful, Mary Jane Owen's thought-
provoking columns in a local disability newspaper 
will be regular]y featured in Liberal Opinion. 
Weekly and the op-ed page of The Washington 
Post. The flip side of this notoriety, however, is 
that, if we are successful, disability policy will 
attract attention from George Will and Robert 
Novak as well as William Raspberry. 

There are enormous potential benefits to 
input from newcomers. A prime example is 
Carolyn Weaver, from the American Enterprise 
Institute, whose work figured prominent]y in the 
recent policy changes to introduce client choice 
of service through a voucher system in vocational 
rehabilitation. As Dr~ Weaver has discussed it 
with me, she who was accustomed to being 
round]y criticized by disability advocates found 
herself the recipient of effusive praise and 
gratitude for providing high-level visibility and 
objective support for a way to reform what has 
long been a troubled system. 

However, expanding this discipline 
increases the likelihood of research whose results 
are contrary to what disability advocates hope or 
expect. Either such research must be refuted 
through research of equal]y high quality or 

disability advocates must decide if the findings 
warrant a re-examination of their positions or 
strategies. A prime example is research on 
personal assistance services (PAS). Until 
recent]y, virtual]y the only people researching 
personal assistance services for the non-elder]y 
were people from within the disability 
community. One of the hallmarks of disability 
advocates' success in calling attention to the 
importance of this issue has been the degree of 
interest that other researchers have begun to 
show. 

In an example of the refutation scenario, 
these new researchers may well reveal 
unwelcome findings, perhaps that the cost for the 
program advocates desire is political]y infeasible. 
If so, researchers who wish to support PAS must 
conduct their own, equally sophisticated research 
either to disprove those findings, find ways to 
design the program to reduce public 
expenditures, or argue why the expenditures 
should be supported. In an example of the re-
examination scenario, attention from a variety of 
researchers and consumers has led to the · 
recognition that not every user -of PAS wants 
complete control over his/her services. Instead 
of refuting this idea, advocates changed the 
nature of their demands from programs that 
-provided complete control to ones that provided 
a range of options. This change has benefitted 
both the policy and politics of PAS, leading to 
the development of policies that meet the needs 
of a larger number of people and that are less 
vulnerable to attacks from those who wish to 
reject consumer control complete]y. 

In this as in other issues, the disability 
movement can look at the women's movement 
and the civil rights movement for indicators of 
what lies ahead. In a recent Op-Ed piece in The 
Washington Post, David Broder (1993) points out 
one of the women's movement's "coming-of-age 
problems": as the movement attracts more 
adherents, their orientation will be more diverse 
than the close-knit, single-minded group that 
began these efforts. He quotes Harriet Woods, 
the director· of the National Women's Political 
Caucus, as saying "In the long run, if women are 
ever going to· be in the majority [in public office], 
they won't be women we agree with 100 percent." 
This "Feminist Dilemma" paints an important 
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roadmap for the disability movement as it 
struggles with the same types of_ questions. 

There is a second consequence of this 
expanded attention. One of the best aspects of 
this change would be the increased opportunities 
for people with disabilities to train in this field 
and attain positions of influence over disability 
policy. However, it is inevitable and even 
desirable that people without disabilities as well 
as those with disabilities will want to become a 
part of this field. Indeed, if people with 
disabilities were the only ones who wanted to 
study this field, it would signal that the rest of 
the world did not accept how important this 
subject is_. But therein is the dilemma. It is 
vitally important, and a fundamental tenet of the 
disability movement, for people with disabilities 
to be in positions of visibility and power over the 
services that affect them, as well as to have equal 
opportunity to pursue any position they, wish. 
These demands are a logical response to the 
anger and frustration that the disability 
community has felt while policies have been 
developed by non-disabled professionals who 
neither understood nor supported people with 
disabilities' right to full citizenship. However, 
how can that demand be balanced with the desire 
to ensure that goc;>d people who ( as yet) do not 
have disabilities, but who can make substantial 
contributions to the field, are not dissuaded from 
entering it because of the Jim.its on their careers? 

There are obvious parallels to women's 
studies or African-American studies: there is a 
strong predilection for someone to be a woman 
or an African-American to teach that material, 
conduct research or be a public leader. 
However, consider the. parallels to another social 
policy area, such as welfare. If the only people 
attracted to the field of welfare policy were teen-
age mothers, it would signal that the research 
and policy communities had not yet recognized 
its importance. If the only people allowed or 
encouraged to work in either research or policy-
making positions were teen-age mothers, the 
field would be much more limited. As Adrienne 
Asch remarked at the 1993 Society for Disability 
Studies conference, 

Some of the most important advances 

made in theoretical and policy work in the field 
of disability policy have been made by people 

· who at least technically can claim that they are 
not disabled. Are we going to throw them out of 
our society, throw them out of our movement 
and throw them out of our community? We 
would be the poorer for it ...I agree that there's a 
difference between a person with a disability or a 
family member or a friend or a partner or 
whatever. But I'm not willing to say that we 
[people· with disabilities] have the whole story 
any more than one person has the whole story of 
anything. 

Susan Foster, of the National Technical 
Institute for the Deaf, has grappled with this 
question in terms of the role of a hearing 
sociologist in researching Deaf culture (1993). 
She concluded: 

Learning about the ways in which people 
structure and interpret their experience is one of 
the major goals of the research enterprise. If we 
were restricted to the study of people like 
ourselves, surely our knowledge would be 
drastically reduced, as would our ability to see 
the world from the perspective of others...If such 
a world view was taken to its logical conclusion, I . 
should only study white middle class professional 
women, Asian Americans should restrict their 
field of research to other Asian Americans, deaf 
researchers should not study the experiences of 
hearing people ...What a boring research agenda 
for all of us! 

The disability community must grapple 
with this dilemma, .and entering scholars must be 
aware of it as well. 

VI. CONCLUSION 

Disability policy is an exciting, rewarding 
field that is just beginning to be -explored. It has 
so much to teach other issue areas, and so much 
to learn from others' experiences. In my view, 
the u,timate goal of public policy studies is to 
improve public policy. This expanded concept of 
disability policy studies may. bring great benefits 
not only to the study but also the pra~ice of 
disability policy. As just one example, consider 
the work being done on cross-agency 
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collaboration in human· services. The list of 
characteristics of effective services developed by 
Lisbeth Schorr (1988) (comprehensive, 
responsive, flexible, etc.) is relevant for disability 
policy as much as for other human services. Just 
one of the benefits of the blossoming of the 
disability policy discipline may be that disability 
policy researchers and practitioners use this body 
of literature to change disability policies in the 
same ·way that other human ·services are being 
reformed. Benefitting the millions of people 
with disabilities who are affected by disability 
policy is perhaps the most important result from 
the changes described_ in this essay. 

Footnote: Funding for much of the research in 
this paper came from the· National Institute on 
Disability and Rehabilitation Research. I am 
immensely grateful for their support. However, 
rio endorsement fromm NIDRR is simsplied of';,,. 
should bed inferred. 
Footnote: Alist of disabiliktyh policy 
organizations that are interested i public policy 
items is available from nda Toms Barker, 
Berkeley APlanning Associates, 440 Grand Aveo, 
Suite 500, Oakland, CA 94610. 
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Teaching Disability Studies 

Simi Linton 
Disability Studies Project 

Hunter College 

At the 1993 Society for Disability Studies 
conference, I was the moderator of the annual 
session on Teaching Disability Studies. The 
session was conceived as an opportunity to 
evaluate the conceptual foundations of Disability 
Studies as an academic field of inquiry. The 
session was. highly interactive. SDS members 
expressed a range of opinions and addressed a 
nµmber of issues that need continued attention 
as the field evolves and as SDS evolves as an 

org~tion that represents the field. This 
article reviews the· session and delineates some 
major themes that emerged in the discussion. It 
draws on both my own presentation and 
participants' comments. Whenever possible, the 
identities of the participants are indicated. 

The session ~gan with a general 
discussion of "Disability Studies,". a term which is 
conceived· of in different ways both within SDS 
and outside the organization. The discussion 
included participants' ideas about that use of the 
term as well as questions and concerns about 
where Disability Studies should be located in the 
academic curriculum; the purpose of the field; 
the relationships between the community and the 
academic field and between the field and the 
social movement that spawned it; who should 
create and who should teach Disability Studies; 
and how to diversify the membership of SDS and 
the community of scholars producing the 

· scholarship? -
. Regarding the issue of location of 

Disability Studies in the curriculum, a major 
question is whether separate programs and 
_courses in Disability Studies is the best route or 
should curriculum be infused across the 
disciplines. We. face problems similar to those 
that Women's Studies programs face. While 
.programs pro~de support for scholars, the 
presence of such aprogram in an institution can 
give other faculty the· excuse to ignore it in their 
curricula. At a later point someone noted that 
the audience for specific courses in Disability 
Studies is still small, therefore it is essential that 
the material be infused in a wide range of 
courses. In addition, the bi-level approach is 
consistent with both the unique status of people 
with disabilities and our multiple roles in society. 

· . A related issue is the purpose of the 
field. People recogniz~ ·that the specialized 
applied fields, such as rehabilitation and special 
education, are probably going to _be around for a 
while. Is the function of Disability Studies to 
revamp the conceptual foundations of those 
fields or is its function to change society, in 
which case the scholarship should be embedded 
in the Liberal Arts? Harlan Hahn countered 
that we shouldn't answer the question of purpose 
first, we have to address the question of what is 
the reality of the experience of people with 
disabilities which can then inform service 
providers, policy makers or our "own selves." 
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Corbett OToole spoke form her role in 
the disabled community, as a non-academic. She 
wants academics to "sit down and do the 
footnotes and the references to prove what we 
all know is our common experience." I think her 
point in saying this was not to dispar~e 
researchers but to recognize that when 
co~plementary and reciprocal relationships exist 
between people in the community and Disability 
Studies scholars, both groups benefit. She also 
stated that Disability Studies should be taught by 
disabled people. She said that she would not 
learn from Disability Studies "if we don't control 
it, if it doesn't serve· the community, if it doesn't 
have diversity built into it, if it doesn't address 
who we really are." 

Two important issues in Corbett 
OToole's statement kept surfacing throughout 
the discussion. One is, should all Disability , 
Studies scholars and.. all faculty who teach in the 
field be people with· disabilities? In other words, 
who is the "we" in her's and others' statements? 
The other issue is the concern that membership 
of SOS, and scholars in Disability Studies, seem 
to be almost exclusively European-American. 
· Several people pointed out problems with the 
homogeneity of the organization. One problem 
is that we cannot claim we speak for disabled 
people when we represent such a narrow 
constituency. Another is that the perspective of 
people of color can't just be tacked on to existing 
curricula as an addendum. Someone commented 
that members of SOS shouldn't just throw up 
their hands and say, "I don't know how this 
happened, I don't know why there aren't people 
of color here." Several people expressed that 
SOS should make a clear, concerted effort to 
redress this deficit. (I'd like to add that the 
Women and Disability Caucus of SOS has 
initiated a plan to address their problem. 
Members of SDS should have received a notice 
about it in the mail.) 

The debate over the identity of Disability 
Studies scholars and faculty was a main theme. 
Adrienne Asch said that we "should strive to find 
the pieces that are common in human experience 
and the pieces that are different and say what· we 
have to say about them. Some of the most 
important advances made in theoretical work· and 
in policy work in the field of disability policy 
have been made by people who at least 
technically can claim that they are not disabled. 

Are we going to throw them out of 9ur society, 
throw them out of our movement and throw 
them out to our community. We would be the 
poorer for it." Her point, I think, was that we 
should advocate for a perspective that drives 
Disability Studies, but that it is not people with 
disabilities who solely or necessarily hold that 
perspective. 

Anthony Tusler, at a later point, noted 
that other self determination movements have, in 
the process of gaining strength and gaining 
power, defined themselves. He agree with 
Corbett OToole who had said earlier that it is 
those who identify themselves as people with 
disabilities who need to do the defining. Tusler 
said that as with African-Americans, Chicanos, 
women he would like for us to be able to say this 
is who we are, this is our history and welcome 
the allies, but in the role of allies. I added, that 
along with the need to say "who I am" (a person 
with a disability) is the need to define the 
cultural meaning of who I am ~d that is what 
needs to happen in colleges and universities. 

Someone, I believe it was Kate Seelman, 
noted that we must assure that Disability Studies 
represents all disability groups and that the field 
should be interdisciplinary. She also noted that 
undergirding all of the new areas of scholarship, 
such as Women's Studies, Ethnic Studies and 
Disability Studies, are social movements forged 
by oppressed people and there should be a 
bridge between the movement and the field. 

Following this part of the discussion, I 
distributed and read the definition of Disability 
Studies developed by the Disability Studies 
Project (DSP). DSP is a curriculum 
transformation project at Hunter College of the 
City University ~f New York; The members of 
the project, Susan Mello, John O'Neill and 
myself, developed the definition and have been 
collecting materials and developing bibliographies 
to help faculty across the disciplines integrate 
Disability Studies into· their curricula. We have 
also been addressing the problem of integrating 
Disability Studies into the diversity/multicultural 
projects that exist at many colleges and 
universities. 

In developing the definition and 
developing curriculum materials, one of the 
issues we faced is how to integrate the central 
tenets of Disability Studies into the academic 
curriculum. This is a concern that has plagued 

45 



scholars in Wom~n's Studies and in other "area" 
studies: how to truly integrate the ideas into the 
curriculum not merely tack on an isolated 
reference or two in a few courses? While we 
need to identify and address the political 
obstacles that marginalize the scholarship, we, 
also need to id,entify the omissions and · 
inaccuracies across the traditional curriculum 
with respect to the study of disability. The tasks 
are interrelated. Elizabeth Kamarck Minnich in 
Transforming Knowledge (1990) discusses 
obstacles to the full integration of Women's 
studies into the curriculum and notes the 
parallels between the factors that block women 
from participation in organizations and systems, 
and those factors that exist in the curriculum that 
block integration of Women's Studies. We found 
her analysis instructive and have been examining 
the similarities between the role of people with 
disabilities in social systems and the role of 
curriculum on disability in the academy. 

The definition of Disability Studies that 
was presented at the session is reproduced here 
with a few changes recommended by the group. 
The comments related mostly to the degree to 
which the definition should make explicitly the 
relation of Disability Studies to issues of self-
detemiination and· to the Disability Rights 
Movement. Kate Seelinan noted that the power 
relationship between disabled and non-disabled 
people and the experience qf oppression should 
be more clearly stated. 

"Disability Studies reframes the study· of 
disability by focusing on it as a social 
phen<;>menon, social construct, metaphor and 
culture, utilizing a minority group model. It 
examines ideas related to disability in all forms of 
cultural· representations throughout ~istory, and 
examines the policies and practices of all 
societies to understand the policies and practices 
of all societies to understand the social, rather 
than the physical or psychological, determinants 
of the experience of disability. Disability Studies 
both emanates from and· supports the Disability 
Rights Movement, which advocates for civil 
rights and self-determination. . This focus shifts 
the emphasis away from a 
prevention/treatment/remediation paradigm, to a 
social/cultural/ political paradigm. This shift does 
not signify a denial of the presence of 
impairments, nor a rejection of the utility of 
intervention and treatment. Instead, Disability 

Studies has been developed to disentangle 
impairments from the myth, id~logy and stigma 
that influence social interaction and social policy. 
The scholarship challenges the idea that the 
economic and social statues and the assigned 
roles of people with· disabilities are inevitable 
outcome of their condition. 

A Disability Studies perspective adds a 
critical dimension to our thinking about issues 
such as: autonomy, competence, wholeness, 
independence/dependence, , health, physical 
,ppearance, · aesthetics, community, and notions 
of progress and perfection. These issues appear 
as themes in literature, as variables in social and 
biological science, as dimensions of historical \ 
analysis and as criteria for social policy and , 
practice" (Linton, Mello and O'Neill, In press). 

This definition has been used by David 
Pfeiffer and Kare·n Yoshida· in a study they are 
conducting o~ the extent to which members pf 
SDS offer courses in Disability Studies. The 
definition has also appeared in a recent book 
published by the world Institute ion Disability 
(Brown, .1993 [most of this book is reprinted in 
this issue of DSQ-editor ]), in which Disability 
Policy Studies is defined as an element of 
Disability Studies. I note these developments 
because even though the definition has been 
used and we are publishing it here and 
elsewhere, there is more work that needs to be 
done to capture the essence of the field. The 
comments made by the participants prompted 
some changes, but we are still grappling with · 
others. The session and this article are both 
pieces of an ongoing and evolving dialogue on 

. the development of Disability Studies. 
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The Role or an Able-Bodied Person in a 
Disability Movement 

Gary Woodill 
Ryerson Polytechnic University 

Toronto, Canada · 

Every social movement against 
oppression has a period during which all those 
who represent the visible characteristics of the 
oppressing group are viewed with suspicion, and 
are sometimes banned from meetings and 
activities of the movement. As·the civil rights 
movement moved towards being a Black Power 
movement, whites were increasingly excluded as 
part of the movement. As the women's 
movement gathered strength in the 1970s, men 
were often banned from feminist gatherings. 
Similarly, at the annual SDS conference in 
Seattle in June 1993, there was a meeting on 
Disability Studies which included a debate as to 
whether able-bodied people should actually be 
part of such a discussion. 

As an able-bodied person at the Seattle 
conference, and as an able-bodied person on the 
Board of I;)irectors of the C-entre for 
Independent Living in Toronto, I am often 
confronted as to my role in the current disability 
rights movement which is occurring world-wide. I 
believe there is a role for some able-bodied 
persons within the disability movement for 
several reasons: 

1) "Disability consciousness", that is, an 
understanding of the socio-political disadvantages 
of disabled people in the world, is !!Q! confined 
to persons with disabilities. In fact, many disabled 
people have little conscious awareness of how 
they are oppressed by a mostly able-bodied 
society. While most able-bodied persons are also 
unaware of the social creation of barriers, some 
able-bodied people are very aware of this 
situation. Those able-bodied persons who have a 
"disability consciousness" are often those who 
have experienced some other form of 
disadvantage (e.g. abuse or poverty), and can 
therefore empathize with the situation of persons 
with disabilities. They can be useful allies in the 
disability rights movement. 
2) Able-bodied persons with a "disability 

consciousness" are able to further the cause of 
the disability rights movement in many ways, 
including speaking out against oppression 
wherever they encounter it, providing needed 
support and services for organizations of persons 
with disabilities when they have special skills, and 
making other able-bodied persons aware of the 
issues and concerns of the disability community. 
Of course, if disabled people are present in a 
situation they can speak for themselves, but this 
is often not the case. 

3) Able-bodied persons can p~icipate in the 
disability rights movement under the following 
conditions: 

- they do not assume a leadership 
position in the movement 
G they enjoy the support of an 
organ~tion of disabled people which 
has asked them for their participation 
- they are prepared to learn to see the 
world from the perspective of a person 
with a disability 

For those who are sceptical as to 
whether this can work, I would point to examples 

. such as the anti-apartheid movement in South 
Africa where a minority of whites were part of 
the A.N.C., and the pro-feminist men's 
movement ( as opposed to the men who go into 
the woods beating drums) which both supports 
the. activities of the women's movement, and 
which directly speaks to other men in opposing 
violence against women and other forms of male 
oppression. Recently I attended a meeting 
where a colleague at my university suggested 
building a special centre for training disabled 
students, attached to a residence "so the disabled 
wouldn't have to travel all around the campus". 
My colleague assured us that he was working 
with several people with disabilities in 
formulating a proposal for funding for such a 
centre. 

I vigorously opposed such an idea as 
being against the principles of the Independent 
Living movement, in that it would reinforce 
ghettoization of persons with disabilities, and that 
the idea of segregated programs which reinforced 
the idea of disabled persons being significantly 
different from able-bodied persons would not be 
supported by the disability community in general. 
When I suggested that his proposal was 

47 



fundamentally flawed in that it smacked of 
humanitarianism and originated from an able-
bodied person rather than from the needs of the 
disabled. community, he angrily denounced me as 
being "narrow-minded". 

This exchange illustrates, I believe, a 
possible role for some able-bodied persons within 
the Independent Living movement. First, there 
were no persons with disabilities at this meeting 
to speak out against this proposal, but in many 
ways, that is besides the point. Whites needs to 
oppose racist comments against persons of color, 
and men need tp oppose sexism when it is 
present. Second, it shows that one can find· 
support for oppressive arrangements within the 
disability community, and that having persons · 
with disabilities in support of a proposal doesn't 
necessarily make it emancipatory. I believe that 
the post-modernists are correct in stating that 
direct experience is not privileged knowledge. 
That is, the experience of disability does not 
necessarily produce a " disability consciousness". 
Rather, such a viewpoint comes from the study 
of the history of the treatment of persons with 
disabilities, and an analysis of the social, political . 
and economic contexts of living with a disability. 
Just as a person with a mobility disability can use 
their experiences and learnings to metaphorically 
understand the perspective . of someone who is 
deaf or blind, it is possible for an able-bodied 
person"-to understand the perspective of ·a person, 
who is disabled. Able-bodied persons can speak 
out, do research, help run meetings, and write 
position papers as supporters of the disability 
rights movement, as long as they have a 
"disability consciousness", and don't try to eith~r 
take over the movement or use it mainly for their 
own ends. Able-bodied persons· wit~ a "disability 
consciousness" can contribute to and even teach 
Disability Studies, provided their contributions 
are rooted in their learnings from being accepted 
in the disability community. In short, I believe 
that some able~bodied persons can participate in, 
but must not try to appropriate, Disability 
Studies and the disability rights movement. 

Thoughts on Visibility, Hierarchies, Politics & 
Legitimacy 

Barbara M. Altman 
Agency for Health Care Policy and Research 

In the early 80s, before I had even 
finished my dissertation, I had an invitation to 
make a presentation at a conference about 
Women with Disabilities held in New York City. 
It was an exciting time for me since I was going 
to report some very interesting statistics· on 
women with disabilities that I had never seen 
published previously. As I left my home. very 
early the ·morning of the conference, to make· a 
6:00 am train, we were experiencing freezing rain 
in the Washington area. Although driving was 
treacherous, I would not be deterred from this 
wonderful opportunity. 

When I arrived in New York several· 
hours later, it was snowing heavily .and although · 

· having boots would have been nice I managed to 
get to the meeting place without too much 
difficulty. The session had already begun and I 
took my place in the audience among women of 
all ages, colors and with various visible · 
disabilities. I was scheduled to speak about 
midafternoon, so after lunch I joined the people 
at the speaker's table. · 

I don't recall if I was· the second or third 
of five speakers that afternoon, but when it was 
time for me to make my presentation, the 
organizer came to me and asked if I would mind 
exchanging my time spot with. a young women 
who had been scheduled last. It seems that she 
used awheelchair and they were concerned 
about the weather conditions causing difficulty in 
her getting to the airport in time to make her 
plane. I had no problem with that and · readily 
agreed. 

However, I was not prepared for either 
the intensity or content of her presentation. 
While her presentation style was charismatic, her 
message was incendiary. I do not remember the 
exact words, but the audience was extolled to 
rebel against the establishment, particularly the 
medical establishment; and not to believe the 
research of any able-bodied person! When she 
finished, there was much applause and even 
cheering and' a temporary disruption in the 
session as she made her way to the door greeting 
and talking to others along her exit path. 

It was a ·hard act to follow. While I · 
waited for the meeting to come to order again so 
that I could give my presentation, I was 
concerned but also very angry and insulted. I 
wondered how I could walk to the microphone, 
without visible impairment, and get the attention 
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of the audience. I also resented the fact that the 
atmosphere had been created that required me 
to have "disability credentials" before I could be 
considered legitimate. What bothered me the 
most was that a group of people who had 
suffered frustration and discrimination for years 
wouldn't have been more open-minded or 
enlightened than to repeat the same mistakes 

. toward others. 
When I went to the microphone, I talked 

a bit about the things I was feeling and explained 
my concern that the work I was about to present 
would·not be considered legitimate because my 
connections to disability were not visible. I then 
gave my disability credentials ( congenital hip 
problem and parent of a severely-profoundly 
retarded son) and also received some applause 
and cheers~ The presentation complete, I stayed 
to hear the last speaker and then began the long 
trip home. When I left the hall, it was still 
snowing with blizzard winds. The snow was up 
past my ankles and taxis were not to be found. I 
arrived home well after midnight to an area that 
still was experiencing freezing rain .. It had been a 
hard day, and one I'm reminded of more 
frequently than I would have expected. 

Over the years I've thought about this 
experience many times. It was an excellent 
example of the tensions between political 
advocacy and scientific research. The nature of 
these tensions have to do with political power ( or 
lack thereof), what constitutes legitimacy and the 
role of visible disability in successful advocacy. 
There are also probably a host of other things 
too numerous to mention in this small space. I'd 
like to share some of the thoughts I've had about 
these issues. 

Political Nature of Advocacy, Visibility and 
Hierarchies 

The target of political advocacy, such as 
displayed in a. social movement, is the center of 
power and the status quo which that power 
maintains. Advocacy seeks to change some aspect 
of that status quo, whether it is. the treatment of 
a minority population or the way social resources 
are distributed. Political advocacy simplifies the 
issues in order to make the message accessible to 
the population and policy makers, and associates 
the issues with a· .moral ethic to give the message 
legitimacy. Grey areas are described in black ~d 

white terms so that the boundaries of the issues 
are more easily understood and so there is less 
distraction from the primary focus. Rationale for 
the position is frequently. based on moral, ethical, 
humanistic or religious values such as those 
provided by our Constitution or interpretations 
Qf Biblical passages, thereby providing 
unimpeachable legitimacy. 

Visibility becomes paramount in 
differentiating the "oppressed" from the 
oppressors. So, during the civil rights movement 
we saw black leaders with much darker skins . 
than were generally the case prior to the civil 
rights movement, when light skin was preferred .. 
In the same way, persons who used wheelchairs 
became the most effective protestors during the 
early years of the disability rights movement 
because of their visibility· and because their 
physical access problems were also visible. The 
initial ·responses of those in authority, who 
approved and funded physical changes - mainly 
curb cuts, were also very visible. Visibility as an 
advocacy technique is useful to dramatize the 
issue and helps make the issue salient. Visibility 
as an attribute of disability is irrelevant. 
Visibility neither defines disability nor indicates 
its severity. However, the power generated by 
the use of visibility as an advocacy technique has 
created a hierarchy based o visibility of disabling 
characteristics within the disability community. 
Movement of Political Agendas toward 
Intellectual Entemrises 

After a movement achieves a certain 
amount of success, it seeks to institutionalize 
itself. One avenue of this process is to support 
an intellectual enterprise that studies the issues 
associated with the advocacy movement including 
the history of'the group/minority and the 
relationship of that group/minority to the center 
of power. In later stages of both the civil rights 
movement and the women's movement we saw 
the development of such intellectual enterprises, 
Afro-American Studies and Women's Studies, 
that help provide intellectual legitimacy to the 
new perspectives. Such an intellectual enterprise 
is particularly valuable to such movements 
because it provides scientifically based research 
which, in the ideal, is neither politically nor 
emotionally based. With the disability movement 
we see this same progression toward an 
intellectual enterprise both in the development of 
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Disability Studies classes and programs and also 
in the organization of professional associations, 
such as The Society for Disability Studies. 

The Interface of Advocacy and Intellectual 
Activity 

The advocate's activity takes place in 
~enemy" territory. The whole idea of advocacy 
involves, according to Webster, the act of 
pleading for or giving verbal support to a cause. 
However, advocates must be attuned to their 
constituency and aware of the more subtle 
problems as well as the most blatant. The most 
effective advocates have been those with personal 
experiences of the problem and total 
commitment. The advocate's best .credentials are 
those ascribed characteristics that make him/her 
part of the group (being black, being a woman, 

/ having a disability). On the other hand, the 
scientific researcher's activity takes place within 
some form of intellectual enterprise, such as a 
university or research institute, that requires 
fulfilling educational criteria common to a 
disciplinary field. While individuals' ascribed 
characteristics can influence their choice of 
research and enhance· their insight into certain 
areas of research, those characteristics do not, by 
themselves, qualify or disqualify people for the 
positions in the intellectual enterprise. 

, Whereas in the political arena, the 
advocate's job is to simplify the issues and 
sensitize the population to achieve the 
political changes necessary, the job of the 
participants in the intellectual enterprise is 
different. The purpose of scientific research is to 
investigate the multidimensional environment, be 
it physical or social, and provide reliable and 
valid information about how it is organized or 
functions. A further purpose is to develop an · 
ability to predict, whether a chemical reaction or 
individual behavior, in order to prepare for or 
improve the physical or social circumstances. 

Can an advocate become a researcher? 
Of course! In the same way a researcher can 
become an advocate. One role does not preclude 
the other, but the. successful enactment of the 
roles should require their separation. Supposedly, 
the advocate does not need to do his/her job 
within the intellectual enterprise that develops 
around the issues championed by the advocate. 
Rather, the materials produced by the 
researchers become materials that can provide 

information to further substantiate the position 
of the advocate. The value of the intellectual 
enterprise that develops from the original work 
of advocates is the scientific basis its products 
bring to the development of policy~ 

However, thorough scientific research 
requires consideration of the multiple 
components of the question as well as the range 
of outcomes, it is unlike the focused 
presentations of the advocate. The findings of 
scientific researchers have the possibility of 
contradicting the advocate's generalized view of 
the issues or at least not substantiating those 

·views. What happens then? Will such findings be 
accepted or challenged on a scientific basis, or 
will the advocate come into the intellectual 
enterprise they have spawned and deny the 
researcher's results based on the contradiction or 
on the ascribed characteristics of the researcher 
(or lack of ascribed characteristics). This would 
create a risky situation for the advocate's 

. purpose, since it would threaten the unbiased 
character the findings of the intellectual 
enterprise provide to. the movement. 

Completing the Circle 
Today I realize that my experience in 

New York .was during a transitional period. The 
· sponsor of the meeting ·was a service 

organ_ization. The issue was a new one which was 
just starting to receive attention. The program 
included both advocates and scientific 
researchers together without thought to how they 
would mix or clash and without a mechanism to 
explore the conflicts that might emerge. 

However, what would happen today if in 
a professional meeting or other professional 
setting I were to experience the same type of 
incident I described above? I would behave 
differently. I· have grown enough to understand 
not to internalize such broad attacks. I would not 
reveal my "invisible" disability credentials, but 
simply present my work, answer questions, and 
welcome and discuss whatever criticisms were 
expressed. But I would be watchful for the signs 
that "visible" credentials were necessary, that 
intellectual exchange was screened for political 
correctness and that the spirit of learning and 
development of ideas was being replaced by the 
need for control. If I saw those signs, I'd be 
saddened, but I'd find another intellectual 
enterprise that evaluated my work solely on its 
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content and recognized its intell~ctual value in an 
ongoing exchange of ideas irrespective of my 
ascribed characteristics or political attitude,s. 

1. The . thoughts and ideas reflected here are 
those of the author alone and do not reflect the 
opinions of the Agency for Health Care Policy 
and Research no the Department of Health and 
Human Services. The author would like to thank 
Sharon Barnartt and Susan Foster for comments 
on earlier versions. 

2. Hierarchies · are common to almost all human 
groups and generally · find their basis in power or 
resources or factors that represent those 
qualities. The hierarchy that appears to have 

· developed i the disability community appears to 
value a person on the basis of the visibility of the 
disability. While this helps to successfully . 
differentiate the non-disabled and relegate them 
to a lower status, it also discriminates against 
those who have similar identities but invisible 
physical characteristics. It doesn't appear to fit 
the common model of other hierarchies and 
would require another paper· to explore the 
structure and meaning of the various statuses 
within the disability community .. 

Representation and Role· Separation in the 
Disability Movement: 

Should Researchers Be Advocates? 

· Andrew I. Batavia, JD, MS 
National Rehabilitation Hospital 

Washington, DC 20010-2949 

After the significant progress achieved by 
the disability movement in the 1970s, many 
persons involved in activities relating to the 
disabled population have referred to themselves 
as "disability advocates." Researchers, policy 
makers, lawyers, providers of .disability-related 
services, parents and family members of disabled 
persons, individual disabled persons, and 
organizations claim to "advocate" the interests of 
the disabled population. As a researcher who 
has a physical disability, I am concerned ·about 
some of the forms that this advocacy has taken, 
and the ways in which the term "disability 
advocate" is used. 

First· I am concerned that some persons 

calling themselves disability advocates and 
claiming to speak on behalf of the disabled 
population may not actually represent the 
interests of disabled people. I am further 
concerned that, with many persons claiming to be 
disability advocates and many messages being 
conveyed, the t~e interests of disabled persons 
may never be adequately discerned, 
communicated and operationalized. It is 
important to the policy making process that 
persons claiming to represent the interests of 
disabled persons be accountable to ,the disabled· 
population, and that policy makers be able to · 
distinguish persons who legitimately represent 
the disabled population from those who do not. 

Second I am concerned about the 
appropriate roles of those individuals who 
participate in the disability policy making process 
and whether the effectiveness of the process is 
being compromised by a failure to differentiate 
roles. The intermingling of the roles of policy 
advocates, policy researchers, and policy makers 
in developing disability policy poses particular 
problems. Such intermingling may bring into 
question the scientific objectivity and credibility 
of policy researchers who call themselves 
disability advocates and who engage in active 
lobbying for the policies they examine in their 
research. 

Background and Importance 

Some might argue that the disability 
movement began over a century ago when a 
small number of persons with disabilities such as · 
blindness and deafness began to· assert. their 
interests politically. However, the modem 
disability movement, also known as the 
"independent living movement," began in the· · 
early 1970s. It was initiated by disabled persons 
seeking to remove environmental barriers that 
reduced their capacity for self-direction, 
independence, and productivity. From its outset, 
the modem disability-movement has been 
hampered by difficulties in organizing nationally, 
due in part, to the very environment barriers it 
has sought to eliminate. 'Recently, however, a 
number of disability organizations have proven 
very successful in organizing and lobbying for the · 
interests of disabled persons. 

It is understandable that during the 
infancy and early development of the modem 
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disability movement little attention has been paid 
to abstract issues of representation and role 
separation. In the early stages of social 
movements few participants can afford the luxury 
of rigorously ensuring that self-acclaimed 
advocates accurately represent the interest of the 
target population, and that advocates, · 
researchers, and policy makers do not encroach 
upon each other's roles. However, as the 
modem disability movement now approaches it 
third decade, it is necessary to examine the 
meanings of the terms "disability advocacy" and 
"representation," and to define the appropriate 
roles of its various participants. 

What is a Disability Advocate? 

The term "disability advocate," as used by 
participants in the disability movement, is an 
unfortunate term because it suggests the 
advocacy of a condition ( eg, spinal cord injury, 
postpolio, or stroke), rather than of persons who 
have the condition. Despite this, the term is 
used here since it is widely used by participants 
in the disability movement. Disability advocates 
are persons who support the rights and interests 
of persons with disabilities. For specific insight 
on what it means to be a disability advocate, 
however, it is necessary to examine closely the 

· term "advocate" in its disability context. 
Webster's Dictionary defines an advocate 

as "one that defends or maintains a cause or 
proposal." Thus, a disability advocate is one that 
maintains or defends the cause of the disabled 
population, or that maintains or defends a 
proposal relating to the disabled population. 
This definition may be interpreted in a number 
of ·ways. Depending on the interpretation 
adoptee and the specific context in which it is · 
applied, the participants in the disability 
movement may wish to encourage or discourage 
a particular form of disability advocacy, and to 
encourage or discourage the use of the term 
"disability advocate." 

First, disabled individuals who stand up 
for their own rights and interests as disabled 
persons may be described a disability advocates. 
Most open-minded people would agree that 
members of the disabled population, like any 
other minority population, should be encouraged 
to advocate their rights and interests to the full 
extent of the law. This principle should apply to 

all persons with disabilities, as it should to all 
non-disabled persons. Qearly, policy researchers 
or other professionals who work in a disability-
related field, and who happen to be disabled, 
should not be expected to suppress their self-
advocacy simply because they engage in 
disability-related research or other disabilitya 
related work as a profession. . 

Second, a disabled or a nondisabled 
person who generally supports the goals of the 
disabled population may be described as a 
disability advocate~ Presumably, all persons who 
have dedicated .their lives or careers to issues 
concerning persons with disabilities are, in this 
general sense, disability advocates In addition 
other persons who empathize with the objectiv~s 
of disabled persons to gain independence and 
self-sufficiency are disability advocates, according 
to this interpretation. Certainly, this form of 
advocacy should also be encouraged. The 
disabled population, as any other minority 
population demanding acceptance by the general 
society could benefit from the support of all 
persons who accept its goals. 

. Third, persons who actively support and 
defend a specific policy or set of policies that 
directly affect the disabled population are called 
disability advocates. In fact, this appears to be 
the most widely used meaning of the term 
"disability advocate." One may potentially 
advocate a policy in his or her role as an 
individual citizen, as a member of a group, or as 
a professional. In advocating a policy as an 
individual citizen, one affirms support of the 
policy only on one's own behalf. Such individual 
advocacy raises few political concerns. However, 
in advocating a policy on behalf of others or in 
the role of a professional in the field of 
disability, important issues of representation and 
role separation are raised. 

-~e Issue of Representation 

In our political system, power derives, at 
least in theory, from the will of the people. In , 
practice, however, power is asserted in our 
society when the· interests of many people with 
similar concerns or a smaller number of 
economically powerful and/or politically 
influential people are organized and represented 
in the political process through politically . 
recognized constituencies. Generally, the greater 
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the support of a proposed policy among 
recognized political constituencies and the more 
powerful the constituencies, the greater its 
politicals strength and the likelihood that it will 
become law. 

Thus, a proposed policy's validity in the 
political process depends largely on the extent to 
which it is supported ~hrough effective 
representation by constituencies consisting of 
personal organizations who would be affected by 
the policy. Representation means "to act in the 
place of or for." Although anyone may support a 
policy proposal concerning the disabled 
population, anyone may not "act in the place of 
or for" the disabled population in proposals 
affecting it. In considering representation of the 
disabled population, two basic principles· are 
essential: (1) The inherent authority to speak on 
behalf of a disabled person ultimately derives 
from that disabled person. (2) An individual, 
whether disabled or nondisabled, who advocates 
a policy concerning the disabled population does 
not necessarily represent the views of any other 
person with respect to that policy. 

The first principle refers to the right of 
all persons to speak for themselves in 
determining their own destinies. It recognizes 
that individuals are the best judges of their own 
self-interests, and should be allowed to advocate 
these interests themselves or to assign other 
persons or.organizations to represent these 
interests. In either case, the inherent authority 

' to speak on behalf of an individual derives from 
that individual. 

The second principle means that each 
person may speak on his own behalf, and should 
not be regarded as speaking for any other person 
unless authorized to do so. It is important to 
recognize that there is enormous political and · 
philosophic diversity within the disabled 
population. Therefore, it should not be assumed 
that the political goals and objectives of one 
disabled person will necessarily be the same as 
those of another di~bled person. Many persons 
with disabilities sh~e the common goals of self-
sufficiency and environmental accessibility, but 
differ i their preferred approaches to realizing 
these goals. 

The Issue of Role Separation · 

The process of policy making in this 

country entails several separate components, 
including advocacy, research, and policy 
developm(;nt and implementation. Each of the 
major categories of participants who address 
issues of public policy--advocates, researchers, 
and policy makers -- has a specific role that is 
essential to the success of the process. The 
appropriateness and effectiveness with which 
disability policy is formulated depends largely on 
the ability of participants to perform their roles 
effectively without overstepping the boundaries 
of those roles or interfering with the roles of 
other participants. 

The role of the policy advocate. The 
role of advocates in the disability policy making 
process is to propose and support vigorously 
disability policies they perceive to be in their 
interests, and to oppose policies that are not. In 
developing their positions on a policy, the various 
participants advocating disability policies should 
attempt to gain the best information available on 
the likely effects of the policy. They should then 
apply their value judgments to such findings i 
determining whether to support the policy. 

The role of the policy maker. The role 
of disability policy IJlakers is very different from 
that of disability advocates. Policymakers include 
members of the legislative and executive 
branches of federal, state, and local governments. 
They are persons in positions of authority who 
make ultimate decisions on issues of public 
policy. Policy makers derive their authority to 
make such decisions either because they are 
elected directly by the people through the 
political process or because they are appointed 
or hired by elected persons. They are, therefore, 
politically accountable, either directly or 
indirectly, to the general population. 

In making policy decisions, policy makers 
are supposed to balance the merits of policies 
supported by disability advocates and by other 
advocates against the broader interests of society. 
In an era of fiscal austerity, policy makers must 
often make hard choices between policies that 
benefit the disabled population and those that 
benefit other groups, such a persons who are 
homeless. Further, they must often choose 
between policies that benefit different disabled . 
sub-populations, such as person with muscular 
dystrophy, brain injury, and cerebral palsy. 
Ideally, policy makers should attempt to make 
these determinations based on the best factual 
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information available, as well as on their value 
judgements and the value judgments expressed by 
their constituencies. 

The role of the policy res-earcher. 
Researchers in the area of disability policy have 
a very different role than do policy advocates or 
policy makers. The primary responsibility of the 
policy researcher is ·to evaluate policy issues 
objectively, and to inform advocates, policy 
makers, and others about the results of the 
evaluations. The more objective and 
comprehensive the evaluations, the greater the 
likelihood that disability advocates -and policy 
makers will be able to make informed choices on 
policies. If the researcher's analyses are 
considered too subjective, or if the researcher is 
regarded as being biased, the results of the 
research are likely to be questioned, and the 
research will not fully benefit the policy making 
process. 

Should Researchers Serve as Advocates? 

·For reasons stated above, the issue of 
whether researchers in the field of disability 
should serve as disability advocates is 
complicated by the many meanings of disability 
advocacy Certainly, researchers who are disabled 
should advocate their own rights and interests as 
disabled persons. Also, researchers who are 
disabled or nondisabled should be encouraged to. 
support the general goals of the disabled 
population. These are basic rights that are 
central to the individual in a free society, and 
that should not be suppressed. Similarly, 
advocacy by individuals of specific policies that 
affect the disabled population should be 
encouraged. · 

However, this issue becomes more 
complicated when the advocate is a researcher. 
Researchers, whether disabled or not, in their 
roles as individual citizens, should exercise some 
caution in advocating, and particularly in actively 
lobbying for, a specific disability policy that is · 
related directly to their professional 
responsibilities. In so doing, they should make 
clear that they are advocating the policy solely in 
their individual capacities, and that their views do 
not necessarily represent the views of their. 
organizations, research programs, or any portion 
of the disabled population. 

Researchers, in their roles as 

researchers, should be even more cautious in 
supporting a specific disability policy. In so 
doing, they should point out the strengths and 
weaknesses of the proposed policy and of all 
viable alternative policies. Because researchers 
are human, they inevitably bring biases, 
assumptions, preconceptions, and personal 
experiences to a research project, and can only 
attempt to be as objective as possible. 
Therefore, they should indicate all major 
assumptions that were made, criteria that were 
used, and value judgments that entered into the 
analysis. In this way, the consumer of .the 
analysis, such as the disability advocate or policy 
maker, may make a more informed, independent 
judgment on the policy. It is often preferable to 
allow the consumer of the research · to draw his 
or her own conclusions. 

In contrast, it is highly questionable 
whether a researcher should engage in loblzyina= 
for a policy in his professional capacity. 
Lobbying, as used here, refers to the researcher's 
active initiation of a contact with a policy maker 
for the purpose of influencing a policy. Such 
active involvement in the adoption of a policy 
may compromise the researcher's role as an 
objective commenter on disability policy because 
it may suggest a personal interest in the policy 
outcome. Such an interest (beyond the 
researcher's interest as a scientist) raises 
important questions as to whether the researcher 
would intentionally fail to disclose pertinent 
research results that conflict with his or her 
policy position. Researchers have an ethical 
obligation to disclose fully all pertinent research 
results. 

Although it is questionable as to whether 
researchers should actively initiate contacts with 
policy makers in support of a policy, they can 
always testify at the request of policy makers, or 
consult at the request of advocates, on the. 
strengths and weaknesses of a policy. Such· 
passive advocacy does not carry the strong 
suggestion of a personal interest in the policy 
out-come. In providing such testimony or 
consultation, researchers should maintain their 
scientific objectivity .. Of course, if a researcher 
were to change his or her role ( eg, through 
appointment to a policy making body or election 
to the board of directors of a disability 
organization), the researcher's responsibilities 
would change accordingly. 

... 
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Should Researchers Call Themselves Disability 
Advocates? 

. Because of the important role of credible 
research in the disability policy making process, 
researchers should avoid even the appearance of 
bias or subjectivity that might compromise their 
credibility. The use of the term "disability 
advocate" by a researcher connotes a subjective 
approach. It suggests that the "advocate" has a 
personal interest in the research results, thus 
potentially compromising the credibility of the 
research. Although researchers who refer to 
themselves as disability advocates inay intend to 
convey that they support ihe goals of the 
disabled population, the term is very likely to 
imply strong ideQlogic feelings about specific 
policies. 

CONCLUSIONS 

Terms. such as "representative," 
"advocate," and "disability advocate," mean 
different things to different persons. The use of 
a term in a manner that is widely misconstrued 
may result in misunderstanding, and possibly in 
failure to achieve an important objective. It is 
possible, for instance, that policy makers will · 
choose to disregard or devalue the studies of 
policy researchers who characterize themselves as 
disability advocates, based on the concern that an 
"advocate" may not be scientifically objective and 
that the advocate's research results may, therem 
fore, not be credible. 

Similarly, different persons have 
different expectations as to the approp!iate roles 
of participants in the policy making process. Just 
as many persons would be uncomfortable with a 
lawyer defending a client in court based upon· the 
findings of a study conducted by that lawyer, 
many would be concerned about the validity or 
research conducted by a person lobbying for a . 
disability policy on the basis of that research. In 
the first case, it is in the Jawyer's interest to 
reveal only results that favor his proposed 
legislation. 

In an area as emotionally charged as 
disability policy, the role of objective policy 
research is essential. Both policy makers and 
advocates require accurate information to make 
informed decisions. When researchers actively 
lobby for a disability policy or characterize 

themselves as "disability advocates," they may 
compromise, or at least bring into question, the 
objectivity of their research and their ·worthiness 
of such trust. If the objectivity of the researcher 
and the credibility of the research is 
compromised, much is lost in the policy making 
process. (Reprinted from Arch Phys Med 
Rehabil. 70: 345-348, April 1989) 
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been a marked shift in our understanding of 
disability policy issues. , Much of this shift can be 
attributed to the rise of the disability 
rights/independent living movement. This 
movement, led by persons with disabilities, has . 
fundamentally redefined the problem of disability 
from one of deficits in the individual to one of 
barriers in the environment. In so doing, the 
movement has identified public policy as an · 
important environmental component in the lives 
of disabled people. However, our academic and 
analytic capacities in public policy from a 
disability perspective remain underdeveloped. 

The purpose of this paper is to outline 
the need for, and the elements of, an enhanced 
research and training capacity in disability policy. · 
In this paper, I will (1) define the scope of 
disability policy; (2) identify some of the 
elements of such a capacity; and (3) outline the 
need for private and public leadership in funding 
such a capacity. 

The Problem 

Disability policy has not been recognized 
as a generic policy area. We often speak of a 
health policy, a tax poiicy, a defense policy, an 
education policy, a foreign policy, a 
transportation policy, an energy policy, an 
environmental policy, an income policy, but 
seldom do we speak of a "disability policy." 

Policy Isolation 

What accounts for the failure to 
recognize disability as a distinct policy area? The 
answer I believe starts with a simple fact: people 
with disabilities have always been a devalued · 
group in our society. Their needs and concerns 
have been relegated to federal, state, and local 
agencies largely outside the mainstream of our 
nation's health and human service systems. The 
Rehabilitation Act, for example, is administered 
through the Department of Education and 
through state vocational rehabilitation agencies. 
These agencies are often isolated as subdivisions 
within· ~tate departments of education· and are 
well removed from the multibillion-dollar income 
transfer and medical assistance programs both at 
the federal and state level. 

Academic isolation 

This isolation has also found its way into 
·the academic community. For too many years, 

. disability issues were considered the exclusive 
province of rehabilitation counselor and special 
education programs tucked· away in schools of 
education, institutions not known for their 
academic and research rigor. The purpose of 
these academic programs was to train 
rehabilitation practitioners and providers of 
services, not independent and critical thinkers 
capable of forging national and state level policy 
by taking into account the myriad of other 
programs that impact on the lives of people with 
disabilities. 

In short, disability policy has never had 
an academic home. Disability policy is an 
orphaned subject area that is waiting to be 
claimed by a worthy academic discipline or 
department. ' 

One might argue that disability is an 
inherently multi-disciplinary topiG and that 
disability issues should not be the exclusive 
province of any one discipline or academic 
tradition. I agree. However, unless an academic 
field is prepared to take some leadership, 
disability policy is likely to languish as subject of 
serious academic inquiry. 

. Another major problem is that there are 
too few persons with disabilities who are 
credentialed at the graduate level to take 
leadership positions in teaching, research, and 
policy development in areas of public policy that 
affect their lives. For better or for worse, 
academic credentialing at the graduate level is an 
important gateway to most leadership positions 
in public policy today. Based on my own 
experience, I firmly believe that people with 
disabilities have an important experience base 
that is essential to the analysis and formulation 
of policies that affect their lives. Those of us in 
academia need to find ways in which to attract 
students with disabilities into our respective 
graduate programs. 

The Scope of Disability Policy 

What is disability policy? While few. of 

.... 
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us will ever agree as to its exact scope, I believe 
that disability policy can be conceptualized as 
consisting of three main components: 

1. Civil rights protections such as those 
provided in the Americans ~th 
Disabilities Act and provided earlier in 
Title V (e.g., Sec. 504) of the 
Rehabilitation Act; 

2. Skill enhancement programs such as 
special education and vocational 
rehabilitation; and 

3. Income and in-kind assistance 
prograois such as the Social Security . 
Disability Insurance program, Medicare, 
and Medicaid. 

I believe that this three-pronged . 
conceptualization of disability policy has heuristic 
value because it underscores (1) the broad ·scope 
of disability policy; and (2), for those 
knowledgeable about these programs, the extent 
to which the three main components of disability 
policy are poorly synchronized and frequently 
work at cross purposes with one another. 

This list is by no means exhaustive. For 
example, the treatment of disability under the 
federal tax code is not only a matter of tax po1icy 
but also a part of disability policy. Likewise, 
health policy and disability policy issues overlap. 
The implication of this overlap is that I can 
envision some future research and training 
centers on disability policy to specialize in one .or 
more areas of policy overlap. I can envision, for 
example, centers on the following topics: 

• Disability and health policy 
• Disability and employment 

policy 
• Disability and income policy 
• Disability ·and education policy 

This observation underscores the fact that 
disability policy is difficult to disentangle from 
other areas of public policy. To the extent to 
which disability issues are increasi~gly 
mainstreamed, the more likely are we to continue 
observing these overlaps. · 

Elements or a Research and Training Capacity 

What makes for a sound research and 
training capacity in disability policy? The 
elements that comprise such a capacity include 
(a) an academic home, (b) curriculum 
development, (c) graduate and post-doctoral 
research opportunities, ( d) recruitment of 
students with disabilities, ( e) establishment of 
policy research centers, and (f) journals and 
professional organizations. 

Academic home 

I believe that, within the university 
community, schools or departments of 
public/social policy are the best equipped to 
address disability policy issues. Schools and 
departments of public policy tend to be multi- or 

· interdisciplinary in nature drawing heavily on 
fields such as economics, political science, law, 
sociology, and related fields. Because of their 
multidisciplinary nature, schools of public health 
would be another strong candidate to_ address 
disability policy issues. Moreover, public health, 
with its roots in epidemiology and prevention, 
can bring a useful analytic perspective to some 
disability policy issues. Academic disability policy 
programs should not be part of a clinical 
discipline such as rehabilitation counseling. 

Curriculum development 

In discussing curriculum development, 
my comments will be limited to graduate level 
training. I believe. that a curriculum in disability 
policy should begin with the curriculum that is 
currently. expected of any student who seeks 
proficiency public policy research and 
development. Thus, knowledge and competence 
in the following areas is essential: 

• Knowledge of American 
government and policy 
making processes; 
knowledge of alternative 
theories about the 
American political 
·process; 

• Knowledge of economic 
theory and competence 
in economic analyses 
such as cost-benefit and 
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cost-
effectiveness 
analyses; 

• Competence in policy 
analysis, statistics, and 
· research design through 
both ( a) formal 
classroom instruction 
and (2) hands-on 
research opportunities; 

• Experience in the full 
range of research-
related activities 
including instrument 
development, survey 
design, data collection, 
data entry, statistics, and 
data analysis; and 

• Experience and 
competence in computer 
skills such as the use of 
spreadsheets and 
statistical packages; 

• Competence in writing 
skills essential to 
publication. 

Competent writing skills often remain woefully 
underdeveloped and often go unattended in 
graduate level education. · 

In addition, there are several topics for 
curriculum development. that are specific to 
disability policy. Knowledge in the following 
areas is essential: 

·• Knowledge of the 
history, politics, 
sociology, economics, 
and cultural 
anthropology of disabled 
people; 

Knowledge about the • 
epidemiology of 
disability; 

Knowledge about one or• 

more major 
policy issues in 
disability, e.g., 
transportation, 
housing, health 
care; and 

Knowledge of the• 
history and sociology of 
ideas that have defined 
the problem of 
disability. 

Because the problem of disability has been 
radically defined, it is essential that students 
understand how different paradigms of disability 
shape one's approach to the analyses of policies 
affecting the well-being of persons with 
disabilities. 

Graduate and post-doctoral research 
opportunities 

Any academic program in disability 
policy must provide research opportunities for 
students at the masters, doctoral, and post-
doctoral levels. These opportunities might 
include: 

• Opportunities for 
students to prepare 
course papers in on 
disability-related topics; 

Opportunities for • 
graduate research 
assistantships; 

Opportunities for • 
· masters theses and 
doctoral dissertation 
research; and 

Opportunities for post-• 
doctoral training in the 
form of fellowship 
programs. 

Opportunities for post- ..• 
doctoral training that 
would allow persons 
already trained in 
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another field to 
develop a 
specialization in 
a disability-
related policy 
area. 

These e?'8fflples underscore how supervised 
research opportunities should be woven into the 
academic requirements of a degree-granting 
program in a public policy program that offers a 
specialization in disability policy. 

Active recruitment of students with 
disabilities 

One hallmark of a public policy program 
committed to disability issues is its active 
recruitment of promising students with 
disabilities. This is not to suggest· that disabled 
students should be channeled into public policy 
programs that include disability as a 
specialization. Rather, the participation of 
persons with disabilities provides an important 
"reality check" and a filter that can help screen 
out assumptions that reflect outmoded attitudes 
about how disabled people wish to be viewed in 
society. Moreover, persons with disabilities are 
more likely to challenge the assumptions that 
have guided much of disability policy up to the 
present. 

However, the.recruitment of students 
with disabilities will require extra efforts. Many 
students with disabilities experience extra costs of 
living not· experienced by their able-bodied 
counterparts. Thus, financial aid and special 
stipends in the form of scholarships, fellowships, 
and assistantships wil1 be an important part of 
the recruitment and retention process. 

Establishment of policy research centers 

For disability policy to thrive as a distinct 
policy area, it will be important to establish 
policy research centers that specialize in (1) 
disability policy or (2) disability policy and a 
closely related policy area such as health and 
education.· Such policy centers would consist of a 
critical mass of investigators with diverse skills 
but with a common commitment to disability 
issues. Disability policy centers would conduct 

research with the benefit of multi-year center 
grants and project grants made available through 
government and foundation sources. 

Disability policy research centers 
(DPRCs) would preferably be university based 
but might also be associated with other' more 
free-standing research entities with strong ties to 
the training and degree-granting capacities of a 
university. In either case, the policy research 
center program should have good access to 
policy-making activity at the federal, state, anc;I 
local levels. This linkage to policy making is 

· essential to relevance and for creating research 
and training opportunities for graduate faculty, 
students, fel1ows, and research associates. 

Policy research centers in other policy 
areas should be examined to determine which 
combinations of resources, e.g., staffing, grants, 
internship opportunities, make for an effective 
policy research center. We have many examples 
of policy research centers to consider -- in health 
policy, environmental policy, and others. 

It is essential that disability policy · 
research centers have a commitment to hiring 
staff and students with disabilities. While it may 
be difficult to find senior staff with disabilities at 
the outset, disability policy centers should make 
every effort to groom disabled students and 
junior level staff for senior level and leadership 
positions. 

It is also important that policy research 
centers obtain structured input from people with 
disabilities. To. this end, I would recommend the 
creation of advisory boards that would also be 
able to advocate for the disability policy research 
center's agenda. 

Journals and professional organb:atlons 

Journals and professional organizations 
provide a structured way · for an emerging field to 
share and explore the ideas, values, research 
findings, and issues vital to the growth of the 
field and to the substantive issues to which the 
field is committed. Professional journals and 

· organizations also introduce an important peer 
review capacity essential to facilitating a measure 
of quality control in the field. Publication in 
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' respected journals can contnbute significantly to 
the legitimation of a field and the issues it seeks 
to address. 

The area of disability policy is fortunate 
to already have its own quarterly journal, the . 
Journal of Disability Policy Studies (IDPS) which 
had its inaugural issue in the Spring· of 1990. 
IDPS arose, in part, as a response to the 
concerns among of a loose network of scholars 
who felt that their research and writing often did 
not fit the parameters of other journals or felt 
that their subject matter was simply not well 
understood by other journals .. Some exceptions 
include special issues of journals such as Policy 
Studies (198?) and the Milbank Quarterly (Willis, 
1989). 

The area of disability policy studies does 
not have its own professional organization. . 
However, researchers and scholars in the)field 
have become more organized. For example, the 
Society for Disability Studies (SOS), is a 
professional organization that welcomes a large 
variety of disability ·scholars including those with 
special interests in disability policy. Persons 

. closely associJted with SDS also publish an 
emerging journal known as the Disability Studies. 
Quarterly. 

Those interested in disability policy have 
also been able to establish niches within. larger 
professional organizations. A case in point is the 
Caucus on Disablement in the American Public 
Health Association (APHA). The Caucus was 
established in late 1980s? Hopefully, a niche can 
also be found in an academic public policy 
organization such as the Association for Public 
Policy Analysis and Management (APP AM). 

In short, professional journals and 
organizations are just beginning to take shape in 
the area of disability policy studies. The extent 
to which these journals and organizational 
entities flourish in the future will depend in part 
on the extent to which the overall field of 
disability policy studies thrives within our 
universities and research centers. 

Private and Public Leadership· lo Funding 

A viable research and training capacity 

requires that one or more funding sources make 
a sustained commitment to the establishment of 
such a capacity. Indeed, the philanthropic . 
community has a major role to play in helping to 
underwrite one or more center programs and in 
helping. to legitimize the cs:,ncept of a research 
and training program in disability policy. 
Hopefully there will be private individuals who 
share the vision expressed in this paper and will 
support significant research and. training efforts 
in disability policy. 

The public sector also has a major role 
to play. There is much that stat~ governments 
can do especially in their support of state 
universities. But, given the national character of 
many disability policy issues, we ultimately will 
have to tum to the federal govemm~nt to 
support such a research and training capacity 
through its competitive grant programs and 
through other sources. 

Currently, there is no federal agency that 
has identified disability policy .as a major 
research and tr~ning focus ... At this time, the · 
National Institute on Disability and 
Rehabilitation Research (NIDRR) in the U.S. 

1 

Department of Education would appear to be 
the most logical. However, the agency is still 
strongly wedded to its rehabilitation origins ~d 
may have difficulty envisioning a research and 
training agenda in disability policy that may be 
several steps removed from its historic 
relationship to the rehabilitation community. In 
any event, NIDRR is probably the only federal 
agency capable of taking a leadership role on the 
funding of a research and training capacity in 
disability policy in the near term. 

. Other federal agencies tliat should be 
sought as active participants in funding a 
research and training program in disability policy 
include the Department of.Labor (for 
employment issues), Department of Justice (for 
civil rights issues), the Social Security 
Administration (for income transfer issues), the 
Agency for Health Care Policy and Research .(for 
health policy issues), the Centers for Disease · 1 

Control (for public health issues), and others. l 
would urge that NIDRR take the lead in 
initiating discussions with other federal agencies 
in identifying ways in which a genuine research 
and training capacity in disability policy could be 
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developed. 

In Closing: The Need for Academic Legitimation 

Research, science, and academia are 
important sources of legitimation in our society. 
By including disability as a major policy focus 
within its res~ive academic programs, the 
academic public policy community will send a 
powerful signal to the rest ·of the public policy 
establishment to the effect that disability policy is 
worthy of serious consideration and should not 
be relegated to the backwater of domestic policy. 
Moreover, by credentializing graduate students 
with disabilities, the academic public policy 
community will enable people with disabilities to 
participate more fully in the mainstream of 
public policy analysis and development. 

Finally, the establishment of academic·· 
disability policy programs and disability policy 
research centers is important to solidifying and 
institutionalizing the gains of the disability 
rights/independent living movement to date. 
Such programs and centers can contribute to 
building a literature and a body of knowledge 
which can provide the intellectual underpinnings 
for gains already made and provide an important 
point of departure for future changes. Disability 
policy issues promise to become more complex in 
the years ahead .as the debate shifts from one of 
civil rights to one of societal accommodation and 
resource allocation. An enhanced research and 
training capacity will be sorely needed during this 
next stage of development _in our nation's 
disability policy. 

"In the Active Voice" A reflective review essay 
on three books: Albrecht, Gary L. The Disability 
Business - Rehabilitation in America. Newbury 
Park, CA: Sage, 1992 328 p, $46.00 hardcover, 
$22.95 softcover; Shapiro, Joseph P ., No Pity -
People With Disabilities Forging a New- Civil 
Rights Movement. New York, NY: Times 
Books, 1992 372 p, $25.00 hardcover; Treanor, 
Richard Bryant, We Overcame - The Story of 

Civil Rights For Disabled People. Falls Church, 
VA: Regal Direct Publishing 1993, 355p, 
$14.95 softcover. (Also purchasable directly 
from author, 613 4th Place, s.w~, Washington, 
DC 20024) 

Voice is what social movements are all 
about.- Like the proverbial tree that falls in the 
forest without an audience, a movement that no 
one hears or writes about in a sense does not 
exist - at least in the public ~nsciousness. In the 
case of the Independent Living/Disability Rights 
Movement this is an especially apt metaphor. 
For public invisibility was long part of its 
personal and political history. It is, of course, 
difficult to deny the presence of disability. Yet 
such a denial was regarded as essential to anyone 
with a disability being accepted into society. 
Such acceptance was embodied best in two 
compliments echoed through much of the 20th 
century and occasionally even today: From the 
other, "I think of you as handicapped." 
From the self, "I think of as . 
handicapped." 

But as my ten year old daughter said to 
me the other day when noting that this relative 
died of heart disease and this other of cancer, "I 
guess everyone dies of something" and then 
thinking of a particular friend, "and it can take a 
very long time." In these quite astute 
observations ( after all she is not only my 
daughter but also the daughter of an author of 
Our Bodies Ourselves) she states two truisms 
about disability that we as a society never tire of 
denying: Everyone has got one, or will, and they 
will likely have them a lot longer than anyone 
realizes (LaPlante 1992, Zola 1993b). Thus my 
first forewarning about these books is that they 
are not so clearly about "someone else's 
problems." 

In telling a story about "them," the 
authors may unwittingly contribute to the very 
distancing and isolation they seek to alleviate. 
This distancing is also historical, done by rooting 
the origins of their histories so solidly in the 20th 
century. One would have hoped that the work of 
Michel Foucualt (1965, 1973) Renee Dubos 
(1962, 1964) and more recently Deborah Stone 
(1984) would have informed these works more 
deeply about the eternal existence not only of 
chronic disease and disability but also of the 
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I 

personal, social · and political attempts to deal 
with and deny them. Without this sense of · 
history, there is no societal or even personal 
appreciation of the depth of the fear of disability 
(and death) •. Without appreciation of the depth 
there is a naivete that 'wrongs' about disability 
can be 'righted' by single actions like the 1990 · 
Americans with Disabilities Act (West 1991). 
Without recognition of its omnipresence through 
both time and space ('a la Dubos 1961,.1965), we 
will ·seek the elimination and prevention of 
disability as our primary goals rather than its 
integration and acceptance. Please do not read 
these comments as arguments for a therapeutic 
nihilism or a non-interventionist approach vis-a~ 
vis prevention. I just want us to be as clear as 
possible about the context in which we 
understand and undertake the actions we do 
take. 

I 

So with my caveats in place as to :'what· 
these authors did not tell us let me appreciate 
what they do. 

Each in their own quite individual way -
a sociologist (Albrecht), a journalist (Shapiro), 

. and a lawyer (Treanor) - recount what it took ~o 
bring disability into greater awareness .in the 20th 
century. For Gary Albrecht, Joe Shapiro, and 
Richard Treanor this· is a people story conveyed 
through a personal connection. Albrecht's 
opening chapter; "From Personal Experience to 
Theory and Policy" speaks of his first hand. 
encounters with chronic disease, disability and 
death and the book as an attempt at "integrating" 
his sociological research and life experience. 
After this introduction, he does not, however, 
appear personally in his story. For Treanor, the 
task at hand was · also an integrative one. 
"Contracting polio in 1945 had left me with leg 
braces and until that May (1987) I had always· 
used crutches. So being on the street in a .(brand 
new) wheelchair was a challenging experience." 
So challenging in fact that it led him to find out 
why he and so many like him had long been 
denied their legislative rights. Like Alfred 
Hitchcock, Treanor can, if you look carefully 
enough, be found as a third person observer and 
participant in the margins of his book. Joe 
Shapiro, in the finest journalistic tradition, notes 
his personal connection to all the people and the 
events he describes. And in Chapter 10, 
"Crossing the Luck Line," he. reveals his o~ root 
involvement. In 1973, with eleven friends from· 

Carleton College he created a training program 
at the Faribault State Hospital for the Mentally 
Retarded to foster the process of 
deinstitutionalization. When Joe left the 
program his "friep.d" Jim was high on the list for 
release. When Joe returned sixteen years later 
Jim was still there, but this time Joe applied what 
he'd learned politically and pragmatically in the 
interim, and secured his release. 

Although chapter titles in Shapiro's book 
vividly convey the dark side of America struggle 
with disability: "You just don't understand," "Out 
of the Shadowland," "Up from the Nursing 
Home" "No Less Worthy a Life", Albrecht and 
Treanor also convey ample detail of 
discrimination and neglect. Ironically enough the 
reversal of such trends was often stirred by social 
cataclysms such as military wars and economic 
depressions which led to a social recognition of 
what society might owe its victims ( Gritzer and 
Arluke 1985, Skocpol 1992). These books are, 
however,. on the whole not grim reads. They are, 
in fact, celebratory. Each link their histories to 
prior social movements, most notably the civil 
rights movement (unwittingly neglecting the 
movement most explicitly concerned with voice -
the women's movement). The authors honor a 
history, a cult\lre and the unsung (to the general 
public not the insiders) heroes and heroines who 

· have learned the political lessons of their 
predecessors so well. The social message is 
implicit in all their pages and explicit in Shapiro's 
closing, " ...people with disabilities want neither 
pity-ridden paternalism nor overblown 
ad~iration. They insist on. common respect and 
the opportunity to build bonds .to their " 
communities as fully accepted participants in 
everyday life." 

These books not only· ask for "no more 
pity" but also claim that the public need no 
longer act alone on behalf of those "less 
fortunate" and "more dependent." In language 
and in action the authors describe a shift from 
the passive to the active voice of people with 
disabilities. There is the· new attention to 
language and _image. To the public, the most 
viable manifestations is in the brouhaha of "the 
ungratefulness" of "Jerry Kids" or any similar 
even~s which bring out the pity and the dollars in 
support of "the crippled children" and "the 
inspirations to us all". Then there. is "the 
politically correct language" controversy. As with 
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blacks and women, there is a· protest against 
patronizing terms and language ( not merely 
'crippled' and 'handicapped' but also 'sufferer' 
'afflicted with' and 'patient') and a movement 
towards terms which at least contextualize the 
issue·~ people with disabilities not people who 
are disabled. (Zola. 1993a). Imagery' has also 
come under attack. Not only has there been 
criticism of the traditional portrayals (Longmore 

. 198S) of people with disabilities as helpless and 
embittered, but there have been astute analysis 
of the more subtle stereotypes that come in even 
when Hollywood gives us heroes and heroines .('a 
la Al Pacino in "Scent of a Women," see 
(Lehman 1992, Bolte 1993). 

Even more actively, people with disabili-
ties have taken to. the streets. In the mid 1970s 
federal buildings were taken over to protect the 
Carter administration's delay (following sadly the 
footsteps of Ford and Nixon) in promulgating 
regulations for Section S04, the popularly dubbed 
civil rights provision of the 1973 Rehabilitation 
Act. In Massachusetts we adapted the strategies 
of "sit-ins" and created what the local newspapers 
called the first "roll-ins" as wheelchair riders 
blockaded restaurants which were out of 
compliance with the architectural barrier laws. 
ADAPT (Americans Disabled for Accessible 
Public Transportation) went on to more explicit 
civil disobedience when they first chained 
themselves to busses to protest their 
inaccessibility and later to the White House and 
Congressional buildings to demand the diversion 
of nursing home and medicalized home care to 
more consumer controlled and community-based 
·personal and at-home services. And who can 
forget when Gallaudet students took to the 
streets, joined by 1000s of others to demand at · 
long last a deaf president for the only federally 
sponsored deaf university. Not only did every 
newspaper and national newscast cover this 
week-long event, as NEWS not human interest, 
but they also made the evening (Nightline) and 
morning news shows (Today, ·Good Morning 
America). The loudness and extent of these 
voices and their supporters were not lost on 
politicians. The Americans with Disabilities Act 
which was grinding slowly and stuck in 
committee, sprang loose and with opposition 
confined to backroom maneuvering was passed 
easily in 1990. And in 1992 the Presidential 
candidates recognized 'disability' as an active and 

important constituency and courted them as 
never· before. 

On the whole Shapiro's book is clearly 
the most readable. His journalistic style and five 
year work on this project allow him to hook the 
reader with personal accounts and then fill in the · 
background. In this way he goes from the 
individual struggles of an Ed Roberts or a Judy 
Heumann for an education and a job to a history 
of persons with disability in America and the 
creation of Section S04 (Scotch 1984). Treanor's 
treatise provides the necessary "nuts and bolts" to 
both the Rehab Act of 1973 and the Americans 
with Disabilities act of 1990 as w~Jl as every 
other major "disability" legislation. I particularly 
liked his three separate chapters on 
transportation (the D.C. subway, bus and airline 
services) which struck me as local actions with 
national implications. While there is, of course, 
some repetition from volume to volume, each 
contains sufficiently new data and anecdotes to 
make them all a good and informative read. 

I come to the end of this essay as I came 
to the beginning - with a slightly jaundiced eye.. 
There is something too lineal or what one 
reviewer called "too celebratory" about such 
histories. Reading them, one might think that if 
they were written but a ~ecade or two later, the 
problems referred to would have been solved if 
not forgotten, (The recent lessons of the civil 
rights and women's movement should give us 
pause.) There is almost too much even-
handedness in these descriptions. There are to a 
certain extent only heroes, no villains, ignorance 
perhaps but not evil and the current positive 
outcomes reached by altruism and not self-
interest. (The revisionist histories of the labor 
and child reform movements should here give us 
pause.) The heart of Albrecht's book is an 
appropriate and "must read antidote" to this 
perspective. The title of his book and its 
midsection refers to the rehabilitation industry 
and business, its professionals and the marketing 
of their goods and services. The mere listing of 
stakeholders in this enterprise is instructive: 
Hospitals and Multi-Institutional Systems,- Home 
Health Care and Sheltered Workshops, 
Pharmaceutical C.Ompanies and Medical 
Equipment Suppliers, C.Onsulting C.Ompanies and 
Lawyers Insurance C.Ompanies, Banks and 
Brokerage Houses, Charitable Organizations, 
The Media, Science and Academic Medical 
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Centers. He claims that neither growing 
numbers of people with disabilities nor altruistic 
progressive impulses for equity and justice have 
alone invented the necessity for rehabilitation. It 
was every bit as much, at least in the U.S., the 
result of political-economic forces - it· was and is 

-·in the interests of a multiplicity of stakeholders. 
Not oniy did this stakeholding provide a context 
and a stimulus for a growing consumer response 
and movement, it also helped shape anq contain 
.them. Moreover, these stakeholders are just as 
relevant in today's (Ointon's) move toward 
healthcare reform - a reform which in many 
proposals extends more benefits and· rights to 
people with disabilities. 

Again this is not my attempt at· cynicism 
but rather my every day sociological reality 
testing. There is another complementary 
explanation of the absence of 'bad guys'. As 
indicated in the beginning of this essay there is a 
new biographical openness which has spread to 
public figures. On all sides, one sees a "coming-

. out" process wherein many of the most 
. prominent legislative reform leaders have felt the 

necessity to acknowledge their personal and 
familial roots to disease and disability from 
Edward Kennedy to George Bush, from Lowell 
Weiker to Tom Harkin, from Tony'Coelho to· 
Robert Dole. Perhaps, acknowledging that the 
personal is political and. vice-versa becomes a 
way to overcome the distance between "a them" 
and "an us". When this happens perhaps "we" 
will recognize the "they" in all of "us". ·Disability 
will then no longer be seen as "someone else's 

. problem". It affects ·and is everyone's. What is 
done in the name of disability today will thus 
enhance all our tomorrows. (Irving Kenneth 
Zola, Sociology, Brandeis University .. Reprinted 
with permission from Policy Studies Journal. 
Vol. 21, No.4 (Disability .Issue Symposium) · 
Winter, .1993 pp. 802-805. · 
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Nagler, Mark (Ed.) Perspectives on 
Disability. Text and Readings on Disability. 
Second Edition. Palo Alto, CA.: Health Markets 
Research (8S1 Moana Court, Palo Alto, CA. 
94306. Tel '41S-948-1960, FAX 41S-948-7827) S48 
pp., $45.00 hardcover. 

I reviewed the first edition of this book 
(DSQ, Winter 1991, Vol ·11. Nol, p37-38) with 
much trepidation. I welcomed "this first 
academic collection in which the author can 
claim a personal and professional identification 

· with a disability perspective." On the other hand, 
I was quite wary of the reliance on one source 
for a third of the articl~ and an overeliance, for 
a book which claimed to be written from a 
disability perspective, on "the eyes of the 
experts." This second edition has gone to great 
lengths to remedy the comments of all its critics. 
It is "a leaner and meaner" volume in the best 
sense of those terms-shorter by 100 pages and 20 
articles and cheaper by $30, and yet more 
focussed. Evan J. Kemp contextualizes the 
collection by outlining the force and implications 
of the Americans with Disabilities Act which 
Nagler builds on in his own introduction(s). 

Nagler himself is a more. active presence 
in this edition. He has commissioned at least a. 
dozen articles and plucked several outstanding 
pieces ( e.g. " I am this child's mother": A feminist 
Perspective on Mothering with a Disability") 
which had only been presented at conventions 
and other very recent ones which bear the same 
imprint year (1993) as the volume itself. The 
journals from which articles are reprinted include 
a wider perspective and we hear very articulately 
the previously absent voice of people with 
disabilities and their families. 

This time the collection is divided into 
seven sections: What It Means To Be Disabled; 
Society and Disability; The Family and Disability, 
Sexuality and Disability; Medical and 
Psychological Issues and Disability; Education, 
Employment, Social Planning and Disability; 
Legal and Ethical Issues and Disability. Into 
these sections Nagler has placed some of the 
most provocative issues facing people with 
disabilities (from parenting to sexual consent), 
included a he.ady mix of familiar names with 
newcomers, and given clearer attention to issues 
of gender, aging, race, ethnicity, socioeconomic 
status and sexual preference. 

The timeliness of the issues and the 

articles is unquestionable, for the vast majority 
have been published in the 1990s or were written 
especially for this second edition. This attempt 
to be current, however, has a cost: First, as I 
mentioned in my critique of the first edition, with 
such an emphasis on the here and now we tend 
to lose any historical perspective. Secondly in 
seeming to be· so current it may look more 
future-looking than it really is. Thus it took me 
a moment to realize that though the book has a 
1993 imprint Evan Kemp is no longer chairman 
of the U.S. Equal Employment Opportunity 
Commission nor is George Bush still President. I 
state this not as a historical quibble but to note 
what systematically is not in the book nor even 
hinted at. For example while the Americans 
with Disability Act (ADA) is arguably the most 
important rights act yet written, national health 
care reform ( e.g. from the Oregon prioritization 
of reimbursable conditions to current Presidential 
appointments vis-a-vis disability to Qinton's 
universal health care plan) may arguably have a 
greater impact on the -lives of people with 
disability than any previous legislative initiatives. 
A book of course, cannot do everything but a 
futuristic epilogue might have been an interesting 
addition. 

I ended my previous review. with· the 
comment, "Yet with all these criticisms this is a· 
book I want on my bookshelf" I was quite 
careful not to say that I would assign it in my 
courses. Now I have no such reservation. 
Congratulations Dr. Nagler on producing the 
first "disability studies reader". Now please make 
it cheaper and in paperback (Irving Kenneth 
Zola, Sociology, Brandeis University). 

An Annotated Bibliography of Research and 
Professional Publications in the Field 

of Disability Studies 

Compiled by David Pfeiffer 
Department of Public ·Management 

Suffolk University 
Boston, MA 02108. 
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The purpose of this bibliography is 
provide a guide to the periodicals of interest to 
academics and to advocates doing research in the 
field of Disability Studies. An address for 
obtaining the publication and the annual cost (in 
U.S. dollars in all but one case) are included with 
each listing. The address is the most recent ·one 
available and the annual cost is for an individual 
subscription unless otherwise noted. The cost 
can vary when the publication is included in 
membersh:ip of the sponsoring organization. 

The numerous computer accessible data 
bases . available through sources like Dialogue 
and· the Knowledge Index are not included in this 
bibliography. Only periodicals which are 
currently being published are included. 
Emphasis in this bibliography is upon the 
publication of research, abstracts, and related 
information. · 

ABC POL SCI. A guide to C11;rrent 
literature in the fields of political science, law, 
sociology, and economics appearing five times a . 
year (plus one issue as an index) reproducing the 
table of contents of some 300 journals; published 
by ABC-CLIO Information Services, PO Box 
4397, Santa Barbara, CA 93140-9985, $37. 

Abstracts in Social. Gerontology: 
Current Literature on Aging. A newsletter 
appearing quarterly containing notices of current 
publications in the field of aging; published by 
the National Council on the Aging; Sage 
Publications, Inc., 2455 Teller Road, Newbury 
Park, CA 91320; $64. 

Administration and Policy in Mental 
Health. A bimonthly research journal publishing 
articles on all issues facing mental health and 
human service professionals; published by 
Human Sciences Press, Inc~, 233 Spring Street; 
New York, NY 10013-1578, $225. 

American Annals of the Deaf. A 
research journal appearing five times a year 
focusing upon the behavioral aspects of hearing 
impairment; published by the Conference of 
Educational Administrators Serving the Deaf and . 
the Convention of American Instructors of the 
Deaf, 800 Florida Ave, NE, Washington, D.C. 
20002, $50. 

American Behavioral Scientist. A 
bimonthly~ cross disciplinary journal publishing 
research on social problems; Sage Publications, 
2455 Teller Road, Newbury Park, CA 91320, $45. 

American Journal on Mental 
Retardation. A research journal appearing 

. bimonthly focusing upon mental retardation; 
published by the American Association on 
Mental Deficiency, 1719 Kalorama Road, NW, 
Washington, DC 20009, $95. 

American Journal ofOccupational 
Therapy. A research journal appearing monthly 
focusing upon occupational therapy; published by 
the American Occupational Therapy Association, 
1383 Piccard.Drive, Rockville, MD 20850, $25. 

American Journal of Physical Medicine 
and Rehabilitation. A research journal 
appearing bimonthly focusing upon physical 
medicine; published by Williams and Wilkins, 428 
East Preston St., Baltimore, MD 21202, $65. 

American Journal of Public Health. A 
research journal appearing monthly focusing 
upon all aspects of public health; published by 
the American Public Health Association, 1015 
15th Street, NW, Washington, DC 20005, $80. 

American Psychologist. A research 
journal appearing monthly focusing upon 
psychology in. a broad sense; published by the 
American Psychological Association, 750 First 
Street, NE, Washington, D.C. 20002, $120. 

American Rehabilitation. A professional 
journal appearing four times a year focusing 
upon all aspects of vocational rehabilitation; 
published by the US Rehabilitation Services 
Administration, Switzer Building, Room 3127, 
330 C Street, SW, Washington, DC 20202, $5. 
Archives of Physical Medicine and 
Rehabilitation. A research journal appearing 
monthly focusing upon physical medicine ~d 
rehabilitation; published by the American 
Congress of Rehabilitation Medicine and the 
American Academy of Physical Medicine and 
Rehabilitation, W .B. Saunders Co., Curtis 
Center, Independence Square West, Philadelphia, 
PA 19106, $118. 

Bits & Pieces. A newsletter published 
bimonthly by the Massachusetts Rehabilitation 
Commission Library, 27-43 Wormwood Place, 
Boston 02127, listing its recent acquisitions and 
the table of contents of rehabilitation and 
disability studies· journals; copies of articles are 
available for an annual fee of $8, Massachusetts 
residents only. 

Canadian Journal of Occupational 
Therapy. A research journal appearing five . 
times a year focusing upon occupational therapy; 

. 
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published by the Canadian Association of 
Occupational Therapists, 110 ·Eglinton Ave West, 
Toronto, Ontario M4R 1A3, Canada, $35 
(Canadian). 

CO Weekly Report. A periodical 
appearing weekly focusing upon Congressional 
and federal executive activities including court 
cases, legislation, regulations, and politics; 
published by Congressional Quarterly Inc., 1414 
22d Street, NW, Washington, DC 20037, $110 if 
you qualify ( usually being a faculty member at a 
university where the library already subscribes), 
otherwise varies. 

Disability Advocates Bulletin. A 
newsletter appearing six times. a year reporting 
disability related legal and administrative 
developments with resource information; 
published by the Pike Institute of the Boston 
University School of Law, 765 Commonwealth 
Ave, Boston 02215, $30. 

Disability and Rehabilitation. A 
quarterly research journal p:ublishing scholarly 
articles on all aspects of disability, but with a 
distinct medical view; published by Taylor & 
Francis Ltd., Rankine Road, Basingstoke, Hants. 
RG24 QPR, England, $130. 

Disability & Society. A research journal 
appearing three times a year focusing upon all 
aspects of disability studies; published by Carfax 
Publishing Company, PO Box 25, Abingdon, 
Oxfordshire OX14 3UE, England, $69. 

Disability Rag. One of the highest 
quality popular periodicals covering disability 
issues appearing bimonthly; published by The 
Advocado Press, Box 145, Louisville 40201, 
$17.50. 

Disability Studies Quarterly. A 
comprehensive newsletter appearing quarterly 
focusing upon the entire field of disability 
studies; edited and published by Irving Kenneth 
Zola, Department of Sociology, Brandeis 
University, P.O. Box 9110, Waltham 02254-9110, 
$30. . 

Exceptional Children. A research 
journal appearing bimonthly focusing upon 
special education; published by the Council for 
Exceptional Children, 1920 Association Drive, 
Reston, VA 22091, $45. 

GAO Review. A research journal 
appearing quarterly a wide range of issues many 
of which are related to Disability Studies; 
published by the US General. Accounting Office, 

PO Box 6015, Gaithersburg, MD 20877, $11. 
International Journal of Disability, 

Development, and Education. A research 
journal published annually covering all aspects of 
theory, research, and practice in the areas of 
disability, human development, and education 
especially intellectual disability and special 
education; published by the University of 
Queensl~d Press, Box 42, St. Lucia, Queensland 
4067, Australia, $33. 

International Journal of Rehabilitation 
Research. A research journal appearing 
quarterly covering all aspects of rehabilitation; 
Chapman & Hall, 29 West 35th Street, New 
York, NY 10001, $46. 

JAMA: The Journal of the American 
Medical Association. A research journal 
appearing four times a month focusing upon 
clinical medicine; published by the American 
Medical Association, 515 North State Street, 
Chicago, IL 60610, $110. 

Journal of Aging & Social Policy. A 
quarterly research journal from the Gerontology 
Institute,· University of Massachusetts at Boston, 
publishing articles in the area of aging and social 
policy; published by The Haworth Press, Inc., 10 
Alice Street, Binghamton, NY 13904-1580, $28. 

Journal of Applied Rehabilitation 
Counseling. A research and professional journal 
appearing quarterly focusing upon all aspects of 
rehabilitation counseling; published by the 
National Rehabilitation Counseling Association, 
1910 Association Drive, Suite 206, Reston, VA 
22091, $15. 

Journal of Disability Policy Studies. A 
bi-annual research journal publishing scholarly 
articles across a broad range of disability policy 
topics; published. by'the Department of 
Rehabilitation Education and Research, 
University of Arkansas, 346 N. West Ave, 
Fayetteville, AR 72701, $14. 

Journal of Health Politics. Policy and 
Law. A quarterly research journal concentrating 
on health politics as well as health policy 'and 
law; Duke University Press, 6697 College Station, 
Durham, NC 27708, $40. 

Journal ·of Postsecondary Education and 
Disability. A research journal appearing 
quarterly focusing on disability studies and 
service delivery in a postsecondary environment; 
published by the Association on. Higher 
Education and Disability, PO Box 21192, 
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Columbus OH 43221, $75. 
Journal of Rehabilitation. A research 

journal appearing quarterly focusing upon all 
aspects of rehabilitation; published by the 
· National Rehabilitation Association, 633 South 
Washington Street, Alexandria, VA 22314, $35. 

Journal of the Association for Persons 
with Severe Handicaps. A quarterly research 
journal focusing on persons with severe 
disabilities; published by The Association for 
Persons with Severe Handicaps, 11201 
Greenwood Ave North, Seattle, WA 98133, $94. 

Journal of Visual Impairment and 
Blindness. A research journal appearing ten 
times a year focusing upon visual impairments; 
published by the·American Foundation for the 
Blind, 15 West 16th Street, New York, NY 
10011, $60. . 

Mainstream. One of the higher quality 
popular periodicals covering disability issues 
appearing ten times a year published by 
Exploding Myths, Inc., 2973 Beech Street, San 
Diego, CA 92102, $20. 

Mental and Physical Disability Law 
Reporter. A bimonthly reporter of case law, 
legislative and regulatory developments, and 
research articles; published by the American Bar 
Association, 1800 M Street, NW, Washington, 
DC 20036, $185. 

Mental Health Report. A newsletter 
appearing monthly focusing on legal issues 
relating to mental health; published by Business 
Publishers, Inc., 951 Pershing Drive, Silver 
Spring, MD 20910, $280. 

Milbank Quarterly. A research journal 
focusing on health care published by the Milbank 
Memorial Fund; Cambridge University Press, 40 
West 20th Street, New York, NY 10011, $33. 

New England Journal of Human 
Services. A research journal appearing quarterly 
focusing upon all aspects of the delivery of 
human services; published by Michael R. Payne, 
Grand Valley State University, School of Public 
Administration, 25 Commerce Street SW, Grand 
Rapids, MI 49503, $24. · 

PAIS International in Print. A guide to 
· current literature (including books, articles, and 
government documents) in the field of public 
policy appearing monthly published by Public 
Affairs Information Service, Inc., 521 West 43d 
Street, New York, NY 10036, $495. 

Physical Therapy. A research journal 

. ' 

- appearing monthly focusing upon all aspects of 
physical therapy; published by the American 
Physical Therapy Assodation, 1111 North Fairfax 
Street, Alexandria, VA 22314, $60. 

. Policy Studies Journal and Policy Studies 
Review. Both quarterly research journals 
covering policy analysis and public policy; 
published by the Policy Studies Organization, 
University of Illinois, 361 Lincoln Hall, Urbana, 

· IL 61801, $20 (for both). 
Psychological Abstracts. Abstracts of 

articles in the field of psychology appearing 
monthly published by the American Psychological 
Association, ;750 First Street, NE, Washington, 
DC 20002, $1245. . 

Rehabilitation Gazette. A newsletter 
appearing biannually focusing· upon independent 
living; published by GINI, 5100 Oakland Ave, St. 
Louis, MO 63110, $20. 

Rehabilitation Psychology. A research 
journal appearing quarterly focusing upon 
rehabilitation, sponsored by the American 
Psychological Association; Springer Publishing 
Company, 536 Broadway, New York, NY 10012, 
$58. 

Report on· Disability Programs. A 
newsletter appearing biweekly focusing upon 
disability issues and policies; published by . 
Business Publications, Inc., 951 Pershing Drive, 
Silver Spring, MD 20910, $248. 

Sexuality and Disability. A research 
journal appearing quarterly focusing upon 
sexuality and disabled people; published by the 
Human Sciences Press, 233 Spring Street, New 
York, NY 10013, $125. 

Social Policy. A research and opinion 
journal appearing quarterly focusing upon 
innovation in social policy; published by the 
Union Institute, 25 West 43d Street, New York, 
NY 10036, $20. 

Social Problems. A research journal 
appearing quarterly covering social problems; 
University of California Press, Journals Division, 
2120 Berkeley Way, Berkeley, CA 94720, $69. 

Social Science & Medicine. A research 
journal publishing two volumes (24 issues) a year; 
Pergamon Press, Inc., Journals Division, 660 
White Plains Road, Tarrytown, NY 10591, about 
$2200 (institutional price). 

Social Security Bulletin. A monthly 
publication focusing upon Social Security 
programs, policies, and issues and also containing 
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research articles and statistics; published by the 
US Social Security Administration, Office of 
Research, Statistics, and International Policy, 
Van Ness Center Building, Room 209, 4301 
Connecticut Ave, NW, Washington, DC 20008, 
$13. 

Society. A bimonthly research journal .. 
covering social science and public policy; 
Transaction Publishers, Department 3092, 
Rutgers University, New Brunswick, NJ 08903, 
$40. 

Sociological Abstracts~ Abstracts of 
articles in the field of sociology appearing five 
times a year published by Sociological Abstracts, 
Inc., Box 22206, San Diego, CA 92122, $41S. 

Special Education Report. A newsletter 
appearing biweekly focusing upon special 
education policies and issues; published by 
Capitol Publications, .Inc., 1101 King Street, Suite 
444, Alexandria, VA 22314; $257. ·,, 

Technology and Disability. A quarterly 
research journal on technical applications and 
assistive technology for persons with disabilities; 

. Andover Medical Publishers, 80 Montvale Ave, 
Stoneham, MA 02180, $56. , 

Word from Washington. A newsletter 
appearing bimonthly focusing upon legislation 

· and regulations; published by the United 
Cerebral Palsy Associations, Inc., 1522 K Street, 
NW, Washington, DC 20005, $25 for disabled 
individuals, $5S otherwise. 

Brief Bibliographies for gerontology 
instruction are short annotated bibliographies 
representing the best· quality education and 
training materials in various gerontological · 
subject areas. The series is designed to (1) assist 
faculty entering the field to select the best 
materials to use in courses they are structuring, 
and (2) provide a suggested list of books, articles, 
and journals which gerontology programs would 
want to acquire for their libraries. Each 
bibliography is $6.00 (prepaid) for persons at 
AGHE member schools or $10.00 for non-
members. ISSN 104S-0157. Pre-payment 
required on all orders. Send this publication 
order to: AGHE, 1001 Connecticut Ave., NW 
Suite 410, Washington, DC 20036-5504 (202) 
429-9277 

AGING AND PUBLIC POLICY Compiled by 
Dr. Sally Coberly, University of Southern 

California. Dr. Carroll L. Estes,. 
University of California-San Francisco, ' 
and Dr. Neal E. Cutler, Boettner 
Research Institute. (1990). 

AGING IN LITERATURE Compiled by Dr. 
Robert E. Yahnke, University of 
Minnesota, and Dr. Richard Eastman, 
North Central College (emeritus). 
(1990) 

AMERICAN INDIAN AGING Compiled by Dr. 
Robert John, University of Kansas. 
(1993) 

ASIAN/PACIFIC ISLANDER AGING 
Compiled by Dr. E. Percil Stanford, San 
Diego State University, Dr. James E. 
Lubben, University of California, Los 
Angeles, Susan A. Schoenrock and Brad 
Austin, San Diego State University. 
(1992) 

AUDIOVISUALS ON AGING Compiled by 
Andrea Nevins, Hunter College, 
and Dr. Robert E. Yahnke, University of 
Minnesota. (1993) 

BIOLOGY OF AGING Compiled by Dr. Jeffrey 
A. .Chesky, Sangamon State University, 
and Dr. Jay Zimmerman, St. John's 
University. 1990) 

COUNSELING AND THE ELDERLY 
Compiled by Dr. Richard Balke, 
University of Nebraska at Omaha, and 
Dr. Nanette Kramer, Columbia 
University. (1989) 

CULTURAL PERSPECTIVES ON AGING 
Compiled by Dr. Dena Shenk, University 
of North Carolina at Charlotte, and Dr. 
Jay Sokolovsky, University of Maryland 
Baltimore County. (1993) 

DEATH AND DYING Compiled by Dr. Robert 
Kastenbaum, Arizona State University, 
and Dr. Bert Hayslip, University of 
North Texas. (1991) 

DEVELOPING INSTRUCTIONAL 
PROGRAMS IN 1WO- AND FOUR-
YEAR ACADEMIC INSTITUTIONS 
Compiled by Bruce Craig, Adminis-
tration on Aging, and Dr David A. 
Peterson and Dr. Pamela F. Wendt, 
University of Southern California. (1993) 

EDUCATION AND THE OLDER ADULT 
Compiled by Betsy M. Sprouse, AARP 
Andrus Foundation, and Dr. David 
Peterson, University of Southern 
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California. (1989) . 
ETHNOGERONTOLOGY AND AMERICAN 

BLACKS Compiled by Dr. Jacquelyne J. 
Jackson, Duke University, and ·or. James · 
S. Jackson, University of Michigan. 
(1992) 

HISPANIC/LATINO GERONTOLOGY . 
Compiled by Dr. Steven Lozano 
Applewhite University of Houston, and 
Dr. Annette B. Ramirez de Arellano, 
Hunter College. (1992) 

HOME HEALTII CARE Compiled by'Dr. Ada 
R. Davis, Division of Nursing, Bureau of 
Health Professions, Health Resources & 
Serv. Admin., and Dorothea R: Zito, 
Syracuse University. (1989) (1993, in 
press). 

INTERDISCIPLINARY AGING EDUCATION 
Compiled ,~ Dr. Ellen Bouchard 
Ryan, McMaster University, with the 
AGHE Study Section on 
Interdisciplinary Education. (1990) 

INTERNATIONAL AGING Compiled by Dr. 
Helen Kerschner, American Association 
for International Aging, and Charlotte 
Nusberg, International Federation on 
Aging & American Association of 
Retired Persons. (1993) 

LEISURE AND AGING Compiled by Dr. 
Robert 0. Ray, University of Wisconsin-
Madison, Dr. Francis A. McGuire, 
Cemson University and Dr. Rosangela 
Boyd, Temple University. (1991) 

MENTAL HEALTII AND AGING Compiled 
by Dr. Michael A. Smyer, 'fhe 

· Pennsylvania State University, and Dr. 
Boaz Kahana Ceveland State University. 
(1992) - '--

NURSING HOME ADMINISTRATION 
Compiled by Dr. Theodore H. ·Koff, 
University of Arizona, Dr. Hiram J. 
Friedsman and Dr. Herbert Shore, 
University of Noth Texas. (1993) 

OLDER PERSONS AND THE FAMILY 
Compiled by Dr. Victor Cicirelli, 
Purdue University, and Dr. )eanne 
Teresi, Columbia University. (1990) 

THE OLDER VOLUNTEER Compiled by Dr. 
C. Neil bull, University of Missouri-
Kansas City, and Dr. Barbar Payne, 
Georgia· State University. (1988) 

THE OLDER WOMAN compiled by Dr. Ruth 

B. Weg, University of Southern 
California, and Dr. Elizabeth W. 
Markson, Boston University. (1991) 

PSYCHOLOGY OF AGING Compiled by Dr. 
Bert Hayslip, Jr., University of North 
Texas, and Dr. Denise C. Park, 
University of Georgia. (1991) 

RESEARCH METIIODS IN AGING · Compiled 
by Dr. Stephen J. Cutler, University of 
Vermont, and Dr. K. Warner Schaie, 
Pennsylvania State University. (1993) 

RETIREMENT AND .RETIREMENT 
PREPARATION Compiled by Dr. 
David J. Ekerdt, Center on Aging, 
University of Kansas Medical Center, 
and Dr. Harold L. Orgach, Kansas State 
University. (1990) 

SOCIAL GERONTOLOGY/SOCIOLOGY OF 
:AGING Compiled by Dr. Robert C. 
Atchley, Miami. University, and Diana K. 
Harris, University of Tennessee. (1992) 

TEACHING ABOUT AGING FOR . 
CHILDREN AND YOUTII Compiled 
by Dr. Sally Newman and Janet Wilson, 
M.L.S., University of Pittsburgh. (1993) 

TIIEOLOGY AND AGING Compiled by .Dr. 
Henry C. Simmons and Vivienne 
Walaskay, Presbyterian School of 
Christian Education, and Dr. Barbara 
Payne, Georgia State University. (1988, 
1994, in press) 

. The Strong Center for Developmental 
Disabilities at the University of Rochester has 
developed an inservice curriculum, . 
Understanding Aging and Developmental 
Disabilities. The 300-page curriculum manual 
covers numerous topics --biology of human aging, 
developmental disabilities, service systems, family 
caregiving. Alzheimer's disease, Down's 
syndrome, cerebral palsy, and environment and 
aging. It is the work of a number of persons· 
including Jenny Overeynder and Richard H. 
Machemer, Jr.· The cost of the curriculum 
manual is $15.00. To obtain a copy, contact 
Jenny Overeynder, Director for the Training 
Program in Aging and Developmental 
Disabilities, University of Rochester, 601 
Elmwood Avenue, Box _671, Rochester, NY 
14642, (716) 275-2986, FAX: (716) 275-3306. 

'Ila.Children's Studies: A New 
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Interdisciplinary Degree Program. This first 
program of its kind, in the form of an 
undergraduate minor, will go into effect at 
Brooklyn College during the next academic year. 
(the participating departments include Africana 
Studies economics, education, English, literature, 
health science, history, psychology, Puerto Rican 
Studies, and sociology.) The establishment of 
Children's Studies at Brooklyn College as a 
multi-disciplinary minor represents an important 
innovation in the fields of child research and 
pedagogy. By providing undergraduate students 
at Brooklyn College with il)struction at the 
cutting edge of child research in the social 
sciences, health sciences and the humanities we 
hope to contribute to education in four major 
ways: 1. Children's Studies will help to enrich 
liberal arts education by providing 
interdisciplinary instruction in research and 
knowledge about children-from infancy through 
childhood and adolescence to adulthood. 2. As 
a minor field of study, Children's Studies will 
complement our students' major area of study. 3. 
Children's Studies will provide students in their 
future careers ad professions with the necessary 
background in these growing fields of knowledge. 
4. Children's Studies will prepare and encourage 
students directly to choose professions and 
occupations that are related to children and their 
problems. At a recent CUNY-wide conference, 
colleagues from different disciplines and 
campuses explored the possibility of establishing 
Children's Studies degree programs at other 
CUNY colleges and at tile Graduate Center. 
We have also received communications of 
interest from other universities with regard to 
Children's Studies. For more information, please 
contact Gertrud Lenzer, 39 Claremont Avenue, 
New York, NY 10027, (212) 86S-6853. 

ENABLE: New Disability Mail List. 
ENABLE is a disability-oriented maillist ( similar 
to listserve) which is available to anyone who has 
access to electronic mail. ENABLE is designed 
to (1) encourage disability studies among 
anthropologists and other social scientists, (2) 
foster the articulation of a disability policy within 
the AA, and (3) encourage the making of an 
enabling anthropology. ENABLE will work best 
if all of its users send ( or "post") documents and 
letters. Everything that is posted is automatically 
circulated to all subscribers . How to subscribe 

to ENABLE: 1. Enter ENABLE as a mail 
address using NAMES (VM systems) or as a 

. MAIL address (UNIX and most electronic mail). 
2. Once this is done, accessing ENABLE is like 
sending any electronic mail. 3. To subscribe, sent 
mail to mail serv@maillist.yorku,ca. 

The only wording of this mail should be: 
subscribe enable. 

The York University computer will take 
your name from the mail "header," add it to a list 
of subscribers and send you mail all from the 
ENABLE mail list. 4. To send a letter or a 
document, the address for ENABLE is 
enable@maillist.yorku.ca. 

I am currently working to develop an 
archive facility and a welcome message. But, it 
will be weeks before there is a "gopher" archive 
and other finishing touches, such as accessing 
. mail, meeting papers, news material and policy 
statements. An additional objective is to include 
cross-cultural materials on disability issues. If 
you are not at a university or an institution that 
receives computer mail ( e-mail), you can access 
ENABLE through MCIMAIL, COMPUSERVE 
and some computer bulletin boards. 

Gerontology Instruction in American 
Institutions of Higher Education: A Natiolnal 
Survey. David A. Peterson, Elizabeth B. douglas, 
Christophe~ R. Bolton, J. Richard Connelly, & 
David Bergstone, 1987. Reprints from 
AGHExchan,:e (single copies free): 

#1 Extent of Gerontology Instruction in 
American Institutions of Higher 
Education. 

#2 Organizational Structures of 
Gerontology Instructional 
Programs. 

#3.Gerontology Credentials. 
#4 Gerontology Courses. 
#5 Impact of AoA Funding on 

Gerontology Instruction. 
#6 The Teachers of Gerontology. 
#7 Disciplinary Emphases. 

Standards and Guidelines for 
Gerontology Pro,:rams. Second Edition. AGHE 
Standards Committee, Thomas A. Rich, J. 
Richard Connelly, & Elizabeth Douglas, Editors. 
1990. 29 pp. $10.00 for persons at AGHE 
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member schools; $20.00 for on-members. 
This report outlines standards and. 

guidelines for the development of gerontology 
instruction in institutions of higher education. It 
includes a set of recommendations for 
gerontology program development that_ apply to 
any program regardless of academic level or type 
of credential awarded, as well as specific 
curriculum and policy recommendations for 
gerontology programs that offer an associate 
degree or certificate, a bachelor's degree, a 
graduate certificate, and a doctoral degree. A 
chapter o n future issues in gerontological 
education and a glossary of terms is also 
included. Input and feedback was provided by 
representatives of 51 national organizations and 
professional associations, was well as the 
leadership and members of the Association. 

An Annotated Bibliography on 
the Teaching of Disability Studies 

David Pfeiffer 
Suffolk University 
Boston, MA 02108 

Behler, G. Thomas, Jr. Disability 
Simulations as a Teaching Tool: Some Ethical 
Issues and Implications. Journal of Postsecondary 
Education and Disability; Spring 1993; 10(2): 3-8. 

The author says that the authenticity of 
the experience must be maximized, 
discouragement of participants must be 
confronted, if the simulation is required the 
faculty member must recognize various 
obligations, and students must be made aware of 
the relevance of disability in their lives. 

Bilden, Douglas; Bogdan, Robert. Media 
Portrayals of Disabled Persons. Interracial Books 
for Children Bulletin; 1977; (6 & 7): 4-9. 

In this ground breaking article the 
authors present and illustrate the ten common 
stereotypes of disabled people found in the 

media: the object of pity, the object of violence, 
as evil, as irrelevant atmosphere, as superhuman, 
as laughable, as his/her own worst enemy, as. a 
burden, as either asexual or sex depraved, and an 
incapable of meaningful participation in society. 

Bogdan, Robert; Biklen, Douglas. 
Handicapism. Social Policy; March-April 1977: 
14-19. 

A very important article which defines 
handicapism in a manner similar to racism and 
sexism using the terms prejudice, stereotype, and 
discrimination. Handicapism results in 
discrimination based upon presumed physical, 
mental, or behavioral differences. 

Bowe, Frank. Disab)ed in 1985: A 
Portrait of1American Adu)ts. Hot Springs: 
Arkansas Research and 'Training Center in 
Vocational Rehabi1itation; 1986. 

Contains exten~ive data concerning 
disabled adult persons ages 16-64 using the 1985 
Current Population Survey done by the Bureau 
of the Census. 

Brown, Susan T. (editor). An 
Independent Living Approach to Disability Policy 
Studies. Oakland: World Institute on Disability; 
1993. 

An extensive work with the purpose of 
assisting potential teachers of disability policy 
studies courses. Contains excellent chapters on 
matters relevant to the teaching of disability 
studies. 

· Delong, Gerben. Defining and 
Implementing the Independent Living Concept. 
Independent Living for Physical)y Disabled 
People. Nancy M. Crewe, Irving Kenneth Zola, 

· and Associates (editors). San Francisco: 
Jossey-Bass Publishers; 1983: chapter 1. . 

This chapter is arevised version of 
DeJong's ground-breaking 1979 article in the 
Archives of Physical Medicine and 
Rehabilitation. It describes the constituency and 
origins of the independent Jiving movement and 
how it relates to the movements for civil rights, 
consumerism, self-help, and self-care. This 
discussion leads to a critique of the medical 
model of disability and to an elaborati~n of the 
independent living model as a paradigm for 
viewing the world. A very valuable piece of 
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writing for persons wishing to understand 
independent living and advocacy. 

Dudley, J.R. Speaking for Themselves: 
People Who Are Labeled as Mentally Retarded. 
Social Work; January-February 1987; 32(1): 
80-82. . 

• Presents the position that human service · 
providers must liberate themselves from the 
misconceptions and stereotypes of mentally 
disabled persons. Very relevant for any disability 
studies course directed toward human service 
providers. 

Emener, William G.; Wright, Tennyson 
J. (editors). Ethnic Minorities with Disabilities: 
An Annotated Bibliography of Rehabilitation 
Literature. Tampa, FL: Department of 
Rehabilitation Counseling, University of South 
Florida; 1989. · 

This bibliography covers the years 
1852-1988 and has over 500 entries including 
unpublished material. It is divided into sections 
covering different ethnic groupings. 

Ficke, Robert C. Digest of Data on 
Persons with Disabilities. Washington, D.C: 
National Institute on Disability and 
Rehabilitation Research; 1992. 

Using the WHO definition this work sees 
disability as an activity and functional limitation 
so it says that 14.1 % of the population is 
disabled in terms of an activity limitation and 
20.6% is disabled in terms of a functional 
limitation. Later it says that 32.2% of the 
population 18 and over have a mental disorder. 
It never reconciles these figures. However, if 
one accepts such a definition of disability then 
this work contains almost all data one would · 
need regarding disability. 

Funk, Robert. Disability Rights: From 
Caste to Cass in the Context of Civil Rights. 
Images of the Disabled, Disabling Images. Alan 
Gartner and Tom Joe (editors). New York: 
Praeger; 1987: 7-30. 

A review of the treatment of persons 
with disabilities in the USA from 1700-to the 
1980s from the perspective of civil rights. 

Goffman, Erving. Stigma: Notes on the 
Management of Spoiled Identity. Englewood 

Ciffs, NJ: Prentice-Hall; 1963. 
This classic concerns the interaction of 

stigmatized and "normal" people in social 
situations. Chapter 3 is a good discussion of the 
role that other similarly stigmatized persons 
expect a stigmatized person to take and the role. 
that "normals" expect a stigmatized person to 
take. 

Greenwood, J.G. Disability Dilemmas 
and Rehabilitation Tensions: A Twentieth 
Century Inheritance. Social Science and 
Medicine; 1985; 20: 1241-52. 

· Author contends that the concept of 
disability is not as easy to define as race, gender, 
age, and poverty and that therefore disability 
issues are not easily dealt with in terms of social 
justice. The World Health Organization's 
definitions of impairment, disability, and 
handicap can offer a solution, but they lead to 
tensions within the rehabilitation profession such 
as whether to seek full functional restoration or 
change in the environment and who defines 
need. Good reading for disability studies courses 
aimed at rehabilitation students. 

( 

Hahn, Harlan. The Political Implications 
of Disability Definitions and Data. Journal of 
Disability Policy Studies; 1993; 4(2): 41-52. 

A good discussion of the conceptual 
foundations of the medical, the economic, and 
the minority group models of disability indicating 
that the first two contribute to the oppression of 
people with disabilities and prevent the third 
model from obtaining adequate funding. 

Hahn, Harlan. Toward a Politics of 
Disability: Definitions, Disciplines, and Policies. 
The Social Science Journal; October 1985; 22(4): 
87-105. 

Cassie statement of the shift from the 
medical model of disability and from the 
economic ( rehabilitation) model of disability to · 
the sociopolitical ( minority group) inodel which 
calls for public policy changes which shape the 
environment from a discriminatory one to one 
which is open to all people. This change calls 
for a restructuring and reconceptualization of 
research on disability and disabled persons. 

Hahn, Harlan; Longmore, Paul K. The 
Emergence of the Study of Disability and Society 
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at the University of Southern California.. 
AHSSPPE Bulletin; 1986; 4: 13-19. 

A review of the emergence of Disability 
Studies at USC alorig with its present role and 
its future. 

Kriegel, Leonard. Uncle Tom and. Tiny 
Tim: Some Reflections on the Cripple as Negro. 
The American Scholar; 1969; 38: 412-30. 

In this excellent article which was a 
ground breaker in the area of attitudes, Kriegel 
writes about the Black militants who were (in the 
late 1960's) appearing on late night 1V talk 
shows presenting their case. Disabled persons 
did not appear because their militancy, he writes, 
would have been laughed at. "The homosexual 
pn public display titillates, the gangster 
fascinates, the addict touches - all play upon a 
nation's voyeuristic instincts. The cripple simply 
embarrasses. Society can see· little reason for 
recognizing his existence at all." Citing Franz 
Fanon's comment in Black Skins, White Masks 
that fervor is· the weapon chosen by the 
impotent, Kriegel concludes: "Uncle Tom and 
Tiny Tim are brothers under the skin.". 

Longmore, Paul K. A Note on·Umguage 
and the Social Identity of Disabled People. 
American Behavioral Scientist; January-February 
1985; 28(3): 419-23. . 

The language used to describe disabled 
persons reinforces their stigmatized role. 
Alternative euphemistic terms do the same thing. 
The emerging minority group language about 
disabled people escapes this drawback. 

Longmore, Paul K. Screening 
Stereotypes: Images of Disabled People. Social 
Policy; Summer 1985: 31-37. 

Excellent discussion of the media image 
of disability as evi1/criminal and as a problem of 
emotional coping. The social function of the 
coping image is to emphasize the role of 
individual character and that a disability is a 
personal attribute. In this way non-disabled 

. people are excused from blame for supporting 
discriminatory attitudes and barriers. 

Murphy, Robert F.; Scheer, Jessica; 
Murphy, Yolanda; Mack, Richard. Physical 
Disability and Social Liminality: A Study in the 
Rituals of AdversitJ. Social Science and 

Medicine; 1988; 26(2): 235-42. 
The problems with the social deviance 

model of disability are discussed and it. is rejected 
as not being useful. Instead a model based upon 
the study of ritual is put forth. Disabled people 
are viewed as in a liminal state in the sense _of 
being socially undefined and in a permanent 
transitory state. 

Oliver, Mike. Social Policy and 
Disability: Some Theor~tical Issues. Disability, 
Handicap & Society; 1986; 1(1): 5-17. 

Current ways of theorizing about. 
disability are not adequate because almost all 
writers have a "personal tragedy" view of 
disability. Several social policy works are 
analyzed showing their shortcomings. 

Parry, John W. Using the Reporter to 
Research Key Americans with Disabilities Act 
Provisions. Mental and Physical Disabilities Law 
Reporter; January-February 1991; 15(1): 16-19. 

An extensive demonstration of how · 
earlier issues of the Mental and Physical 
Disabilities Law Reporter can be used to answer 
or anticipate the answers to questions arising 
under the ADA. 

Pfeiffer, David. An Annotated 
Bibliography of Scholarly and Professional 
Periodicals in the Field of Disability Studies .. 
Disability Studies Quarterly; Fall 1987; 7: 26-32. 

Pfeiffer, David. An Annotated 
Bibliography: Comparative and Cross Cultural 
Studies of Disabilities. Disability Studies 
Quarterly; Spring 1990; 10(2): 33-36. 

Pfeiffer, David. An Annotated 
Bibliography on Disability and Demography. 
Disability Studies Quarterly; Summer 1990; 
10(3): 35-39. . 

Pfeiffer, David. An Annotated 
Bibliography on the Media and Disability. 
Disability Studies Quarterly; Fall 1990; 10(4): 
35-38. 

Pfeiffer, David. An Annotated 
Bibliography on Disability Policy. Disability 
Studies Quarterly; Summer 1991; 11(3): 46-50. 

Pfeiffer, David. An Annotated 

i. 
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Bibliography on Personal and Home Care 
Assistance. Disability Studies Quarterly; Fall 
1991; 11(4): 48-53. 

• Pfeiffer, David. An Annotated 
Bibliography on Disability Studies Classics. 
Disability Studies Quarterly; Winter 1991; 11(1):

.ti 53-56. 
Pfeiffer, David. An Annotated 

Bibliography on the Politics of Disability. 
Disability Studies Quarterly; Summer 1992; 
12(3): 54-57. 

Pfeiffer, David, An Annotated 
Bibliography of Selected Disability Studies 
Publications in 1991. Disability Studies Quarterly; 
Winter 1992; 12(1): 79-81. 

Pfeiffer, David. An Annotated 
Bibliography on Persons with Mental Illness. 
Disability Studies Quarterly; Spring 1993; 13(2):
65-68. : .. 

Pfeiffer~ David. Annotated Bibliography 
on Genetics and Disability. Disability Studies 
Quarterly; Summer 1993; 13(3): 5S-59. 

Pfeiffer, David. A Bibliography on 
Disability Policy. An Independent Living 
Ap_proach to Disability Policy Studies. Susan T. 
Brown (editor). Oakland: World Institute on· 
Disability; 1993: 61-162. 

An extensive bibliography of 983 items 
categorized into access, advocacy, attitudes, 
education, employment, health, housing, 
independent living, reference, rehabilitation, and 
transportation. 

Pfeiffer, David. Disability Simulation · 
Using a Wheelchair Exercise. Journal of 
Postsecondary Education and Disability; Spring 
1989; 7(2): 53-60. 

Content analysis of weekly journals of 
students in disability studies courses over five 
years regarding a wheelchair exercise. Strong 
positive reaction was found along with comments 
about the value of the exercise. Notes that 
control must be kept of the exercise, that it must 
be voluntary, and that afterwards the students 
must be given. the opportunity to discuss what 
happened•. 

Pfeiffer, David. Disabling Definitions:. Is 
the World Health Organization Normal? New 

· England Journal of Human Services; 1992; 11(3): 
4-~• 

A discussion of how the medical model's 
presupposition of "normal" activity in the WHO's 
definition of disability is prejudicial toward 
persons with disabilities. 

Pfeiffer, David. Introduction: The 
Disability Perspective. The DisabilitV Perspective: 
Variations on a Theme. David Pfeiffer, Stephen 
C. Hey, Gary Kiger (editors). Salem, OR: The 
Society for Disability Studies and Willamette . 
University; 1993: 1-5. 

A person with a disability is a· survivor 
who has empathy with other disadvantaged 
people, who has a sense of injustice, who asks 
why things happen, and adheres to a moral code. 
Because of these experiences the person with a 
disability struggles to change society. This 
struggle results in anger, depression, and 
cynicism, but we seek to continue the struggle. 
Some of the papers in the volume express the 
disability perspective and some only continue the 
discussion. · 

Pfeiffer, David. A Selected Bibliography 
of Disability Studies Publications in 1992. 
Disability Studies Quarterly; Winter 1993; 13(1): 
77·80. 

Pfeiffer, David. Teaching About 
Disability - I. Disability and Chronic Disease 
Quarterty; January 1985: 23-24. 

Description and discussion of Disability 
Studies courses offered at Suffolk University in 
the MP A program. 

Pfeiffer, David. Teaching About 
Disability - II. Disability Studies Quarterly; Fall 
1985: 23-24. 

Further discussion of Disability Studies 
courses offered in the MPA program at Suffolk 
University. Includes types of speakers and 
organization of lectures. 

Pfeiffer, David; Novak-Krajewski, Alexa. 
The Emergence of Disability Studies. The 
AHSSPPE Bulletin; 1983; 1: 116-22. 

A discussion of the emergence of ; 
Disability Studies as an academic field. 
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Pfeiffer, David; Schein, Andrea. 
Disability Studies as. a Field. Disability Studies 
Quarterly; Fall 1987; 7: 1-3 . 

. Brief discussion of the field of Disability_ 
Studies outlining its method and content. 

A Readers'/Writers' Guide to Periodicals 
in the Disability Field. Third edition; Kent, Ohio: 
Committee to Promote Writing in Disability 
Studies; 1989. 

A guide to about 85 periodicals for 
writers who are disabled and writing for readers 

·who are disabled - described as "a legitimate, if 
minority, literature .... " Contains information on 
what types of writing are wanted by the 
periodical, addresses, and payment (if any). 
Specifically states it is not a guide covering 
professional journals~ 

Scheer, Jessica; Groce, Nora. 
Impairment as a Human Constant: 
Cross-Cultural and Historical Perspectives on 
Variation. The Journal of Social Issues; Spring 
1988; 44(1): 23-37. 

The authors argue that disability is a 
constant across cultures and times, but the 
response to disability is very different. 

Scotch, Richard K. Politics and Policy in 
the History of the Disability Rights Movement. 
Milbank Quarterly; 1989; 67(Supplement 2, Part 
2):380-400. . 

. A discussion of the history of the 
disability rights movement since the 1960's. 

Shakespeare, Tom. Disabled People's 
Self-Organization: · A New Social Movement? 
Disability, Handicap & Society; 1993; 8(3): · 
249-64. 

Over the last twenty years people with 
disabilities emerged as a political force, especially 
in the USA and in Britain. The new social 
movement theory which has also emerged can 
not adequately understand this political 
movement. 

Sobsey, D.; Gray, S.; Wells, D.; Pyper, 
D.; Reimer-Heck, B. (editors). Disability. 
Sexuality, and Abuse: An Annotated 
Bibliography. Baltimore: Paul H. Brookes; 1991. 

An annotated bibliography of some .1200 
items showing that · persons with disabilities are 

76 

1.5 times more likely to be sexually assaulted , 
than non-disabled persons. Such crimes are not 
always CQnsidered. to be serious since the victim 
is disabled. And the very services designed to 

'assist disabled people put them at the greatest . 
risk. 

Sport and Recreation for the Disabled: 
A Bibliography, 1984-1989. Gloucester, Ontario: 
Sport Information Resource Centre; 1991. 

· Contains over 4000 references to 
publications on all aspects. of sports and 
recreation, for persons with disabilities. 

Thompson-Hoffman, Susan; Gaston, 
Marcia A. (editors). Disability in the United 
States: A Portrait from National Data. New 
York: Springer Publishing Co.; 1991. 

The editors worked for a decade 
coordinating and analyzing federal disability 
statistics. A wide variety of sources are used. 
Tables, charts, and narratives are presented. 

United Nations Statistical Office. The 
Disability Statistics Compendium; 1990. 

Data on 55 countries on variables 
including age, sex, residence, marital. status, 
education, economic activity, living arrangements, 
disability, characteristics of household, and aids 
used. 

Wilson, Marian E. (compiler). SSA 
Research and Statistics Publications Catalog. 
Washington, D.C.: Social Security 
Administration; 1989. 

Although a catalog, the entries are 
annotated and provide the best survey and 
introduction to data and reports available from 
the Social Security Administration.· Updated 
periodically. 

Zola, Irving Kenneth. Depictions of 
Disability Metaphor, Message, and Medium in m 

the.Media: A Research and Political Agenda. 
The Social Science Journal; October 1985; 22(4): 
5-17. . 

In the media using disability as a 
metaphor conveys negative messages about 
disabled persons and has a pejorative effect upon . 
society. 

Zola, Irving K. Disability Statistics, What 



We Count and What It Tells Us: A Personal 
and Political Analysis. Journal of Disability Policy 
Studies; 1993; 4(2): 9-39. 

We tend to view disability as "fixed" and .. "dichotomous": a person is either disabled or not 
disabled, but disability is more "fluid" and 
"continuous." Disability statistics vary· in a valid 
way according to the purpose for which they· are 
gathered. · 

·Zola, Irving Kenneth. Missing Pieces. 
Philadelphia: Temple University Press; 1982. 

A most interesting book. The first nine 
chapters are truly a chl'.onicle of living with a 
disability although they focus exclusively on 
physical disability. Chapters 10 and 11 
contribute a great deal to the intellectual 
framework needed to understand disabled people 
and their experiences. · 

Zola, Irving Kenneth. Toward the 
Necessary Universalizing of a Disability Policy. 
The Milbank Quarterly; 1989; 67(Supplement 2, 
Part 2): 401-28. 

It is the fit between the environment and 
the impairments of people which produce the 
issues confronting persons with disabilities. 
There are changes which can be made in 
housing, transportation, and employment policies 
which would increase the quality of the daily life 
of disabled persons. Everyone will eventually 
have a chronic illness· and activity limitations so 
that universal adaptations are needed to avoid 
the segregation. of persons with disabilities which 
exist today. · 
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THE SOCIETY PAGES 

Susan. Foster, Secretary 
Society for Disability Studies 

If you are not a member of the Society for · 
Disability Studies (SDS), we invite you to 
consider joining our group. SDS is a nonprofit 
scientific and educational organization 
established to promote interdisciplinary research 
on humanistic and social scientific aspects of 
disability and chronic illness. For further 
information on SDS, contact Corinne Kirchner, 
Membership Chair, American Foundation for the 

. Blind, 15 West 16th Street, New York, NY, 
10011; or call her at 212-620-2140. 

Program Notes 

The Society for Disability Studies' seventh annual 
meeting will be ·held June 23-25, 1994, at the 
Crowne Plaza Hotel in Rockville, MD ( easily 
accessibl~ from the Washington, DC,. subway · 
line). Special attention wi11 again be given to 
assure that a11 sessions, organized events, and 
other activities at this year's meeting are 
accessible to all attendees. Sign interpreters will 
again be available, and presenters will be 
required to make information and materials 
available in multi-formats. Elaine Makas, 
University of Southern Maine-Lewiston/Auburn 
Co1lege, and Randy Davis, the Dole Foundation, 
are Co-chairs of the 1994 SDS Program . 
Committee. Devva Kasnitz, World Institute on 
Disability is in charge of program accessibility. 

Registration packets containing hotel reservation 
forms, information on travel to the hotel from· 
the airports or the train station, accessibility 
informatiQn, and a preliminary program were 
distributed in March to all Society members. 
Sara Watson and Barbara Altman are Co-chairs 
of the Arrangements Committee for the 1994. 
meeting. If you did not receive a packet or 
would like more information regarding local 
arrangements, please contact Barbara at 14608 
Melinda Lane, Rockvi1le, MD 20853. Barbara 
may also be reached at (w) 301/594-1400 or 
(Bitnet) BXO@NIHCU or (Internet) 
BXO@CU.NIH.GOV. 

We are especially asking conference participants 
to volunteer·to staff the conference registration 
. desk. A sign up sheet was in the packet you 
received in March. Anyone who would register 
under the student/low income rate can attend for 
free if they wi11 work for half a day~ If you are 
interested, please be sure to fill out the form and 
return it with your registration. 

We look forward to seeing many familiar faces at 
this year's meeting, and we look forward to . 
welcoming all newcomers to our group. 

Preliminary Program for the SDS 1994 Annual 
Meeting 

1HURSDAY, JUNE 23 

8:30-10:00 Concurrent Sessions 

SESSION ONE. THE EMPOWERMENT OF 
PERSONS WITII DISABILITIES 
"The paradigm of personal misfortune: Attitudes 
about persons with disabilities" -- Harlan: Hahn, 
University of Southern California, Los Angeles, 
CA 1 

"A case study of sociopolitical activity in one 
disability group: People who stutter" -- Miriam 
F. Hertz, Abt Associates Inc., Cambridge, MA 
~Intergroup relations: Political action and · 
identity in the deaf community" -- Petra Rose & 
Gary Kiger, Utah State University, Logan, UT 
"The opinions of wo~kers with intellectual 
disabilities on the conditions of their life and 
work, collected for and by themselves" --
Dominique Velche, CTNERm, Paris, France 

SESSION 1WO. SDS MEETS THE ICIDH: IS 
(DIS)ABILITY CLASSIFICATION 
HANDICAPPED? 
-- Mitchell P. LaPlante, Institute for Health and 
Aging, University of California, San Francisco, 
CA 
-- Gerry Hendershot, National Center· for Health 
Statistics, Hyattsville, MD 
-- Karin A. Behe, The National Rehabilitation 
Hospital Research Center, Washington, DC 
-- and others to be announced 

10:30·12:00 Concurrent Sessions 

SESSION ONE. USING PERSONAL 
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HISTORIES AS RESOURCES IN 
DISABILITY STUDIES 
"Identity, access, and advocacy: Personal -
disability history life events and transitions in life 
course research" -- Devva Kasnitz, World 
Institute on Disability, Oakland, CA 
"Inclusion beyond the classroom: · Asking persons 
with disabilities about education" -- Carol J. Gill 
& Larry A. Voss, Chicago Institute of Disability 
Research, Willowbrook, IL 
"The experiences of university students with 
disabilities: The impact of ~ender and age of 
onset" -- Judith Sandys, Milana Todoroff, & Gary 
Woodill, Ryerson 1Polytechnic University, 
Toronto, Canada -
"'My good leg d<>e$n't like me anymore': 
Interpretations of the disablement process" -- M. 
Luborsky, J. Scheer, M. Deppen, & K. 
McGowan, Philadelphia Geriatric Center, 
Philadelphia, PA, and the National 
Rehabilitation Hospital Research Center, 
Washington, DC 

SESSION TWO. STRUCTURING 
DISABILITY POLICY 
"Rights theory and disability policy" -- Kay 
Schriner, -University of Arkansas, Fayetteville, 
AR 
"Honorable disability: The development of 
Canadian disability- policy for World War II 
veterans" -- Mary Tremblay, School of 
Occupational Therapy and Physiotherapy, 
McMaster University, Hamilton, Ontario, Canada 
"Feasibility study for a personal assistance 
sc;rvices home and community-based (2176) 
Medicaid waiver program" -- Raymond Glazier, 
Abt Associates Inc., Cambridge, MA 
'The cost of a national system of personal 
assistance services" -- Lance C. Egley, Research 
and Training Center on Public Policy in 
Independent Living at the World Institute on 
Disability, Oakland, CA 

1:30-3:30 LIFE AND DEA1H ISSUES: THE 
PLACEMENT OF "DO NOT 
RESUSCITATE" ORDERS ON CHILDREN 
WITH DISABILITIES 

Moderator-- John D. Kemp, United Cerebral 
Palsy Associations, Washington, DC 
-- Carol Gill, Chicago Institute of Disability 
Research, Willowbrook, IL 

-- Elaine Makas, Research Consultant, Lewiston, 
ME 
-- and others to be announced 

3:30-4:30 Keynote Speech 

-- Judy Heumann, Assistant Secretary, Office of 
Special Education and Rehabilitative Services, 
Washington, DC 

5:00-6:30 INSIDE WASHINGTON: 
PERSPECTIVES OF PEOPLE Wl1H 
DISABILITIES INSIDE GOVERNMENT 

- Thomas Hehir, Director of Special Edu~tion 
Programs, Office of Special Education and· 
Rehabilitative Services, Washington, DC 
-- Howard Moses, Deputy Assistant Secretary of 
the Office of Special Education and 
Rehabilitative Services, and Acting Commissioner 
of the Rehabilitation Services Administration, 
Washington, DC 
-- Katherine D. Seelman, Director, National 
Institute on Disability and Rehabilitation 
Research, Washington, DC 

6:30-7:30 Reception 

8:00-9:30 Concurrent Sessions 

SESSION ONE. TEACHING DISABILITY 
STUDIES IN THE ACADEMY: 
CONCEPTUAL FOUNDATIONS AND 
EXAMPLES . 
"The Disability Studies Project: Broadening the 
parameters of diversity" -- Simi Linton, Disability 
Studies Project, Hunter College, New York, NY 
"Explorations of disability studies courses" --
David Pfeiffer, Suffolk University, Boston, MA, 
Karen Yoshida, University of Toronto, Sandra 
_Carpenter, Office for Disability ·issues-Ministry of 
Citizenship, Ian Parker, Centre for Independent 
Living in Toronto/Attendant Care Action 
Coalition, Hazel Self, The Gage Transitional 
Living Centre, West Park Hospital, & Vic Willi, 
Centre for Independent Living in Toronto, 
Toronto, Canada 
"Disability policy studies and its relations to 
disability studies".-- Susan Brown, Jeanne Elliott, 
& Devva Kasnitz, Research and Training Center 
on Public Policy in· Independent Living, World 
Institute on Disability, Oakland, CA 
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'Teaching about disabling images in media and 
literature" -- Sue Kroeger, Office of Disability 
Services, University of Minnesota, & Marj· 
Schneider, St. Cloud State University and 
Metropolitan State University, ~inneapoJis, MN 
"Disability studies in the teacher education 
curriculum" -- Parnel Wickham-Searl, Dowling 
College, Cutchogue, NY · 

SESSION 1WO. INCREASING ACCESS TO 
ASSISTIVE TECHNOLOGY 
"Augmentative communication: Becoming 
empowered through technology" -- Teresa 
McKee & Kirk Behnke, Augmentative 
Communication and Empowerment Supports, 
Temple University, Philadelphia, PA . 
"Assistive technology: Problems and policy . 
alternatives" -- Bonnie L. O'Day, The Florence 
Heller School of Social Welfare Policy, Brandeis 
University, Waltham, MA · 
"The family and technology use at home: Results 
of a national survey" -- Adele Schwartz, Hunter 
College School of Social Work of the City 
University of New York, New York, NY 
"Reaching out to individuals with disabilities who 

·are members of minority communities: Not the· 
usual route" -- Paula Sotnik, Seaside Education 
Associates, Lincoln Center, MA 

FRIDAY, JUNE 24 

8:00-9:00 Roundtables 

"Innovations to accommodate students with 
disabilities in higher education" -- Betty Aune, 

. Disability Services, University of Minnesota, 
Minneapolis, MN; Jeff Porter, National 
Technical. Institute for the Deaf, Rochester 
Institute of Technology, Rochester, NY 
"Doctors' disability discourse: Why physicians 
don't come to Society for Disability Studies 
meetings" -- Anthony Bale, New York University 
School of Medicine-Bellevue Hospital, New 
York, NY 
"Changing roles in job coaching and supported · 
employment: Research results from a three year, 
national study" -- Lynda D. Brown, Human 
Services Research Institute, Salem, OR,· & 
Sieg)inde A. Shapiro, Temple University and 
Commonwealth Mentor Group, Inc., 
Philadelphia, PA 

· "The portrayal of disability in fairy tales" -- Rus 
Cooper-Dowda, Access Media, Oakland, CA; 
Beth Franks, Hobart and William Smith 
Colleges, Geneva, NY 
"Disability across the life span: Communication 
between adults with disabilities and parents of 
children with disabilities" -- Rosalyn Benjamin 
Darling, Beginnings, Johnstown, PA 
"The residential segregation of persons with 
disabilities" -- Philip M. Ferguson, University of 
Oregon, Eugene, OR; William P. Kladky, Kladky 
and Associates, Inc., Baltimore, MD 
"Educational labeling of children" -- Susan Gabel, 
Madonna University, Livonia, MI; Gary Woodin, 
Ryerson Polytechnic University, Toronto, Canada 
"Disability and religion" -- Susan Foster, National 
Technical Institute for the Deaf, Rochester 
Institute· of Technology, Rochester, NY; Hannah 
Gershon, Brandeis University, Waltham, MA; 
Fred Hafferty, University of Minnesota-Duluth, 
School of Medicine, Duluth, MN 
"Identity and identity formation in the disability 
community using a diversity or minority group 
model" -- Carol Gill, Chicago Institute of 

· Disability Research, Willowbrook, IL, Stephen 
Gilson, School of Social Work, Virginia 
Commonwealth University, Richmond, VA, & 
Anthony Tusler, Disability Resource Center, 
Sonoma State University, Rohnert Park, CA 
"Community assessment: Development of 
measurement to assess community response to 
disability-related needs" -- Margaret Kieth & 
Jeanne. Elliot, World Institute on Disability, 
Oakland, CA, & Susan Stoddard, InfoUse, 
Berkeley, CA 
"The Americans with Disabilities Act: Is it 
working?" -- Philip G. Leath, The University of 
New Mexico, Albuquerque, NM; David Pfeiffer, 
Suffolk University, Boston, MA 
"Women with disabilities and reproductive rights" 
-- Phyllis Rubenfeld, Hunter College of The City 
University of New York, New York, NY; Gregor 
Wolbring, Canadian Disability Rights Council on 
the Topic ·of Reproductive Technology, 
Winnipeg, Canada 
"The Holocaust and the deaf community" -- John 
S. Schuchman, Gallaudet University, Washington, 
DC 
"Managing the interface between treatment 
technology and individuals with disabilities: An 
emerging role for behavioral science in health 
care" -- Keith J. Slifer, Roberta Babbitt, Marilyn 

., 
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Cataldo, Arlene Gerson, Gary Pace, & Cindy 
. Tucker, The Kennedy Krieger Institute, 
Department of Behavioral Psychology, & The 
Johns Hopkins University School of Medicine, 
Department of Psychiatry and Behavioral 
Sciences, Baltimore, MD; J. Gary Linn, 
Tennessee State University & Veterans 
Administration, Kristen M. Holzapfel, Veterans 
Administration, & Van A. Cain, Tennessee State 
University, Murfreesboro, 1N 

9:30-10:30 Posters 

"Self-assessed changes .in the wealth of disabled-
)Vorker beneficiaries" -- Timothy L. Armstrong, 
Institute· for Health and Aging, University of 
California, San Francisco, CA 
"Disability Rights Education Defense Fund: A 
case study of contemporary disability history" --
Ruth Brannon & Karin Bebe, The National 
Rehabilitation Hospital Research Center, 
Washington, DC 
"Family Health Study" -- Marci Catanzaro, 
University of Washington, Seattle, WA, & 
Qarann Weinert, Montana State University, 
Bozeman, MT 
"Just how good is real-time captioning?" "".- John 
S. Qogston, Northern Illinois University, 
DeKalb, IL , 
"Sensitivity to the family" -- Marion Cohen, 
Temple University, Philadelphia, PA 
"Following the thread: A virtual support group 
for multiple sclerosis" -- Gerald Gold, York 
University, North York, Ontario, Canada 
"Using Internet as a resource for disability 
studies" -- Fred Hafferty, University of . 
Minnesota-Duluth, School of Medicine, Duluth, 
MN 
"The place of the disability press in U.S. history: 
Creating a research agenda" -- Beth Haller, 
Temple University, Philadelphia, PA 
"Disability days and psychopathology" -- Anthony 
C. Kouzis & William W. Eaton, The Johns 
Hopkins University School of·Hygiene and Public 
Health, Baltimore, MD 
"Productive child-caregiver interaction: The 
foundation of psychosocial development" --
Martin Kozloff, Boston University, Boston, MA 
"Income adequacy of working aged people with 
severe disabilities: A gender and family analysis" 
-- Mitchell P. LaPlante, Institute for Health and 
Aging, University of California, San Francisco, 

CA 
"Psychosocial reactions to neuromuscular 
disorders" -- Hanoch Livneh, Portland State 
University, Portland, OR, & Richard F. Antonak, 
University of North Carolina, Charlotte, NC 
"Accuracy and consistency of estimates of the 
population of people with disabilities in the 
United States" -- Mark McAdam (Dole Intern), 
Lance Egley, Research and Training Center on 
Public Policy in Independent Living at the World 
Institute on Disability, Oakland, CA, & Barbara 
Altman, Agency for Health Care and Policy 
Research, Rockville, MD 
"Disability statistics from decennial censuses: 
1990 data products and planning for the year 
2000" --·Jack McNeil, U.S. Bureau of the Census, 
Washington, DC 
"Abuse and neglect of people with disabilities by 
personal care providers: An exploratory survey" 
-- Julianne S. Oktay, Catherine A. Tompkins, & 
Carole Downing, University of Maryland School 
of Social Work, and Marylanders for Adequate 
Attendant Care, Baltimore, MD 
"Making it blind: Primary and secondary 
response.s of the family to blindness!' -- Tony 
Sommo, Rowan College .of New Jersey, 
Glassboro, NJ 
"Does cont~ influence boys' and girls' attitudes 
toward children with disabilities?" -- Renata 
Staron, St. Anselm College, Manchester, NH 
"The role of psychopathology in the onset and 
course of disability: A population-based study" --
Sherri. Tepper, National Rehabilitation Hospital _ 
Research Center, Washington, DC 

11:00-12:00 Invited Speaker 

-- Marcus Fuhrer, Director, National Center for 
Medical Rehabilitation Research 

12:00-1:30 Luncheon · 

1 :30-3:00 Concurrent Sessions 

SESSION ONE. NCMRR: ENHANCING 
THE QUALITY OF LIFE OF PEOPLE WITH 
DISABILITIES 1HROUGH RESEARCH 
-- David Gray, Deputy Director, National Center 
for Medical Rehabilitation Research 
-- Peter Axelson, Beneficial Designs, Inc., Santa 
Cruz, CA · '-
-- Peg Nosek, Baylor College of Medicine, 
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Houston, TX 
-- Margaret G. Stineman, Department of 
Rehabilitation Medicine, University of 
Pennsylvania, Philadelphia, PA 
-- Mitch Tepper, Rutgers University, Newark, NJ 
-- and others to be announced 

SESSION 1WO. DEFINING DISABILITY 
"Dis/ability as· dis/course: Eating disorder and 
the challenged ,culture" -- Marcy J. Epstein, 
University of Michigan, Ann Arbor, MI 
"Aestheticizing the disabled .body: The writings 
of Christy Brown and Nancy Mairs" -- Patrick 
McDonagh, Concordia University, Montreal, 
Canada 
"International media and the language of 
disability" -- ·Venta Kabzems, Education 
Programming Consultant, Edmonton, Alberta, 
Canada · 
"Who gets to be called 'deaf? Cultural conflict 
between deaf populations" -- Hannah Gershon, 
Brandeis University, Waltham, MA 

· ·3:30-5:00 Concurrent Sessions 

SESSION ONE. IMPLEMENTATION OF 
THE AMERICANS WITH DISABILITIES 
ACT 
"State and local government response to the 
ADA" -- David Pfeiffer & Joan Finn, Suffolk 
University, Boston, MA 
"Perceptions of progress under the ADA: A 
survey of persons with Disabilities" -- Martha 
McGaughey, Brandeis University, Waltham, MA· 
"How workers who have disabilities perceive the 
employment provisions of the 1990 Americans 
with Disabilities Act" -- Bob Worthington, New 
.Mexico State University, Las Cruces, NM 
"ADA activities of professional and trade 
associations" -- Susan Foley, 
Brandeis University, Waltham, MA 
"An inside look at a small mid-western 
community's attempts to comply with the 
Americans with Disabilities Act: Some 
preliminary personal observations and qualitative 
research findings" -- G. Thomas Behler, Ferris 
State University, Big Rapids, MI 

.SESSION 1WO. RACFJETHNICITY AND 
DISABILITY 
"The relationship of interest in independent 
living to ethnicity, demographic cl!aracteristics 

and disability-related variables" -- Marsha 
Lichtenstein, Salem State College, Salem, MA 
· "'Not just. a White person's disease': The 
experience of African-Americans with multiple 
sclerosis" -- Christine A. Loveland, Shippensburg 
University, Shippensburg, PA 
. "Luiseno Indian chronic illness behaviors" --
Diane Weiner, University of California, Los 
Angeles, CA 
"The disabled Asian American identity" -- Joanne 
Y. Yamada, Pacific Basin Rehabilitation · 
Research and Training Center, John A. Bums 
School of Medicine, University of Hawaii, 
Honolulu, HI 

5:30-6:30 Business Meeting 

6:30-7:15 EXPRESSIONS OF DISABILITY 

Prose and poetry readings -- Marion Cohen, 
Temple University, Philadelphia, PA 

Dramatic presentation -- Robert DeFelice, 
Monroe Community College, Rochester, NY 

SATURDAY, JUNE 25 

7:30-8:30 Breakfast to welcome new members 

8:30-10:00 Concurrent Sessions 

SESSION ONE. IMAGES OF DISABILITY 
"Literary treatment of people with physical 
disabilities: An overview" -- Barbara E. 
Bergquist, University of Pue.rto Rico, Rio 
Piedras, PR 
"Ability and disability in ancient Greek warfare" -
.- Martha Edwards, University of Minnesota, 
Minneapolis, MN 
"The 'differently abled' as symbols and agents of 
revolutionary change in contemporary Latin 
American fiction" -- Victoria Cox University of 
Maryland, College Park, MD 
"Disability images: Photographic constructions of 
"feeble minds" at Letchworth Village, New York" 
ma James W. Trent, Southern Illinois University, 
Edwardsville, IL· 

SESSION,1WO. WASHINGTON HEALTH 
CARE REFORM UPDATE: A GUIDE FOR 
USERS AND ADVOCATES 

., 
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Moderator -- Simi Litvak, World Institute on 
Disability, Oakland, CA . 

Invited representatives of Congressional offices 
and disability advocacy groups involved in health 
care policy reform 

J ·10:30-12:00 Concurrent Sessions 

SESSION ONE. EMPLOYMENT-
OPPORTUNITIES FOR AMERICAN 
INDIANS WITH DISABILITIES: THE 
INDIAN HEALTH SERVICE 
-- C-ecelia Heftel, Indian Health Service, 
Rockville, MD 
-- .Elaine Makas, Research Consultant, Lewiston, 
ME 
-- Catherine A. Marshall, American Indian 
Rehabilitation Research & Training Center, 
Northern Arizona University, Flagstaff, AZ 
-- Barry Pok:rass, Indian Health Service, 
Rockville, MD 

SESSION 'IWO. EXPANDING 
COMMUNICATION- CONCEPTS 
"Augmentative communication: Making meaning 
through technology" -- Beth Haller, Temple 
University, Philadelphia, PA 
"Breaking the silence: Experiences in 
augmentative communication discourse" --
Semyon Rahkman, Temple University, 
Philadelphia, PA 
"Poetics and politics of the body: Toward an 
·understanding of American Sign Language 
literature" -- Dirksen Bauman, Binghamton 
University, Binghamton, NY 
"1be ghost in the machine: Limiting concepts of 
the body in speech communication/performance 
studies textbooks" -- Jim Ferris, Georgia 
Southern University, Statesboro, GA 

1:30-3:00 Concurrent Sessions 

SESSION ONE. UNIVERSITY AFFILIATED 
PROGRAMS: INNOVATION, TRAINING, 
AND LEADERSHIP IN DEVELOPMENTAL 
DISABILITIES 
-- Gail E. Evans, Administration on 
Developmental Disabilities, Washington, DC 
-- Diane Nelson Bryen, Institute on Disabilities, 
Temple University, Philadelphia, PA 

• Michael S. Chapman, The Kennedy Krieger 

Institute, The Johns Hopkins University, 
Baltimore, MD 
-- Fred P. Orelove, Institute for Developmental 
Disabilities, Virginia Commonwealth University, 
Richmond, VA 

SESSION 1WO. DISABILITY COMMUNITY 
AND DISABILITY CULTURE: WHAT ARE 
THEY AND WHO CARES? 
-- Adrienne Asch, Boston University, Boston, MA . 
-- Sharon Barnartt, Gallaudet University, 
Washington, DC . 
-- Thomas Behler, Ferris State University, Big 

) Rapids, MI 
-- Barbara White, Gallaudet University, 
Washington, DC 

3:30-5:00 Concurrent Sessions 

SESSION ONE. WOMEN WITH 
DISABILITIES 
"'A cripple makes an indifferent heroine'? The 
ideology of disability in 18th and 19th century 
novels" -- Cindy LaCom, Slippery Rock 
University, Slippery Rook, PA 
"The discourse of disability in novels by women 
writers" -- Maria Anastasopoulou, University of 
Athens, Greece, and Visiting Fellow, University 
of Maryland, College Park, MD 
"Enacting a sociology of acceptance: Doris 

· Lessing's The Diary of a Good Neighbor'" -· 
Rosemarie Garland Thomson, Howard 
University, Washington, DC 
"Disability, motherhood and the. reproductive 
politics of exclusion: An historical look" -- ·Caire 
Reinelt, Brandeis University, Waltham, MA 

SESSION TWO. TOWARD A NEW 
ECONOMICS OF DISABILITY 
-- Corinne Kirchner, American Foundation for 
the Blirid, New York, NY 
-- Marjorie Baldwin, East Carolina University, 
Greenville, NC 
-- William G. Johnson, University of Arizona, 
Tempe, AZ 
-- and others to be announced 

For more information on the 1994 program, 
contact Elaine Makas, Co-chair of the 1994 SOS 
Program Committee, Lewisto~-Aubum College 
of the University of Southern Maine, 51-55 
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Westminster Street, Lewiston, ME 04240 (h/w) 
201n84-5726. 

And Last, But Not Least 

If you would. like· further information on any of 
the items in these "Society Pages" but don't know 
who to call, please feel free to contact Susan 
Foster, Rochester Institute of Tec~ology, 
National Technical Institute for the Deaf, 52 
Lomb Memorial Drive, Rochester, NY 14623-
5604, phone 716/475-6137, (internet) 
SBFNIS@RITV AX. 
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