
Editor: Irving Kenneth Zola Managing Editor: Janet Boudreau 

C:0:Editors for this issue: Elissa Chandler, AIDS and Disability Project, World Institute on Disability, 510 
16th Street, Oakland, CA 94612. (510'."763-4100) and Gary Stein The Orphan Project, 121 6th Avenue; New 
York, NY 10013 .. (212-925-5290). 

Issue Theme: AIDS 

Dear Reader, 

AIDS is our frill theme. The literature and issues are vast. This can be but a modest 
beginning • . 

1995 will begin as uslllll with a generic issue (Deadline December 1, 1994). Spring willfol/ow 
with Media 111 (Deadline March 1, 1995) with John Clogston (Dept. ofJournalism, Nonhem Illinois 
University, DeKalb, IL 60115-2865. Tel 815-753-7008) and Beth Haller ofPenn State (37 S. 18th St.JI 
Camp Hill, PA 17011. Tel 717-737-9833) as co-editors. Summer 1995 will focus on Spirituality and 
Religiosity (Deadline June 1, 1995) with Fred Rafferty (Behavioral Science, University ofMinnesota 
Medical School, Duluth, MN 55812. Tel 218-726.,,7144). 1995 concludes with a Fall emphasis on 
Disability Culture with Steven E. Brown as editor (Institute on Disability Culture, 2260 Sunrise Point 
Rd,, Las Cruces, NM 88011. Tel/FAX/Tl'D 505-522-5225). 

In between this, the last issue of 1994 and the first (Winter) issue of1995 you will receive your 
subscription· form. Expenses all, around are creeping up - printing, telephone, mailing, even shipping 
envelopes as are maintenance and the need for new equipment. Thus depending on your subscription 
category, the increase may range from 11 to 16%. According to one subscriber we "deliver the best 
product around." We hope you agree and will continue to support DSQ~ 

As we are about to gear up for our 15th year thank you for all your suggestions and criticisms. 

Mea culpa - typos from VoL 14 No. 3. National. Health Care Reform. All through Barbara 
Kral Wuson's dissertation abstract (p17-18)., the word 'homemaker' is misspelled as 'haymaker'. Our 
apologies. 

'£he Editors 

510 16th Street 
Oakland, CA 94612 

AIDS and Disability is an important new 
area for disability studies. It is a topic to which 

. Elissa Chandler very little attention has been devoted and 
World Institute on Disability research, particularly policy oriented research is 



needed. The fall DSQ focuses on this topic to 
orient. disability researchers and p<;>licy makers to 
HIV/AIDS as an important disability issue. 
AIDS and health care reform, women, the media 
and physical rehabilitation are highlighted. 

As the mv pandemic moves into its 
second decade. the concept of the disease is 
changing from a rapidly fatal terminal disease to 
a ..~hronic manageable one. With advances in 
diagnosis and treatment and the passage of the 
American's with Disabilities Act,. HIV/AIDS is 
shifting beyond the confines of the traditional 
medical model to a new paradigm as a physical 
and social disability. 

HIV/AIDS can be viewed as a disability 
for three reasons: 

1) HIV disease is in itself a chronic 
progressive physical1disability. It is a 
physically disabling disease with a long 
protracted course. People infected with 
HIV live on average 10 years before 
developing AIDS and survive on average 
1-3 years aft~r diagnosis with AIDS. 

2) IDV/AIDS-related disabilities often 
occur, including impairments in vision, 

hearing, mobility, chronic fatigue. and 
. neurological and psychiatric 

disabilities. 

3) HIV/AIDS is imbued with a great 
deal of societal stigma. Under the 
1990 Americans with Disabilities 

Act (ADA) HIV/AID$ is defined as a 
disability and people with HIV both 
asymptomatic and symptomatic 
are protected against discrimination 
based on their disability. 

HIV/AIDS is an important disability 
research issue: 

There is very little information regarding 
the disabilities associated with HIV infection. 
The Center for· Disease Control (CDC) does not 
collect data on/ 1-llV-related disability. No 
population based studies have been done in the 
HIV population on the prevalence of functional 
limitations, the nature of these disabilities, and 
the relationship of disability to the stages of mv 
disease or its clinical conditions. · 

Research on the functional limitatiQns 
associated with 1-ll/AIDS is needed: 

- To assist people with 1-llV and 
clinicians in understanding the functional abilities 
and disabilities associated with HIV to optimize 
the individual's h~th regime. 

- To assist employers, unions and other 
policy makers to understanding the "reasonable 
accommodations" that must be made to develop 
appropriate services and programs for persons 
with HIV-related disabilities. 

- To provide AIDS service organizations, 
vocational rehabilitation and other support , 
agencies data oil which. to base better planning of 
their policies and programs. 

1-llV/AIDS also has important disability 
policy implications. 

Like other disabled people, people with 
HIV/AIDS need access to: 

- Affordable comprehensive medical and 
social services and 4 long term care· and personal 
assistance services. 

- A full range of disability services 
including physical and vocational rehabilitation, 
independent living services and adaptive 

.. equipment to promote their full and active 
participation in society. 

- Legal advocacy and education to 
understand their rights as· disabled people and 
address discrimination based on their disability. 

October 24-25, Double Jeopardy: Black 
Students with Disabilities in Higher Education. 
A first-of-its-kind workshop addressing: 
recruitment, retention, and accommodations for 
Black Students with Disabilities and policymaking 
issues, legal mandates for historically Black 
Colleges and Universities minority servicing 
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institutions, _and predominantly ~te 
Institutions. At Atlanta Airport Hilton, Atlanta, 
Georgia. Sponsored by Morehouse College with 
consultation by Association on Higher Education 
and Disability (AHEAD) Mail/Fax Registration 
to: AHEAD, Attn: Morehouse/Double Jeopardy 
Workshop, P.O. Box 21192; Columbus, OH 
43221-0192; 614-488-4972 (Vtr) 614-488-1174 
(FAX). Please make hotel reservations directly 
with the Atlanta Airport Hilton: 404-767-9000. 

October 30, The Annual Human Subjects 
Workshop at the Boston Park Plaza Hotel. 
Sponsored by: Applied Research Ethics National 
Association. (ARENA) Topics: Who will pay 
for clinical research; An FDA update; The 
results of a nationwide survey on .restructuring 
the IRB; The changing faces of research: cultural 
diversity, an aging population, and other issues in,, 1' 

subject recruitment; ARENA -will also host a 
series of "curbstone sessions," or .small, informal 
discussions on issues ranging from informed 
consent in acute care research to device 
regulations to audits of the IRB. Meeting Chair: 
Beth Ribbick. Anyone wishing further 
information on eith~r this meeting or ARENA 
membership is encouraged to contact: Joan 
Rachlin or Danielle Demko, PRIM&R, 132 
Boylston St., 4th Floor, Boston, MA 02116, (617) 
423-4112, FAX (617) 423~1185. 

October 31 and November 1. Changes 
and Choices for Institution.ii Review Boards: The 
Inclusion of Women and Minorities in Research, 
and· Other Emerging Issues at the Boston Park 
Plaza Hotel. Sponsored by: Public Responsibility 
in Medicine and Research and Tufts University 
School of Medicine. This fall marks PRIM&R's 
Twentieth Anniversary year, and "Changes and 
Choices for Institutional Review Boards" is the 
second part of a commemorative five-day 
meeting with a focus on: an elaboration of the 
"guidelines on the Inclusion of Women and 
Minorities in Research"; the increasingly sensitive 
issues in research involving children, fetuses, 
emergency situations, genetic therapies and the 
social sciences; personal and collective 
responsibility in today's research environment. 
Also, the conference will review the ethical 
problems associated with some of the postwar 
radiation studies and will use that discussion as a 
springboard into some of the more recent 

controversies involving uninformed consent and 
risk assessment, such ad those surrounding the 
National Surgical Adjuvant Breast and Bowel 
Project and clinical trials with tamoxifen. 

PRIM&R has set aside a limited number 
of scholarships for full-time students and others 
demonstrating need, as well as a limited number 
of spaces for members of the press. Conference 
Co-Chairs: Robert J. Levine, and Ada Sue 
Selwitz, Contact: Joan Rachlin or Danielle 
Demko, PRIM&R, 132 Boylston St., 4th Floor, 
Boston, MA 02116, (617) 423-4112, FAX (617) 
423-1185. . 

November 2-3, Educating for the · 
Responsible Conduct of Research: The Mandate, 
The Intent, and the Means at the Boston Park 
Plaza Hotel and Towers. A Symposium 
Sponsored by: Public Responsibility in Medicine 
and Research, Association of American Medical 
Colleges, Tufts University School of Medicine, 
National Institutes of Health - Office of 
Extramural Research, and the Harvard Medical 
School - Division of Medical Ethics. The topics 
are: the federal policies that influence 
educational efforts at academic institutions and 
integration of the NIH mandate into 
instructional programs in ethics; elements of 
successful teaching programs (including samples 
of innovative formats and accompanying 
resources); the substantive content of research 
ethics programs; the use of interactive case 
studies and other creative pedagogical 
techniques; outcome measures to evaluate . 
programs. PRIM&R has set aside a limited 
number of auditor scholarships for full-time 
students and others demonstrating need, as well 
as a limited number of places for members of the 
press. Conference Co-Chairs: Ruth Fischbach, 
Oaudia Blair, Allan Shipp.· Contact: Joan 
Rachlin or Daniele Demko, PRIM&R, 132 
Boylston Street, Boston, MA 02116, (617) 423-
41i2, FAX (617) 423-1185. 

November 3, The Colorado Springs 
Osteopathic Foundation announces its sixth 
annual medical ethics conference, "Ethical Issues 
for the Next Decade and Beyond: Genetics 
Research and Violence/Abuse" at the Broadmoor 
Hotel International Center. Contact Amanda 
Batey, Colorado Springs Osteopathic Foundation, 
(719) 635-9057 or FAX (719) 635-4727. 
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November 3-4, The Park Ridge Center 
for the Study of Heal~ Faith and Ethics will 
hold its first annual corderence in clinical ethics, 
"Perspectives on Medical Futility: When Patients' 
Faith and CuJture Compel Demands for 
Treatment." Contact: Nancy Aldreich, The Park 
Ridge Center/C.E.M.H., c/o Lutheran General 
Hospital, 1775 Dempster Street, 4 E. Pavillion, 
Park Ridge, IL 60068; (708) 696-7847, _FAX 
(708) 696-3398. . 

November 4-5, The University of South 
Florida at Sarasota will present, "Choices at the 
End of Life: A Conference Focusing on Issues 
Related to Death and Dying." Contact: USF at . 
Sarasota, Public Affairs, 5700 N. Tamiami Trail, 
Sarasota, FL 34243, (813) 359-4~14. 

November 5-10, The World Conference 
on Independent Living: Technology, ·eare, and 
Living Environments will be held in Orlando, FL, 
joint]y sponsored by the American Association of 
Homes and Services to the Aging, the Stein 
Gerontology Institute, and the University of 
Florida. Contact: Bob McKinlc;y, Stein Institute, 
(305) 756-0669. 

November 18, Second Annual Pitts 
Memorial Lectureship, Issues in Medical Ethics. 
Dying in America: Choices at the End of Life. r 

Presentations· by Daniel Callahan, Ph.D., William 
J. Winslade, Timothy Quill, Mark Siegler, 
Medical Univ~rsity of South CarQlina, College of 
Health Professions, 171 Ashley Avenue, 
Charleston, SC 29425-2710. · 

November 18-22, Atlanta, GA. The 
Gerontological Society of America 47th Annual 
Scientific Meeting. · Aging Cells to Aging 
Populations: Dynamics of Later Life. Atlanta 
Marriott Marquis ~d Hyatt Regency Hotels. 
The Gerontological Society of America, 1275 K 
Street, NW, Suite 350, Washington, DC 20005-
4006, 202-842-1275. 

November 24-27, Canadian Bioethics 
Society 6th Annual Conference in Ottawa. 
Theme: Ethical Choices, Economic Realities: 
The Health Care System in Flux.· Contact: 
Centre for Techno-ethics, Saint Paul University,· 
223 Main Street, Ottawa, Ontario, KlS 1C4 
Canada, (613) 236-1393, FAX (613) 782-3001. 

November 30-December 4, American 
Anthropological Association, 93rd Annual 
Meeting. Atlanta, GA. Theme: "Human Rights." 
Contact: AAA Meetings Dept., 4350 N. Fairfax 
Dr., Suite 640, Arlington, VA 22203: 703/528-
1902 ext 3025, fax 703/528-3546. Among other 
events the AAA Commission on Disability will 
sponsor a Jong 15-paper Invited Scientific Session 
on "The Culture of Disability: Emergence, 
Communication, and Cross-Cultural 
Comparison." An additional session "From 
Patient to Person: Category, Experience and the 
HU;manization of Disability"..has also been 
proposed. For information Devva Kasnitz, 
World Institute on Disability, (510) 763-4100 
VAX: #32. 

December 8-10, Annual meeting of The 
Association for Persons with Severe Handicaps 
(TASH) in Atlanta Georgia. Theme: Alliance 
for Action Includes sessions and workshops: 
education, housing, health care, employment, 
communication, research and multicultural 
aspects. Contact: TASH: The Association for 
Persons with Severe Handicaps, 11201 
Greenwood Avenue North, Seattle, WA 98133. 
(206) 361-8870 (voice); (206) 361-0113 (TDD); 
(206) 361-9208 (FAX). 

December 9-10, 1994, Marina de) Rey, 
California and · 
January 27-28, 1995, New York, New York. 
-Ethics ·Committees and the Elderly Hospitals and 
Nursing Homes. Presented. by American· Society 
for Law, Medicine & Ethics in conjunction with 
The American Geriatrics Society, The Hastings 
Center, Pacific Center for Health Policy and 
Ethics. Contact: Ethics Committees Conference 
Registrar, American Society of Law, Medicine & 
Ethics, 765 Commonwealth Avenue, 16th Floor, 
Boston, MA 02215 lEL: (617) 262-4990, FAX: 
(617) 437-7596. 

.Januan 22-26,1995. The First 
International Conference on Social Work in 
Health and Mental Health Care:·Trends and 
Challenges. At the Paul Baerwald School of 
Social Work, The Hebrew University of 
Jerusalem, Mt. Scopus, Jerusalem, Israel. Topics 
include: Health Care Social Work with Target 
Populations, Women's issues; Early interventions 

>.with children and adolescents; Persons with 
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disabilities; Social work with AIDS and HIV 
patients; Social work with the elderly. Social 
.Work in Health Care in a Changing Socio-
Political Environment. Technology, Ethics and 
the Future of Health Care. Bioethics and social 
work practice; Future trends in health care social 
work; Computerized information systems. 
Health and Social Welfare ·Policy. Health care 
delivery systems; Health care financing; Health 
insurance and social welfare policy. Chronic 
Care. Care of the Dying and Their Families. 
Community Care and Alternatives to 
Hospitalization. Community care of the severely 
and chronically mentally· ill; Prevention and 
education i health and mental health systems. 
Alternatives to institutional care. Contact: Mrs. 
Sara Sher, Coordinator of Scientific Conferences, 
Division for Development and Public Relations, 
The Hebrew University of Jerusalem, Mount 
Scopus, Jerusalem 91905 Israel, Phone: 972-2-
882817 FAX: 972-2-322556. 

Deadline for Abstracts: October 15 (Call 
for possible extension). Eastern Sociological 
Society 65th Annual Meeting, March 30 - April 
2, 1995, Wyndham Hotel, Philadelphia, P, 
Theme: For the Children. Abstracts: Submit 
750-1000 word abstracts rather than full papers. 
You may also include 1-2.tables or figures. The 
abstract is to serve as a basis for an oral 
presentation of no longer than fifteen (15) 
minutes. Papers which are shorter or longer 
than 750-1000 words will be returned for 
revision. Content: Abstracts may be submitted 
on the theme Or on Any topic of sociological 
interest. Copies: Submit four ( 4) copies. Retain 
a file copy since submissions cannot be returned. 
Format: Each abstract MUST contain a cover 
page. The names of ALL authors should appear 
only on the cover pages. The covers should 
include: the FULL addresses (including cities and 
zip codes); All authors; the title of the paper; 
and if there is more than one author, a circle 
around the name of the person to whom 
conespondence should be sent. The abstract 
should start on the second page, headed by its 

title, b~t WI'TiiOUT NAMES of authors. On 
the cover page, classify your abstract under one 
or two of the following categories ( or specify 
your own category). Aging and the Life Course; 

· Applied Sociology; Arts, Leisure, Knowledge, 
Science; Deviance & Crime; Family; Gender; 
Main Theme (For the Children); Methods or 
Methodology; Occupations & Professions; 
Organizations; Political Sociology; Population & 
Ecology; Race & Ethnicity; Social Change; Social 
Movements; Social Psychology & Socialization; 
Stratification; Theory. Send four copies of your 
750-1000 word abstract to: ESS Papers 
Committee, Davita Silfen Galsberg, Dept. of 
Sociology,Box U-68, University of Connecticut, 
Storrs, er 06269-2068 (203-486-4423). Other 
forms of participation; Theme Session, Organized 
Sessions, & Workshops: Write Gaye Tuchman, 
Dept.' of Sociology, Box U-68, University of 
Connecticut, Storrs, er. 06269'!'2068 (203-486-
3873). Informal Roundtable Discussions: Send 
abstracts and/or requests to Ronnie J. Steinberg, 
Dept. of Sociology, Temple University, 
Philadelphia, PA 19122 (215-204-1824); Candace 
Rogers Award of $250 for a paper by a graduate 
student on a current social issue: Submit four ( 4) 
copies of your FULL paper to Mary C. Waters, 
Dept. of Sociology, William James Hall, Harvard 
University, Cambridge, MA 02138, AND submit 
four (4) copies of your 750-1000 word abstract to 
the ESS Papers Committee. 

Deadline: October 25. (Call if you need 
extension) Four Society for Disability (SDS 
members are developing a proposed session for 
the 1995 SDS meetings in California. Phyllis 
Rubenfel4 Susan Gabel, Carol Gill and Larry 
Voss are interested. in receiving proposals for 
papers to be included in a session on "Inclusion 
and K-12 Education". Proposals should focus on 
one or more of four central issues we have 
identified: 1. The duality of teacher education, 
K-12 education, and the possibility that education 
should operate with a unified system. 2. The 
problems of using medical diagnoses and the 
medical model for educational decisions and 
programs. 3. The question of what constitutes· 
successful K-12 inclusive education. 4. The 
questions of with what model should we evaluate 
and interpret K-12 inclusive education; and how 
do.issues of K-12 inclusion relate to SDS goals. 
Please send your proposals to Phyllis Rubenfeld, 
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275 W. 96th St., New,York, NY 10025. 
Individuals whose proposals are accepted for the 
panel will be notified. The proposed panel will 
then be sent to the 1995 SDS program 
committee for their consideration. If you have 
questions about your proposal and how it fits 
with our goals, please call Susan Gabel, at 810-
355-0627. 

Deadline: October 31, March 24-26 
American Men's Studies Association, Annual 
Conference, DeKalb, IL. Theme: "The 
Construction and Experience of Masculinities 
across Time and Cultures." Contact: Mark 
Muesse, Rhodes College, Dept. of Religious 
Studies, 2000 N. Parkway, Memphis, TN 38112-
1690; 901n26-3589, e-mail 
muesse@vax.rhodes.edu 

Deadline: December 5, 1995 Program 
Chair Jeannette Ickovics announces that the 
Society for Psychological Study of Social Issues 
theme for 1995 APA meeting in New York 
(August 11-1S, 1995) will be "Strength in the 
Face of Adversity: Individual and Social 
Resilience." The program will focus on adaptive 
responses to individual and social challenges such 
as illness, poverty, violence, loss, etc. Resilience 
is the effective mobilization of individual' and 
social resources in the face of such challenges. 
Dr. Ickovics invites submissions that explore 
conceptual and empirical approaches focusing on 
models programs, and policies that explain or 
promote resilience. Suggestions for innovative 
types of program offerings are welcome and 
ideas for outstanding invited speakers are 
solicited. Direct your suggestions and questions 
to Dr. Jeannette Ickovics Dept. of Psychology, 
Yale University, P.O. Box 208205, New Haven, 
CT 06520-8205; e-mail: ICKOVIC@Y ALEVM; 
Tel: 203n85-6213; Fax: 203n85-3461. 

Deadline: January 1995, July 2-6 VII 
International Congress of Toxicology, Seattle, 
WA. Theme: Horizons in Toxicology: Preparing 
for the 21st Century. Contact: ICT VII, Society 
of Toxicology, 110114th St., NW, Suite, 1100, 
Washington, DC 20005-S601; 202/371-1393, 
202/371-1090. 

Deadline: January 15. 1995. The Society ' 
for Disability Studies (SDS) eighth annual 

meeting will be held in Oakland, California on 
June 15-17, .1995. SDS is a nonprofit scientific 
and educational organization established to 
promote interdisciplinary research on h~anistic 
and social scientific aspects of disability and 
chronic illness. This announcement solicits 
abstracts for individual paper presentations· or 
panels on a wide range of topics relevant to 
disability studies and representing a variety of 
disciplines and perspectives. We are particularly 
interested in proposals that address emerging 
issues of disability policy, such as health reform 
and health insurance; present good models of 
participatory action research or innovative 
examples of application of research methodology; 
and in sensitivity to raciaVethnic minority and 
gender issues. To have your paper or panel 
considered,. submit a 1-2 page abstract and a self-
addressed, stamped envelope to. SDS Program 
Committee, attn. Susan Stoddard, c/o InfoUse, 
P.O. Box 544, Larkspur, CA 94977-0544. 

Submission deadline is January 15. 1994. 
Abstracts must include author( s ), affiliation( s ), 
title of proposed paper or panel, and a brief, but 
detailed description of the information·to be 
presented including research problem or 
theoretical focus, methodology, and findings or 
hypothesized findings. If a panel is proposed, all 
panel members must be confirmed. 

SDS meetings are to be accessible to all 
attendees. Therefore, all proposals must include· 
a statement of the means by which accessibility 
will be assured. ( e.g. handouts must be available 
in altemative formats; audio or visual 
information must be presented fully both visually 
and verbally.) Note sign language interpreters 
will be provided by SOS. 

For further. information contact Susan 
Stoddard, Chair of the 1995 Program Committee, 
phone: 510-549-6520 (w), 415-924-8518 (h), Fax: 
510-549-6520. 

Deadline: Open. OLO provides a forum 
for new work in the rapidJy expanding 
interdisciplinary field of lesbian and gay studies. 
The journal's goal is to .publish scholarship, 
criticism, and commentary that will bring a queer 
perspective to bear on any and all topics 
touching on .sex and sexuality. By treating sex 
not, simply as a physical or psychological event, 
but also as part of various networks on culture, 
GLQ proposes to illuminate the complex 
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interplay among sexual and social meanings, 
individual and collective practices, private 
fantasies and public institutions, erotics and 
politics. GLQ solicits scholarly contn"butions in 
all areas of lesbian and . gay studies. Contributors 
should submit three copies of manuscript to 
either Carolyn Dinshaw, Department of English, 
University of California, Berkeley, CA 94720, or 
David M. Halperin, 14N-432, Massachusetts 
Institute of Technology, 77 Massachusetts 
Avenue, Cambridge, MA 02139-4307. 

Deadline: Open, Manuscript submissions 
are invited for an edited volume on 
anthropological contn"butions toward the 
understanding of death and dying. The volume 
is entitled Thinking About Dying: The 
Anthropology of Crisis. Accepted submissions 
will supplement papers presented during a 
session at the 1993 AAA meeting. I am 
especially seeking manuscripts in the areas of 
symbol systems, political economy and· linguistic 
analysis. Innovative theoretical discussions will 
also be considered. manuscripts should be 20-25 
double-spaced, typed pages, prepared following 
the American Ethnologist style sheet. Contact 
David Kozak, Dept. of Anth., 134 Hesperus Hall, 
Ft. Lewis C, Durango, CO 81301; 
kozak_ d@flc.colorado.edu. 

The Doctor Is In: AIDS, the Family and 
the·Community. Producer: Jane Bassik. Color. 
26 minutes. 1990. Films for the Humanities and 
Sciences, Box 2053, Princeton, NJ. 08543-2053. 
This film is part of a series "The Doctor Is In," 
produced in conjunction with the Dartmouth 
Medical Center/Mary Hitchock Hospital in New 
Hampshire. This particular episode deals· with 
AIDS, and is intended to provide the lay viewer 
with a solid, no-nonsense explanation of the 
basics: how one acquires the disease, how the 
disease spreads and the social implications the 
disease has for families and communities. It not 
only does a good job of providing a 
comprehensive review of known facts, but is 
commendable for its social focus as well. The 

emphasis in this film is AIDS in small town· 
America, and the impact·of the disease on family 
and communities is traced by interviews and 
accounts of those dying from, and living with 
AIDS in rural New England. Although 
physicians are called upon to provide medical 
information, the main narrative segment of the 
film is carried by others. A woman minister 
from New Hampshire whose own brother has 
died of the disease, thoughtfully outlines the 
issues near the beginning of the film; several 
families in New Hampshire and Vermont 
describe their decisions to bring home sick family 
members from urban areas so that they can be 
cared for at home. 

A number of good educational films on 
AIDS have appeared in the past-few years but 
few center their attention on small town 
America. It has allowed far too many to believe 
that AIDS is a disease that strikes others far 
distant and far different from themselves. For 
this reason, this film is a welcome addition to the 
field. (Nora Groce, Newington Children's 
Hospital, Yale University). 

Give Ability A Chance, the National 
Easter Seal Society's 75th Anniversary public 
service campaign, won the National Academy of 
Television Arts and Sciences' Emmy Award for 
C.Ommunity Service Programming, presented 
Aug. 31 in New York, N.Y. Created and 
conceived by corporate communications at the 
national society in conjunction with its pro..bono 
advertising agency, Campbell Mithun :Esty, 
Minneapolis, the 30msecond television spot 
showcases Easter Seals' mission of 75 years. In 
short vignettes, it tells how Easter Seals has 
helped people with disabilities achieve 
independence through its quality rehabilitation 
programs and support services, changing the lives 
of millions of people with disabilities and helping 
them give back to their communities. 

Note: Sandra Gordon, Sr. V :P., 
Corporate Communications, who conceived and 
produced ·these and other award-winning public 
service campaigns for the National Easter Seal 
Society, is available for comments. 
Communications, National Easter Seal Society, 
230 West Monroe Street, Suite 1800, Chicago, 
Illinois 60606-4802; 312-726-6200 (phone), 312-
726-4258 ('IDD), 312~726-1494 (fax). 
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Films on AIDS: A Genre For Awareness. 

Dalya Massachi 
Freelance Journalist 

Specialist in Community & Inter-Cultural Issues 
Developmental Asssitant at GLAD 

The Tenth International Conference on 
AIDS has come and gone. But what about this 
mushrooming pandemic remains in the hearts 
and minds of Americans? Movies, both fot the 
1theater and for television, hold part of the 
answer. 

Of course, the first film that comes to 
mind is Jonathan Demme's Philadelphia. 
Andrew Beckett (Tom Hanks), a gay lawyer fired 
after ;his co-workers suspect that he has AIDS, 
finally finds the homophobic .Joe Miller (Denzel 
washington) in hopes of suing his previous 
employer. 

Notably absent from the mention of the 
nine lawyers who refused to take Beckett's case is 
the knowledge of gay-friendly attorneys, 
particularly gay men and lesbians who have 
argued such~ since the early 1980s. Or 
organizations specifically serving HIV-infected 
clients for decades,· such as Lambda Legal 
Defense and Education Fund, Gay ·and Lesbian 
Advocates and Defenders, Gay Rights Advocates 
or the American Civil Liberties Union's AIDS 
project. 

At first, Miller exhibits the familiar and 
recognizable fear of both AIDS and 
homosexuality prevalent in most Americans. He 
refuses to represent Beckett. But he changes his 
mind after he happens to meet Beckett searching 
through legal documents on HIV in a law library. 
Miller sees the librarian try to isolate Beckett in · 
a "private research room," and recognizes the 
prejudice (perhaps recalling the African-
American experience of Jim Crow ( 'separate but 
equal' treatment). The two then read aloud the 
Supreme Court's "relevant precedent" that 
protects AIDS as a handicap, not only because of 
the physical disabilities it leads to, but also the 
prejudice and discrimination it evokes. The 
statement reads, "this is the essence of 
discrimination: formulating opinions about others 
not based on their individual merits but, rather, 
on the membership in a group with assumed 
characteristics." 

Other players then support Beckett in 

the legal ordeal: his lover Miguel and their gay 
friends, AIDS activist outside the courtroom 
from groups like ACT UP (AIDS Coalition To 
Unleash Power), and Beckett's family. True to 
the reality of most AIDS patients, the film ends 
with Beckett dying, but with a sense of dignity 
and humanity after he and Washington win their 
legal battle. 

Philadelphia brought the issue of AIDS 
before general American movie-goers -- although 
about 12 years after the start of the pandemic ..-· 
which was definitely a difficult and risky 
proposition. Thanks to it, perhaps more 
understanding or acceptance of PWAs and HIV-
infected people will ensue. One change it has 
already caused is the more widespread 
distribution of other films about AIDS, 
particularly And the Band Played On. a 
d<>C'1drama with an all-star cast, directed by 
Roger Spottiswoode and produced by HBO 
Pictures. A shortened version was later aired on 
NBC-TV. 

The story, based. on the late Randy 
Shilts' 1987 nonfiction book, begins in 1978 with 
a visit by ·Dr. Don Francis (Matthew Modine) to 
a village near the Ebola River in Central Africa. 
An outbreak of a mysteripus disease there is 
killing men, women and children by the dozens. 
The haunting scene warns of the type of 
epidemic soon to be unleashed among the world, 
namely AIDS. 

The film then ,traces the development, 
from the first European cases found in the late 
1~70s, to the early 1980s 8.iscovery of this "gay 
pneumonia" or "gay cancer" in the U.S. to the 
spread of HIV infection to int(avenous drug 
users, hemophiliacs, and Haitians~ As the 
detective story progresses, the dates, places and 
rising case and death totals appear on the screen 
in an ominous ticker tape fashion. 

Contemporary events and news clippings 
of the day bring the viewer back to the early to 
mid-80s •• Ronald Reagan's budget of increased 
defense spending and decreased public health 
money; televangelists condemning gays for their 
"sinful" ways leading to their own destruction; 
and the outbreak of hysteria and discrimination 
toward PWAs. 

The film expertly· portrays the 
widespread public and bureaucratic homophobia 
that helped the pandemic get out of control: As 
o__ne character put it, "the only. people who care 

/ 
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(about the human toll Qf AIDS) are gay men and 
the ones that wish they would all die." Low-level 
researchers at the Centers for Disease Control 
find that the "gay disease" they've documented 
gets little if any press or recognition, let alone 
money, until thousands of lives have been lost. 
The blood bank industry refuses to screen blood 
until 1985, 3 years after scientists had begun 
pleading with them to do so. 

Medical history comes into play here 
too. The drama unfolds with Dr. Robert Gallo 
'(Alan Alda) delaying the publication of 
information about :mv, and playing games with 
researchers at the Louis Pasteur Institute in Paris 
in their study of the disease. These critical 
scenes of Gallo were edited out of the NBC 
version of the film. 

And the Band Played On offers a solid 
history of gay politics of the era, too. Many in 
the gay community mistrusted the diagnosis as a 
government conspiracy to force them back into 
the closet. Largely due to these forces, the San 
Fr~cisco bathhouses, a symbol of sexual 
freedom for gay men and a known site of AIDS 
transmission, weren't closed down until 1985. As 
Dr. Selma Oritz (Lily Tomlin) explains to her gay 
colleague Bill Kraus (Ian McKellen), "They're 
human, Bill, and scared~" 

But the film also shows how many gay 
activists took to the streets and demanded that 
the issue be discussed. Bobbi Campbell (Donald 
Logue), declared on !t'idespread posters, "there's 
nothing gay about gay cancer", while wealthy 
donors in the gay community tried ~o make up 
for the lack of government· funds for AIDS 
research. 

And the Band Played On, like most films 
before Philadelphia, shows little involvement of 
people ·of color in the AIDS crisis. And, of 
course, lower income groups also get little or no 
airtime. Perhaps that is a reflection of the 
conspicuous absence in the mainstream public 
record of AIDS activists and scientists of color 
and those from less well-financed communities. 
Perhaps it is because of the lack of salability of 
films dealing with populations outside of middle 
class white America. 

Other examples· of these kinds of 
presentations are two examinations of the 
personal lives of PWAs, their families and their 
gay friends, Longtime Companion and An Early 
Frost. Longtime Companion, directed by 

Norman Rene, was fi.nahced by PBS' American 
Playhouse in 1990, after having been rejected by 
every major film studio. It examines the effect of 
AIDS on a small group of upper0 middle class 
white New Yorkers who vacation in California. 
"The article" from a 1981 edition of The New 
York Times which describes the "rare cancer 
outbreak among homosexual men," starts off the 
odyssey. . 

Their initial denial of AIDS rapidly turns 
to despair, anguish, concern, and support for 
each other as they see their circle of friends 
slowly diminish over the next eight years. 
Different symptoms befall the men who contract 
AIDS -- seizures, lesions, vomiting, dysphagia, 
both prolonged and quick deterioration periods, 
etc. Also, the employment discrimination, which 
Philadelphia so keenly details, befalls many of 
the characters, along with the loss of insurance · 
and housing for both PWAs and their lovers. 

The film features New York's Gay Men's 
Health Crisis, a way for some of the characters 
to deal with the pandemic outside of their 
personal circles. A heterosexual IV drug user 
calls in, and we see another man's way of dealing 
with his infection: giving up and waiting to die 
(this character is notably a Hispanic who invokes 
strong criticism for his behavior). The last scene 
tries to bring the saga to an end by having three 
friends talk about what life will be like after 
AIDS: "like the end ofWorld War II." 
Unfortunately, audience identification with the 
characters and their departed friends could have 
been more engaging. 

An Early Frost, a movie produced by 
NBC in 1985, brings AIDS closer to home, 
specifically a white suburban home. Lawyer 
Mj.chael Pierson (Aiden Quinn) returns to his 
parents after a breakup with his lover Peter 
(D.W. Moffett). Their quarrel, coupled with 
ostracization by gay friends, is the only depiction 
in the four films described here, of this kind of 
reaction in the gay community. Peter and 
Michael reconcile their differences, however, and 
are reunited at the end of the film. 

An Early Frost tries to impart as much , 
clear, up~to-date information as possible, as it 
aired at the height of public ignorance about the 
disease. The medical facts may have been 
accurate, but the whitewashed approach of the 
film ignored the fact that AIDS was becoming a 
national health care crisis, and did not even 

9 



mention the public debate surrounding the issue 
(granted it was not very widespread in non-gay 
communities at the .time). 

The film did look at important issues, 
though, showing a mixture of common reactions 
of rejection, anger and love tinged with 
disapproval by family members (unlike the open-
ended support found in Philadelphia). Michael's 
father (Ben Gazzara) has to come to terms not 
only with his son's infection, but also with his 
homosexuality, as Michael had hid it until he was 
forced AIDS to come out to his family. 
When the father ends his son's suicide attempt, 
he finally realizes that his love for Michael 
overcomes any homophobia he holds: "just don't 
give up," he exclaims. In addition, the 
homophobia of heterosexual .men.with AIDS. is 
portrayed by a man in Michael's support group 
who lashes out at Victor (John Glover), an 
effeminate and witty PWA, with. "get away from 
me, faggot." This hatred is not explored any 
further. 

While these films have varied in their 
thoroughness and approaches to the topic of 
AIDS, they have all contributed to bringing an 
awareness of both the prevalence· and seriousness 

\ of AIDS to popular audiences. The greatest 
public health crisis of our time is finally breaking 
through a homophobia-induced silence, after 
over a decade.· Let's hope that this new-found 
awareness and knowledge will lead to stemming 
the pandemic in the near future. 

Note: For more information on AIDS in 
film, video and other art forms, refer to The Art 
of AIDS by Rob Baker, Continuum Publishing, 
New York: 1994. 

September 29, October 6 and 27: "Link 
Up" with Quality of Life: A series of Nationwide 
Aging & Arts Therapies Interactive Video 
Teleconferences. · Contact: Caire Cements, 
Georgia UAP, 850 College Station Rd., Athens, 
GA 30610. Phone: (706) 542-3960. Fax: (706) · 
542-3930. BitNet: cclement@uga.edu. 

Behavioral Research in Sexually. 

Transmitted diseases. The NIA (along with 
NIAID and NICHD) invites applications on · 
intervention-oriented behavioral research on 
sexually transmitted disease (STD) prevention 
and control strategies: blocking transmission, 
seeking early diagnosis and treatment, utilizing 
available vaccines, and altering risk-associated 
behaviors over the life course. Contact: Marcia 
Ory, Behavioral and Social Research, National 
Institute on Aging, Bethesda, MD 20892; FAX: 
301-402-0051. 

American Psychological Association 
(APA) invites applications for its 1995-90 
Contuessional Fellowship Protuam. The 
program will sponsor three psychologists, 
including a Senior Fellow, to serve as special 
legislative assistants on the staff of a Member of 
Congress or Congressional committee. Activities 
piay include conducting legislative or oversight 
work, assisting in Congressional hearings and 
debates, and preparing speeches and briefing 
materials. Prospective Fellows must demonstrate 
competence in scientific and/or professional 
psychology and display sensitivity towards policy 
issues and a strong interest in applying 
psychological knowledge to national issues. 

Qualifications: APA Member (or 
applicant for membership) and doctorate in 
psychology, with a minimums of tw~ years post-
doctoral experience preferred. Applicants for 
the Senior Fellow must have a minimum of 10 
years of post-doctoral experience. 

Terms: One-year appointment beginning 
September 1, 1995. Stipend of $37,000 ($47,000 
for Senior Fellow) plus $2,500 for relocation to 
Washington, D.C. area and travel expenses. 

Application Procedure: Interested 
psychologists should submit a curriculum vitae 
and a personal statement of 1000 words 
addressing the applicant's interest in the 
fellowship and career goals, potential 
·contributions to the legislative process and 
desired learning from the experience along with 
three letters of reference specifically addressing 
abilities related to the Fellowship Application 
materials should be sent to: APA Congressional 
Fellowship Program, Public Policy Office, 
American Psychological Association, 750 First 
Street, NE, Washington, D.C. 20002-4242. (202) 
336-6062. The deadline for receipt of · 
applications· is November 15, 1994. APA is an 
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Equal Opportunity Employer. Public Lands, 812 HOB Annex #1, U.S. House 
of Representatives Washington, D.C.s 20515 in 

The National Institute of Nursing support of R 3647 and Hon. Dale Bumpers, 
Research (NlNR) will fund research on clinical Chairman, Subcommittee on Public Lands, Parks 
bioethical dilemmas resulting from new medical and Forests, SD 308, U.S.. Senate, Washington, 
treatments and technologies and means for D.C. 20510 in support of. S. 1889. 
individuals and families to resolve such dilemmas. 
Deadlines are June 1, Oct. 1, and Feb. 1. 
Contact the Office of Informatfon and 
Legislative Affairs, NlNR, Bldg. 31, Room 5B13, 
Bethesda, MD 20892; Tel: 301/496-0207. 

AIDS ACTIVISTS, NOT ONE COMMUNITY; 
NOT ONE VOICE 

Gilbert Elbaz, Ph.D. 
Medical and Health Research· Association of 

Anita Peerson, in conjunction with Anne New York City, Inc. (MHRA) 
Riggs, is involved in an effort to develop the ,: National Development and· Research Institutes, 
research program of Dealdn Us Centre for the Inc. (NDRI) 
Body and Society. Peerson is particularly City University of new York (CUNY) 
interested in research regarding women's roles as Correspondence should be mailed to: 
lay healers and care-givers in the popular sector NDRI/BST 
of Western health care systems, and she seeks 11 Beach Street 
input from US anthropologists regarding such a New York, NY 10013 
pr<;>gram of research~ Direct all communications Tel: 237-8694 
to Peerson at the Center for the Body and 
Society, Faculty of Arts, Dealdn U, Geelong, 
Victoria Australia 3217. Limited to the area of filV/AIDS 

research, this paper intends to demystify the 
Hugh Gallagher, author ofFDR's "universalistic notion of an activist community 

Splendid Deception and drafter of the 1968 speaking with a single voice." Using Haraway's 
Architectural Barriers Act seeks support for bill notion of situated knowledges," (1991) the paper 
HR 3647 and S. 1898 which will ensure the will show how definitional contests in which 
preservation of Top Cottage, a place of central activists engage themselves represent, not just 
importance to the life and times· of Franklin symbolic or real schisms within ACT UP, but 
Delano Rooseveh. As Gallagher notes FDR's" also major contributions to our _multiple. 
family home was very poorly laid out for understandings of HIV/AIDS. In sharp 
wheelchair use with many steps and obstacles, so disagreement with the conventional view that 
Rooseveh decided to build an accessible cottage silence is unitary and aspires to universal truth, 
for his own use. Haraway argues for knowledges that can only be 

Back in those days there were no · plural and located in specific economic and 
accessibility designs, standards or architects to cultural contexts. Knowledges may emanate 
tell you how. So FDR designed the house from the center, position of those who have 
himself. Ii was built to be fully accessible to a power, or the periphery, position of those who 
person in a wheelchair, and so it is one of the don't have power. What constitutes knowledge is 
first, if not the first house specifically designed not its origin, but the extent to which it has been 
for accessibility to be constructed in the United put under "critical examination" (Haraway 1991). 
States." As the present research will show, being in a 

Please write to Hon. Bruce F. Vento, subjugated position does not guarantee critical 
Chairman, Subcommittee on National· Parks and knowledge; both center- and periphery-
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knowledges may lack ability to self--criticize. 
For three years, I conducted 

ethnographic observations at the sites of the 
activists' acts of civil disobedience, and I also 
conducted semi-structured in depth interviews at 
the Oay and Lesbian Community C.enter of New 
York City where ACT UP regularly meets. 
Particularly, I interviewed members of the 
Treatment and Data committee, the Lesbian 
Cauaas and the Holistic committee of ACT UP 
because the· three of them specifical1y deal with 
treatment and research issues. 

Activists: Not One Community; Not One Voice· 

It is important to note that differences 
among activists' views on how HIV/AIDS · 
research should be conducted have existed since 
the early days of ACT UP. Jn line with 
Haraway's concept of "situated knowledges,"· 
(199) an important reason explaining ideological 
diversification within ACT UP is its historical 
origin. ACT UP can be considered a confluence 
of social movements including members from the 
pre-existing AIDS movement, the gay and lesbian 
movement (ACT UP, 1989a), the feminist-health 
movement (ACT UP, 1989c) and the alternative 
and holistic movement (ACT UP, 1989d). All 
those movements may display commonalities, but 
they may display salient djfferences as well. For 
examples many members of the pre-existing 
AIDS movement were exclusively interested in 
"getting drugs into people's bodies" (ACT UP, 
1990). ·Other members were promoting 
alternative and holistic treatments. Those 
differences were inextricably associated with the 
experience of each activist in her/his respective 
movement. Women, a significant number of 
whom had been part of, or informed by,,the 
feminist-health movement are extremely critical 
of the medical establishment. .They criticize the 
male bias of clinical trails and the historical 
exclusion of women from those clinical trials. 
Often times, they cite historical examples where 
women have been used as "guinea pig" for 
science (ACT UP, 1989c). 

People of color in turn are not only 
concerned about clinical trial designs, they are 
also concerned about access to those trials by 
disenfr~chised populations who lack economic 
.resources or are overwhelmed by family 
responsibilities. All those concerns were tightly 

associated with member's personal positioning in 
relation to the power structure that for many 
activists the medical establishment represents 
(ACT UP, 1990). 

In the early days of ACT l1r, ideological 
dissensions however were kept within the 
confines o~ the group, because activists •. 
understood that they had to strategical1y keep 
the same front. Indeed all of them were 
complaining about the lack of activist inclusion in 
lilV/AIDS research or the inclusion of "people 
who were directly affected by the epidemic." 
Many factors precluded activists' presence in the 
scientific and medical process. Activists blamed 
pharmaceutical drive for profit, as well as their 
formal and informal association with federal 
research bureaucracies. (ACT UP, 1990) They 
also blamed those research bureaucracies for 
slowing the research process and making 
potential treatments inaccessible to people whose 
prospect for survival was quite pessimistic. In · 
1987, then the "enemy" seemed to be similar for 
all activists, until they started to g~ community 
representation in the major scientific committees, 
including the virology and immunology 
committees; in Institutional Review Boards 
(IRBs) where they advise on ethical issues 
relating to clinical trails; in research 
bureaucracies such as the National Institutes of 
Health (NIH) where activists are part of 
Community Constituency Groups (CCG); and in 
drug companies where activists are now part of 
community advisory boards ACT UP, 1990). 

As the activist community started to gain 
representative seats in the various scientific 
communities, issues of representation and 
location started become more salient•. 
Differences that were only debated from within 
ACT UP began to be brought to light. Activists' 
goals were no longer the same, and, in the· 
"activist" research perspective, substantive, 
metholodological and· strategic differences started 
to develop. 

Substantive Differences 

With regard to substantive issues, 
. Haraway's perspective is helpful in that 

differences can be traced back both to people's 
position with regard to the economic, cultural, 
and research power structure as well as. people's 
individual choices (Haraway, 1991). 
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A significant number of members. believe 
in the use of medicinal drugs, and follow very 
closely their "career" (study the drug). In fact, the 
first committee created around research issues is 
called Treatment and Data" (T&D) where 
members follow almost exclusively research done 
by pharmaceutical companies and the federal 
government. 

Fewer individuals in ACT UP believe in 
alternative and holistic treatments. Those 
treatments involve use of naturally occurring 
substances, the outcome of which can only be 
measured from combined interaction between 
mind, spirit and body (ACT UP, 1989d). At 
first, demonstrations were primarily organized 
around conventional treatments, but as activists 
are being integrated in the decision-making 
process, differences between the two "schools" 
are becoming increasingly salient; and, 
consequently, proponents of each school are 
progressively acting as adversarial competitors. 
Interestingly enough, both schools have made 
inroads in the federal bureaucracy: conventional 
treatment· proponents are represented in official 
scientific committees. In tum, alternative and 
holistic proponents have pressed for more 
research on "unconventional" treatments; a -
struggle that contributed to the creation of an 
Office of Alternative Medicine at the National 
Institute of health in 1991, still by far 
underfunded lament activists. 

In keeping with Haraway's perspective 
on "situated knowledges," a number of self-
critical members look into other perspectives, 
and the language used increasingly combines--
although it is still the e:xception- 0 both treatment . 
modalities. Words such as "complementary" 
therapies are beginning to be used more often. 
And lately, expanded work in immunology is 
bringing activists from opposite credos together. 

Still, many activists lack the self-critical 
ability promoted by Haraway, and ,only a few are 
able to open their "partial positioning" to other 
perspectives. Instead of stimulating a creative 
discussion, made up of partial rationalities and 
yielding situated knowledges, the organization is 
increasingly plagued with emotional ~ruptions 
and increased pressure by influential members to 
"win over" the rest of the membership to their 
positioning. 

Methodological Disagreements 

Recently the debate over double-blind 
placebo controlled experiments has been 
rekindled. This debate is very important 
because, as Haraway reveals in her general 
discussion about science and objectivity (1991 ), it 
brings forward issues of ethics and personal 
responsibility in clinical trial designs. 

Two strains of thought prevail in ACT 
UP. Some members tend to adopt the 
conventional view that double-blind placebo-
controlled experiments should be "rehabilitated" 
in the HIV/AIDS community. For too long, 
those activists claim that ACT UP has 'to hastily 

· dismissed the importance of those trials. In the 
case of anti-retroviral drugs such as AZT, ddI or 
ddC, and the protease inhibitors, important 
questions have been left unanswered. For 
example, when should people living with the 
virus take those drugs? in what amount? in what 
combinations? Those activists -argue that in 
some cases use of a placebo, which can be an 
active placebo or a standard therapy, is the only 
to answer those questions. 

The other camp however presents a 
more historical and moral perspective on double-
blind placebo-controlled experiments. Some 
members argue that "you will never know how a 
drug works on your body" (ACT UP, 1989c). As 
long as- safety is demonstrated, the decision 
whether or not to take or continue taking the 
drug belongs both to individuals and their 
doctors. · Additionally, those activists argue on 
moral grounds that: "it is no·one's right to 
prevent someone from taking a non-studied drug 
if the person understands the risk incurred by 
such a personal venture" (Field notes, 1994). 

The two opposite sides bring into relief 
the social constructivist character of biomedical 
research. as choice, moral judgments, and even 
power seemed to be unavoidably associated with 
clinical trial designs. Cearly, as the ultimate 
power of biomedical researchersa-that of setting 
research parameters--has, upon activist pressure, 
been tampered,· power per se has not been 
eliminated. Major discussions arise as to which 
activist perspective will be advanced by ACT UP 
in recommending clinical trial designs. 

The two sides are almost incompatible, 
since double-blind placebo controlled 
experiments mandate that individuals not have 
the power to choose what "goes into their - · 
bodies," while the historical/moral perspective 
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implies that individuals should be· granted the 
freedom to use whatever drug has been 
demonstrated to be safe. 

Increasingly, methodological differences 
among activists as stined by double-blind 
placebo-controlled experiments are gaining 
visibility, more specifically media visibility. 
Again, self-examination bring some activists to 
think of an acceptable compromise between the 
two views. But as Haraway has argued 
"subjugated indMduals"--activists who do not 
have the ultimate authority to make medical and 
scientific decisions--do not necessarily re-examine 
their position (Haraway 1991), and discussions 
that should yield "situated, responsible and 
ethical knowledges" often deteriorated into 
manipulative exchanges to influence ACT UP 
policy positions. 

Strategic Differences 

Tied both into substantive and 
methodological differences are activists' strategic 
disagreements. As activists achieved their 
original goal, inclusion in the decision-making 
process, they. find it increasingly difficult to 
garner consensus around strategy. Compounding 
strategic difficulties and creating many 
dissensions within ACT UP is the lack of 
consensus around what activists defined to be the 
"AIDS crisis." 

Disagreements over strategy arose with 
ACT UP members' oppositional definition of 
AIDS activism. Differences between "treatment 
activists" and "social activists" emerged as 
treatment activists argued that AIDS activism 
was to be about the virus and how to get rid of 
it, whereas social activists argued that the AIDS 
crisis could not be disentangled from the larger 
socio-economic crisis that plagues society (ACT 
UP, 1990). 

Interminable and angry discussions 
between the two groups led to a major schism 
that resulted in the departure of members from 
the Treatment and Data (T&D) committee of 
ACT UP and the creation of their own 
organization named Treatment Activist Group 
(TAO). This schism was a good illustration of 
Haraway's notion of contested reality and the 
extent to which individuals are willing ( or not) to 
compromise (1991). 

Difficulties in reaching consensus 
I 

regarding the strategy ACT UP should adopt is 
also reflected in obstacles that the organization 
has to face when promoting one of its latest 
initiatives, the Barbara McClintock Project or the 
AIDS Cure Act (ACT UP, 1993). The Barbara 
McClintock Project is proposed legislation 
written by ACT UP, the intent of which is to 
drastically change the structure of lilV/AIDS 
research in the United States. In particular, 
activists hope that the AIDS .Cure Act, if passed, 
would remove political and economic 
contingencies from the research arena. The 
AIDS Cure Act is named after Barbara 
McClintock, to honor the courage of a woman 
researcher who resisted the conventional 
research paradigm and won the Nobel Prize for 
her work on DNA (ACT UP, 1993). 

But as many activists feel challenged by 
the multiparadigmatic approach of the AIDS 
Cure Act, the latter has not brought the expected 
consensus' from within the actmst community. 
Some activists think that the AIDS Cure Act is 
too "unrealistic"; that AIDS activists should be 
working at the sides of researchers, and promote 
change from inside the bureaucracies. 
negotiations between activists continue and 
political influence gained by the Project appears 
to be increasing. 

Conclusion 

As they are increasingly part of the 
scientific and medical decision-making process 
that determines the lilV/AIDS research agenda, 
activists, who have added an essential voice in 
the research arena, have also added to the 
salience of the social constructivist character of 
science of IilV/AIDS that affects not only views 
of researchers, bureaucrats and corporate 
representatives, but also that of activists 
themselves in all their diversity. 
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The Committee on Substance Abuse and 
Mental Health Issues in AIDS Research of the 
Institute of Medicine recently released its 
congressionally-mandated study of the AIDS 
programs of the National Institute on Alcohol 
Abuse and Alcoholism (NIAAA), the National 
Institute on Drug Abuse (NIDA), and the 
National Institute of Mental Health (NIMH). 

The report, AIDS and Behavior: An 
Integrated Approach, was endorsed unanimously 
by a fourteen member panel representing 
expertise in clinical medicine, epidemiology, 
neurology, neuroscience, nursing, operations 
research, psychiatry, psychology9 public advocacy, 
public health, and sociology. H. Keith H. Brodie, 
President Emeritus and James B. Duke Professor 
of Psychiatry and Professor of Law, Duke 
University, chaired the committee. Judy 
Auerbach, former COSSA Associate Director for 
Government Relations, directed the study. 

As evidenced by the title of the report, a 
principal conclusion of the study is that 
behavioral and social factors are integral to 
AIDS prevention efforts. The panel found· that 
"Despite extensive efforts to develop effective 
treatments as well as a vaccine for HIV/AIDS, a 
fully effective treatment, cure, vaccine, or other 
medical intervention appears to be years away. 
In conjunction with such developments, efforts to 
prevent the transmission of mv through the 
cessation of behaviors that ·contribute to it must 
be expanded. This requires a commitment of 
understanding and intervening in human 
behavior." 

One challenge to comprehending human 
behavior, according to Mindy Thompson 
Fullilove, a member of the panel, is "understand-
ing what gets in the way of acting rationally--how 
do we understand irrationality?" She expressed 
the need to lessen the burden on the individual. 
In a briefing statement she said, "While a great 
deal of attention has been paid to AIDS 
prevention strategies that help an individual 
make behavioral changes, very little attention has 
been paid to strategies that help groups or 
communities change. People were studied as 
individuals, but not· as members of couples, 
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families, groups, and communities. It is · 
undeniable that these larger units in which 
people exist control much individual behavior." 
Consequently, one recommendation of the report 
is "to examine 'social and structural factors ( such 
as class, race/ethnicity, gender; relations, and 
community) that increase risk for AIDS, affect 
progression of disease, and provide points of 

. intervention. This might require research that 
take as a unit of analysis the social context and 
relationship ( e.g., dyads, families, communities) 
in which· HIV occurs .as opposed to the individual 
at risk of or who has HIV." · 

At a public briefing to release ·the report, 
Fullilove also discussed the· need to understand 
the depth and breadth of the AIDS epidemic, 
especially the link between high ~.and low risk 
communities. "We don't know the extent of risk 
for all people in the U.S., For example, gay men . · 
sleep with women, IV drug users have drug free 
partners, ··bisexual men sleep with heterosexual 
women ... " The idea that AIDS is a disease of 
isolated subpopulations, "feeds into our nation's 
denial of the problem." · 

The committee stopped short of 
advocating increased funds for research. 
".f\)though more money is always desirable, we 
are very aware of the changing environment ...we 
recognize the fiscal constraints," stated panel 
member Richard Price, Professor and Head of 
the Department of Neurology, University of 
Minnesota. "We hope this study will be helpful 
to those setting AIDS research agendas, 
providing ammunition to focus on neglected 
areas of research." · ( 

Following a twenty-month examination, 
of AIDS research conducted at the three 
institutes,·the panel offered, · among others, the 
following r~mmendations: 

- a national survey to determine the 
prevalence and correlates of HIV risk-. 
taking behavior; · 

-development or improvement of · 
· woman-controlled prevention methods, 

including female condoms and 
microbicides, and examine the social and 
,behavioral issues related to their use; 

- studies of high-risk settings,such 
· as"shooting galleries and crack houses," 

' that may contribute. to' the spread of the 
epidemic in urban locales; . 

. - research on AIDS risk ·behavior change 
among the seriously mentally ill and 
others with mental disabilities; 

' 

- research. that better integrates theories 
of gender and culture with models of 
behavior change; 

.;. studies on how people, with AIDS and 
their caregivers maintain positive coping 
strategies in the face of the disease; 

.. the .Public Health Service coordinate 
interagency efforts to monitor and 
respond ·io concurrent epidemics (such 
as drug use, violence, and infectious 
diseases) that will alter. the course of 
the HIV epidemic; 

- basic and applied research on the 
maintenance of behavior change, 
including the prevention of relapse; 

I 

- research on the utilization of health 
resources by people with AIDS; and 

. - research on the role of social, .cultural, 
and structural. factors in HIV/AID$ 
transmission, prevention, and 
intervention. 

'J'.he final, bound report should be 
available at the end of the sµmmer 1994. Copies 
are available from the· National Academy Press, 
2101 Constitution Avenue, ·N.W., Washington, 
D.c.20418.. The cost of the report is a $39.95, 
plus shipping charges. Telephone: (202) 334-
3313 or 1-800-624-6242. The above synopsis 
appeared in COSSA Washington Update August 
8, 1994 P. 1,6,7). 

The Agengr for Health Care Poligr and 
Research is supporting work on a variety of 
research questions related to HIV infection and 
AIDS including the effectiveness of treatment 
modalities, patient outcomes, access to and 
financing of care, organization and delivery of 
services, co-morbid conditions, special · 
populations, and other public health aspects of 

\ 
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the HIV/AIDS epidemic. Much of this research 
is periodically reported in its bulletin, Research 
Activities, published monthly. Available from 
AHCPR, Executive Office Center, Suite 501, 
2101 East Jefferson St., Rockville, MD 20852. 

American Anthropology Association 
Voices Concerns on Cross-Cultural AIDS . 
Research (Reprinted from AAA Newsletter Nov. 
1993). The American Anthropology Association 
AIDS Task Force has released a position paper, 
entitled "Anthropological Issues in the Design 
and Implementation of HIV/AIDS Vaccine 
Trails." This report was produced out of concern 
that H1V vaccine trials will fail to adequately 
consider the influence of cultural variables on 
trial planning and implementation~ The Task 
Force believes that there are several areas in 
which anthropologists and other behavioral 
scientists can contribute to the conduct of HIV 
vaccine trials. 

The AIDS Task Force subscribes to the 
following fundamental principles for the conduct 
of HIV vaccine trials: 

.. Education and intervention programs 
for behavioral risk reduction remain a top 
priority for HIV prevention. HIV vaccines 
cannot substitute for effective and appropriate 
behavioral risk reduction progr~s. 

- Vaccine trials must be undertaken for 
the benefit of all peoples, regardless of their 
ethnic, economic or political status. We oppose 
trials among economically and politically 
underprivileged peoples if such trials will 
ultimately benefit only those able to afford the 
vaccine. HIV vaccine development must result 
from collaborative research in which all 
participants equally share the risks and 
benefits of participation. 

The Task Force has made the following 
recommendations: 

1. Initiation of ethnographic field-work 
in advance of trials to identify values, 
social structures, beliefs, knowledge· and 
practices that will affect the trials. 

2. Incorporation of local values and 
beliefs into trial planning and 

implementation. 

3. Defining sampled populations by risky 
practices and relationships, not by 
geography, ethnicity, sexual orientation 
or profession. 

4. ·Development of clear ethical 
guidelines sensitive to local values to 
protect the interests of participants. 

The position paper has been distnbuted 
to AIDS researchers, including the National 
Institutes of Health (NIH), the Centers for 
Disease Control and the World Health 
Organization. The effort has been well received 
and has led to a request from NIH for names of 
anthropologists appropriate to include on review 
panels. 

If you would like to receive a copy of the . 
full report, please contact Janet McGrath, Dept. 
of Anthropology, Case Western Reserve 
University, Oeveland, OH 44106. 

Fowler, Floyd J. Jr, Massagli, Michael P., 
Weissman, Joel et al "Some methodological 
lessons for surveys of persons with AIDS" 
Medical Care November 1992. 30 (11) pp 10S9-
1066. 

Those who conduct surveys of persons 
with acquired immunodeficiency syndrome 
(AIDS) must confront issues of patient fatigue, 
AIDS-related cognitive deficits, and 
confidentiality, concludes a survey of patients 
who were receiving treatment for AIDS at three 
sites in metropolitan Boston. The majority were 
single, gay men, but the sample also included 
women, intravenous drug users, and married 
people in proportion to their representation 
among persons with AIDS (PWAs). While the 
purpose of the survey was to identify how formal 
and informal services to AIDS patients affect 
their survival, quality of life, and costs of . 
this report descn"bes the unique factors involved 
in surveying PWAs. 

The researchers found that recruiting 
PWAs for a survey requires specific techniques 
to avoid disclosing a person's AIDS status. 
Disclosure of a person's eligibility to participate 
in an AIDS study is potentially more damaging 
than the answers a respondent may give in an 
interview. An.other hurdle is the level of illness 
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of the patients. Of 293 eligible patients, 33 died. 
before a recruiter could contact them, and 12 
others were too sick to participate in an initial 
interview. 

The site of the interview also was 
important to the PWAs. They could choose their 
home, the hospital.or clinic, or the survey 
research center office. While 57 percent chose 
the home site, others would not agree to a home 
interview because housemates were unaware that 
they had AIDS. Still others lacked a home 
setting with the privacy and/or comfort needed 
for an interview. Despite concerns about 
confidentiality and the potential stress ·of the 
interview, only 10 percent of eligible patients 
refused to give an initial baseline interview. 

The actual face-to-face interviews took 
twice as long as they would ordinarily for an 
adult without AIDS. PWAs often found it 
difficult to focus on the task and tired easily. 
Overall, the procedures for consent and 
protection of PWAs were difficult, lengthy, and 
exhausting for the respondents. The researchers 
recommend that those considering similar surveys 
develop procedures to obtain release and consent 
to minimize burden and risk ( of breached 
confidentiality). They offer suggestions to 
improve these procedures, the recruitment 
process, and survey questions for PWAs and 
recommend ways to overcome difficulties of 
collecting data on PWAs. 

The World Institute on Disability AIDS and 
Disability Project 

The World Institute on Disability (WID), 
Oakland, California, is· a public policy institute 
on disability issues. Its mission is to provide 
information to policy makers from the 
perspective of people with disabilities, to ensure 
that services and policies are crafted to support 
the independence and quality of life of all people 
with disabilities, including people disabled due to 
FnV/AIDS. WID operates two Research and 
Training Centers funded by the National 
Institute on Disability and Rehabilitation 
Research (NIDRR) - one on Public Policy and 
Independent Living and the other on Personal 
Assistance Services. WID's AIDS work is a 
natural extension of the organization's 
commitment to equal opportunity and improved 

quality of life for all people with disabilities. 
WID began its first AIDS and Oisability Project 
in 1990 with funds from the Department of 
Education, Office of Special Education and 
Rehabilitation Services (OSERS), and 
Rehabilitation Services Administration (RSA) •. 
The Projects work to bring the AIDS and 
disability communities together to help people 
with HIV/AIDS improve their quality of life. 

Grant Number One: Oct. 1, 1990, to Sept. 30, 
1993. 

WORLD INSTITUTE ON DISABILITY 
(WID), RSA Grant PR #H128A03001-91 
"Realizing the Rehabilitation Potential of 
Persons Living with AIDS" 

Project Description: 

With treatment advances, FnV/AIDS has become 
a chronic disease and pe9ple are living for years 
with significant disabilities. As people with 
FnV/AIDS become part of the disabled 
population, changes are needed in the ways 
people with HIV/AIDS see themselves, the ways 
they are perceived by AIDS service providers and 
the rehabilitation system. From 1990 to 1993 
WID conducted a project on AIDS and 
rehabilitation. The Project demonstrated how 
persons with, HIV/.AIDS and service providers 
can develop a more accurate comprehension of 

.· HIV-related disabilities and how independent 
living and vocational rehabilitation can be used 
to improve the quality of life of persons with ~'· 
HIV/AIDS. In 1993, WID initiated a new three-
year demonstration project funded by RSA to 
work with state agencies in New York, New 
Jersey, California, and Florida to develop 
rehabilitation services for persons with 
HIV/AIDS. 

Methods utilized: 
1. Conducted San Francisco Bay Area, 
national and international workshops for persons 
with HIV/AIDS,AIDS service providers and 
public health professionals on independent living, 
vocational rehabilitation and the ADA. 

2. Conducted peer support programs for 
persons with HIV/AIDS. 
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3. Conducted regional training for 
vocational rehabilitation counselors and 
independent living service providers on 
HIV/AIDS. 

4. Convened the HIV/AIDS community 
and the disability community locally and 
nationally to promote cooperatfye work. 

Project findings: 
/ 

Most persons with HIV/AIDS do not · 
view themselves as disabled and do not use 
rehabilitation and civil rights protections granted 
under the ADA. 

AIDS organizations and disability 
organizations lack adequate knowledge to serve 
the disability-related needs of those with 
HIV/AIDS. No data. exists on functional. 
limitations associated with mv, how often they 
occur, their frequency and their relationship to 
the stages· of HIV disease. · 

Persons with lilV/AIDS are often turned 
away from rehabilitation · because they are 
perceived as "too well" or "too ill" to benefit from 
services. 

A growing number of persons with HIV 
are seeking services at state voe rehab agencies 
in New York, New Jersey, California, and 
Florida, the states with the highest AIDS 
incidence. 

The disability model of peer support 
utilized in this project was effective for 
individuals with mv, especially for a group of 
IIlV-positive African American women, to 

. empower them as disabled people and to 
increase their knowledge of community 
resources. 

Products Available: 

• Outline on the ADA and mv/AIDS for 
Persons with IIlV and Service Providers 

• AIDS and Disability Peer Support 
Manual 

• Training Curriculum on lilV/AIDS for 
Vocational. Rehabilitation Professionals 

• Training Curriculum on Disability for AIDS 
Service Providers 

Grant Number Two: Oct. 1, 1993, to Sept. 30, 
1994. 

WORLD INSTITUTE ON DISABILITY 
(WID), RSA Grant, PR# H235C30006 

IMPROVING REHABILITATION 
SERVICES FOR 

PERSONS WITH mv..RELATED 
DISABILITIES 

October, 1993 - September, 1996 

Project Description: 

Most people with IIlV are in 
their prime working years. Many want to work 
and have much to contribute, however, they face 
many obstacles. Stigma, stress, fluctuating 
health, fears of being fired, disability insurance 
restrictions and rigid work schedules act as 
barriers to successful employment. As people 
with mv live longer, new strategies are needed 
so they can continue to work as long as possible. 

The World Institute on Disability (WID), an 
international policy center directed by people 
with disabilities, is conducting a three-year 
national project on lilV/AIDS and rehabilitation. 
The Project's goal is to improve the capacity of 

·the U.S. vocational rehabilitation services system 
to serve persons with IIlV/AIDS. The Project 
works with four of the five states with the 
greatest number of AIDS cases ~- New York, · 
New Jersey, California, and Florida • ., to develop 
effective employment assistance services for 
people with lilV/AIDS. The Project is funded 
by the Department of Education, Rehabilitation 
Services Administration (RSA). Its objectives 
arero: · 

train key rehabilitation personnel as lilV 
Specialists to function as experts with the 
knowledge and skills to train vocational 
counselors, work collaboratively with consumers 
with HIV, AIDS service providers, business 
leaders, and policy makers to develop_ effective 
employment strategies; ' 
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design, initiate and sustain rehabilitation 
programs to meet the needs of people with 
HIV/AIDS-related disabilities with a special 
emphasis on the needs of diverse communities; 

increase the access of rehabilitation and 
other disability services to people with 
ffiV/AIDS; 

disseminate information about effective 
rehabilitation service models to AIDS and 
disability organizations nationally; and 

·create a partnership between consumers 
and professionals to decrease employment. 
barriers, increase employment opportunities and 
empower people with ffiV/AIDS .. 

Grant Number Three: May, 1992, to June, 1993 
Women of Color Peer Support Project 

Project ~ption 

In 1992 WID obtained a grant from the San 
Francisco Foundation for a Women of Color 
Peer Support Project to develop a delivery 

' service model for women of color with 
HIV/AIDS. The goal of the project was to 
demonstrate the effectiveness of peer support 
programs in: educating people with HIV/AIDS 
about disability, independent living and 
vocational rehabilitation; helping them 
understand ffiV/AIDS as a disability, and 
empowering them to realize their own potential 
for rehabilitation. Peer support has been used as 
a primary tool for empowerment and self-
advocacy in the. disability community. 

WID d~eloped and implemented a peer support 
training and ongoing support group for women 
of color with HIV/AIDS at Highland Hospital, a 
county hospital in Oakland, California. 
Highland Hospital provides. services to a 
medically indigent ethnic minority population in 
an economically depressed community. Its AIDS 
clinic serves 70 women with HIV/AIDS, the 
largest number of women with HIV served at any 
clinic in the San Francisco Bay Area. Most 
women with HIV/AIDS at Highland are poor 
and African-American. 

Highland Hospital wanted to increase women's. 
access to medical care at the AIDS clinic. 
Despite advances in HIV treatment, HIV-positive 
women of color lacked information about the 
disease, had not taken advantage of available 
resources and treatments, and were living for 
significantly shorter periods than HIV-positive 
white males. In general women of color were 
not getting regular medical care and had a high 
number of illnesses, hospitalizations,· and 
emergency room visits. They also needed 
financial assistance, childcare, transportation, · 
food, housing, and often had problems with 
substance abuse. Women of color with 
HIV/AIDS faced the triple stigma of being poor,· 

'an ethnic minority, and having HIV/AIDS, 
intensifying their. feelings of powerlessness and 
alienation from. the medical system. 

Recognizing this need, WID obtained a grant to 
develop a peer support group for women of ·color 
with HIV/AIDS. Highland's staff hypothesi7.ed 
that a peer support group held on the same day 
of the AIDS clinic would increase women's clinic 
visits and improve their health. WID conducted 
the peer support group weekly for seven months 
on the day of the clinic to promote "one-stop 
shopping," increase women's medical clinic visits, 
and build an effective support community. The 
women were provided a small stipend for 
attending. 

The peer support group provided a place for 
women of color with HIV/AIDS to meet each 
other; share information about how to deal with 
the disease; share ways to get county services;. 
and increase self-empowerment. 

A WID staff person, a woman of color with a 
disability other than HIV/AIDS, trained two 
women of color with HIV/AIDS to serve as 
facilitators for the peer support group. The goal 
was to teach empowerment skills to women to 
help them sustain their support system after 
WID's grant ended. A total of 30 women 
recruited from Highland's AIDS clinic signed up 
for the group, with nine to 21 of them attending 
weekly on a drop-in basis. One was Latina and 
the· remaining 29 were African-Americans. Most 
were drug _users, had male partners who were 
drug users or were bisexual. Some were 
prostitutes, and some were homel~. 
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An evaluation carried out by an independent 
evaluator found that the group offered its 
members significant support·by providing them 
with new information about HIV and resources 
they could use in their daily lives. Women 
reported that the group was especially important 
because it was co-facilitated by a woman of color 
with a disability who provided them with a role 
model of how to overcome obstacles. The 
independent living model of peer support worked 
well in part because the women in the· group 
identified with the disabled co-facilitator as a 
peer. 

A major lesson learned from the group was that 
most participants needed help to address their 
own needs first before they could .be trained as 
peer counselors. AIDS was just one more 
difficulty in their lives that had to deal with the 
complex,. interrelated problems of violence, 
poverty, racial prejudice, and alienation. Basic 
support services and ongoing group support is 
needed for individuals to meet their own needs 
before they can be trained as peer leaders 
effective in helping others. (Elissa Chandler, 
R.N. M.P.H.~ AIDS & Disability Project 
Manager, World Institute on Disability'" 510 
Sixteenth St., Suite 100, Oakland, CA 94612-
1502. 
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POLICY IMPLICATIONS OF HIV 
DISABILITY RESEARCH 

INTRODUCTION: 
Over the past 13 years, Human 

Immunodeficiency Virus (HIV) infection and 
Acquired Immodeficiency Syndrome (AIDS) 

1 have emerged as among the most important 
health care issues of our time. (Grmek, 1990) 
Fortunately, the growth of the epidemic seems to 
be slowing in the United States in terms of 
annual new AIDS ~- (CDC, 1992) 
Identifying medical treatments was the top 
priority in the epidemic's first decade~ These 
efforts, while not resulting in a cure, have lead to 
great strides in characterizing HIV, 
understanding its life cycle [Greene, 1991], and 

. developing reasonable treatment strategies. 
(Hirsch & D'Aquila, 1993) Evidence of gradually 
improving survival since 1987 also indicates some 
degree of success (Piette & Mor, 1991), however, 
recent research suggests these survival gains may 
also have slowed over the past .few years. 
(Osmolnd, 1994) If AIDS survival continues to 
trend upward, it may herald a medical evolution 
not unlike that seen with diabetes mellitus (DM) 
in the 1920's. (Sinnock & Most, 1986) As with 
DMt the transformation of AIQS from a rapidly 
fatal to subacute and eventually chronic disease 
necessitates a substantial shift in the approach to 
clinical management. (O'Dell, 1993b) Whereas 
acute disease paradigms emphasize education of 
mortality ("does the organism live?") a primary 
consideration in chronic disease is the effective 
management of morbidity ("how well does the 
organism live?"). (Benjamin, 1989; Wu & Rubin, 
1992) Among the most important determinants 
of morbidity is physical performance, i.e. physical 
disability. (Jette, 1984; aeary et al., 1993; 

, O'Dell et al. 1994a and 1994b) Therefore, a 
major priority during the second decade of the 
AIDS epidemic will most likely be m~agement 
of chronic, HIV-related physical disability in 
addition tp providing ongoing medical care. 
(Benjamin, 1989) 

Policy and ·research initiatives broadly 
addressing clinical management of HIV-related 
disability have lagged far behind the actu.al 
provision of services, which has occurred since 
the onset of the epidemic. (O'Dell, 1993a; 
O'Connell & Levinson 1991) Correlational HIV 
disability research has appeared over the past 
few years, but usually as part of a larger studies 
examining HIV quality of life and health status. 
(Wachtel, 1992; Cearly 1993; Burgess, 1993; 
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Fleishman, 1993' O'Dell et al, 1994a and 1994b) 
Although the current level is, essentially 
unknown, the prevalence of pefSQns with HIV-
related disability will most likely increase as a 
result of both increasing survival and numbers of 
symptomatic persons. · Detailing the natural 
history and impact of HIV-related disability is 
necessary to develop and assess clinical strategies 
to prevent, treat, or prolong the onset of 
functional deficits. The task for policy makers is, 
therefore, to guide research in how to better 
integrate management of morbidity into the 
current medical mode] of care. This effort will 
require the combined talents and expertise of 
clinicians in HIV medicine and rehabilitation 
medicine and researchers in both epidemiology 
and health services. With this in mind, there 
appears to be several areas concerning mv-

. related disability appropriate for exploration. 

EPIDEMIOLOGY AND FUNCTIONAL 
ASSESSMENT 

A thorough understanding of the 
epidemiology of physical disability is mandatory 
in deciding whether severe enough physical 
deficits occur early enough and/or often enough 
in \lhe course of HIV disease to warrant large 
scale intervention or screening. (O'Dell,.1993c 
Although recent correlational research is helpful, 
the medical literature is far from providing a 
detailed characteriz.ation of HIV-disability. 
Particularly absent are data on women and risk 
behavior groups other than gay men. Further 
characterization of functional deficits prior to an 
AIDS-defining event is especially important 
considering the numbers of persons in this 
category. (O'Dell, 1993c) Methodologic 
considerations will include accounting for rapid 
fluctuations in functional status and meticulous 
consideration of patient recruitment (medically, 
social service, or community-based). Despite 
carrying one diagnosis ("AIDS" or "HIV-
infected"), the population is very heterogenous 
necessitating intelligent stratification of patient 
groups to yield clinically meaningful data. 
Multiple factors including mental health, 
ethnicity, AIDS-defining illness, fatigue, 
medication side-effects, pre-morbid health status 
(for both homosexual men and intravenous drug 
users) must be considered in estimating mv 
disability. . 

The methodologic issues in HIV 

functional assessment are also critical. (Rapkin 
& Smith, 1993) "Assistance needed" may be the 
preferred functional dimension when considering 
rehabilitation intervention while "perceived 
difficulty" may be quite adequate and far more 
feasible for disability screening. Sensitive and 
feasible functional assessment measures are 
needed to establish the efficacy of any. disability 
intervention. 

DISABILITY-SYMPTOM RELATIONSHIPS 
Symptoms analysis is an important aspect 

of HIV disability as symptoms will most likely 
clarify the etiology of the dysfunction. Both the 
types and the etiology affects individual 
rehabilitation intervention. Total number of 
reported symptoms correlate fairly well with · 
disability (O'Dell et al, 1994a and 1994b), but the 
significance of specific symptoms and, especially, 
symptom-complexes in IIlV-disability is less 
clear. Wachtel et al. (Wachtel et al, 1992) 
identified so-called constitutional symptoms (for 
example, fever, weight loss, diarrhea, and fatigue) 
and neurologic symptoms (including cognitive, 
peripheral and central nervous system symptoms) 
as the most· important symptomatic· determinants 
of physical function ( measured by the Medical 
Outcomes Study instruments.) Delineation of 
the specific types of symptoms associated with 
HIV-disability will be important in determining 
potential rehabilitation interventions. (O'Dell, 
1993b) For example, if neurologic symptoms 
predominate, the9- current models of neuro- . 
rehabilitation used in other populations such as 
traumatic brain and spinal cord injury or stroke 
can be modified and adapted for use in the 
setting of mv infection. (O'Dell & Dillon 
1994c) The types and severity of symptoms will 
also help determine whether inpatient or 
outpatient rehabilitation interventions are most 
appropriate and cost-effective. Furthermore, 
symptom complexes may be important 
components of high risk profiles for use in 
disability screening and tracking strategies. 
(O'Dell, 1993c). 

BARRIERS TO ACCESS 
Even if HIV disability is common, severe 

enough, and amenable. to rehabilitation 
intervention, patients must have access to 
rehabilitation services. (O'Dell, 1993b) The 
issue of access becomes increasingly important as 
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the epidemic moves from relatively affluent 
homosexual males to tlie urban poor already · 
struggling with limited· access to health care. A 
recent survey by the American Rehabilitation 
Association (ARA) among member institutions 
has provided limited, preliminary information on 
barriers to rehabilitation care by persons with 
:mv-infection. (Chris Mason, American 
Rehabilitation Association, personal 
communication, 1994) Only 13% of the 282 
rehabilitation and vocational institutional ARA 
members responding tot he survey provided 
services to persons with :mv infection. Services 
provided tanged from inpatient rehabilitation to 
education on safer sex practices.· The most often 
cited barriers to providing services included lack 
of funding, stigma and staff fears, .and lack of 
community referral base. 

The issues of rehabilitation staff stigma 
and fear are particularly pertinent. The 
management of physical. disability in any disease 
process is quite multidisciplinary, but tends to 
concentrate among health care professionals and 
physicians· involved in rehabilitation medicine. 
:mV-related disability, however, is a rather new 
concept to most rehabilitation professionals and 
differs from the disabilities seen in the more 
traditional rehabilitation populations such as 
traumatic brain and spinal cord injuries and 
stroke. Traditional rehabilitation populations 
usually· experience gradually improving functional 
status over years to decades with the goal of 
achieving a plateau at the highest possible level. 
On the other hand, persons with :mv infection 
( especially AIDS) will most likely experience 
gradually declining functional status over months 
to years with the goal of maintaining a plateau at 
the highest level. The management of :mv 
disability does not substantially differ from that 
of the more traditional populations, however. 
(O'Dell, 1993a) Education of rehabilitation 
professionals in universal precautions, 
transmission risks, cultural sensitivity, and :mv-
related medical issues will help prepare them for 
the new population of persons with HIV 
infection and AIDS. · 

· Policy makers have ~ultiple research 
avenues in the area of disability health services. 
if lack of funding· prevents persons with 
significant and amenable :mv disability from be 
treated, re-examination of funding sources or 
eligibility criteria are indicated. Well-designed 

studies to further assess barriers to rehabilitation 
services would provide excellent direction to 
research initiatives. Studies to ascertain the need 
for outreach programs among AIDS service 
providers, :mv-oriented clinics, and primary care 
:mv physicians for education on the guidelines 
and indications for rehabilitation referral · should 
be initiated. Documentation of the cost-efficacy 
of disability intervention, both early and after 
deficits have developed, will be required in the 
current atmosphere of fiscally responsible health 
care provision. 

CONCLUSIONS AND SUMMARY 
Screening and intervention for :mv 

disability should ideally result in avoiding, 
delaying, prolonging the onset, or decreasing the 
severity of functional deficits associated with 
infection. Subsequently, a longer and more 
productive work life and/or decrease burden (and 
cost) of care follow. (O'Dell and Dillon, 1992) 
However, wide-spread intervention for :mv 
disability can only, occur after implementing 
public policy based on reliable research. 
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CURRENT mv PREVENTION POUCY 
ISSUES 

Tomiko Conner, MPH, MPP 
San Francisco AIDS Foundation 

P.O. Box 426182 
San Francisco; CA 94142-6182 

1Without a cure or viable vaccine, HIV 
prevention education is our best tool to prevent 
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the spread of HIV. Prevention education, when 
devised and implemented by affected 
communities not only works but is cost effective. 
A 1993 stud of HIV education conducted by UC 
San Francisco found that for every case of HIV 
infection which was prevented., $155,000 is saved 
in AIDS lifetime medical treatment costs. Every 
dollar invested. in prevention education 
represents dollars saved on the future care of a 
person with HIV disease. · 

What follows is a brief and by no means 
exhaustive discussion of some of the current 
policy issues in :HIV prevention reform at the 
federal level. 

HIV Prevention Community Planning 
The Centers for Disease Control and 

Prevention (CDC) is currently involved in a 
major reform of its community-based HIV 
prevention efforts which will greatly influence the' 
provision of mv prevention programs over the 
coming years. This reform is based on the belief 
that the most effective HIV prevention strategies 
are formulated and implemented by communities. 
The participation of the people whose behavior 
prevention programs hope to affect is an integral 
component of this effort. These reforms reflect 
a paradigm shift in that HIV prevention 
programming in each state or planning 
jurisdiction funded by the CDC will now be 
enquired to be guided by needs based prevention 
plans. The plans will detail prioritized mv 
prevention strategies and interventions targeted 
to defined populations. Health departments now 
required to share responsibility for the 
determination of program priorities with the 
affected communities in their jurisdiction. The 
planning process is designed to enhance the 
scientific evidence bas~ of prevention programs. 
These two objectives: participation by affected 
groups and application of a sound scientific basis 
will contribute to the improved effectiveness of 
prevention programs in halting the spread of 
mv disease. 

As HIV prevention community planning 
is implemented the following issues are of 
ongoing concern: 

• Parity, representation and inclusion; 
• Operationalization of priorities identified 

through the planning process;· 
• Technical assistance for: 

•
•
•
• 

capacity building 
Infrastructure 
behavior research 
serc,prevalence data; 

• Objective external review of funding 

• 
applications to CDC; and 
multi-year outcome and process 
evaluation of community planning. 

PHS Task.Force 
Prevention reform advocates monitoring 

federal activities have long recognized that 
federal agencies funding mv prevention efforts 
across the Public Health Service (PHS) were 
neither coordinating their efforts nor 
collabprating on programs for communities and 
individuals at risk for lilV infection. Similar to 
their process being implemented at the state and 
local levels through the community planning 
process, an effort has been made to bring 
together the key stakeholders in local and state-
based HIV prevention efforts. In effect, to 
require of the· federal govemmenJ what they had 
begun to require of the states, territories and 
cooperative agreement cities. It is believed that 
community involvement in a federal planning 
process oould result in a defensible· and 
justifiable HIV prevention funding request as 
well as a plan for meaningful collaboration 
among the PHS agencies. To this end, an inter-
agency working group, which includes non 
governmental community consultants, has been 
oonvened by Dr. Phil Lee, Assistant Secretary for 
Health to: 

1. develop a PHS inter-agency multi ..year 
HIV prevention plan, to have its initial impact in 
FY 97 ( and onwards) to coordinate HIV 
prevention efforts of the Centers for Disease 
Control and Prevention (CDC), National 
Institutes of Health (NIH), Substance Abuse and 
Mental Health Services Agency (SAMIISA), 
Health Resources Services Administration 
(HRSA); 

2o the development of a reasoned and 
defensible future budget requests for mv 
prevention activities across the PHS based 
on this plan . 

Prevention Research 
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• Behavioral research. For example, 
research to better understand sexual practices 
and the use of injectable drugs. Information on 
how these two behaviors are influenced by 
biological, psychological, and social facto.,s 
at the individual and oommunity levels would 
produce more effective lilV prevention 
strategies. 

• Development of "women controlled" 
lilV prevention methods e.g., microbicldes) 

/ 

Federal Appropriations 

Historically, federal HIV prevention 
funding has failed to grow at the same\rate as 
funding for research and care. Like many other 
public heal.th prevention initiatives, Congressional 
and Administrative support of efforts to prevent 
disease has been inconsistent and sporadic. With 
the implementation of significant reforms in the 
Center for Disease Control and Prevention's 
(CDC's) HIV prevention programs, it is 
imperative that new resources be made available 
to meet the new prevention needs identified 

· through community planning. FY'95 has seen 
the first substantial federal prevention funding 
increases directed specifically at community· 
based prevention efforts. However, given the 
severe budgetary constraints of the foreseeable 
future, efforts to provide adequate resources to 
prevention efforts will be hard fought. 

Issues specific to populations: 

• People of color and women, in 
particular, gay and bisexual men of color, women 
of color and youth, are disproportionately 
affected by HIV/AIDS. These populations 
have burgeoning and particular needs with regard 
to mv. Historically, these needs have not been 
acknowledged or targeted for funding 
proportionate to their emerging, undercounted, 
and at-risk numbers. Any HIV prevention 
efforts must take special care to meet the 
requirements of these populations. Effective 
prevention strategies aimed at modifying 
behavior must take into considerat~on cultural 
and behavioral patterns, socioeconomic factors, 
social norms and the unique infrastructures of 
differing people of color communities and 
women's communities. 

• The promotion of harm reduction 
strategies and the elimination of legal 
prohibitions. ( e.g. needle exchange). 

• Countering negative amendments which 
limit the ability of local jurisdictions to react to 
the epidemic in their communities. Federal 
limitation on the use,_ of federal funds for 
programs perceived to "promote" homosexuality. 
(i.e., school-based programs for sexually 
questioning youth or gay and lesbian youth) 

• Coordinated efforts at the PHS level to 
monitor concurrent epidemics that will alter the 
course of the HIV epidemic (i.e., the impact of 
rising HIV incidence and prevalence rates in 
communities of oolor and among women and 
youth on the overall epidemic.) · 

WOMEN AND AIDS 
(A perspective from the second decade) 

Marion Hecht 
Dept. of Sociology 
Brandeis University 

Waltham, MA 02254-9110 

(N.B. This article first appeared in the 
Monterey Herald in the spring of 1993. Since 
that time additional research and funding have 
been allocated to studies specifically related to 
women and AIDS, .women are still dying sooner 
and being infected at increasingly high rates.) 
Insert mmwr rates here. 

When asked to write this article on 
women and AIDS this public speaker and vocal 
activist became ~ngue-tied. Why? I asked 
myself. Rage I answered. The opportunity to 
educate sisters and brothers about women and 
AIDS, women and AIDS and healthcare, women 
and AIDS and sex in a male dominated, male 
power driven, male medical society ~as my 
opportunity to tum my rage to a wake-up call. 

The black, white, yellow, Asian, poor, 
rich straight, lesbian and bisexual; the transfused, 
monogamous, married celibate, single young and 
older of us women are dying. We are dying of 
AIDS faster and being diagnosed later than men. 
In the United States in 1991, the Center for 
Disease Control (CDC) estimated that 80,000 -
100,000 are HIV infected. In the 1980s, 25% of 
Adult AIDS cases worldwide were women, but 
between 1990 - 91 that number had increased to 
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40%. Estimates for the year 2000 indicate that 
60% of HIV infection will be among women and 
children. · Seventy-five to eighty percent of mv 
transmission in the 1990s will be heterosexual 
(Dr. J. Mann, Director World Health 
Organization, 1986-1990). Again my rage rises. 
Why? . 

In her book ·Engendered Lives, Ellyn 
Kaschak states, " ... mascu.linist epistemology ..• 
means systems of knowledge that take the 
mascuJine perspective unselfconsciously, as if it 
were truly universal and objective••. mascu.linist 
epistemologies are built upon values that 
promote masculine needs and desires. making all 
others invisible ... feminist thought sees its tasks 
not as promoting the needs and experiences of 
women as normative or universal,. but as making 
visible the varying experiences and perspectives 
that masculinist thought denies." (p. 10~11). 
This is exactly what has happened in the study 
and treatment of women and AIDS. 

In 1981 the epidemic began, or was at 
least first noticed, among gay men. That same 
year, a case of an infected woman was also 
recorded at the CDC. Even though a vast 
number of young women in 1981 were suddenly 
dying of respiratory infections and an unusually 
high number of female drug addicts were also 
dying, none of these deaths were looked at or 
recorded as AIDS deaths. 

By 1982, public health officials· in large 
U.S. cities were convinced that AIDS was 
sexually transmitted. o sexually transmitted 
disease to date has· only targeted one sex; 
obviously women were going to be infected. In 
1982, however, of the 800 reported AIDS cases. 
less than 100 were in women. Some of these 
cases were known to be transmitted 
heterosexually. In 1982 the CDC definition of 
AIDS did not include heterosexual transmission. · 
A false sense of security was being sent to 
women. 

In 1983-84 intravenous (I.V.) drug users 
were also coming dovm with AIDS. I.V. drug 
users can be women, women can be the sex 
partners of I.V. drug users. In 1984 this was not 
being reflected in the statistics. One reason, 
admitting I.V. drug use or being the sex partner 
of a user put you in the CDC defined 
classification category first and that is where you 
one became recognized. (i.e. "sex partner of I.V. 
drug user). ~nd, and even more important as 

Oena Corea states in her book, The InviSJble 
Epidemic ... " as patients, women are other than 
the standard male human being. Therefore... 
women's pelvic organs uterus, fallopian tubes, 
ovaries - are omitted from the standard physical 
examinations. "(p.4). In 1984, homosexuals and 
I.V. drug abusers were viewed as "other" too, 
and, as long as this disease was only touching 
"them", prompt action and attention were not a 
priority. My rage rises and I hum, "how many 
deaths will it.take till he knows that too many 
people have died?" 

The 80s progressed and the .CDC 
definition for AIDS expanded. Women's unique 
gynecological problems were still not included. 
As late as 1990, Corea says" ... we have an AIDS 
definition that excludes the symptoms appearing 
exclusively in women." The CDC requires that 
data must have a causal relationship between 
these unique symptoms and infection. The 
reason the information demonstrating this 
relationship is n9t available Corea goes on to 
say,".•. a) women have been largely excluded 
from the studies on" and, " ... b) on the few women 
who manage to be enrolled in studies, no pelvic 
exams are done because male medicine has 
thrown women's pelvic organs out of medicine. 
So IV related conditions appearing in those 
organs are not seen or noted..•" 

Women suffering from r~g pel!ic 
1 inflammatory disease, (PIO), recurring yeast 

infections, (vaginal candidiasis) called thrush 
when in the mouth and in that case on the CDC 
case definition list, vaginal warts and cervical 
dysplasia are not considered by the-medical 
community as indicators of mv disease. Lack of 
information and education among medical 
professions seeing women with these 
manifestations are quick to dismiss them as 
something "other" and perform hysterectomies 
only to have the symptoms persist and recur. 
Without these illnesses included in the CDC 
definition, women who are ill are also disabled. 
Not including these illnesses in the case 
definition, disqualifies women from receiving 
insurance and government benefits. Women 
become poorer because we are too ill to work, 
hungry because we have no money, colder 
because we have no shelter, sicker because we 
cannot maintain our health when we are poor, 
hungry and cold. No wonder women die 4 - 6 
times faster than men once we are diagnosed. 
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As the 80s continued women's issues in 
AIDS education were not being specifically 
addressed. The message of·AIDS education has 
focused on risk groups rather than risky 
behavior. Women who did not belong to these 
groups did not and do not consider themselves at 
risk. For example, "I am a monogamous woman. 
My husband and I do not use drugs. I did not 
know my husband occasionally had sex with 
men." For example, "I have been married for 
thirty years. If I bring up using a condom with 
my husband he'll think I'm accusing him of 
cheating or tum around and say I'm c~eating." 
For example, "I'm a lesbian and I've never been 
with a man. Lesbians don't get AIDS." The fact 
is people lie to get sex, or only tell partial truths. 
A monogamous married woman and a lesbian as 
well as the rest of us do not know what risky 
behavior our partner may at one time have 
participated in. Incidence of lilV in lesbians is 
also not a study priority. 

Education in the school system has been 
scattered and inconsistent. The concept of 
teaching our daughters and our sons for that 
matter, life saving, risk reducing behavior, has to 
date been perceived and judged as teaching the 
"wrong morals"~ Ludicrous! Accurate, thorough 
information is power. (thorough includes the · 
option of abstinence and the reality that our 
children are sexually active). Talking with 
respect and honesty about our bodies and the 
names of our body parts, about our sexual acts, 
hetero~ homo, and bisexual is essential to health 
growth and development and responsible 
informed decision-making in our children's and 

. our own lives. To be denied the opportunity to 
demonstrate how to put a condom on a plastic 
model as I was in early 1993, is like giving driving 
instructions to someone without ever letting them 
sit behind the wheel of the car and assuming that 
'the person will know how to drive when the time 
comes. Condom failure is more often associated 
with misuse than breakage. Using a condom 
every time one has sex and carrying a condom 
with you all the time is not the same thing. 
Educating ourselves about risk reducing behavior 
is crucial Not any less important is using our 
voices to talk about sex, intercourse, AIDS and 
condoms. Mixed and confusing messages still 
exist for wo.men about these subjects in our 
society. Nice women and good girls don't talk 
about or are afraid or shamed to talk about sex. 

In some cultures, religions and relationships, 
women do not have any say about the decisions 
to use condoms or the kind of sexual activities 
they engage in. In some cultures and religions, 
motherhood is the most valued role a woman can 
have, discouraging protected sex. In our society 
a woman must talk with her partner because to 
date there are no protective measures available 
to women for use without the knowledge or 
cooperation of one's partn'er. Talking about sex 
with one's partner can not only bring sexual 
excitement - extended foreplay if you will - to a 
relationship, but also further develop a sense of 
trust and intimacy that strengthens a relationship. 

In early 1993 I am still angry. In 
Monterey County, between 1980 - 89, 7%'bf all 
AIDS cases were women. In 1990 this number 
was 11% and growing. Why?" The first two or 
three times that a woman shows up at a clinic ill, 
a GYN exam is not done, although the exam is 
critical to early diagnosis and critical to 
monitoring the progression of lilV disease in 
women. This examination is also critical to 
monitor progress good or bad of the antiviral 
drugs like AZT's impact on a woman's anatomy. 

. In late 1993 I would fantasize about the 
coming year. I thought let 1994 be the year of 
compassion, when a chorus of once inaudible 
voices, women's voices, voices of color and of any 
sexual persuasion are singing the same song. 
The compassion comes because no longer does, 
" ... the reputation of this illness add to the 
suffering of those who have it." (Susan Sontag, 
AIDS and Its Metaphors. 

. And there is some hope! On December 
29th, 1992 the CDC expanded its definition of 
AIDS once again, this time including recurring 
respiratory infections and cervical cancer on the 
·list. A start because women with cervical 
dysplasia often do not live long enough for this 
to become cancer. 

The compassion that I fantasized about 
also eliminates us and them. This is a global 
crisis and the wake up call is for all of us to 
answer together. 

HEALTII CARE REFORM AND lilV/AIDS: 
A RIGHT LONG OVERDUE 

Paul A. Di Donato 
Public Policy Associate 

San. Francisco AIDS Foundation 
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P.O. Box 426182 
San Francisco, CA 94142-6182 

Our nation's health care delivery system 
is in a state of crisis. The facts prove it. Despite 
the highest level of spending on health care of 
any nation -- close to $900 billion annually, or 
14% of our Gross Domestic Product, a 
significant and growing percentage of people 
living in the Unites States have little or no access 
to quality health care. 39 million people in the 
Unites States have no health insurance at any 

, given point in time. As many as 50 million 
individuals are estimated to be underinsured. 25 
cents of every U.S. health care dollar goes to 
administrative costs in a system that is 
fragmented among fifty states and thousands of 
insurance companies and HMO's. 

At least one in five U.S. residents suffers 
from "job look," forced to remain in a job or ·on 
Medicaid in order to retain health insurance. 
Medicaid roles are rising and Medicaid budgets 
are soaring at both the state and federal levels. 
The amount of free (uncompensated) care 
provided by both· county and private hospitals to 
those with no health coverage is also on the rise, 

· endangering the very viability of some of these 
institutions. Rising health care· costs are 
consuming larger and · larger shares of local and 
state budgets. For example, state governments 
spent $100 billion in health care in 1991 and by 
the year 2001 are projected to spend $244 billion. 
Health care costs are also eating away at real 
wages of workers and profits for businesses. 
Even these statistics do not convey the full 
impact of a health care system in disarray. These 
numbers do not reflect, for example, other 
significant problems, such as the trend toward 
large managed care models and the increasing 
problem of poorly administered and unresponsive 
managed care/HMO systems. This problem is 
made worse by increasing efforts to push almost 
all care paid for with Medicaid funds into 
managed care systems. There are also the 
problems of severe Medicaid cutbacks at the 
federal and state levels as well as other attempts 
to weaken this safety net program year after 
year. Finally, there is the very troubling reality 
which thr~ads its way through many of these 
other problems, namely the increasing caste 
system in America's health care structure based 
on socio-economic status, race and health 

condition. 
People infected with and affected by 

lilV/AIDS, like many others with chronic or 
terminal health ·conditions, know first-hand the 
horrors of our nation's health care system. The 
mv epidemic has brought into sharp focus for 
many individuals, inside and outside the 
HIV/AIDS communities, the worst deficiencies of 
our health system. Most people with IllV/AIDS 
must battle constantly to patch together a health 
care plan for themselves, often falling into 
poverty in the process, while dealing with all of 
the other medical, social, economic and other 
related issues brought about by mv infection. 
As serious as the decaying health care system is 
for the average resident of the United States, it 
is worse for people with lilV/AIDS for whom 
the issue of quality health care is literally a 
matter of life and death. 

The following facts and analysis provide 
an overview to the problem: 

- Only 24% of people with AIDS have 
private health insurance compared to close to 
85% of the general U.S. population with health 
coverage. One study found that persons with 
AIDS are eight times as likely to have lost health 
coverage altogether as persons without AIDS. 
This reality is brought about through insurance 
industry practices ( often relied upon excessively 
and sometimes illegal in nature) such as redlining 
of gay neighborhoods (where companies suspect 
high percentages of mv seroprevalence), 
utilization of pre-existing conditions clauses (in 
some cases for the lifetime of the insurance 
policy in question), massive rate hikes for those 
making HIV/AIDS-related claims, post-claims 
underwriting ( denial of claims after the fact), 
denial of coverage for certain benefits ( expensive 
therapies or off-label usages) and capping of 
lifetime limits for HIV/AIDS-related coverage 
( often done without applying similar lifetime caps 
to any other condition). These statistics also 
reflect the fact that a growing number of people 
with lilV/AIDS are young, people of color, poor 
and/or rendered unable to work as a result of 
their disease. These factors make it likely that 
such individuals were never in the health 
insurance system or tend to guarantee that they 
cannot continue in that system once unable to 
work. 

- Insurance status has a direct effect on 
access· to care, .utilization of health care services, 
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quality of life and mortality rates. Persons with 
AIDS who have no insurance are admitted as 
hospital inpatients less often than those with 
private insurance, and they have fewer inpatient 
nights. Nor surprisingly, uninsured people with 
AIDS die more quickly than those with 
insurance. 

- An estimated 45% of people with 
AIDS (in some states, such as California, close to 
50%) rely on Medicaid. Medicaid is the insurer 
for people with HIV/AIDS, yet it offers poor 
benefits in almost all states. Many states provide 
only minimal care for people with HIV/AIDS 
under their Medicaid rules, omitting such 
necessities as diagnostic tests, preventive care, 
prescription drugs, adequate home health care 
and adequate long-term care. Medicaid benefits 
also vary state by state resulting in dramatic 
differences in treatme.nt for people with 
IDV/AIDS across the nation. Medicaid 
reimbursement rates to providers are also so low, 
approximately 60% of what a private payer 
would cover, that many health care providers 
refuse to accept Medicaid patients. This problem 
is doubly severe for people with IIlV/AIDS who 
are also discriminated against by providers who 
refuse .to treat them based on their condition. 

- Approximately 4% of people with 
AIDS rely on Medicare. Medicare rules are such 
that many people with AIDS have not been both 
disabled and in the work force long enough and 
are not old enough to qualify for the program. 
Medicare also fails to offer benefits that are 
essential for people with IDV/AIDS, such as 
prescription drug coverage, ho~e health care and 
long term care. It also does not cap yearly out-
of-pocket expenses that individuals can be 
required to pay to support their care. 

- An estimated 27% of people with 
AIDS have no health coverage, private or public. 
Uninsured individuals do not see doctors 
regularly and delay health care until it is at an 
emergency room level. This is disastrous for 
people with'IDV/AIDS for whom early and 
regular treatment can mean a much longer life 
and better quality life. It is also disastrous from 
a health care financing and policy perspective, as 
emergency room care is the least efficient and 
most expensive form of care in our system. 

- The lifetime cost of treatment per 
person with lilV/AIDS in 1993 was $119,000. 
Although this is relatively high on a case-by-case 

basis compared to other illnesses, the overall 
e9sts of HIV/AIDS care is quite minimal to the 
overall costs to the system for heart disease, 
cancer and similar illnesses. Thus, HIV/AIDS 
care is not and will not be an extremely difficult 
financial burden for a $900 billion system as a 
whole, yet it can easily be an impossible financial 
burden for an individual. 

IDV/AIDS advocates realized early on in 
the Clinton presidency that, short of a cure, 
access to quality health care is perhaps the most 
vital public policy issue facing people with and 
effected by HIV/AIDS. Thus, health care reform 
became a top priority for some of the leading 
IDV/AIDS policy advocates, lobbyists and 
activists. The San Francisco AIDS Foundation, 
AIDS Action Council of Washington D.C. and 
Gay Men's Health Crisis all spearheaded a major 
policy effort on the part of the national 
lilV/AIDS communities to ensure that a reform 
package meaningful to people with IDV/AIDS 
and at risk for HIV infection passed this 
Congress. Advocates worked early on with .the 
Administration and the Department of Health 
and Human services to articulate our mv-
related concerns with the present system and the 
basic elements for reform in any new system. 
After President Clinton unveiled his reform 
legislation, this work continued with the. five 
major Congressional committees with primary 
jurisdiction over health care reform and with the 
Democratic Congressional leadership. Along 
with this Washington-based advocacy, these 
organizations developed a national grassroots 
and media strategy to mobilize the IDV/AIDS 
communities around health car~ reform. 

ne basic principles for any health care 
reform legislation or proposal to pass the 
"HIV/AIDS" test reflect the more than ten years 
experience of people with HIV/AIDS and their 
advocates with. the shortcomings of the present 
system. They are: 

Universal Coverage 

A11 U.S. residents must be covered by a 
date certain, without regard to past or current 
health status, anticipated health need, income 
level, employment status, sexual orientation, race, 
gender, age, citizenship or similar factors. Key 
elements to universality for people with 
lilV/AIDS are elimination of all pre-existing 
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condition exclusions in coverage plans and 
community rating. The use of pre-existing 
condition clauses eviscerates the very meaning of 
the concept of health insurance. Community 
rating ensures that no one individual's medical 
condition is used to set the cost of premiums. 
Rather, the cost is set· by calculating the average 
medical cost for all people in. a given geographic 
area. Such an approach spreads the risk of health 
care logically and rationally, as insurance was 
intended to do. 

Shared Responsibility, Affordability and 
Accessibility 

Universal coverage to quality health 
care requires that new streams of.revenue be 
found to pay for the additional costs of such 
coverage. Studies indicate that only enhanced 
taxes or an employer mandate can achieve this 
goal. Along with this key pillar to true reform, 
individual payment for care must be based on the 
realistic ability of an individual to pay, whether it 
be for premium costs~ coverage for deductibles, 
or other out-of-pocket costs. Structures that 
regulate co-payments, deductibles and other out-
of-pocket expenses should not disproportionately 
burden people with HIV/AIDS or with any 
chronic health condition. Finally, coverage must 
be available to all in ways that reach across 
geographic, socio-economic and other existing 
barriers. in the current health care system. 
Technical "access" to coverage that does take into 
account individuals ability to pay for it or get to 
it is not significant reform and cannot make 
claims to universality. Both the private sector and 
government share in the responsibility to keep 
health cost under control, make care affordable 
for all and thus give adequate access to all. 

Comprehensive Benefits 

Comprehensive coverage for people· 
with lilV/AIDS requires coverage of all 
medically necessary setvices which are mandated 
to some degree of specificity at the federal level. 
Within this broad concept, people ·with 
HIV/AIDS require coverage for items such as: 
physician visits, inpatient and outpatient hospital 
care, prescription drugs, medical equipment, 
diagnostic and lab services, rehabilitation 
services, home health care, long-term and 

hospice care, ob-gyn services, including maternity 
care, well-child services, substance abuse and 
mental health care, experimental treatments and 
preventive care. Such comprehensive care for 
people with HIV/AIDS also includes other, 
community..based services that are·part of a 
health care support system ( sometimes called 
"wrap-around services"), such as transportation to 
and from appointments. 

Individuals with HIV/AIDS. often 
require many forms of health care, including, at 
times, many forms of specialty care. And, as 
with all individuals, people with HIV/AIDS must 
have trust in their health care providers. Thus, 
freedom to chose one's doctor and other health 
care providers from a full list of possible options · 
is essential for people ·with HIV/AIDS. This is 
the only way that a person with the disease can 
ensure that his or her provider is knowledgeable 
about HIV/AIDS care, and culturally sensitive, 
broadly defined, so that issues of sexual 
orientation, race, class and other issues do not 
become barriers to effective health care. 
Individuals should not be required to join plans 
or remain in plans that they believe do not meet 
their medical needs. 

Consumer, Civil Rights and Confidentiality 
Protections · 

Consumers of health care must be 
involved in the decision-making structures of 
health care. Consumer interests must be 
protected, including the ability of consumers to 
lodge complaints against insurers, providers or 
the government and receive prompt attention to 
and redr~ of valid complaints.. Strong 
provisions must exist, and be adequately 
enforced, in any new system to prohibit 
discrimination on the basis of past or current 
health status, anticipated health need, income 
level, socio-economic level, employment status, 
sexual orientation, race, national origin, gender, 
age, citizenship and similar factors. 
Confidentiality of medical information, especially 
in the HIV/AIDS arena, is essential if individuals 
are to feel free to access the health care system 
without negative consequences. Breaches in HIV 
confidentiality are often the triggering event in 
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AIDS-based discrimination scenarios. Strong and 
innovative measures are required to ensure that 
the level of information collection and 
centralization necessary and desirable in any new, 
national system does not lead to dangerous · 
breaches of identifying HIV-related information. 

State Flexibility 

States must be allowed to improve upon 
whatever system is enacted at the federal level. 
The price of national reform should not include 
forbidding states to implement even more drastic 
reforms, including state single payer options. For 
people _with IilV/AIDS, even the "best" national 
reform models may prove lacking~ For these 
individuals, other high utilizers of health care 
and others who wish to do better, sta~ should 
be given the flexibility to respond to their 
constituents and do just that. 

At the writing of this article, 
comprehensive health care reform appears all but 
dead in this Congress. Unfortunately, in 
hindsight, it may prove to be the victim of · 
partisan politics as usual as well as a perverse 
and well-funded attack campaign by the . 
insurance industry and other interests who profit 
by the current system. Regardless of the final 
outcome in 1994, the IilV/AIDS communities 
have little choice but to work on comprehensive 
reform as well as viable, useful smaller reforms 
at the national and state levels to address the 
aisis in health care for people with HIV and 
AIDS. 

Aggleton, Peter, Peter Davies and 
Graham Hart. AIDS: Rights, Risk, and Reason 
Falmer Press, Social Aspects of AIDS Series, 
1992, 213 pp., $80.00 hardcover, $27.00 softcover. 

In March 1991, the fifth conference on 
Social Aspects of AIDS was held at South Bank 
Polytechnic in London. The participants that 
attended the conference represented a 
collaboration between social scientists doing 

research in the field of health care and health 
care providers working for statutory and non-
governmental health care delivery organizations. 
Four central th~mes dominated the majority of 
scientific papers presented at the conference: 
they were 1) perceptions of risk, 2) risk taking 
behavior, 3) rights and responsibilities of people 
with AIDS and the health care professionals that 
treat them, and 4) the rationality that underlies 
individual and collective responses to the AIDS 
crisis. Aggleton, Davies and Hart's book like 
the others that came before it in· the series 
(Social Aspects of AIDS, Fahner Press 1988; 
Social Representations and Social Practices, 
Palmer Press 1989; AIDS: Individual, Cultural, 
and Policy Dimensions, Falmer Press 1990; 
AIDS: Responses, Interventions, and Care, 
Falmer Press 1991) contains the papers 
presented at the conference. The content of the 
·book demonstrates the depth and scope of the 
social scientific findings in the field of AIDS 
research. The editors indicated that the purpose 
of all the books in this series including this one is 
to lend support to the belief that medicine and 
social science must work together collaboratively 
in order to hasten the development of effective 
means to prevent and treat mv infection. 

The book gives readers an excellent 
historical overview of the epidemiological 
development as well as the social and cultural 
impact of IilV disease in Great Britain, 
Germany, Africa, and Australia. All papers 
presented deal with AIDS prevention, education, 
and treatment issues from an international 
perspective. There are 14 chapters dealing with 
social aspects of AIDS. In the opening three . 
chapters the early years of the AIDS epidemic's 
impact on Australia's homosexual community 
were reviewed as well as early government efforts 
to develop policies and intervention strategies 
used to educate gay and bisexual Australian· men 
about the dangers of AIDS and what they could 
do to protect themselves from becoming infected. . 
Also discussed was how early media coverage of 
the epidemic served to influence and shape 
public perceptions of and beliefs about AIDS. 
Media coverage of the AIDS epidemic, served a 
dual purpose in that it defined AIDS as not just 
a public health problem 1effecting specific high 
risk groups, but also was an issue that had social, 
cultural and political dimensions, as well as costs 
and consequences for the world community as a 
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whole. 
'The second part of.the book reviewed 

findings on the relationship between risky sexual 
behaviors among prostitutes and migrant workers 
and the transmission of mv. The authors also· 
reviewed the major findings linking drug and 
alcohol abuse to unsafe sexual practices leading 
to the transmission of mv infection among 
substance abusing populations. 

In the third part of the book, researchers 
explored the psychosocial, attitudinal, cultural, 
political, and educational barriers to acceptance 
of preventive behavioral changes related to , 
sexual practices such as regular use of condoms· 
that could slow the spread of mv infection. ·in 
the last chapter of the book the authors reviewed 
the social implications of the role. of voluntary 
community organizations staffed by gay men in 
providing caregiver and social support services to 
people with AIDS. 

On the whole, Aggleton's book gives 
readers a broad, concise, and informative 
overview of the important developing· issues in 
the field of AIDS research. The findings from 
the various studies are presented clearly and 
understandably. The book would make an 
excellent text for social scientists developing 
University level courses·on the psychosocial and 
cultural aspects of AIDS. It could also be used as 
a primary resource for human service 
administrato~ rehabilitation counselors, social 
workers and health educators working in social 
service agencies that provide social, vocational 
rehabilitation and community outreach 
prevention/intervention seryices to people with 
AIDS and their families. (Mitchell A. Kaplan · 
Ph.D, 'C.S.R.S., C-ertified Social Research 
Specialist, Brooklyn, N.Y.) 

Agich, George J. Autonomy and Long-
Term Care. New York: Oxford University Press, 
1993, 197 pp., $35.00 hardcover. 

Rights and autonomy are the most 
potent words in the political vocabulary of 
progressive social change. They carry enormous 

· popular appeal and moral legitimacy. Over the 
past thirty years, arguments and campaigns based 
upon these concepts have furthered the cause of 
civil rights in many areas, especially those 
relating to social services and health care. ~fost 
recently struggles for d.iW>ility rights and the 
passage of the Americans with Disabilities Act: 

have sprung from the same source. It is 
impossible to theorize about autonomy in a 
politically neutral way .. Arguments about 
autonomy are arguments about the future of 
liberalism and the soul of American politics. 

Autonomy liberalism is based on the 
principles of equal dignity, respect for persons, 
valuing diversity and difference, rights of privacy, 
and freedom of choice--the right to live our own 
lives in our own ways, subject to everyone else's 
equal right to do the same. It· has a b"bertarian _ 
version that pushes very hard on the notions of 
negative liberty (freedom from interference by 
the state) and self-reliance. Private ·property, 
market competition, the work ethic,and minimal 
govemment--these are the conditions under 
which libertarians think freedom will flourish. 
But autonomy liberalism is also compatible with 
a welfare state orientation in which the 
community as a whole, acting through the 
government, must ensure the basic social 
provision--food, shelter, education, health care, 
and the like--that are preconditions for the 
meaningful enjoyment of autonomy rights and 
the freedom of the individual to shape a plan of 
life. 

Philosopher and bipethicist George 
Agich challenges liberal autonomy in his 
important, but difficult new book. The challenge 
can be stated as follows: The liberal conception 
of autonomy may work well enough to protect 
and foster the interests of the young, the 
mentally competent, the able-bodied and the 
acutely ill. But it is ill-united to the real needs 
and possibilities of the those who require long-
term care in various settings-mthe frail elderly, the 
demented, and those with chronic physical and 
mental illness and disability. In an aging society, 
where chronic illness and disability will be 
increasingly prevalent, how can .we keep the baby 
of autonomy and throw out the bath water of 
liberal individualism? How can we duly 
acknowledge the reality of dependency and the 
social embeddedness of the chronically ill, and 
stop pretending they are or should be) as capable 
and self-reliant as Ralph Waldo Emerson, 
without falling back into the officious 
paternalism, stereotyping, and professional 
domination by care providers that the liberal 
autonomy argument was designed to combat in 
the first place? 

One possible response to this problem is 
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to retain the hberal conception of autonomy, but 
downgrade it, as it were, in the ethical code 
governing long-term care. Independence, 
competent freedom of choice, and the adversarial 
stance that protects individuals from unwelcome 
intrusions by others may occasionally have their 
place in long-term car, but more often the value 
of autonomy must be tempered by other values 
such as beneficence, the best interests of the 
patient, the needs and rights of other patients 
and care givers, and institutional constraints. 

· Agich's strategy, however, is quite 
different and much more interesting. Instead of 
demoting autonomy because it does not fit the 
realities of long term fare,, he attempts to 
rehabilitate and redefine it. Where does this 
attempt take him? This question .requires two 
answers; one substantive, the other political and 
rhetorical. 

Substantively, it takes him, and the 
reader, into a complex philosophical labyrinth 
that is sometimes rough going, especially for 
those without a formal background in ethical and 
political theory. He dissects the liberal 
conception of autonomy with clarity and 
precision. He draws creatively on a large 
ethnographic literature on nursing homes to give 
a harrowing portrait of everyday life in long-term 
care, although one wishes that he had devoted 
more· attention to home and community-based 

· long-term care. Finally, Agich borrows freely 
and creatively from the tradition of twentieth 
century European philosophy, from Heidegger 
and especially the phenomenological sociology of 
Alfred Schutz, to give a brilliant and suggestive 
exposition of the experienced reality and the 
social life world of nursing homes--their sense of 
space, their sense ·of time, and the forms of 
communication they foster. 

The ~efinition of autonomy Agich · 
proposes moves from autonomy understood as 
negative hberty (the right to be left alone) to 
what he calls "actual autonomy." Actual 
autonomy isn't something a person has in an all-
OMtothing fashion, and it isn't something 
available only to full rational, competent, 
independent choosers. Instead, autonomy 
develops in the narrative of one's life, growing 
and taking shape through social context, 
relationships with others, and changing 
relationships to, and experiences of, one's body. 
Thus autonomy is not something one has against 

others, but through them. It is not freedom from 
relationships, but freedom in them. It comes 
about through acting in the world and through 
forming a sense of self-identity in the world. 
Autonomous .acts are not totally free or 
unconstrained; from Agich's phenomenological 
point of view, no human acts are freerin that 
liberal sense, for they do not take place in a 
social vacuum. autonomous acts, no ma~er how 
, constrained they may be by luck, circumstance, 
habit, or tradition, are nonetheless autonomous if 
the person can identify with them; if they are the 
agent's own. 

This is but a glimpse of the substantive 
content of Agich's theory of autonomy. It is 
philosophically rich and skillfully woven into a 
phenomenological· analysis of long-term care, 
which is a significant contribution to the 
literature in its own right. But this book has a 
political or rhetorical significance that goes 
beyond its philosophical merits, and here its 
achievement is more problematic. 

Agich's project takes him, tentatively, but 
inexorably, further and further away from the 
familiar shores of liberalism and mainstream 
bioethics. It would be easy to read him as a 
communitarian , and as the work of someone like 
Peter Berger reminds us, the upshot of 
phenomenological sociology can just as readily be 
a communitarianism of the right as of the left. 
But, in the end, Agich remains in the 
mainstream. He hugs the shores o( liberalism, 
even while making his powerful critique of 
liberalism's traditional philosophical 
underpinnings. If the current of his own critique 
carries him toward politically uncharted waters, 
as I believe it does, he nonetheless struggles 
against this current of his own argument. 
Reading this book is sometimes like watching 
someone play a game of Twister: he usually 
oomes down on the right spot, but it takes some 
doing to manage it. 

Does he succeed in charting both a 
philosophically cogent and an ethically and 
politically defensible course? On the whole, I 
think he does. But I'm sure many readers will 
conclude otherwise. Either way, the struggle is 
instructive. It is in fact quite difficult to say 
some of the kinds of things Agich wants to say--
about accommodating rather than struggling 
against limitations and dependencies that do 
curtail one's freedom, for instance--without giving 
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aid and comfort to some still powerful and 
pernicious forms of bigotry, disqimination, and 
despair. Consider just one brief example: 

"'Independent living' ... does not 
necessarily mean autonomy conceived as 
independence ... The ability to perform 
normal functions of daily living are best 
understood in terms of the individual's 
own sense of self-worth how the elder 
identifies herself, than as a desire for 
·independence and noninterference. One · 
challenge for institutional long-term care 
is to develop supportive substitutes for 
the activities that elders value, but can 
no longer perform. (p. 110) 

One problem here is how inuch we can 
_rely on a subjective standard of self-
identification. In a society and culture marked 
by discriminatory and stereotypical images of the 
disability and old age, how are we to factor in 
the effects of prolonged assaults on an 
individualrs self-confidence and self-esteem? If 
we gauge by what the individual here and now is 
willing to accept, rather than by some external 
normative standard of what a reasonable person 
ought to accept, don't we run the risk of settling 
morally for too little in the way of services, 
supports, freedom, and systemic change? 

Another danger is that Agich's ethic of 
autonomy in· long-term care will let institutions 
off the hook too easily. For advocates of elder 
rights and deinstitutionalization during the past 
twenty years, talk about "supportive substitutes" 
may ,smack of an all· too familiar bureaucratically 
self-serving refrain from the nursing home 
industry and the health care system. Who must 
accommodate, the individual or the system? And 
how can we tell when accommodation to 
diminished expectations and diminished freedom 
by a person is really necessary because we are 
not willing to make other changes that would 
give the person other options? 

Agich may be forgiven if he does not 
settle these and similar conundrums No one else 
has. But they really must be addressed further 
by those of us--and in this I would include 
myself--who share the project of working out a 
post-h1>eral theory of autonomy. For now, 
Autonomy and Long-Term Care has given that 
task strong philosophical bearings .and a rousing 

good start. (Bruce Jennings, The Hastings 
Center,· Briarcliff Manor, New York) 

Cameron, Miriam. Living With AIDS. 
Newbury Park, CA: Sage, 1993, 251 pp., $18.95 
softcover. 

Miriam Cameron's book joins a small but 
growing set of books which ask people living with 
mv disease (PWH) about their perceptions of 
problems associated with this life-threatening 
syndrome. Though the AIDS research literature 
has increased to immense proportions in the 
thirteen years since the first identification of the 
syndrome, only a small. proportion of it has cared 
to consult seropositive people themselves to 
allow them to speak of their own experiences. 
The phrase, 'living with AIDS,' has now appeared 
in a great many book titles, but their contents 

. fall typically into two camps: pragmatic, medically 
oriented books groups, and advice and policy 
books produced by professionals. Rose Weitz's 
1991 sociological study, Life With AIDS, and 
Mary O'Brien's 1992 nursing approach,· Living 
With HIV (neither of which· are cited here) join 
with this volume in examining personal living 
problems of facing AIDS. 

Cameron interviewed twenty-five PWHs 
and five of their caregivers. Eight of the 
respondents were women and sixteen, nonwhite. 
PWH experiences were. reduced to a series of 
ethical problems and the entire book is organized 
around a display of these dilemmas. As 
becoming 1-llV-positive does pose a great many 
difficult choices, the analytic stress on the ethical 
field has merit. The book consists largely of 
chapters reviewing ethical problems involving: 
alcohol and drugs, chronic illness, death, 
discrimination, finances and business, health care, 
personhood, relationships, services, and sexuality. 

The success of the book depends very 
much on the strength of this analytic strategy 
which focuses the complexity of life and 
experiences into a series of ethical problems. 
But the costs of this approach are many. By 
turning everytbipg into an ethical decision, this 
organizational principle relies on the Kantian 
image of the social world as one composed of 
rational, free individuals making ethical 
deductions in a mental realm of ideals. It is an 
approach which widens the Kantian gap between 
the 'is' and the 'ought,' stripping away the 
structure of options and the ways in which 
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people do in everyday life move through a 
restricted range of choices. Because of the 
richness of the quotes from the interviews, the 
reader does see, here and there, how these 
PWHs sorted through problems in living with 
lilV, but by focusing so concertedly on a . 
topology of ethical problems, the practical 
solutions created by them receive only episodic 
attention. This is especially noticeable as the 

·author takes. a completely "hands off" approach 
to the question of what the "better" solutions to 
the many ethical problems reviewed here might 
be. By freezing interactional processes into a 
series of ethical choices, this approach· has 
nothing to offer on the discourses or social 
environments which encode PWH experiences 
and thus frame their choices. . 

The stress on the individual in isolation 
results in a bracketing of macro-ethics in favor of 
a display of micro-ethics, so that there is very 
little on the ethical concerns of, for example, 
PWH movements such as: profiteering by the 
pharmaceutical industry, inadequate access to 
health care in a privatized medical system, or 
insurance industry discrimination. When a 
woman contemplates sex work, for example, as a 
way to meet the crushing demands of medical 
bills, the "ethical dilemma" is categorized in this 
book as the individualist problem: "Is it right to 
engage in illegal activities to make ends meet?" 
The ethical issues around the failure of the 
United States to offer its citizens universal 
medicare or around the sexual exploitation of 
women drop from sight. -When problems of 
macro-ethics are recognized; the author's 
solutions tend toward anodyne recommendations 
for a "caring society" (p. 100) or "an environment 
in which its members can meet their financial 
needs" (p. 113). · 

While the author's ethical neutrality can 
be refreshing in the midst of the many advice 
books which swamp PWHs with thousands of 
"shoulds" and "don'ts", the limited disclosure of 
practical problem solving in a context of few 
options, detracts from its overall interest. When 
PWHs agonize over disclosing their sero-status 
and, in addition, risk status, to other people, the 
problem is not simply one of "should I be 
honest?" (p. 92), but a much bigger one of how 
to go. about disclosing and to whom. Similarly, 
when parents refuse to recognize a gay PWH's 
lover, the ethical issues run well beyond that of: 

"How should I balance my needs with the needs 
of my partner?" (p. 163). The problem indexes a 
much deeper problem of the structure of 
heterosexism, the failure of homophobic kinsfolk 
to offer support to gay family members, the 
effects of HIV in undermining traditional coping 
strategies, and a host of ethical issues which 
attend these difficulties. 

The strength of this book lies in its 
willingness to let PWHs speak for themselves, 
and to take folk reasoning seriously rather than 
impose glib or idealistic "solutions." Its display of 
PWH life as a series of ethical problems does 
exact a price in understanding how these 
problems are moments in larger social process. 
(Barry D Adam, Sociology 'and Anthropology, 
University of Windsor, Windsor, Ontario, 
Canada.) 

Crocker, Allen, Cohen,-Herbert, Kastner, 
Theodore, Eds. HIV Infection and 
Developmental Disabilities: A Resource for 
SelVioo Providers. Baltimore, MD: Paul H .. 
Brookes Publishing Co., 1992, 292pp., $47.00 
hardcover. 

We have come a long way from the fear 
and misunderstanding. which plagued the United 
States when the first cases of AIDS came to the 
attention of the American public in the 1980's. 
At that time, the media was replete with stories 
about unstoppable plague sweeping the 
nation, believed to be spread primarily by those 
who deserved it because of socially unacceptable 
behavior (homosexuality and substance abuse), 
and sometimes acquired by "innocent victims" 
( children, people with hemophilia and women 
unknowingly sexually involved with gay or 
bisexual men). A culture of blame was endorsed 
and accepted by the American public. The 
consequences were dramatic; people known to 
have HIV disease were often shunned, even by 
medical providers. Families were driven out of 
their homes, traditional support systems eroded, 
employment and its concomitant benefits were 
lost, and lilV positive babies were left as 
"boarders" in urban hospitals already reeling 
from the added strain of dealing with this new 
and demanding disease. National AIDS 
education and prevention efforts were slow to be · 
developed, even slower to be impl~mented and 
funded until it was recognized that lilV is a 
national and global problem crossing all 
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traditional racial, ethnic, socioeconomic and 
lifestyle boundaries. Today we are still struggling 
for funding for: research and education, but the 
climate has changed - there is little talk of "the 
innocent" and "the guilty," instead there is 
developing a recognition that HIV affects 
everyone in a country where the National 
Centers for Disease Control and Prevention 
( CDC) estimates that over one million people 
are infected. 

The advent of HIV disease· has had a 
dual impact upon the field of developmental 
disabilities. HIV has swelled the ranks of those 
with disabilities, causing developmental delays, 
serious illnesses and death in children who 
otherwise may have had a normal developmental 
period and lifespan. It also poses ~que 
challenges for those serving individuals with 
developmental disabilities, to develop and 
administer effective HIV education and 
prevention strategies- while honoring clients' civil 
and human rights and attempting to minimize 
legal liabilities. 

A team of physicians from three of the 
leading institutions dealing with the needs of 
people with developmental disabilities and, HIV 
disease have assemble:;<! a noteworthy collection 
of essays and articles dealing with many of the 
key issues in this area. Allen Crocker and his 
colleagues Herbert Cohen and Theodore Kastner 
embarked upon an ambitious project to collect 
and present a comprehensive body of 
information touching upon lilV disease as it 
relates to developmental disability. ·The book is 
divided into three parts, with one of the team 
serving as editor for each. As would be expected 
with three physician-editors, the book is heavily 
weighted toward providing medical and scientific 
information. It is not, however, a standard 
medical reference treatise. Rather, using medical 
information as the backbone of the work, it 
addresses many of the complex social, legal and 
public policy issues which are key to 
understanding . the very special needs of 
individuals and families (in the broadest sense of 
the word) living with HIV disease. 

The first part, a collection entitled "Child 
and Family," lays a solid foundation for the 
remainder of the book. It contains a series of 
articles dealin:g with the epidemiology and 
etiology of mv infection in children, compared 
and contrasted to other groups. These are 

followed by discussions of treatment and service 
delivery needs. Particularly helpful to the lay 
reader is Gary Diamond and Herbert Cohen's 
chapter on "Developmental Disabilities in 
Children with HIV Infection." The placement 
of this article, which follows thorough discussions 
by other contributors of the epidemiology, types 
of HIV disease and neuropathology of mv 
infection in children, focuses the prior discussions 
and makes an informed and cogent argument for 
a culturally sensitive neurodevelopmental 
approach to the care of HIV-seropositive infants 
and young children. Similarly, the concluding 
chapters nicely first identify service needs and 
suggest solutions in the form of coordinated 
multi--disciplinary service provision to individuals 
with mv infection and their families and 
caregivers. The intervening section solidly 
addresses the medical, habilitative, rehabilitative 
and educational components essential to 
providing effective integrated care to children 
with HIV disease. A final chapter, which while 
useful seems almost an appendage, deals with 
issues faced by individuals who have acquired 
HIV infection through treatment for hemophilia. 

In assembling Part II, entitled "Youth 
and Adults," Theodore Kastner has chosen to 
focus upon one of the most troubling concerns of 
those who serve people with developmental 
disabilities - the effect of HIV infection upon 
sexuality and sexual expressiono The introduction 
into our society of a life-threatening sexually 
communicated disease has challenged the 
burgeoning acceptance of the right to sexual 
freedom by people with developmental · 
disabilities. The section begins with an 
examination of the epidemiology of HIV disease 
among individuals with developmental 
disabilities, pulling together what little data 
existed at the time· it was written, and identifying 
factors which interfere with accurate reporting. 
Following are a model for developing agency 
sexuality policies and discussions of three of the 
better known HIV education programs developed 
specifically for people with· developmental 
disabilities. It concludes with a representative 
staff training program and considerations for 
program evaluation. As in Part I, a substantively 
valuable "tag" chapter appears at the end of an 
otherwise coherently developed section. In this 
case, it is an article on the treatment of sex 
·abusers. 
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The final part, captioned "Policy 
Considerations," ambitiously hits several broad 
areas: legal rights and potential liability of service 
providers, financing of developmental services 
and model state, service provider and 
confidentiality policies. It also includes what 
seem to be the essays which the editors wanted 
to include, but could not decide where· else to 
position9 such as a discussion of HIV · 
transmission, a guide to training. caregivers in 
transitional homes and a discussion of substance 
abuse and social disadvantage. Each of the. 
pieces is thoughtful and well written. Several, 
however, suffer from the need for brevity 
occasioned by the format of the book. 

The strength of this work is its delivery 
of a great deal of reliable information by many 
of the 1leading experts in the field, accompanied 
by extensive additional references. Each section 

. is internally consistent - to a point - beginning 
with "hard" information and moving on to 
examine treatment and/or policy implications. It 
is quite useful as a reference work, to be 
consulted on an as-needed basis. Its weakness is 
in a promise unfulfilled; ·with so much 
information presented, had the editors taken the 
next step and presented a somewhat tighter 
product, with a unifying analysis and 
commentary, this could have been superb. 
(Linda D. Headley, Trenton, NJ.) 

Heinemann, Allen W. (Ed.) Substance ) 
Abuse & Physical Disability. The Haworth Press, 
Inc [10 Alice Street, Binghamton, NY 13904-
1S80) 1993, 289pp., .$ 44.9S hardcover, $32.95 
softcover. 

Heinemann has assembled a collection of 
articles that is a must for mental health 
professionals involved in the treatment of 
disabled clients with a history of chemical 
dependency. Heinemann states that his primary 
objective is to "provide readers with information 
necessary to understand the context of substance 
abuse in the lives of persons with disabilities, to 
identify chemical dependence problems, and to 
implement effective treatment strategies". He 
states his second objective is to provide 
information regarding physical and cognitive 
disabilities to those readers involved in the 
treatment of substance abuse. 

The collection is divided into four 
sections: Understanding the Context, Issues, and 

Problems of. Substance Abuse; Understanding the 
Causes, Types, and Prevalence of Substance 
Abuse; Assessment, Treatment, and Prevention 
Issues; and Summary. Into these sections 
Heinemann has compiled a heterogeneous mix 
of articles representing anecdotal accounts, 
representative case studies, reviews of research, 
descriptions of treatment models and 
presentation of basic research. The articles 
chosen cover the full scope of issues surrounding 
chemical dependency, physical and cognitive 
disability and the interaction of these in the 
individual and in society. The articles provide 
basic assessment and intervention strategies for 
the mental health care provider as well as 
providing treatment· models for an 
interdisciplinary team approach. 

The following are some articles worth 
singling out: Schontz provides a excellent 
argument for the case study method of scientific 
inquiry followed by a well developed 
representative case study of a chronic, heavy 

· drug abuser. Y arkony provides an comprehensive 
overview of specific traumatic conditions and the 
medical complications affecting rehabilitation, 
along with, from my experience, an accurate 
presentation of the psychosocial consequences of 
a disability. Budziack's article presents a concise 
history of the treatment of alcohol with a critical 
examination of the. assumptions and beliefs 
underlying current treatment approaches and in 
another article of Budziack's, he presents 
rehabilitation professionals with a strategy .for 
appropriate individualized treatment for their 
clients with alcoholism and physical disabilities. 

In sixteen chapters Heinemann presents 
a selection of articles that is both comprehensive 
and readable. Specific prevention, assessment 
and treatment issues unique to persons with 
physical disabilities emerge from the topics 
addressed in these articles. Issues such as the 
accessibility of treatment services, medication 
problems and other issues associated with the 
complex nature of this dual diagnosis are treated 
in a scholarly manner. · 

The one area of weakness for me was 
the dated material on the disease concept of 
alcoholism. · A presentation of recent evidence 
on genetic predisposition to alcoholism would 
have made the debate on this important issue 
more inclusive. (Louis F. Krodel, psychologist, 
private practice, Chelmsford, MA) 
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Huber, Joan and Beth E. Schneider 
(eds.). The Social Context of AIDS. American 
·Sociological Association Presidential Series, Sage 
Press, Newbury Park,. CA, 1994, 178 pp., $19.50 
softcover. 

This book derives from papers presented · 
at the 1989 Annual meeting of the American 
Sociological Association. Many of the chapters, 
however, appear to include facta and analyses 
from as recently as 1990. The authors are, 
generally, prominent voices in the realms of the 
sociology of AIDS. The first two chapters make 
up Part I. The Social Context of AIDS 
addresses· some of the research challenges 
offered to sociologists by the :mv epidemic in 
the U.S. These are both challenging chapters 
which are in many ways as interesting and 
thought provoking in 1994 as they must have 
been in 1989. Perhaps the most compelling 
lesson is that thoughtful scholars in the social 
sciences had already developed a rich palette of 
research questions to be addressed five years ago 
- compelling· questions and special opportunities 
offered by nature's experiment with human 
health. Yet our knowledge and our visions of 
what knowledge we should seek have. not greatly 
matured in the years since. I do not know 
whether the pace of development has been 
constrained primarily by finding resources, lack 
of trained personnel, or lack of interest. 
Perhaps, scholarly and other institutions have not 
been sufficiently supportive of research in this 
realm. Perhaps the permeating danger has been 
mainstream indifference or hostility to the needs 
of multiply stigmatized communities of need. 

The remaining chapters are in the form 
of research reports, generally of rather small but 
interesting cohorts of subjects, and generally with 
brief and adequate reviews of the small relevant 
literatures. Each is a good example of what can 
be done; yet none are definitive. To my 
knowledge these chapters have since been · 
supplemented by additional studies of similar 
convenience samples but have really not yet been 
superseded by definitive and comprehensive 
analyses. They are not far from being the state 
of the art. Yet it's a very disappointing state of 
the art. Thirteen years into the known HIV 
epidemic we seriously lack broad and deep 
sociological studies. 

The three chapters in Part II: The 
Social Context of Risky Behavior address 

unprotected sex among gay men, the problems of 
women and protected sex with infected male 
partners, and some aspects of sexual behavior 
among male prostitutes serving gay male clients. 
Even today we know too little of what motivates 
gay men to practice unprotected sex - too little to 
inform effective new prevention campaigns even 
though this would appear· to involve research that 
could indeed be effectively and productively 
undertaken. Chapter 3 is an encouraging 
resource. Chapter 4 discusses the problems of 
uninfected women with :mv infected male 
partners. The insights are useful; many have 
been repeated in later published reports, but 
we're truly not much further along the path 
toward utility. Chapter 5 on male prostitutes is 
both novel and interesting. It causes us to 
wonder however, about the groups whose needs 
have not been addressed here: heterosexual men, 
gay men of color, youth, female prostitutes, and 
prisoners. Mostly those groups remain poorly 

. explored. 
In Part Ill: The Social Context of 

Treatment and Policy, there . is ·an interesting 
account of attempts to organize drug users to 
self-help or to consent to help. The focus is on 
their vulnerability to IDV transmission through 
their drug use rather than via sexual expression. 
The1remaining chapters on AIDS support groups, 
testing, and social constructions of AIDS are 
carefully constructed but are not of great interest 
in 1994. Their scope is rather narrow or tied to 
the circumstances of 1989. While these were 
then surely timely and perhaps provocative sallies 
of research they are clearly dated. 

This is an important and enlightening 
little book for sociologists and other social 
scientists and their· students. The principal take 
home lesson is simple and complex at the same 
time. How is it possible that we still know so 
little about the human needs associated with 
sexual expression and with drug use and why 
have sociological insights, based on definitive 
research, been so slow to contribute to a very 
massive public health challenge of our ties. How 

· can we help people to halt the transmission of 
· HIV by changes in compelling behaviors? How 

<;to we ·as society and as social scientists overcome 
our subjects' stigmata, alienation, and often 
realistic confusion and actually help them? The 
answers will not be easy ones. They will most 
likely include finding ways to respect our diverse 

39 



subjects their values, and their needs and to try 
to rebuild their lives, their hopes, and their 
visions. If people vulnerable to lilV infection 
continue to be disdained, vilified, and punished, 
they will probably not become fully effective in · 
protecting what many of them may see as lives of 
limited value. None of these papers bravely 
address that set of issues. (Alvin Novick, 
Professor of Biology, Yale University, New 
Haven. CI). 

Humber, J.M., Almeder, R.F., & 
· Kasting, G.A. (Eds.). Physician-Assisted Death. 

Humana Pr~ Totowa, New Jersey, 1994, 155 
pp., $39 .SO hardcover. 

This book is the eleventh in a seri~ 
Biomedical Ethics Reviews, that ha$ previously 
addressed issues such as AIDS and compulsory 
birth control. The editors explain in the preface 
that contn'butors were asked to summarize the 
literature and prevailing arguments relevant to 
the book's theme (in this case, physician-assisted 
death), and then to advance the discussion by 
arguing for a position. They characterize this 
volume as a -Well-balanced and probing set of 
~-" 

That prefatory declaration 
notwithstanding, the book is a collection of 
essays that acknowledges very little of the 
considerable literature on physician-assisted 
death, beyond the immediate domain of 
medicine. While one essay grapples with a legal 

. question, rrhe Constitutionality of Elective and 
Physician-Assisted Death," and several mention 
social policy, the issue of faciliiating dying is 
treated as primarily a problem of determining 
sound medical practice. This constitutes neither 
a summary of prevailing knowledge· and 
arguments on the subject nor a 'well-balanced" 
or -probing" discussion. 

Absent are any sociological or 
psychological data on suicide or the status and 
behavior of terminally ill people. Unaddressed 
are issues of race, gender, and the effects of 
discrimination and prejudice on health service 
decisions. Completely overlooked is the disability 
perspective. The corpus of strong articles written 
on this subject by disabled professionals and 
activists over the past decade is nowhere cited. 
Similarly, the analysis of •mainstream" 
professionals, ethicists, scholars and social critics 
regarding the impact of. physician-assisted death 

on people with. disabilities is unacknowledged. 
The index of the book fails to include any 
reference whatever to disability .. 

Even as a summary of •illness model" 
thinking on the issue, however, the book fails any 
test of balance. Four of the six essays are by 
authors sympathetic to legalizing some forms of 
doctor-assisted death. The other two essays, 

. concluding that there are valid arguments on 
both sides, urge the development of better endm 
of-life medical support before changing policy. 
No essay opposes legalization. Further, none 
presents in adequate complexity the concerns for 
patient autonomy expressed by many physicians 
and bioethicists who staunchly oppose 
legalization. 

We learn little in this physician-centered 
book about the crucial figure in the dilemma--the 
person who would receive assistance in dying. 
Throughout the book, positions are advanced 
and recommendations offered without concern 
for such nagging questions as "Why do some ill 
and disabled people really want to die?" and 
-what do they need most from their social 
environment?" When, in 'the opening essay, 
Diane Meier calls for more research to inform 
public debate on legalizing assisted death, she' 
recommends only studies on physician attitudes 
and practice. Other essayists allude to public 
attitudes, but all fail to focus on the empirical 
reality of the human lives in the balance. 

The essays mishandle other key 
components of the issue. Phenomena such as 
physical pain and voluntariness are discussed in 
undimensional terms as if they were independent 
of psychological, cultural, and social influences. 
The role of depression in mediating suicide and 
pain is inadequately discussed. Similarly, such 
concepts as competence, quality of life, informed 
consent, treatment withdrawal, and proxy 
decision-making are often used without rigor or 
definition and without acknowledging their 
vulnerability to interpretation. 

The authors generally fail to consider the 
limits of medical solutions and physician 
authority. Two essayists, for example, mention 
that some patients seek death because they fear 
entrapment in oppressive nursing homes or 
hospital settings. Neither author acknowledges 
any compassionate solution for this beyond 
physician-assisted death. Except in the area of 
pain management, there is little self-critique of 
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the medical system for contnbuting to the 
problems that drive some persons to prefer death 
to further treatment, e.g., exorbitant costs, 
impersonal treatment, abridgement of choices, 
failure to acknowledge the needs of th~ person 
beyond the diagnosis. None of the essayists 
challenges the competence of attending 
physicians to judge patients' rationality, 
emotional status, quality of life, freedom from 
social pressure, and life options. (How many 
physicians know about personal assistance 
services, assistive technology or independent 
living as life options?) In endorsing guidelines 
for assisting terminally ill persons to die, none 
addresses the disquieting literature on doctors' 
error rates in diagnosing terminality and 
predicting survival time. Patients'. needs for 
spiritual and relation-ship support are not 
acknowledged· except to underscore the 
importance of family and physician proximity at ', 
the moment of suicide or euthanasia. 

Although the writers fail to address the 
appropriateness of physician-assisted death for 
people with nonterminal disabilities, their 
indirect, parenthetical treatment of disability 
signals confusion and bias. Some authors use 
terms such as 'm'eversible" interchangeably with 
9terminal" in referring to·conditions warranting 
facilitated death. In one case a woman with a 
stroke who is not terminal is discussed as a 
candidate for passive physician-assisted dying 
because of •irreversible impairments" and 
-poor quality of life." Negative disability 
language and images appear throughout the 
book. Such terms as "victim," •hapless," 
•hopeless," -Suffering," •indignities," •grim," 
ildehumanizing" and •degeneration" describe 
the experience of people with irreversible 
conditions. One essayist, in refuting the dangers 
of the practice of involuntary euthanasia in the 
Netherlands says that many of the cases thus 
categorized are quite routine medical treatment 
decisions. He explains, •For example, a 
defective newborn infant might be denied 
treatment by physicians because its life would be 
completely senseless." 

There is no recognition expressed in the 
book of doctors' value judgments about disability 
implicit in quality of life evaluations, decisions 
about treatment •futility," and agreeing with a 
patient that suicide in her or his case would be 
rational. For example, in an essay disputing that 

patient discomfort can always be adequately 
managed by modem techniques, Kasting presents 
a list of symptoms that, he says, •Most people 
would agree...produce significant suffering." The 
list includes 'weakness," •immobility," 'urinary 
incontinence," Wfecal incontinence" and 
"dyspnea ( difficulty in breathing)"--experiences 
that are, in fact, part of many nonterminal 
disabilities. The author argues that since these 
problems cannot always be alleviated, euthanasia 
cannot be ruled out as a solution. Later he 
concedes that a ventilator could, indeed, render 
respiratory failure •ameliorable" but adds, 9for 
several obvious reasons, respirators are rarely 
used for terminally ill patients." He fails to 
explain to those of us who may not grasp the 
•obvious" why ventilators might not be 
preferable to euthanasia as a solution for 
respiratory distress. 

What's good about this volume? The 
willingness of the editors and writers to analyze 
and discuss these issues in a format clear and 
accessible to readers both in and outside of 
medicine is commendable. The book is an 
important glimpse into the way doctors think 
about ethical issues, their concerns, and their 
growing openness to consider actions that were 
once deemed off-limits. The first essay's critique 
of past research methodology on physician 
attitudes toward euthanasia was excellent. 

The final essay ends in a discussion of 
cultural values about the welfare of individuals 
that is actually a good beginning in illuminating 
the complexity of this subject. Its author 
rekindles hope that medical professionals can 
demonstrate scope in this debate. If there had 
been more attention to the patient as a whole 
person in a social cont~ and less emphasis on 
the physician, the authors of this volume might 
have realized their mandate to advance the 
discussion. Unfortunately, for·the most part, 
their work remains mired in insular thinking and 
abstract arguments divorced from the critically 
important life experience of affected persons. As 
such, it exemplifies neither good scholarship nor 
good medicine. (Carol Gill, Institute of 
Disability Research, Chicago, IL) 

Kahn, Arthur D. AIDS: The Winter 
War. Philadelphia, PA: Temple University Press, 
1993, 236 pp., $27.95 hardcover. 

A not always comfortable union of 
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memoir, polemic, journalism, and history, this 
book is likely for a variety of intended and 
unintended reasons to take its place among the 
growing body of works essential to understanding 
the AIDS crisis and our efforts to interpret that 
crisis. AIDS: The Winter War is a direct result 
of a personal odyssey, but what began in 
autobiography came to take on larger dimensions 
and meanings, as the author discovered he could 
only make sense of the people and events shaped 
by AIDS by examining them systematically, in 
national and international contexts. Kahn's own · 
voice becomes muted in his text, but it is never 
really lost, which proves both a strength and a 
weakness. 

A distinguished emeritus professor of 
classics, Arthur D. Kahn underw~nt a process of 
politicization in the mid-1980s as he became 
conscious of the suffering of those with· AIDS 
and of the seeming indifference of the Reagan 
administration to these personal tragedies and to 
the larger social consequences of the disease. In 
1985 he entered "the AIDS community", a term 
he uses frequently though never defines, when he 
became a volunteer at the New York City Gay 
Men's Health Clinic. There he witnessed the 
growth of activism among those with the disease 
and their supporters. It was the slowness of the 
agencies of the federal government, the Food 
and Drug Administration and the National 
Institutes of Health, charged with approving drug 
therapies to respond to the need for rapid 
development, testing, and distribution of AIDS 
drugs that stimulated this book and moved the 
author beyond volunteer work to activism and 
fact-gathering. He was soon taken as far afield 
as Israel, where he learned of promising 
experiments with egg lecithin in building up the 
immune systems of people with a variety of 
illnesses, including AIDS. In becoming an 
activist around the question of drug therapies 
Kahn was not alone at the time: this issue gave 
rise to both hope and intense frustration among 
people with AIDs and their supporters, and was 
a key element in the self-education by which, 
Kahn shows, they came to understand the 
biological, political, and social dimensions of 
AIDS. 

Self-education and the intense activism · 
to which it lead are his central themes. Kahn 
himself all but disappears as a character in the 
narrative, to be replaced in·the first of the book's 

two parts. by a network of activists, largely 
composed of gay men, politicized by the drug 
therapy issue. In all too many cases, this 
politicization took place in the context of a 
desperate search for ways to arrest the appalling, 
inexorable course of their own illness or that of a 
loved one. Part Two continues the theme of 
self-education, but with a different group of 
people thrust to the center of the controversies 
prompted by AIDS. These are the conservative 
men and women, mostly business, political, 
military, and religious leaders, appointed by 
President Reagan in 1987 to the Presidential 
AIDS Commission. The administration's first 
formal response to the disease was the advocacy 
of mandatory AIDS testing, as impractical an 
idea as it is ethically suspect. But as the disease 
took on the proportions of a national and 
increasingly global health emergency, the 
administration chose to adopt -the traditional 
tactic, generally associated with putting off critics 
and buying time for inaction, of appointing a 
blue-ribbon panel to find the facts and to make 
recommendations to guide policy. Little hope 
was held out by AIDS activists that the 
commission, which was headed by Retired 
Admiral James D. Watkins, would be capable of 
overcoming the prejudices and fears of the larger 
society. Cronies of the president, the 
commissioners also generally lacked any 
qualifications, in medicine or science, that fitted 
them for their role. Yet, as Kahn records 
convincingly, the commissioners underwent their 
own process of education. To the surprise and 
gratification of. AIDS activists, under Watkins's 
judicious leadership they issued a far-reaching, 
humane and proactive report calling for a 
comprehensive mobilization against the disease at 
every level of the federal system and of civil 
society and for a campaign against the 
stigmatization of people with AIDS. _ 

As is suggested by the title, which is 
derived from Thomas .Paine's often quoted 
remark about the opportunistic "summer soldier" 
who refuses to fight when the going gets tough, 
Kahn sees the struggles against AIDS as a war, 
properly metaphorized in military terms using the 
tropes of combat. For example, his acronym 
"PWAs" ("persons with AIDS") calls to mind 
"POWs". The metaphor is not merely a 
descriptive convenience, however, but an 
expression of deeper authorial ambitions. 
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"Above all," he says in laying out his goals, "I 
have sought to memorialize the heroic 
individuals, primarily PWAs, who mounted the 
struggle not only in· defense of their own lives, 
but also in pursuit of a kinder and gentler 
America (p. xiv)." The reader comes to suspect 
that while Kahn's close, personal identification 
with the people he is writing about and the 
desire to build what is, in .effect, a war memorial 
may at times create an admirable energy, both 
also CQmbine to weaken his analysis.· 

On the basis of the materials Kahn has 
diligently collected, as well as those he has 
negl~ed, it seems difficult to maintain, beyond 
the realm of viral biology, that the AIDS struggle 
is a battle between the forces of light and. 
darkness. Two questions come to. mind: Are the 
opposing sides in this war easily identifiable?; 
Who is the enemy? The "heroes" themselves are 
not so easily categorized, because their own · 
ranks may not have been as unified as Kahn 
suggests. Centering his book completely around 
the growth of the demand for a massive 
government mobilization, Kahn neglects another, 
key development of the early years .of the AIDS 
struggle: the bitter debate among gay activists on 
the question of the closing of bath houses. As 
Francis Fitzgerald records in her extensive 
analysis in Cities on A Hill, this issue· was a 
source of months of intense debate among San 
Francisco gay activists, who divided along lines 
defined by sexual freedom and control of the 
epidemic, ieaving public health officials in an 
anxious position in the middle as the death toll 
rapidly mounted. In neglecting that conflict, 
which was not limited to San Francisco, Kahn is 
lead to slight the entire issue of intracommunal 

. and intergroup contentions regarding "safe sex" 
( and needle exchanges), and ultimately to be 
swept along iit his hero-crafting goal. Thus, he 
says, "The prompt and effective response of San 
Francisco and of the State of California to the 
medical emergency was due in large part to the 
aggressiveness of the gay community of San 
Francisco..•."(p.117), though promptness and 
aggressiveness seem to have hung in the balance 
for a time. 

If it is n~t entirely clear what precisely 
was the measure ·of a hero at the time, the 
identity of the enemy seems just as confused. 
Kahn is justly critical of Reagan's response to 
AIDS. The president was slow to acknowledge 

the aisis and, though probably desel'Ying some 
credit for appointing the ultimately far-sighted 
commissioners, responded to their report in an 
unconvincing way. Kahn goes beyond that 
criticism, however, to indict the administration 
for its corruption, its collusion with big 
corporations in serving capitalism's interests, and 
its propagandizing in behalf of individual greed 
as various social crises mounted. In the context 
of AIDS, the relevance of the indictment would 
surely best be proven in the matter of the drug 
therapy issue. Kahn investigates the possibility, 
widely suspected in the 1980s, that FDA and 
NIH conspired with Burroughs-Welcome, the 
multinational pharmaceutical giant, to comer the 
AIDS market for the overpriced AZT to the 
exclusion of other therapies, such as the 
inexpensive and easily manufactured egg lecithin 
derivative, AL 721. Yet after a careful weighing 
of the evidence that does him credit, Kahn finds 
these agencies instead simply "lethargic and 
diffident"(p.80), unimaginative and bound to 
traditional procedures in the face of the most 
serious national health emergency in a 
generation, since polio. When the history of our 
response to AIDS is written, we may well find 
more evidence than we are now comfortable 
admitting that those inadequacies· and confusions 
were present to varying degrees in all of us. The 
mark of Kahn's achievement is that, though he 
falters, he is ultimately successful in pointing us 
beyond ideology and moralizing to a recognition 
of how profound a challenge, at every level of 
our collective life, AIDS has been. 
(David A. Gerber, History, State University at 
Buffalo.) 

Nelkin, D., Willis, D. and Parris, S. (eds.) A 
Disease of SocietY; Cultural and Institutional 
Responses to AIDS. New York: Cambridge 
University Press, 1991, 271 pp., $44.95 hardcover. 

A multitude of books have been written 
about the AIDS epidemic in the United States, 
but few offer the reader insight and 
understanding into the different ways the 
epidemic has impacted society. Usually what has 
been written carves out and focuses upon a 
single aspect of the epidemic. This book is the 
exception. A Disease of Society is a powerful 
examination of how major American institutions 
like the family, the nursing profession, and the 
prison system have been altered in response to 
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the AIDS epidemic. The starting premise in 
each chapter is that our institutions are flexible 
in their response to changing societal forces. 
The book explores what was the status quo of 
our institutions prior to AIDS, what is their 
current situation in light of the epidemic, and 
what will probably happen to them in the years 
to come. In the introduction, the editors pose 
five questions that recur as one examines our 
institutions, our norms, and our beliefs. (p 5-7) 
Those questions are 1) What is society's 
commitment to individual autonomy when 
communitarian values and objectives are at risk? 
2) What are the limits of tolerance about 
nonconformity to mainstream values? 3) What 
are · the appropriate roles and responsibilities of 
government in managing disease?. 4) What are 
the roles and responsibilities of the "family"? and 
5) What are the roles and responsibilities of 
professionals? The common theme is that AIDS 
exacerbates pre-existing tensions and challeng~ 
us both collectively and individually to rethink 
our assumptions about what is acceptable 
practice. ·Structurally the oook is very well laid 
out. The reader will find it easy to move from 
one aspect of society to the next. The editors 
offer concise summary statements about each 
chapter in the introduction. . 

The first part of the book is on cultural 
images: Studying the responses to AIDS in the 
arts and popular culture. The author correctly 
points out that most of the media's_ focus has 
been on the gay white community and that the 
characters portrayed on television are safe 
noncontroversial images. The author does an 
excellent job dissecting why we see what we are 
.allowed to see. He also gives a vivid image of 
how our society divides itself between what he 
calls the "implicated" and the "immune". One 
flaw in the arts and popular culture chapter is · 
the author's mistaken perception of the injection 
drug using community. The author states that 
"there is no community, perceived as such, to 
bind drug users together". (p 19) Anyone who 
has worked within, been part of, or studied 
injection drug users knows the author's 
perception to be erroneous. 

The second part of the book, entitled 
"Systems of socialization and control," examines 
the family, the prison system and the drug 
approval regulatory process. At no other time in 
American. history have these three systems been 

so keenly challenged. Resistance to change 
varies considerably among the three. Within the 

. prison system the tensions that arise when public 
care authorities attempt to prevent the spread 
and treat those infected with mv are enormous. 
Prison officials view health education regarding 
safe sex as direct opposition to the prison tenet 
that unauthorized sexual relations don't take 
place behind bars. The authors of that chapter 
point out that education is empowerment and 
inmates are not to be empowered. 
The chapter on the family provides, as its 
introduction, a wealth of perspectives on the 
definition of a family. It then proceeds to 
describe how the institutions that families depend 
on, such as the housing industry and the ·health 
care system, are slow in their response to the 
changing needs and situations of American 
families. The author describes two case studies 
that demonstrate the complexity of the issues. (p 
56) The first case involved a lesbian relationship 
in which one partner became paralyzed and 
suffered brain damage. Once the father learned 
about his daughter's sexual orientation he 
pursued and received unconditional guardianship 
of his daughter and barred any visitation by her 
lover. The second case, strikingly similar to the 
first case, involved a man with neurological 
impairments and dementia due to end-stage 
complications from .AIDS. Once again, angry 
family members, vindictive in their motives, 
separated the non-traditional partners. These 
cases demonstrate a close link between AIDS 
and other disabilities. Under the banner called 
"the family", battles over health care, housing and 
custody take on anew meaning. The most 
readily to change of the three systems studied is 
the drug regulatory system. Like a chameleon 
the federal arm to drug regulation, the Food and 
Drug Administration (FDA), changes to fit its 
environment. The prerequisite is that the right 
circumstances, pressures and public opinion must 
exist. The AIDS crisis provided all of the above. 
There has been a substantial shift towards 
consumer rights due to battles won by AIDS 
activists. However, the author is quite certain, 
based on history, that the pendulum will swing 
again towards a more paternalistic regulatory 
stance. 

The third part of the book entitled, 
"Systems of Caring", examines the unique an~ 
significant roles of the nursing profession, ' 
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volunteers, and hospital based doctors within the 
epidemic. They share a front line perspective. 
The chapter on the nursing profession is one of 
the most informative chapters in the book. It is 
rich in quotes and quite moving. Whereas this 
chapter on nursing sought to give a 
comprehensive overview of the role of nursing, 
the chapter on the role of volunteers was myopic 
in that it only focused on one New York based 
agency that serves predominately gay men. In 
between these two chapters is a realistic, 
sobering chapter· analyzing the state of the urban 
medical teaching hospital in light of AIDS. 

The forth and final part of the book 
aptly entitleq, "Rights and Reciprocities", 
explores AIDS in the context of reproductive 
freedom, AIDS and the rights of the individual, 
and blood donation policies. The highlight of 
this section is the chapter Qn blood donation 
which gives a wonderful analysis of gift giving. 
and the meaning of community. 

The editors of this provocative and 
timely book remind us in their opening sentence, 
that "AIDS is no ordinary epidemic. More than 
a devastating disease, it is freighted with social 
and cultural meaning. "(p 1) After reading this 
book one will never again feel satisfied using a 
single lens to look at the AIDS epidemic. 
(Rochelle Rollins, The Heller School, Brandeis 
University, Waltham, MA) 

Turner, Brian S. Regulating Bodies: 
Essays in Medical Sociology. Routledge 
Chapman and Hall, Inc., New York, New York, 
1992, 280 pp., $16.95 softcover. 

Bryan Turner, a well known sociologist, 
has written another text that expertly contributes 
to studies of the body in culture. Regulating 
Bodies builds· on Turner's previous works in 
sociology, religion, and the body by arguing for a 
sociology of the body as a lived experience, as 
created by social discourse, and as an exterior or 
institutionalized physical entity. · I am not a 
sociologist, nor am I in medicine. Therefore in 
reviewing Turner's book, I decided to approach it 
from a general theoretical perspective.. I 
examined Regulating Bodies for its theoretical 
contribution, its interdisciplinary utility and its 
potential worth to the disability community and 
the field of disability studies. 

Regulating Bodies is a ·profound 
theoretical contnoution to the study of the· body 

in culture. I found this to be particularly true of 
the first three· chapters, in which Turner explores 
various theoretical perspectives of the body in 
order to argue for a blended theory of the body. 
Turner's blending of seminal theoreticians' works 
primarily includes the following: Foucault's 
knowledge-power relationships, Weber's studies 
of social relationships and embodied social 
action, anthropology of the body (Douglas, 
Goffman) and the concept of the symbolic social 
presentation of the self, and philosophy and 
questions of embodiment and reality. Turner's 
conclusion is that polarized ontologies or 
epistemologies should be avoided, in order to 
fully facilitate our inquiries into the body in 
society. Therefore, he recommends the analysis 
of the body in culture from ontologies of 
foundationalism and anti-foundationalism. 
Turner suggests that foundationalism's emphasis 
on the body as a lived experience is as valid as 
anti-foundationalism's emphasis on the body as a 
lived experience is as valid as antia 
foundationalism's emphasis on the body as 
reflecting social reality. Turner argues for 
epistemological interface as well, suggesting that 
both. constructionism and anti-constructionism 
have relevance to studies of the· body. Turner's 
goal, therefore, is to develop "some minimal 
theoretical synthesis that will permit and promote 
a diverse tradition of social theory within a 
common framework of interest in the body" 
(p.49)~ The body according to 
Turner is, "Simultaneously both discursive and 
animated ... both socially constructed and 
objective" (p.57). . 

Sprinkled throughout Regulating Bodies 
are Turner's parallels between social/scientific 
beliefs about the body and religious belief and 
practice. Chapter 7 is an excellent example of 
Turner's interdisciplinary scholarship, in which he 
deconstructs anatomical science by linking the 
development of anatomical science with 
Puritanism; Western religion with medicine and 
science; and science, religion and medicine with 
law and criminal justice. This Foucauldian . 
transdisciplinary leaping is common in Turner's 
writings and creates discourses that are relevant 
to scholars in many disciplines: soci0Jogy9 

anthropology, public policy, social philosophy, 
social psychology, history .. 

The final criterion with which I 
evaluated Regulating Bodies is for its potential 
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worth to the disability community and to. the 
field of disability studies. Here, as with most 
scholarly texts, few explicit links to disability are 
found. Even when Turner had a glaring 
opportunity to make such links, he usually failed 
to do so. For example, in his discussion of 
anorexia neivosa ( chapter 8, "The Talking 
Disease"), Turner explores concepts of sickness, 
and medical disorders, and the social norms 
which ~e expected of individuals falling within 
these categories. Since the readers of Regulating 
Bodies must draw their own caparisons between 
Turner's analyses and disability, I will attempt to 
do this. Turner argues for a conceptualization of 
anorexia nervosa as a socially constructed disease 
category. I would have to agree. His choice of a 
devastating physical condition as his example of 
the social construction of illness strengthens his 
argument. However, he doesn't go far enough in 
arguing his case.' For example, Turner states that 
"becoming sick is like becoming a member of a 
social (and therefore linguistic) community. [It] 
requires the patient to learn how to perform 
according· to certain norms of appropriate 
behavior" (p. 215). Turner continues by 
declaring that the victims' perspective on the 
illness is crucial for understanding the illness. 
Although I agree with the premise of Truer's 
statements, I see three problems with his total 
argument. First, through the use of the concept 
of community ( especially linguistic community), 
Turner implies that the individual identified as 
sick has social contact with others of the same or 
similar sickness. This is not always the case. I 
have double depression (some episodes of major 
depression combined with chronic mild 
depression), yet I do not socialize with 
individuals who have depression in a manner that 
a11ows me to establish community with others 
who have depression. Second, Turner implies 
that an individual is sick when she is identified as 
sick by herself or a qualified professional. This 
error in logic may be unintended, but the 
implication here is that if an individual does not 
perceive herself as sick but a qualified 
professional does perceive her as sick,, then she 
is sick, In some cases, this may be true. But not 
all individuals identified as sick are truly sick, 
given the constructionist framework. For 
example, a full-time wheelchair user who holds a 
competitive pr~fessional job, who has a degree 
from higher education, may be expected to play 

the sick role by some professionals. Yet, that 
individual may not agree· that she is sick, and 
may, in contrast, live a well life. Turner would 
have difficulty arguing that this woman is sick. 
My last critique of this portion of Turner's text 
links with the issue of who should define sickness 
and who should identify sick individuals. Turner 
implicitly assumes, through his use of the 
example of anorexia nervosa, that sickness 
categories exist, but that they can be defined or 
shaped by the experience of the individuals who 
fall within these categories. This is inconsistent 
with his earlier position, in which he clearly Jeans 
toward constructivist epistemologies. 

Although somewhat disappointed with 
Turner's neglect of disability in what could be a 
very relevant text, I recommend Regulating 
Bodies for its theoretical applications, its strong 
argument for de-polarization of ontological and 
epistemological paradigms, and for its model of 
blended theory. (Susan Gabel, Educational 
Policy and Social Analysis Studies, Michigan 
State University, East Lansing, MI.) 

Sontag, Su~, Illness as Metaphor; and, 
AIDS and its Metaphors, New York: Anchor 
Books, 1990, 183 pp., $8.95 softcover~ 

Those who write about stigmatizing. 
conditions--ethnicity, gender, sexual preference, 
disability of any king--tend to be sorted into one 
of two groups depending on whether or not they 
are perceived to have suffered the stigmatization 
themselves. This process of dichotomization, 
which occurs at all levels from the broadest of 
mass media to the pinnacle of elite scholarship, 
creates curious dilemmas for everyone involved. 
Those who write from their own experience are 
identified, with varying degrees of disparagement 
or admiration, as advocates, spokesmen, or 
special interests. On the other hand, those who 
write as outsiders are often seen as the more 
"objective" --except by those with the experience 

. who reject them as unqualified and insensitive. 
Presumably, this situation is often frustrating for 
people in both categories: the outsider who 
wishes to explore some empathic connection with 

46 



the condition, and the representative who seeks 
to provide some analysis of it. The persistence 
of this paradox may be a measure of the 
enormous gulf of attitudes, values and feelings 
which remain between those who occupy these 
various status groups and the larger society. In 
fact, many have argued the supposed conflict 
between advocacy and objectivity is simply a 
creation of a dominant ideology, covering over 
the fact that objectivity, so-called, is in itself an 

· assertion of values: nothing more than another 
form of advocacy. Conceptually, of courseH 
however seldomly the public may permit it--a 
wor:k could do both: adhere to the tenets of 
rational discourse and call for a different way of 
perceiving and treating a despised social group. 
Susan Sontag provides a powerful demonstration 
of how this can be accomplished by gathering it a 
single volume her two extended essays, "Illness as 
metaphor" and "Aids and its Metaphors." 

The first, published in 1978 concerns 
what she learned as a consequence of having 
cancer herself. The second, which appeared a 
decade later, represents the· extension of that 
understanding to a condition she has not 
experienced personally, that of having AIDS. 
Moreover, to the extent that an important 
component of the experience of AIDS for many 
is membership in one or another additionally 
stigmatized "risk groups," she lacks even the 
potential for having that experience. Yet, by 
virtue of the combined differences and 
similarities between cancer and AIDS, she 
qualifies to speak for those who have. She is 
simultaneously a representative and an outside 
I 
observer of the larger group which is her subject-
-those who have suffered one of these 
devastating diseases. 

In the later essay, Sontag says of the 
first, "It was the discovery of the stigmatization of 
people who have cancer thatled me to write 
Illness as Metaphor" (p. 99)-ma discovery she 
gained by having that· illness. What she 
discovered is that a person with cancer must bear 
not only the suffering caused by nature, but an 
additional burden as well, imposed by society. 
This occurs as a consequence of the process 

. whereby the illness is employed as a metaphor in 
all kinds of contexts unrelated to the physical 
reality. By association as it were, the person with 
the illness is identified with all those extraneous 
meanings, and judged according to them. 

Not every illness is mined as a source of 
metaphor. What distinguishes the "Master 
illnesses" employed most extensively to generate 
metaphor is a lack of knowledge about causality 
and treatment. Such diseases invariably tend to 
be "awash in significance." This situation leads to 
an identification of the disease with "subjects of 
deepest dread ( corruption, decay, pollution, 
anomie, weakness)." With that, the disease 
becomes a metaphor, and used as a metaphor!/ it 
is then imposed on other things as well--the 
disease "becomes adjectival." The meanings 
accrued by the disease in this process are 
invariably moralistic ones, and this surfeit of 
moral implication carries over inevitably on to 
anyone who has the illness. "Nothing is more 
punitive," Sontag concludes, "than to give a 
disease a meaning." (p. 58) 

To elucidate that process, Sontag 
compares cancer with an historical antecedent, · 
tuberculosis. What they have in common most 
essentially is that each in its time was poorly 
understood medically, and was therefore 
mysterious. The mystery of the disease process 
and the lack of a cure resulted in both diseases 
being perceived not only as leading to death but 
as eguivalent to death (Sontag summarizes that 
notion as an equation, "cancer=death"). The 
particular metaphors derived from these two 
illnesses were very different however, and that 
difference serves to demonstrate that it is not 
some intrinsic characteristic of illness itself but 
broader social and historical currents that drive 
the process of transforming reality into myth. 
Tuberculosis was associated with, and elaborated . 
through the 19th-century Romantic myth, with all 
its connotations of excessive passions, 
melancholy, sensitivity, eroticism and death. This 
spiritualized and sentimentalized transformation 
of an illness that is in reality anything nut, circled 
back into the medical approach to its treatment. 
People with tuberculosis were advised to seek 
rest and calm, to trail or otherwise withdraw 
from an over-stimulating environment. 

As the incidence of tuberculosis declined 
with improvements in hygiene at the turn of the 
century, the power of these romantic associations 
began to diminish, and with the appearance of a 
definitive cur in the 1940's, disappeared 
altogether. In the twentieth century, the "cluster 
of metaphors" associated with tuberculosis have 
been split up and assigned to two separate 
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diseases. The romantic notion of TB as a 
condition of exacerbated consciousness and self-
transcendence has become attached to insanity; 
the ,aspects of suffering which cannot be 
romanticized and aestheticlzed are now 
associated with cancer. Sontag describes the 
metaphorical representation of cancer as the 
opposite from those of tuberculosis in. almost 
every respect. Particularly damaging is the 
widespread notion that cancer is a disease of 
repressed emotions that strikes a particular 

. personality type. Psychologizing the disease thus 
turns it into an in~trument of moral judgement: 
"patients· who are instructed that they have 
unwittingly caused their disease are also being 
made to feel that they have deserved it." (p. 57) 

People with cancer are subjected to 
another set of metaphors as well, the widespread 
use of military analogies to characteme both the 
disease and its treatment. The "war on cancer" 
and "invasion of the body by cancer cells" distorts 
perception of the p,tient's experience, and 
interferes with the process of rationally seeking 
and evaluating the most appropriate treatment. 
Finally, the use of cancer as a mechanism of 
condemning modem, technological society, 
speaking ·of an epidemic' of cancer caused by an 
increasingly hazardous environment feeds a 
paranoid view of the disease as an insidious 
invasion, again to the detriment of the patient 
and the process of treatment. 

A decade later, writing in Aids and its 
Metaphors Sontag finds cancer is less associated 
with metaphor and stigma: increasingly, it is what 
it is. In its place, AIDS has been appropriated 
even more extensively for that social function. 
As with cancer, and in contrast to tuberculosis, 
the metaphors associated with AIDS are entirely 
lacking in romanticism ( although I would suggest 
that some popular representations such as 
television movies appearing since Sontag's essay 
may be having this effect.) Contracting AIDS, to 
a much greater extent than cancer, is a shameful 
matter, perceived as a judgement on one's 
lifestyle. Even more than cancer, AIDS 
disfigures, increasing the tendency toward 
stigmatization that occurs in what Goffman, 
quoted by Sontag, calls "spoiled identity." 

The metaphorical dimension of AIDS 
serve as a judgement not only on individuals but 
also on societies, notably in the metaphor of the 
plague. Like earlier plagues in histoey, the most 

powerful meanings of this one are related to the 
notion that it comes from somewhere else, from 
outsiders. This has implications. In the first 
place, as with earlier plagues, it seives as a 
condemnation of contemporary society; as 
punishment for the. decadence and lack of 
discipline of contemporary society, AIDS is "the 
very model of all the catastrophes privileged 
populations feel await them." (p. 172). Second, 
in Europe more than the U.S., the prevalence of 
AIDS in Africa and Haiti has played into 
xenophobic and racial fears about the Third 
World. (Again, one might ask whether this 
aspect may have increased in this country as well 
since Sontag wrote.) 

But, Sontag notes, given ·that AIDS is 
one of the most "meaning laden" of diseases 
there have been rather swprising restrictions on 
the tendency -to stigmatize people with the 
disease. She accounts for this -by speculating that 
these associations are swallowed up by a much 
broader, more powerful and more pernicious 
association with apocalypse. The use of AIDS to 
reinforce apocalyptic thinking is pernicious 
because ultimately it engen<f:ers hopelessness and 
despair. 

Sontag sees hopeful signs of an effort to 
divest AIDS of all these metaphorical 
associations, as has occurred with some other 
terrifying diseases in the past, such as leprosy, 
now "dedramatized" as Hansen's disease. "It is 
highly desirable," she concludes, "for a specific 
dreaded illness to come to seem ordinary." 
Having experienced the stigma associated with 
cancer, Sontag gained the ability to speak with 
clarity and feeling about the stigma attached to 
all illness. (Dow Wieman, Heller School, 
Brandeis University, Waltham, MA) 

In and Around the Journals 

Irving Kenneth Zola 
Sociology Department 

Brandeis University 
Waltham, MA 

Aggleton, Peter; O'Reilly, Kevin, 
Sputkin, Gary; and Davies, Peter. "Risking 
Everything? Risk Behavior, Behavior Change, 
and AIDS". Science. Vol 265, July'15, 1994, p •·341-345. Optimistic review of paradigms of 
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prevention and recent social and behavioral 
research about the individual and social factors 
influencing risk-taking. Examples are given of 
their translation into new education and 
community-based interventions. Also a 
comprehensive 56 item bibliography. 

Buchanan, Robert J. and Ohsfeldt, 
Robert L "The Attitudes of State Legislators 
and State Medicaid Related to AIDS." Policy 
Studies Journal. 1993. Vol 21, No. 4, pp 651-
671. Without doubt Medicaid will become 
increasingly important payers of AIDS - related 
care. At the same time, the debates on national 
health care reform showed that much decision-
making in regard to any form of long-term 
services will also redound to state legislatures.. 
This 50°state survey (32% response rate) of state 
legislators serving on health-related committees 
examined their priorities about the future 
allocation of Medicaid resources among 
competing health needs and Medicaid coverage 
of AIDS-related programs. Self-assessed liberal 
legislators were found less likely than self-
assessed conservatives to regard hospital care, 
physician care, nursing home care or maternal 
and child health programs as having a greater 
priority for increases in Medicaid funding than 
AIDS-related care and more likely to favor 
increasing taxes if necessary to extend AIDS 
related coverage. Legislator attitude were also 
influenced by their states AIDS prevalence. 

Barbour, Rosaline. "The Impact of 
Working with People with ffiV/AIDS: A Review 
of the Literature" Social Science· & Medicine 
1994 39 (2) pp 221-232. This review describes 
and discusses the methodological and substantive 
aspects of existing research studies on the 
experiences of professionals and volunteers who 
work face-to-face with people with IDV/AIDS. 
She concludes that "although HIV/AIDS work 
may throw up challenges which are new to 
individuals - perhaps by virtue of their prior 
experience - there is little reason to take-for-
granted the assumption that AIDS work make 
unique demands in the professional and 
volunteers who are involved. What may be 
unique is the particular combination of demands 
involved." 

Hunter, James Davison. "Our Bodies 

Politic - Abortion, Condoms, Porn, AIDS: In 
Our Physical Selves, a Struggle for Civilization. 
Washington Post August 7, 1994 p (1-2.) This 
brief article sets the public policy debate from 
AIDS to euthanasia, from abortion to health care 
reform within a 'culture war' for control over the 
human body. Deep-rooted but with a new found 
late 20th century tenacity, Hunter wonders 
whether our democratic institutions and practices 
can mediate such basic disputes. His argument is 
amplified in his Before the Shooting Begins: 
Searching for Democracy in America's Culture 
War N.Y.: Free Press 1994. 

New England Journal of Public Policy 
(Winter/Spring 1988, Vol 4, No 1 - 525pp - A 
Journal of the John W. McCormack Institute of 
Public Affairs, University of Massachusetts, 
Boston at Harbor Campus, Boston MA 02125. 
.Tel 617-929-7275). This compilation of 40 
articles is a handy place to see how far we have 
come and how far yet to go. The warning and 
directions of 1988, despite much progress, are 
still with us today. 

Pelka, Fred. "Pride and Prejudice -
Disability rights and Aids activists forge alliances, 
celebrate acoomplishments" Mainstream August 
22, 1991, pp 19-23 describes the first conference 
in the nation (Boston, 1990) to bring together 
advocates and consumers from the disability and 
IDV/AIDS communities, Pelka notes Jo Bowers' 
organizing insight, "Whether it's AIDS or 
disability, people are up against the system.Pl 

Four years later (HIV & Disability - Worlds 
Apart or Worlds Together The Disability Rag & 
Resource, March 1994 p 8-14) Jo Bower herself 
sums up what separates and unites these two 
communities. She skillfully draws together what 
each group can. learn from each other. Like the 
incisive article by Carol J. Gill (Continuum 
Retort-Part II) which opens this issue of 
Disability Rag, Bower argues against the denial 
of diversity. Also included are two informative 
experiential sidebars: Cindy Neveu's "Adaptability 
is the key when disease & disability are . 
combined" and Doris Butler's "Learning to use 
the systems helps achieve some control". 

Social Science & Medicine a multi-
disciplinary international journal published 24 
times per year often has AID-related articles. Its 
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October 1994 (Vol 39, No 7, pp. 883-1009) has 
several. 

In the opening article Nancy Krieger's 
"Epidemiology and the Web of Causation" (pp 
887-903) explores paradigms of multiple-
causation using sexually transmitted disease as 
the empirical example. She concludes that a new 
image is necessary and that "epidemiologists must 
look first and foremost to the link between social 
divisions and disease to understand etiology and 
to improve the public's health, and in doing so 
exposes the incomplete and biased slant of 
epidemiologic theories reliant upon a biomedical 
and individualists world-view." Renee· Danziger, 
"The Social Impact of HIV/AIDS in Developing 
Countries (pp 905-917) considers the following 
areas: economic and demographic; labor 
productivity, agricultural production and 
development; pressures on the health sector; the 
role of families and households; children, women; 
HIV/AIDS discrimination; and the impact of 
AIDS on the individual. Donna M. Goldstein's 
"AIDS and WoDJen in Brazil: The_J~merging 
Problem" · (pp 919-929) illustrates the dilemmas of 
'condom literacy' in a country with traditional sex 
roles. Merill Singer's "AIDS and The Health 
Crisis of the U.S. Urban Poor - The Perspective 
of Critical Medical Anthropology (pp931-948) 
argues that AIDS, "as part of the inner city 
syndemic" has challenged soclomedical research 
and needs "a framework that is conscious of the 
political economic construction, transmission, and 
location of AIDS." Nancy Scheper-Hughes, 
"AIDS and the Social Body" (pp991-1003) 
provides a most provocative concluding essay. I 
can do no better than pose her dilemma: 
"Reflecting on the Cuban situation to Brazil and 
the United States, I wonder whether it is possible 
to stop an epidemic rooted in specific behaviors 
that are normative and highly valued without 
doing violence to modem notions of individual 
rights? Can the state ( aided by voluntary 
grassroots organizations) control an epidemic 
purely democratically? And, not, is the space · 
of death that is created ethically defensible?" 

Stone, Valerie, Seage, George R, Hertz, 
Thomas, and Epstein, Arnold M. "The relation 
between hospital experience and mortality for 
patients with AIDS" Journal of the American 
Medical Association November 18, 1992, 268 
(19) pp 2655-2661. 

Patients with acquired immunodeficiency 
syndrome (AIDS) are twice as likely to die while 
in hospitals inexperienced in AIDS treatment as 
in those well versed in caring for patients with 
this disease. This higher risk of death is not 
because of greater severity of illness, differences 
in discharge patterns of the terminally ill, or less 
intensive use of resources at less experienced 
hospitals. Rather it may be due to differences in 
quality of care. 300 patients diagnosed with 
AIDS during 1987 in 40 Massachusetts hospitals, 
eight of these hospitals were determined to have 
high experience in treating patients with AIDS. 
Just over half the sample (151) included women 
and all intravenous drug users; the remainder 
(149) were men who did, not use drugs. Overall 
inpatients mortality for AIDS patients was 13.2 
percent -- 9.8 percent for high-experience 
hospitals, compared with 19 percent for low-
experience hospitals. 

When regression was used to control for 
age at diagnosis, gender, race, country of origin, 
HIV transmission mode, severity of illness, payer, 
admission type, hospital ownership, and teaching 
status, low hospital experience with AIDS · 
remained a significant predictor of inpatient 
mortality and mortality within 30 days o_f 
discharge. Moreover, the researchers note that 
the better outcomes in high-experience ·hospitals 
do not appear to be the result of more intensive 
use of resources as measured by admission '\to the 
ICU length of stay, or cost. Rather, patients in 
low-experience hospitals were more likely to be 
placed in an ICU, have longer ICU stays, longer 
overall stays, and higher costs. 

While all patients fared better at more 
experienced hospitals, the smallest differences 
were among the most ill patients. It may be that 
their prognosis was so poor that differences in 
technology or diagnostic expertise offered by 
high-experience hospitals were less likely to 
change their outcomes. The researchers note 
that most of the high-experience hospitals were 
less likely to change their outcomes. The 
researchers note that most of the high-experience 
hospitals offer AIDS patients to clinical ) 
trials, which may also have an effect on outcome. 

• 
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AIDS - Education & Prevention. An 
interdisciplinary journal, official publication of 
the International Society for AIDS Education. 
Editor, Francisco S. Sy, ·School of Public Health, 
University of South Carolina. For five years, this 
journal has been a resource. for all those involved 
in the prevention of AIDS through education. 
Now, to provide up-to-the-minute information on 
the developmental advances in this critical and 
ever-changing field, the journal will be issued six 
times a year. Starting with the 1994 volume, 
every other month the journal wjll present an 
interdisciplinary and international focus on this 
odd serious public health problem. · 

Regular features include: Scientific . 
Research - Original articles written by 
investigators·. in a· variety of disciplines, 
Perspectives - Viewpoints· from noted authorities~ 
Commentary, Critical Reviews - Discussion of 
major problem areas, Controversies - lively 
debates on key issues, Notes from the Field, 
Reviews of Books, Videos, and Other medias 
Community Bulletin, Reports from Meetings. 

Society Membership - If you would like 
information on becoming a member of the 
International Society for AIDS Education, write 
to: Executive Office, International Society for 
AIDS Education, University· of South Carolina, 
School of Public Health, Columbia, SC 29208; 
Manuscript Information - Only original papers 
will be considered. Send four copies, typed, 
double-spaced on standard 8 1/2" x 11" white 
paper to: Francisco S. Sy, Editor, AIDS 
Education and Prevention, University of South 
Carolina, School of Public Health, Columbia, SC 
29208. Subscription Information: AIDS 
Education and Prevention, ISSN 0899-9546 ( 6 
issues), Volume 6, 1994, Cat. # Al, U.S. 
Individuals and Non-Profit AIDS Service 
Organizations: $35.00, Individuals and Non-
Profits outside U.S.: $65.00 (via airmail) or 
$50.00 (via surface mail) U.S. Institutions: 
$105.00, Institutions outside U.S.: $135.00 
( airmail included). Guilford Publications, Inc., 
Dept. J, 72 Spring Street, New York, NY 10012. 
Call Toll-Free 800-365-7006, Mon.- Fri. 9 AM to 
5 PM EST. (Outside Continental U.S. call 212-

431-9800) Or FAX your order to 212-966m6708, 
24 hours a day. 

"AIDS Outreach. Education, and 
Prevention: Anthropological Contn"butions" is a 
special expanded issue of Practicing 
Anthropology (Volume 15, Number 4, Fall 1993) 
of the Society for Applied Anthropology. Guest 
Editors Kathleen A. O'Connor and William L. 
Leap have assembled 17 articles that illustrate 
the application of anthropological methods and 
perspectives to the development, enhancement, 
and evaluation of HIV/AIDS outreach, 
education, and prevention projects in a variety of 
settings. Projects in the U.S., England, Scotland, 
and Senegal, and among urban and rural 
populations of diverse cultural backgrounds, are 
discussed in a clear, informal style. Teachers and 
students, clinical and ethnographic researchers, 
public health officials, policy makers, social 
service and health care workers, and street 
activists all will find useful models in these pages. 
Contact the SFAA Business Office, P.O. Box 
24083, Oklahoma City, OK 73214, (405) 843-
5113. 

An Annotated Bibliography 
on AIDS and HIV 

David Pfeiffer 
Suffolk University 

Bayer, Ronald. Private Acts, Social 
Consequences. New York: The Free Press, 1989. 

From the public health viewpoint the 
author discusses the politics of privacy, the 
stigma of AIDS, compulsory testing (which, he 
says, will result in exclusion), education, and the 
controlling of people with AIDS. 

Cone, L.A. AIDS and HIV Infection in 
the· Work Place. Mental and Physical Disability 
Law Reporter 13, no. 1 (1989): 8-13. 

Discusses the rights of employees with 
AIDS and HIV and the rights of employers. 
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Crimp, Douglas, editor. AIDS: Cultural 
Analysis, Cultural Activism. Cambridge: The 
MIT Press, 1988. 

An analysis of keywords, homophobia, 
rights, and the victim label. 

Halevy A., and Brody B. Acquired 
Immunodeficiency Syndrome and the Americans 
with Disabilities Act: A Legal Duty to Treat. 
American Journal of Medicine 96, no. 3(March 
1994): 282-88. 

Previously the question of a duty to treat 
a patient was based upon common law 
considerations as well as historical custom, 
positions taken by medical societies, and ethical 
arguments. However, the Americans with . 
Disabilities Act created a legal d"-ty to treat a 
patient who is HIV positive. There are 
enforceable penalties for failure to do so. 

Harkness, Jon. The Economic Cost of 
AIDS in Canada. Canadian Public Policy 15, no. 
4 (December 1989): 405-12. · 

The purpose of the article is to argue 
that an estimated billion dollars in human capital 
costs in 1988 in Canada were lost due to AIDS 
and that it must be included in any AIDS related 
policy decision. 

Hoppe, Marilyn J., Elizabeth A. Wells, 
Anthony Wilsdon, and Mary R. Gillmore. 
Children's Knowledge and Beliefs About AIDS: 
Qualitative Data from Focus Group Interviews.· 

. Health Education Quarterly 21, no. l(Spring · 
1994): 117-26. 

Using focus groups third to sixth graders 
(n=136) the authors found that the children .are 
very aware of AIDS and know the modes of 
transmission and how to prevent IIlV infection. 
They know that AIDS can not be cured. 
However, th~re are misconceptions about AIDS 
at all levels with the higher grade children having 
the fewest of them. · 

Hunter, Nan D., and William B. 
Rubenstein. AIDS and Civil Rights: the New 
Agenda. AIDS and Public Policy Journal 
7(Winter 1992): 204-208. 

The US society must come to terms with 
the need to control the spread of AIDS, the 
growing consensus for wide spread access to 
health care, and the fact that new populations 
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are being infected. 

Jones, Nancy Lee. The Education for All 
Handicapped Children Act: Coverage of 
Children with Acquired Immune Deficiency 
Syndrome (AIDS). Journal of Law and · 
Education 15, no. 2(Spring 1986): 195-206. 

Protection for children with AIDS fho 
face exclusion from public school. 

Kube, Leisa Y. AIDS and Employment 
Discrimination Under the Federal Rehabilitation 
Act of -1973 and Virginia's Rights of Persons with 
Disabilities Act. University of Richmond Law 
Review 20, no. 2(Winter 1986): 425-49. 

Early discussion of how people with 
AIDS can use Section 504 and the Virginia's 
anti-discrimination law as protection from 
discrimination in employment. 

Leader, Janet H. Running from Fear 
Itself: Analyzing Employment Discrimination 
Against Persons with AIDS and Other 
Communicable Diseases Under Section 504 of 
the Rehabilitation Act of 1973. Willamette Law 
Review, Fall 1987, 857-936. 

A legal analysis of employment 
discrimination against persons with AIDS and 
other diseases including the role which plain fear 
plays. 

McLean, Deborah A. A Model for IIlV 
Risk Reduction and Prevention Among African . 
American College Students. Journal of American 
College Health 42, no. 5(March 1994): 220-23. 

Discussion of a Syracuse University· 
program for ·African Americans which focuses on 
culturally specific risk factors and changes in 
'behavior. It also uses mentoring and education 
skills including enhancing of self-esteem. There 
were positive changes in knowledge, attitudes, 
and behaviors. · 

Meisenhelder, Janice Bell. Contnbuting 
Factors to Fear of mv Contagion in Registered 
Nurses. IMAGE: Journal of Nursing Scholarship 
26, no. l(Spring 1994): 65-69. 

Using a sample (n= 114) of registered 
nurses the author found that a· fear of the 
unknown, a fear of negative reaction from 
others, and homophobia were positively related 
to a fear of lilV infection. Emotional 
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involvement with person at risk and knowledge 
about transmission were negatively related to the 
fear of mv infection. Fear of death was not 
related. Changes in effective education programs 
are discussed.. · 

Mitchell, Jerry. The Response to AIDS 
in the Workplace Among Public, Private, and 
Non-Profit Employers. Review of Public 
Personnel Administration 11, no. 1-2(Fall 1990): 
28-37. 

In. a suivey. of 208 personnel 
administrators in New York City the author 
found that public employers are the most likely 
to provide AIDS information while private. and 
non-profit employers are more likely to provide 
an accommodation to a person with AIDS and 
very few are willing to test employees for AIDS. 

Neilsen, Graham A., and F. J. Young. 
HIV/AIDS, Advocacy and Anti•Discrimination 
Legislation: The Australian Response. 
International Journal of SID & AIDS 5, no. 
1(January~February 1994): 13·17. 

The author discusses how mass 
communication can reduce the discrimination 
against persons HIV positive and persons with 
AIDS. In Australia public health legislation .. the 
Disability Discrimination Act of 1992 is used as 
an example - reflects public opinion and can also 
change it. Mass communication maximizes the 
impact of legislation through awareness which · 
then can lead to changes of attitudes. 

Parry, John. AIDS as a Handicapping 
Condition. Mental and Physical Disability Law 
Reporter 9 (1985): 402-406. 

Description of the emerging legal 
questions involving AIDS and their connection to 
questions of disability. . 

Parry, John. AIDS as a Handicapping 
Condition - Part II. Mental and Physical 
Disability Law Reporter 10 (January-February 
1986): 2-9. 

Continuation of a discussion of the legal 
basis for viewing AIDS as a disability. 

Parry, John. AIDS as a Handicapping 
Condition [- Part III]. Mental and Physical 
Disability Law Reporter 10 (March-April 1986): 
82-84. 

Final part of a discussion and a review of 
statutes and cases considering whether AIDS can 
be legally called a disability. 

Parry, John. Life Services Planning for 
Persons with AIDS-Related Mental Illnesses. 
Mental and Physical Disability Law Reporter 13 
(1989): 82-87. 

. The article identifies the. major legal, 
health, and financial issues confronting persons 
with AIDS-related mental illnesses starting with 
the question of mental competency. He 
concludes that even though only some persons 
with AIDS will develop mental illnesses, all 
persons with AIDS can benefit from life services 
planning. , 

Patton, Cindy. Inventing AIDS. New 
York: Routledge, 1990. The author discusses 
who makes decisions regarding. AIDS -related 
matters. AIDS discourse, she writes, is about 
power, homophobia, discrimination, and 
oppression. A strictly scientific approach to 
AIDS conflicts with people's needs and produces 
discrimination and discourages many persons 
from speaking. 

Pavlak, Thomas J. Stigmatization of 
Persons with AIDS: Results of a Suivey of 
Public Sector Perso~el Managers. 
Socio-Economic Planning Sciences 23, no. 4 
(1989): 195-202. 

Public service personnel managers, 
although less prejudiced than the rank and file, 
contribute to the stigmatizing of perspns with 
AIDS. 

Rennert, Sharon E., John W. Parry, 
Robert Horowitz, and Susan ·sherman. AIDS and 
Persons with Developmental Disabilities: the 
Legal Perspective. Mental & Physical Disability 
Law Reporter 14, no. l(Januaiy-February 1990): 
82-92. 

Discusses the federal and state laws 
which apply to persons with disabilities and how 
they apply to persons HIV positive including 
isolation and involuntary civil commitment. 

Schwarz, Frederick AO. Jr, and 
Frederick P. Schaffer. AIDS in the Cassroom. 
Hofstra Law Review 14 (1985-86): 163-91. 

Discusses the District 27 Case which 
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upheld the New York City Board of Education 
policy of not automatically excluding a child with 
AIDS from public school. First case in the US 
to consider the issues in such depth. 

Simkins, Lawrence D. Update on AIDS 
and Sexual Behavior of College Students: Seven 
Years Later. Psychological Reports 74, no. 
l(February 1994): 208-10. 

With a sample (n=54) of single and 
sexually active college students the author found 
an increase in their concern about AIDS when 
compared to a similar 198S sample. During the 
prior year a majority of them had monogamous 
relationships and engaged in unprotected sex. 
About a third had a negative AIDS test. There 
was a shift found to conservative .life styles and 
sexual practices when compared with the 198S, 
pre-AIDS sample. 

Stevenson;, M.R. Social Distance from 
Persons with AIDS. Journal of Psychology and 
Human Sexuality 4, no. 1 (1991): 13-20. 

Using a sample of college students the 
author found that there were more negative 
attitudes toward people with AIDS if the persons 
with AIDS were gay or acquired AIDS through 
sexual activity than if they were heterosexual or 
acquired AIDS through a blood transfusion. 
Women were more tolerant than men were. 

Summers, R.J. Determinants of the 
Acceptance of Co-Workers with AIDS. Journal 
of Social Psychology 131, no. 4(August 1991): 
S77-78. 

The author found that people with 
inaccurate knowledge about AIDS and who are 
not tolerant of gay persons have a greater fear of 
AIDS and avoid persons with AIDS more. He 
urges that education and tolerance will help 
avoid work disruptions when workers learn that a 
co-worker is a persons with AIDS. 

Trezza, Glenn R. IIlV Knowledge and . 
Stigmatization of Persons with AIDS: 
Implications for the Development of HIV 
Education for Young Adults. Professional 
Psychology. Research & Practice 25, no. 2(May 
1994): 141-48. . 

A sample of 660 undergraduates and 596 
clinical and counseling psychologists were given a 
set of questionnaires about AIDS. There was no 

statistically significant difference between the two 
groups. A moderate amount of AIDS and 
prevention information was found along with 
moderate positive attitudes toward. people with 
AIDS. Both groups felt fairly invulnerable to 
mv infection and reported little direct 
experienr.e with mv positive people. The 
amount of homophobia was the best predictor of 
stigmatizing attitudes. 

Vincent, Edna Ruth. Children with 
AIDS: Protecting Their Rights in the Oassroom 
Through the Arline Decision and Department of 
Education Enforcement of the Rehabilitation Act 
of 1973. Administrative Law Journal, Fall 1988, 
391-422. 

How the Arline decision by the US 
Supreme Court can protect children with AIDS 
provided that the US Department of Education 
enforces the Rehabilitation Act of 1973. 

The following Jaw review articles have 
titles which are self-explanatory and· do not 
require annotations. 

Asymptomatic Infection with the AIDS 
Virus as a Handicap Under the Rehabilitation 
Act of 1973. Columbia Law Review 88 (1988): 
563-86. 

Baxley, James F. Rehabilitating 
AIDS-Based Employment Discrimination: mv 
Infection as a Handicap Under the Vocational 
Rehabilitation Act of 1973. Seton Hall Law 
Review, Winter 1989, 23-54. 

Bible, Jon D. When Employers Look for 
Things Other Than Drugs: the Legality of 
AIDS, Genetic, Intelligence, and Honesty Testing 
in the Workplace. Labor Law ·Journal, April 
1990, 195-213. 

Curylo, Patricia A. AIDS and 
Employment Discrimination: Should AIDS Be 
Considered a Handicap? Wayne Law Review, 
Spring 1987, 109S-1110. 

Hammett, Leah. Protecting Children 
with AIDS Against Arbitrary Exclusion from 
School. California Law Review 74, no. 4 (July 
1986): 1373-1408. 
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Jones, Derek J., and N. Colleen 
Sheppard~ AIDS and Disability Employment . 
Discrimination in and Beyond the Classroom. 
Dalhousie Law Journal, April 1989, 103-30 . 

Lawson, Gary. · AIDS, Astrology, and 
Arline: Towards a Causal Interpretation of 
Section 504. Hofstra Law Review 17(Winter 
1989): 237-52. 

Leonard, Arthur S. AIDS, Employment 
and Unemployment. Ohio State Law Journal. 
Winter 1989, 929-64. 

. Mitchell, Patricia. Employment 
Discrimination and AIDS: Is AIDS a Handicap 
Under Section 504 of the Rehabilitation Act?. 
University of Florida Law Review 38, no. 4(Fall 
1986): 649-71. 

Roussos, Georgeana K. Protections 
Against IDV-Based Empl9yment Di~ination 
in the United· States and Australia. Hastings 
International · and Comparative Law Review 13, 
no. 3(Spring 1990): 609-29. 

Sage, Rosemary. AIDS~ Will It Qualify 
as a Handicap in the Texas Workplace? Baylor 
Law Review 41(Fall 1989): 749-74. 

Sheman, S. An Individualized Definition 
of 'Handicap' and Its Application to IilV. U.C. 
Davis Law Review 22, no. 2(Winter 1989): 
653-66. 

Sotto, Lisa J. Undoing a Lesson of Fear 
in the Classroom: the Legal Recourse of 
AIDS-Linked Children. University of 
Pennsylvania Law Review 135, no. l(December 
1986): 193-222. . 

Titus,. Deborah Lee. AIDS as a 
Handicap Under the Federal Rehabilitation Act 
of 1973. Washington and ·Lee Law Review 43, 
no. 4(Fall 1986): 1515~35. 

Volle, Frank W. IDV Positive Employees 
· as 'Handicapped' Persons Under State and 
Federal Law: West Virginia Follows the Trend 
to Cast Aside Irrational Fear and Prejudice in 
Favor of Competent Medical Evidence and 
Sound Public Policy. West Virginia Law Review. 

Fall 1990, 219-50. 
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THE SOCIEIT PAGES 

Susan Foster, Secretary 
Society for Disability Studies 

If you are not a member of the Society for 
Disability Studies (SOS), we invite you to 
consider joining our group. SOS is a nonprofit 
scientific and educational organization 
established to promote interdisciplinary research 
on humarustic and social scientific aspects of 
disability and chronic illness. For further 
information on SOS, 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. 

This is the LAST SOCIETY PAGES 

With this volume of .DSC., you are receiving your 
last installment of "The Society Pages." At the 
annual meeting of the Board of SOS last- June, it 
was decided to restructure the membership dues. 
In the past, 12.SQ was automatically paid for .and 
received by SOS members as part of their dues. 
This year SOS .members will pay··a reduced 
membership fee and then be given choices of 
publications to which they may subscnbe at 
reduced prices, as a benefit of SOS membership. 
Examples,of journals to be offered under this 
benefit package include DSO, Disability and 
Society, and The Journal of Disability Policy 
Studies. As a result of these changes, "The 
Society Pages" will no longer be a regular feature 
in DSQ. Information that has been included in 
"The Society Pages" will be sent directly to 
members as part of routine mailings. Some of 
the information will continue as part of regular 
DSQ coverage, i.e., the call for papers and the 
announcement of the annual meeting. 

1995 Annual Meeting 

The Society for Disability Studies has scheduled 
its eighth annual meeting. The meeting will be 
June 15, 16, and 17, 1995 in Oakland, California 
at the Pare Oakland Hotel. We are planning 
three full days of paper sessions, panel 
discussions, methodology workshops, roundtables, 
and poster sessions covering a wide range of 
topics related to disability studies. There will 

also be ample opportunities, in receptions, 
special topic meetings, and between sessions, to 
see old friends, make new contacts, and take 
advantage of the synergy that ·this meeting always 
generates. 

Members and other interested persons are 
invited to submit proposals for papers and/or 
sessions for presentation at the meeting. The 
deadline for submission is January 15, 1995. 
Proposals should be sent to: Susan Stoddard, 
Program Chair, c/o lnfoUse, P.O. Box 544, 
Larkspur, CA 94977-0544, (510)549-6520. 

Persons submitting papers are reminded that 
presentations at SOS meetings must be accessible 
to all participants and attendees. Proposed 
presentations must be in accessible formats ( e.g. 
materials which are visually displayed must also 
be reported verbally. 

· The Society wishes to retain and further expand 
both diversity of its membership and the 
representativeness of presenters and attendees at 
the annual meeting. And we are interested in 
finding presenters for methodology workshops in 
qualitative methods, focus groups, and new 
research software supporting qualitative and 
quantitative research. We are interested in 
receiving information on newsletters, journals or 
other publications where the conference and call 
for papers may be announced. And, please pass 

/ this announcement,. the Call for Papers ( and our 
membership information) on to other colleagues 
who would be interested in our meeting! 

Announcement of the Emerging Scholar Award 
Competition 

SOS is pleased to announce its Emerging Scholar 
Award competition. Papers may be submitted by 
graduate students and new faculty or researchers 
in the area of disability studies .. The award 
includes a: certificate of recognition, cash award 
of $200, place on the program to present the 
award-winning paper at the 1995 SOS 
conference, and SOS conference registration fee 
waiver. Papers will be judged on: ( a) significance 
of the topic, (b) advancement of knowledge, (c) 
quality of the research design, ( d) analysis of 
findings and their implications, ( e) organization, 
and (t) clarity of writing. The submission .. 

56 



deadline is: January 6, 1995. Send three (3) 
copies of your paper to: Gaiy Kiger, Department 
of Sociology, Utah State University, Logan, UT 
84322--0730. Phone: (801) 797-1235 (V/ITY]. E-
mail: GKIGER@HASS.USU.EDU (questions 
only). [Please send papers only, no theses or 
dissertations.] 

Improvmg .Access 

~e Society for Disability Studies' Accessibility 
Committee is reviewing the access guidelines 
which they developed for the 1994 meeting in an 
attempt to make the 1995 guidelines even more 
comprehensive and more comprehensible. We 
encourage your participation in this process. 

·There are four sets of guidelines targeted 
specifically to paper presenters/panelists/invited 
speakers, poster presenters, roundtable 
coordinators, and moderators. Each is designed 
to imp~ove programmatic access· for all 
presenters and attendees. 

If you would like to assist us in reviewing and 
improving the ·sos guidelines, and/or if you 
would like a set of these guidelines to use in 

. increasing the accessibility of meetings convened 
by other associations, please contact Devva 
Kasnitz, Chair of the SDS Accessibility 
Committee, at the World Institute on Disability, 
510 16th Street, Suite 100, Oakland, CA 94612m 
1500 (ph:. 51on63-4 tOO). 

New DisabiJity Studies Text Available 

We are pleased to announce the publication of 
Insights and Outlooks: Current Trends in 
Disability Studies (Proceedings of the 1993 
Annual Meeting of the Society for Disability 
Studies, Seattle, WA), edited by Elaine Makas 
and Lynn Schlesinger. 

This 304-page volume includes 40 chapters 
representing the latest in disability-related 
research and theory from experts in a broad 
array of disciplines: sociology, political science, 
anthropology, psychology, women's studies, 
literature, history, journalism, and· many other 
social science/humanities perspectives. The book 
includes complete, up-to-date contact 
information on alJ contnbuting authors, and 

extensive reference listings for more in-depth 
investigations of the issues presented. The book 
is divided into eight sections, each organized 
around a unifying ·theme: Stigma and 
Acceptance; Interactions; Life Course Analysis as 
a Personal and Programmatic Resource; 
Measurement Issues; Legislative Actions and 

· Reactions; Living with Disabilities; community 
Integration through .Mainstreaming; and Self-
determination. Connections within sections and 
between sections are highlighted by introductions . 
at the beginning of each unit. 

Insights and Outlooks is highly useful and . 
timely text for multidisciplinaiy Disability Studies · 
courses and a valuable resource for individuals, 
academic institutions, and organizations involved 
in disability-related research/policy. It is 
available as a spiral-bound volume or on disk (in 
Word Perfect 5.1) at a cost of $25.00 per copy. 
(This price includes postage for orders shipped· 
within the U.SJCanada. For alJ other locations, 
add $4 per book for surface mail or $14 per 
book for airmail.) To order your copy of this 
useful resource, send a request and your check 
made payable to "Society for Disability Studies" 
to: The Edmund S. Muskie Institute of Public 
Affairs, Attn: Disability Publications, University 
of Southem Maine, 96 Falmouth Street, 
Portland, ME 04103. Please note that alJ orders 
must be prepaid. For further information, 
contact Elaine Makas (h/w: 207 n84-5726). 

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 calJ, please feel free to contact Susan 
Foster, Rochester Institute of Technology, 
National Technical Institute for the Deaf, 52 
Lomb Memorial Drive, Rochester, NY 14623.. 
5604, phone 716/475-6137, (internet) 
SBFNIS@RITVAX.isc.rit.edu. 
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