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Editor: Irving Kenneth Zola Managing Editor: Janet Boudreau 
Co-Editor for ths issue: Adrienne Asch, 316 W. 104th Street, Apt. 3A, New York, N~Y. 10025 

Issue Theme: Bioethics 

Dear Reader, 
This Spring 1991 issue is devoted to Bioethics a theme we have touched on throughout the 

history ofDSQ. In addition to special reflections by Adrienne Asch, Nat Hentojf, Bruce Jennings, and 
Eric T. Jvengst, we have within the Film Clips/Media section, a set of"second-thoughts" about the 
Film, My Left Foot This was a direct result ofreader suggestions. Keep them coming. 

, The Summer issue (deadline June 1, 1991) will focus on Disability Policy - Past, Present and 
Future. Fall (deadline September 1, 1991) will deal with Care Giving and Personal.Assistance. Simi 
Litvak, Research Director, World Institute on Disability, 51016th Street, Oakland, CA 94612 will be 
its Co-Editor. Winter 1992 (deadline December 1, 1991) will be generic. 1992 will probably include a 
thematic issue on assistive technologya Other themes await -your input. 

The Editors 

rehabilitation services were inadequate for all 
those who could benefit from them, what factors 
should be used to differentiate recipients from 
those who would do without? Could it ever be 
appropriate to withdraw or withhold medical 

Bioethics Thinking and Disability Rights, treatment from an individual, and if so, on what 
by Adrienne Asch, (Teachers College, Columbia basis? Was preventing the birth of a child with a 
University). disability by prenatal diagnosis and abortion 

Ten years ago, as I was first developing a different from preventing disability by vaccinating 
course about contemporary disability issues; I a child against polio after its birth? 
posed to my classes some of my favorite In my quest for a framework in which to 
perplexing questions: What made a characteristic cast such questions and a body of literature 
a disability? In what situations was the presence about them, a philosopher suggested that I 
of a disability a justification: for government examine textbooks and readers in medical ethics. 
assistance? Among domestic problems requiring The suggestion was perfect; medical ethics texts 
government attention, what ranking should be were full of useful articles on the nature of 
given to actions to ameliorate the effects of health and disease; doctor-patient relationships; 
disability? If medical technology or vocational whether euthanasia could ever be justified; 



whether it was immoral to knowingly bear a child 
with Down syndrome; or whether particular sums 
of money should be spent on organ transplants 
for one person or prenatal care for many people. 

I thought people talking about bioethics 
were asking many of the right questions, but 
often coming up with the wrong answers. I 
discovered that people were writing about issues 
of the character of life with disability and of 
justice toward people with disabilities, knowing 
nothing about life with disabilities. Most of 
bioethics approached disability from an 

. exclusively medical model, equating· any problems 
that disability imposed with the condition itself --
not with laws, social attitudes, or societal 
decisions about levels of treatment and support 
for people with disabilities. 

In 1981, it seemed, the world of 
bioethics had not met the world of disability 
rights. We disability rights activists had been 
fighting discrimination in jobs, housing, · 
education, and transportation; but we had not 
been aware that our disabilities might be 
considered reason enough to deny us certain 
medical treatments, or might be considered 
sufficient reasons for ending our lives. When 
Baby Doe, Baby Jane Doe, and Elizabeth Bouvia 
made ·national headlines, we recognized new and 
troubling arenas in which to· fight some of the 
same battles, as well as. some different ones. 
Governments were not denying children 
schooling or housing devoted to Baby Jane Doe 
and Elizabeth Bouvia. DSO itself brings many 
bioethics books to the attention of its readers, 
and it too devoted one entire issue (Spring, 
1987) to reproductive and neonatal ethics. 
_Feminist discussion of abortion now recognizes 
that not everyone will or should abort after 
prenatal diagnosis reveals Down syndrome,· spina · 
bifida, cystic fibrosis, muscular dystrophy, or 
many of the other conditions for which tests are 
now available (Harrison, 1986; Rothman, 1986). 
Made a~are of the dissent from its positions of 
disability activists, the ACLU decided to re- . 
examine its positions on receiving and 
withholding of medical treatment, and a policy 
far more sensitive to disability views is before its . 
national Board of Directors. · 

Unfortunately, professional bioethics has 
not been noticeably changed by its exposure to 
the minority group view of disability. By and · 
large, bioethics journals and textbooks still view 

treatment de~isions as individual matters, 
involving patient, family, and health 
professional.Professional bioethics talked _in. 1989 
about Larry Macafee's desire to tum off his 
respirator as it did about Elizabeth Bouvia's · 
desire to end her life in 1983. This was a 
competent person who could make his own 
decision about whether he wanted to live with 
quadriplegia. Nothing wa~ said about whether it 
was inevitable that he remain jobless, isolated 
from his friends and family, and in a nursing 
home. Similarly, the important edited collection 
called Dax's Case (Kliever, 1989) has_ no 
discussion as to how society's atti_tude~ and 
discriminations contributed to Dax Cowarts wish 
for his treating physician to let him die. Virtually 
all the authors take this as a "natural" reaction to 
his physical condition (permanent blindness and 
disfigurement with burns over 60% of his body 
after an explosion of a gas pipeline). The debate 
in the book is over whether or not Dax Cowart 
had a ·11 right to die.11 Discussions of ethical issues 
in genetic counseling still fqcus on whether the · 
coµnseling should be directive or non directive. 
Bioethics is still not talking about the· kind of 
information people need in order to decide 
whether they wish to bring a child witl:t a. 
disability into the world. · 

Genetic counseling programs, hospital 
ethics committees, longterm care facilities, organ: 
transplant units, and neonatal intensive care units 
should meet with independent living center staff 
and with disability rights activists. Research on 
how people with disabilities view their lives, such 
as that undertaken by Daryl Evans at the 
University of Kansas, must be communicated to . 
the major bioethics centers, journals, and 
conferences. Too many articles and conferences 
still discuss prenatal diagnosis without seeking 
knowledgeable representatives of parent groups 
or disability rights groups. Although some 
bioethicists may be prepared to say that· people 
with spinal cord injuries or ALS could lead 
productive· lives, they are now wondering. whether 
society should put resources into making those 
lives more satisfying. When there are too few 
organs for those who need them, should a man 
with Down syndrome or a woman with 
Alzheimer's receive a precious kidney, liver, or 
heart? 

The readership of Disability Studies 
Quarterly is in an excellent position to bring new 
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perspectives and new information to the world of 
bioethics. We need to contact hospital ethics 
committees with information about life with 
various disabilities. We need to submit articles to 
bioethics journals, offer mu services to medical 
schools and genetic counseling programs, and 
attend bioethics conferences as audience 

. members even. when we are not selected as 
speakers and panelists. The. articulate question or 
comment from an audience member can 

e sometimes cause a panelist to re-examine a · 
cherished position. 

Having a minority group view of 
disability does not guarantee a particular ethical 

.or political view about the role of families versus 
the state in treatment decisions for incompetent 
people. Nor does it suggest that all of us will 
espouse the same view about allocating resources 
between prevention or am'elioration of disability. 
It does mean that the world of bioethics can get 
a different notion of what the problem~ of life 
with disability turn .out to be. With new 
information, perhaps. bioethics can recast. some of 
its questions and even some of its conclusions. 
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E. · Libraries and reference services: 
· Kennedy Institute of Ethics, National 

Reference Center for Bioethi~ Literature: 1-800-
MED-EUIX, 633-3849. 

Other reference materials available from 
the Kennedy Institute include: 

BIOETHICSLINE: on-line database: 
reference searches free. Provide articles at $5.00 
for a ten-page article; others at $:15 per page. 

Bibliography of Bioethics: _$45.00; 
Bioethics Curriculum Clearinghouse: 
$2.00 per syllabus . · . 

.. Bioethics Thesaurus: key words used for 
searching BIOETHICSLINE database: 
$5.00;· 

International Directory of Bioethics 
Organizations: $5.00; 

. New Titles in Bioethics: quarterly $15.00; 
(annual currmlation of new titles: $10.00. 

Scope Note: $3.00; (Each Scope Note is 
a short article and bibliography on a single topic: 
surrogate motherhood, informed consent, etc.) 

Hastings Center for Society, Ethics, and 
the Life Sciences, 255 Elm Road, Briarcliff 
Manor, New York. 10510 (914) 762-8500. Limited 
telephone reference servi~s are available to the 
general public. In-person access to the excellent 
library is by appointment only .. 

Thanks to Marna Haworth of the. 
Hastings Center whose limitation "telephone 
reference service" has . always included answers to 
my questions. 

April S-7, Ethics Committees at Work in 
the 1990s: Expanding the Circle. Annual 
Congress of Healthcare Ethics Committees 
sponsored by The International Bioethics 
Institute and The Hastings Center at Nikko . 
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Hotel, San Francisco. Contact: International 
Bioethics Institute, 250 Masonic Avenue, San 
Francisco, CA 94118. Send hotel registration 
cared directly to Nikko Hotel. For further 
information, call ( 415) 564-1148. 

·April 11, 12, 13, Current Controversies 
in the Right to Live, the Right to Die III - Legal, 
Medical, and Ethical Issues. Mayflower Hotel, 
Washington, D.C. Contact: National Legal 
Center For The Medically Dependent & 
Disabled, Inc., P.O. Box 1586, Terre Haute, IN 
47808-1586. 

April 11-12, Longevity In America: A 
Generation Taking Risks in 2010. Contact: USC 
Coastal Carolina College, Graduate and 
Continuing Education, P.O. Box 1954, Conway, 
SC 29526.· 

April 11-13, Sociological Practice 
Association Training Conference, St. Petersburg 
Beach~ FL. Theme: ''.Sociological Approaches in 
Mental Health: Clinical, Research, Program 
Development and Policy lssues.11 Contact: 
Elizabeth J. Clark, (914) 469-4187. 

April 19. & -20, Experiences of Gender: 
Color, Class, & Country. The American 
University, Washington, D.C.;College of Arts & 
Sciences, Department of Sociology, 4400 
Massachusetts Avenue, NW, Washington, D.C. 
20016. Contact: Gay Young, Department of 
Sociology, The American University 4400 
Massachusetts Avenue NW, Washington, DC 
20016. 

April 22-24, Defining Civil Society -
Multiple Voices, Common Visions; 42nd Annual 
Conference of the Council on Foundations - · 
special sessions on "Who Will Care For Us -
Financial & Emotional Dilemmas of Family 
Caregiving11

; Health care issues, Homelessness. 
Contact:. Council on Foundations, 1828 L Street, 
NW,' Washington, DC 20036. (202) 466-6512; Fax 
(202) 785-3926. . 

April 25-27, American Bar Association 
Seventh Annual Higher Education Conference, 
San Diego, CA. Theme: "Litigation, Justice, and 
the Public Good.11 Contact: John Paul Ryan, 
ABA Commission on College and University 

Non-professional Legal Studies, 541 N. Fairbanks 
Ct., Chicago IL 60611-3314. 

April 30, The Open Congregation, Inc. 
announces its fifth forum, Religion and 
Rehabilitation: Partners in Outreach, 8:30 AM to 
2 PM, Grand Hyatt Hotel, 42nd and Park 
Avenue, New York City. There will be 3 
concurrent practical workshops. In· one, the 
awardee Congregations will share their 
experiences with the delegates. In another, the 
subject of "Mainstreaming the Developmentally 
Disabled in a Religious Summer Camp" will be 
explored via a report of The Tikvah Program of 
Camp Ramah (Jewish). The third will discuss 
"The Congregation as a Support to. the Family of 
the Disabled" and feature the experiences of 
several area churches who have established 
programs, together with a discussion ·of Life 
Services for .the Handicapped. In all workshops, 
people with disabilities will discuss their personal · 
experiences within their. own churches and 
synagogues. Sponsoring Rehabilitation Agencies:. · 
Catholic Charities of Brooklyn Diocese, Goodwill 
Industries of Greater New York, International 
Center for the Disabled, Salvation Army, United 
Cerebral Palsy/NYC, World Rehabilitation Fund. 
Registration information; call (212) 677-7400 

· x230 or write The Open Congregation; 
UCP/NYC. 122 E. 23rd St., N.Y.N.Y. 10010. 

May 1-5, American Back Society, Spring 
Symposium on Back Pain. Royal York Hotel, 
Toronto, Ontario. Contact: Aubrey Swartz, M.D., 
American Back Society, 2647 E. 14th St., Suite 
401, Oakland, CA 94601. ( 415) 536-9929. 

May 9-10, The American Society of Law 
& Medicine and The N. Neil Pike Institute for 
the Handicapped, Boston University School of . 
Law present; The Americans With Disabilities 
Act: What It Means For ALL Americans, Hyatt 
Regency-Cambridge, Cambridge, Massachusetts. 
Contact: Americans with Disabilities Act 
Conference Registrar, American Society of Law 
& Medicine, 765 Commonwealth avenue, 16th 
Floor, Boston, MA 02215. Tel: (617) 2_62-4990; 
Fax: (616) 437-7596; TDD: (617) 353-2904 

May 12-18, Toe·Family Future· 
Perspectives, A Multidisci-
plinary Participants Conference at Hotel Oasi, G. 

• 
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· Neumann, Cortona, Italy. Sponsored by The 
Department of Social Work King's College, The 
University of Western Ontario. For a conference 
.brochure.and registration form write or phone: 
Samantha Pearson, ·Cortona .1991, Department of 
Social Work, King's College, 266 Epworth 
Avenue, London, Ontario N6A 2M3 Canada. 
Tel: (519) 433-3491, ext. 333; Fax: (519) 433- · 
2227. 

-~ 
May 16-19, Int'l Healthcare Mgmt & 

Mktg. Association "Industrial Rehabilitation at 
the Crossroads: Diagnosis and Rx'' San Francisco, . 
California. Contact: Barbara Cole, IHMMA, 
Drawer 320; Twin Peaks, CA 92391. (800) 735-
2982. 

May 16, Milford, MA &May 17, 
Waterbury, Ct., Understanding and Managing. 
The.Sexual Needs and Expressions of People 
with J;>rofound and Severe Developmental · 
Disabilities. This seminar will explore the sexual 
needs and behaviors of this population and will 

. examine potential strategies which service 
providers can utilize when addressing these 
needs. Topics will include the teaching of 
masturbation, capacity to consent issues as they 
relate to sexual activity; developing management 
programs for negotiating client sexual behaviors, 
and exploring agency policy and philosophy 
concerning client sexual .expression. Additional 
,infqrmation: Contact PBA Consultants, Primrose. 
Lane & Highland Dr., Post Office Box 597, 

· · Mountville, PA 17554. (717) 285-7128. 

May 17-19, Society For Cultural 
Anthropology, Annual Meeting, Boston, MA. . 
Theme: "Culture and Memory." Contact: Robert 
Paul, Dept. of Anthropology, Emory University;·. 
Atlanta, GA 30322; (404) 727-7518. 

1 • • • • 

May 19-23, 115th Annual Meeting of · 
The American Association on Mental 
Retardation. Hyatt Regency Crystal City, 
(Washington, D.C.) Contact: Stephen. H·. 
Stidinger, Director of Meetings; AAMR .Central 
Office, 1719 Kalorama Road, N.W., Washington, 
DC 20009-2684. (800) 424-3688, (202) 387-1968~ · 

... May 29-31;.The Ninth National CSP 
Learning Community- Conference:. Housing & 
Supports. Crystal Gateway Marriott Hotel, 

Arlington, Virginia. A three day conference to 
increase our knowledge of different approaches 
for supporting people with psychiatric disabilitiei:; 
to achieve the goal of decent, affordable housing. · 
Sponsored by: National Institute of Mental 
Health Community Support Program· aµd Center 
for Community change through Housing and 
Support, University of Vermont Department of 
·Psychology. Contact: Susan M. Biss, Conference 
Coordinator, Center for Community Change 
through Housing· and Support. (802) 656-0000. 

May 31-June 2, The Henry Murray 
Research Center: A Center for the Study of 
Lives, Radcliffe College, 10 Garden Street, 
Cambridge, Massachusetts 02138. (617) 495-8140. 
Working with Longitudinal Data: New Questions 

· for Old Data. The purpose of this workshop is to 
provide. training in the use of existing 
longitudinal data to conduct original research in 
human development across the life course. The 
research. topics addressed will include historical 
influences on development; patterns of health, 
mental health, and careers; development in. 
adulthood; and aging. Faculty are drawn .from 
the fields of sociology, psychiatry, psychology, 
and public health. The workshop will cover all of 
the major steps in the research process, including 
the reorganization and recoding of original 
subject records, compensating for incomplete or 
noncoinparable data, recontacting an existing 
sample, and a brief overview of qualitative. and 
quantitative data analysis techniques. 

·May 31-.June 3, in Lyons France. The 6th 
International Conference on Mobility and 
Transportation for Elderly and Disabled Persons 
on 'Mobility for a Better Quality of Life'.· · 
Contact: 6th COMOTRED secretariat, INRETS, 
109 Avenue Salvador Allende ;. Cast 24,69675 

. · BROM Cedex, France. . 

.June 2-8, Intensive Bioethics Course 
XVII. The seventeenth annual Intensive 
Bioethics Course, sponsored by the Kennedy 
Institute of Ethics at Georgetown University. 

Course Content.- The course is an in-
depth study of ethical theory and the application 
of ethical principles to selected problems in 
health care and biomedical research. The primary 
modes of instruction in the course are lecture 
and small-group discussion. 
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Lecture topics have traditionally 
included: Theories of Normative Ethics; the 
Principles of Beneficence and Nonmaleficence, 
Autonomy, and Justice; the Theory and Practice 
of Virtue; Health Care Allocation; Bioethics and 
the Law; Death and Dying;.AIDS and HIV 
Infection; and Human Gene Therapy. 

All course participants will have access 
to the. National Reference Center for Bioethics 

. Lit~rature.The National Reference Center 
contains the most complete collection of 
materials on biomedical ethics in the world. 
Participant access to materials in the Reference 
Center will be· aided by online searches of an 
Institute~produced database called 
BIOETHICSLINE. 

Location and Lodging - The course cost 
will be $1400 and will be held in the Intercultural 
Center on the. Georgetown University Campus, 
and in the·Georgetown University Conference 
Center and Guest House. The Guest House is a 
full-service hotel operated by Marriott. If you 
wish to stay in the Guest House, the conference 
rate is $95 per night single occupancy, $105 
double occupancy plus. tax. Please write or call 
the Georgetown University Confe'rence Center 
anc;i Guest House, 3900 Reservoir Rd., N.W., 
Washington, D.C. 20057, phone (202) 687-3200. 

,June 3-5. 1991 International 
Interdisciplinary Conference on Health Work·· 
E.nvironments-Health People, University of 
Michigan, Ann Arbor, Ml. Contact: University of · 
Michig~n Extension Service, Conference 
Department, 200' Hill Street, Ann Arbor,.MI 
48104~3297. · 

June 4-August 8, Boston University . 
Summer. Institute in Gerontology, Boston, MA.'. · · · 
Academic courses in the Sociology of Aging. 
Continuing education workshops include: (1) 
"Finding Your Way Through the Long-Term 
Care Maze," June 4; (2) "Alzheimer's Disease: 
Clinical and Management Issues," June 5; (3) 
"Building Home care Teams: Models and 
Methods,"June 6; (4) "The Crisis in Community 
Care: The Massachusetts Experience," June 11; 
(5) "Enhancing Your Skills in Working with 
Latino and Southeast Asian Elderly," June 12; 
(6) "Interpretations of Older Women: A 
Psychological Analysis of Women as Portrayed 
on the Screen," June 18-19. Registration deadline 
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is May 3 ..For further information, contact: 
Gerontology Center, 67 Bay State Road, Boston,· 
MA 02215; (617) 353-5045. . 

.June 5-9, Sociological Practice · 
Association 1991 Annual Meeting,·, Costa Mesa, 
CA. Theme: "Sociological Practice in a Global · 
Community." Contact: Ray K.irshak, SPA 
Program Committee, 6622 White Post Road, 
Centreville, VA 22020; (703) 222-8743 . 

t), 

.June 6-8. Toronto; The American 
Medical Association, the Canadian Medical 
Association and the Federation of Medical· 
Licensing Authorities of Canada will be 
cosponsoring an international conference on 
physician health, Caring for th~ Caregivers. 
Papers on aspects of .health or impairment 
among physicians, residents or medical students. 
Coverage will include issues of physical health as 
well as psychiatric well-being and substance use 
disorders. Contact: Patrick McGuffin, PhD, 
department of Mental. Health, American Medical 
Association, 515 North state, Chicago, Illinois 
60610. Phone: (312) 464-5066. Fax (312) 464:. 
4184. 

.Tune 10-14, Barcelona, Spain. 4th 
International Conference SYSTED 91 on 
Systems Science in Health-Social Services for the 
Elderly and Disabled. Contact: Dr. Josep M. Via· 
I Redons,Apartat de Correus, 5031, 08080 

· Barcelona, Spain. 

.June 13-15, Special Education In The 
90'S - The Classroom And Beyond. Third 
National Conference of the Irisb Association of 
Teachers in Special Edµcation, 'in St. Patrick's 
College. Submissions· from colleagues, other 
professionals and friends in special education 
invited. Contact: Mary Steen at the Teachers' 
Centre, Drumcondra, Dublin 9, Ireland. 

.June 13-16, at Sheraton ImperialHotel 
and Convention ·Center, Research Triangle Park, 
Raleigh, North Carolina. Design for Independent 
Living: Housing Accessibility Institute sponsored· .-. 
by the Center for Accessible Housing, North 
Carolina State University, a Rehabilitation 
Research and Training Center. In collaboration 
with the World Institute on Disability, Research 
and Training·Center on Public Policy in 

http:Arbor,.MI


Independ~nt iiving. Titis national Housing , : 
Accessibility lnstitutc will pilot an access 
curriculum. The curricuh1m wiH meet the needs 
of p<;oplc who provide services as housing · 
accessibility specialists in Centers for 
Independent Living, offices on disability and 
other community based organiz.ations which . 
provide housing and rehabilitation services. The 
curriculum will address the concerns of both new 
and experienced staff. Institute Topks. plenary 
sessions; Legislation relating to housing; 
Accessible and universal desig11 workshop tracks: 
Home adaptatio.n, Technical design skills, . 
Systems advocacy. Contact: Center for Accessible 
Housing, School of _Design, North Carolin.a State 
University, PO Box _8613, Raleigh, NC 27695-
8613. Voice and TDD (919) 737-3082; FAX 
(919) 737-3023. 

June 18.. 19, A Short Course on Deaf 
History, Gallaudet University, Washington, D.C. 
History 795, Special Topics in Deaf Community 
History:, Deaf History, How to do it.· One 
graduate credit; open to any student with an 
earned bachelor's degree; cost $166.70. Gallaudet 
University History department Faculty: John S. 
Schuchman hearing chit'd of deaf parents and 
author, I lollywood Speaks, Deafness and the 
Film Entertainment Industry. Joh.n V. Van Cleve, 
editor in chief, Gallaudet Encyclopedia of Deaf 
People and Deafness and co-author;:A Place of 
Their Own, Creating the Dea( Community in 
America. Course Summary: An intensive, but 
practical two day survey of history in the deaf 
community. The faculty will review recent 
historical publications and emphasize a variety of 
histori9al techniques. In addition to the use of 
traditional written sources important to the deaf 
community, the faculty and invited speakers will 
discuss the use of photographs, genealogy and 
family history, and oral history interviews. 
Contact: Extension and Summer Program, 
Gallaudet University, 800 Florida Ave. NE, 
Washington, DC 20002-3695~ (202) 651-5551 or 
Conference Management Unit, Gallaudet 
University, 800 Florida Ave. NE, Washington, 
DC 20002-3695. (202) 651-5609. 

June 20-22. First International . 
Conference on Deaf History. Gallaudet 

· University College of Arts and· Sciences; 
Department of History. Featuring invited 

speakers: Dr. Jack Gannon, Author, The Week 
the W<lrld Heard Gallaudct and Deaf Heritage: 
A Narrative l listnry of Dt•af Amt·rica. Pr. Roslyn 
Rosen, President; National Association of the 
Deaf (USA), Dr. Harvey Corson, Provost, 
Gallaudet University, Bernard Truffaut, Author, 
French Deaf History, Dr. Harlan Lane, Author, 
When the Mind Hears and Editor, Deaf 
Experience, Peter Jackson, Author, Britain's Deaf 
Heritage. Contact: Virginia Spatz, Conference 
Management Unit, CO-213, Gallaudet University, 
800 Florida Ave. NE; Washington, DC 20002-
3695. Tel (202) 651-5609. 

June 23-26, ·in Kansas City, Missouri, 
Association for the Advancement of 
Rehabilitation Technology 14th Annual 
Conference~ Contact: RESNA Suite 700, 1101 
Connecticut Ave. NW, Washington, DC 20036. 

June 24-28, IAPSRS Conference· 
Psychosocial Rehabilitation; An Emphasis On 
Outcome, Omni and Lord Baltimore Hotels at · 
Baltimore's Inner Harbor. Sponsored by 
International Association of Psychosocial 
Rehabilitation Services c;1rid hosted. by Maryland . 
Association of Psychosocial Services. Contact: 

. Jean Taylor, Conference Program Coordinator, 
MAPS; 20 Winters Lane, 2nd· Floor, Catonsville, 
MD 21228. 

.June 24-Aueust 30, Twelfth Annual Cape 
Cod Institute, Cape Cod, MA. Sponsored by the 
Department of Psychiatry of· the· Albert Einstein 
College of Medicine, the Institute will consist of 
a summer-long series of postgraduate courses for 
mental health and health science professionals. 
For a complete course catalogue, contact: Cape 
Cod Institute, Albert Einstein College of 
Medicine, 1303A Bclfer Building, Bronx, NY 
10461; (212) 430-2307. 

PLEASE NOTE CHANGE IN TIME 
AND LOCATION: June 26-29 - Fourth Annual 
Convention of The. Society for Disability Studies 
at the Hyatt Regency in Oakland, California. 
Themes for paper presentations will include 
research issues of policy; history, sexuality, law, 
culture, statistics, methods, politics, media, 
literature, gender~ self-image, cross-cultural 
issues, family, and related topics. 

The Society for Disability Studies (SDS) 



is a multidisci- plinary organization dedicated to 
the development of an appreciation and 
understanding. of disability-related theory and its 
application as well as an agenda for further 
research in this area. For membership 
information, contact Pmfcssor Irving Kenneth 
Zola, Department of Sociology, Brandeis 
University, Waltham, MA02254-9110; (617) 736- -
2644. 

Registration material obtainable from: 
Professor David Pfeiffer, Department of Public 
Management, Suffolk University, Boston, MA 
02108; Bitnet: Pfeiffer@Suffolk. Tel. (617) 573-
8316. 

June 30-Julv 2, Eighth Annual Meeting 
of the Association of Health Services Research 
and the Foundation for Health Services 
Research, Sheraton Harbor Island, San Diego, 
CA. Special sessions on mental health services 
research will include an invited paper session on 
measuring the quality of care in mental health, 
and a session highlighting new research. on 
organizational approaches to improving the 
effectiveness of mental health services. Contact: 
Laika Tamny at AHSR. (202) 223-2477. 

July 1-3, International Congress on. 
Stress, Anxiety and Emotional Disorders, 
University of Minho, · Braga, Portugal. Proposals 
for symposia, papers, and poster sessions are now 
being accepted. Contact: Jose Fernando A. Cruz, 
Universidade do Minho, Laboratorio de 
Psicologia, Rua Abade da Loureira, 4 700 Brag~, 
Portugal; Phone 053-27776; FAX 053-77936. 

Julv 3-6, Fifth Congress of the 
International Association for Adolescent Health, 
Montreux, Switzerland. Theme: ."A Time for 
Action." Contact: P.A. Michaud, IAAH Fifth 
Congress, Office_ du Tourisme, Case postale 97, 
1820 Montreux, Switzerland. 

Julv 5-7, The Campaign and the 
University of Illinois at Chicago are planning the 
Third North American Conference, "Challenging 
Oppression: Creating Multicultural 
Communities." This Conference follows very 
successful conferences in Washington DC in 1988 
and Los Angeles in 1989, and will focu~ on the 
relationships between homophobia, racism, 
sexism, and other forms of oppression. The 

Conference will be held at the University. of 
Illinois at Chicago, in Chicago, IL. Contact: 
"Challenging· Oppression,11 PO Box -1293, Oak 
Park, IL60304-1293, or-call us at (708) 524.;2305. 

July ·6-13, The National Institute on 
Aging Fifth Annual Summer Institute in 
Research on Aging, Warrenton, VA. The 
Summer Institute is cosponsored with the 
Brookdale Foundation and provides an overview 
of current state of knowledge of biomedical, 
behavioral, and social aspects of aging. The 
Summer Institute further identifies promising 
research issues and opportunities, includes 
sessions during which participants can . further 
develop .their research ideas, and sessions on 
grantsmanship. A faculty of experienced 
researchers in aging will· present lectures and be 
availabl~ for consultation. The deadline for 
submitting applications to participate in this 
program is May 15. For further information 
and/or application forms contact: Summer 
Institute, National Institute on Aging, Building 
31, Room 2C05, National Institute of Health, 
9000 Rockville Pike, Methesda, MD 20892; (301) 
496-0765. 

July 24-28~ Foundations of Care: 
Building Skills, Addressing Needs. The 
Thirteenth National Lesbian and Gay Health 
Conference and Ninth National AIDS Forum, 
The Hyatt Regency New Orleans, New Orleans, 
Louisiana~ Full Registration Information, 
C-ontact: NLGHF Registration, The George 
Washington University Medical Center, Office of 
Continuing Medical Education, 2300 K Street, 
NW, Washington, DC 20037. A Call for Papers 
or Other Information, Contact: NLGHF, 1638 R 
Street; NW, Suite 2, w_ashington, DC 20009. 

July 25-28, International Communal 
Studies Associ~tion, 3d Triennial Conference, 
Elizabethtown, PA. Theme: "Communal 
Societies: Values and Structures." Contact 
Donald K.raybill, The Young Ctr: Elizabethtown 
Col, ·one Alpha Dr., Elizabethtown, PA 17022-
2298; (717) 367-1151; FAX (717) 367-7567. 

July 28-August 2 or August 4-9, · 
Workshops for Social Science Faculty on 
Exploratory Data Analysis Using · 
Microcomputers, California State University-

. 0 
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Fullerton, Fullerton, CA. Priority will be given to 
faculty who: 1) have had sufficient quantitative 
training to be familiar with, statistical methods· 
through multiple regression; (2) teach 
undergraduate statistics _and data analysis 
courses; and (3) are familiar with MS-DOS 
microcomputers for statistical analysis. The 

· workshops are being funded by the National 
Science Foundation under _the Faculty 
Enhancement Program. Participants are 
responsible for travel costs. For further 
information, contact:: Ted Anagnoson, Depart,.· 
ment. of Political Science, California State . 
University, Los Angeles, CA 90032-8226; (213) 
343-2230; BITNET:. KBLQAAE@CALSTATE. 

August 5-7, in Ljubljana, Yugoslavia. The 
European Federation for Research in 
Rehabilitation will have its 4th European 
Congress. The provisional program Hsts among · 
other topics evaluation of technical aids, mobility, 
communications. Local· organizer: Pre>fessor Crt ._ . 
Marincek, UQiversity Rehabilitation Institute, 
Ljubljana, Linhartova 51, 61000 Ljubljana, 
Y11goslavia, fax 3861 329 366. · · 

August 18-22, International Human 
Science Research Association, 10th Conference, 
Gothenburg, Sweden. Theme: "Human Science as 
Methodology." Contact Elisabeth Nyqvist; Dept. 
of Education, Box 1010, S-431 26 Molndal, 
Sweden; Int +46 31 679000; FAX Int +46 31 
679462.. . 

August 26-30, Gernntechnology First 
International· Conference on Technology and 
Aging. Eindhoven, The Netherlands. An 
international conference is now being organized 
that will co,ver the new domain of 
gerontechnology. The objective of the conference 
is to depict the international attention aimed at 
this field and initiate collaborative projects. The 
conference theme is optimiza_tion of the 
functional. environment of the elderly and the 
possible contribution of technology ·to this .within 
the reality of socio-cultural and economic 
constraints. For more information, contact: 
Center for Biomedical and Health, Care 
Technology, Eindhoven University of 
Technology, P.O. Box 513, 5600 MB Eindhoven, 
The Netherlands. 

September 27-29, The 2nd International. 
Conference of Health. Behavioral Science - "The 
Health Care in the 21st Century" Jochi Daigaku 
(Sophia University), Tokyo. The health and · 
medical culture of the world is changing . 
drastically as we approach the 21st century. In 
order to adequately meet .the consumer's health . 
needs·in the next century, we must have visions 
and foundations for changing the health 
situation. Contact: Hiroshi H:;tsegawa, Professor, 
Tokyo Women's Medical College, College of 
Nursing, 8 - 1, Kawadacho, Shinjuk~ku, Tokyo 
162 Japan.. 

Whatever happened to Baby Jane Doe? 
By Nat Hentoff, . 

· Published in the Washington Post~ 
December 11, 1990 
Reprinted by permission of the author 

Seven years ago, the national press was 
much taken with a battle between the United 
States and the parents of a New York inf~t 
invariably described by the press as severely 
deformed (as if she were the Elephant Man). She 
was a child with spina bifida~ · 

.· Spina bifida is a lesion in the spinal 
column. If it is not repaired through immediate 
surgery, there is danger of infection that can lead 
to permanent brain damage. Usually 
accompanying spina .bifida is. an accumulation of 
spinal fluid in the brain. If a shunt is not inserted 
to drain the fluid, the pressure on the brain 
often leads to mental retardation.· 

._The parents, however,.chose to give the· 
child -- known in the headliQeS as Baby Jane.Doe 
-- only "conservative treatment". No surgery, and 
for a long time no shunt. After all, as nearly all 
the reporters and nearly all the editorial writers 
assured tqeir readers and viewers, it really did 
not matter what was done 
for Baby Jane Doe. 

Either way, she wouldn't.live all that 
long and as long as she did live, she would be 
profoundly retarded and in constant pain, would 
always be bedridden, would never be able to 
learn anything, and would· never be able to 
recognize anyone, eyen ·her parents. In grim sum, 

·her quality of life would be so low -- the press 
implied. -- that her departure would be a blessing 
to her parents and, of course, to herself. 

The only problem with this prognosis 
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was that a number of leading pediatric 
neurologists -- based on what they knew of Baby 
Jane Doe's condition -- told me it wasn't true. I 
talked with, among others, Dr. David McLone, 
chief of neurosurgery at Children's Memorial 
Hospital in Chicago. He said· that his extensive 
experience with spina bifida children gave him 
confidence that if she were treated at his 
hospital, she would grow up to have normal 
intelligence and would be walking, probably with 

. some bracing. 
Also much interested in the case was Dr. 

C. Everett Koop, then the Surgeon General --
and for many years before, one of the more 
renowned pediatric surgeons in the country. He 
wanted to see the hospital records, which had 
been sealed because of so much national 
attention to the case. 

The federal government brought suit --
under Section 504 of the 1973 Rehabilitation Act 
-- to find out from: the records whether Baby 
Jane Doe was being discriminated against 
because of her· handicap. Section 504 says that 
where federal funds are involved, there can be no 
such discrimination. Therefore, said the · 
government, handicapped infants -- like all other 
infants in the nursery -- must get appropriate 
medical treatment. 

The legal team for the parents included 
the attorney general of New York as well as the 
New York Civil Liberties Union. They 
maintained that the privacy rights of the parents 
and of the infant must be protected at all costs 
against "Big Brother." 

Supporting the government -- though 
there was little notice of these allies in the 
press -- were the American Coalition of Citizens 
with Disabilities, the Association for Persons with 
Severe Handicaps, the Disability Rights 
Education and Defense Fund and the Disability 
Rights Union. 

· Unlike many able-bodied Americans, the 
people with disabilities know that treatment , 
based on "quality of life" can strip you forever of 
all your civil liberties, and your life. 

The government lost in the co-µrts all the 
way. The privacy rights of the parents and the 
infant getting "conservative treatment" prevailed. 
The "intruders" were routed. 

In the years since, it has been learned 
that the child's real first name (we've never 
known the last) is Keri-Lynn. And in a recent 

Newsday story by Kathleen Kerr, it turns out 
that Keri-Lynn is not-in pain, that she laughs and 
plays with her parents and other children, and · 
recognizes her parents with no trouble at all. 

But she cannot walk. She attends special 
classes; her intelligence is considered between 
low-normal and educable. 

What would have happened if the 
government and Dr. Koop had won in 1983 and 
Keri-Lynn had received what is called "aggressive 
treatment?11 Kathleen Kerr of Newsday asked Dr. 
Koop. He said to her, as he has said to me, that 
if Keri-Lynn had been able to get full treatment 
through the· anti-discrimination provisions of the 
federal Rehabilitation Act,· "she· would be in a 
considerably different condition today." 

It never occurred to the American Civil 
Liberties Union, which was protecting the right 
of the parents to be the sole decision-makers in 
the case, that Keri-Lynn was not a fetus and had 
her own due process and equal protection rights 
under the Constitution. By their own principles, 
the civil libertarians, were on the wrong side. 
Keri-Lynn was being discriminated against 
because she was handicapped. But the ACLU 
saw her, and still does, as being an extension of 
Roev. Wade. 

October 16-20 American Folklore 
Society, annual meeting, St. John's, 
Newfoundland, Canada. Deadline for abstracts: 
April 15, 1991. Contact Timothy Lloyd, Ohio 
Joint Program in the Arts & Humanities, 615 
Bryden· Road, Columbus, OH 43205; (614) 461- · 
1132. . 

The Anthropology and Bioethics 
Committee plans to organize a number of 
sessions for the 1991 American Anthropology 
Association Annual Meeting, including panels 
dealing with cultural relativism and bioethics, 
and such issues as the relevance ·of cultural 
variation in ethical systems, attitudes concerning 
autonomy and the rights of the family, and cross-
cultural variation in conceptualizations of d.eath 
and dying for the study of such bioethical issues 
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such as abortion, treatment decisions and 
research ethics. For information on submitting 
abstracts, etc, please contact Betty Walder Levin, 
39 Claremont Ave, New York, NY 10027;:(212) 
866-4602. 

Association for Humanist Sociology 1991 
Annual Meeting, October 24.;27, Ottawa, 
Ontario, Canada. Theme: "Peace, Equality, and 
Social Justice: Social Movements Throughout the 
World." Panels, papers, roundtable, workshops, 
or oolloquia proposals on any topic should be 
submitted by April 20, 1991, to: Chet Ballard, 
AHS Program Chair, Department of Sociology, 
Anthropology, and Criminal Justice,.Valdosta 
State College, Valdosta, GA 31698; (912) 333-
5491. 

·. October 2-4·, Braintree Hospital's 
Twelfth Annual Traumatic Head Injury 
Conference the.Hilton Hotel in Dedham, 
Massachusetts. Contact: Felice L. Loverso, Ph.D., 
Chairperson, ·Research Committee - T.H.I. 
Conference ,'91, Braintree Hospital, 250 Pond 
Street, Braintree, MA 02184. For additional 
research information, call Dr. Loverso at (617) 
848-5353, Ext. 2192. General conference 
questions should be ·directed to the Public 
Relations Department, ext. 2300. 

GIB.Working Commission 84, Building 
Non.;Handicapping Environments.Accessibility 
Legislation: Expert Seminar and Workshop in 
Harare, Zimbabwe, October 5-7, 1991. 
Background, African countries are facing far-
reaching economic and social changes. Rapid 
urbanization, a marked increase i.n·the number of 
disabled persons and the emergence of · 
organizations of disabled persons highlight the. 
necessity of a built environment that· is accessible .. 
to all. Up to now the rights of this group and 
their ability to participate in society as full and · 
equal citizens have largely been neglected. The 
United Nations Expert Seminar in Tallinn, 
Estonia in August 1989 passed among others the 
following recommendation: 

· · Governments should adopt, enforce and 
fund legally binding standards ·and 
regulations to improve access for persons 
with disabilities, ensuring that buildings, 
streets, and road sea and air transport 
are· barrier-free, architecturally and in all 

9ther ways. 
Seminar October 5-7, ·1991_ In order to 
contribute to the body of knowledge necessary in 
meeting these demands the planned seminar 
focus on legislation arid design solutions~ 

- Call for Papers · 
Theme 1: Access legislation in new construction · 
·and renovation of public buildings, housing, and 
street environments: · 

Theme 2: Examples of designs, solutions in newly 
constructed and renovated public buildings, 
housing and street environments. 

Presentations and discussions in Seminar and 
Workshop will be in English .. 

Papers are invited on the above Seminar themes. 

Country reports on existing accessibility 
legislation in Anglophone Africa are· also invited~ 
Reports follow a given format and will be 
included in a pre-conference document to be · 
circulated in advance of the event. 

Deadline for Abstracts. Abstracts for Seminar 
presentations containing no more than 400 words 
are due before June 1, 1991. This deadline also 
applies to the completed country reports. 
Individuals wishing to prepare acountry report: 
should request information on format· from the 
CIB W84 Secretariat. 

Costs. Attendance at the Seminar and the · 
Workshop will be free of cha,rge. Participants are 

. expected to pay for their transportation, lodging 
and meals. A limited number of travel grants in 
available. · 

For further information please contact the CIB 
W84 Secretariat. Host Organizers; Zimbabwe 
Federation of the Disabled, PO Box 820, · 
Bulawayo, Zimbabwe. Tel 263-19-74426. 
Organizer;· CIB W84 Secretariat, Department of 
Building Function Analysis, The Royal Institute 
of Technology, 100 44 Stockholm, Sweden. Fax 
46-8-790-85-80. . 

The Garland· Library of Sociology Series 
is interested in manuscripts and proposals in 
sociology. The series is intended to provide a 
forum for the publication of a broad spectrum of 
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significant theoretical, substantive, problem/policy 
oriented studies on issues of contemporary 

· interest. The series welcomes a wide variety of · 
types of works from an international community 
of scholars. Manuscripts and proposals should be· 
directed to the series editor: Dan Chekki, 
University of Winnipeg, 515 Pottage Avenue, 
Winnipeg, Manitoba R3B 2E9 Canada; 

A special issue of Gender and Society is 
being prepared for publication in September 
1992 with a theme of "Transforming Social 
Knowledge: The Interlocking of Race, ·Class, and 
Gender." Papers submitted for consideration 
should emphasize the transformation of 
scholarship through intellectual work on the 
linkages among social class, race and gender. 
Central to· the theme is the reconstruction of 
social knowledge through the social locations of 
women and men within the context of race, class, 
ethnicity, and gender. Gender should be central . 
to the analysis. Medical sociologists may be 
particularly interested in these topics: health 
awareness, help-seeking behavior, 11doctor 
shopping," and status in the medical profession. 
The papers may be empirical, theoretical or 
practice oriented. Manuscripts should be sent to: 
Margaret Anderson, Editor; Gender and Society; 
Associate Provost, University of Delaware, 
Newark, Delaware 19716. The deadline for 
submission of manuscripts is May 1, 1991. The 
special issue editors are Doris Wilkinson, Esther 
Chow and Maxine Baca Zinn. 

The Human Relations Area Files 
(HRAF) and G K Hall are pleased to announce 
the development of a new series of monographs 
on Social Issues in Global Perspective. The 
objective of this series is to provide one-volume 
reviews of the findings of anthropological, cross-
cultural a:µd cross-national research relevant to 
the pressing social problems of the contemporary 
world. The monographs are expected to serve as 
state-of-the-art reviews for scholars unfamiliar 
with cross-cultural research and as supplemental 
texts for courses in social issues. David Levinson 
and Melvin Ember, series editors, are seeking 
volumes on social issues such as Birth Control 
and Abortion, Treatment of the Aged, Child 
Care, Environmental Disasters, Ethnic Relations, 

· Health and Disease, Terrorism, War, and Social 
Inequality. Recommendations and proposals are 

invited for these and any other topics 
appropriate for the series objectives. Please . 
contact HRAF, P.O. Box 2054, Yale Sta, New 
Haven, CT 06520; (203) 777-2334; Fax: (203) 
777-2337. 

Independence 92, an international 
congress ·and exposition, with an overall theme of 
"Self Determination by Persons with Disabilities: 
is taking place in Vancouver, Canada from April 
'22-25, 1992. Timed to coincide with the end of. 
the United Nations Decade.of Disabled Person~, 
this unique event will focus on issues of 
importance to people of all ages with disabilities. 
A broad range of sub-themes and topics from 
social change strate- gies and economic 
independence to· technology and independent 
living will be covered within the congress 
program. Submit abstracts no later than April 30, 
1991 to International Congress and Exposition · 
on Disability, Suite 200 - 1190 rue Melville 
Street, Vancouver, B.C. Canada V6E 3WLTel: 
(604) 689-5084; Fax (604) 689-4806; TDD (604) 
691-2628. 

International Review of Victimology 
invites contributions on a broad spectrum of · 
victim-related topics: victimization rates and 
surveys, victimization theory, victim-offender 
relationships, victim topologies, victims and the 
justice system. Contact: Leslie Sebba, Institute of 
Criminology, Faculty of Law, Hebrew University 
of Jerusalem, Jerusalem, Israel 91908; or David· 
Miers, Cardiff Law School, P.O. Box 427, Cardiff 
CFl lXD, United Kingdom. 

Journal of Contemporary Ethnography 
invites submissions. for· a special issue on 
methodology devoted to "Fieldwork in Elite 
Settings." We envision essays written on such 
elite types as corporate executives, physicians, 
philanthropists, lawyers, artists, .etc. We are 
interested in the unique methodological problems 
that arise when researchers study elites. Essays 
whose primary focus dwells on the ways in which 
knowledge about elite practices are obtained 
rather than simply a natural history of an elite 
group or setting will receive priority. We are· 
particularly interested in paper submissions that 
address the following issues: (1) interviewing 
techniques and how they. differ from other 
settings, (2) status inconsistencies between 

~· 
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. researchers and respondents, .. (3) fitting in and 
gaining rapport, ( 4) confidentiality and ethical 
issues, and. any other epistemological problems. 
The deadline for submissions is December 31, 
1991. Send four (4) copies ofeach-_submission · 
along with a $10 submission fee (payable to the 
Journal of Contemporary Ethnography) to the 
guest editors: Rosanna Hertz and Jonathan B. 
Imber, Department of Sociology, Wellesley 
College, Wellesley, MA 02181. 

._ Journal of Family Issues announces a 
. special issue on remarriage, scheduled for June 
1992. We encourage submissions on all aspects of 
remarriage,. including: courtship prior to 
remarriage, trends and differentials in remarriage 
rates, structure and process in remarriages, 
stepchildren and childrearing in remarriages, 
quality and stability of remarriages, and the 
dissolution of remarriages. Four copies of the 
manuscript should be submitted before May 15. 
Manuscripts should be no longer than 30 pages 
and should follow APA guidelines. Inquiries and 
manuscripts should be directed to: Lynn White, 
Department of-Sociology, University of 
_Nebraska-Lincoln, Lincoln, NE 68588-0324; ( 402) 

· 472-6006; BITNET: BOSR0015@UNl:.VM. 

Journal ·of Social Distress and the 
Homeless will begin publication in 1991 under 
the aegis of Human Sciences Press as an 
interdisciplinary forum for improving 
understanding of psychosocial distress and its 
related problem~. To this end, the journal will 
adopt a unique approach to social distress by 
exploring its links to specific issues such as 

I 

homelessness, violence, and racial tension amo~g 
others,- and its institutionalization in modern 
American culture. Articles will explore the nature 
and effects of social distress and disorgani- zation 
across the culture in such areas as the 
educational, health care, and criminal justice 
systems, as well as in the economy and the 
family. The journal publishes research reports 
reviews and analyses of important or emergent 
issues original theoretical work that contributes 
new and innovative, thought short notes and 
discussions of previously published papers, book 
reviews, proceedings from symposia and small, 

. topic-centered conferences, special issues devoted 
to specific areas of interest within its scope. 
further information: R.W. ·Rieber, Editor, 

J011rnal .of Social Distress and the Homeless, 
John Jay College, 445-West 59th Street, New 
York, NY 10019. 

New Series on Women and Change in 
the Developing World. Lynne Rienner Publishers .· 
announces the 1nauguration of "Women and 
Change in the Developing World," a series edited 
by Mary Moran. The series focuses on the impact 
of broad socioeconomic.change on women-and. 
conceptions of gender in the developing world, 
and seeks to broaden the concept of 
development to include the active, creative 
participation of local women and rhen. In · 
particular; . the· series encourages work that 
uncovers the linkages among changes originating 
in the household, workplace, community and 
nation-state as these are perceived, initiated and 
responded to by women. 

Manuscripts and inquiries should be 
directed to Mary H. Moran, Dept. of Sociology 
and Anthropology, Colgate University, Hamilton, 
NY 1334()-1398; or to Martha Peacock, LRP, 
1800 30th St, Suite 314, Boulder, CO 80301. 

Perspectives on Social Problems invites 
submissions of theoretically grounded studies of 
social problems. This publication is part of -the 
JAI Press Research Annuals series. Manuscripts 
may be conceptual, empirical or methodological · 
and should be developed within a clearly 
articulated theoretical .framework. We encourage 
inter-disciplinary and in~ovative formulations and . 
analyses of social problems and will consider 
papers of unconventional length or perspective. 
We especially welcolile submissions from critical 
feminist, . structuralist,. decortstructionist, . 
ethnomethodological, interactionist, and 
anthropological perspectives. Please submit three 
copies to the· editors: Gale Miller or James A. 
Holstein, Department of Social and Cultural 

· Sciences, Marquette University, Milwaukee, WI 
53233. 

Eighth National Forum on Research in 
Aging~ October 4'."5, University of Nebraska-
Lincoln, Lincoln, NE. For submission . 
instructions, contact:. Department of Conferences 
and Institutes, 205 Nebraska Center, University 
of Nebraska-Lincoln, Lincoln, NE 68583-09298; 
(402) 4 72-2844. Abstracts must be received by . 
April 19. 
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Barbara Rylko-Bauer and Pat Antoniello 
are organizing a session for the 1991 AAA 
meeting on abortion from a cross-cultural 
perspective, sponsored by the Council for 
Anthropology and Reproduction. We are 
interested in papers dealing with· micro'."as well as 
macro-level analyses; papers. that report on 
research from a single society or culture (US as 
well as others); and papers that take a 
comparative approach. Please contact Barb~a 
Rylko7Bauer, as soon as possible, at 2825 E 
Fulton, Grand Rapids, MI 49506; (616) 957-
2466. 

1991 Annual Conference of the Society 
for Applied Sociology. October 31-November 4, 
Annapolis, MD. Theme: "Generating Knowledge 
from Application." For a conference "Call for 
Presentations" form or to submit an abstract, 
contact: Stephen F. Steele, Division of Social 
Sciences, Anne Arundel Community College, 101 
College Parkway, Arnold, MD 21012. 

Sociological Studies of Child 
Dev.elopment, a research annual published by 
JAI Press solicits manuscripts for Volume 5. We 
are interested in studies of children, childhood, 
families, parenting, and development from the 
full variety of methodological and theoretical 
stances, which draw on both institutional and 
natural settings. Please send queries and· 
manuscripts to Peter and Patricia Adler, Editors, 
Department of Sociology, University of Denver, 
Denver, Colorado 80208. 

10th Annual Southwest Head Injury 
Symposium. January 11-14, 1992, Santa Fe, New. 
Mexico. Sponsored by: The Alliance of Texas 
Head Injury Rehabilitation Facilities.· Abstracts 
being accepted for: - Concurrent Sessions: 45 
minutes in length, - Poster Presentations. Topics 
should include: - Ecologically valid measures of 
outcome, - Alternative head injury service 
delivery models, - Funding and reimbursement 
trends, legislative activities and development, -
Ethics in head injury rehabilitation, - Clinical 
advances in treatment methodology. Proposal 
should include: 2 copies of; Title, 200 word 
abstraqt, Presenter(s) name (facility, address, 
telephone number). Send all proposals Not Later 
Than April 5, 1991 to: 1992 SWHIS Program 
Committee, c/o Texas Head Injury Association, 

89tl Capital of Texas Hwy, Bldg. 4, Suite 4140, 
Austin, TX 78759. (512) 794-8688. For additional 
information call: L. Don Lehmkuhl, Ph.D., 
Program Co-Chairperson. (713) 797-5713 or 
Denise Irby, Program Co-Chairperson. (713) 364-
2065. 

Technology Studies, a new 
multidisciplinaryjournal published by Walter de 
Gruyter, will bring together research, critical 
analysis, and proposals devoted to the study of 
technological innovation, change, work pmcesses, 
adaptation, the quality of work life in a 
technological environment, and the role of 
technology in society. TS is primarily interested. 
in articles which are innovative. and interesting .. 
The research methodologies used can be 
quantitative and/or qualitative, but the method 
and statistics used must be explained thoroughly 
and the article must make sense to individuals 
who are not necessarily members of the author's. 
own discipline. Each manuscript must have a 
concluding section titled "Implications for 
Research and Management." Five copies of 
manuscripts should be sent to: Rolf T. Wigand, 
Associate Editor, Program in Information 
Management, School of Public Affairs, Arizona 
State University; Tempe~ AZ 85287-0603; (602) 
965-1349; BITNET: ATRTW@ASUACAD. 

Loyola University and Loyola University · 
Press are seeking manuscripts for a new series of 
scholarly books on the theme of Values and 
Ethics. Stressing mature scholarship, readability, 
and topical relevance, this series applies an 
interdisciplinary approach to the development of 
knowledge. Prospective authors should submit a 
letter of inquiry, sample chapter, summary 
outline, and a vita. Preferred manuscript length is . 
between 350 and 500 double-spaced pages. 
Inquiries should be addressed to Perez-Woods, 
Chair, Editorial Board -- Values and Ethics 
Series, School of Nursing -- Darnen Hall, RM 
411, Loyola University, 6525 N Sheridan Road, · 
Chicago, IL 60626. 

The 12th annual Media Access Awards 
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presentation was held Oct. 24, 1990, at Universal 
Studios in Los Angeles. These annual awards are 
presented by the Media Access Office, Inc. and 
sponsored by the California Governor's 
Committee for Employment of Disabled Persons·. 
The event was hosted by Michael Landon. Award 
categories and winners were as follows: 
Individual Achievement - CHRISTOPHER 
BURKE AND -JOHN HOCKENBERRY; Cece 
Robinson Award - VINCENT PINTO; Public 
Affairs/PSAs - 11Accessibility in the Coachella 
Valley," K.MIR-TV; Outstanding Media 
Employer - Children's Television Workshop for 

. "Sesame Street;'i Feature Films - 11My Left Foot,11 

Miramax Films; Movie of the Week.;. "Caroline?," 
Hallmark Hall of Fame; Series (As a Whole)- . -
"Life Goes On,11 ABC; Dramatic Series/Episodic -
1121 Jump Str~et - Unfinished Business," Fox 
Network; Children's Program - "The Mickey 
Mouse Qub - ·Hall ·of Fame-Canine Companion," 
The Disney Channel; Daytime Drama (Soaps) -
11The, Young and the Restless," CBS; 
News/Magazine Format - 11b1dependent Living 
for the Disabled," ABC-News Nightline; . 
Educational/Documentary· Film - "NFL Ski Race 
for the Disabled-199011 and "Search for Vision: 
Deaf Artists in Profile;" Special/Other - "From 
The Heart," The First International Very Special 

·Arts Festival; Commercials - "Just Do It 
Blanchette..." by Nike Footwear; Outstanding 
Contribution - Individual - ALAN DACHMAN 
and. PAUL WYNNE; Outstanding · 
Contribution..; Corporation/Organization -
Miramax Films, Bin Sof Communications and 
Friedman Communications; Special Merit -
"Reporting on Disability - Approaches & Issues" 
by Avocado Pr~ss & The Disability Rag and 
"Access to Art-Bringing Folk Art Qoser,11 the 
Museum of American Folk Art, New York, N.Y.; 
California Governor's Award of Excellence -
National council on Disability, former 
SENATOR LOWELL WEICKER and former 
CONGRESSMAN TONY COELHO; Harold 
Russell.Award- BILLY BARTY. 

Part of the- awards· ceremony included 
the presentation of the Easter Seal Acting 
Scholarship. This -scholarship is for-theatre 
training and awarded to young people with 
disabilities who· hope to pursue careers as· 

. performers. This year's winner·was FRANK 
HAYES, JR. 

The Dole Foundation for Employment 

of ··Persons with Disabilities also presented its 
1990 Media Awareness Awards during the Media 
Access.ceremony. The foundation gave its awards 
to actor' CHRISTOPHER BURKE and actress 
CHRISTOPHER TEMPLETON for their work . 
on television in which they realistically portray · 
people with disabilities in a positive light. . 

Wellcome medal Awarded to Gussow. 
The 1990 Wellcome _Medal for Anthropology as 
Applied to Medical Programs was awarded to 
Zachary Gussow for his book_ Leprosy. Racism~ 
and Public Health: Social Policy in Chronic 
Disease Control. The award is presented 
biennially by the R_oyal Anthropological Institute 
of Great Britain and Ireland. 

Gussow completed·· a PhD in 
anthropology from Columbia University in 1963,· 
then began his research on leprosy in the mid-
'60s at the US leprosarium at Carvill, IA 
["structurally it somewhat resembled an Indian 
reservation"]. During the '70s he obtained an 
MPH degree from Johns Hopkins and, financed 
by the American Philosophical Society and the 
World Health Organization, did fieldwork in· 
Africa with Tanzanian, Kenyan and Ethiopian 
leprosy programs. A manuscript summing up his · 
work in social policy and leprosy was--very· 
luckily--finished in 1986. A stroke followed, 
leaving him with severe aphasia that drastically 
disrupts his output (expression) but not his input-
( comprehension). He retired in .1988, after 27 
years, from the Louisiana State University School. 
of Medicine in New Orleans, a professor in the 
department of psychiatry. His book was · 
published in 1989 by Westview Press .. 

The Aaron Diamond Foundation 
Postdoctoral Research Fellowships in the 
Biomedical and Social Sciences focus on AIDS 
or drug abuse research at New York City 
institutions..The· fellowsbip's annual stipend 
begins at $36,000. Each fellowship is for two 
years, with an option for a third year. Applicants 
must have an M.D.''or Ph.D. in the biomedical or 
social sciences. M.D.s should have received their 
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degrees no earlier than 1984; Ph;D.s ar~ eligible 
immediately after graduation. The fellowships are 

· open to all US. citizens and qualified foreign 
applicants who have applied for U.S. citizenship. 
Women and members of minority groups are. 
encouraged to apply. Applications are.accepted .. 
through mentors at· New York City institutions 
who have agreed to sponsor a particular 
applicant. Information and applications: New 
York State Health Research Council,· Office for 
the Aaron Diamond Foundation Postdoctoral 
Research Fellowships, 5 Penn Plaza, Room 308, 
New York, NY 10001; (212) 613-2525. 

Emory University School of Public 
Health in collaboration with U.S. Centers for 
·Disease Control, Post-Doctoral Training Program 
in HIV/ AIDS for Social and Behavioral . 
. Scientists.· The 2-year program combines half-
time course work at Emory University's School 
of Public Health culminating in ·a Master of 
Public Health (MPH) degr~e, with a half-time . 
position in a unit at the Centers for Disease 
Control, investigating aspects of HIV/AIDS. 
More information: Richarq M. Levinson, Ph.D., 

·.Post Doctoral Program Director, School of 
Public Health, Emory University, American 
Cancer Society Building, 1599 Clifton Road NE, 
Atlanta, GA 30329. Telephone: (404) 727-7806; 
FAX: ( 404) 727-8744. 

. The International Center for Research 
on Women (ICRW) is sponsoring a research 
grants competition under its recently established 
Women and AIDS Research Program. Funded 
through the Office of Health of the US Agency 
for International Development, the objective is to 
identify ways to reduce women's risk of HIV 
infection in developing countries. ICRW will 
award grants to research that describes and 
analyzes behavioral, social and cultural factors 
that determine women's risk of HIV infection · 
and suggests preventive strategies that are of 
immediate relevance for interventions. 

Applications are encouraged from 
developing country researchers as well as joint 
US and developing country research teams. For 
complete information and forms, contact Project 
Manager, Women and AIDS Program, ICRW, 
1717 Massachusetts Ave. NW, Suite 302, 
Washington, DC 20036; (202) 797-0007; FAX 
(202) 797-0020. Deadline is April 15, 1991. 

Funds have. been set aside by the 
National Institute on Aging for social and 
behavioral research grants on Special Care Units · 
(SCUs), or specialized facilities for people·with 
Alzheimer;s disease (AD) in long-term care 
institutions. Applications should .. focus on the 
outcomes of SCUs and the associated factors as 
these affect persons with AD, family caregivers, 
health care administrators,. staff; or non-
demented persons· receiving care in the same . 
institution. Studies can range from detailed 
analyses of single institutional settings, to 
multivariate analyses~ to randomized trials testing 
the efficacy of different components of care. The 
application receipt dat~ is April 10, 1991. For 
additional information contact: 11Alzheimer;s 
Special Care Units/' Behavioral and Social 
Research, National Institute· on Aging, Building 
31, Room .5C32 Bethesda, MD 20892. FAX (301) 
402-0051. If questions, call (301) 496-3136. 

The Demographic and Behavioral 
Scien~s Branch, National Institute of Child 
Health and Human Development, welcomes 
proposals on the following topics: social and 
behavioral aspects of fertility, sexual behavior, 
adolescent pregnancy, delayed childbearing, child 
care, marriage and divorce, female employment, 
migration, infant mortality and low birthweight, 
contraceptive use, family and household 
structure, and social and behavioral issues in 
sexually transmitted diseases and AIDS. 
Deadlines for new research grants are June l,, 
October 1 and February 1. Further information 
can be obtained by writing: DBSB/NICHD~H, 
6130 Executive Boulevard, EPN, Room 611, . 
Bethesda, Maryland 20892. Phone: (301) 496-
1174. FAX: (301) 496-0962. 

The National Institute of Mental Health 
has several ongoing announcements for funding 
mental health services research. Research on 
Severely Mentally Ill Persons at Risk of or With 
HIV Infections. Applications may be submitted 
on May 1 or September 1 and will receive 
expedited review. Contact: David Larson, MD, 
(301) 443-1330. Research on Mental Health 
Services for Children and Adolescents. Contact:, 
Charles Windle,.PhD, (301) 443-4233 or Ann 
Hohmann;·PhD, (301) 443-3364. Research and · 
Research Demonstrations on Homeless Severdy 
Mentally Ill Adults and Homeless Families with 
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Child.ren Who Are at Risk _of Severe Emotional 
Disturbance. Contact: Ann Hohmann, PhD, 
(301) 443-3364 or Charles Windle, PhD, (301) 
443-4233. Research on Services for Severely 

· Mentally Ill Persons. Contact: Charles Windle, 
PhD, (301). 4443-4233 or Ann Hohmann, PhD, 

· (301) 443-3364. Research on Reimbursement 
Issues in Mental _Health Services Delivery. 
Contact: Paul Widem and- Agnes Rupp, PhD, 
(301) 443-4233. Research on Services for Persons 
with Mental Disorders that Co-occur with 
Alcohol and/or-Drug Abuse Disorders. Contact: 
Oavid Larson, MD, (301) 443-1330 or Charles 
Windle, PhD, (301) 443-4233. Research on 

· Mental Disorders in Rural Populations. Contact: 
Ann Hohmann, PhD, (301) 443-3364 or Charles 
Windle, PhD, (301) 443-4233. Research on 
Effectiveness and Outcomes in Mental Health 
Services. Contact: Charles Windle, PhD, (301) 
443-4233 or Ann Hohmann, PhD, (301) 443-

. 3364. Epidemiologic and Services Research on 
Mental Disorders that Co-occur with Drug 
and/or Alcohol Disorders Among American 
Indians, Alaskan Natives and· Native Hawaiians. 
Contact: Ann Hohmann, PhD, (301) 443-3364 or 
Cille Kennedy, PhD, (301) 443-1330. 

' ' 

National Science Foundation, Database . 
Activities in Biological, Behavioral, and Social 
Sciences. The Directorate for Biological, 
Behavioral, and Social Sciences (BBS), through 
its Special Projects Program in the Division for 
Instrumentation, and Resources,. announces a . 
· cross disciplinary effort to support the design, 
development, implementation, and use of · 
information resources. All fields of science 
supported by the BBS Directorate are eligible for 
support under this Database Activities (DBA) 
effort. Research collaboration involving academic 
or commercial computer scientists and . 
information-retrieval specialists is strongly 
encouraged. . 

The biological, behavioral, and social . 
sciences are rapidly becoming data-rich, almost 
data-bound disciplines. The NSF believes that 

· future advances in BBS science will depend upon· 
successful management of existing information as 
well as upon the creation of new knowledge. 

Improving the informational 
infrastructure of the biologi- cal, behavioral, and 
so;dal sciences will require a number of activities, 
including implementation of new public-use 

databases and software, development of new 
methods and tools,· research into the theoretical 
foundations of scientific data management, 
training i11 BBS data management, ·and increased 
opportunity. for the exchange of ideas among 

· those interested in BBS information 
management. 

Therefore, the objectives of the DBA · 
effort are to support: 

Planning and subsequent design, 
prototyping, implementation, testing, and 
distribution of databases relevant to BBS 
research, of algorithms and software 
related to the management and analysis 
-of BBS information resources, and of 
. new methods and tools for the 
construction, operation, and access.of 
BBS databases; 

· research into development of new data · 
structures and new data-management 
systems for BBS databases; 

activities that will facilitate development 
of BBS databases; facilitate the exchange · 
of ideas among those involved in BBS 
d.atabase work; increase· the number of 
individuals with dual expertise· in BBS 
science and database theory and 
methods; and, activities ( such as 
workshops, training and collaborations 
between _computer scientists and BBS · 
researchers) that will promote , . 
development and use of information 
resources. 

Receipt dates: Until October 1, 1991: all 
proposals (no deadline) After October 1, 1991: 
Preproposals - January 1 or July 1. Regular · 
Proposals - May 1 or Nov. 1. 

NTD Announces $25,000 Scholarship. 
The National Theatre of the Deaf _has announced 
the awarding of a $25;000 scholarship grant from 
the Shubert Fou·ndation..The establishment of a 
Schubert Scholar will enable a talented deaf 
student to attend NTD's renowned Professional 
Theatre School each .summer. 

For more information on the National 
Theatre of the Deaf's Professional School or its 
scholarship program, contact NTD at (203) 526-
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4971 (voice) or (203) 526-4974 (TDD). 

The Wenner-Gren Foundation 
announces an increase in the maximum size of 
awards under its Small. Grants Program to -, 
$12,000, effective with the 1992 funding year (ie, 
for applications submitted for the May l, 1991, 
deadline and later). The program offers Regular 
Grants for scholars holding the doctorate and 
Predoctoral Grants for PhD dissertation 
research. . 

Wenner-Gren recently initiated a two-
deadline calendar, with deadline dates of May 1 
and November 1 each year. Applicants will be 
notified of the decision approximately six months 
after the deadline and projects should have a 
starting date at least eight months after the 
deadline. The intent of this new calendar is to 
provide greater flexibility to applicants in 
scheduling their projects and submitting 
applications. However, because the Foundation 
does not have the capacity to handle an 
increased volume of resubmitted applications, it 
has been necessary to institute a policy that no 
more than one application a year will be 
accepted from any applicant. 

For current application forms, contact 
Wenner-Gren Foundation for Anthropological 
Research, 220 Fifth Ave., New York,NY, 10001-
7780. 

The Association for Humanist· Sociology 
has established an annual award for the book 
that best exemplifies and promotes a humanist 
sociology. The award will be presented at the 
annual meetings of AHS (1991) which will be 
held October 24-27 in Ottawa, Ontario. The 
AHS Book Award Guidelines follow: 

A. The AHS Book Award is to be given 
to the author(s) of the book published in either 
1990 or 1991 that best exemplified and promoted 
a humanist sociology. 

Specifically, the book should: 
(1) reflect the humanist tradition 
in sociology and particularly the 
tradition of commitment to 

emerging theory and praxis in 
studying problems of the human 
condition and attempts to solve. 
such problems. 
(2) exemplify the ideals and 
purposes of the 'AHS, namely, · 
serious scholarly commitment 
and willingness· to address all 
facets of the human condition, 
to make sociology relevant to · 
human needs, and to 
demonstrate forcefully in both 
theory and research that human 
beings are not merely products 
of social forces but also can act 
to shape and create social life. 

B. Authors nominated, so far as possible 
( through their publishers), should make copies 
available to each of the AHS Book Award 
Committee members. The 1991 AHS Book 
Award Committee members are as follows: Steve · 
McGuire, Chair, Department· of Sociology, 
Muskingum College, New Concord, OH 43762; 
Michael Altimore, Department of Sociology, 
Mount Mercy College, Cedar Rapids, IA 52402; 
Brian S. Sherm~, 213 Hillyer Place Decatur, GA 
20030; Kevin Anderson, 5050 South Lake Shore 
Drive #914S, Chicago, IL 60615. 

·C. Deadline for nominations is July 1, 
1991. For information on the award contact the 
committee chair. Information concerning the 
AHS annual meeting should be requested from 
Chet Ballard, Department of 
Sociology/Anthropology/Criminal Justice, 
Valdosta State College, Valdosta, GA 31698. 

Dancing In The Heart of Wonder: 
Women Exploring The Mind/Body Relationship. 
How do our thoughts and feelings affect our 
bodies and vice versa? Anthology on women 
exploring -the mind/body relationship seeks 
writings based on personal experiences. Can 
include stress and illness, grief and trauma, 
childbirth, -spirituality, sexuality, aging, etc. 
Deadline: August 15, 199L SASE FOR 
GUIDELINES. A. Stevens, 50 Pleasant St. 9E, 
Brookline, MA 02146. · 

The Johns Hopkins National Search for 
Computing to Assist Persons with Disabilities. A 
National Search for computer based applications 
to help persons with physical or learning 
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disabilities is being conducted by The Johns 
Hopkins University with grants from the 
National Science Foundation and MCI 
Communications Corporation. 

A grand prize of $10,000 and more than 
100 other prizes will be awarded for the best 
ideas, systems, devices and computer programs 
developed by Professionals, Amateurs, and 
Students. Entry deadline is August 23, 1991. For 
more information write to: Computing· to Assist 
Persons with Disabilities, P.O. Box 1200, Laurel, 
MD 20723. . 

The Medical Sociology Section 
. announces its competition for the award for the 
· best doctoral dissertation in medical sociology as 
summarized in article form. Candidates must be 
members ·of the Medical Sociology Section and 
have been awarded the PhD degree ( not 
necessarily fro:qi, a department of sociology) in 

. the two years ending August 31, 1991. Travel 
support is available to the .1991 ·ASA meetings in 
Cincinnati, and the winner will present her or his 
paper at the Section business meeting. Deadline: 
June 1. Three copies of a paper based on the 
dissertation (sole-authored, published or 
unpublish~d, 30 double-spaced typed pages 
niaximum) should be sent to: Nancy G. Kutner, 
Emory University School of Medicine, 1441 
Clifton Road, NE, Atlanta, GA 30322. 

National Easter Seal Society/American 
Association of Disability Communicators 
announces 1991 EDI Award~. The competition is 
open to individuals or organizations involved in 
print or broadcast journalism and public service 
or paid advertising. To be eligible for the 1991 
EDI Awards, entries must have appeared 
between.June 1, 1990 and May 31, 1991. All 
entries must be received by June 14, 1991. 
Categories: N~ws Story--print (newspaper or 
magazine )--submit 6 copies of sample. News 
Story--broadcast (radio or television) submit 3/4" 
tape or radio cassette--clearly labeled with 
running time. Feature story--print--submit 6 
copies of sample. Feature story--broadcast--
submit 3/4" tape or radio cassette--clearly labeled 
with running time. Public service announcement-
-radio or television--submit 3/4" tape or radio 
cassette--clearly .labeled with running time .. Print 
advertising--submit 6 copies of sample. 
Broadcast advertising--submit 3/4" tape or radio 

cassette--clearly labeled with running time. Video · 
news release--submit 3/4" tape--clearly labeled 
with running time. More Information: 
NESS/AADC EDI Awards,National Easter Seal 
Society, 70 East Lake Street--Suite 1500, 
Chicago, Illinois 60601. Attention: 
Communications Department (312) 726-6200. 

The. Responsive Community is a new 
quarterly journal . dedicated to exploring the 
relationships between individual rights and 
community responsibilities. It. addresses moral, 
social, and legal issues of the day such as the 
future of the American family; the AIDS crisis, 
corporate social' responsibility, national service, 
and education reform, in search· of a progressive . 
alternative to the social conservative. and 
libertarian viewpoints. The Responsive · 
Community Editorial Board is awarding a $1,000 
prize for the best unsolicited commentary 
submitted on any of the articles or editorials 
published in one of its first four issues. 
Commentaries should be between 500 and 900 
words, typed and double-spaced. Subscriptions . 
are $24 for one year, $40 for two years, $15 for 
students, and $60 for organizations. We are· 
offering a 15% discount to ASA members. Send 
commentaries and subscription orders to: The 
Responsive Community, 2020 Pennsylvania · 
Avenue, NW, Suite 282, Washington, DC 20006. 
(Outside U.S. add $7 per year for postage.) 

Forthcoming Anthology on the Politics 
of Sexuality and Disability. we· are seeking 
submissions for a forthcoming anthology which 
will explore . a rarely discussed aspect of disability 
rights: the sexual, reproductive and family life 
rights of disabled people. It will contain writings 
by professionals and nonprofessionals, most of 
whom have disabilities,· about the dimension of 
disabled people's sexual oppression. It will also 
offer strategies for change .. The· anthology will . 
include articles on topics such as sexual rights in 
institutions, people with developmental 
disabilities and AIDS, and childbearing rights of 
disabled wo:rpen. 

The·purpose of the anthology is to 
encourage and facilitate a dialogue within the 
disability community and to bring this subject to 
the attention of interested nonq.isabled persons. 
It will enable disabled people to describe our 
varied experieh~s and perspectives regarding 
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rights to sexual expression as well as rights to 
· . define and-determine family. This is a significant 

. step toward placing sexual and reproductive 
rights on the agenda of the disability rights 
movement. Because this book is conceived as an 
anthology, there will be a wide variety of 
approaches to issues; legal, personal, and 

· political. Following is a list of the topics to be 
covered. 

Sexual Rights 

- Censorship: How disabled people's 
access. to information is controlled by . 
others. 

- Disabled gay men and,lesbians - living 
with double stigma. 

- How the Supreme Court sodomy case 
affects people with disabilities. , 

- The denial of privacy rights to intimate 
association in institutions. 

- Access to sex education in various 
settings: schools, rehab hospitals, and 
community housing facilities. 

- Sexual aesthetics and disabled people 
as sexual partners. 

- AIDS and people with developmental 
disabilities:. education, informed 
consent, and HIV testing. 
Sexual violence and disabled people. 

Reproductive Rights 

- . Access· to reproductive he·alth services. 
- Reproductive technology . 

. - Sterilization. 
- Informed consent. 
- Abortion and disability. 

Family Life Rights 

- Social welfare programs and marital 
disincentives. 

- "Baby Doe": the rights of disabled 
infants. 

- Custody and adoption rights of 
disabled parents. 

- Rights of disabled children to home 
health services. 

- Rights to determine family and family 
diversity. 

Through a grant awarded by the· Norman 
Foundation to ALL THE PEOPLE, a non-profit 
organization which develops disability-related 
media, Barbara Faye Waxman and Anne.Finger 
will be co-editing this· anthology. 

The deadline for abstracts or outlines to 
be considered is July 1, 1991. Please send copies 
of them and your biography to: Barbara Faye 
Waxman at P.O. Box 127, 8883 Pico Blvd., Los 
Angeles, CA 90035 and Anne Finger at 
Department of English, Wayne State University, 
Detroit, MI 48202. For additional .information, 
please direct all requests to Ms. Waxman. 

1991 TASH Awards nominations due. 
Nominations for awards in the following 
categories are due: 

Award Due Date 
Distinguished Parent· June 6, 1991 
Extended Family/Community 
Integration ' June 6, 1991 
Award for Distinguished 
Contributions to Non-Aversive 
Behavioral Intervention June 6~ 1991 
Media Awards (Print & Film) , June 11, 1991 

.For more information and/or nomination 
forms, contact: TASH, 7010 Roosevelt Way N.E., 
Seattle, WA 98115. (206) 523-8446. 

Second Thoughts - The Fall 1990 issue 
featured a special section with several reviews of 
Born on the Fourth of July and My Left Foot. 
Generally there were doubts about the portrayal 
of the people and issues in the former and. 
general praise for the latter. With·the passage of 
time and distance, My Left Foot has gotten a. 
second look from many quite articulate viewers. 
Herein are several of the most perceptive and 
provocative ones (in my opinion, of course) 
Irving Kenneth Zola, Editor. 

My Left Foot - A Different Perspective 

Perhaps once in a lifetime, one goes to 
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the movies and .find~ oneself looking in the · 
'mirror. For me, My Left Foot provided that 
experience. This movie is the biography of a 
fellow me~ber of that very small group of people 
with severe _cerebral palsy (CP) who have 
successfully led mainstream professional and 
·personal lives. CP refers to a wide variety of 
physical limitations caused by injury to the brain 
at or before birth. This movie is about Christy 
Brown who was unable to walk, speak clearly, or 
control ·his arm and finger movements because of 
CP. Unlike half the CP population, Brown was 
not retarded; although his severe physical 
limitations made him appear so to the 
. inexperienced eye. 

Brown. was born in 1932 to. a poor, 
alcoholic, Irish bricklayer. He received no formal 
education, physical· therapy, or any of the other 
training now available to children with CP. The 
movie appears _to accurately portray growing up 
with severe CP in Ireland in the 1930s and 1940s 
where su~h resources were scant. Brown 
educated himselfwith some outside 
encouragement_ once he discovered how to write, 
type, ahd paint with the toes of his left foot. He 
·resorted to. this technique, when he found his · 
flailing, uncontrollable; arms to be almost useless. 
Brown wrote and illustrated· a book about his 
early life called My Left Foot. He also wrote 
several novels. . 

The film shows Brown's mistreatment by 
people who saw him as mentally retarded 
because of his flailing movements and speech 
limitations. Such people often talked about him 
disparagingly in front of him as if he were deaf, 
an insult which I too have often endured. The 
film also portrays condescending treatment which 
many of us still receive from members of the 
medical and allied professions. In such situations 
I flaunt my Ph.D., but Christy Brown had no· 
such recourse. 

The movie included many references to 
Brown's strong romantic and sexual interest. I 
·wonder why men with CP·often develop a 

"'· reputation for having strong sexual drives? 
Perhaps many men with handicaps seek that 
reputation to combat the societal stereotype that 
people with disabilities are asexual. After all, 
even television's most famous wheelchair user, 
Ironsides, never had a regulat woman. 
companion._ 

This cultural stereotype __ is reflected in . 

the movie's inclusion of only. one truly romantic 
scene, which is a major fault of the presentation. 
The film. gave extensive treatment to Brown's 
sexuality in. the abstract, but showed almost· no 
necking. It did show Brown's many flirtations, 
but nothing more graphic than a kiss. After the 
film ended, a statement flashed on the screen 
giving the date of Brown's wedding; Scenes from 
the wedding itself and a brief view of the 
honeymooners kissing in bed would have been 
most welcome. Christy, and the rest of us with 
CP, would probably not stay married long, if our 
spouses were only willing to recognize our. · 
sexuality in the abstract as this. film does.· 

As for Brown's alcohol abuse, alcoholism 
was a part of his life and culture independent of 
his cerebral palsy. The· film shows Brown in 
several alcoholic rages, one in a bar where he 
kicks a man in the groin after the offender 
belittles Brown for his disability. I hope that 

· viewers will not associate severe C:P. with 
alcoholism, although alcoholism is not unknown 
within that population. 

Brown had a more extensive physical 
disability than most of the CP population. He, as 
well as this reviewer, are among a small 
percentage of people with CP with total. body 
involvement.· That is, instead of having. functional 
limitations in only a few parts.of our bodies, we 
have limited control.of voluntary muscles in 
many parts of our bodies affecting speech, 
ambulation, hand movement and other functions. 

·Brown died in 1981 at age 48 by choking 
on his food. I've slowed my ·eating pace since 
learning that fact. Had Brown lived, he ~ould 
have been a member of the first- generation of 
people with severe CP not likely to ·die at a 
young age from respiratory ailment~~ The. 
invention of anti-biotics will allow our generatfon 
to live to old age in large numbers. On the 
contrary, Brown's early death may have· spared · 
him from suffering from the ·medical mistakes 
which the medical profession will inevitably make 
in their attempts to care for such unusual 

· patients in middle and old age. 
Unfortunately, Brown's early death 

. prevented him from benefiting from the 
computer age which has done so much to help 
people with severe CP. For example, he wrote 
without a wordpro~ssor, and using a typewriter 
must have reducelhis output considerably as it 
did mine. He probably could have written much 
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more if he were alive today. Had he lived to the 
year 2000, he might have had access to a 
computer which could understand his garbled 
speech and output a clear·version. 

In conclusion, film goers should note 
·that Brown was not one of a kind. Besides 
myself, I know of perhaps ten other people in 
this co,untry who will watch "My Left Foot11 and . 

· feel as if they are looking in the mirror ..That is, 
.· there are other people with severe CP who have 
married and established careers in the 
professions. Several other people with CP have 
also published autobiographies. Unfortunately, 
their literary agents and publishers were not as 
successful as Brown's was. (Robert Z. · Segalman, 
Ph.D., Research Analyst, California Department 
of Justice Member, California Rehabilitation 
Advisory Commission). ' 

The Function of Myth in the Depiction of the 
Life of Christy Brown. 

My Left Foot, an autobiographical 
account of the early life of Christy Brown, was 
first published in 1954. Twenty years later,. Mr. 
Brown returned to his youth in the slums of 
Dublin with Down All The Days a semi-
autobiographical novel. It took two more decades 
for his story to reach the- public as a widely 
acclaimed movie, My Left Foot. Each of these 
books and the movie, which is a synthesis of the 

· two stories, reflect changes in· the social, political, 
and medical climate surrounding Mr. Brown · 
from his birth in 1932 until 1989. . 

My Left Foot, is a somewhat cool 
account of the first 20 years.of Mr. Brown's.life. 
The writing is clear and eloquent, and tho.ugh 
honest 10·revealing his hurts and frustrations, has 
an objective quality that makes the reader want 
to say - but what were you really feeling? Though 
the maturity and depth of writing increases from 
the first to the second book, several themes recur 

· and are carried through to the movie. 
First, the issue of exclusion versus 

inclusion echoes throughout Mr. Brown's.life. 
From the beginning, he acknowledges that. his 
mother's, determination to accept him in the 
family circle was the key to his future physical 
and emotional survival. The family's early 
decision to go against professional advice for 
institutionalization supported his persistent 

longing to be fully involved in all aspects of life. 
In both books Mr. Brown's happiest memories 
are of inclusion in neighborhood activities -: being 
one of the gang. "Very soon I too had ·pals with 
whom I had lots of fun. These were boys from 
our own neighborhood who were young enough 
and frank ·enough. to accept me as one of· 
themselves without asking any questions". (p. 26 
MLF) His exclusion is felt in a variety of 
situations, but seems most painful when he is 
feeling removed from society's expectation of him 
as a sexual being. When Mrs. Brown reminds a 
neighbor that perhaps she should be more · 
discreet when nursing her infant in front o.f her 
son the neighbor responds, 11Ah, sure where's the 
harm? He wouldn't know this from me right 
elbow!" (p. 31, DATD) 

A second and more pervasive theme, his 
desire for romantic love and for the fulfillment 
of se~al needs, is exploited outrageously in the . 
movie. In the opening scene Mr. Brown is 
awaiting his presentation at an elegant 
fundraising event. Our first glimpse of him is as a 
successful author, dressed in a tuxedo and · 
listening to classical music. The audience is 
immediately assured that the protagonist, though 
disabled; is a great success, but that which he 
desires most, romantic love, is missing from his 
life. The nurse assigned to be with him that day 
reads his autobiography. By the end of the movie . 
she agrees to a first date which, we are reassured, 
ends in marriage. This subplot dictates the entire 
dramatic structure of the movie, and leaves one 
wondering what audience reaction would have 
been without the fairy tale ending. 

The books reveal a far more tedious .and 
painful road to love. In My Left Foot, Mr. 
Brown is told by a doctor that there is a 
possibility of him overcoming some of his· · · 
physical problems. Though very happy about this 
prospect he says, 11My affliction was not, after all, 
'incurable'. But something else was-my lack of 
really 'normal' human expression and 
relationship. No matter how well I might conquer 
my handicap I would never be a normal 
individual leading a normal life. The old 
difference would always remain. I wanted so 
desperately to love and be loved, but ... 11 (MLF, 
p137). . 

Thirdly, the question of productivity and 
economic independence, initially appears in 
descriptions of Mr. Brown's discovery of his . 
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ability to use his left foot first to write and then 
to paint. "That one letter, scrawled on the floor 
with a broken bit of yellow chalk gripped · 
between my toes, was my road to a new world, 
my key to mental freedom. It was to provide a 
source of relaxation to the tense, taut thing 
which was me which panted for expression 
behind a twisted mouth." (p. 17 MLF) The movie 
depicts Mr. Brown's ascent to expressive and 
economic freedom as a relatively fast climb made 
easier by the unflagging support and 
encouragement of two women, his mc;>ther and 
his therapist. The audience is cheated of any 
insight into the real biases and frustrations Mr. 
Brown must have come up against in his 
professional life. Instead we are given a dramatic 
scene in which he gives his mother a large sum of 
money earned as a writer, cementing the image 
of the extraordi.nary characterization. of a 
disabled man. 

Because of the considerable time span 
betweeri each book and the movie, changes in 
historical context are evident in both the 
personal maturity of Mr. Brown, and more 
significantly in issues directly related to the lives · 

. of people with disabilities. A comparison of the· 
books to the movie uncovers the ·reversion to 
myth and stereotype that the movie-makers 
obviously felt necessary for appeal to a wider 
audience. 

Mr. Brown is born to a large, poor. 
family at a time when children with cerebral palsy 
were either· placed in institutions or kept at 
home; often locked away in back rooms. His 
parents were extraordinary in that they decided 
to include him in family life to the maximum 
extent possible, resulting in his emotional 
inclusion in his family and neighborhood. When, 
the medical world catches up to the adolescent 
Christy Brown and brings him to a clinic he is 
disillusioned about his future. 

First he ·is promised a cure for his 
disability. "You can be cured if you are willing to 
do lots of really. hard work over the next few 
years. But...you must first make a big sacrifice. 
Nothing good is ever obtained without o·ne, and 
yours is, you must resolve never to use your left 
foot again." (p. 123, MLF). Of course he was not 
cured, and as his left foot was his only 
instrument of expression he did resume using it. 
It is interesting to note that the movie downplays 
the absolute cure promise and instead shows the 

prdfessionals as. very reasonably promising only 
improvement in function, a change which makes 
the therapist more acceptable according to our 
current knowledge about treatment, but which 
fails to fully explain some of the painful 
disappointment Mr. Brown really felt when he 
realized ,the truth. 

Secondly, his status as someone on the 
outside of society is brought most sharply into 
focus. Of his.first day in the clinic he says, "And 
yet it was treatment in itself, just looking on. It 
was ·an instruction, ·an education in human 
suffering, a new, rather frightening experience for 
one who, until lately, had never seen life beyond 
the walls of his own home ...This was the 
substance, the fulfillment of a.foreboding." (p. 
129 MLF) Though he receives very objective help 
from the clinic,. adaptive equip·ment, therapy, . 
even a better understanding of his impairments, 
one wonders what he would have become had he 
been channeled into the disabled world as a very 
young child, as certainly would have been the 
case in more recent times. 

Though a reading of Down All The Days 
reveals a man of extraordinary literary talent, the 
movie emphasizes his rise as a painter, a more 
visual and possibly less threatening art form. In 
fact, the movie consistently assures the audience 
that while life. was hard for Mr. Brown and his· 
family, with poverty, anger, alcoholism and too 
many children bearing down on them, his story is 
one of ultimate triumph over adversity. There are 
glimmers in. the movie, but the real life pain and 
indignities Mr. Brown endures are only really 
revealed in his books. Of his walk to his father's 
funeral he says, "Some of the people looked 
disapproving, as though thinking he should not 
have been allowed to come at all. He saw pity, · 
disapproval, mingled emotions in the faces of 
these strangers, and he gritted his teeth and 
growled at them and felt marvelous exultancy 
when they drew hastily back as if encountering 
some sort of tethered beast." (p. 258 DATD) 
Ex~pt for a few comments of the neighbors 
when he .is a child the movie depicts the general 
public as overwhelmingly accepting and 
welcoming of.Mr. Brown into their lives, if 
somewhat on the periphery. 

The movie, in its determination to 
. convince the audience that a severely disabled · 
person can be successful in the 'normal' world, 
often depicts Mr. ·Brown as a victim of historical 
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problems in the care and acceptance of the 
disabled. However,. he makes it because he is 
extraordinary and finds a few super-humans, who 
keep his faith. For example, the movie shows him . 
saving. his mother's life by rollirig down the stairs 
and banging on the door, a scene which does not 
occur in either book. Similar magnifications of 
Mr. Brown's wit, savvy, and egmtional strength 
abound. The books, mi the other hand, reveal a 
far more complex, angrier, more unhappy, and·:· 
downright nasty at times-a real person. 

Mr. Brown is an extraordinary man. By 
some quirk of fate he was able to find a physical 
mechanism for ~xpressing his talents. Reading his 
books, particularly Down All The Days, is a 
pleasure, and as is true of any great book, 
introduces the reader to new physical and 
emotional territory. That My Left-Foot became a 
movie at all probably speaks to our relatively new . 
mass eagerness to recognize the lives of people 
with disabilities to be important to us as a 

, society. That those who made· the movie felt the 
need to present a heroic and extraordinary 
individual who happens to have a severe 
disability indicates that the public is perceived as 

· still needing reassuring stereotypes when learning 
· about their lives. · 

It also speaks volumes to the distance we 
need to go in accepting that the non-
extraordinary disabled also have important lives 
to lead and should be counted into the 
mainstream of everyday life. (Doris Landau Fine, 
Florence Heller School, Brandeis University). 

Christy is a jerk? 
I've been alarmed by all the praise 

Left Foot received. Perhaps audiences were too 
distracted by Brown's disability to perceive the 
offensive message. But why hasn't the disability 
community identified the message and objected 
to all the acclaim? 

The movie is about Christy Brown, born 
·with cerebral palsy, who must find a place for 
himself in a society that sees oisabled people as 
only marginally human. With the help. of his 
mother, Christy comes into his own -- develops 
into a jerk like so many of the men around him. 
The movie climaxes with Brown's dramatic 
coming-of.age: he kicks up a barroom brawl. 

Perhaps it's worthwhile to show that a 
disabled person can develop into a jerk just like 

anyone else. What's disturbing about My Left 
Foot, however is that Brown isn't treated like 
other jerks. He is patronized in spite of his 
obnoxious behavior. · 

When Brown learns at a formal dinner 
that his love for his speech therapist isn't 
reciprocated, he yells and yanks the tablecloth off 
the table, crashing the dishes to the floor. The 
manager doesn't throw him out of the restaurant, 
charging him for the damage, as he would 
anyone else. Instead, he looks on in amazement 
along with the guests, everyone tolerating his 
freakish· conduct. Their silence implies that they 
expect inappropriate behavior from someone who 
looks and talks so strangely. 

When Brown gets jilted a second time he 
puts up another big stink at another formal· 
occasion, yelling and bumping his wheelchair 
against the wall. Again the guests look 
embarrassed and patronize him with silence. 
Brown is understandably fed up with having his 
sexuality dismissed or ignored. But that he shows 
his frustration by acting like a child is pathetic. 

· We should be outraged by the niovie 
because it reinforces the public's skewed belief 
that if people look or talk strangely they will act 
strangely -- that a person's twisted body reflects 
his or her twisted soul -- thus deepening the fear 
so many people have of those ·of us with physical 
disabilities. Catherine Larson, Eugene, Ore. (This 
letter appeared on p. 45 of the January/February 
1991 issue of The Disability Rag [$12/yr, 6 issues, 
from P.O. Box 145, Louisville, KY 40201] 
Copyright 1991 by the Advocado Press, 
Reprinted by permission). 

********************************.,******** 

The fall 1990 issue of this journal 
regaled us with a series of reviews of Left 
Foot--six differing (though, at the same time, 
oddly similar) perspectives on this very popular, 
critically acclaimed movie. All of the reviews 
were favorable, some even, one would have to 
say, ecstatically favorable. Not a single one of 
the six reviewers was, apparently, even slightly 
offended by the main character; they found 
nothing objectionable in his personality, nothing 
offensive whatsoever, not to say distasteful, 
coarse, vulgar, uncouth, disgusting, insufferable. 

... 
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On the contrary, all those who expressed an 
· opinion on the matter lauded his attitude as the 
very epitome of the "proper" stance vis a vis 
"normal" society. This, we are told, is Christy 
Brown's. "glorious rage,11 and this unlikely 
warrior--so we are informed--"reflects our 
demands for dignity, self-determination, and 
equal access to society and life." Thus Christy 
Brown is "a hero of our struggle," and this movie 
has brought us "light-years ahead" in the fight for 
"social justice." 

Such solemn critical pronouncements are 
poignantly revealing, for, in their open 
ingenuousness, they speak far more to the desires 
and expectations of the reviewers than they do to 
the objective facts of the movie. Now, it is 
certainly true that given the general sappiness of 
depictions of disability on the screen, with their 

· saccharine plots and sentimentality, My Left 
Foot, with its solid grounding in the grubby 
truths of reality, is a real breath of fresh air, a 
fact which perhaps makes it the more 
understandable 'that a kind of political program 
could be read into its lines. Still, the movie itself 
is, I think, demonstrably quite unlike the 
d~claration of independence these critics would 
have us believe. 

Let us, for example, address the matter 
Qf dignity and self-determination. It is, one 
might note, extraordinarily difficult to perceive 
how the cause.of dignity is somehow furthered by 
a disabled character who bangs his head 
resoundingly on the table in a public restaurant 
and ends the whole wild, inglorious scene by 

· grabbing the tablecloth in his teeth and pulling 
everything into a clattering heap on the floor. 
An awkward, difficult-to-explain-away scene at, 
best, one would think, for a disability activist. 
Yet, in all fairness,. it could have worked, could, 
in fact, have worked marvelously well, with if not 
dignity, at least with glorious rage at the system, 
with magnifi~nt fury intact. Indeed, the 
indignity of the scene could have been nicely 
calculated to counterpoint and thereby 
underscore the countless demeaning indignities 
the disabled individual is heir to. That, it would 
seem, is in fact what these critics think the scene 
is all about. Yet, sadly, that is not the point of 
the movie; it is merely the point of the critics. 

But let us look at the scene in detail. 
Brown has just come from his triumph, a well-
attended public exhibition of his art work. 

There, exhilarated by his moments of fame, he 
had held forth, as reigning expert, volubly, 
vociferously on various intellectual topics, and 
had indulged himself in what is suggested as his 
newly acquired besetting ·vice, drinking to excess--
so much so that his mother remonstrates with 
him. Later, at the banquet in the restaurant 
( ominously, sans mother), he continues to 
pontificate--and to swill wine and, later, whiskey-.-
completely oblivious, . as far as one can judge, to 
the condescension ·and visible embarrassment 
around the table. It is at this point, in· a public 
place surrounded by other people, strangers and 
acquaintances alike, that he inappropriately 
chooses to declare his love for Eileen Cole, his 
speech· therapist~ . The wild melee that is the 
aftermath of that declaration is Christy· Brown's 
solipsistic response to denial. · And the childish, 
ineffectual fury of that response stems, it seems 
clear, directly from his disability, an entirely 
predictable result of his stunted emotional life. 
It has nothing to do with condescension or 
accessibility or self-determination or equal access · 
to society and life .. 

Astonishingly, none of the DSO critics 
found anything disturbing about Brown's attitude 
toward-women, nor anything troubling about·his 
social intercourse with them. Indeed, they 
praised him for refusing to be 11put upon," for 
being blunt and open and honest in the face of 
what they perceived as feminine "manipulation" 
of his emotions. Thus his crude eruption at the 
news of Eileen's impending marriage to· Peter 
and his surly "fuck Platonic love" speech are fully 
justified, we. are given to understand, by her 
previous artless (even unconscious) flirtatious 
manner with him. Surely, one of the oddest 
condemnations of innocent femininity on record! 
Later, we are told, he wins the love of the nurse 
whom he eventually marries by the force of his 
"wit and charm." Now, I have no idea by what 
artfulness Brown is supposed to have won the 
love of this mothering young woman, but what 
one carries away from the scene, what one vividly 
remembers, is, shall we say, something less than 
charm: 

[Christy, abruptly, insistently]: "I need a 
light!" 
[Nurse, startled, taken aback]: "What?" 
[Christy]: "I need a light!" 
[Nurse, turning back from 
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the door on her way 
out to get matches]: 
"Don't you think I'm 
your mother just 
because I'm looking 
after you for the 
evening." 

[Christy, employing his usual witty 
epithet]: "I don't need a fuckin' · 
psychology lesson. I just need a 
fuckin' light." 

Nevertheless, she brings him the matches, 
discovering, incidentally, the futility of the 
.commanded errand, since he doesn't even have a 
cigarette. Then, to top it all in true Christy 

· Brownian fashion, in answer to her courteous 
question whether she could do anything else for 
him, he turns on her what can only be called a 
blatant, vulgar sexual leer. All of this, combined 
with Brown's impertinent query--insistently 
repeated--about whether she was in love with her 
date for the evening, carried on to the point of a 
disrupting ruckus just off-stage~ is surely enough 
to win the heart of any fair lady. 

Only one of the critics (Phys Diz 
Showbiz) had the perspicacity to note that 
despite its healthy realism, MI Left Foot marks. 
very little advance over the usual "overcomer," 
"he's-so-brave" type of Hollywood stories. · As she 
so pointedly notes, this is not disability's story; it 
is merely the same. old cliche ( dressed up, to be -
sure, in a new,. unexpected garb) with which we 
are continually bombarded, in the newspapers, on 
TV, in the movies: poor crip makes good. 

It is, of course, worse than that. As if 
triumph over a severe disability were not enough, , 
what we must have here is a romantic 
attachment, what we must see is Brown being 
happily-ever-after married off. "The audience I 
sat in,11 writes one of the critics, "sighed with 
relief when we learned that he eventually 
married." I dare say. 

It is that basic theme, it seems clear, that 
dictates the overall structure of the movie. 
Think about it for a while. Why else is the entire 
story told in retrospect by means of flashbacks? 
That last formal gathering, after all, is no great 
triumph for Brown, no high point in his career. 
It is merely a sympathy-rousing, money-raising 
event "for the cripples" ( as Brown himself 
remarks), which he had to be persuaded to 
attend by none other than Eileen Cole. The 

movie centers here, with everything reeling out 
from this scene, because the woman appears 
here, the future wife, the 11romantic" encounter, 
and it serves as the victorious climax in a 
structure of three. First, there had been the 
heartrending disappointment of the unaccepted 
valentine proffered the bottle-spinning girl who 
had inadvertently, innocently, encouraged the 
young Christy, a scene clearly foreshadowing the 
debacle to come. Then, the debacle, the 
restaurant scene. And, finally, here, happy 
gratification, with the movie lightheartedly ending 
on popping champagne bottle, laughter and 
loveliness. 

Let me not be misunderstood. In all 
kinds of ways, MI Left Foot is a good movie, 
certainly a far more honest and candid movie 
than the usual cinematic/television fare. But it is 
not, by any stretch of .the imagination, a salutary 
disability movie.· And to view it as such, tn 
project onto it our own longings and aspirations-
-however understandable such projection is, given 
the dearth of any real confronting of disability · 
issues in the media--is to do the disability · 
community a grave injustice. (Joseph L. Baird, 
English Department, Kent State University, Kent, 
OH 44240). 

Aday, Lu Ann, Andersen, Ronald, and 
Fleming, Gretchen V. Health Care in the U.S.: 

. Equitable for Whom. Beverly Hills, CA: Sage 
Publications, 1980, 415 pp., $35.00 hardcover. 

In. the 1975-76 period a national survey 
of 7,787 persons in 5,432 households was 
undertaken by the authors to examine access to 
medical care· in the United States. The study was 
conducted by the Center for Health 
Administration Studies at the University of 
Chicago under the sponsorship of the Robert 
Wood Johnson Foundation. The survey queried 
respondents about their regular sources of health 
care; physician availability for regular 
appointments and .emergency care; the extent ·of 
third-party coverage; waiting tim·e for medical 
services; travel time to physicians' offices; 
number of visits to physicians, dentists, and 
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hospitals; and perceptions of physicians' 
competence and sensitivity: This book reports on 
the results of that study. 

Aday, Andersen, and Fleming compare 
their ·findings with those of four earlier studies 
conducted by the Center for Health 
Administration Studies. Breaking down access-.,. 
which they define as the. potential and actual 
entry of a given population group to the health 
care delivery system.,.-arid utilization by 
population demographics, they find ·that 
improvements have occurred since 1960. Access 
barriers are falling, health care utilization rates 
are increasing, and equality of access is improving 
among population groups. Most people (88 

. percent) have a regular source of care and over 
. three-fourths utilized physician services in the 
previous year. Commmers of health care appear 
to have high levels of satisfaction·. Use appears to 
be related to need; there is little variation in 
utilization/disability days ratios across population 
groups a;nd a panel of physicians find that use 
generally is appropriate to the symptoms 

. experienced. Most minority. and low 
socioeconomic groups report better access to 
care in 1976 than was the experience in the 
1960s. 

However, some subgroups report access, 
utilization, and satisfaction patterns below the. 
norms· for the general population. Approximately 
26 niillion people were identified as still having 
problems with obtaining needed medical care. In 
addition, the elderly with serious illness, the •.. 
.uninsured working poor, Hispanics, and 

.. individuals with medical needs not generally 
covered by existing programs face financial 
barriers to accessing health care. Thus, the 
authors conclude that "specified, targeted new 
initiatives rather than comprehensive, broadly 
applied solutions may be the most cost.,.effective 
approach to diminishing the pockets of inequity . 
that pe~sist." 

The findings of this study, however, may 
be subject to alternative interpretations. It is, 
afterall, a study of access and not effectiveness or 
efficiency. And it is in this latter area that public 
policy 'initiatives have been less than successful.· · · 
Although the findings are now dated, the study 
does make an important contribution to our. 
understanding of medical care utilization patterns 
and determinants. It is in broadening this . 
understanding that the study .has implications for 

the· study of disability. The book is now a 
valuable reference piece among our statistical 
benchmarks of health care d~livery because it no 
longer is in print. 

Baldwin, Sally, Godfrey, Christine and 
Propper, Carol (Eds.). Quality of Life: 
Perspectives and Policies. New York: Routledge, 
Chapman & Hall, 1990, 256 pp., $57.50 
hardcover. · 

Increasingly, quality-of-life assessment 
has been surfacing in discussions of disability. In. 
fact, the concept is often at the crux of debate 
over whether the lives of persons with severely 
disabling conditions, e.g., those resulting in 
respirator dependence, should. be sustained~ 
Thus, keeping abreast of developments 
surrounding quality-of-life measures is crucial to 
all concerned with ·the treatment of persons with 
disabilities. 

This book is a compilat_ion of papers 
originating from a 1987 conference on quality-of-
life conducted by the Institute for Research in 
the Social Sciences. The papers represent work 
of scholars from a spectrum. of disciplines, and 
the issues addressed range from the philosophical 
to the technical. Part I is centered on the 
difficult task of defining quality-of-life, and the 
second part consist_s of several papers dealing 
with assessment methodologies, revealing a 
divergence of ideas. Problems in attempting 
practical· application of the concept are explored· 
in the third section, and the book ends with 
several papers focused on integrating the quality-
of.,.life concept into public policy and decision 
making, including examination of related ethical 
issues. 

Several papers in the various sections · 
deal with the Quality Adjusted Life Year 
(QALY), a measure that has been developed for 
use in the health care field, providing critical. 
examination from several different perspectives. 
This helps to maintain continuity between the 
book's sectiqns in addition to enhancing the 
reader's capacity to evaluate such ·measures. · 

.The relevance, scope and. depth of issues 
covered make this a book that clearly ranks 
among the most significant contributions on the 
topic to date. It is es_sential reading for all who 
are interested in life quality assessment issues. 
(Robert A. Chubon, Department of Educational 
Psychology, University of South Carolina, 
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Columbia, SC 29208) 

Culver, Charles M., (ed.). Ethics at the 
Bedside. University Press of New England, 1990; 
206 pp,, $19.95 hardcover. 

Charles Culver's book starts with a 
documentary like introduction to himself and a 
copy of the letter he sent to the chapter authors, 
all ethicists, at the start of book writing. But 
curiously, the memory of the introduction 
conjures up a fireside with people sitting around 
the warmth and telling story after story. 

Each. chapter is a story of a clinical case. 
All give a vivid impression of the patient's story, 
and juxtapose this with the ethicist's thinking. · 
Some also give important insight into the · 
perspectives of the family and the medical health 
care team. As only the narrative voice of the 
story teller· can do, the reader hears the account 
from many parties at once. 

Much of the confusion surrounding 
ethical dilemmas can arise from this multiplicity 
of voices and it is helpful to have it laid out in 

· relief. It is also a good heuristic device in that 
the voices provide natural avenues into different 
moral arguments. Where the narrative leaves 
off, several of the chapter authors continue with 

· more theoretical analyses. Bernard Gert, for 
example, gives a modest and humorous account 
of how a very good philosophical analysis may 
(or may not) help a real ethical dilemma. 

This book does not claim fo give an 
balanced assessment of medical ethics, medical 
ethics consultation or medical practice today. 
Indeed the book presents deeply subjective 
accounts which could not possibly be objective or 
balanced. It achieves instead a sense for the 
kind of dilemmas that leave lasting memory trails 
in the hearts of those involved. And that is one 
way, as good as any we know, to start a 
meaningful process of reflection. If Culver and · 
his chapter authors intended to provide a vehicle 
to augment public deliberation of medical ethical 
issues, then I think they have succeeded in this · 
important goal. (Linda Emanuel, Division of · 
Medical Ethics, Harvard Medical School). · 

Fairbairn,. Gavin and Fairbairn, Susan 
(editors). Ethical Issues in Caring. Brookfield, 
VT: Gower Publishing Company, 1988; 180 pp., 
$44.95. 

This book presents proceedings of a 

series of conferences· on ethical issues that arise 
in caring contexts. Although contributors come 
from varied theoretical and practical 
backgrounds, their papers share a concern with 
questions of values surrounding caring for · 
persons in need and attempt to contribute to 
current debates in this arena. 

' The fourteen papers touch on a wide 
range of issues and topics,. often with differing · 
viewpoints. Several authors address broad 
concepts of social policy and politics. Alistair 
Campbell, for example, examines the nature of 
professional care as a vocation. Rod Sheaff urges · 
using a· theory of need, rather than one of · 
justice, in decisions about allocating health . 
resources. Richard Lindley sees paternalism as 
sometimes warranted when based on benevolent 
concern and genuine respect for person and 
autonomy. As for Bob Brecher, attention to · 
individual wants often deflects emphasis from 
societal interests. 

Several chapters raise issues of practical 
concern for specific disciplines. Jean McFarlane 
focuses on the nature of care in an individual 
context within the field of nursing. Alison Kitson 
distinguishes. between "feeling better" arid "getting 
better," or caring and curing, and she laments the . · 
tendency of the nursing profession to emphasize 
the technical at the expense of the personal. 
Brian Thorne discusses dilemmas fo~ therapists 
in communicating unconditional acceptance to 
clients while remaining true to their own values. 
According to David Smail, psychotherapeutic 
notions of people as agents, originators of their 
own conduct, divert attention away from social 
change. 

The remaining papers address particular 
topical issues. Trevor Owen and Peter Mittler 
advocate enabling persons with disabilities to 
exercise more control over their lives, the one 
through enhanced employment opportunities and 
the other through access to ordinary community 
services. Jean Toweler and Gavin Fairbairn 
together argue for women to have opportunities 
for informed choices in pregnancy and childbirth. 
James Brown highlights the appropriateness of 
feelings of bereavement following miscarriage. 
Edgar Page offers a theory providing an 
acceptable institution of surrogacy. As such, he 
argues the case for noncommercial gustatory 
surrogacy that supplies gestation and birth for 
commissioning parents .. 
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This varied collection thus· covers a 
broad range of moral problems that emerge· in 
caring contexts and provides a useful 
introduction to ethical issues in this field. 
Although contributors concentrate on the 
professional province of caring, these discussions 
are germane to the informal arena as well. The 
book should. interest those engaged in caring 
policy and practice. (Kim Smith, Heller School, 

· Brandeis University). · 

. Mechanic, David. Painful Choices: 
Research and Essays on Health Care. New 
Brunswick, N.J.:. Transaction Books, 1989, 248 
pp., $34,95 hardcover. 

This book begins with the promise of 
insights into the paradoxes inherent in the 
United States health care system. Despite 
spending more than one-half billion dollars on 
health care last year, millions of people in the 
United States lacked primary care or treatment 
for chronic diseases. As medicine becomes 
increasingly technology oriented and increasingly 
expensive we confront painful choices. Fetal · 
heart monitoring is routine when women are 
hospitalized for deliveries. while other women are 

· unable to get routine pre-natal care.· Hospitals· 
purchase new CT and MRI scanners while 
childhood immunization programs and ·. 
community mental health programs for people 
with ,chronic mental health problems battle for 
enough funds to stay alive - and often suffer. an 
early demise. The technologic imperative · 
dominates and drives many health policy 
decisions. 

This collection of essays by David 
Mechanic written over a twenty year- period 
enhances oµr understanding of health policy 
issues such· as the bureaucratization of the 
medical system and the changing role of the · 
physician in the system, the role of health 
services research in health policy, the individual's 
illness· behavior and the effect of culture and 
society on that behavior, and the policy issues· of 
mental health and-long term care. Health policy 
readers will find the introduction and sections 
one and four of mostinte:rest. Sections two and 
three are more interesting for medical 
sociologists. In these sections Mechanic fails to 
make an explicit· link between an individual's 
Hlness behavior and the interactive effects 
between the health care provider and patient to 

th~ way in which policy makers analyze and 
develop health policy~ This is where the book 
falls down on the promise of the title. Questions -
go unanswered. How do we as a society craft a 
health care system given the individual's illness 
behavior? · Is the individual's behavior the result 
of the system or what drives it? 

Mechanic's essays about people with 
back pain, alternatives to mental hospital 
treatment, and improving the care of people _with 
chronic mental health problems hold the most 
valuable insights for the disability studies area. 
His perspective on the need for an integrated set 
of medical and social services for people with 
chronic mental health· problems points us in the 
direction of community solutions to community 
problems. This chapter reflects one. theme 
explored in this book, the dialectic between 
individual and collective responsibility. 

Mech~ic's introduction and conclusion 
raise important questions about painful choices 
and he suggests that answers will ·not be found by 
using economic approaches. · Mechanic prods us 
to look at the role of culture and the 
environment in health care, the roles of different 
health care professionals and how physicians may 
not be the best suited providers for all health .· 
care needs, and the need to balance the · 
competing interests within the system. (Louise 
Kaplan, doctoral student, The Heller School, 
Brandeis University)~ 

' Menzel, Paul T~, editor. Strong Medicine 
The Ethical Rationing of Health Care. New · 
York: Oxford University Press, 1990, 256 pp., 
$29.95 hardcover. · 

Those of us who are disturbed by the 
inequities of the present system of allocating 
limited health-care resources will be more · 
disturbed by the proposals in this book. 
Although Menzel's proposals are offered as a 
solution to the conflict which exists between 
society's desire for economic efficiency and the 
health-care practitioner's commitment to the 
individual patient, those· proposals and 
explanations are the author's attempts to justify · 
his methods of distribution of health-care 
resources which are, however' as inequitable as 
those in our present system. 

Very Hard Efficiency: Modern medicine, 
with its technology, equipment and educated 
personnel is expensive. Medical insurance 
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· provides the best possible care for the insured 
individual but, asks the author~ could those 

· resources be used more efficiently elsewhere? He 
discusses not only the elimination of waste, a 
difficult idea to fault, but he also proposes 11hard 
efficiency" where the individual chooses before 
he or she is a patient, an insurance plan which 
limits certain "inefficient" procedures such as 
liver transplants· costing $600,000 with only a 5 
year average addition to the life span, and must 
be. held to that decision at the time of necessary· 

· treatm~nt. Those of us who still think of all 
human life as equally valuable have a difficult · 
time with this theory. Menzel offers as his 
solution the prior·consent or when not available, 
the presumed prior consent plans for individuals 
to control the. resources for their own lives. This 
book is also a critique of the present system of 
rationing health care where the benefits are to 
the society as a whole and many individuals are 
not protected. He maintains that his plan is 
committed to the individual patient with 
"selective hard efficiency", by granting the 
individual autonomy to choose his/her fate ahead 

.of time. In our prese.nt system, some people have 
more value than· others, some a:re more 
important, have more money and, as a result, 
receive better health care. 

A Real Choice? The subscriber has a 
choice of plans which might include elimination 
of funds for renal dialysis for those over age 65 
but provide funds for pre-natal care or, if the 
subscriber thinks that prolonging a life at any 
cost is important, he or she can choose a more 
expensive health-care plan. The present system, 
where health-care practitioners must limit 
services to those without funds fosters the hard-
hearted, distanced and possible deceptive 
(practitioner reveals only possible cures or 
treatments covered by the patient's funding 
source) approach to health care. However, the · 

· author claims, prior consent would eliminate that · 
distancing and/or deception because the patient 
him or herself has made the decision to limit that 
care, recognizing the risks beforehand. The 
author does point out that the closer the 
patient's time of decision and choice is to the 

. necessity of treatment, the more morally justified 
is the decision to refuse treatment. 

No Choice: Informed, rational decisions 
can only be made when all of the realities of the 
condition and the necessary services and 

treatments are known. Based on my experience 
with people facing decisions for medical 
treatment for serious conditions, I find that the . 
author's system gives the patient, at that time of 
real decision, no choice. People do not and 
cannot anticipate the -necessities of life with a 
medical condition needing services or a disability 
requiring assistance. New discoveries, changing 
technology and changing costs of procedures and 
treatments make it virtually impossible for people 
to predict and weigh their future needs in order 
to make an informed decision. Also, it is not 
within human nature to imagine oneself in a 
position to need services - the "It will never 
happen to me" syndrome. Another factor is that 
a disproportionate amount of money is spent on 
patients during their last year of life. Since 
modern medicine tends to treat. patients in 
hospitals and often in intensive-care units in 
hospitals, the costs of treatment are particularly 
high given the increasing numbers of people with 
chronic disabilities and cancers which force 
people to be. hospitalized for long periods of 
time. Menzel recommends cutting down on the 
use of hospital intensive care ~nits and, with 
prior consent or presumed prior consent of the 
patient, substituting the use of hospice-type 
facilities for the chronically ill. He also advocates 
the use of living wills and the durable· power of 
attorney-the right of informed refusal of 
treatment with the use of those advance 
directives. 

The Power .of Selection and The Duty to 
Die Cheaply: Menzel's assumption that "selecting 
some people in and others out is as inevitable as 
life and death itself' when dealing with economic 
efficiency, is an assumption which is difficult to 
accept for those of us who value · all human life. 
He says that it is necessary to quantify the value 
of one year in the life of one person to him or 
herself, and to society .as a whole, in order to 
compare the importance one life has over 
another. As well as measuring the quality of -life, 
the author looks at the question of level of care 
a person is entitled to receive: l, all possible 
beneficial care (if a valuable person) or 2. care 
up to a certain cost/benefit standard (if not such 
a valuable· person). He discusses measuring the 
value of people's lives in terms of QAL Y s 
(Quality Adjusted Life Years) and measuring the 
production of QALY s at a given expense 
(cost/benefit analysis). He proposes taking 
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QALYs into account when- allocating services but 
does offer a correction factor in that "a life 
segment's value does not vary arithmetically with 
its length in years". Menzel's intent to change the 
way people think about life and resources is 
dearly evident jn his final chapter: "The Duty to 
Die Cheaply," where he maintains that "people 

· can create much more meaningful last Stages of 
. their lives if they see themselves passing on the 
torch of life to subsequent generations". In light 
of the fact that most people now think that ·: :: :·: 
fighting for one's life in the face of illness is 
noble and heroic, Menzel's medicine is indeed 
strong: "it is downright selfish now, when one is 
dying, to cling to every last bit of one's life at 
gr·eat expense. We ought to call such behavior by 

· its right name: a· selfish violation of the duty of 
mutual aid, the duty not to use up more than 
one's share of the pool of common resources". I 
agree that people should have a choice in 
.determining the value ·of their own lives but that 
choice should not be forced, based on the 
economic system, or made out of feelings of guilt 
for living tool. long .. 

This book, dealing with "strong" policy 
issues within a critical framework, was written in 
a style meant for a wide ·range of the population . 
and, hopefully, will inspire "strong", enraged · 
reaction from all with a social conscience. We 
should be appalled. We must immediately put an 
end to this process of trying to construct or 
create ways to fit human beings into the 
economic system and begin to implement 
programs ~here individual human beings can 
receive the level of care and/or assistance which 
they need and want, not the level which they are 
coerced into choosing because of their economic 
situation or lack of foresight. Morally, people 
should truly have a choice. They should be able 
to make their own personal decisions about the 
treatments they accept or reject at the time when 
the treatment is necessary; The author discusses · 
the "attraction of freedom of choice"; however,' 

· there is no real choice described here, only the 
proposal of a new idea to perpetuate· the 
injustices· and inequities of the present system. 
Justifying the quantifying of variable~ and of 
assigning numerical values to the lives of 
individuals is, hopefully, not. yet in our realm··of 
reality. With this book the pendulum has swung 
too far toward the side of making choices based 
on economic efficiency and must be brought back 

into balance. The needs of the individual, 
especially in the health-care arena must' be 
brought back to the forefront. (Sandra J. 
Topalian, Florence Heller School, Brandeis · 
University). 

Mukherjee, Ramakrishna, The Quality of 
Life: Valuation in Social Research. New Delhi, 
India: Sage Publications Inc., 1989,·248 pp . 

Research on the quality of life has 
evolved, over the past decades, through process 
that has focused on the living conditions of the 
people.· A sequence of labels, such as, ~he 
standard of living, the level and the style of living 
help to chart· a progression in quaiity of life 
research from ah exclusively quantitative 
approach to the current complex niix of quantity 
and quality. This progression has also been from 
a rather undemensional, simplist_ic assumption of 
objectivity to a rather more realistic blend of 
objective behavioral and subjec- tive perreptual ' 
factors. · 

Mukherjee's latest work exemplifies. this 
latter trend and seeks to establish an all-inclusive 
notion of the quality of life'. He provid~s a 
critique of the separation between the two 
prevalent perspectives in quality of life research: 
the need based approach which provides the 
elites' valuation ofwhat the people need to 
improve quality of life and the want based 
research which· focuses on what the people want 
in order to have a better quality of life. 

Mukherjee suggests a methodology that 
would, in place of treating these approaches as · 
mutually exclusive, work towards synchronizing 
the perspectives and providing al all.;.inclusive. 
notion of quality of life. To do this, he looks at; 
both the global and the Indian contexts and 
conducts a content analysis of documents on 
what the people need to improve quality of life. 
In the global.context the documents analyzed are 
from a UNESCO survey and consist of different 
scholars' appraisals· of. the future of humankind. 
In the Indian context the author uses the 
proposed aims of the major political parties to . 
determine the governing elites' vision of what 
people need~ Correspondingly, he als_o does a· 
content analysis of two field_ surveys of people in 
West Bengal (1980) and Delhi and surrounding 
areas (1982) to ascertain what people want for a · 
better quality of life. Attempts are then made to · · 
determine the extent to which, what people want 

31 



synchronizes with the proposed needs. In doing 
this, Mukherjee highlights the importance of 
treating value as an analytic variable in any study 
of social reality. 

The Quality of Life provides several 
important contributions to current quality of life 
research. Mukherjee's methodology 
conceptualizes the masses as people who are 
act.ive subject agents trying to change the 
conditions of their daily lives and not merely as 
passive recipients of the.elites' prop.osals. The 
move foregrounds the importance of social 
analysis from the bottom up in comparison to 
the subsidiary role occupied by the want based 
approach in contemporary quality of life 

· research. . 
The book, however, lacks one important 

quality: that of readability and accessibility to a 
varie<;l readership. The style is coded and dense 
in parts, making it difficult to stay with the 
argument. (Sangeeta Tyagi, Dept. of Sociology, 
Brandeis University). 

Schalock, R.L. (Ed.) Quality of Life: 
Perspectives and Issues. Washington, DC: 
American Association on Mental Retardation; 
1990, 233 pp., $35.00 softcover, membership 
$29.75. . 

Reducing the goals of a complex human 
services enterprise to a single, memorable, hearty 
word is a temptation that few can resist. In the 
1970s, the field of mental retardation was 
virtually defined by the terms 
deinstitutionalization and normalization. In the 
1980s, terms such as mainstreaming and 
community integration captured succinctly the 
basic goals of educational and human service 
programs for persons with disabilities. In the 
1990s, the banner is likely to be quality of life. 
The power of this affirmative phrase is explored 
broadly in Quality of Life: Perspectives and 
Issues, a monograph of the American 
Association on Mental Retardation. The twenty-
two chapters of the monograph, edited by Robert 
Schalock, collectively form a prism. on the issue 
of "quality of life" and offer a series of 
p~rspectives that vary in their clarity and tone. 

The monograph, composed of four 
major sections, starts with two stunning, direct, 
a.nd gripping contributions by women with 
disabilities. Each portrays her struggles to 
achieve independence, respect, and a sense of 

self. Perhaps the most haunting line in the 
entire monograph was penned by Connie 
Martinez,. who notes, "My parents always had a 
dream for my brothers and sister for when they · 
grew up, but nobody ever ·had a dream for me, 
so I never had a dream for myselr1 (p. 4). Given 
the general agreement throughout the remaining 
twenty chapters that to underst~.d what quality . 
of life means, one must begin and ~nd with the 
subjective experience of the individual, the 
poignancy and magnitude of Ms. Martinez 
despair echoed repeatedly in my mind as I · 

· combed through subsequent chapters. 
Knowing what a 11dream11 is and how to 

ensure the capacity to "dream" for persons with 
disabilities ( and those without disabilities as 
Turnbull and Brunk point out), is. the book's 
purpose.· Several themes characterize the book's 
content: how to define quality of life, how to 
measure it (with the expected debate about its 
measurability ), how to 11produCQ11 it, what to 
expect from it, and how personal characteristics 
(such as age, level.of retardation, stage of life) ' 
change our understanding of what quality of life 
means. The authors' treatment of these issues 
reflects the elasticity of the concept of quality of 
life--some of the chapters simply reframe existing 
approaches to program evaluation, for example, 
into "quality of life" language. Others challenge 
existing approaches and describe fundamental 
changes in our thinking about human services 
that will be necessary to embrace quality of life 
as a meaningful concept. 

Some cautions about the potential dark ·. · 
side of quality of life as a heuristic concept for. 
guiding human services are also presented. 
Taylor and Bodgan, Edgerton, and Luckasson 

' share concerns that quality of life formulations 
can result in outright discrimination towards 
people with disabilities. Luckasson, for example, 
argues that "If global judgments about an · 
individual's quality of life become the calculus 
when health care is rationed, services allocated, . 
financial support distributed, or ·decision.s of life 
and death made, stere~types and prejudices 
about individuals with· mental retardation will 
discriminate. against them" (p. 213) .. The desire 
for promoting individual well-being, so simply 
expressed by the emphasis on quality of life in 
human services, can be quickly usurped as a· tool 
for oppression of those with the most 
vulnerabilities. 
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The book offers a useful opportunity to . 
survey the range of discussions and applications· 
of qual~ty of life issues. While there is an 
unevenness among the chapters, the scope of the 
book is important. No meaningful resolution of 
the differences across the chapters is provided or 
even attempted by the editor. That is probably 
wise, for one senses that these discussions about 
quality of life are. in their early development 
stage. ' The· collection of chapters ultimately 
convey the elusiveness of what "quality" really 
means, acknowledge the need to look deeply at 
the individual experience, and invite a mental 
stretch to make the link between the power of 
the individual experience and the nuts and bolts 
of service systems operations. (Marty 
Wyngaarden Krauss, Florence Heller School, · 
Brandeis University). 

Smith, J. David and Nelson, K. Ray. The 
Sterilization of Carrie Buck. Far Hills, NJ: New 
Horizon Press, 1989, 268 pp., $22.95. 

There are three Carrie Bucks (1907-
1983). 

She is famous for Buck Y: Bell; the 1927 
Supreme Court case where Justice Oliver 
Wendell Holmes wrote an.influential decision 
upholding the aims and due process of a Virginia 
statutory·scheme which had produced an order 
for her to pe sterilized. It was to Carrie's ·mother, 
an alleged prostitute and inmate· at the Virginia , 
State Colony for Epileptics and feeble-Minded, 
to Carrie, also an inmate at the Colony, and to · 
Carrie's infant daughter, conceived after she was . 
raped by the nephew of the family with which 
she lived, that Holmes referred in his often 
quoted remark that "three generations of 
imbeciles are enough." Rather than wait for the 
"degenerate" offspring of such a person to 
become criminal or welfare burden to society, 
the Commonwealth of Virginia was 
constitutionally empowered to carry .out eugenics 
inspired measures to "prevent those who are 
manifestly urifit from contipuing their kind." 

. , The second Carrie Buck is the person 
who comes alive in this marvelo1Js book. 
Committed to an institution because she 'was, as 
the authors argue, ,"poor, powerless, and had an 
illegitimate child," Carrie struggled fo make a life 
for herself. Her sterilization cleared the way for 
her placement as a domestic servant to several 
Virginia families. Once outside, Carrie attempted 

to maintain contact with her mother back at the . 
Colony and a half-sister also committed for a 
time and sterilized. She married twice, outliving. 
het first husband. This living abstraction of her. 
commitment and sterilization hearings, of .a 
famous Supreme Court opinion, was a caring arid 
fully competent person, as her correspondence · 
with the he>spital's superintendent· and the 
observations of people who .knew her show.. 
Although poor, living much of her life as an 
agricultural worker,· Carrie's dignity and decency 
contrast with the high-minded lawyers, doctors, · 
and eugenics experts who caused her so .much· 
grief. 

The third Carrie Buck is ~he historical 
figure who has come to stand not only for the· 
thousands of people in the U;S. and Nazi 
Germany who were sterilized under laws 
modeled after Virginia's, but also for the many 
more judged defective who had· elements of their 
basic liberty and humanity destroyed by a wanton 
medical-legal-institutional complex of the not too 
distant past. In the late 1970s journalists brought 
Carrie back into public·view as a iiving 
embodiment of an era of monstrous·state-
inflicted injustice. She did not understand that 
she had been sterilized until. several years after 
the operation: "Oh yea, I was angry ...I just didn't · 
like the idea of being operated on to keep from. 
having children." 

The authors have performed a great 
service· by retelling the story of Carrie Buck and 
her legal case in a· clear and direct manner 
accessible to general readers, including high 
school students. This is an unsettling book to 
read; it .relates a true American horror story, a 
story you may not easily forget. (Anthony Bale, 
Yale Public Health). 

· The Anthropology and J3ioethics 
Committee of The American Anthropological 
Association publishes a newsletter, Anthropology 
and Bioethics, and an annual directory to foster 
networking. For further information on · 
membership, the newsletter and/or directory, 
contact Patricia Marshall, Med Humanities Prag, 
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Loyola U. Medical Center, 2160 S. First Ave., 
Maywood, IL 60153; (708) 216-5044. 

Awareness is the First Step Towards 
Change (The First Step) is Easter Seals' 1991 
advocacy and public education campaign. It's 
designed to make people think about the subtle 
and not-so-subtle ways in which people with 
disabilities are 'still excluded from everyday 
opportunities and activities. This campaign points 
out the attitudinal barriers that must crumble 
before the· promise of the Americans with 
Disabilities Act can be fully realized. · 

Materials available to disability 
organizations include high quality, thought . 
provoking posters and postcards and a set of five 
brochures. The postcards are oversized ( 5 inches 
by 8 1/2 inches) ·and can be imprinted,with your 
organization's name and address. 

Brochure titles include: Tips for · 
Disability Awareness; Tips for Portraying People 
with Disabilities in the Media; The Americans 
with Disabilities Act; The Fair Housing 
Amendment Act; and The Air Carrier Access Act. 

For information on prices and ordering 
Tile First Step materials, please send a self-
addressed, stamped envelope to: 
Communications Department, National Easter 
Seal Society, 70 East Lake Street, Chicago, 
Illinois 60601. (312) 726-6200 (phone) (312) 726-
425.8- (TDD) (312) 726-1494 (Fax).· 

AEJMC Forms Committee on People. 
with Disabilities. The Committee on People with 
Disabilities of the Association for Education in 
Journalism and Mass Communications met 
recently during the AEJMC annual convention in 
Minneapolis. The newly organized group is 
concerned with education of journalism students 
who have disabilities, teaching journalism 
students about disability issues and media 
coverage (including use of language) of 
individuals with disabilities. 

The committee voted to set up a plenary 
session on mass communication and disability for 
next year's AEJMC convention in Boston. The 
group will also work to set up a display featuring 
new technology for journalists and journalism 
students with disabilities. In addition, the 
committee is collecting information on the topic 
of training individuals with disabilities to be 
journalists. If anyone has any such information, it 

can be sent to John S. Clogston, School .of 
Journalism, Michigan State University, East 
Lansing, MI 48824-1212. For more information . 
on the committee, contact Michael. R. Smith, 
Assistant Professor of Mass Communications, 
Lycoming College, Williamsport, PA 17701-5192. 

Center for Biomedical Ethics packets on 
Organ Transplantation, Withholding or · 
Withdrawing Artificial Nutrition and Hydration, 
Termination of Treatment of Adults,a nd Fetal 
Tissue transplantation• are readily available for $3 
each. To order, please send a check payable to: 
The Biomedical Ethics Center Fund, Box 33 
UMHC, Harvard Street at East River Road, 
Minneapolis, MN 55455. 

Center on Environment for the 
Handicapped renamed. CEH has now been 
renamed Center for Accessible Environments to 
reflect the center's conviction that an· accessible· · 
environment is-safer and more convenient for 
everyone, not just for disabled people. 

The Center has published a number of 
interesting items: Access by Design is CAE's 
journal· published three times ayear containing 
design sheets, examination of legislation, feature· 
articles and building studies; Designing for 
People with Sensocy Impairments by Stephen 
Torpe, 1986, design guidance for developers; 
Promoting Better Access, a guide to the work of 
local authority access officers, edited by·John 
Dobinson 1987, 55 pages; Reading Plans, a . 
layman's guide to the interp~etation of architects' 
drawings by Stephen Thorpe, 1986; Student 
Information Pack compiled by Andrew Lacey, 
1986, an introduction to disability and the 
importance of a well-designed environment, 
including suggestions for action, -ideas for 
projects, and details of organizations involved in · 
the design and disability fields. Contact: Ms. 
Tessa Palfreyman, Information .Officer, Centre 
for Accessible Environments, 35 Great Smith 
Street; London SWlP 3BJ, United Kingdom. 

A Human Rights Network comprising 
interested anthropologists and related 
organizations is being organized to disseminate 
information regarding human rights issues, 
particularly those involving the peoples and 
cultures related to the anthropological enterprise. 
If you would like to be a part of' this Human 
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Rights Network, please contact C Patrick Morris, 
U Washington, Bothell, Canyon Park Ctr, 22011 
26th Ave. SE, Bothell, WA 98021; (206) 488-
5000. 

·The Law and Justice Catalog, from 
DIANE ·(Defense Information Access Network) 
Puplishing, contains over 125 hard-to-find local, 
state, regional,· federal~ and foreign reports and 
documents on a host of important topics. Such 

· critical areas are addressed as: police stress,- state 
and local training programs, self-defense training; 
alcohol and drug abuse; vehicle theft; arson 
investigation; child abuse, AIDS; computer crime; 
terrorism and hostage negotiation; assets seizure; 
criminal intelligence programs; firearms; 
Satanism, and many other pertinent subjects. The 
La~ and Jµstice Catalog is targeted to those 
involved with today's criminal justice system -
police officer or judge; prosecutor or defendant; 
corrections officer; teacher; librarian; victim 
advocate; legislator; government official; and · 
researcher. Free copies of the bimonthly Law and· 
Justice Catalog can be requested by calling (215) 
499-7415 from 9 a.m. to 5 p.m. EST, or writing 
to: DIANE Publishing Co., 600 Upland Avenue, 
Upland, PA 19015. Special discount offers as well 
as new equipment, and videos are included in 
each .issue. · 

·· May 1991 is National Arthritis Month. 
During May the Arthritis Foundation will 

· counter the common misconception that nothing 
can be done· for arthritis by highlighting specific, 
proven ways to make life with arth.ritis easier and 
less painful. The theme is "Stay in Charge: Live 
Well with Arthritis." Specific news items include: 
* A new Arthritis Foundation national survey 
shows that 74 ·percent of people with arthritis 
experience more than the "minor aches and 
pains" popularized by television commercials. In 
spite of that, 64 percent are very optimistic about 
life' because they stay in charge ·of arthritis by 
using a variety of strategies they say help manage 
the disease. Details of the survey will include 
strategies that people with arthritis say work. 
• Specific services offered by the Arthritis 
Foundation to help people stay in charge and 
possible feature story subjects include: warm-
water and land-based exercise classes, self-help 
courses, support groups, educational meetings, 
and a wide variety of videotapes and brochures 

' ' 

about arthritis covering what works and what 
doesn't. National Office, 1314, Spring Street, 
N.W., Atlanta, Georgia 30309. (404). 872-7100, 
FAX: (404) 872-0457. For additional · 
information, Contact: Dennis Bowman ( 404) 872-
7100 (Office) (404) 279-9563 (Home). 

RESOURCES IN BIOETHICS, Prepared by 
Adrienne :Asch · · · 

A. Programs of Study . 
At this writing, there ar~ at le~t twenty 

graduate programs offering degrees or 
specializations in medical ethics. A fairly 
complete listing is available from the Center for 
Biomec;lical Ethics at the University of 

.Minnesota, through Dorothy Vawter, Ph.D., Box· 
33, UMHC, Harvard Street, East River Road, 
Minneapolis, MN 55455; (612) 625-4917. 

B. Courses in Bioethics: 
Intensive Bioethics Course, Kennedy 

Institute of Ethics; Georgetown University, 1437 . 
37th and P Streets NW., Washington; DC 20057. · 
June 2-8, 1991. $1400.00. 

C. Professional Organizations 
American Society for Law and Medicine, 

765 Commonwealth Avenue, Boston, MA 02115. · 
Hastings Center for Society, Ethics, and 

the Life Sciences, 255 · Elm Road, Briarcliff . 
Manor, NY 10510. 

Society for Health anq Human· Values, 
6728 Old McLean Village Drive~ McLean, VA 
22101; (703) 556-9222. 

D. Journals in Bioethics 
.American Journal of Law and Medicine, 

( quarterly), American Society ofLaw and 
Medicine, $45.00 per year. Kluwer Academic 
Publisher's Group, P.O~ Box 35 Accord Station, 
Hingham, MA 02018-0358. 

Bioethics ( quarterly); Basil Blackwell, 
LTD., 3 Cambridge Center, Cambridge, MA 
02142; $49.00. 

Ethics (quarterly); University of.Chicago 
Press, Journals Division, P.O. Box 37005, 

. Chicago, IL 60637. $26.50. 
·· Hastings Center Report, 6 issues per 

year; $46.00 for individuals; $37.00 for full-time 
students for two years only. HCR, ·255 Elm 
Road, Briarcliff Manor, NY 10510. (914) 762-
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8500., 
,Journal of Medical Ethics, ( quarterly), 

Professional and Scientific Publications, British 
Medical Journal, Box 560B, Kennebunkport, ME 
04046; $95.00. , 

Journal of Medicine and Philosophy, (bi-
monthly), $124.50; 

Law, Medicine, and Health Care, 
( quarterly), American Society of Law and 
Medicine, 765 Commonwealth Avenue, Boston, 
MA 02215; $50.00 per year. 

Medical Humanities Review, MHR, 
Institute for the Medical Humanities, University 
of Texas Medical Branch, Galveston, TX 77550; 
$20.00 for ,one year for individuals; twice yearly. 

Philosophy and Public Affairs, 
( quarterly), Princeton University Press 
Distribution Agent, Johns Hopkins University 
Press Journals Division, 701 West 40th Street, 
Suite 275, Baltimore, MD 21211; $20.00 per year; 
student: $12.00. 

Bioethics topics are also covered in The 
Journal of the American Medical Association 
(JAMA) and the New England Journal of 
Medicine, arid Social Science and Medicine, with 
which DSQ readers may be familiar. 

Ethics, Chronic Illness, and 
Rehabilitation. Bruce Jennings, Associate for 
Policy Studies, The Hastings Center, Briarcliff 
Manor, New York. · 

There is a specter haunting the 
American health care system. It is the prospect 
of widespread chronic illness and disability in an 
aging society. And it represents an equally 
difficult challenge to millions of us as individuals. 

· Slowly debilitating chronic illnesses and disability 
will ,most likely be our companions in the twilight 
of our lives. 

At present, it is unclear whether the 
American health care and social services systems 
are prepared to cope with the challenges, both 
financial and ethical, that chronic illnesses and 
disability, such as traumatic brain injury, pose to · 
our society. , 

The .ethical dimensions of chronic illness, 
disability, and chronic care have been relatively 
neglected topics in the overall field of bioethics. 
They lack the visibility and fascination of the 
high tech dramas played out in acute care 
settings, but are no less important. The special 

characteristics of chronic illness and· disability 
make them ideal areas in which to explore some 
new ethical and philosophical· approaches. 
Chronic illness and disability are not only social 
issues that must be addressed, they are also 
poignant and perplexing facets of the human 
condition where fresh insight can be sought. 

In 1984 The Hastings.Center began a 
series of projects to address these problems ·with 
support from the Henry Luce Foundation and 
the Mabel Pew Myrin trust. Our conclusion is 
that the special nature of chronic care and the 
distinctive experience of chronic·care· and the 
distinctive experience of chronic illness must lead. 
to a transformation in many pervasive 
assumptions about the ethics and goals of 
medicine. 

The individualistic perspective behind 
much of the moral discourse of bioethics and 
social policy does not fare well in application to 
chronic illness, disability, and rehabilitation. 
Concepts such as patients' rights, autonomy, and 
best interests need to be revised in this context. 
In. its confrontation with chronic illness and 
disability, medicine's own understanding of its 
goals and mission must also be redefine~. · 
Intensive, high technology treatment oriented · 
toward cure· and full' restoration of function, 
which has provided the dominant orientation for 
much of medicine in recent years, is usually 
inappropriate to· the needs and problems of the 
chronically ill. A medical care system that lacks a 
sense of purpose beyond these goals will find 
itself increasingly uncertain · and inept in the face 
of the demands placed upon it by chronic care. 

Chronic illness is an exceedingly broad 
subject, and it is both ,difficult and important to 
capture a glimpse of the rich new agenda for 
bioethics that chronic. illness provides. *See 
Bruce Jennings, Daniel Callahan, and Arthur L. 
Caplan, "Ethical Challenges of Chronic Illness,11 

Hastings Center Report 18 (February/March· 
1988) Special Supplement, 1-16. 
Reprinted from Viewpoints : An Update Q!! 
Issues in Head Injury Rehabilitation Winter 
1991, Vol 17, p. 1. . 
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An Annotated Bibliography on Bioethics 
compiled by, David Pf~iffer, Suffolk University, 
Boston, MA 02108. 

The literature on bioethics is vast. · This 
bibliography is intended to be a starting point 
with an emphasis upon disability. 

Banks, Judith L. Rehabilitation Act - Depart-
ment of Health. and Human Services . 
May Not Interfere in Medical Treatmeut 
Decisions Regarding Handicapped 
Infants. Cumberland Law Review; 
Summer 1986; 16(3): 607-25., 
A discussion of the case Bowen v. 
American Hospital, 106 S. Ct. 2101 
(1986). 

Bock, Gisela. Racism and Sexism in Nazi 
Germany: Motherhood, Compulsory 
Sterilization, and the State. Signs: 
Journal of.Women in Culture and 
Society: 1983; 8: 400-21. · 
Tr3:ces the Eugenics Movement in 
Germany in the 1920's and into the 
Nazi era. The Nazis passed the Law for 
the Prevention of Hereditary Diseased 
Offspring which had nine categories of 
diagnoses which could lead to 
sterilization: five concerned · 
psychiatric "invalidity," three to physical 
11invalidity," and the ninth one was 
:alcoholism. Much more on sterilization 
of women is presented. 

Bogdan, .Robert; Biklen, Douglas. Handicapism. 
Social Policy; March-April 1977: 14-19. 
A very important article which defines 
handicapism in a manner similar to 
racism and sexism using the terms , 
prejudice, stereotype, and discri~ 
mination. Handicapism results in 
discrimination based upon presumed 
physical, mental, or behavioral 
differences. 

Boston Women's Health Book Collective. The 
New Our Bodies, Ourselves. Second 

· edition,. revisec;l; New York: Simon and 
Schuster; 1984. 
This revised edition of the feminist 

ground-breaker includes (for the 
first time) disabled women and details 
on the concerns of disabled women and 
girls. 

Brown, Hilary; Smith, Helen. Whose "Ordinary 
Life' Is It Anyway? Disability, 
Handicap & Society; 1989; 4(2): 105-19. 
A trenchant review of community care 
policy and normalization from the 

· feminist viewpoint showing the parallels 
between clients and women in the ways 
in which they are vtewed and treated 
which results in common oppression. 
Strategies for change are discussed 
and the inconsistencies of the values of 
individualism, competition,· and .self-
reliance (upon which most community 
care policy' is based) are shown to be · 
incompatible with the integration of 
disabled people into the community. 

Brown Roy I. (editor). Quality of Life for 
Handicapped People. London: Croom 
Helm; 1988.· 
In discussing the concept of "quality of 
life" this book demonstrates how 
uncertain it is. The. reality referred to by 
the term .is far too complex for a simple 
definition. A number of illustrations of 
the varying ideas are provided. 

Caplan~ Arthur L. The· Meaning of the Holocaust 
· for Bioethics. Hastings Center Report; 

July/August 1989; 19( 4): 2-3. 
The author, who is the director of the 
Center for Biomedical Ethics, presents 
the substance of papers presented at a 
conference on the Holocaust and 
bioethics. Caplan, Robert Proctor, and 
Benno Muller-Hill argued that German 
biology and medicine contained the 
theories of racial hygiene long before 
Hitler came to power.. Jay Katz 
maintained that Nazi scientists .followed 
five norms two of which - the 
. importance of scientific progress and a 
professionalism which said the patient's 
best interest was to trust the doctor -
still exist in contemporary medical 
research. Caplan reviewed the 
rationalizations of Nazi physicians to 
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including utilitarianism, obedience to the 
state, and advancing· the war effort. 
Ruth Macklin drew parallels between the 
justifications for Nazi euthanasia and 
present day arguments. Robert Pozos 
contended that the results of the Nazi 
experiments should be available to help 
others. Two survivors, Susan .Seiler 
Vigorito and Eva Kqr, contended that it 
would be complicity with the Nazis to do 
so. Another survivor, Robert Berger, 
said that those studies had .no 
contribution to make. Discussion made 
it clear that the claims of the Nazis had 
already entered contemporary science. 
An important question is why it took 
fm::ty years for the question of their use 
·to come forth. 

Churchill, L. R. Which Infants Should Live? On 
the Usefulness and Limitations of . 
Robert Weir's Selective Non.:treatment 
Handicapped Newborns. Social Science 
and Medicine; 1985; 20: 1097-1102. 

· A review of Selective Nontreatment of 
Handicapped Newborns by Robert Weir 

. (1984) which is described as the first 
systematic treatment of the problem. 
The implications of Weir's book are 
presented for. several current instances. 

Gerry, Martin H. The Civil Rights of 
Handicapped· Infants: An Oklahoma 
'Experiment'. Issues in Law & Medicine; 
1985; 1: 15-66. 
Discusses the ethical and moral issues of 
with holding treatment from severely 
disabled infants, the Oklahoma 
experimental program which led to the 
death of 24 infants with spina bifida, and 
the applicability (in this type of case) of 
Section 504, of federal civil rights laws 
such as 18 USC 241~42, and of recent 
federal legislation. 

Gostin, Larry. A Moment in Human Develop-
ment Development: Legal Protection, 
Ethical Standards and Social Policy on 
the Selective Non-Treatment of 
Handicapped Neonates. American 
Journal of Law and Medicine; 1985; 11: 
31-78. · 
A discussion of the legal, ethical, and 

social aspects of nontreatnient of 
severely disabled newborns. A new 
moral standard is proposed based on 
personal interests. After reviewing the 
Child Abuse Amendment of 1984 the 
author suggests that his work will assist 
the courts in balancing the disabled 
child's right .to privacy with the law's 
requiren:ients. · 

Gould, Stephen Jay. The Flamingo's Smile: 
Reflections in Natural Histmy. New 
York: W.W. Norton & Company; 1985. · 
This very read~ble work is a collection of 
Gould's essays which first appeared in· 
Natural History Magazin'e. One of the 
themes is .that the world can be 
explained in evolu- tionary terms: ·"The 
pre>of that our world is Darvtinian lies in 
the large set of adaptations arising only 
because they· enh~ce reproductive 
success but otherwise both hinder 
organisms ·and. harm species/' (page 45) . 
Essay 4 (pages 64-77) is a curious · 
discussion of whether persons joined and 
sharing bodies are one or two · 
individuals. It is a type of disability 
pornography because ~e treats them as 
objects. Essay 20 (pages 306-1,8) is the 
best available discussion of Buck v. Bell 
showing - among other things - that 
Carrie Buck and her daughters were not 
mentally retarded and that Carrie was 
the victim ofsexism. Essay· 21 (pages 
319-32) discusses Cyril Burt's fraudulent 
claim that 80% of intelligence is 
inherited. Gould also says in this essay 
that IQ does not measure intelligence, 
that nature and nurture interact, and 
that biological determinism is blaming 
the victim ( of social evils). 

Hirst, M. Young· Adults with Disabilities: 
Health, Employment and Financial. 
Costs for Family Carers. Child: Care, 
Health and Development; 1985; 11: 
291-307.. . 
Mothers of disabled youths are more 
likely to have a severe chronic illness, to 
have symptoms of psychiatric problems, 
to have less work force involvement, 
fewer hours of work, and lower earnings 
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than mothers of :non-disabled youths. 

Hollander, Russell. Euthanasia and Mental 
Retardation: Suggesting the Inthink-
able. Mental. Retardation; April 1989; 
27(2):'53:.62. 
After reviewing the Eugenics Movement 
in the nineteenth century he concludes 
that the same reality - killing people · 
labeled mentally _retarded - exists in this 

'l, century. It could increase if protests do 
not occur~ 

Holtzman, Neil A. Proceed with Caution:· 
Predicting Genetic Risks· in the 
Recombinant DNA Era. Baltimore: 
Johns Hopkins University Press; 1989. 
Although the recombinant· DNA 
procedures can be beneficial, there could 
.be a danger in that there will .be pressure 
·on pregnant women to. abort fetuses 
which might be at risk. Testing should 
be neither curtailed nor imposed on 
anyone. More knowledge of probability 
and gen~tics is needed· by everyone. 

Huefner; Dixie Snow. Severely Handicapped 
· Infants with Life-Threatening 
· Conditions: Federal Intrusions into the 

Decision Not to Treat. American Journal 
. of Law & Medicine; Summer 1986; 
'12(2): 171-205. . 
An extensive discussion of Bowen v. 
American H?spital (1986). 

Humphry, Derek. The Case for Rational Suicide. 
Euthanasia Review; Fall 1986; 1(3): 
172-76. 
Rational suicide .is justifiable for 
terminally ill or severely disabled persons 
provided that the individual is mature, 
seek~ medical help, makes all legal 
provisions necessary, avoids criminal 
liability for others, and leaves a written 
explanation. There is also a discussion 
of how _rational suicide i~ a form of 
self-control. . 

Kane, F.I. Keeping Elizabeth Bouvia Alive for 
the Public Good. Hastings Center 
Report; 1985; 15: 5-8. 
Completely misunderstands the ethical 

import of the Bouvia case by asserting 
that personal autonomy in.such 
situations must. give way to the primary . · 
principle of respect for life. 

Kane, F.I. What Nurses Profess: The Elizabeth 
Bouvia Case. Health Progress; 
July-August 1985; 66: 52-54, 68. 
Nurses are· bound by a moral code or set 
of ethical principles which would keep 
them from assisting Bouvia in her 
suicide. They are concerned with 
protecting life,. public health, and the 
general welfare and thus are committed 
to assisting disabled and ill persons. 
Nurses must reflect upon their ethical 
standards and go beyond mere tolerance, 

·. technical proficiency,·and a therapeutic 
understanding of the patient's needs. 
They must reaffirm the· sacredness of life 
and health. [Although a good statement 
of the dilemmas faced by nurs~s, the 
.author completely misunderstands the' 
ethical import. of the Bouvia case. 
Society educated and trained Bouvia for 
a profession, but social attitudes drove 
her to drastic and frantic actions.]. 

Lund, Nelson. Infanticide, Physicians, and the 
· Law: The 'Baby Doe' Amendments to 
the Child Abuse Prevention and Treat-
ment Act. American Journal of Law & 
Medicine;, 1985; 11: 1-29 ... 
Infanticide has reappeared in Western 
civilization in the neonatal intensive care 
unit where infants who are labelled 
mentally retarded, whp have spina bifida, 

· and/or who are born premature are 
allowed to die. The questions are who 
will decide on non-treatment and what 
will be the criteria. The author discusses 
the background and the likelihood for 
success of ,the new le~islation. 

Markus, K. The Nurse as Patient Advocate: Is 
There a Conflict of Interest? Santa Clara . 
Law Review; 1989; 29: 2-35. 
A discussion of the historical and 
· institutional basis of the conflicts · 
between a nurse's duty to patients, 
employers, and ·physicians. The courts 

· have wrongly applied ethical prin_ciples in 
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cases of conflicts because there are few 
guidelines available. State nurse 

. licensure statutes need to provide 
protection for good faith acts of 
advocacy on behalf of patients by nurses. 

Meisel, Alan. The Right to Die. New York: John 
Wiley and Sons; 1989. 

· Until the US Supreme Court reviews a . 
case involving the right of a patient to 
refuse life sustaining treatment and 
establishes guidelines, the diverse 
developments in the various states will 
b~ the law. Meisel reviews the law in the 
states and· discusses both legal and moral 
. reasoning on the issue. 

Munetz, M.R.; Lidz, C.W,; Meisel, A. Informed 
Consent and Incompetent Medical · 
Patients. Journal of Family Practice; 
1985; 20: 273-79. 
A patient who is mentally·incapacitated 
requires a surrogate decision maker. 
The situation arises most frequently with 
a patient who was capable, but who 
slowly becomes incapable. It also arises 
with comatose, mentally retarded, 
mentally ill, and "physically handicapped 
patients." While standards of capacity 
are not clear, one way is to determine if 
'the patient understands the physician's 
view and opinion of the best treatment. 
The surrogate · decision maker should, if 
possible, be a family member. 

Murphy, Robert F. Subjects and Objects .. 
Disability Studies Quarterly: 1989; 
(912): 1-4. 
As the author, a trained anthropologist, 
experienced a progressive disability, he 
became even more convinced that the 
observer and the objects of scrutiny 
merge ending all preten~ions to 
objectivity. All social scientists have a 
political agenda and must operate with 
that in mind. 

Palomar, Joyce Dickey~ School Health Services 
for Handicapped Children: The Door 
Opens No Further. Nebraska Law 
Review; 1985; 64: 509-36. 
Discusses the provision of health ( as 

opposed to medical) services by public 
schools under PL 94-142 under the 
decisions in United States Irving 

. Independent School District v. Tatro, 
104 S. Ct. 3371 (1984), and Board of 
Education v. Rowley, 458 U.S. 176 
(1982). 

b 

Physically Disabled Parents' Rights. Mental and 
Physical Disability Law Reporter; 1985; 
9: 435-36. 
Discusses the rights which disabled 
persons who are parents have in regard 
to keeping their chilc,lren as found in two 
cases. In both instances the parent was 
a mother. In Michigan Department of 
Social Services v. McDuel, · 369 NW 2d 
912 (1985), the Michigan Court of 
Appeals reversed a lower court decision 
terminating the parental rights of a · 
mother with multiple sclerosis with 
scathing remarks about the lower judge's 
misunderstanding of disability. In the 
other case, In re Green, 480 NE 2d 492 
(1984), the Ohio Court of Appeals 
upheld the awarding of ~stody to a. 
county agency of children of a mother 
who had ,uncontrolled petit mal seizures. 

I 

Powell, T. Hennessy; Hecimovic, Anton. Baby 
Doe· and the Search for a Quality Life. 
Exceptional Children; January 1985: 
15-23. 
Discussion of.the dimensions of the 
quality of life of severely disabled infants 
· and how it can be improved. 
Improvements in service delivery which 
improve the quality of life must be made 
known to service providers, policy 
makers, and the public. 

Proctor, Robert. Racial Hygiene: Medicine 
Under the Nazis. Cambridge: Harvard 
University Press; 1988. 
A review of the Nazi biomedical 
programs to "cleanse" the r~ce including 
the sterilization law, the control of 
women, the death camps, and 
euthanasia. Even though there was 
resistance among the medical profession, 
they initiated and managed the Nazi . 
programs. 
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Reiser, Stanley .J. Survival at What-Cost? · 
Origins and Effects of the Modern . 
Controversy on Treating Severely · 
Handicapped Newborns. Journal of 
Health Politics, Policy and Law; Summer 
1986; 11(2): 199-213. 
An extensive discussion of the question 
of the treatment· of severely disabled . 

. newborn infants and who should 
participate in the decision making. 

Rhoden, Nancy K.; Arras, John D. Withholding 
Treatment from Baby Doe: From 
Discrimination to Child Abuse. Milbank 
Memorial Fund Quarterly/Health and 
Society: 1985; 63: 18-51. 
Discussion of when withholding 
treatment becomes child abuse. 
Concludes that moving from a simplistic 
medical model way to answer the 
question of whether to withhold 

·· .treatment to examining the question_ of . · 
· the child's best interest is not much 
progress;·but it is better than nothing. 

·smith, George P., II. Genetics, Eugenics, and 
Public Policy. Southern Illinois 
University Law Journal; 1985: 435-53. 
Cites with approval Buck v. BelL 
Accepts discredited eugenics theory and 
offers the Juke and Kallikak family 
histories as proof. He is very concerned 
that ".•~one out ofevery twenty babies [in 

· the US] is born with a discernible genetic 
deficiency; of all· chronic diseases, 
between twenty and twenty-five per cent 
are predominantly genetic in origin. At 
least half of the hospital beds in America 
are occupied by patients whose 
incapacitie·s are known to be of a genetic · 
origin.. ; . [Modem medicine. keeps alive 
persons who] can reproduce. and thus · 

. may increase the·number of defective. 
genes in the gene pool.11 

( 435) 
Advocates restricting 11 

•••reproduction by 
those who, although not 'manifestly 
unfit' themselves, perpetuate human . 
suffering by giving birth to genetically · 
defective offspring.". (447).· 

Veatch, Robert M. The Foundations of Justice: 
Why the Retarded and the·Rest of-Us · 

Have Claims to Equality. New York: 
Oxford University Press; 1986. 

· . Rejecting alibertarian selfishness, . 
Veatch focuses upon the situation of an 
individual who needs considerable . 
assistance from society in a time of 
limited resources. Finding' support in 
both the religious and the secular 
traditions of ethics, he concludes that 

· minimizing inequalities and injustice is 
more valuable than personal liberty and 
autonomy. 

Wasserman, Gail A.; Allen, Rhianon. Maternal · 
Withdrawal from Handicapped Toddlers. 
Journal of Child Psychology. & Psychiatry 
& Allied Disciplines; 1985; 26: 381-87. 
Observing a sample of 12 disabled, 14 
prematurely·born ·and seriously ill, and 9 
nondisabled children ·and their mothers 
at nine months, 12 months, 18 · months, 
and 24 months, the study concludes that 
the mothers of the disabled children 
were more likely·to ignore their children 

· at 24 months than mothers of nondis-
, abled children and that children with 
· facial problems were the most likely to 
be ignored. There was an associated 
drop in IQ for the children between 12 
and 24 months. . 

Wertz, Dorothy C.; Fletcher, John C. Fatal · 
Knowledge? · Prenatal Diagnosis and 
Sex Selection. Hastings Center Report; 
May/June 1989: 21-27~ 
Today many medical procedures are used 
solely for the purposes of sex selection. 
Not ·only is this use wrong; but it will 
lead to abuse in terms of aborting all but 
the "perfect" child. Medicine must not 
remain ethically neutral to sex selection 

. procedures; but take a firm stand in 
opposition to them. 

Also suggested by Adrienne Asch; 

Midwest Medical Ethics. special issue on 
disability, Spring-Summer, 1990, Vol. 6, No. 2-3. 
Midwest Bioethics Center, 410 Archibald, Suite· 
106, Kansas City, MO 64111. . 
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Duncan, B. and Woods, D., (Eds.), 
(1990). Ethical Issues in Disability and 
Rehabilita- .tion: Report of a 1989 International 
Conference. New York: World Rehabilitation 
Fund)~ 

.. The Human Genome Project and the Social 
Implications of New Genetic Knowledge 

Eric T. Juengst, Ph.D. 

With the beginning of the current 
federal fiscal year on October 1, 1990, the fifteen 
year clock· for the "human genome project'1 

officially started at the National Institutes of . 
Health and the Department of Energy. Starting 
with the project, and within it, is something new 

. for federally supported programs of scientific 
research; concurrent funding for work aimed at 
anticipating the social consequences of the 
project's research and developing policies to 
guide. the use of the knowledge it wiH produce. 
As a result, the National Center for Human 
Genome Research at NIH will quickly become 
the vehicle for the largest public investment in 
biomedical, ethical, legal and social analysis to 
date. Disabilities studies represents one set of 
scholarly resources and perspectives that are 
considered central to this program. 

The National Center for Human 
Genome. Research (NCHGR) was .established to 
pursue, along with other federal, private ·and 
international organizations, the scientific effort to 
characterize the form .and content of the human 
genome. The information that will be obtained 
from this research --high-resolution genetic 
linkage and physical maps of all the human 
chromosomes, and human DNA sequence data--
will be a resource for studies of gene structure 
and function that will increase our understanding 
of the genetic aspects of human health and 
disease many fold'. 

It has been clear since the conception of 
the human genome project, however, that the 
process of uncovering this knowledge will require 
professional and public deliberations over an · 
important set of social policy questions: questions 

about the responsible use of genetic information. 
The most immediate consequence of.genome 
research will be the development of new 
diagnostic · and predictive. tests, well in advance of : 
corresponding therapeutic or curative advances~ 
.The implications of acquiring and using that 
knowledge aboqt individuals raise policy 
questions at multiple levels within society. The 
primary purpose of the Ethical, Legal and Social 
Implications Program at the NCHGR is to 
anticipate and· address these questions early in 
the life of the scieµtific project, to help optimize 
the benefits to human welfare and opportunity 
that its new knowledge can provide, and to' guard 
against its misuses. · · 

The program's agenda of issues }:las been 
drawn broadly, since it extends beyond the 
conduct of the .genome project to its applications 
(and implications) as well. Thus, the agenda 
includes basic questions about our understanding 
of "health" and "normal variation". arid the · 
definitions of terms like 11disability" · and "genetic 
disease," as :well as the many practical problems 
that turn on those interpretations. These · 
problems range, for example, from designing 
responsible protocols for conducting genetic 
research within the deaf community, to extending 
the protections of the Americans with Disabilities 
Act to people who simply carry single (but 
detectable) copies of genes that, in double dose, 
cause diseases like sickle cell anemia or cystic 
fibrosis. 

Three major sets of questions have been . 
identified by the program as particularly 
important to pursue as the genome initiative 
proceeds: 

1. Issues involved in the integration of 
new genetic tests into health care. Human 
genome research is expected to greatly increase 
the number of gene-based diagnostic and· 
prognostic tests available to health professionals. 
The social policy problems involved in integrating 
those tests effectively into medical practice· · 
include developing standards Jor a number of 
components of genetic health care. These · 
include standards for: 1) insuring the accuracy 
and quality control of genetic tests; 2) defining 

· the indications for testing and the design of 
testing protocols; 3) establishing the professional 
responsibilities of clinicians who perform tests; 4) 
protecting the confidentiality of information· · 
obtained from te~ting; · 5) controlling access to 
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and use of test results by third parties like health 
insurers; and 6) providing. reimbursement for 
testing· and test-rel.ated · counseling. 

The current focus of much of the 
· discussion of these issues is a test for the DNA 
' mutations 'involved in cystic fibrosis, which now 

makes widespread testing for CF carrier status 
conceivable. The professional practices and 
policies developed with respect to CF carrier 
testing are expected to establish important 
precedents for the development of subsequent 
tests, like the genetic predictors of breast and 
colon cancer risk now on the horizon. As a 
result, the Center is sponsoring an NIH initiative 
to evaluate and estaplish sound policies before 
the test for CF· carrier status becomes diffused 
into practice. . 

2. Issues involved in educating and 
counseling individuals about genetic test results. 
The primary risk that the diffusion of genetic 
tests poses is the misinterpretation of their 
fin.dings and the resulting potential for 
psychological trauma, stigmatization and 
discrimination against· those availing ·themselves 
of the . tests. Against the backdrop of the cultural 
meaning we tend to give to genetic· explanations 
of health· problems (i.e., that they imply 
immutable, inheritable problems that intrinsically 
implicate the .bearer's identity) individuals and 
social institutions already sometimes stigmatize 
genetic disorders and treat those with them 

· unfairly. This riskhroadens as the genetic 
elements of more health problems are uncovered 
and gene~based tests for susceptibilities and 
carrier states are developed. 

To protect against these risks, NCHGR 
is soliciting and supporting projects aimed at 
improving professional and public understanding 
of these tests and their implications. For 
example, a philosopher is leading an 
interdisciplinary team .of geneticists and 
physicians in a scholarly effort to clarify concepts 
of genetic susceptibility and draw out the social 

, meaning of their different interpretations. Other 
projects invo.lve social scientific studies of genetic 
risk perceptions; stigmatization and 
discrimination.. The conclusions of these studies, 
and the continuing 'involvement of those at risk 
for· genetic stigm·atization in the program's 
projects, wm help inform the professional 
deliberations of the medical community, and help 

1 

give substance to educational projects seeking to 

' ' ' 

· improve public understanding. 
3. Issues of access to and use of genetic. 

test results by third parties, including ·insurance 
providers, researchers and employers. One way 
to combat the unfair use of genetic information 
is to protect its privacy. Because· genetic 

· information pertains· to the most personal aspects · 
of individual's lives --their health problems and 
reproductive plans--· most wish· to ensure its. 
confidentiality. But genetic information. almost 
always has implications for other people's welfare 
as well:. spouses,. children and extended family · 
members. The interests ofhisurers; employers 
and biomedical researchers can also be affected. 
As a result, the ethical and legal bases (and 
limits) of such protections are still unclear. 
Thus, the program is supporting research 
projects addressing the legal status of genetic 
information, the information~sharing practices of 
biomedical· researchers, and the clinical ethical 
issues involved in maintaining confidentiality 
within, families. Meanwhile, the program is also 

· working \Yith the insurance industry to help it 
develop responsible practi.ces regarding the use 
of genetic testing, and with the research· 
community in human genetics, to improve · 
policies protecting the interests of participants in 
human genetic studies. · 

These issues will all continue to· attend 
new advances in human genetics, quite apart 

. from the genome initiative. Fortunately, they are 
also issues for which there are some precedents, 
at both professional and public levels. This 
background allowed both of the early science 
policy evaluations of the genome project, by the · 
National Academy of Sc~ences and. the U.S. 
Congress's Office ofTechnology Assessment, to 
highlight the ethical and social implications of 
the project. As their reports point out, however, 
the huinan genome initiative will dramatically 
extend the range of health problems, health care 
professionals, and patients who become involved 
in the issues. It is primarily the complexity of 
that broadened context that gives these issues 
their urgency as social policy-making problems. 

· The NCHGR's ethical and social 
implications program has attracted a great deal 
of scholarly, Congressional, and media attention 
as an innovation in federal science 'funding. · 

· From a broader-perspective, though, the program 
is a natural development for NIH. As the 
biomedical sciences mature, .biomedical scientists' 
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social responsibilities also grow. Scientists work 
increasingly with policy;.makers, health care 
providers and the public to anticipate the human 
implications of the knowledge they provide. · 
Over the past twenty years, professional and 

. public discussions of these implications _.;: under 
the banners of bioethics, technology assessment, 
and science· policy - have become an integral 
part of the· biomedical research process. · Over 
the next twenty years, advances in human 
genetics, accelerated by the human genome 
proj~ct, will feature prominently in these 
discussions. By pursuing t~e study of the ethical, 
legal and social implications of genome research . 
in concert with its scientific initiatives, the 
NCHGR simply takes up its responsibility to help 
make those discussions as timely, well informed, 
and productive as possible. 

For more information on the program and its 
activities, please contact: 
Eric T. Juengst, Ph.D. 
Ethical, Legal and Social Implications Program 
National Center for Human Genome Research 
National Ihstitutes of Health 
Bethesda, MD 20892 
(301) ,496~7531 
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