
Editor: Irving Kenneth Zola Managing Editor: Janet Boudreau 
Co-Editor for this issue: Alexandra Enders, Rural Institute on Disabilities, University of Montana, 
Missoula, Montana 59812. 

Issue Theme: The Politics of Disability 

To focus Summer 1992 ofDSQ on the Politics ofDisability seems especially timely. The 
ADA is just •kicking in,• the Reauthorization of the Rehobilitati.on Ac.t is working its way through 
congressional commiliees, aH political candidates seem more •sensitive• to health and disability issues, 
and there is much controversy in the Independent Living Movement itself over leadership and control 
So when Alexandra Enders suggested -tJ,e politics ofdisability" as a somewhat urgent theme we 
jumped at it:. So apparently did movement spokespersons - witness the 5 Midsection essays. Wllh 
timeliness as the byword Barbara Altman returns with her column, •Disability Statistics Count", and 
two new ones begin: Kate Seelman's •Disability Policy Research" and •From Our Washington 
Com!SJ)Ondent1s•. And finally there is a special and perhaps regular commentary by Alexander 
Vachon,• ADA, Disability Rights and American Foreign Policy".. 

As for upcoming issue.s: Fall 1992 (deadline September 1) will deal with Technology and the 
Co-EdiJor will be Deborah Kaplan (World InstiJute on Disability, 51016th SL, Oakland, CA 94612 
Tel 510-763-4100. Wuuer 1993, Generic (deadline December 1, 1992) will as usual be a generic 
one. Spring 1993 (deadline March 1) is entitled •&thinking Mental Illness from the Inside Out9 with 
lean Campbell as co-editor (17 Maxwell Rd., Chapel H,JJ, NC 27514. Tel (919) 968-6497. Summer 
1993, (deadline lune 1) will focus on •Genetics• with Adrienne Asch as co-editor (School ofSocial. 
Worl.; Boston Univenity, 264 Bay State Road, Boston, MA 02115). Fall 1993, (deadline September 
1) will emphasize •ChiJdren and Disability Issues• and Rosalyn Darling will co-edit (Beginnings, 406 
Main SL, Suite 201, Johnstown, PA 15901~ Tel (814) 539-1919. As usual spedol circumrtances may 
•bump" an issue. Please keep your suggestions and aiticisms coming. 

While we continue to print as much material as quickly as we con, we are at a finanda1 and 
equipment aossroads and must address you our readership. 

In 1990, we began experimenting with a new format and fonts. As a result ofthese changes 
we were able to print more ma.terial in fewer pages. 1990 contained 20% more material in 30% 
fewer pages but in 1991 we printed nearly 50% more material than in 1990 and in 1992 we may 
again print 50% more ma.terial than in the previous year. Your responses tell us you like what we are 
doing but our financial costs are escalating. 

Here is how you can help: 1) For 1993 we will by necessity be raising our annual mbsaiption 
rates for each category. 2) You can encourage others and your institution to subscribe. 3) I/you or 
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anyone you know has "deep pockets" you can make a tax-deductible donation to DSQ (payable to 
Brandeis University/DSQ.) 4) You may know where we can apply for funding. 5) You may be 
connected to someone who can "donate" computer hardware. This is the report ofour computer 
consultant. "DSQ is currently being written and compiled on a Zenith Computer with a 80286 
processor with 512k ofmemory and 20 Megabyte Hard D{sk. Because of the immense amount of 
textual data and intricacy offormatting needs, the current configuration has become. inadequate and 
limited. Memory limitations often contribute to unrecoverable e"ors in which large amounts ofworlc 
can be losL Equally, the limited amount ofdisk space requires constant downloading to disks and · 
limits the potential size ofeach DSQ issue. DSQ currently has several software packages which could 
greatly alleviate the complexity ofproducing the Journal (Mic,rosoft Windows and Aldus Pagemalcer) 
but due to hardware limitations, they are currently unusable. 

The possibility .of enhancing the current system (memory upgrades, Hard Disk Upgrade) has 
been explored and the price for such an upgrade is equal to ( or exceeds) some of the newer and 
cheaper systems available today. 

To bring DSQ production up to acceptable standards, the following system is required: 
M9mimum Requirements: HARDWARE: -an IBM-compatible 80386-33 Mhz processor, -a 120 Meg. 
Hard Drive, -4 megabytes ofRAM, -High Re$olution (SVGA) Monitor -color or monochrome, -

.1.44MB and 1.2 MB floppy drives. SOFTWARE: -Microsoft Windows 3.1, -Wordpe,fectfor Wmdows 
( optional), -Dos 5.0. CURRENT: Estimated Cost for Hardware: $1900 (1795.00 + 100 shipping) -
Gateway Systems." 

One last thing. We both new have voice-mail! It will be easier for us now to receive 
messages when you caJL Irv Zola's line is; (617) 736-2645 and Janet Boudreau's line is; (617) 736-
2644. Thank you as always. · · 

The Editors 

·.·..... ·.· .·. 'that most predictions are off the mark, and that 
.'<:F~us:. the real sport· is looking for the surprises. Like 

its immediate predecessor, section 504 of the Re-
habilitation Act of 1973 (P.L. 99-506), and 
sweeping social policy generally, ADA will likely 

ADA, Disability Rights, and American be more interesting for its unexpected and 
Foreign Policy . fortuitous results than for its anticipated impact, 

for good or ill. 
R. Alexander Vachon A case in point is ADA and American 

The National Disability Policy Center foreign policy, a connection that received scarce 
Washington, D.C. · mention any,.vhere in the ADA debate. But in 

July 1991, two amendments were proposed to the 
As widely reported, the Americans with 1992 foreign aid bill which would create for the 

Disabilities Act (P.L. 101-336) was greeted with first time specific disability-related responsibilities 
both great enthusiasm and great trepidation for the Agency for International Development 
following its second submission to Congress in ( 

11AID11
), which administers U.S. foreign assis-

May 1989. Advocates believed it would improve tance. 
opportunities of all kinds for people with The sponsors of both amendments 
-disabilities, but business and trade associations stressed the. responsibilities and obligations 
foresaw huge costs for implementation and a created by ADA to assist people with disabili~ies 
tidal wave of lawsuits. ar01.md the world through American foreign aid 

Consider another prediction about ADA: programs. The first amendment, sponsored by 
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Senators Dole· and Helms, would create an 
Office for International Rehabilitation and 
Therapy to provide medical, technic~, and 
scientific assistance to children and young adults 
who have di.sabilities incurred as a. result of war 
or exacerbated by former Marxist-I.4ninist 
regimes. ' 

In offering this amendment, Senator 
Dole stated: "Last year the United States enacted 
the landmark Americans with Disabilities Act of 
1990 ... which is the most comprehensive dis-
ability law to receive consideration anywhere in 
the world . . . . It is our duty to provide assis-
tance to other nations as they struggle to design _ 
medical and rehabilitation services for their 
citizens with disabilities" (Cong. Rec., S10,727 
{daily ed. July 24, 1991)). 

The second amendment, sponsored by 
Senators Simon, Harkin, and Dole, would 
authorize AID to establish and expand programs 
to assist persons with disabilities. In his remarks, 
Senator Simon stated: "President Bush indicated 
at the signing ceremony [ of ADA] that the 
United States had, by virtue of enacting ADA, 
become the world leader in establishing rights 
and opportunities for persons with disabilities. 
He noted that other countries are looking to us 
for leadership. These amendments will help 
make sure that we accept that responsibility and 
begin to carry out that leadership" ( Cong. Rec., 
Sl0,727 {daily ed. July 24, 1991)). (Note that the 
foreign aid bill was never passed, having been 
defeated in the House after conference. Foreign 
aid programs are currently funded by a continu-
ing resolution.) 

This interest in assisting people with· 
disabilities abroad marks a departure for the U.S. 
Government. In a February 1991 report 
prepared for the Senate Committee on Foreign 
Relations entitled, Foreign Assistance: Assistance 
to Disabled Persons in Developing Countries 
(NSIAD-91-82, Washington, D.C.), the General 
Accounting Office found that "[a]mong U.S. 
agencies, only the Peace Corps has a specific 
mandate to assist disabled persons .... 
Assistance from other agencies has generally 
been sporadic rather than part of planned 
programs with specific objectives to target 
disabled people" (p.3). 

Although medical, rehabilitation, and 
other programs are essentiai, ADA is of course 

fundamentally about the civil and human rights 
of people with disabilities and the elimination of 
discrimination. A commitment to human rights 
is a longstanding and basic tenet of American 
foreign policy. But at~ "disability rights" or the 
"human rights of people with disabilities" includ-
ed in the U.S. definition of human rights? 

At least in one respect the answer is 
11 11no. Every January 31st the State Department 
submits to Congress an annual report on human 
rights practices worldwide. In its report for 1990 
(released in February 1991), the State Depart-
·ment examined 168 countries, from Angola to 
Zimbabwe._ (Joint Committee Print, Senate 
Committee on Foreign Relations and House 
Committee on Foreign Affairs, 102d Cong., 1st 
Session (1991). Country reports on human rights 
practices for 1990. Report submitted to the 
Committee on Foreign Relations, U.S. Senate, 
and the Committee on Foreign Affairs, U.S. 
House of Representatives, by the State 
Department (S. Prt. 102-5). The report's 
working definition of human rights is broad, and 
includes respect for integrity of the person, e.g., 
freedom from political killing, disappearance, and 
inhuman punishment; respect for civil liberties, 
including freedom of the press, freedom of 
assembly, and freedom of travel; respect for 
political rights; worker rights, including the right 
to organize and bargain collectively; and prohibi-
tion of discrimination based on race, sex, religion, 
language, or social status. 

Nonetheless, the rights of people with 
disabilities are not directly considered anywhere, 
although the report has an unacknowledged dis-
ability subtext. Torture and inhuman punish-
ments may be disabling; for example, the report 
wryly notes that in Saudi Arabia "[i]n 1990 less 
than 10 amputations took place," all presumably 
as punishment for violations of Islamic Law. 
Regarding the status of women, there is 
information about the extent of female circum-
cision and wife beating. The report also 
discusses access by women to education and 
other services, creating a precedent for similar 
reporting on people with disabilities. 

Indeed, if this report was broadened to 
cover people with disabilities, it would have new 
value in at least three important respects: 

First, it would unequivocally establish 
disability as a vital international concern of the 
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U.S. As the report for 1990 states: "Preparation 
of these reports constitutes an important element 
of [United States] human rights policy .... In 
calling upon the Department of State to prepare 
these reports, Congress has created a useful 
instrunient for the cause of civil rights." (p. xii). 
This coverage might have global impact as well -
this report has served as a model to other coun-
tries in monitoring human rights. 

Second, it would have a direct impact on 
the conduct of State Department and the 
education of its foreign service officers: 11One of 
the very important consequences ... is that [this 
report has] made human rights concerns an 
integral part of the State Department's daily 
reporting and decisionmaking. A human rights 
officer in an Embassy overseas who wants to 
write a good annual human rights report ... 
must carefully monitor and observe human rights 
developments throughout the year . . . . In the 
past 12 years, the State Department has become 
decidedly better informed_ on and sensitized to 
human rights violations as they occur around the 
globe.". (p. vii). · 

Lastly, this report would comprise a 
unique and· important database on the 
circumstances of people with disabilities around 
the world and the recognition of disability rights. 
by national governments. 

In one respect, an accounting of the 
human rights of people with disabilities would 
embarrass the US. government. · Freedom to 
travel, a right recognized even in ancient times, is 
included in the U.S. definition of human rights. 
But at least one group of people with disabilities 
is denied this right by many countries: people 
with HIV disease. And, of course, the U.S. is 
one of the countrie~ that has been notoriously 
discriminatory in this regard. 

. Human rights monitoring is also 
conducted by independent, nongovernmental 
organizations. However, a similar inattention to 
disability rights also exists among such groups. 
For example, th~re is perhaps even less mention 
of disability-relevant information in the Hwnan 
Rights Watch World Report 1992, published by 
the Human Rights Watch (New York, December 
1991), a leading privately funded group that 
monitors both U.S. human rights policy and the 
human rights situation in selected countries, than 
in the State Department's human rights report. 

Given that one of the principle aims of Human 
Rights Watch since its founding in 1978 (as Hel-
sinki Watch) is to influence U.S. foreign policy to 
protect human rights, it is to be hoped that.it 
and other such organizations will also investigate 
and report on the rights of people with 
disabilities worldwide. In addition, as the 
Human Rights Watch has increasingly taken on 
monitoring of human rights abuses in the United 
States, it could also serve a useful role 
domestically in this regard. 

Another forum for U.S. action on both 
programs for people with disabilities and 
protection of their rights is the United Nations. 
Many U.N. cUtd U.N.-affiliated organizations have 
disability-relevant programs, including the 
Disabled Persons Unit (located at the United 

· Nations Office at Vienna), the United Nations 
Development Program, the International Labor 
Organization, and the World Health Organiza-
tion. 

· The U .N. has also had longstanding 
interest in human rights, and over the past 20 
years has been increasingly active regarding the 
rights of people with disabilities. Indeed, the 
modern international concord on human rights is· 
generally dated from the ratification of the 
Charter of the United Nations in 1945 and the 
Universal Declaration of Human Rights in 1948, 
supplemented more recently by the International 
Covenant on Economic, Social, and Cultural 
Rights (1966) and the International Covenant on 
Civil and Political Rights (1966). The three 
latter documents are sometimes referred to 
together as the "International Bill of Human 
Rights." 

These documents lay out the scope of 
human rights generally, and only by extension are 
they ·applicable to people with disabilities, e.g., 
the right to education and the right to marriage . 
The only explicit mention of disability is ill the 
· Universal Declaration of Human Rights, Article 
25, which states, "Everyone has a right to a 
standard of living adequate for the well-being of 
himself and his family, and the right to security 
in the event of ... disability .... 11 

In additio·n, although lacking the status 
of international convendons, in 1971 the General 
Assembly adopted the "Declaration of Rights of 
Mentally Retarded Persons," and iri 1975 the 
"Declaration. on the Rights of Disabled Perso.ns." 
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Th~ Declaration on the Rights of Disabled 
Persons proclaimed that disabled persons have 
the same civil and political rights as other per-
sons, and a right to medical~ rehabilitation, and 
other services which ''will enable them to develop 
their capabilities and skills to the maximum and 
will hasten their social integration or 
reintegration." 

In 1981, the U.N. International Year of 
Disabled Persons drew global attention to 
disability. A major outcome of that Year was 
formulation of the World Programme ofAction 
concerning Disabled Persons (adopted by General 
Assembly Resolution 37/52) and the subsequ~nt 
proclamation by the General Assembly of the 
U.N. Decade of the Disabled (Resolution 37/53), 
from 1983 to 1992. The World Programme of 
Action (available as a pamphlet from The Centre 
for Social Development .and Humanitarian 
Affairs of The United Nations and contained in 
United Nations document A/37/51, Official 
Records of the General Assembly, 37th Session, 
Supp. No. 51) extended the concept of human 
rights by more explicitly recognizing the rights of 
people with disabilities to equal opportunities. 

In July 1991, the U.N. Commission on 
Human Rights released a report entitled, Hu,:nan 
Rights and Disability: Final Report prepared by Mr. 
Leandro Despouy, Special Rapporteur. (GE.91-
12374-3531B; New York, July 1991). This report 
was commissioned in 1984, and provides a 
unique and useful review of basic legal concepts 
and international agreements affecting people 
with disabilities (including others besides those 
mentioned above), factors causing disability, 
discrimination against people with disabilities, 
and national and international policies to elimi-
nate discrimination and guarantee the rights of 
people with disabilities. Although its recom-
, mendations are generally of the 11do more" 
variety, it did consider means for continuing U.N. 
action on disability beyond the U .N. Decade of 
the Disabled. The recommendations effectively 
reject a proposal for a special international om-
budsman (which was apparently advocated by 
some nongovernmental organizations), preferring 
instead that such responsibilities be assigned to 
the Committee on Economic, Social, and 
Cultural Rights within the Economic and Social 

· Council.. However, an ombudsman would give 
greater stature to disability issues. 

Regarding the U .N. and the U.S. role at 
the U.N., we might ask three questions: . 

First, how alike are the U .N. formulation 
of the rights of people with disabilities and dis- · 
ability rights as understood in the United States? 

Second, how effective has the United 
Nations been in its disability programs and in 
protecting and advancing the rights of people 
with disabilities? 

Third, how active and effective has the 
U.S. been in promoting disability rights and 
programs at the U .N.? 

Clearly short answers will not suffice, but 
nonetheless several observations might be made. 
Regarding a comparison of U.N. and U.S. 
perspectives, we might begin by noting that both 
fundamentally .endorse the concept of equality of 
opportunity. Beyond that, a general theory of 
the rights of people with disabilities is poorly 
developed in both venues. At the U.N., it 
consists of a list of specific rights; in the U.S., it 
is a body of law. 

Regarding the effectiveness of the U.N., 
in practical terms its results h~ve been modest. 
As the GAO report concluded, "Although 
developing and developed countries have 
responded to U .N. initiatives to varying degrees, 
depending upon their priorities and available 
resources, much of what has been planned has 
not been implemented. For example, ... most 
of the suppqrt for [the World Program of Action 
Concerning Disabled Persons] has been 
expressed through annual resolutions of 
intergovernmental bodies. In addition, pledges 
to a trust fund established to support innovative 
programs for helping disabled persons declined 
from 1987 to 1989.11 (p. 3.) 

However easy to dismiss the U .N. role, it 
apparently has provided a basis for worldwide 
sophistication on disability issues. In my own 
experience, persons in developing countries often 
share a common conceptual framework on 
disability with persons from developed countries, 
even when their own resources are far short of 
what is needed for implementation of policies or 
programs; certainly part of the credit is owed the 
U.N. for its work. In addition, the U.N. has 
some very real accomplishments, e.g., in collect-
ing and publishing the first international statisti-
cal database on disability (see United Nations, 
Statistical Office, Office of the Secretariat, 1990, 
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Disability Statistics Compendium, Statistics on 
Special Population Groups, Series Y, Not). 

Lastly,. the U.S. at the U.N. No 
thorough, independent evaluation has apparently 
been conducted in this regard. However, the 
GAO report also notes that· 11[a]s the United 
States has traditionally co-sponsored resolutions 
on the disabled, it has correspondingly opposed 
any resolutions calling for additional U.N. activi-
ties unless fully offset qy reductions in other 
areas or carried out within existing resources. In 
addition, we were told by a Bureau [ of Inter-
national Organization Affairs] official that the 
United States does not have sufficient funds to 
give in support of the Decade· beyond its annual 
25 percent assessed contribution." Uncharitably, 
one might conclude that the U.S. supports the 
rights of people with disabilities abroad only so 
long as talk is cheap. On the other hand, U.S. 
financial support for the U .N. is so. considerable 
( the next largest budget share is 11.38 percent, 
borne by Japan) that this reluctance is perhaps 
understandable. (For a general review of the 
U.S. activities at the U.N., see United Nations 
Association of the United States of America 
1991. A Global Agenda: Issues Before the 46th 
General Assembly of the United Nations. New 
York: University Press of America. United 
States Department of State (1991). United 
States Participation in the UN. Report by the 
President to the Congress for the year 1990 
(Department of State Publicatioi:i 9880). 
Washington, D.C.: U.S; Government Printing 
Office). 

. The challenges of global disability are 
great. Today, it is estimated that there-are over 
500 million people worldwide with disabilities, 80 
percent of whom live in developing countries. 
But with the end of Cold War in 1989, never has 
the time been more propitious for advancing the 
social and economic condition of people with 
disabilities.. One might think that given the 
massive problems facing many countries, disabili~ 
ty would not be a priority. Experience indicates 
otherwise, however. The National Council on 
Disability, the US. government agency that pro-
posed ADA, organized a conference in Prague in 
:April,. dealing with disability issues of Poland, 
Hungary, and the Czech and Slovak Federal 
Republic. What was extraordinary about this 
meeting was the level of representation. The 

Polish delegation was led by the wife of Poland's 
President, Mrs. Danuta Walesa, and the Czech 
delegation by Mrs. Olga Havlova, wife of the 
Czech President. In discussions with members of 
the various delegations, it was clear that there 
was a common commitment that the economic 
and social growth of these countries should be 
open to, and shared by, all their citizens, 
including emphatically those with disabilities. 

And as part of a National Council on 
Disability delegation to the People's Republic of 
China in July 1991, I had a very similar 
experience. Without minimizing either the 
human rights situation or its massive problems, 
China appears serious about improving the lives 
of people with disabilities. Leadership is provid-
ed by Deng Pufang, son of Deng Xiaoping, the 
Chinese leader. Deng Pufang acquired a disabili-
ty during the Cultural Revolution in the early 
1970s: he was thrown from a window by the Red 
Guard, and today is paraplegic. He was instru-
mental in organizing China's first disability survey 
in 1985, and establishing the China Disabled 
Persons' Federation ("CDPF") in 1988. The 
CDPF is a nationwide organization that serves as 
an advocate for people with . disabilities, funds 
start-up rehabilitation programs, and assists the 
government in disability policymaking. 

And in May 1991 the 11Law of the 
People's Republic of China on the Protection of 
Disabled Persons'' came into force. This law is a 
fundamental legal guarantee that people with 
disabilities as citizens enjoy equal rights with 
other citizens and codifies important aspects of 
national policy, e.g., tax breaks for companies 
that employ people with disabilities. As Deng 
Puf ang emphasized to the delegation, rights 
cannot be secured by ·"beautiful words or beauti-
ful slogans," but require "practical measures." 

lam also reminded of a recent 
conversation with a cab driver in Washington, 
D.C. He asked what I did, and after I explained, 
he told me that when he first arrived in the 
United States he did not understand curb cuts 
and thought they were foolish. Now he feels 
quite differently - he was from Somalia, and as a 
consequence of their civil war thousands of 
people have acquired disabilities. He said the 
architecture of Somalia was almost wholly 
inaccessible, and this was a great problem. 

The Americans with Disabilities Act has 
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created new attention to disability and to the 
American perspective on disability. But if the 
U.S. is to be the world leader in disability it 
claims it wants to be, we need more than words 
and wishes - including a clearly articulated 
theory of disability and American foreign policy 
and a clear plan for action. We have neither, 
and these tasks are the test of our commitment. 

August 3-5. Complying with the 
Americans with Disabilities Act: A National 
Conference for Law Enforcement, Amway Grand 
Plaza, Grand Rapids, Michigan. Contact: United 
States Attorney's Office, 399 Federal Building, 
Grand Rapids, MI 49503, Tel. (616) 456-2404; 
FAX (616) 456-2408. 

August 9-14, 1'Bioethics in a Changing 
World," Cambridge, England. The Cambridge 
conference will bring together international 
scholars from medicine, philosophy and public 
policy to share their perspectives on moral, 
technological, and social problems that threaten 
individuals, societies and the planet. Topics 
include. withholding/withdrawing treatment, ethics 
committees, rationing health care, molecular 
technology, and environmental ethics. 

. Participants who are also interested in 
research may apply to the Certificate in 
International Bioethics Program. The certificate 
signifies successful completion of the week of 
meeting session, forums, and research project 
under the tutelage of British, European, and 
American faculty. For more information contact 
the International Bioethics Institute, 1721 Mar 
West, Tiburon, CA 94920-1932. 

August 9-14, 4th International 
Federation of the Hard of Hearing Congress on 
theme 'Let's Make the World Accessible for 
Hard of Hearing People by 2000', Jerusalem, 
Israel. Contact: The Secretariat, 4th 
International Congress of the Hard of Hearing, 
P.O. Box 50006, Tel Aviv 61500, Israel. Tel.: 
(972)(3)654571; Fax: 972 3 655674. 

August 16-19, Theory, Culture & Society 
10th Anniversary Conference, Champion, PA. 
Themes: Modernity/Reflexivity/Postmodernity; 
Body, Self and Identity; Cultural Theory and 
Cultural Change. Contact: Kathleen White, 
University Center for International Studies, 4022 
Forbes Quandrangle, University of Pittsburgh, 
Pittsburgh, PA 15260; ( 412) 648-7423; FAX: 
(412) 648-2199. 

August 16-22. The Institute for Family 
Policy and Study will conduct World Congresses 
on the Family (WCOF) every two years, 
beginning in 1992. The first World Congress will 
be convened in Columbus, Ohio, and will address 
strengthening families by examining family 
resources, family literacy through life skills 
education, and work and family issues. The 1994 
World Congress will collaborate with the United 
Nations' International year of the Family in 
examining, "Family: Resources and 
Responsibilities in a Changing World." Contact: 
The 1992 World Congress on the Family, The 
Ohio State University, Dept. of Conferences & 
Institutes, Room 175 Mount Hall, 1050 Cannack 
Road, Columbus, Ohio 43210. 

August 22, 23, & 24, Weaving Together 
Rural Resources for People with Disabilities. 
Common Threads 92 at Village Red Lion Inn, 
Missoula, Montana. Contact: Montana 
University Affiliated, Rural Institute On 
Disabilities, 52 Corbin Hall, The University of 
Montana, Missoula, MT 59812. Toll-Free 
800n32-0323 or 406/243-5467 Voice or TDD. 

August 30-September 3, Conference on 
the Changing Status and Emerging Roles of the 
Elderly in the 21st Century, Bombay and Pune, 
India. Contact: International Federation on 
Aging, Attn: S.D. Gokhale, c/o Kesari 568 
Narayan Peth, Pune 411030, India, FAX: 0212-
441677. . 

September 2-4, International Conference 
on Self-Help/Mutual Aid by the Canadian 
Council on Social Development, at the 
Government Conference Centre, Ottawa. 
Contact: Ann Chudleigh, Conference 
coordinator, Canadian Council on Social 
Development, 55 av. Parkdale Avenue, P.O. Box 
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3505, Station "C', Ottawa, Ontario KlY 4Gl. 
Tel: (613) 728-1865; FAX: (613) 728-9387. 

September 7-11. "Equalization of 
Opportunities: The Global Context," 17th World 
Congress of Rehabilitation International, at the 
Kenyatta International Conference Centre, 
Nairobi, Kenya. Contact: Executive Director, 
17th World Congress of R.I., Organizing 
Committee Secretariat, P.O. Box 56643, Nairobi, 
Keny~ Tel: 332227; Fax: (254) 2-337082. 

September 8-10, International Institute 
on Managed Health Care, Mayflower Hotel, 
Washington, DC. Contact: GHF/Registrar, 1129 
- 20th Street, N.w.,· #600, Washington, DC 
20036 U.S.A. FAX: (202) 331-7487. 

September 16-19, REHAB '92 the 7th 
International Exhibition for Care, Rehabilitation 
and Integration, Karlsruhe, Germany. Contact: 
Karlsruher Kongress, Hohe Strasse 39, P.O. Box 
100 555; D-4600 Dortmund 1, Gennany, tel.: (02 
31) 12 80 10/12 80 11, FAX: (02 31) 12 56 40. 

September 17-19, International 
Conference on· Population Aging, San Diego, 
California, USA. Contact: Conference 
Secretariat, University Center on Aging, College 
of Health arid Human Services, San Diego State 
University, San Diego, CA 92182-0273, Tel: (619) 
S94-6765, FAX: (619) 594-2811. 

September 18-2i, Joint Conference of 
BSA Medical Sociology Group & European 
Society for Medical Sociology. Description: 
Possible themes for this conference will be the 
impact. on medical sociology in Europe; 
subjective ·health ( conceptualization and 
measurement); comparative (European) research 
in_ medical sociology; incapacitating illness and 

. social support; drug and alcohol use; AIDS; 
health care/services; community-based studies; 
and health policy. Location: University of 
Edinburgh, Scotland~ Contact: David V. 
McQueen, Research Unit in Health and 
Behavioral Change, University of Edinburgh, 17 
Teviot Place Edinburgh EHl 2QZ; Tel, 31 650 
6192; FAX 31 220 4237. 

September 20-23, ·The Thirteenth Forum 
for the Behavioral Sciences in Family Medicine 

at the Swiss Hotel in Chicago. The theme of this 
year's forum is 11The Doctor-Patient Relationship; 
Context for the Healing Art. 11 The Forum is co-
sponsored by the Hinsdale Family Practice 
Residence in association with the Society of 
Teachers of Family Medicine. Contact: the 
Hinsdale· Family Practice Residency program, 
Hinsdale Hospital, 13S N. Oak Street, Hinsdale, 
IL 60S21 or call 708-877-3271. 

September 21-23, Third European 
Meeting on Psychosocial Aspects of Genetics, 
Nottingham, United IGngdom. Contact: Ms. P. 
Goulbert, Dept. of Clinical Genetics, H-Block, 
City Hospital, Hucknall Rd., Nottingham NGS 
lPB. -

·September 24-26, Fourth International 
Conference on Applied Demography, Bowling 
Green State University, Bowling Green, OH. 
The focus will be on 1990-91 census data and 
how applied demographers can make use of early 
data files, like STF1A in the U.S., while .other 
non-conventional data sources are equally 
interesting. Contact: Department of Sociology, 
Bowling Green State University, Bowling Green, -
OH 43403. 

September 24-26, Second Annual 
Lexington Conference on Aging & 
Developmental Disabilities. Campbell House 
Inn, Lexington Kentucky. Contact: Jim Stone, 
IHDI/CADD, Room 330, MIND Bldg., 
University of Kentucky, Lexington, KY 40506-
0051 or call (606) 257-1714. 

September 25, 26 and 27, Oeveland, 
Ohio, Stouffer's Tower City Plaza Hotel. Justice 
and Health for Children, National and 
'International Perspectives, an international 
conference. Contact: Justice and Health for 
· Children Center for Biomedical Ethics, Case 
Western Reserve University, 10900 Euclid 
Avenue, Cleveland, .Ohio 44106-4976. 

October 7-9, European Congress on 
'People with Disabilities - Living and Learning', 
Berne, Switzerland. Contact: Schweiz, 
Heilpadagogische, Gesellschaft SHG, Association 
suisse d'aide aux handicapes mentaux ASA, 
Postfach, CH-3000 Bern 14, Switzerland, tel.: 
031/26 29, FAX: 031/26 45 21. 
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October 8-10, Organization for the 
Protection of Children's Rights Second 
International Congress. Contact: Riccardo Di 
Done, President, O.P.C.R., P.O. Box 248, Jean-
Talon Station, St. Leonard (Montreal), Quebec 
HlS 222; (514) 593-4303. 

October 12-16, The Michael Harrington 
C.enter for Democratic Values and Social Change 
is organizing a national Health Care Teach-In. It 
is expected that a very large number of 
universities and colleges throughout the country 
will participate. Organizational and educational 
material are being prepared by the staff of the 
Michael Harrington C.enter and will be 
distributed without costs to anyone interested in 
initiating and/or participating in this important 
event. Health needs are enormous and the 
context is ripe for making a difference in 
determining the next development in health care.·· 
For information, please contact: Raymond S. 
Franklin, Director, Michael Harrington C.enter, 
Queens College, CUNY, 65-30 Kissena 
Boulevard, Flushing, New York 11367. 
Telephone: (718) 520-5122, FAX: (718) 997-
5534. 

October 18-20, Association of Behavioral 
Sciences and Medical Education 1992 Annual 
Meeting, The Village at Smugglers' Notch, 
Vermont, Conference Theme: "Ideas in Process: 
The Role of the Behavioral Sciences in Medical 
Education and Training." Contact: Conference 
Co-Chairs: Lee Badger, PhD, University of 
Alabama/CCHS, PO Box 870378, Tuscaloosa, AL 
36487. (204) 348-1389 or Maggie Moore-West, 
PhD, Department of Community and Family 
Medicine, HB 7250, Dartmouth Medical School, 
Hanover, New Hampshire, 03755 (603) 646-8857. 

October 22-23, Home Health Care and 
Elders: International Perspectives, Cleveland, 
OH. Contact: May L. Lykle, Director, University 
C.enter on Aging and Health, Case Western 
Reserve University, Qeveland, OH 44106; (216) 
368-2692. 

October 23-29, The First North 
American Regional Conference of Rehabilitation 
International in conjunction with the 
Rehabilitation International Annual Assembly 
Meeting. Organized by The Canadian 

Rehabilitation Council and The U.S. Council for 
International Rehabilitation, Atlanta, GA. 
Contact: U.S. Council on International 
Rehabilitation, International Square 1825 I 
Street, N.W., Suite 400, Washington, D.C. 20006. 

October 26-28, Second Workshop on 
Costs & Assessment in Psychiatry. Venice, Italy. 
Themes: The Cost of Depression; The Human & 
Economic Impact of Manic Depressive Illness; 
The Cost of Neurotic Depression; The Costs of · 
Affective. Disorders in Developing & Developed 
Countries. Contact: Association for Research 
into Costs & Assessment in Psychiatry, Via 
Daniele Crespi 7, 20123. Milano, Italy. 

November 1-6, Fifth International 
Congress on Rehabilitation in Psychiatry, 
Jerusalem, Israel. Contact: Mrs. Illana Shapiro, 
Kenes, P.O. Box 50006, Tel Aviv 61500, Israel. 

November 18-20, One of the major 
events commemorating the Decade of Disabled 
Persons will be an international scientific 
symposium, at the Queen Elizabeth Hotel in 
Montreal. Organized by the Office des 
personnes handicapees du Quebec 9OPHQ), this 
multidisciplinary research symposium, based on 
the theme "Sharing ten years of research," will 
deal with disabilities and their social 
consequences..Discussions will target the results 
of research conducted in the field of 
rehabilitation and social integration of persons 
with disabilities. It will also be an opportunity to 
better pinpoint the needs of persons with 
disabilities and to analyze the services and 
policies designed for them. The registration fee 
is $225 before June 30 and $325 after this date. 
Please send registration form and fees to: 
Colloque scientifique, Office des personnes. 
handicapees du Quebec, C.P. 820, 309, rue 
Brock, Drummondville (Quebec), J2B 6X2. For 
more information, please contact Suzanne Dore 
at the OPHQ at 1-800-567-1465, or 1-819-477-
7100. TDD: 1-800-567-1477. 

November 23, International Conference 
on Persons With Disabilities. The Vatican, 
Rome, Italy. Contact: Ginny Thornburgh or 
Mark Lewis, National Organization on Disability, 
910 Sixteenth Street, NW, Washington, DC 
20006. (202) 293-5960/293-7999 (fax) 293'-5968 

9 

, I / 



(TDD). 

10 dates (March 27 - October 16) in 10 
sites. Title II of the ADA covers 11public entities" 
which include-state and local governments and 
any of their departments of agencies. Thus, Title 
II would cover hospitals and other health care 
facilities or programs operated by state and local 
governments. It requires that each service, 
program, or activity conducted by a public entity 
must, when viewed in its entirety, be readily 
accessible to and usable by individuals with 
disabilities. Title III of the ADA covers "public 
accommodations" which are private entities that 
operate "places of public accommodation" such 
as hospitals and other health care facilities ( e.g., 
nursing homes, mental health clinics, and 
dentists; and doctors' offices). Public 
accommodations may not discriminate against 
persons with disabilitie~ in making their services 
available. To assist hospitals and health care 
providers in complying voluntarily with the law, 
the Department of Justice (DOJ) has funded the 
ADA Health Care Facility Access Project. Toe 
project is being carried out by the National 
Rehabilitation Hospital's (NRH) Assistive 
Technology Program and provides technical 
assistance to health care facilities regarding 
voluntary compliance with Titles II· and III of the 
ADA. Contact: Toe National Rehabilitation 
Hospital, The ADA Health ·eare Facility Access 
Project, 102 Irvir,.g Street, Washington, DC 
20010. Tel;(202) 877-1974/1975 TDD; (202) 726-
3996 Fax;(202) 723-0628. 

. Deadline: August 1 A chance to see 
your fiction, non-fiction, poetry or visual art in 
KALEIDOSCOPE: International Magazine of 
Literature, Fine Arts and Disability. This will be 
a special "Disability and Education" issue that 
explores the experiences of disability ·during the 
years of formal education, at various age levels, 
activities workshops or. classes, vocational 
programs, etc. Send all inquiries to: Darshan 
Perusek, KALElPOSCOPE, 326 Locust St., 
Akron, OH 44302-1876. 

Deadline: August 30, 1992. Toe 
scientific program committee of the Second 
World conference on Injury Control is soliciting 
abstracts for presentation during the conference. 
Abstracts will be considered for all areas of 
injury prevention. and control. However, 
preference will be given to those abstracts 
addressing the conference theme: Injury Control 
- What Works? Toe conference will be held May 
20-23, 1993 in Atlanta. For further information, 
contact the Conference Coordinator, Second 
World Conference on Injury Control, Division of 
Injury Control, Mailstop F-41, NCEHIC, Centers 
for Disease Control, Atlanta, Georgia 30333. 
FAX: 404-488-4349. 

Deadline: Abstract September 1. 1992, 
completed paper December 1, 1992. 1993 Spring 
Research Forum, March 18-19, 1993, San 
Antonio, TX. Theme: ''Transmitting the 
Tradition of A Caring Society to Future 
Oenerations.11 Papers should address specific 
differences among groups of people ( e.g., 
racial/ethnic groups, religious groups, gender, 
sexual diversity, economic and political climate; 
difficult life conditions, etc.) For your paper to 
be considered for presentation at the Forum, you 
must submit a double-spaced two page abstract 
of your paper prepared in letter-quality type with 
margins of 1" on both sides. Your abstract 
should contain the theme of your paper, the 
subjects it will cover, and the methodology used. 
Papers relating to the themes of this Forum are 
invited from both scholars and practitioners. For . 
more information contact: Independent Sector, 
1828 L Street, NW, Suite 1200, Washington, DC 
20036; FAX: (202) 457-0609. 

Deadline: September 2, 1992. Papers are 
solicited for the 1994 Yearbook of Cross-
Cultural Medicine and Psychotherapy (Verlag), 
edited The Constructive Potential of 
Psychedelics: Cross-Cultural Perspectives. The 
theme is the constructive and functional 
(positive, therapeutic, prophylactic, culturally 
integrative~ transitional, adaptational) potentials 
of psychedelic and hallucinogenic substances. 
The papers should have a focus on the functions 
or problems of the uses of these substances in 
traditional or industrial societies. Descriptive 
ethnographic data or evaluation of ritual uses 
should be complemented with a clinical, 
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comparative or cross-cultural analysis. 
Conclusions should have a clinical or practical 
focus or derive models for drug policy, the use of 
hallucinogenic or psychedelic substances in drug 
treatment, or in health care planning in 
traditional or industrial societies. Potential 
authors should submit an abstract or outline by 
September 1992 to Michael Winkelman, 
Anthropology, Arizona State, Tempe, AZ 85287-
2402. Final manuscripts are due by May 1993, 
should be 25-50 pages ( double spaced} and must 
be accompanied by detailed (1000-word} 
summaries in German. 

Deadline: September 30, 1992. The 
Sixth International Congress on Traditional and 
Folk Medicine will meet on the Texas A&l 
University campus in Kingsville, Texas, on 
December 6-11, 1992. The Congress will feature 
NAPRALERT (Natural Products ALERT), a 
dynamic database funded by the NIH and 
managed by the Program for Collaborative 
Research in the Pharmaceutical Sciences within 
the Department of Medicinal Chemistry and 
Pharmacognosy in the College of Pharmacy of 
the University of Illinois at Chicago. This 
database contains a synthesis of well over 90,000 
scientific journals, books, abstracts and patents 
from global literature since 1975., It is updated 
from current literature at the rate of 
approximately 700 articles per month. 

For further information, please contact: 
Dr. Eliseo Torres (51~} 595-3612} or Dr. Joe S. 
Graham (512} 595-2702) at Texas A&I 
University, Kingsville, Texas, 78363. Should you 
wish to submit a paper for presentation at the 
conference, contact Dr. Oscar Hutterer Ariza at 
the Academia Mexicana de Medicina Tradicional, 
A.D., in Cuernavaca, Morelos, Mexico, at this 
telephone no.: 011 52 (73) 14-12-40 or mail a 
completed form to this address: Dr. Oscar 
Hutterer Ariza, Salazar No. 215-A (Centro) C.P. 
622000, Cuernavaca, Morelos, Mexico. 
Application deadline for presenters is September 
30, 1992. . 

... Deadline for submission: October 15• 
1991. University of Puerto Rico at Mayaguez, 
Toe Discourse of Disability, Literature,. Film, 
Music, and Art by or about the Differently Abled 
- March 3-6, 1993. We invite you to submit a 
250-word abstract for a 20-minute paper that 

addresses the issue of physical disability in the 
arts. Papers may be presented in either English 
or Spanish. Please send abstracts to: Nandita 
Batra (Dept. of English) or Pierre-Etienne 
Cudmore (Dept. of Humanities), Discourse of 
Disability Conference, University of Puerto Rico 
at Mayaguez, Mayaguez, Puerto Rico 00681; or 
by Internet E-Mail to: 
MAY A_RUM%RUMAC@UPR1.UPR.CLU.ED 
u. 

Deadline: Open, Applied Behavioral 
Science Review, is a quarterly, multidisciplinary 
journal with a primary focus on policy analysis, 
including critical analysis of assumptions which 
undergird policy options in social systems. It will 
serve as a vehicle for academics and practitioners 
to develop conceptual reviews and empirical 
(both quantitative and qualitative) articles in 

· several areas: critical examinations of existing 
policy, the social impact of altered technologies 
and development, the policy implications of 
developmental changes, the analysis of casual 
dynamics overlooked or taken for granted by 
current policies, short and long-term implications 
of policy initiatives, the involvement of clients 
and publics in policy analysis, and related. 
matters. Send four copies of manuscripts in 
APA style to: David W. Britt, Editor, Applied 
Science Behavioral Review, Department of 
Sociology, Wayne State University, Detroit, Ml 
48202. 

Deadline: Open. Toe Journal of Applied 
Sociology is accepting submissions for a special 
thematic issue: "Applied Sociology in a Changing 
Environment.11 Manuscripts addressing the 
following questions are invited: do we need to 
consider changes in our social environment as we 
develop research strategies; are there new topic 
areas where we should conduct applied research; 
should we look for new types of sponsors for our 
research; should we be more or less "advocates" 
in our research? Manuscripts should be 
prepared in ASA format. Four copies and a $10 
submission fee may be submitted to: John S. 
Miller, Journal of Applied Sociology, Department 
of Sociology and Anthropology, University of 
Arkansas, 2801 South University, Little Rock, 
Arkansas 72204· 1099. BITNET: 
JSMILLER@UALR. 
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minute video which accurately portrays the issues .: ::NIEDIA CUPS···· involved in inclusive education in regular schools 

The Association For People with: Severe 
Handicaps Media Awards are made in 
recognition of excellence in media presentations 
that exemplify and foster TASH values and that 
reach a public audience. Media Awards are 
given, by the TASH Media Committee, in two 
categories: film and print. 

Joseph P. Shapiro, Associate Editor of 
U.S. News and World Report, Washington D.C., 
received this year's print award in recognition of 
the quality and accuracy of his accuracy of his 
written coverage of real-life situations as 
experienced by. people with severe disabilities. 
The articles submitted with Shapiro's 
nominations included "Pity Is A Four-Letter 
Word", "Forcing the Young Into Nursing 
Homes," and "Climbing Society's Mountains" 
(APF Reporter 1990-1991). Joseph Shapiro 
travels throughout the United States to interview 
people first hand, especially those with the most 
severe disabilities. His depth of u_nderstanding, 
sen~itivity and commitment have gone well 
beyond the responsibilities of his job. Honorable 
mentions in the print category were extended to 
Nat Hentofl' of The Village Voice, New York, 
New York; Mary Johnson of The Disability Rag, 
Louisville, Kentucky; and syndicated newspaper 
columnist Dianne B. Piastro of Long Beach, 
California. 

There was a tie in the voting for the film 
category Media Award. Awards will be 
presented to both Coruway Film Institute and 
Mitchell Shuldman. 

Coruway Film Institute was recognized 
for their production of Uncle Joe, a 52-minute 
documentary reviewers have hailed as "one man's 
declaration of independence.". Uncle Joe 
chronicles Joe's 28 years of living in a state 
institution and the de-humanizing effects that 
people with severe disabilities experience; and his 
desire and right to be included as a regular 
citizen in the community of Quincy, 
Massachusetts where he now lives in his own 
· apartment. The film was directed by William C. 
Rogers. 

Michael Shuldman was recognized for 
his creation of Equal Access For All, a ten-

as well as the benefits inclusion offers all 
students. The video follows a second grade 
student through her school day at Lebanon 
Elementary School in Lebanon, New Hampshire. 
Shuldman includes interviews with key individuals 
to achieve a powerful balance of information and ..human interest. 

The Challenge of Independence. 
Producer: John Weiler. Color, 30 minutes. A/V 
Health Services P.O. Box 1622, W. Sacramento, 
CA 95691. FAX: 916-373-0232. $39.95. 

I often have trouble with films billed, (as 
is this one), as 11inspirational,11 offering "a hopeful 
and encouraging message to the physically and 
developmentally challenged." However The 
Challenge of Independence is a better work than 
most in this genre. Produced in association· with 
the Disabled Consumer's Network, it offers a 
straightforward discussion of some of the 
concerns that individuals with disabilities might 
face when entering or returning to the work 
place. The film begins with narrator Jim 
Dolphin, a wheelchair user, discussing what 
disability means to him. Low-key and direct, 
Dolphin identifies the themes elaborated on in 
the rest of the film - that independence means 
"doing what we can as well as we can" and 
stressing that a person with a disability "has a 
right to fail, but not to give up." 

Brief sketches of four adults with 
disability are then presented: an older blind man 
who has had a wide variety of interesting jobs 
over the years, a working single parent who is 
deaf and who pilots small planes as a hobby; a 
singer who, after becoming disabled has 
continued to work in the production and 
composing· side of music and a woman with an 
intellectual disability who has a job and lives in a 
group apartment. It is refreshing to see. a film 
where the people featured, although apparently 
nice and interesting in their own right, are just 
normal people with a variety of interests and 
talents. Also, the moderator seems to be talking 
directly to, rather than 1•down to" the target 
audience. None of the information presented 
here is new or complex, but the direct, no-
nonsense treatment of the issues makes this a 
solid film, and probably most effective for 
someone who is newly disabled and beginning to 
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contemplate a return to the workplace or 
beginning in an independent living situation. 
Students and professionals who work with 
individ~als who have a disability, would also 
profit by seeing this film. (Nora Groce, 
Newington Children's Hospital, Yale University). 

People First: Serving and Employing 
People with Disabilities, 1990. Director: J. 
Lipton, 45 minutes. AlA Video/Library Video 
Network, 320 York Road, Towson, MD 21204-

. 5179. 1-(800)-441-TAPE. Purchase: $130; 
Rental. 

The audience for this film is a. very 
specific one. It is intended to familiarize 
librarians with the needs of patrons with 
disabilities, to highlight a few model programs 
and finally, to advocate for increased 
employment of people with disabilities within the 
field of library services. 

The film itself is very straightforward. A 
moderator, who is a wheelchair user, Mark 
Sakaley, introduces subjects and a brief 
reenactment of the situation follows - an 
encounter with a hearing impaired patron, 
providing assistance to an unreachable shelf for a 
wheelchair user, etc. In addition, several 
individuals with disabilities, discuss their specific 
needs. College professor Marilyn Phillips, for 
example, provides a very good explanation of 
what help she needs - and does not need, when 
she uses a library. A gentleman who is blind 
explains some of the benefits of new electronic 
information technologies. And very significantly, 
a man who is mentally retarded describes what 
the local library means to him, while he· shows us 
his favorite section - featuring books on native 
American birds. While many libraries are now 
wheelchair accessible and have an increasing 
number of books on tape for blind patrons, I 
would ·suspect that few have reached out into the 
community fot developmentally delayed children 
and adults. For many librarians, this will be an 
eye-opener. Several programs around the 
country that have made specific commitments to 
improve accessibility or hire staff who have a 
disability are highlighted and staff and 
administrators discuss their experiences. 
Featured in this section are programs that have 
established access centers and electronic 
information services. A librarian discusses a 
highly successful volunteer program using adults 

with mental retardation for many of the routine 
library tasks. Finally, Eunice Lovejoy, a librarian 
who has written a book entitled "Portraits of 
Library Services for People with Disabilities" 
urges viewers to set up advisory boards of people 
with disabilities and make sure the needs of the 
local disabled community are defined by people 
with disabilities themselves. 

None of the information presented here 
is necessarily new but I suspect is will catch the 
attention of librarians who believe that a 
wheelchair ramp alone makes a library fully 
accessible. Well organized, nicely filmed, 
accompanied by a good grief study and, of 
course, solid bibliography (these are librarians), 
this is art excellent film. It should be shown to 
every librarian in the country, and become part 
of the standard fare for library students. I would 
suggest that readers of DSQ take it upon 
themselves to recommend this film to their local 
public and university library administration, for 
there may be many who would otherwise miss it. 
(Nora Groce, Yale University, Newington · 
Children's Hospital). . 

The Waterdance (1991). (106 min., 
color]. Director: Neal Jimenez and Michael 
Steinberg; Producer: Gale Anne Hurd, Marie 
Cantin. Distributor: Pacific Western 
Productions, 1401 ocean Ave., Suite 200, Santa 
Monica, CA 94101. 
A Brief History Of Time 0991). [84 MINS., 
COLOR]. Director: Errol Morris; Producer: 
David Hickman. Distributor: Andrew Macbean, 
· ITEL, 48 Leicester Square, London, WC2H 7FB 
ENGLAND. 

There were two prize-winning films 
about disabilities at the recent Sundance Film 
Festival in Park City, Utah. They were The 

. Waterdance ( a somewhat autobiographical 
account of a writer who breaks his nee~ in a 
climbing accident and undergoes physical 
rehabilitation) and A Brief History Of Time ( a 
documentary about theoretical physicist Stephen 
Hawking, who has ALS, a neuro-muscular 
disorder). The Waterdance won the Audience 
Award for best dramatic film; the juried Grand 
Prize for best documentary went to A Brief 
History Of Time. 

The Waterdance traces the rehabilitation 
process of Joel Garcia (Eric Stoltz) who must 
discover new approaches to work (he is a writer), 
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relationships ( he was having an affair with a 1) Abe Fellows are designed to 
married woman [Helen Hunt] before his provide support for Japanese 
accident), and friendships (he is on a rehab ward and American research 
with an on-the-surface cool African-American professionals with a doctorate or 
ma.Ii [Wesley Snipes] who wants desperately to with an equivalent level of 
get his marriage back together, and a white, professional training as well as 
racist. biker [William Forsythe]). As the film third country nationals affiliated 
unfolds, the past that is now changed irrevocably with an American or Japanese 
looms as a backdrop to an uncertain future:. institution. Applicants should be 
what ~bout Joel's writing? What about his interested in conducting research 
relationship with his lover? All of these in the social sciences and the 
adjustments are worked out in day-to-day humanities relevant to any one 
struggles that ultimately bring the diverse set of or combination of the following 
people together. There is humor. The bigot themes: global issues, problems 
biker confides in Joel that 1'we whites gotta stick common to advanced industrial 
together against them niggers and spicks.11 Joel societies, and issues that. relate 
replies that his name is Garcia. There is to improving U.S. - Japan 
poignant imagery. Wesley Snipes' character tells relations. 
of his dream: . he is dancing on the water as fast 
as he can; if he slows down or stops he will sink 2) Abe Fellows will be eligible 
into the water and drown. Hence, the film's title. . for up to 12 months of full time 
The mismatched inhabitants of the rehab unit support although fellowship . 
become friends, supporting and caring for one tenure n~d no be continuous. 
another. The Waterdance is a good story and Terms of the fellowship· are 
the performances are solid. (Gary Kiger, Utah flexible, and are aimed at 
State University). · meeting the differing needs of 

Japanese and American 
-~ .. . researchers at· differing stages in ' 

..• OPPORTUNITIES/FUNDING. their careers. 

3) Fellows will be expected to 
affiliate with. an American or 

Given the increasing involvement vis-avis Japanese institution appropriate 
disability between the u.s.· and Japan, the to their research aim, and the 
following may be of interest: The Abe Fellow- fellowship will typically be used 
ship Program The Social Sciences Research for extended residence in the 
Council (SSRC), the American Council of country of study and research. 
Learned Scientists (ACLS) and the Japan 
Foundation Center for Global Partnership 4) Application forms may be 
(CGP) are now accept application for the 1992- obtained from the Social Science 
1993 Abe Fellowship Program. The Program's Research Council and must be 
aim is to encourage international accompanied by a ten page 
multidisciplinary research on topics of pressing statement of the proposal 
global concern in order to foster development of research activity. The deadline 
a new generation of researchers interested in for submission of applications is 
long range policy topics. The Abe Fellowship September 15, 1992. The awards 
Program seems especially to encourage a new will be announced by the end -of 
level of intellectual cooperation between November for the 1993-1994 
Japanese and American research communities in year. For further information 
order to build an international network of about eligibility or to request an 
scholars committed to and trained for advancing application contact: The Abe 
global understanding and problem solving. Fellowship Program, The Social 
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Sciences Research Council, 605 
Third Avenue, New York, NY 
10158. (212) 661-0280; Fax: 
(212) 370-7896. 

Center for Women in Government 
Fellowship on Woman and Public Policy. The 
program is designed to encourage graduate 
students at all accredited colleges and universities 
in New York State to pursue careers in public 
policy while increasing the capacity of New York 
State government to address issues of concern to 
women~ It is administered by the Center for 
Women in Government, a unit of the Gradua~e 
School of Public Affairs, Rockefeller College, 
University at Albany, State University of New 
York. Initiates in 1983, the Fellowship Program 
combines academic work and placement in the 
New York State Legislature or in a state agency. 
All placements are in Albany. The fellowship 
carries a $8,400 stipend. Free tuition is provided 
for 12 credits of academic coursework at the 
Graduate School of Public Affairs, University of 
Albany, SUNY. The 1994 application deadline 
will be in May 1993. For more information, 
contact: Maud Easter, Director of Fellowship 
Programs, Center for Women in Government, 
University Hall, Room 310, Albany, NY 12222 
(518) 442-3900. 

The Demographic and Behavioral 
Sciences 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 1, 
October 1 and February 1. Further information 
can be obtained by writing; DBSB/NICHD/NIH, 
6130 Executive Boulevard, EPN, Room 611, 
Bethesda, MD 20892. Tel; (301) 496-1174. 
FAX: (301) 496-0962. 

Special Issues in Women's Mental 
Health over the Life Cycle. The National 
Institute of Mental Health (NIMH) has issued a 
new Program Announcement to expand the full 

spectrum of research (basic, clinical, and 
epidemiological studies) on issues pertinent to 
women's mental health. Multidisciplinary 
research projects are encouraged. Studies are 
encouraged in basic science issues, premenstrual 
syndrome and late luteal phase dysphoric 
disorder, reproductive behavior and mental 
health, postpartum, mental disorders, mood and 
behavior changes associated with mental health 
aspects of the menopause, and gender differences 
in- the etiology, treatment, and prevention of 
mental disorders. In FY 1992, it is estimated 
that approximately $3 · million will be available 
from NIMH to support 22 new and continuation 
grants on mental health aspects of reproductive 
function in women. Gran ts focusing on specific 
mental disorders more prevalent in women or 
that examine gender difference in the etiology, 
course, and treatment of mental illness represent 
an additional source of funding, although the 
amount depends on appropriated funds and . 
program priorities at the time of the award. 
Contact: Susan J. Blumenthal, Chief, Behavioral 
Medicine Program, Basic Prevention and 
Behavioral Medicine Branch, National Institute 
of Mental Health, 5600 Fishers Lane, Room 
llC-006, Rockville, MD 20857; (301) 443-4337. 

Postdoctoral Fellowships in Medical 
Sociology of Aging. The PhD Program in 
(Medical) Sociology at the University of 
California, San Francisco, is accepting 
applications for 1992-93. Specialties in aging and 
chronic illness, family health; AIDS/HIV; health 
policy; health professions, occupations, and 
organizations; women, health, and healing. 
Contact: Barbara Paschke, Universit;y of 
California, San Francisco, CA 94143-0612; (415) 
476-3047. 

Postdoctoral Fellowships in Social 
Aspects of Health and Aging. Individualized 
programs are available that emphasize theoretical 
and research skills for studying issues relevant to 
health and mental health of the aged. Send 
letter and resume to: Eva Kahana, Department 
of Sociology, Case Western Reserve University, 
Cleveland, OH 44106; (216) 368-5247. 

The Urban Institute (UI) is now 
accepting applications for its 1992 Research 
Fellows Program. The goal is to attract talent~d 
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new .graduates in the social sciences and junior 
faculty members who are interested in exploring 
careers in public policy research. Fellows will 
work in Washington DC, with UI researchers on 
policy oriented studies of .social and economic 
issues. Fellowships are for 12 months. 
Applications will be reviewed and considered as 
they are accepted. Compensation will be 
commensurate with qualifications and experience. 
Applicants should mail resumes; names, 
addresses and phone numbers of three 
references; letter describing experience and 
research areas of interest; graduate and 
undergraduate transcripts; and writing sample ~o 
Director of Personnel, UI, 2100 M St., NW, 
Washington, DC 20037; (202) 833-7200. No 
deadline specified. 

The Henry A. Murray Research Center 
of Radcliffe College announces the availability of 
visiting scholar.opportunities and grant funds of 
up to $5,000 for· postdoctoral. research drawing 
on the center's data resources ( deadlines for 
grant applications October 1'5 and April 15). 
Funds of up to $2,500 are available for 
dissertation research focusing either on issues in 
human development or personality, the 
development of sex or gender differences, or 
some developmental issue of particular concern 
to girls or·women (deadline April 1). For 
information about these and other center 
programs, contact; The Henry A. Murray 
Research Center, 10 Garden Street, Cambridge, 
MA 02138, Tel: (617) 495-8140. 

The World Institute on Disability (WID) 
and Research and Training Center on Public 
Policy in Independent Living (RTCPPIL). The 
RTCPPIL is dedicated·to pursuing aprogram of 
research, training and· dissemination on public 
policy which impacts the capacity· of people with 
disabilities to live independent· lives in the 

· community. Currently the RTC is studying 
personal assistance services, personal leadership 
development, independent living centers and 
community assessment and change. The RTC is 
funded through a five year grant from the 
National Institute on Disability and 
Rehabilitation Research and is located at the 
World Institute on Disability, a public policy 
institute founded and administered by people 
with significant disabilities. · · · 

Opening, August. 1992 Research 
Associate: Primary responsibilities: (1) Design, 
conduct and/or assume lead responsibility on 
disability policy oriented research, both 
quantitative and qualitative. (2) Prepare reports, 
presentations and articles in refereed and non-
refereed journals for dissemination of research 
findings to a wide audience. (3) Lecture/present 
to variety of audiences. ( 4) Participate in policy 
development efforts at county, state, and national 
level. ( 5) Respond to information requests from 
press and policy makers. ( 6) Assume leadership 
responsibility for projects, including project 
quality, progress reports, budget management, 
work plans and time-lines. (7) Supervise 
interns/staff assisting with research. (8) 
Participate in internal RTC/WID development, 
planning and other administrative activities. (9) 
Participate in proposal writing for new projects. 

Job qualifications: Masters/Ph.D. in 
economics, public policy or related field; 
Quantitative research experience, including 
project design, questionnaire development and 
data analysis; Qualitative research experience 
helpful; Knowledge of disability; Experience with 
SAS or SPSS; Experience conducting demand 
and cost analysis a plus; Experience writing for 
publication; Experience as _teaching assistant or 
lecturer a plus; Knowledge of Word Perfect. 
Resume to: Mary Pugh-Dean, World Institute on 
Disability, 510 Sixteenth Street, Ste. 100, 
Oakland, CA 94612-1502, Tel: (510) 763-4100. 
Salary: Open, part-time to full-time. 

The National Science Foundation's 
Sociology Program encourages faculty advisors 
and their doctoral students st apply for a 
dissertation improvement grant. Dissertation 
improvement grants are awarded by the 
Sociology Program to support the highest quality 
doctoral dissertation research in sociology and 
related disciplines. Grants are for support of 
field work away from the student's home campus 
and for support of the enhancement of the 
acquisition and analysis of data, thus allowing 
greater creativity than would otherwise be 
possible. 

To be considered for funding by the 
Sociology Program in the 1993 fiscal year, which 
starts in· October 1992, dissertation proposals 
must be received by October 15, 1992 (Project 
funding of proposals selected in this evaluation 
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may begin on the 1st of February 1993 or later). 
Dissertation grants normally are for $5,000 or 
less. 

. Before beginning preparation of a 
proposal, advisors and students considering 
submission of a dissertation proposal are strongly 
encouraged to contact Annemette Sorensen, 
Program Director, or Sara Nerlove, Associate 
Program Director, Sociology Program, Division 
of Social and Economic Science, Room 336, 
National Science Foundation, 1800 G Street NW, 
Washington, DC 20550. Electronic mail; 
asorense@nsf .bitnet, snerlove@nsf.bitnet. 
Telephone: (202) 357-7802. Telefax: (202) 357-
0357. 

:: :S:OUCITATION/QUERY 

The ADA NETWORK is an exciting 
new project which will provide the most 
authoritative, in-depth ADA training available to 
date, to 400 people with disabilities from across 
the country. The 400 participants will be linked 
into an organized netvvork of ADA community 
specialists who will conduct training on the ADA 
in their local communities to people with 
disabilities and businesses with the support of 
extensive follow-up technical assistance from 
DREDF and ILRU. This is your chance to gain 
the. knowledge and experience you. need in order 
to provide top-notch information, training and 
consultation on the ADA. For more 
information, contact: Alan Meyer, Project 
Coordinator, ADA NETWORK--ILRU, 2323 S. 
Shepherd, Suite 1000, Houston, Texas 77019. 
(713) 520-0232, 520-5136 (TDD). The ADA 
NE'IWORK is a project of: The Disability Rights 
Education and Defense· Fund (DREDF) and 
Independent Living Research Utilization 
(ILRU). Note: First round of applications due 
May 29. Applications will continue to be 
accepted through September 15, 1992. Please 
apply as early as possible. 

The Dual Diagnosis Working Group of 
the Developmental Disabilities Program, 
University of Western Ontario, London, Canada, 
has recently been made aware that .there seems 
to be little research in the area of self-abusive 

behavior by developmentally. disabled (mentally 
retarded) individuals in pre-technological or non-
Western societies. It is the group's wish to 
collect any existing date on the subject, ·or to 
collaborate with a researcher who would be 
interested in pursuing this topic. Self-abuse can 
be defined as non-societally-approved injury to 
one's own person, such as head-banging (in· 
individuals above the age of three years), self-
hitting (fists to any part of the body), self-biting 
or -pinching, or any other type of self-harm.. 
Socially approved self-mutilation is not to be 
included, such as ear or nose-piercing, etc. If 
yoµ have any knowledge of research in this area, . 
or any direct observation or experience of this 
phenomenon in the field, please write to: Alice 
Puddephatt, Developmental Disabilities Program, 
University of Western Ontario, Health Sciences 
Addition, London, Ontario, Canada N6A SCl. 

Reviewers are being solicited for Gender 
and Society. If you are interested .in reviewing 
submissions for the journal request an · 
application form from : Margaret Andersen, 
Department of Sociology, University of 
Delaware, Newark, DE 19716. 

MIDSECTION 

Guest Editor's Introduction 

THE POLITICS OF DISABILITY -
UNDERSTANDING 

OUR DIFFERENCES 

. Alexandra Enders 
Rural Institute On Disabilities 

University Of Montana 
Missoula, Montana 

And 
Irving Kenneth Zola 

Department Of Sociology 
Brandeis University· 

And The Disability Studies Quarterly 

ADA was an exception in the politi~ of 
disability. The disability community was united 
as it rarely has been before. If we are going to 
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see- further advances, it is time to address some 
of the essential differences embedded in the 
various disability "sub-cultures" in the U.S. 
Rarely does the U.S. disability community reflect 
a singular perspective or unified framework for 
action. We are an aggregate ·of multiple interests 
and perspectives. Though outsiders tend to _see 
the disability community as a unified single 
interest, internally we are often a seething mass 
of seemingly contradictory values, especially at 
the local implem~ntation level. There are vast 
differences in assumptions about who is and who 
should be in control; about the interpretations of 
basic concepts like independence, independent 
living, integration; about the role of parents, 
caregivers, experts, and professionals; about · 

· economic and resource allocation . 
decisionmaking. 

Who should be in control? What does 
control mean? These are major points of 
disagreement, but we tend to flitter around them. 
Lack of consensus is particularly evident in issues 
of self-determination and representation for 
people ·whose ability to think and understand is a 
major defining feature of their diagnostic label: 
be they called "mental retardation", "mental 
illness", or "senile de mentia11 

• 

We assume that the other folks in our 
coalitions and networks understand the big 
picture perspectives, when they may not. We 

· often use the same words, but they frequently do 
not mean the same thing to all of us. For 
example, independence to some means being 
totally on your own, isolated, needing no support 
services; to others independence means 
integration and the ability to control your own 
life, regardless of how many support services you 
use. For some the source of support and 
assistance must be paid for and administered by 
strangers, for others it can only be tolerated if 
given voluntarily and by kin. 

· We have not yet found constructive ways 
to discuss our differences. Privately, we 
complain; publically we argue fine points of 
legislative language; personally some of us get 
caught in the crossfire. Even when the policy 
makers think they ( and we) are agreeing, when it 
comes to implementation in the real world, huge 
discrepancies appear. As pressure increases for 

· integrated community services and resources, the 
lack of a more common understanding and · 
mutual interpretation of a shared vision at the 

grassroots level leads to increasingly separate 
protected turfs, antagonism, and infighting over 
scarce resources. In turn, we bring conflicting 
messages to legislators and even the general 
public. The whole system bogs down further; 
inequity escalates, and our sense of urgency is 
diluted by lack of agreed upon priorities which 
are understandable beyond platitudes. 

It's time to put more of the divisive 
underlying issues on the table, clearly, with the 
expectation that we can come to a working 
consensus. Our differences are keeping us from 
unified national (and state) agenda(s). We need 
to understand where we are in genuine 
agreement, and where our assumptions and 
values are so different that we will never come to 
concurrence. Consensus needs to broaden the 
translation of some of our underlying differences 
into minimal strategies we can all support; it 
needs to spell out where we agree to disagree, 
and to be honest about what we are going to 
continue to fight about. We will never arrive at 
consensus unless we stop trying to pretend that 
we are now in harmony. We are not. 

For this issue of DSQ, representatives 
from several different constituencies were asked 
to start the discussion by describing their ideas 
about what it would take to develop consensus 
among disability subcultures. They were 
encouraged to discuss the most problematic 
issues related to control and representation, to 
define their culturally value-laden terms and to 
identify incentives for consensus building, as well 
as existing disencentives, with suggestions for 
effectively addressing them. 

We applaud the courage of the authors. 
They are publicly taking a stand in an area that 
feels very risky. We hope you will add your voice 

· to the discussion. There are clearly voices 
missing. We are not yet an ethnically diverse 
movement. We have not yet integrated the aged 
or dealt with our own concerns of aging. (Nosek 
1992) Some of the moral delemmas of our time 
- the entry into this life and the paths out of it -
pull us in different directions. As much as we 
might like we cannot hide form these issues. Tell 
us your thoughts and tell each other. 

Reference 

Nosek, Margaret A. "Political Responses to 
Long-Term Disability" in Gale E. Whiteneck et al 
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(Eds) Aging with Spinal Cord Injury. New York: 
Demos 1992 p263-274. 

· P.S. After these mid-section commentaries were 
solicited and our introduction written, we came 
across an illustration of the very dialogue we 
were calling for. The October/ 
November/December 1991 (Vol 57, No. 4) issue 
of the Journal of Rehabilitation. the official 
publication of the National Rehabilitation 
Association) contains a special section on 
"Empowerment" specifically created by its editor 
Paul Leung. William G. Emener opens with a 
provocative, "An Empowerment Philosophy for 
Rehabilitation in the 20th Century'. Carolyn 
Vash and Harlan Hahn contribute invited 
movement-based reactions and Emener ends with 
'a rejoinder'. 

IN YOUR BEST INTEREST? 

Linda Tonsing-Gonzales 
New Vistas Independent Living Center 

Santa Fe, NM 

The independent living movement is the 
disability rights movement -- the pursuit of 
human rights for all people with disabilities. 
These are basic rights due all members of society~ 
regardless of race, color, creed or disability. · 
Thus, people with disabilities have the right to 
equal access in the community, the right to be 
educated, work, marry, have children, and 
recreate as they so desire. The Independent 
Living philosophy maintains that these. rights are 
assured and will be fully realized when people 
with disabilities can take control in planning for 
their own lives; when they can choose options for 
themselves -- where to live, work, play; and when 
they can have equal access to society and to the 
support services they need to live an independent 
lifestyle. 

It doesn't sound very complicated, and 
indeed, for people with physical disabilities who 
have incorporated this philosophy into their lives, 

! ·great strides have _been made. Though barriers 
still exist to be sure, an important arid far 
reaching empowerment process has been set in 
motion~ creating a momentum that will not stop 
till full equality is achieved. 

Such is not the case for those with 

mental retardation. The movement for full 
human rights and equality lags sorely behind for 
those people whose cognitive functioning is 
impaired or retarded. Right or wrong, this 
disability group has been controlled by a 
formidable force of parents and advocates. 
Whether motivated by love, fear, guilt, 
embarrassment, despair. or disdain, these power 
groups have for generations, shaped the lives of 
millions of people with mental retardation. They 
have influenced legislators and gained 
considerable access to the coffers of federal and 
state budgets, much to the envy of the less 
politically organized folks with physical 
disabilities. They have effectively created a 
11special1

' status for those with mental retardation, 
who happily trust, or unhappily follow the course 
set out for them. 

Certainly advances have occurred for 
this population, with the move towards 
deinstitutionalization and greater community 
integration. Too often though, people who are 
mentally retarded are told that they cannot live 
independently. There should be no exceptions, 
no exclusions for those who want to pursue 
independent living. The term itself does not 
mean living alone, but rather, it is about options 
and necessary supports and making choices. But 
here we have a group whose disability appears to 
affect their ability to think, reason, discriminate 

· about what is 1'in their own best interest." Many 
times, in the name of providing individualized 
services, independent living goals are developed 
as if they are a privilege to be earned, rather 
than a right to be secured. Those persons able 
to progress to greater degrees of independence 
are asked to develop and demonstrate common 
skills with an almost unfailing diligence, rarely 
asked of the general population. In the name of 
11safety,11 life can become as limiting as a prison. 
Worries of "risk management" overshadow 
concerns. about a normal life. State licensing or 
fµnding requirements, rather than individual 
preference, dictate lifestyle. 

The human rights that are denied adults 
with mental retardation, by their parents or well-
meaning advocates, often border on the criminal. 
Guardianship is routinely imposed, sterilization 
surgery performed to prevent pregnancy, yet it" is 
a crime never articulated, and the victim 
succumbs without a fight or a trial. Even some 
activists in. the independent living movement 
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have turned their backs on this disability group. 
Driven by a cultural history of distaste for being 
lumped as "one of them,". p~ople with physical 
disabilities have stuck together in the movement, 
not ready or willing to take on the overbearing 
parental army. Too embattled in their own war 
to gain equality, they have traditionally snubbed 
the mentally retarded and have spoken 
condescendingly of their sheltered workshops and 
group homes. 

And yet, by its very nature, independent 
living is forcing unification. It is drawing out the 
commonalities of all disability groups: the 
negative attitudes of society toward people who 
are different; the inaccessible environments; job 
discrimination; the lack of funding for necessary 
support services. Terms .like ·"attendant care" are 
being expanded. to be more generic "personal 
assistance services." Personal assistance like 
readers, interpreters or people to help with daily 
living activities such as shopping, banking, money 
management, transfers, bowel and bladder care, 
driving, and reminding to take medications. 

Whether society likes it or not, 
independent living is here to stay. The 
movement, begun in the early 70's, has grown to 
over 300 Centers for Independent Living 
nationwide. The philosophy of independent 
living is what drives the movement and services, 
and its basic tenet of consumer control have had 
far reaching effects throughout the field of 
rehabilitation. People with disabilities will 
continue to demarid equal rights. They'll 
continue to be a more visible part of the 

·community. There is no shame in disability. 
This realization is dawning. on many people both 
with and without disabilities. 

People with disabilities are recognizing 
that li.fe involves risks, feelings of fear, joy at 
succeeding in growing to their highest potential, 
at failing and falling back, and at living life their 
own way. This is. a right afforded us all, disabled 
and non-disabled. 

For those persons who· will remain in the 
role of advocate, the question is, How does one 
balance "freedom" with "safety?" tiow can we 
feel safe in letting go? How can we listen and 
trust what we hear from the people whom we 
believe are incapable of thinking for themselves? 

How can we know what's best for 
someone when we are given the responsibility to 
choose for them? Try putting the question to 

yourself; would you want this plan, this activity, 
this team, this living situation? Would you 
really? If the answer is yes, honestly, then it's a 
good solution. If it's something you wouldn't 
want for yourself, but you think it would be 
good/o.k. for your consumer -- more than likely 
it is not. The golden rule can be applied: "Do 
unto others as you would have others do unto 
you." Reread the Rehabilitation Act of 1973 -
independent living is for everyone. We need to 
all agree on this and then move forward to 
assure it is a viable option for even the most 
severely physically or mentally disabled. In fact it 
is these persons who need the support first and 
foremost. 

THE LABELS THAT BIND 

Jacquelyn Brand 
Alliance for Technology Access 

Albany, CA 

I am a parent~ A non-disabled parent of 
a seventeen year old daughter with disabilities. 
Being a parent is always an awesome and 
sometimes overwhelming experience. Being a 
parent of a child with disabilities adds another 

· dimension to the experience. 
From the first days of my daughter 

Shoshana's disability at eight months of age, my 
role, and that of her father, has· been one of 
trying to find a place in regular environments -
preschool, school, synagogue, recreation 
programs, camps - where disability was just one, 
admittedly significant, but just one characteristic 

. of my daughter. And more often than not, the 
disability has defined our daughter's access to 
the world. 

More than that, once she started school, 
we had to choose the disability which would then 
determine her school program. Orthopedic 
impairment, speech impairment, visual 
impairment. She has all of these. And none 
capture her - the young woman who wants to. 
grow up to be an actress, who loves performance, 
musical and dramatic: The person who has a 
real interest and talerit in science, particularly in 
ecology and environment. Labels have been 
useless to her. More than useless~ really 
damaging. 

Later on, the questions were, should she 
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go to camp for kids with blindness or camp for 
kids with physical disabilities? Why couldn't she 
just go to camp for budding actresses? Again, 
the options available to her first required that 
she define herself as a part of one subgroup or 
another. The stated purpose of the subgroup 
was always to provide the •specialized• services 
she needed To me the p_urpose, or at least the 
result, was segregation from her non-disabled 
peers. What she needed was to feel a part of 
school, of the community, to build relationships 
and friendships, with kids of all kinds. To see 
kids with disabilities successful and equal among 
all students at school. 

As parents we fought the categorizing 
and the segregating. The definition based on 
disability. But most families lose that fight, and 
their kids go into the (fill in the blank) class for 
kids with (fill in the blank). As a result, 
Shoshana has not had much of an opportunity to 
go to school with peers with and without 
disabilities together. We were forced to choose 
one or the other. Refusing segregated classes 
meant going to class with almost no other 
students with disabilities. 

I think that may be slowly changing. But 
even today, in the affluent public high school 
which she attends, one of my daughter's friends, 
one of the few other students with disabilities, is 
segregated most of the day in · a special class. 
She leaves it to attend algebra, a class I had a 
great deal of difficulty negotiating when I was a 
high school student. This student seems to 
manage just fine, but apparently not fine enough 
to get her out of her mainly segregated, 
•specialized• environment. So things are 
changing very, very slowly. 

While special educators, therapists, and 
others working on remediation were a constant 
and important part of our lives, we would have 
welcomed more opportunities to have Shoshana 
interact with other people with disabilities, 
sharing their strategies, providing role models, 
and supporting her struggle to learn more about 
herself. Most of her educators, some of the best 
there are, were focused on what was wrong with 
her. She couldn't talk right, walk at all, see 
much. She had speech therapy, physical therapy, 
and occupational therapy, to name a few. Always 
working to ameliorate the disability. I believe 
she gained valuable skills, but I also think the 
price she paid was very high. The specialized 

services focused entirely too much on what was 
•not okay• about Shoshana rather than what was 
okay. The message, loud and clear, had to be 
that she was working to become who she was 
not. She needed to have a more holistic 
approach to education, which built on supporting 
who Shoshana was and is. I believe that labeling 

· and categorizing students reinforces this 
specialized and often negative approach to 
education. Shoshana was lucky enough to 
live in a community with a large population of 
people with disabilities and therefore many 
opportunities for friendships and connections. 
We hoped to find a variety of structured 
programs for parents and for young children at 
our local independent living centers, or at other 
consumer-run programs. We were disappointed, 
and frankly surprised, to discover that there was 
little interest in involving parents in the 
independent living movement, or in partnerships 
between consumers and family members. While 
we as parents needed to learn a great deal about 
helping our daughter move toward independence, 
we found little support beyond individual -friends 
and occasional opportunities as Shoshana was 
growing up. 

Now that Shoshana is nearly grown, have 
things changed? Absolutely not. There is no 
time when the difference and separations 
between families and children with disabiiities on 
the one hand, and adults with disabilities on the 
other, is more dramatic than during the teenage 
years. I am finding that the systems and 
structures which serve children, have no 
connection with the systems and structures which 
serve adults. Where are the role models? 
Where are the peers who can· say, be su~e to do 
X before you leave school, so that Y will 
happen? br, here's how you can accomplish 
your goals, even though there appears to be no 
way. Or, I know how you're feeling because 
I've been there. 

As parents, we are trying to step back, to 
give our daughter the chance to grow up and to 
function independently of her family. Yet once 
again, I don't see consumer driven programs 
which are reaching out to help her grow into 
adulthood. Again I see professionals, who want 
to label her in order to fit her into a set of 
services. With this disability, she gets regional 
center support. With that disability, she may 
have access to the department of rehabilitation. 
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Maybe the complexities of multiple disabilities 
make labeling more startlingly inadequate, but I 
·still believe that creating categories will be 
damaging and segregating, both from other 
people with disabilities and from other people 
period. 

·It's time to question the value of 
subgroups or labels. It's also time for families 
and adults with· disabilities to connect in a 
meaningful and respectful way. We have 
differences, and we have a lot in common. We 
certainly have the need to understand each 
other's perspectives. 

WHOSE LIFE IS IT?: 
THE ISSUE OF CONTROL OF PERSONAL 

ASSISTANCE SERVICES 

Julie Ann Racino 
Center on Human Policy 

Syracuse, NY 
and 

·Judy Heumann 
World Institute on Disabilities 

Oakland, CA 

This article was supported in part by 
Grant No. H133B0006-91 awarded to the World 
Institute on Disability and Cooperative 
Agreement No. H133B00003-90 awarded to the 
Center on Hum·an Policy.from the National 
Institute on Disability and Rehabilitation 
Research (NIDRR),. Office of Special Education 
and Rehabilitat.ive Services, U.S. Department of 
Education. The opinions expressed herein are 
those solely of the authors and no official 
endorsement of the U.S. Department of 
Education should be inferred. 

Personal Assistance: An Opportunity For 
Alliances 

· Personal assistance services are a human 
and civil right, which enable the users to exercise 
these rights and to participate in every aspect of 
sociocultural life including, home, school, work, 
cultural and spiritual activities, leisure, travel and 
political life. Millions of people with disabilities 
require some sort of personal assistance, which 
shoulq' be available without the need to exhaust 
personal and family resources, both financial and 

emotional. 
As a critical international policy issue, · 

personal assistance services ( called support 
services by some disability groups) is one 
potential avenue where disabled people and our 
allies from various constituencies, can come 
together to develop a more unified agenda on 
issues of consumer control. Each constituency, 
whether. psychiatric survivors, people with mental 
retardation, sensory or visual impairments, or 
physical disabilities, is recognizing that personal 
assistance services can play a role in the. quality . 
of their lives. 

Undergirding the concept of personal 
assistance is a strong consumer control 
orientation (i.e., control by the people who 

· actually use personal assistance services). This 
includes the right to refuse unwanted services 
and to select the personal assistants and services 
one chooses, thus enabling disabled people to 
achieve the goals we want in the whole area of 
human activities, including housing, 
transportation, community access, education, 
employment, economic security, family life~ 
interpersonal relationships of choice, leisure and 
political influence. Yet, the consumer control 
aspect of personal assistance services continues 
to be an area of strong debate, dividing often 
along disability group lines. To further 
discussion in these areas, we would like to share 
our perceptions about some of the barriers to 
personal control by people with disabilities of 
their. services. 

Barriers To Personal Control 

Focus on Best Interest Versus Self-
Determination and Independent Living 

One of the goals of services should be to 
assist people to live their lives in the way they 
determine to do so. Called self-determination in 
the field of mental retardation and independent 
living within the IL movement, both concepts 
contrast with determinations of best interest (i.e., 
what others think is good for the person or how 
others believe disabled people should live). 
Misjudging the Capacities of Disabled People 

Though some would argue that these 
concepts do not apply to people with significant 
disabilities, experience has shown how often the 
disability field misjudges the capacities of people 
with disabilities. For example, people with 
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autism who were viewed as having little 
comprehension are now communicating their 
preferences about both day to day matters and 
broader affairs. 

Presumptions of Incompetence and Fears About 
Disability 

Discussions about consumer control 
generally start from the basis of perceived 
incompetence or devaluation of people with 
disabilities. Persons with more significant 
physical disabilities who may need assistance with 
bowel and bladder needs are frequently told that 
they must use medical personnel to provide this 
assistance. People are assumed to be 
incompetent. Seldom is grave concern expressed 
about the extensive harm that can be caused by 
the curtailment of individual freedom. People 
may also fear becoming disabled themselves. 

Difficulties in Knowing What It Is People Want 
While we acknowledge that others will 

not always know what an individual wants, it 
seems reasonable to start from a People First 
approach, acknowledging our incapacities to 
always figure out what preferences a person may 
have. Doing so, would lead to different 
discussions and issues than those currently seen 
as central ( e.g., who should represent a class of 
people). 

Parents, Providers and Advocates Viewed as Sole 
Spokespersons for People in Particular Groups 

Particularly on the political and legal 
scenes, providers, parents and advocates have 
come to be the acknowledged representatives for 
certain groups of disabled people, such as people 
with mental retardation ( called cognitive 
disabilities by the IL movement). While not 
wishing to minimize the critical role of families, 
this has been used in practice to exclude the 
perspectives of adults whose interests may not 
correspond with those of their parents or 
guardians. 

Professional Control of Service Delivery Systems 
Disabled people are subjected to a 

variety of common societal experiences, including 
facing a pervasive lack of choices when forced to 
deal with service systems. Whether medical or 
rehabilitation, service delivery systems are 
controlled by professionals through service 

design, delivery and evaluation, often excluding 
the perspectives of the people they are to serve. 

Lack of Involvement of Disabled People in 
Power Structures 

Disabled people still are seldom 
represented in boards and planning committees 
with true decisionmaking power or are often 
represented on a token basis. This is especially 
so for people with mental retardation or 
psychiatric disabilities. What this means is that 
people not only are excluded from 
decisionmaking, but are denied the opportunities 
to gain experience and expertise in more 
powerful decision-making roles. 

An Either-or Approach to Representation (Self 
or Non-Self-Directing)· 

While we acknowledge the desire and 
need of some people for support in 
decisionmaking, in coordinating services and in 
other management roles, we believe that all 
disabled people, whether they have a guardian or 
not, should have access to information that 
affects or potentially could affect their lives. 
People should have choice in who may represent 
them on what issues. Decisions about assistance 
with self direction should be a personal versus a 
professionally determined process. 

Working Together And Achieving Change 
The consumer control aspects of 

personal assistance services provide an 
opportunity to begin to address the fundamental 
differences between national.groups or 
organizations on their beliefs about the control 
that disabled can and should have of their lives. 
As shared by disabled people, consumer control 
is a central concern to life quality: 

I was still feeling that my life was being 
controlled and .wondered why I couldn't 
move into a place of my own. 

Michael Kennedy (1990) 
For people who have experienced 
independent living, I don't think they 
would ever have anyone take over , 
control of their life again ...We have a 
right for equality, a right to participate in 
any part of society anyone else does. 

David Lewis (1992) 
The basic barriers described earlier. are 
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seldom addressed, instead hidden in a word or 
phrase in legislation, in decisions on financing 
and service strategies, on the definition of 
representation, and so forth. Returning to a 
discussion of the basics, particularly outside the 
legislative arena, can allow the opportunity to set 
the groundwork that is necessary for the 
challenge of working together toward a society 
where all belong and are valued. 
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PSYCHIATRIC SURVIVORS AND OTHER 
DISABILITIES 

Judi Chamberlain 
Center for Psychiatric Rehabilitation 

730 Commonwealth Avenue 
Boston, Massachusetts 02215 

The psychiatric survivor movement is 
more than twenty years old, yet it has achieved 
limited visibility within its constituency, in the 
cross-disability movement, and, in policy-making 
circles. While there are a number of reasons for 
its relative obscurity, the major ones have to do 
with the nature pf psychiatric disability itself and 
the way this disability is viewed by others. As a 
participant in the psychiatric survivor (11ex-
patient,11 "consumer") movement from its earliest 
days, I have seen these problems first-hand. 

There is debate within the movement 
itself as to whether psychiatric survivors are in 
fact disabled, or suffer instead from the results of 
societally-imposed stigma and labeling, .or some 
combination of both. This question· can be 
sidestepped to a certain extent by using the 
portion of the ADA definition that refers to 
persons "perceived as having a disability,11 since 

psychiatric survivors are almost universally seen 
by others as permanently impaired. However, 
there are major and very real differences betw~n 
a per.son who views him/herself as struggling · 
primarily with an illness, and only secondarily 
with societal attitudes, arid a person who sees 
these factors totally reversed. Even within the 
movement, there is a lack of consensus as to 
whether this is primarily a civil right struggle 
(which is certainly my perspective), an effort to 
secure better treatment, or a combination. 

A common theme uniting the various 
perspectives is self-determination, especially 
establishing the principle that we speak for 
ourselves, that no one else can fully understand 
our experiences. Whether viewed through the 
individual perspective of symptomatology or 
politics, survivors believe that they alone can 
express their needs. So we have groups as 
diverse as the National Depressive and Manic-
Depressive Association (NDMDA), on the one 

. hand, and the National Association of Psychiatric 
Survivors (NAPS), on the other, who take vitally 
different stances on questions of the validity of 
the medical model and the helpfulness of· 
professionals, to take just two highly . 
controversial. issues, united, however, on the 
importance of personal experience as establishing 
expertise. 

Obviously, these are questions with 
which all disability groups have struggled, but 
they are particularly applicable to people with a 
disability whose very definition has· to do with the 
inability to think and understand, with lack of 
insight, and with the inability to act in purposeful 
ways. It· is precisely these definitions that are 
used by all the other groups that claim the right 
to speak for psychiatric survivors (whom they 
obviously refer to by other names). The National 
Alliance for the Mentally Ill (NAMI), a parents' 
and relatives' organization, claims their right to 
speak for "those who cannot speak for 
themselves.11 Similarly, the American Psychiatric 
Association (APA) presents itself as an 
"advocate" for patients suffering from disabling 
illnesses that render their words and judgments 
meaningless and/or unreliable. Others groups 
that frequently speak 11for11 us include the 
National· Mental Health Association (NMHA), 
representing citizen volunteers; the National 
Institute of Mental Health (NIMH), representing 
government research and service interests; and 
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the various organizations representing all the · 
mental health disciplines ( e.g., social work, 
nursing,.etc.) and treatment settings (e.g., 
community mental health centers, rehabilitation 
programs, etc.). 

As the psychiatric survivor movement 
joins with the larger cross-disability movement, 
these issues arise again. Psychiatric survivors 
need to learn the issues that other groups face, 
and deal with our own beliefs, perceptions, and 
prejudices; similarly, other groups need to see 
through the stereotypes they may hold about us. 
The physical disability community (which, of 
course, is not monolithic), with its value of self-
determination and self-control, has often 
excluded, explicitly or implicitly, those deemed 
"incapable" of exercising such self-determination. 
This issue must be addressed if the disability 

. movement is going to become inclusive. 
Similarly, the psychiatric survivor movement must 
decide whether to become an active constituency 
or whether to continue to go it largely alone. 

There are obstacles that need to be 
faced and addressed to overcome mutual 
misunderstandings and heal divisions. It is 
essential that we engage in frank dialogue, even 
at the risk of hurt ·feelings, to avoid making 
public mistakes that will be far more . divisive. 
Our essential commonalities are basic: we all 
want the control over our own lives that society 
has denied us because of prejudice and 
stereotyping. We want an end to discrimination 
that keeps us segregated and poor. Our 
differences can, while they may appear deep, are 
simply of the same order. Strong alliances will 
benefit us all. Surely, we can find a way to bring 
them about. 

WAKE UP 

Colleen Wieck 
Developmental Disabilities Council 

Minneapolis, MN 
and 

Ed Roberts 
World Institute on Disabilities 

Oakland, CA 

The greatest mistake of the [ African-
American] movement has been trying to 
organize a sleeping people around 

specific goals. You have to wake the 
people up first. Then you'll get action. 

Wake them up to their humanity, to 
their own -worth, and to their 
heritage. 

Malcolm X 

Wake up people with disabilities. 

Wake up parents. Wake up students with 
disabilities. 

Wake up to your humanity! 

Wak~ up to your worth! 

Wake up to your heritage! 

The largest minority group· (people with 
disabilities) in the United States is not an organ-
ized political force. ADA was successful because 
it transcended all the subcultural issues, was 
aimed at civil rights, and was· aimed at others, 
not the vested interests of disability. 

By December 1992, Spike Lee will 
release his film on Malcolm X's life. Public con-
sciousness will be raised. For purposes of this 
article, are there parallels between Malcolm X's 
life and the evolution of the disability 
movement? Here are some stages that Malcolm 
X experienced: 

1. Do-Good Helpers: His family 
was deeply affected by the insti-
tutionalization of his mother, the 
succession of soda! workers, and 
teachers discouraging his career 
vision.· 

2. Oppression: Malcolm X learned 
how to con and rob the majority 

·by playing on stereotypes. He 
stated, 11White people are so 
obsessed with their owil · 
importance that they will pay 
liberally, even dearly, for the 
impression of being catered to 
or entertained.11 
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3. Self-Awareness: In prison, 
Malcolm X studied hundreds of 
books and was awakened to his 
own heritage, humanity, and 
worth. 

4. Separatism: Malcolm X 
organized separate organizations 
to teach discipline, community 
organizing, strategies, and tac-
tics. 
He wrote, "How is the black 
man going to get civil rights be-
fore winning human rights?" . 

5. Interdependence: At the end of 
his life, he realized that the 
enemy was attitudes and that we 
must enlist well-meaning citizens 
to help our cause. Every person 
must talk to others about 
oppression of minority members. 

No one person has the same sequence of 
experience as Malcolm X; however, the 
evolutionary stages are relevant to disability 
-discu~ions. 

Some members· of the disability 
community argue for disability pride; others for 
separatism. Some express outrage at do-gooders, 
while others are worktng on interdependent 
approaches. It is impossible to predict whether 
the disability movement can or will go through 
an evolution of stages such as Malcom X 
describes. 

Oppression seems to be a defining 
characteristic of the disability Struggle just as it 
was-with people of color. Some examples of 
oppression within disability include: 

• The, parent movement cares 
about the "best interests" of a 
person, while the independent 
living movement seeks "personal 
choice.11 That difference in 
philosophy is an inherent 
conflict. 

• . The independent living 
movement began with people 
with physical disabilities and is 
now reaching out to people with 

severe cognitive disabilities. 

• Control of groups:- 67% or 51 % 
people with disabilities vs. na-
tural proportion. The corollary 
is separatism vs. interdepend-
ence. 

• The celebrating of the 
emancipation of people with 
disabilities at the White House 
signing of ADA included 
handing out silk corsages made 
at a sheltered workshop. 

• Older parents trying to preserve 
a system of professional services 
vs. younger parents trying to 
create a new one based on 
support and assistance. 

• Professionals oppressing people 
with disabilities and their fami-
lies by "knowing what's best." 
People with disabilities and their 

-families acquiescing by saying, 
"Tell me what to do.11 

Given the limitation of space in this · 
article, we want to share some recommenda-
tions. 

What to do as next steps: • 
1. Recognize and respect all 

individual differences. "Let go" 
of the hostility toward each 
other. 

. 2. View disability as a class struggle 
rather than a clinical struggle. 

3. Spend time "building a shared 
vision and foster commitment, 
not compliance to that vision. 

4. Practice team learning and 
working cooperatively with each 
other. · 

Solicit and disseminate the 
history of disability from the 
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perspective of people with 
disabilities. Promote the history 
and pride of this heritage. 
Remember the poster that said, 
"Until the lions have their own 
historians, tales of hunting will 
always glorify the hunter.11 

6. Teach leadership and 
followership so that people can 
master competencies as well as 
developing self-esteem, 
autonomy, self-respect, control, 
decision making, and experience 
the right to fail. 

7. Follow the money . . .. Money 
should not only follow the peo-
ple, it should be controlled by 
the people. Know the· facts 
about where the tax dollar is 
going because it is not go_ing to 
disability issues. 

8. Abandon racism, sexism, ageism, 
separatism, and hatred .. 

9. Enable all people to do what 
they can do to improve their 
own circumstances and their 
own communities. 

10. Talk about life issues, not just 
disability issues--housing, em-
ployment, transportation. 

11. In all situations, remember that 
no one is a better expert than 
the person whose life is affected. 

12. Drop all the discussion about 
labels since we are all crippled 
by labels. We are. "just people." 

13. Protest Telethons.and Special 
Olympics at every opportunity. 

14. Join social justice organizations, 
environmental groups, and 
intergenerational advocacy 
movements. 

15. Register to vote and vote. Run 
for political office. 

The authors have spent the last five 
years working on this agenda. We have received 
federal grants to teach leadership skills to groups 
comprised of parents and people with disabilities. 
It is possible to create a shared vision of the 
future, to develop team work, and to respect 
individual differences. We urge others to call or 
write to us to describe their own work. We can 
learn from the experience of Malcolm X and 
awaken people to their humanity, worth, and 
heritage. 

ONGOING RESEARCH 

Employment and functional impair-
ment affect caregivers. Americans who work 
full-time outside the home while also caring for a 
functionally limited parent or other elderly 
person at home spend 20 fewer hours a week on 
caregiving duties than do unpaid caregivers not 
holding full-time jobs, according to a new study 
supported by the Agency for Health Care Policy 
and Research. The researchers, Rachel F. Boaz, 
Ph.D., and charlotte F. Muller, Ph.D. of the City 
University of New York, also found that working 
part-time or rearing children does not reduce 
caregiving hours. According to the researchers, 
the findings suggest that policymakers in the 
future may have to consider alternatives to 
informal help for community-dwelling elders. 
Women, who provide most of this help, are more 
likely than men to work part-time, but the trend 
in the United States is toward full-time career 
jobs among younger women. Coinciding with this 
trend is the rapid growth in the number of very 
old Americans, which is swelling the ranks of the 
Nation's disabled older population. Taken 
together, the two trends suggest that the future 
pool of informal caregivers may be· reduced. 
Nearly three-quarters of all informal caregivers 
are women and unpaid assistance is the major 
source of help for functionally limited elderly 
living at home. Without unpaid caregivers, State 
programs and the Federal Government would 
have to bear alarger share of the cost of 
caregiving for the disabled elderly. The study, 
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entitled "Paid Work and Unpaid Help by 
Caregivers of the Disabled and Frail Elders," was 
published in the February issue of Medical Care. 

In a related study, also funded by 
AHCPR, Drs. Boaz and Muller investigated why 
people give up caregiving. The researchers 
determined that working a full-time job outside 
the home, which reduces the time allocated to 
helping disabled relatives, has not prompted 
people to quit caregiving. Neither has having to 
raise young children. According to the 
researchers, whereas other studies have focused 
on stress factors in caregiving, their findings show 
that emotional distress does not affect the 
decision to relinquish caregiving responsibilities. 
The major factor behind caregiver attrition, say 
the researchers, is the degree of dependence of 
frail and disabled elders and the burden this 
imposes. Having to help a person get in and out 
of bed, use the bathroom, dress, and eat means 
being on call around the clock in many instances. 
Under such circumstances, caregivers get too 
little sleep and their entire daily schedule is tied 
to the needs of their charges. When this 
happens, other helpers - paid or volunteer -
replace the original caregiver, or -the disabled 
person is placed in a nursing home. Details of 
the study, "Why Do Some Caregivers of Disabled 
and Frail Elders Quit?" by Drs. Boaz and Muller, 
appeared in the Winter 1991 issue·(published in 
February) of Health Care Financing Review. 

The studies, funded under grant 
HS06030 from AHCPR's Center for General 
Health Services Extramural Research, were based 
on data from the National Long-Term Care 
Survey and the. National Informal Caregiver· 
Survey. 

Long-term care studies bibliography 
published. A new, 8-page annotated bibliography 
from the Agency for Health Care· Policy and 
Research summarizes all research published since 
1987 by staff of the AHCPR's Division of Long-
Term Care Studies. The Division, a program of 
AHCPR's· Center for General Health Services 
Intramural Research, conducts research designed 
to inform policymakers about the long-term care 
system and how public policies affect it. The 27 

· studies described in the bibliography examine the 
long-term care needs and cost of services for 
functionally disabled persons, particularly the 
aged. Included are national estimates ·of the size 

of the long-term care population that would be 
eligible for proposed programs; factors predicting 
care needs; analyses of the behavior of 
consumers of care; evaluation of alternative 
approaches to the financing, organization, and 
regulation of long-term care; and other studies. 
Free, single copies of Annotated Bibliography: 
Long-Term Care Studies, AHCPR Publication 
No. 92-0009, may be obtained from the AHCPR 
Publications Clearinghouse, P.O. Box 8547, Silver 
Spring, MD 20907; (800) 358-9295. 

.DISABILITY POLICY RESEARCH 

Katherine D. Seelman 

With this issue, DSQ initiates a column 
on disability policy research. The column is 
meant to be a lively ·and provocative forum in 
which to address research topics, more on a 
conceptual than on a hands on level. For 
example, recently, I was a very turned on panelist 
involved in a lively discussion with a group of 
young research interns with disabilities. The 
discussion was around the tension between 
research and advocacy. We wrestled with 
potential problems such as research results that 
show that institutionalization costs less in public 
dollars than do personal attendants and other 
support services. What to do? 

Research has two goals. The first is to 
come out with new knowledge and the second is 
to provide knowledge which is useful in social 
change. Clearly the Society for Disability Studies 
(SDS) is a research organization committed to 
social change. Many of us believe that 
consumers should be involved. in every stage of 

· the research process, especially in identifying 
emerging issues, serving as peer reviewers 
thoughtful about the underlying biases of 
particular methodologies, and finally as recipients 
of research results that are useful in enhancing 
independent living, productivity, community 
integration and accessibility. On the one hand, 
research has an internal integrity and researchers 
have a responsibility to maintain that integrity. 
On the other hand, much of the load in the 
research wagon must be useful to the community, 
including advocates. The role of the researcher 
is also a subj~ct of potentially lively discussion. 
Should we be witnesses in public hearings, 
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writing in local newspapers? These topics and 
challenges are among the many examples of 
subjects appropriate for this column. 

. This is a particularly challenging period 
for disability policy research. We sense the 
emergence of a discipline and the imminent 
launching of disability studies programs within 
academia. Perhaps, chairs will be endowed and 
disability intern programs established. No 
matter, public policy planners will still demand, 
in this period of fiscal constraint, research 
integrity in the form of numbers to substantiate 
the claims of those calling for attendant services 
and other programs on the disability-.advocacy 
agenda. Lobbyists within the disability movement 
will know what to do with these numbers should 
they become available. However, these policy 
research demands constitute formidable research 
challenges. Where are our functional measures, 
our social and attitudinal measures? Will these 
measures appear as questions in major surveys? 
What will survey results suggest for policy 
initiatives. Will cost benefit studies of provision 
of attendants, readers for the blind and 
interpreters for the deaf indicate increased 
productivity by people with disabilities? What do 
we mean by productivity? How can we launch 
policy research addressed to the problems of · 
minorities with disabilities or the homeless with 
disabilities? What tools should we use: surveys?, 
ethnographic studies? · 

Policy research needs are pressing. 
Currently people with disabilities are in a period 
of transition from old to new turf. The old turf 
is filled with policy, such as Medicare and 
Medicaid, underpinned by values of 
medicalization and professional rather than 
consumer decision making. The new turf is 
lightly furnished with civil rights policy, such as 
the Americans with Disabilities Act, and some 
policy in support of independent living services, 
such as the Technology Related Assistance for 
Individuals with Disabilities Act. For the most 
part, people with disabilities have to return to 
the old turf to put together a service package 
which works for them. Here in Washington, 
policy makers ask for numbers to show that 
personal attendants, interpreters, home care and 
assistive technology increase productivity. The 
numbers are not there. -

Please take a few minutes to send in 
your ideas about this column or to share a brief 

synopsis of policy research in progress. The next 
few columns will probably update the ADA and 
address personal assistance--unless I am drowned 
in mail from you with other recommendations. 
My address is Kate Seelman, Box 1056, 
Washington Grove; MD 20880. · 

THESES ABSTRACTS 

Dissertation Abstract of 
DEHOSPITALIZATION AND SPOUSAL 

CAREGIVING: 
ARE WIVES AT RISK? 

Susan Masterson Allen, Ph.D. 
Brown University 

May 1992 

Underlying current trends to 
dehospitalize medical treatment and aftercare is a 
vague assumption that community supports are 
adequate to meet patients' needs. However, 
many dimensions of families' situations could be _ 
problematic for meeting these needs, including a 
lack of caregiving skills on the part of the person 
expected to provide care. This issue is 
particularly germane to husbands, some of whom 
m,ay find themselves expected to cook, shop, 
clean house and care for a sick person, tasks they 
have seldom or never performed before. While 
men are now in the minority in the caregiving 
role, declining family size and increasing 
proportions of childless couples imply that men 
may be the sole source of assistance for many 
wives and aging parents in the future. A major 
argument of this study is that not all caregiving 
performance is equal, and that, in particular, 
some husbands' lack of experience in the skills 
inherent in caregiving may have adverse effects 
on wives under their care. 

I investigated gender differences in 
spousal caregiving performance in a sample of 
353 currently ·married cancer patients undergoing 
outpatient cancer treatment. I tested the 
hypothesis that husbands are more likely than 
wives to respond in a manner suggesting the 
experience of role incongruence when faced with 
expectations for caregiving, given that the 
activities comprising the caregiving role are 
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traditional feminine responsibilities. My primary 
hypothesis ·is supported by the· outcomes of 
virtually all analyses. Husbands were less likely 
than wives to help their sick spouses with 
personal care and household management tasks 
such as cooking, cleaning and shopping. When 
husbands did help, they were more likely to be 
sole caregivers. While women with cancer in this 
sample received more hours of care from non-
spousal sources than men with cancer, this higher 
amount of supplemental help did not 
compensate for the deficit in hours of care 
provided by their husbands. Consequently, 
women received fewer hours of help overall than 
men. As hypothesized, women undergoing 
treatment were more likely than men to report 
unmet need for assistance with household tasks. 
They were also· more likely to have higher levels 
of levels of formal service use to supplement 
informal care. 

Longitudinal results are consistent with 
baseline findings. Caregiving wives were more 
likely to lose their helpers than caregiving 
husbands between baseline and followup 
interviews, conducted 3-6 months post-baseline. 
Female patients were mo·re . likely than male 
patients to retain formal services between Time 1 
and Time 2, resulting in an overall increase in 
formal service use from 14% at Time 1 to 20% 
at Time 2. Female patients reported three times 

. more unmet need with household tasks at Time 
2 than men, and were. less likely to have resolved 
unmet need reported at Time 1. 

· In conclusion, the prolongation· of 
survival by increasingly effective medical 
technology implies a growing number of people 
living with ongoing.health problems, the· majority 
of which will be managed and treated. in 
outpatient settings. This overall increase in 
functional impairment will require greater role 
sharing in the home if patients' needs are to be 
adequately met.· . Results of this study provide 
evidence that male caregiver gender is a flag 
suggesting the possibility of low social support, as 
more men are called on to fill the caregiving role. 

: • DISABILI1Y STATISTICS COUNT 

Barbara Altman 

Agency for Health Care· Policy 
Rockville, MD 

This Spring, I had the opportunity to 
attend a conference bringing together scholars, 
researchers, practitioners and policy makers to 
develop a research plan to improve medical 
diagnostic criteria in determining musculoskeletal 
disorders and disability. Once again the issues of 
definition are raised, specifically in order to 
develop appropriate measures to be used for 
research and applied in policy development. Co-
sponsors of the conference included the National 
Center for Medical Rehabilitation Research, The 
National Institute of Arthritis and 
Musculoskeletal and Skin Diseases, the Social 
Security Administration, the Agency for Health 
Care Policy and Research, and the National 
Institute on Disability and Rehabilitation 
Research. · 

This kind of conference is part of the 
activity of a Public Health Service Task Force 
which ha$ been working over the past year on a 
project which seeks to improve the scientific 
accuracy of determination of ability through 
biomedical and biopsychosocial research. The 
charge of this task force is to identify gaps in 
current knowledge, propose a research agenda to 
improve the science-based medical criteria for 
determination of disability and to review funding 
mechanisms available for support of these goals. 
One of the major policy uses of 'this information 
and research will be to guide and implement the 
SSA disability determination process. 

Obviously the work of this task force 
and conferences like the one I have attended will 
have a great impact on you who are doing 
research in the field . ( dare we expect that there 
will be. more funding for measurement projects?). 
Eventually, the results of that research will be 
translated into rules of implementation for the 
decision process in disability determination for 
the population with disabilities. It behooves us 
now, to consider the research designs and 
proposals that might be made when such 
opportunities for. funding occur. These 
definitions, when they are finalized, will also 
surely find their way to the Congress and be used 
to more specifically identify the population with 
disabilities who are covered by the various forms 
of legislation that will be enacted following the 
ADA. In light of the other important issues of 
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today such as the health care crisis these 
definitions can have far reaching impact. It is 

· essential that we be alert to the opportunities 
that may lie ahead, so from time to time I will 
try to update you on the progress of this task 
force and the outcomes· of their deliberations. 

In keeping with these developments, 
three sessions on data, definitions and research 
direction took place at the Society for Disabilities 
Studies Annual Meetings in June. One session 
on "The Federal Government and Definitions of 
Disability" included two persons involved in the 
PHS task force I've just discussed along with a 
representative from Social Security who was 
directly involved with changing the disability 
determination process for children after the 
Zebley case. The second session on "Availability 
and Content of Federal Data Useful for 
Disability Research" featured representatives of 
the National Center for Health Statistics, the 
Social Security Administration, the Office of the 
Assistant Secretary for Planning and Evaluation 
of the Department of Health and Human 
Services and the Agency for Health Care Policy 
and Research. A discussion of the potential for 
use for the study of disability issues of the data 
already available from these organizations took 
place as well as presentation of information 
about the upcoming disability survey proposed by 
NCHS. Finally, Dr. William Graves, of the 
National Institute on Disability and 
Rehabilitation Research gave the Keynote 
Address on "the Future of Disability Studies 
ResearchN. You will want to be sure to order the 
proceedings of these meetings when they are 
available in order to see what transpired. In 

· future columns, I will try to address some of the 
points I found useful or provocative. 

More Mailing List Information 

Last issue, I told you how to get on 
some mailing lists you may find useful. I'd like 
to add two other sources to that list: 

REHAB BRIEFS - This is a 
publication put out by the 
National Institute on Disability 
and Rehabilitation Research on 
a monthly basis. Each four page 
issue deals with a specific 
disability topic including such 

issues as Nutrition and 
Disability, Aphasia, Disability 
Management, Indigenous 
Americans and Rehabilitation, 
Nonadversive Behavior 
Management and many other 
topics. It is a very worthwhile 
and interesting publication which 
gives a nice overview of the 
chosen topic with appropriate 
references. It is prepared by PSI 
International, Inc., P.O. Box 
5186, Arlington, VA 22205 anc:i 
single copies are free. 

NARIC - National 
Rehabilitation Information 
Center - This organization is 
also sponsored by NIDRR, the 
Office of Special Education and 
Rehabilitative Services ( OSERS) 
and the U.S. Department of 
Education. Their primary 
responsibility is to provide a 
disability/rehabilitation reference 
data base for the purpose of 
disseminating information in this 
area to those who are interested. 
They publish a newsletter, 
NARIC Quarterly, on an 
irregular basis (for no charge), 
and have resource guides for 
certain disabilities such as 
traumatic brain injury and spinal 
cord injury (also free). They 
publish a guide to periodicals in 
disability and rehabilitation ($15) 
and will do a REHABDATA 
database search. for you on your 
topic area at a charge of $5 + 
$5/100 records. Some other 
services are also available. To 
get on the mailing list write to 
NARIC Quarterly, 8455 
Colesville Road, Suite 935, Silver 
Spring, MD 20910-3319 or call 
(800) 346-2742. 

I'd like to welcome the new column by 
Kate Seelman on Policy Research. It will be an 
important addition to encouraging our input into 
the decision making process. I expect in the 
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future that she will raise issues and consciousness 
about what is needed and I'll try to find the data 
which can be used for such analysis because 
disability statistics do count. 

ACT U:P/NY Women & AIDS Book 
Group, Women. AIDS. and Activism. Boston: 
SouthEnd Press, 1990, 295 pp., $7 softcover. 

At present, writings on AIDS and HIV 
disease overwhelmingly focus on men. Women. 

· AIDS, and Activism fills a serious gap in this 
literature. This book offers a useful collection of 
essays and other resources on women and HIV 
disease. The selections were written by members 
of the women's coalition of ACT UP and by 
invited·others (selected to represent various 
ethnic groups and life experiences). Not 
surprisingly, given· its authors, the book is imbued 
with a healthy political skepticism. Various essays 
emphasize that women who are at risk of 
infection are being ignored in HIV education 
campaigns, and that women who have HIV 
disease are suffering because of sexist 
assumptions on the part of those who make 
policy. Although the writing in this book is of 
inconsistent quality, its iack of competition on 
the market means that anyone interested in the 
topic would be well-advised to pick up a copy. 

One of the strengths of Women, AIDS, 
and Activism are the several first-hand accounts 
of living with HIV disease and of living with 
lovers who have HIV disease. These essays were 
written by individuals from various ethnic 
backgrounds and by both those who have and 
those who have not used injecting drugs. In 
addition, the book contains several dispassionate 
analyses of basic biological information on 
woinen and HIV. In the latter category, the 
pieces by Risa Denenberg_ are particularly useful, 
pulling together information about the particular 
epidemiology, biology, and treatment of HIV 
infection in women. Other articles give specific 
information geared for women. about HIV testing 
and about safe sex. An essay by Kim Christensen 
puts the subject. in political context, lQoking at 
how racism, sexism, homophobia, and ableism 
affect women's ability to prevent and to live with 

HIV disease. Several essays discuss the specific 
issues HIV poses for women of color, women 
who use or whose partners use IV drugs, 
lesbians, heterosexual women, and bisexual 
women. A concluding section contains a 
glossary, bibliography, filmography, and resource 
.list of organizations across the country that 
provide HIV-related services for women; the 
book is worth the modest price for this section 
alone. (Rose Weitz, Sociology, Arizona State 
University, Tempe, AZ.) 

Baldwin, Sally, The Costs of Caring: 
Families with Disabled Children. London, 
Bo'ston, Melbourne and Henley: Routledge and 
Kegan Paul Inc., 1985, pp. 210., $34.95 
hardcover. 

This volume examines public and private 
responsibility for the care of disabled children in 
the home: the financial, social, and emotional 
costs to family caretakers, and the implications of 
these factors for the design and reform of public 
policy. The author provides a good overview of 
how public policy evolved in the UK with respect 
to disablement, and ·she explores issues of equity 
in assigning public versus private responsibility 
for compensatory benefits. 

Baldwin's evaluation of Britain's policy 
· for family disablement shows that families with 
disabled children experienced on average lower 
earnings and higher expenditures than families 
without disabled children. However, because of 
disparities in income levels, a low income family 
with a disabled child experiences greater 
hardship, even with cash payments, than does its 
higher income counterpart, with or without the 
compensatory benefit. The author also notes 
that the role of caretaker .in the family is more 
likely to become the responsibility of women 
than men. This finding has significant 
implications with respect to women's role in the 
family and in the labor force, and , she suggests, 
is worthy of policy consideration. 

The explanation and evaluation of 
caretaker benefits in this study are clearly tied to 
British concepts of social security and 
entitlement. This reader, while supportive -of the 
author's intent, is left ·reeling the need for a more 
thorough examination of the social cost and 
benefit of family care and a more comprehensive 
exploration of policy alternatives. Similarly, the 
author, while she is ·quick to identify problems in 
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"labeling" or classifying levels of disability, leaves . 
unanswered the related but fundamental concern 
of how narrowly should disability be defined. 

Baldwin's book is nonetheless an 
important starting point and makes significant 
contributions through its examination of the 
economic and social impact and the effect of 
childhood disability on families. Specific policy 
solutions will differ contextually, but we are 
provided a framework for understanding the 
dynamics of disability on family economic life 
and are presented with several serious policy and 
societal challenges with identifiable areas for 
reform. (Holly Korda, Cambridge, MA). 

Batavia, Andres I., (ed). Meeting the 
HealthCare Needs of Physically Disabled Persons 
in the Netherlands: Implications for U.S. Health 
Policy. IDEAS Project, 1990, 57 pp., $10.00 
softcover. 

It is not likely that someone can visit 
your country, does 'some research' and comes 
up with a razorsharp analysis of a situation which 
you thought could only be analyzed by someone 
who had at least some experience with that 
system. But that is exactly what Andrew Batavia 
did: he came over, talked with the right people, 
used his knowledge and experience to balance 
out the information and wrote a monograph 
which will not only be very interesting for U.S. 
readers but proves also to be of great value for 
Dutch readers especially members of 
organizations of disabled people who want to 
know how and if the system works on their 
behalf. 
The following remarks will give some more 
information on certain subjects or are points of 
view expressed by the Dutch movement of people 
with a disability. · 

In Holland most people with a disability 
do not regard wheelchairs, hearingaids, personal 
assistance or most other assistive devices and/or 
persons as health related. For those who need it, 
it is as normal as proper housing, drink water or 
any other thing one needs to stay alive and be a 
'functional part' of society. The medical and the 
social approach towards a disability is so 
different - the first is much more paternalistic 
than the second - that we are· pleading for 
having these provisions being supplied on a social 
security title and not via the Sickness Funds. 

Why is the 'right to die' of special · 

importance to people with a disability? From 
one day to another everybody can end up in a 
situation where he or she wants to make up the 
balance, considers his or her options and decides 
how to proceed. Every trauma can have such an . 
effect on people. We should not automatically 
combine the euthanasia debate with the lives of 
people with a disability. If people want to make 
an informed choice we have to make sure that 
they are also acquainted with the arguments and 
experiences people have who decided to stay 
alive in similar circumstances. But most 
important, one should also have an outlook on a 
society that allows -or even better stimulates those 
who have to live a life different from what is 
considered normal. But if you have no idea what 
life means after you become severely disabled 
and if you are living in a community where you 
are more or less considered as 'a failed case of 
prevention' and a burden to society I wonder if 
you still can talk of 'free choice' or of the 'right 
to die'. 

Huisartsen are not seen as a medical 
specialist - they are lower on the medical status 
ladder, they work mostly on their own and have 
no hospital admitting privileges. Since 1991 
Huisartsen can refer their patients for only 1 
consult to a special_ist or give them a long term 
referral card. Many disabled people have a 
permanent relationship with a specialist as far as 
their illness or disability is concerned. For their 
day to day medical care they go to their huisarts. 
The referral of the huisarts is only an advice. 
The patient is free to choose the therapist, 
specialist or institute as long as the Sickness· 
Fund has a contract with such a service provider. 
The referral card is only a statement that the 
huisarts finds it necessary that the patient 
consults a certain kind of specialist. FOKUS 
attendants and home help attendants only 
provide services in the homes of the disabled and 
not outside. Only if you have a paid job you can 
get attendants services at your workplace; this is 
not applicable for voluntary work. 

In general the Dutch disabled find their 
system of health care and social security not too 
bad. But...it is almost impossible to get 
'custom-made-care'. The health care system is 
almost completely controlled by insurance 
companies and medical professions with hardly 
no possibility for patients to have any influence 
and the social security system is almost 
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completely controlled by the organizations of 
employers and employees without any. influence 
of those for whom the systems is developed. 
There are too many agencies and semi civil 
servants one has to go to get things done and the 
system is such a maze that you hardly can find 
your way without a directory. And last but not 
least other peoples interests seems so much more 
important then those of people with a disability, 
that we always find ourselves ending up with the 
shortest end of the rope. But better a short rope 
than no rope at all which seems to be the. reality 
for many disab.led people in the U.S. And if I 
understo.od Mr. Batavia well, I should not be too 
negative about being. alive and kicking as a 
disabled person in the Netherlands! (Yolan 
Koster-Dreese, Dutcp. Council of the Disabled). 

Braddock, David, Hemp, Richard, 
Fujiura, Glenn, Bachelder, Lynn and Mitchell, 
Dale. The State of the States in Developmental 
Disabilities: Third National Study of Public 
Spendinz for Mental Retardation and 
Developmental Disabilities. Baltimore: Brookes 
Publishing Co., 1990, 527pp., $50.00 hardcover. 

This book is the third in a series which 
describes the financial and programmatic 
structure of existing service delivery systems for 
persons with developmental disabilities in the 50 
states. Given a philosophical shift away from 
large institutional services~ a second purpose or' 
the study was to identify states that are leaders in 
the development of community-based service 
systems as demonstrated by fiscal commitment 
and numbers served. The. target population 
primarily includes persons served by state Mental 
Retardation or Developmental Disabilities . 
Agencies ( as applicable). 

The book is organized into three 
sections. The first presents an analytical 
overview of the project methodology, variables 
used, and aggregated national results. The 
second section includes detailed state-by-state 
profiles of institutional and community spending 
efforts from 1977 to 1988. Section Three 
presents funding and services data from three 
additional federal sources: Social Security (SSI), 
Special Education (mental retardation services), 
and Vocational Rehabilitation. 

The national results reveal changes in 
federal and state spending for developmental 
disabilities services over the same eleven year 

period.· the federal contribution increased 
substantially during this time, primarily through 
.th~_use of Medicaid ICF/MR funds. Other 
themes presented· in Section I include: the 
national decline in state institutional census from 
1977 to 1988, institutional per diem expenditures, 
institutional staff to resident ratios, nursing home 
utilization aggregated community services 
spending. Several new community-based program 
initiatives are also examined including: family 
support, supported employment, early 
intervention, and aging services. States are 
ranked in terms of their community and 
institutional service fiscal activities, based on 
funds expended per $ 1000 of personal income. 
Finally, the relationship between advocacy 
membership and community services spending is 
examined. 

The state-by-state profiles include a 
wealth of detailed information. In addition to the 

. variables mentioned above, community and 
institutional expenditures are listed across a 
variety of federal and state funding categories 
from 1977 through 1988. Expenditures and the 
number of persons served in nursing homes and 
in the four discrete community-based initiatives 
are presented. Each state profile also includes 
detailed technical notes on the data sources, 
assumptions used in compiling expenditures, and 
service category definitions or funding 
configurations unique to the state. 

Braddock and· his colleagues have · 
compiled a substantial contribution to the field 
of mental retardation, especially in light of the 
increased emphasis on community-based services. 
Not only does this massive data set analyze 
spending patterns across an 11 year time-span, 
but it provides numerous other comparisons: 
ratios across states, development of specific 
community-based· init_iatives, and the influence of 
political and advocacy variables on community-
based fiscal activities. This volume provides 
relevant information for federal and state policy-
makers, state administrators, researchers and 
anyone else interested in the relative 
development of community-based services. The 
specific data items across a variety of state and 

. federal funding sources of institutional and 
community-based services will enable researchers 
to access this information for other indepth state 
and national studies. State-level policy-makers 
can utilize. the information to compare their 
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states with other states or regions. This is the 
most comprehensive work to date to analyze 
state commitments to the development of 
community-based services for persons with 
developmental disabilities. (Martha J. 
McGaughey, Children's Hospital, Training and 
Research Institute for People with Disabilities, 
Boston, MA.). 

Brown, Lawrence D., (Ed.) Health 
Policy and the Disadvantaged Durham, N.C.: 
Duke University Press, 1991, 212 pp., $12.95 
softcover. 

Health Policy and the Disadvantaged is a 
collection of papers presented at a 1989 
university conference on the disadvantaged in 
health care. This conference was sponsored by 
the Journal of Health Politics, Policy and Law 
with the support of the Robert Wood Johnson 
Foundation and Duke University. The papers 
within this volume cover health care issues for a 
broad range of groups: children, the homeless, 
drug abusers, the HIV-infected, the medically 
uninsured, and so forth. The book presents 
stark evidence of the ravages perpetrated on the 
vulnerable by recent Republican administrations. 
Moreover, Health Policy and the Disadvantaged 
represents an unfortunate and even pathetic 
emblem of the failure of liberal advocates of 
health for all to appropriately engage 
conservative opponents. 

There is certainly no gainsaying either 
the intentions of the intellectual acumen of the 
authors of the essays in this volume. However, 
these writers display a lack of political adroitness. 
The crucial problem is the very concept of "the 
disadvantaged." In the introduction to this 
volume, Deborah Stone and Theodore Marmor 
readily attest to the difficulties in fully defining 
this concept, but they argue that such 
categorization is required by the American 
political process . 

The disadvantaged are Americans unable 
or less able to fulfill their basic needs. Perhaps 
the most elementary characteristic of the 
disadvantaged is their inadequate access to 
adequate food, shelter, and health care. The 
majority of Americans probably have some vague 

· notion that the disadvantaged are drawn from 
the poorest ranks of society, especially the 
racial/ethnic minority communities. While this 
view is not wholly inaccurate, it is an entirely 

inadequate basis for understanding the relevance 
and importance of solving the problems of the 
1990's. For the majority of Americans the · 
makeup of the disadvantaged may be hazy, but 
its collective ranks represent "them" and not "us." 

Liberals have failed to recognize that 
efforts on behalf of the disadvantaged are not 
politically viable given the dramatic erosion in 
the size and security of the American middle 
class in the past two decades. Political reforms 
generally require the support of the mid.die class, 
but the erosion in the status of this segment of 
the population has rendered its members 
decidedly unsympathetic to the needs of "them." 
The real political opportunity lies in the fact that 
this same erosion of the middle class has blurred 
the differences between 11 us11 and "them" (if 
indeed they were ever truly distinct). 

Examination of the essays in this book 
will reveal the sha,red wants and needs of the 
disadvantaged and the middle class. Even a 
cursory reading of the text will not fail to detect 
the commonality of experience presented in its 
pages, whether the topic is elderly health care 
needs or the millions of Americans without 
health insurance. With very few exceptions, all 
those who read ,this book 'will realize that they 
themselves (or members of their families) have 
been among the disadvantaged at some point or 
will be in the future. 

Consider the following examples: a 
retired accountant and her family are unable to 
afford either the costs of her long-term care or · 
the insurance premiums for relevant coverage; a 
mother struggles to maintain a safe, toxic-free 
environment for her child before and after ·birth; 
an electrician's mentally-retarded son outgrows 
the juvenile-oriented care system and ends up a 
homeless adult; an engineer laid off by a high-
tech firm struggles to feed his family through 
limited government and non-profit food 
assistance programs; a bank manager's husband 
needs expensive treatment for a substance abuse 
or mental health problem which her employer-
provided health insurance does not cover; and 
lastly, a self-employed small business owner is 
unable to purchase affordable health insurance 
for himself and his four employees. The 
individuals described in these example~ share a 
number of concerns with the traditionally 
disadvantaged poor, and kindred issues are 
presented throughout the book. 
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The time has come for liberal reformists 
in the health policy arena to abandon 

. consideration and advocacy of the disadvantaged 
as a distinct arid unique group. Instead, effort 
should be directed toward building a broader 
consensus for reform in health care by addressing 
the very real concerns of most Americans. 
Health Policy and the Disadvantaged should 
become Health Policy and the Needs of 
Americans. (Mitchell Glavin, Heller School, 
Brandeis University). 

Butler, Sandra and Barbara Rosenblum 
(eds). Cancer in Two Voices. San Francisco:· 
Spinsters Book Co.; 1991, 183 pp., $12.95 
softcover. 

In the literature on cancer, one finds a 
wide range of qualitative sources, ranging from 
autobiographical accounts to field studies. While 
this book may appear to some to be primarily a 
personal report--from diagnosis to death--of 
metastatic breast cancer, it is really much more. 

When her breast cancer was diagnosed in 
1985, Barbara Rosenblum, a sociologist, was 
living with her lover of six years, Sandra Butler. 
Both women had extensive writing, teaching, and 
publishing experience. Both were feminists and 
activists. Within days of Rosenblum's diagnosis, 
each began writing about ·the experience of living 
with cancer, in journal-like form, for herself, for 
her partner, and for an undefined future 
audience. Although some of their joint writing, 
with each speaking in her own voice, has already 
been published. in feminist and gay publications, 
this book contains the completed work double 
story of their experience living with breast cancer 
for· three years. Final editing was completed by 
Butler after Rosenblum's death in 1988. 

Their commentaries on the effects of 
cancer in their life address such common issues 
as surgery, radiation, and the effects of 
chemotherapy; the psychological and social 
intricacies of confronting mortality, telling one's 
parents, and·writing a will; the difficulty of living 
in a continually changing body; and finally the 
last weeks of life. 

What is unique about this book is that 
one illness is simultaneously experienced from 
two perspectives. The 11same11 experience affects 
each woman quite differently. Compare, for. 
example, their comments written on the same day 
co.ncerning Rosenblum's will, which she prepared 

after receiving a $250,000 settlement of her 
medical malpractice suit . 

Barbara: I don't want to leave 
anyone anything .... I bate every 
dollar.... I have the image that 
all the dollars are stuffed inside 
my stomach cavity and I am 
pregnant with money. I can feel 
their hands dipping into this 
cavity and taking out handfuls of 
blood-soaked dollars .... 

Sandy: I listen to her plans for 
giving. this money away and 
recognize for the first time how 
much I resist any feelings of 
generosity when this process is 
predicated on my losing her. 

Ultimately, Rosenblum does leave money 
to her lover, other family members, and several 
charities, including one she invents herself to 
fund research on breast cancer. The writing by 
both partners demystifies the complex ( and 
·usually hidden) process of emotions, values, fear,· 
and anger which combine to produce a will 
written during a life-threatening illness. It also 
legitimates the roles and lives ·of both partner" 
and "patient" as being of equal importance. 

Much of Rosenblum's writing is about 
the physical experience of her cancer and her 
treatment. This is combined with insightful 
critiques of her health care, accounts of her 
adaptation to her physical transformation, and 
her thoughts and fears as she approaches death. 
The writing ranges from almost pure, uncensored 
emotion to intellectual commentary. We 
experience her elation as nodes shrink or lungs 
clear and her terror during a CAT scan, but we 
also read her analysis of the impact of class on . 
her own health care. 

From Butler, we learn the complex 
emotions of the partner: exhaustion, fear, 
isolation, and anger, but also an intensification of 
love and sense of deep understanding. She also 
comments froin a distance of weeks, then 
months, on her role as a survivor. 

Feminist models of living with crisis 
figure prominently in the couple's response to 
the cancer diagnosis. Rosenblum arranges a· 
support group within a week; the couple works 
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together on their adjustments and revisions; they 
celebrate their life together with a commitment 
ceremony; each takes care of the other during 
the illness. And it is clear--from their journals, 
letters, and articles, these models work for them. 
Other powerful resources for the authors are 
Judaism, which they practice in a very 
contemporary manner; their existing social 
networks; and their desire to consciously 
confront the illness. 

In a narrow sense, one could say that 
Cancer in Two Voices is specifically about a 
lesbian couple living with breast cancer. 
However, the range of issues confronted, the 
quality of the writing, and the effectiveness of 
their strategies, make this book relevant to a 
much broader audience. It could be useful 
reading for both practitioners and scholars 
concerned with life-threatening, debilitating, or 
chronic illnesses. It can also serve as a valuable 
resource for patients, families, and friends 
confronted with such illnesses. Already popular 
with lesbian and feminist audiences, it deserves a . 
wide range of readership.. (Nancy Stoller, 
University of California, Santa Cruz). 

Cohen, Mark Nathan (ed). Health and 
the Rise of Civilization. New Haven: Yale 
University Press; 1989, 285 pp., $35.00 hardcover, 
$12.00 softcover. 

The intention of this book seems to be 
to bring together much of the recent data and 
current concepts in. the fields of physical and 
medical anthropology, epidemiology and history. 
None of the data and ideas presented by Cohen 
are particularly new, but Cohen is to be 
commended for bringing together a wealth of 
recent arguments and references in one place for 
the interested reader. In this book, Cohen 
argues that the broad issues of human. health in 
history - diet, infectious disease, and 
environmental factors, have had a direct impact 
on human populations throughout time, shaping 
our biological and our social evolution as a 
species far more than have specific historical 
events. 

Moreover, Cohen addresses the widely 
held popular belief that large scale, agriculturally 
based "civilizations" bring with them a marked 
improvement in general levels of diet and health. 
Reviewing much of the recent research on small-
scale hunter-gather societies, Cohen does a fine 

job arguing that, despite occasional periods of 
scarcity, human health and diet has been 
generally good for most small-scale populations. 
Furthermore, 11civilization11 does not always bring 
with it an improvement in the general health or 
diet of a population. Poor health and hunger · 
have rarely been factors to human evolution, and 
hence, can not be used as an excuse to justify the 
current living conditions, chronic hunger and 
high infant mortality rates· for large masses of the 
world's peoples. The implications of these 
arguments for those working in the disability 
field are, of course, significant. 

Comparison with the classic Plagues and 
Peoples by William McNeill is inevitable. 
Cohen's work however, differs in that McNeill 
argued that infectious disease largely shaped 
human history and used historical sources to 
document his points. Cohen casts his net more 
widely, combining discussion of infectious· 
disease, accident with that of diet, non-infectious, 
accident and inherited disorders, and calling 
upon findings from human evolution, 
archaeology, anthropology, epidemiology, 
medicine and a host of other disciplines, in 
addition to historic sources. It should be noted 
that the organization of this book is rather 
unusual. The first half is given over to a broad 
discussion of ideas and findings, while the second 
half - some 80 pages, are footnotes elaborating 
on state·ments made in the text. As such, the 
first part of the text could easily be incorporated 
into an undergraduate reading list or be available 
for the general reader, while those more 
interested could turn to the back of the book for 
further enlightenment and extensive references. 
One final comparison with McNeill is also in 
order - (although those particularly inter~sted in 
the subject are urged to read both books) -
Cohen's book is far more readable. (Nora Groce, 
Newington Childrens Hospital, Newington, CI'). 

Drane, James F, (editor). Becoming a 
Good Doctor: The Place of Virtue and Character 
in Medical Ethics. Kansas City, Mo.: Sheed & 
Ward, 1988, 211 pp., $12.95 softcover. 

Drane was a student of the influential 
Spanish physician-philosopher Pedro Lain-
Entralgo, whose work is widely read in southern 
European countries. This style of medical ethics 
is very different from that of the United States. 
Under the influence of Aristotle and Thomas 
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Aquinas, the emphasis is on virtue and character 
rather than on principles and specific acts. 
Moreover, the underlying philosophy of 'the self 
is less individualistic than in our American style 
of ethics, so that great emphasis is placed on the 
ideal of "medical friendship," or friendship 
between physician and patient. Those used to 
the American literature will struggle with this 
work, written by a professor of clinical ethics at 
Edinboro University of Pennsylvania, and they 
will hopefully gain from the experience. 

Drane states that. according to the 
original Greek, ethics has to do with character, 
"and a person's ethos or character is more 
important than this or that individual action" (p. 
172). · The very word ethos refers to the 
construction of an inner self, to the selrs very 
being. The good doctor has the right underlying 
habits of disposition, e.g., benevolence, · 
truthfulness, respectfulness, and justice. The 
virtue of benevolence, i.e.,· willing the good, 
precedes beneficence, i.e., doing the good. 
Benevolence is caring in a direct and personal 
way, it· is an "openness to the patient's lived 
experiences and interest in what the patient has 
to say about his [her] illness" (p. 35). Becoming 
benevolent is a process of social influence and 
repeated freely chosen acts, leading to inner 
stability and firmness. A doctor of ch.aracter is 
inwardly benevolent, truthful, respectful, and just, 
so that· there is a deep sense of compunction 

· when, for example, the essential truthfulness of 
the self sometimes is overruled by benevolence. 
As for teaching medical ethics, Drane holds that 
for the most part, ethics is learned from the 
appropriate role models, although it also has its 
place in the medical school curriculum. 

Drane is especially interesting when· he 
refutes the many Anglo-American scholars who 
consider medical friendship nothing but a threat 

. to patient autonomy. Drane, following Entralgo, 
emphasizes trust between patient and physician, 
as well as an 
ethics of communication that allows both to be 
moral agents. Finally; respectfulness means that 
autonomy holds sway, but the physician is more 
deeply involved in decision making as part of a 
dyad. . The adversarial tone of much American 
writi~g in medical ethics, i.e., patient v. physician, 
is set aside. Doubtless, American readers will 
fear the possibilities of paternalism in this more 
social model of the self. But descriptively, 

entrustment and essential sociality is a part of 
human experience that our American philosophy 
of the self often obscures and even demeans. 
Perhaps the Only language we have for medical 
ethics is that of individual versus society, and of 
individual rights, rooted in 17th-century legal and 
political debates. This is unfortunate. 

I· think Drane should be appreciated for 
bringing us along in the field of comparative 
medical ethics. The southern European model 
has much to offer insofar as the physician is not 
reduced to a mere technician without moral 
conscience or considerability, and insofar· as it 
takes seriously the frequent reality that patients 
prefer to know and then to trust physicians with 
many choices. (Stephen G. Post, Center for 
:Biomedical Ethics, Case Western Reserve 
University; Cleveland, Ohio). 

DuBow, Sy (ed). Legal Rights - The 
Guide for Deaf and Hard of Hearing People ( 4th 
Ed.), Washington, D.C.: National Center for Law 
and Deafness, Gallaudet Press, 1992, 270 pp., 
$19.95 softcover~ 

This is a general reference book for use 
by laymen that is intended to give a practical 
overview of federal laws· protecting the rights of 
deaf and hard of hearing persons. It is written in 
simplistic terms, on an approximately high school 
level. 

The book's primary strength is that it 
presents a brief overview of the major laws at 
issue, and indicates the manner in which these 
laws impact upon the lives of individuals with 
hearing~impairments. For lay people --
particularly lay people with limited education or 
exposure to the law -- the book will serve as a 
good introductory resource. By way of example~ 
it provides information on how to file complaints 
under some of the laws (~ p. 170 -· 
describing how to file complaints about 
architectural, transportation and communication 
barriers; pp.60 - 63 -· describing how to file 
complaints under Section 504 with federal 
agencies). In addition, it contains an appendix 
listing state commissions and councils that 
hearing-impaired people may turn to for 
assistance (~ appendix E). Other practical 
information, such as the guidelines on how to 
utilize interpreters on page 4, may prove helpful 
to some readers. 

The book's primary weakness is it's 
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brevity and. lack of depth. Clearly, the book 
would not be suitable for use by lawyers or legal 
advisors. The section on the Individuals with 
Disabilities Education Act in chapter four, for 
example, is remarkably brief, and will provide 
little, if any, practical benefit to the reader. On a 
more basic level, the book is subject to criticisn,. 
on two grounds: First, the outmoded ( and in the 
view of many, objectionable) term "handicapped" 
is used throughout, rather than the currently 
used (and preferred) term "disabled." Moreover, 
the modem preference for "people first" language 
(i.e., "children with disabilities" rather than 
"disabled children"), which is intended to focus 
first on the individual and only second on the 
disability, is ignored. 

Second, at least in one respect the book 
reflects an inherent prejudice against oral modes 
of communication by persons with hearing~ 
impairments. The section on lipreading 
comprehension ( at pages 5 - 6) contains a 
distorted and inaccurate picture of the 
speechreading process. That section incorrectly 
states that even the "best" speechreader can 
understand only 26 percent of what is said under 
optimal conditions involving a one to one 
communication setting. While many words do 
look alike on the lips, (~ 11mat:' "pat,11 11bat11

), ' 

when those words are used in context the entire 
sentence is lipreadable ( e.g., when a speaker says, 
"I hit the baseball with the bat,11 a good lipreader 
will eliminate the words 1'pat11 and "mae'). (This 

· profoundly deaf reviewer, an attorney and law 
professor who relies totally on lipreading to 
understand speech, speaks from personal 
experience.) 

Overall, however, the book do~s a good 
job of furthering it's basic purpose of providing 
laymen with a general introduction to the federal 
laws impacting upon the lives of people with 
hearing-impairments. It is well organized and 
easy to follow. It could also be of practical 
benefit to lay people who work with individuals 
with hearing-impairments (~ ~, the 
guidelines for hospital personnel to follow when 
working with deaf patients on pp. 116-117), at 
least to. the extent that such lay people will 
purchase and utilize a book entitled "Legal 
Rights." (Bonnie P. Tucker, College of Law, 
Arizona State University). 

Gubrium, Jaber F. The Mosaic of Care: 

Frail Elderly and Their Families in the Real 
World. New York: Springer Publishing 
Company, 1991, 165 pp., $31.95 hardcover. 

The "real world" sets ·the tone for this 
ethnographic work by a sociologist known for a 
qualitative description of life in a nursing home 
entitled Living and Dying at Murray Manor. The 
book is written for professional providers and 
service workers to help them bridge the gap 
between theory and practice. The gap is 
introduced by the complexity and diversity of real 
life experience. Gubrium uses stories to present 
this diversity -- stories that present multiple 
perspectives on an incident, a caregiving 
arrangement, a decision regarding living situation, 
or adjustment to nursing home placement. To 
these stories, he adds his own observations, 
impressions, and interactions with the individuals 
thought-provoking account that nudges the 
reader beyond likely conclusions. 

The very organization of the book 
confronts the reader with the hazards of linear 
thinking that typify most professional thinking. 
Seemingly organized according. to the continuum 
of care, i.e., home to institution, the stories in 
each chapter unveil to the reader the limitations . 
of this model of care when real life situations of 
people are considered. Each chapter begins with 
several stories that present the complexity a 
provider can encounter in that setting or 
situation, e.g., family care for a frail elder in the 
home, the delivery of home care services, 
deciding on nursing home admission, institutional 
life, and the role of families in the nursing home. 
Following these stories is a discussion of the 
implications for practitioners. This book 
confronts the reader with our tendency as 
practitioners or researchers to homogenize 
people or situations according to the setting or 
circumstance; for example, the attention of 
hospital discharge planners to anticipating needs 

-of older patients when they return "home" or "to 
the community." Gubrium's work points out that 
even a client-centered approach or a holistic 
assessment is not sufficient if practitioners make 
assumptions rather than come to sound 
conclusions based not only on objective data but 
the individual's interpretation and subjective 
reaction to the situation. This is thoughtful 
reading. Even more can be gained through a 
second or third reading. (Sharon Tennstedt, 
Center for Health and Advanced Policy Studies, 
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Boston University). 

Katz, Alfred J. and Bender, Eugene I. 
(Eds.) Helping One Another: Self Help Groups 
in a Changing World Oakland, CA:·Third Party 
Publishing Co., 1990, 266 pp. 

This is the second edition of a classic 
book originally titled: The Strength in Us: Self 
Help in a Modem· World. The changed title 
reflects the fact that the book contains several 
new articles by contributing authors as well as 
several new articles by Katz and Bender who are 
both editors and authors. In the new edition 
there is greater emphasis on mutuality as the 

. essence of what takes place in .a self help 
experience. · 

The twenty-two chapters in the book are 
divided into seven sections. Each section is 
united around a central theme. For example, the 
introductory section, written completely by Katz 
and Bender, contains an excellent historical and 
contemporary review of the self help movement. 

. The section contains a definition of self help that 
is particularly relevant for readers of the 
Disability Studies Quarterly. It emphasizes the 
importance ofsharing common problems in a 
setting that facilitates personal empowerment 
and an enhanced sense of personal identity. ·Self 
Help· in Action includes articles .about women's 
groups, groups for minorities and for the elderly; 
What Makes Self.Help Tick includes articles 
about natural support systems, and group 
dynamics;· Self Help and Health includes 
information on the hidden health care system 
and on occupational stress· as well as a chapter 
on self help by people with disabilities; Self Help 

. Groups and the Helping Professions contains 
chapters on how these two forces interact; and 
Self Help in Other Countries describes activities 
in Yugoslavia, Holland and Australia. The final 
section deals with Self Help, Community 
Development and Social Policy. 

The authors see self help as a political 
force that will humanize bureaucratic and 
dehumanizing organizations and societies. 
Community development and almost any activity 
that increases citizen participation in communal 
life are given as examples of ·self help. For me 
this vision of self help places an enormous 
burden on what for the most part are small 
grassroots organizations concerned with the well 
being of their particular members. de Cocq in his 

chapter contrasting the European and North 
American self help movements addresses this 
issue in part. Societies of Western Europe, he 
observes, encourage the development of 
comprehensive social and health services which 
support the potential of people in general. It is 
assumed that it is the communities responsibility 
to provide basic services to its' citizenry. Self help 
is an additional resource and members of such 
organizations· have easy access to these resources. 
In the United States social services are 
concerned only with the deviant or the sick and 
the use of societies resources are seriously-
restricted. de Cocq writes, "Self help 
organizations in the US are seen as gadflies 
whose members do not have access to resources. 
They are concerned with stigma and deviance but 
also with the development of resources. To this 
extent they are political and can be an important 
factor in some types of social change.11 

There seems to be a blurring of 
differences between · the healing process and the 
political process in this book. In my mind while 
the two interact one does not derive from the 
other. As Katz and Bender point out in their 
introduction the concept of mutual aid was first 
articulated by Kropotkin. Kropotkin was reacting 
to Social Darwinism when he wrote that in fact 
the survival of any society depends upon mutual 
aid. Does it help our understanding of the self 
help movement to call every organization that 
uses elements of mutual aid as self help? 
Democratic participatory politics may involve 
people working together toward a common goal 
but this is not the same as an Alcoholic 
Anonymous group helping someone stop 
drinking. I think it dilutes our understanding of 
each phenomenon to join them as one. 

My questions about the book do not 
take away from its value. I recommend it for all 
who want to gain insight and understanding 

· about what is happening in the name of self help 
in the United States and abroad. (Phyllis R. 
Silverman, MGH Institute of Health Professions, 
Mass. General Hospital.) 

Martin, Reed. Extraordinary Children, 
Ordinary Lives: Stories Behind Special Education 
Case Law. Champaign, Illinois: Re_search Press, 
119 pp., $12.95 softcover. 

This rather brief book illustrates some of 
the major issues that have been the subjects of 
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litigation in ·special education. Each. issue is 
explained and developed in a seven to ten page 
story of a particular case that began in a special 
education administrative hearing and that was 
eventually appealed to federal district and circuit 
courts and, in three of the cases, to the Supreme 
Court. The issues presented in these ten cases 
are evaluation, appropriate education, programs 
to meet unique needs, related services, least 
restrictive environment, extended school day and 
year, state education agency responsibility, 
impartial hearings, parental reimbursement, and 
attorney fee awards. They ate important issues 
and, for the most part, they bring up important 
cases that have influenced special educational 
practice. The stories are ~rtainly informative. 
They provide the reader who has not visited the 
original documents an easy to read digest of 
some of the principal facts and findings. 

This book attempts to meet a very real 
need: To make professionals and parents aware 
of the history of current special education law; of 
what it was like before the litigation that is 
described and the federal statutes that are 
discussed. It tries to do what Richard Kluger did 
for Brown v~ Topeka Board of Education in his 
book, Simple Justice (1976) and what Leopold D. 
Lippman and I. Ignacy Goldberg did in Right to 
Education: Anatomy of the Pennsylvania Case 
and Its Implications for Exceptional Children 
(1973, New York, Teachers College Press.) It is 
certainly ·a move in the right direction. A careful 
study of the history of their professions is not 
part of human services curriculum: Schools of 
education, social W(?rk, medicine, nursing and 
other human services are absorbed in preparing 
practitioners for the here and now. History is a 
luxury that is generally crowded out by more 
. practical matters. 

Professionals, parents, administrators 
and others who are involved in implementing 
current special education law and who are 
unfamiliar with the history of that law, are at a 
loss to understand the statutory requirements for 
due process, multi-disciplinary evaluation, related 
services, public funding of private placements and 
extraordinary expenditures. They seem unfair. 
Members of school committees and many parent 
of students without disabilities are constantly 
complaining that money spent for special 
education is being taken from regular education 
and is diminishing the education of other 

children. It is only through an understanding of 
the history of special education litigation and 
legilation that there will there be any 
understanding of why we are where we are, and 
why such extraordinary measures have been 
ordered by courts and legislated by state and 
federal governments. 

A careful reading of Simple Justice may 
not change the views of strong opponent of 
bossing to achieve desegregation, but it will 
almost have to affect their opposition; it would 
give them insight into why bossing occurred. 
Similarly, there is a great need for professionals· 
and others to be aware of the history of how 
special education fits into the picture of inclusion 
in this country that has been evolving over the · 
past 300 years. 

While this short book contributes to that 
historical consciousness, it falls far short of the 
mark. The stories are too short, too skimpy and 
too narrowly presented. Too much is assumed 
about the reader's knowledge; there are too 
many leaps of faith. A rather glaring OI~ission is 
the failure of the author to connect special 
education litigation and law to other laws that 
have emanated from the Fourteenth Amendment 
of the Constitution that provides for equal 
protection under law and due process whenever 
that equal protection is threatened. Without the 
connections to gender, to race, to ethnicity, to 
language, to property, special education be.comes 
a very precious field that has developed special 
protec~ive deficits to make up for disability. 

The author repeatedly claims victories 
because particular parents won their cases, and 
certain groups of children would benefit. Danny 
saw his mother and said to her, "I really Hke it 
out here.11 Other students with disabilities "win11 

because they got extended days or summers, 
related services, specialized programs, 
evaluations. But this misses the point. The real 
victory was equal protection. Schools were 
illegally discriminating against children with 
disabilities. Parents and their advocates were 
seeking remedies. Martin makes it appear in 
every chapter of. this book that the goals of this 
procedures were the remedies - catheterization, 
extended day and year, attorney's fees, an oral 
program for a child with a profound hearing loss. 
The real victory was the seeking -- both the 
entitlement to seek and to be able to advocate 
for whatever they wanted for their children. 
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That is· what is having a profound affect on the 
system; that is what this whole process is all 
about. But when parents have a right to 
advocate· for their cause they will sometimes 
come into conflict with the causes of other 
children and other families. And that means that 
there has been and there will continue to be 
conflict around the remedies. 

The landscape of special education has 
been changing dramatically ever since federal and 
state laws were passed int he· mid 1970s~ and 
even· more so in the last decade. The 
assumptions that we lived with when those events 
occurred are no longer valid. Many of what were 
considered victories at the time, would no longer 
be viewed as victories.· Reimbursement, least 
restrictive environment, e'{.aluation and related 
services are now being viewed in very different 
ways. The laws th.at we struggled to enact are 
anach:ronisms: they support separation and 
segregation. A continuum of services or, as it 
was sometimes called, the cascade model, 
appeared to be the answer to equal protection 
issues in the 70's. Now it appears that the 
"continuum" means segregation for all or part of 

· each day for the great majority of children with 
disabilities. Mote often than not, patents use 
their due process entitlement to get into the 
continuum of services, which usually means 
public or private, separate placements for their 
children. 

Furthermore, the use of impartial 
hearings in differe·nt states is not uniform: some 
states have so few impartial hearings that it is 
clearly not an alternative for parents. In other 
states there are many hearings but they are 
mostly about parents who .want more restrictive 
placements for their children. The use of 
impartial hearings was appropriate when many 
children with disabilities were excluded from 
school or were in custodial programs. But now 
that almost all children are · being served, it is 
time to develop structures and procedures that 
will minimize differences rather than maximizing 
them. 

This book comes across as a rather static 
presentation of special education law and ' 
litigation. It is interesting that the author does 
not treat his subject in terms of historical 
development. &cept in t.he footnotes, there are 
no dates. And even in the footnotes it is not 
clear when the litigation was initiated ·and how it 

related to any changes in laws and regulations. It 
is not clear what came first and what led to what. 
The presentation of the issues is flat. It is not at 
all clear, which issues are most important and 
which are peripheral. There is no sense of 
movement and change over an extended period 
of time. There is no reference to the interface 
between special and regular education. It is as if 
all of these issues arose over the past ten or 
twenty years and were .resolved in the way 
indicated. At one time we did not know how to 
administer special education. Now we do. And. 
these stories are examples of how these matters 
should be resolved. 

However, I would claim that special 
education has been and is iri turmoil. If the 
stories were more detailed and longer, much as 
Kluger did in Simple Justice, and Lippman and 
Goldberg did in their history of P.A.R.C., if they 
were placed in historical context, if their 
complexity was dealt with, if important 
connections had been· made, then these stories 
could have communicated the controversy that 
exists in the field, just as it exists in all fields 
where· equal protection has been a dominant 
issue. They could have given the reader a sense 
of history· and a feeling for how special education 
is connected to all group and individuals who 
have been denied equal protection but, at the 
same time, how precarious are the remedies that 
have been won. (Frank Garfunkel, School of 
Education~ Boston University). 

Pinet, Genevieve, editor. Is The Law 
Fair To The Disabled? A European Survey. 
Copenhagen: World Health Organization 
European Regional Office, 1990, 354 pp., $45.00 
hardcover. 

The face of Europe has been changing 
rapidly since 1990, and thus, this compilation of 
the situation of the law and disabled persons in 
25 couritries is by definition out of date.· There 
are 7 former Eastern Bloc countries whose 
governments have changed, or which are non-
existent. While this is a limitation for the book, 
it does provide an overview of laws for disabled 
persons for countries where the law will still be 
much the· same. 

The book is the result of a survey sent 
out by the European Regional Office of the 
World Health Organization to assess the impact 
of the Decade of Disabled Persons on European 
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laws. The book shows that there has been little· 
impact of social financial assistance for disabled 
persons were enacted .long before the Decade 
and human rights guarantees have not been 
incorporated for disabled persons. 

What the survey does show is the lack of 
recognition of the role of self-help organizations 
of disabled persons in demanding the rights of 
disabled persons. Only Sweden acknowledges 
the full impact of disabled persons' own 
organizations, and Finland mentions disabled 
persons organizations in passing. The . 
introduction to this book by the WHO Regional 
Office acknowledges the existence of disabled 
persons' organizations, saying that some 
countries have started to view disabled persons 
as experts in their own affairs and their influence 
has been growing since 1981. But curiously 
WHO waters down their impact by saying, 
"Sometimes the fact that various self-help groups 
have no general policy does not work in their 
favor." (p. 8). No examples of what this refers to 
are provided in the book. 

. There are difficulties with the disability 
terminology used throughout. The book refers 
to "the disabled" and refers to barriers to 
participation as disabled peoples' "problems in 
integrating." In addition , there is confusion as 
to what kinds of groups are being discussed as 
self-help groups are called groups 11for11 disabled 
persons, when in actuality they are "of" disabled 
persons. Overall, the writing style of the book is 
wooden . and therefore is a dry read. (Diane 
Driedger, International Development Office, 
Coalition of Provincial Organizations of the 
Handicapped, Winnipeg, Canada). 

Shanteau, James, and Richard Jackson· 
Harris. Organ Donation and Transplantation: 
Psychological and Behavioral Factors. 

· Washington, D.C.: American Psychological 
Association, 1990, 212 pp., $40.00 hardcover. 

While still on the cutting edge of modern 
medicine, organ and tissue transplantation are 
rapidly becoming standard interventions. 
Insurance company objections to "experimental" 
treatment continue to be litigated, but 
transplantation is now part of the therapeutic 
repertoire encountered by ordinary Americans 
with life-threatening health conditions. 

In Shanteau and Harris' book, psychologists 
join the .lively public discussion of transplantation 

begun by physicians and bioethicists ( along with 
the pioneering sociology of Fox and Swazey in 
The Courage to Fail; 1973). Organ Donation and 
Transplantation is a collection of papers from a · 
1988 conference on "Psychological Research on 
Organ Donation" sponsored by the Science 
Directorate of the American Psychological 
Association. 

The contribution of psychologists is to 
ground transplantation policy in empirical 
research on human behavior. Transplantation 
was initially thought of as a medical challenge, 
with little awareness of psychological barriers to 
donation or the psychological responses of · 
transplant recipients. While ethicists took up 
important questions of equity and meaning, their 
assumptions about human behavior were not 
empirically based. In the Shanteau and Harris 
book,. psychologists report empirical explorations 
of the attitudes and behavior intentions of 
potential organ donors. 

Following an author's introduction· 
describing APA's interest in sponsoring the 
conference, Organ Donation and Transplantation 
is divided into four sections. Three are 
substantive: 1) a section on individual factors in. 
organ donation, especially cognition; 2) "social 
psychological and sociological factors", which 
gives more attention to social context; and 3) a 
section on "concepts and implications". The · 
latter is a hybrid composed of broad reflections 
on transplantation in American society and· 
pragmatic recommendations for programs to 
increase the organ supply. In the final section, 
three psychologists respond to the papers and 
the authors identify areas of needed research. 
Categorization of the papers into one section or 
another must have been difficult, for they are 
quite diverse, and each paper may touch on 
matters not specific to· the section label. 
Consequently, this reviewer recommends reading 
the entire book rather than selecting by title 
from the table of contents. 

Organ Donation and Transplantation 
represents an enormous advance in available 
knowledge about the psychological factors in 
organ donation. But like scholars in other fields, 
these psychologists do some things well, while 
slighting others. The articles are largely confined 
to the basic problem of how to increase organ 
donation. Some chapters, while offering novel 

· and interesting empirical data, provide only 
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limited interpretation and miss opportunities to 
connect the data to other work. The 
knowledgeable reader can supply a context, but 
more could have been done by some of the 
chapter authors. Most interesting to this 
reviewer were those articles which linked 
research on organ donation to ·other social 
psychological research on persuasion, attitude 
versus behavior, self-concept, and altruism or to 
social psychological theory: attribution theory, 
phenomenology and social construction, exchange 
theory, identity theory. 

Much of the book fails to delineate a social 
context for the actions of individuals or to raise 
questions about how transplantation is currently 
structured. But several chapters are broadly 
based and lead us into consideration of such 
cultural 'themes as the individual versus 
community; embodiment _of the self; the social 
construction of meaning; and the 
commodification of human experience. 

Original research predominates. Eleven of 
the sixteen substantive chapters present research 
on such topics as decision-making; the subjective 
meanings of transplantion language; death 
attitudes and humor; attitudes of Mexican-
Americans compared to Anglo-Americans; the 
Minnesota living donor research. Policy 
implications are made explicit in most -of the 
articles. Some chapters apply findings from 
social psychological research on persuasion, social 
marketing, blood donation, and health promotion 
to propose policies and. programs to increase 
organ donation. Methodological diversity 
characterizes the collection. 

The utility-of the research findings may be 
limited by the fact that the majority rely on the 
ubiquitous sophomore psychology student as 
subject. This may be less of a problem for 
research on organ donation, since the target 
population is young adults. But one 
commentator (Lopes) stresses the degree to 
which decisions to donate cannot be studied 
hypothetically. 

The book's title, "Organ Donation and 
Transplantation," is misleading in that fourteen 
of sixteen substantive chapters are about organ 
donation; only one considers the transplantation 
experience, while another addresses both topics. 
To be fair, organ donation was the theme of the 
APA conference and it is an important problem. 
The need for organs exceeds the supply by a 

huge factor and the limited number of donations 
is puzzling. Given that the vast majority of 
Americans approve of transplantation, think one 
should donate, and voice no principled objection, 
discovering the psychological processes behind 
the· failure to act is a research challenge. The 
research reported in· this volume gives us some· 
answers. These psychologists clearly want to be 
hopeful about change, but some are overtly 
pessimistic (Skowronski), while others find it 
difficult, given their data, to express full 
confidence in the outcome of their recommended 
course of action. 

The smaller number of articles on 
"transplantation" may be of special interest to 
readers of Disability Studies Quarterly. First of 
all, they look more deeply at the cultural and 
social implications of the transplantation complex 
rapidly becoming institutionalized in our society. 
Transplantation is a locus of conflict about social 
equity; commodification or sacralization of the 
body; individual versus community; the meaning 
of technology; and assumptions about altruism or 
exchange as the basic motive in human behavior. 
These themes emerge subtly from the ensemble 
of chapters and are explicitly addressed in 
chapters by Belk and Johnson; also present in 
those of Batten, Piliavin, and Borgida et al. In 
her commentary, Lopes proposes expanding the 
psychologist's horizons to consider political 
action addressing donor's rights and the overall 
distribution of health care in our society. 

Secondly, it is important to consider who 
benefits and how much from transplantation. As 
Johnson points out, as long as public 
representation of transplantation looks only at 
heroism and medical marvels and treats organ 
supply as the problem, questions of alternatives, 
of the appropriateness of transplantation as 
therapy in particular cases, of class and racial 
ethnic differences in access, of the commercial 
aspects of transplantation, will not be raised. 
Nor will the "down" side of transplantation be 
noticed, the negatives of stress on recipients and 
their families, the uncertainty of quality of life 
outcomes. While most of the articles presume 
the unqualified benefit of transplantation, several 
authors challenge readers to a more profound 
consideration of this medical miracle. 

In conclusion, I recommend Organ Donation 
and Transplantation highly. It adds important 
social science data to a discussion frequently · 
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dominated by philosophers and shows what 
applied social psychology can offer to public 
policy and health care practice. Psychologists 
need to· continue to go forward with research on 
organ transplantation and to think out loud 
about its implications. In sponsoring a 
conference and publishing this book on organ 
transplantation, the AP A has made an important 
contribution. Psychologists have a unique role to 
play in shaping the public and professional 
understanding of this medical-technological 
phenomenon, so important in many lives. (Mary 
Ann Lamann~ Professor, Department of 
Sociology and Anthropology, University of 
Nebraska at Omaha). 

Strosberg, Martin A., Joshua M. Wiener, 
and Robert Baker, with I. Alan Fein, eds. 
Rationing America's Medical Care: The Oregon 
Plan and Beyond. Washington, D.C.: The 
Brookings Institution, 1992, 238 pp., $12.95 
softcover. 

The topic of this series of essays, based 
on a 1991 conference as part of the Brookings 
Dialogues on Public Policy, is the controversial 
"Oregon Plan": a comprehensive proposal to 
extend health care coverage, through Medicaid 
and private insurance, to the state's uninsured--
by rationing the state's budget allocation for 
health care to a limited set of medical 
procedures. The enabling legislation, passed by 
the Oregon Senate in 1989, will add 120,000 
Oregonians to the 205,000 currently covered by 
Medicaid. Basic components of the plan include: 

. Medicaid eligibility would be 
extended to all persons with 
incomes below the federal 
poverty level, without regard to 
welfare status ( Oregon Medicaid 
eligibility is currently SO percent 
of the federal poverty level);· 

. a public process would be 
established to define a basic 
health benefit package for • Medicaid eligibles ( an Oregon 
Health Services Commission has 
been created, and with 
unprecedented public input has 
prepared a list of 709 paired 
medical conditions and 

treatments, ranked according to 
clinical effectiveness and social 
importance; the Oregon 
legislature has allocated funds to 
cover services to number 587 on 
the priority list); 

. employers would be mandated 
to provide a core package of 
health benefits for employees 
and dependents that at least 
equals that provided by 
Medicaid (Many "near poor" 
with incomes above the federal 
poverty level would be helped by 
this coverage); 

. a risk pool for uninsurables 
would be created; and 

. a "liability shield" would be 
created to protect providers 
against actions when they do not 
proyide services not covered by 
legislative appropriation. 

The Oregon Plan is proposed within the 
context of rising health care costs and growing 
inequities in access to health care nationwide; 
for a price of more than $640 billion per year, 
and spending more per capita for health care 
than any other nation, the U.S. has an infant 
mortality rate that is higher than that of 21 other 
countries; a life expectancy rate that ranks 12th · 
in the world; and a population of more than 37 
million Americans who have no health insurance. 
The most hotly debated component of the 
Oregon proposal, which continues to await 
federal approval for a waiver ( and matching 
funds), is its plan to address these inequities by 
explicitly rationing health care for public 
beneficiaries--cutting some medical services not 
rated top priority in exchange for putting more 
low-income on the Medicaid rolls. 

The contributors to this collection--
policymakers and researchers from the Brookings 
Institution, the State of Oregon, advocacy 
groups, and academic medical. and health policy 
organizations--explore the implications of 
Oregon's proposal within four domains: Policy 
Questions; the Political Perspective, Physician 
Perspectives, and Legal and Philosophical 
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RefJ.ections. As principal editor Martin A. 
Strosberg, Associate Professor at Union College, 
notes, contributors have directed three main 
criticisms to the Plan: (1) that there are 
alternatives to rationing, such as eliminating 
administrative waste and non-beneficial services, 
that should be explored before rationing is 
considered; (2) that the prioritization process · 
and the resultantHst are flawed morally and 
methodologically; and (3) that it is unfair to 
single out the Medicaid population to bear the 
brunt of the rationing. (pp. 5-9). 

Alternatives to rationing are addressed 
by Vermont legislator Bernard Sanders, who . 
favors a Canadian-type system which, he asserts, 
would provide 20 percent more services at 
current levels through the administrative 
efficiency of its single payer system, eliminating 
the need for i:ationing. Other contributors, 
including Joshua Wiener and Henry Aaron of 
Brookings, counter that many administrative 
efficiencies are one time savings, and that even 
systems with universal coverage, including 
Canada's, limit the availability of high technology 
services. 

Contributors' descriptions of the 
prioritization process and its methodology, to this 
reader's mind among the most unique and 
promising components of the Oregon Plan, 
document an unprecedented effort to define and 
clarify community values for policymaking. The 
process was. governed by an eleven-member 
Health Services Commission, composed of 
physicians, consumers, and other medical 
professionals appointed by the governor, that 
received public input from 47·community 

,. meetings, 12 public hearings, and a thousand- · 
person survey regarding the values Oregonians 
believe should guide public policy decisions on 
health care. The Commission used this input, 
with the judgement of its own members, to 
develop and rank 17 categories of care ( acute 
fatal conditions where treatment allows full 
tecovery were given top priority; other categories 
include preventive. care for children, preventive 
care for adults, and a category for services in 
which treatment causes minimal or no 
improvement in the quality of life). A total of 
709 condition-treatment pairs was also defined, 
assigned to the various categories, and then 
ranked within the categories according to the 
degree to which a person's ·well-being would 

improve by receiving that treatment for that 
given condition. Finally, the Commission moved 
specific condition.treatment pairs up or down the 
list, according to their costs and public value. 
The first list, produced in May 1990, provoked 
criticism, tanking such procedures as tooth 
capping as a higher priority than appendectomy. 
By February 1991, however, a new list had been 
generated using an alternative methodology. The 
ranking system and list, according to officials, are 
intended to be refined over time. State 
representatives agreed to. fund payment through 
condition-treatment pair 587. 

This attempt to quantify community 
values, and to incorporate their use into a 
resource allocation model is discussed at length 
bey several contributors, among them Michael J. 
Garland, co-founder and former president of the 
grassroots citizen forum that helped facilitate 
public involvement in setting priorities, and 
Robert M~ Kaplan, developer of the Quality-of-
Well-Being scale that was used as a basis for 
incorporating quality of life assessments. 
Contributors direct both criticism and praise to 
the process and its methodology. A proponent 
argues that in a world of finite resources it is 
morally irresponsible not to ration marginally 
beneficial services; critics warn that individual 
patients' needs may differ significantly from 
collectively determined values for treatment, and 
that individual patients may not fall into uniform 
categories. Still others call for an enhanced role 
for primary care physicians as gatekeepers. 

Whether it is fair to single out the 
Medicaid population for rationing is an 
acknowledgement that the Oregon Plan will 
improve access overall, but that it is by asking 
current medicaid recipients to forego services 
that this is possible. Sara Rosenbaum, of the 
Children's Defense Fund, criticizes the Plan for 
reducing benefits to poor women and children, 
rather than seeking other approaches to cover 
the uninsured. Tufts University Philosophy 
Professor Norman Daniels asks, is it fair to single 
out vulnerable groups, when upper income 
groups are not asked to make equivalent 
sacrifices? As editor Strosberg notes, this may 
depend on whether the Oregon Plan is an 
incremental reform, toward a single, universal 
health system. 

Virtually all authors in this volume 
recognize that health care in the U.S., and in 
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other countries, is already rationed. Oregon has 
made explicit its approach to rationing, and has 
rationalized the process. Many state Medicaid 
programs already restrict coverage of certain 
benefits, or limit days of coverage. Others 
restrict eligibility for categories of individuals. 
Private insurers frequently limit access to 
particular providers, provider types or services, 
and/or place dollar limits on services. And, as 
several contributors note, most non-U.S. 
countries have global caps for health care 
spending, and ration services by limiting overall 
expenditures as well as by limiting access to 
selected services. Oregonians have defined 
community standards and have chosen to cover 
more people, albeit with fewer benefits, rather 
than accept the inequities of providing coverage 
to some, but not others. 

This collection of articles begins to 
document not only the Oregon Plan, but the 
beginnings of a national discussion about the 
nature and impact of rationing, political reform 
and change in health care. Perhaps its greatest 
weakness· is the somewhat academic and 
theoretical treatment of some issues relating to 
the technical aspects of resource allocation 
(provider payment, service organization, benefit 
design and administration) that have long been 
addressed by Medicaid programs and 
demonstration projects in the U.S. and abroad. 
But as the articles in this volume demonstrate, 
there are no clear-cut answers--and none that 
escape political scrutiny and will. 

As national health care reform continues 
in political gridlock, the question remains not 
whether Oregon's approach to allocating 
resources is the best approach, but whether it 
might have potential for improvement over the 
status quo. The Oregon Plan has forced a c.lose 
examination of community values toward 
rationing in health care. The outcomes of 
change are never certain, but the process here is 
strong and broad based. Oregonians know the 
alternative, and have spoken for change. (Holly 
Korda, Cambridge, MA). 

Travis Thompson, and Susan C. Hupp 
(eds.). Saving Children at Risk: Poverty and 
Disabilities. Newbury Park, CA: Sage. 
Publications, 1992, 190 pp., $42.945 hardcover, 
$21.9S softcover. 

This volume contains a series of paper 

presented as part of a conference· held on 
children and poverty at the University of 
Minnesota in 1989. The heart of the conference 
arid subsequent book are discussions of how to 
best prevent children from becoming disabled 
both in utem and after they have been born. 
For those children who have been injured in 
some way, either through poor maternal health 
care or nutrition, exposure to drugs or alcohol in 
utero, inadequate food, stimulation or nurturing, 
child abuse or neglect, or through such 
environmental hazards as lead exposure, the 
question -becomes not how to avoid, but how to 
ameliorate the effects of such trauma through 
medical care and educational programs. 

- As in many conferences, the papers 
published here are of varying quality, although all 
are solid. Much of the information presented 
however, has appeared before and while it is 
interesting and important, it is not necessarily 
original. Several papers, such as James J. 
Gallagher's piece on "Education for Young · 
Children in the Inner City Classrooms" are 
exceptionally strong. Although all the other 
papers in the volume are obviously targeted at 
researchers and policy makers, John E. Rynders' 
chapter "Improving Educational Expectations for 
Young Children Who Have Down Syndrome" · 
seems intended more for parents. Rynders 
provides the reader with a quick history and 
current synopsis of some of the latest research 
on this chromosomal anomaly, with just enough 
statistics and references to back up his 
arguments. Any reasonably intelligent parent 
could, on the basis of the facts Rynders presents, 
make a strong and coherent case when· 
advocating on behalf of their child in an 
academic setting. I can't think of a better use of 
this type of information, although it is 
unfortunate that many parents will not come 
across the piece in this more academic volume. 

A broader question to be raised is the 
link between poverty and disabilities· 
conceptualized here. For the most part, the 
authors in this volume perceive of poverty as a 
precursor to conditions - lack of prenatal care, 
poor medical care for children, poor nutrition, 
exposure to drugs, alcohol and domestic violence, 
poor schools and dangerous neighborhoods, all 
of which might lead to physical and social 
stunting of infants and young children. The 
disability referred to by most authors here is 
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mental retardation and the risk for millions of 
American children is, of course, all too real. It is 
only in the last few articles, such as Rynders', 
noted above and Laraine Masters Glidden's on 
adoption for children with disabilities, that the 
issue of children born with disabilities that may 
not be linked to poverty as a root cause, is raised 
at all. A group not really covered here, ( and in 
fact, r.arely covered anywhere) - but that also 
deserves mention and far more attention than it 
ever gets .. are children born with disabilities or 
who become disabled in poor caring families. 
What becomes of the young child with spinal 
bifida or Downs' Syndrome, born into a strong, 
loving but poor inner-city Hispanic family. What 
of the Afro-American single teenaged mother 
who has not finished high sch9ol, but who is 
trying her best to raise her disabled son or 
daughter without any knowledge of how to access 
the goods and services available to the middle 
cl~ white parents? It would be wrong to 
criticize a book for what it does not cover -
particul~ly a volume as well-intentioned as this 
one obviously is':' but may I suggest that the 
subj~ 'poverty and the disabled child' is too 
often too narrowly defined. The scourge of 
drugs, violence, poverty and lack of health care is 
epidemic throughout urban and rural America. 
but even if this were eliminated,. there would still 
be children with disabilities born - and not all of 
them would be born to white, middle-class 
parents in the suburbs. (Nora Groce, 
Yale/Newington, Children's Hospital). 

Victor, Christina R. Health and Health 
Care in Later Life. Philadelphia: Open 
University Press, 1991, 182 pp., $23.00 softcover. 

One of the most persistent stereotypes 
about later life· is that it is a time of universal 
and inevitable physical and mental ill health. 
Being old means being unhealthy, frail, disabled, 
and dependent. The aging of our populations is, 
thus, seen as presenting increasingly high and 
burdensome demands for health and social care 
by older people. This volume looks at the reality 
of the situation in Great Britain. The first 
sections .consider the health status of older 
people (6S+) by examining patterns of mortality, 
morbidity and mental health, and health beliefs 
and behaviors. The second part of the book 
describes current patterns of health and social 

care utilization by older people and considers the 
likely effects of recent policy changes regarding 
provision of this care. The author is Director of 
the Public Health Research Unit and Senior 
Lecturer in Public Health at St. Mary's Hospital 
Medical School, London. The data presented 
relates mostly to older people in Great Britain 
but, where possible, comparisons are made with 
.other countries, especially those of western 
Europe and other developed countries including 
the U.S. The general circumstances of 
population aging and the assumptions about its 
impact for the health and social care of older 
people which the book addresses apply 
worldwide. 

· Disability, defined with reference to the 
international WHO classification of impairment, 
disability and handicap as "restrictions or lack of 
ability to undertake activities considered normal" 
(p. 60) is addressed throughout the book. It 
receives focused attention in a chapter on 
Physical Health: Patterns of Morbidity, under a 
section devoted to "Chronic Health Problems" 
where is it discussed in terms of prevalence, 
incidence, distribution across the. community and 
institutions, distribution by ~verity of disability, 
prevalence of different dimensions of disability 
(e.g., locomotion, dexterity, communication, 
continence, consciousness), trends in prevalence 
across time, and the causes of disability in later 
life. Also treated are the prevalence of handicap 
and variations by age, gender, and social class. A 
companion chapter presents a similarly 
comprehensive description and analysis of mental 
health in later life and includes ·a detailed 
treatment of dementia. Both chapters draw data 
from recent national surveys of health, illness, 
and disability in later life and offer useful 
comparative perspective for other country's 
national surveys such as the U.S. Population 
Profile of Disability (Department of Health and 
Human Services, 1989). 

The book's main message is not new but 
it needs continuing discussion and 
documentation, and this book gives it a 
compelling presentation: Older people are not a 
homogeneous social group. They are 
differentiated by age, gender, ethnicity, social 
class, and other features like the rest of the 
population. As we examine health ( and 
disability) status in later life and arrange for the 
provision of care, we need to give careful 

,. 
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attention to these dimensions of differentiation. 
The book merits a wide audience of researchers, 
educators, policy makers, practitioners, and 
students whose work relates to health and health 
care in later life. It is well written, well 
documented, and the text is generously 
supplemented by readily informative tables and 
figures. (Jocelyn Armstrong, Division of 
Rehabilitation Education Services and Office of 
Gerontology and Aging Studies, University of 
Illinois at Urbana-Champaign.) 

• 
West, Jane (ed.). The Americans with 

Disabilities Act: From Policy to Practice, New. 
York: Milbank Memorial Fund, 1991, 360 pp., 
$8.95 softcover. 

Do you wish you had a few dependable 
books to pull from your bookshelf just to check 
your perception of some aspect of the Americans 
with Disabilities Act (ADA)? The Americans 
with Disabilities Act: From Policy to Practice is 
just such a volume. The book is a compendium 
of articles by distinguished authors covering 
mainly Title I. IV of the ADA. It has already 
become a dogeared old friend. As a reviewer of 
some ·of the draft articles I have had the 
opportunity to follow it from inception to 
distribution. The articles were certainly useful in 
the raw and now they have been transformed 
into highly readable and informative works in a 
compendium which should occupy space in the 
briefcase and/or-bookshelf of people with 
disabilities, academics in many disciplines, 
policymakers, business people and thoughtful 
members of the reading public. 

The Americans with Disabilities Act: 
From Policy to Practice was conceived early in 
1990 by staff and_ board of the Milbank Memorial 
Fund and the J.M. Foundation in order to 
synthesize and make broadly available results of 
research and analysis that could assist people in 
the public and private sector to implement the 
ADA. The book is a result of collaboration 
among the Milbank Memorial Fund, the J.M. 
Foundation and the Dole Foundation. Editor, 
Dr. Jane West is part of the history of the 

-~ development of the ADA, having served as staff 
director of t_he U.S. Senate. Subcommittee on 
Disability Policy under the chairmanship of 
Senator (now Governor) Lowell Weicker as well 
as having served in other important disability 
policy-related capacities. Dr. West with deft pen 

provides a general, introduction to the book and 
an overview of the social and policy context of 
the ADA. She notes that people with disabilities 
were and continue to be the most disadvantaged 
minority group in the country in employment, 
income, education and the like, and nonwhite 
people with disabilities are the worst off. West 
goes on to illustrate attitudinal barriers, 
arguments about language and self ·description 
and then the various building blocks that led to 
the ADA. They include: a) the disability 
movement b) a series of reports such as the 
National Council on Disability's Toward 
Independence c) court cases d) previous 
legislation, especially Section 504 of the 
Rehabilitation Act of 1973. She also provides an 
insider's view of the activity in the Congress over 
the years leading to the passage of the ADA and 
the White House signing ceremony on July 26, 
1990 by President George Bush. The articles, 
each by a highly respected author, address the 
following subjects: a) legislative history b) 
employment protection, employment strategies, 
employment trends and economic factors c) 
access to public accommodations d) 
transportation policy e) implementing 
telecommunications requirements t) public health 
powers g) tax incentives h) the role of. 
technology. There is an appendix of ADA 
implementation dates and resource organizations. 
Each article begins with an introduction by West 
and ends with an ample bibliography to empower 
advocates and enable scholars to map further 
campaigns and to conduct further research. 

Jane West's book provides a readable 
introduction and basis for pursuing other 
somewhat less readable but useful documents on 
the ADA. For example, the Congressional 
reports and the regulations for ADA have been 
released. The Equal Opportunity Commission 
technical manual and ADA guidelines (ADAG) 
as well as the uniform accessibility standards 
(UFAS) are available. The book's authors, many 
of whom are lawyers, like Nancy Lee Jones, Chai 
R. Feldblum, Paul Hearne, Bob Burgdorf, Karen 
Strauss, Robert Katzman, Lawrence Gostin and 
Daniel Schaffer have long track records in their 
respective policy areas and bring invaluable 
insight to disability law, regulations and 
congressional behavior, employment, 
transportation, health and taxation. Mitchell 
LaPlante continues to make invaluable 
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contributions to the analysis of disability 
statistics, in part by probing the value premises 
for the development of questionnaires and 
surveys. While many otherwise gifted individuals 
have difficulty with economic and labor analysis 
and tend to avoid these topics, disability policy 
will not move forward without sophisticated 
analysis of job trends and economic activity. 
Authors Edward H. Yelin and Thomas Chirikos 
have written articles that do exactly that; they 
move us forward in the challenge of labor trend 
analysis and the need for studies of integration .. 
of people with disabilities into the workforce. In 
short, this book is a must for most of us who are 
involved with disability policy. 

The book falls short in a few areas. 
Readers might have been further sensitized to 
the implications of Title V of the ADA, 
especially health insurance. Title V (3) of the 
ADA states that insurers are not prohibited in 
their ability to underwrite, classify or administer 
risks. Insurance--health, life, automobile, 
mortgage, etc.--are unresolved issues. The ADA 
does not seem to support comprehensive services 
for living in the mainstream of society. The 
article by John DeWitt on assistive technology, 
provides an excellent introduction to one of 
those very necessary support services. Less 
·directly, Bob Burgdorf on Title III (public 
accommodations) and Karen Strauss on Title IV 
(Telecommunications) begin to address some of 
these issues. Public accommodations and 
telecommunications have important and complex 
implications for support services for people with 
disabilities in society. Both areas need some 
futuristic policy planning analysis. The article by 
Paul Hearne on Title I (employment), provides 
examples of strategies which are actjon-
provoking guides to support services within the 

· workplace~ However, personal assistance is 
intimately related to Social Security Income (SSI) 
and Social Security Disability Insurance (SSDI), 
which are not within the direct purview of the 
ADA. Personal attendant services, the apparent 
orphan of the ADA, and the· item at the top of 
the agenda for much of the disability community 
is awaiting major substantive and strategic 
analysis as are questions around marriage, and 
benefit levels for those on SSI and SSDI. 

The Americans with Disabilities Act: 
From Poli£¥ To Practice provides a solid 
launching pad for future research as well as. a 

solid ·guide for immediate action, education and 
training. Advocates and researchers alike can 
use it as a model for a highly readable and 
informative contribution to a small but emerging 
literature which integrates various strands of 
disability studies. The book is suggestive of the 
work ahead. For planning purposes, disability 
policy makers require more research about 
mainstreaming children, adults and elders with 
disabilities. How do people with disabilities fit 
into the big picture: designing an accessible 
Information Age; into trends in the labor force, 
especially diversity, downsizing, economic trends, 
skills and aging; and into the current weakness 
and tragedy of the violence, drugs, frayed and 
rigid social fabric represented by the biological 
and extended/alternative families, transient 
communities and ineffective education and skills 
transmission. Further, policy must, guided by 
survey and ethnographic research, address 
emerging issues of access to health care, health 
and other insurance, personal attendants and the 
uriderserved populations of African Americans, 
Asian Americans, Hispanic Americans. and Native 
Americans. Can we continue to ignore the 
relationship between disability and aging? 
Should we be more directly address disability in 
the international sphere? Finally, there must be 
a sophisticated institutional analysis. For all of 
us, advocates and researchers alike, West's book 
is a gateway to challenges in developing research 
which works in tandem with action plans to move 
policy to the ultimate objectives of the 
Americans with Disabilities Act. People with 
disabilities, employers, service providers, business 
owners and particularly, teachers of history and 
the social sciences may well want to submit their 
order now because their activities will be more 
enriched by access to this book. Simply send a 
check for $8.85 to the Milbank Memorial Fund, 
1 East 75 Street, New York, New York 10021. 
(Katherine D. Seelman, Research Specialist, The 
National Council on Disability). 

Reader Res·ponse - We often at DSQ get 
brief letters of praise and criticism but none. as 
detailed and substantive as what follows. We will 
publish others from time to time. It was written 
by Leonard Kriegel in response to my (IKZ) 
review of his book (Spring 1992 DSQ) Falling 
· Into Life. His letter is published in its entirety 

? 
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and unedited. 

Dear Professor Zola: 

Northpoint--or its remnants-.:.sent me your review 
of FALLING INTO LIFE. Like all writers, I 
appreciate reviews--whether they are positive or 
negative--as an indication that somebody out .. there is still reading. I want to thank you for the 
attention you paid FALLING INTO LIFE and 

, for the very nice things you wrote. Ordinarily, I 
• don't respond to what a reviewer writes--on the 

assumption that he or she has done what I 
myself try to do when I review a book; to 
evaluate the. book as objectively as possible. But 
in this case, I find myself wanting to clarify a few 
of the issues you bring up in your review. I 
suppose the reason for this is what you yourself 
noted .in your remarks about FALLING INTO 
LIFE. Your review was itself a particularly 
personal response, a product of what you call our 
•remarkable biographical kinship." Please think 
of this letter, then, as an attempt at clarification 
from my side of that kinship. 

Simply for the record, I am still married to the 
same woman to whom FALLING INTO LIFE is 
dedicated. My first book, THE LONG WALK 
HOME, was also dedicated to her--and that 
appeared almost three decades earlier. I haven't 
"separated from that wife and life" because they 
continue to give me immense joy and sustenance 
and because they continue to anchor what I 
think of as my significance as a human being. 
Obviously, I hope that my wife and my two sons 
would say the same about me. 

This may seem a minor point to you--and I 
certainly don't mean to imply that you intended 
it to be anything other than conjectural--but I 
find it a highly significant one. Unlike you, I 
don't think that the difference between us is that 
you are more "political" than I am (before you 
can make that kind of statement, you would have 
to know the extent to which I am, have been, 
and continue to be or not to be "political," and I 
would qave to know the same of you) but that 
you· are primarily a social scientist and I am 
primarily a writer. When I write about myself 
and my experience as a cripple, I am simply 
doing that--writing about myself. I don't intend 
to, in your words, "speak for many"; indeed, I 

don't intend to speak for anyone other than a 
man named Leonard Kriegel who lost the use of 
his legs to polio at the age of eleven and has 
been trying to come to terms with that loss--both 
as a man and as a writer--ever since. I don't 
write essays, stories, or novels in order to make 
11political11 points. I do, on the other hand, 
sometimes give lectures when called upon or else 
write op-ed pieces when asked in order to make 
political and/or social points. 

This may explain why I decided early on that I . 
would be a writer rather than a social scientist. 
Not that the one is in any way "superior" to the 
other but that writing appealed to me both 
because of what it demanded as well as because 
of what it didn't demand. It asked only that I 
speak for myself--and that I speak honestly. 
From my perspective, as I've written on more 
than one occasion, each individual's quest is to 
emulate that voice Moses hears from the Burning 
Bush and learn to say, 11I am that I am.11 To 
believe, as I take it from your review you believe, 
that being "political" about the situaiion of the 
cripple (or the "disabled," or the "handicapper," 
or whatever term you want) is somehow superior· 
to defining one's life as one insists on defining it 
is arguable. One of the few things I've managed 
to insist on as a writer is that I can't speak for 
your life. I can only speak of mine and suggest 
where my experience has possibly been shared by 
others who have been, in one way or another, 
physically disabled. And one of the few tenets I 
continue to accept it that I don't want to speak, 
as a writer, for anyone's life other than my own. 

You apparently believe that we must all learn to 
be "political." Let me confess that I have never 
been quite certain about what makes writing 
11 political.11 I wonder whether the magazines you 
write for, the WESTERN JOURNAL OF 
MEDICINE or the DISABILITY STUDIES 
QUARTERLY, are any more or less "political" 
than the magazines for which the essays in 
FALLING INTO LIFE were written--
PARTISAN REVIEW, THE NATION, SOCIAL 
POLICY, PRESENT TENSE, THE NEW 
REPUBLIC, THE NEW YORK TIMES 
MAGAZINE, THE AMERICAN SCHOi.AR, 
SEWANEE REVIEW, GEORGIA REVIEW, 
GE1TYSBURG REVIEW? I doubt that they 
are. 
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When you speak of my rage and bitterness, I can 
only ask you to allow me the privilege of using 
what weapons I choose in my own continuing 

· struggle to define a self. I certainly have no 
hesitation in allowing you--or anyone else who 
has to create a life in the face of a severe 
physical handicap--that privilege. Finally, I 
suspect you know that writers. have little to do 
with the blurbs on their books--although to be 
praised by Stanley Elkin, one of the best writers 
in this country, is high praise indeed. Still, I'm 
puzzled by your irritation. with the phrase 11what 
cripples know," since the phrase is used not by 
me bQt by Stanley to speak of an essay he was 
considering writing. 

If, as you write, ours is a "biographical kinship," I 
hope you'll take this letter in the spirit in which I 
intended it--an attempt to clarify lineage. And if, 
as you so kindly conclude your review, I've 
presented "a truth, a vibrant eloquent enduring 
one, a personal one," then FALLING INTO 
LIFE may be as good a book as·I and most of its 
numerous reviewers seem to feel it is. In that 
spirit; let me thank you and let me happily leave 
the "political" truths to others. To paraphrase an 
old Yiddish saying, I have enough. tzooris being 
man, writer, and cripple. 

Yours, 

Leonard Kriegel 

P.S. One final note: I use the word "cripple," as I 
have been using it since an essay I published in 
TI-IE AMERICAN SCHOLAR in 1970, "Uncle 
Tom and Tiny Tim,'1 as a societal badge of honor. 
Stigmatization can also be lived up to. It seems 
to me imperative that those of us faced with the 
prospect of creating our presence out of our pain 
work as hard as we possibly can to avoid the 
kind of Orwellian Newspeak that threatens our 
entire culture's sense of reality. Once again, I 
want to be the individual who defines who and 
what I am--not who and what you are~ If I refer 
to myself as a "cripple/ I do so with the sense 
that I have earned the right to refer to myself in 
that unconventional way. The problems of 
Americans of African descent do not seem to me 
to have changed very much even when 
"Black"replaced 11Negro11 and has now itself been 
replaced by "African-American.11 

RESOURCES 

Disability: The Necessity of A Socio-
Political Perspective. Written by Len Barton, 
editor of Disability, Handicap & Society and 
Professor of Education at Sheffield University 
(England), this monograph provides a focus for 
debate about the approach to disability and 
disability issues which must be taken if the 
structures and ideological supports which 
exch:ide, debilitate, and control disabled people 
are to b~ broken down. Barton takes the 
position that disabled people and their able-
bodied colleagues must strive to move the 
overriding interest of society from questions of 
need to those of rights and choices before the 
liberation and empowerment of people with 
disabilities will become evident. Disability 
therefore must be seen, not as a personal 
problem, but as a responsibility of society, 
government, and community. Included in the 
debate and a substantial addition to the 
publication are commentaries from Australia, 
New Zealand, and U.S. which assess from a 
variety of perspectives Barton's view of human 
rights and the ways disability issues are changing. 
To preorder, please send a $10.00 check, made 
payable -to the University of New Hampshire 
(IEEIR) and request letter to: IEEIR, The 
University of New Hampshire, 6 Hood House, 
Durham, NH 03824; (603) 862-4767; Fax (603) 
862-4217. . 

Disweb is a European Network of 
Women with Disabilities, is composed of women 
representatives of various disabilities, educational 
and vocational backgrounds. Details: Johanna 
Krieger, Laufgraben 18, D-2000 Hamburg, 
Germany1 

A brief but valuable report of a national 
Netherlands discussion on questions of ethics, 
norms and values in the disability field has been 
issued by the Dutch Council of the Disabled. 
The Dutch O:,uncil together with the Federation 
of Parent Associatjons co-sponsored the 
discussion held in 1990 in Utrecht. By issuing 
this report the two· co-sponsors hope to stimulate 
discussion of the society-wide shifts in norms and 
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values and the results impacting on the self- Report is designed to bridge the gap between 
perceptions of people with disabilities their serious research/policy analysis and the active 
parents, helpers and care providers. The · policy debates of the day. We regularly cover 
discussions focused on three specific issues where such topics as health policy, social security, 
the influence of prevailing health norms are of retirement and labor market policy, long-term 
great significance; medical treatments, hereditary care, and pensions. Each issue of The Public 
testing and medical examinations. Policv and Aging Report explores one policy 

The report covers six topics: background issue in depth and is accompanied by appropriate 
on ethical issues, norms and values and moral statistics, charts, and suggested readings. Broad 
beliefs, health and disease, the medicalization of coverage of current developments in the field is 
society, hereditary testing and medical offered -- summaries of national legislative 
examinations. Details: Dutch Council of the initiatives, innovations at the state· level, decisions 
Disabled, Postbus 169, 3500 AD Utrecht, The in the courts, new regulations, and other 
Netherlands, Tel: 030-31-34-45; Fax: 030-34-02- significant policy events. Critical reviews of 
47. newly published books and brief synopses of 

recent journal articles, as well as hard-to-find 
The International Journal of publications, provide the reader with a cross-

·Rehabilitation Research is a quarterly, peer section of the best available research in the field. 
reviewed interdisciplinary forum for the "The Data File on Aging,11 an eclectic collection 
publication of research into disability and of data on aging persons and programs, is 
handicap experienced by people of all ages in designed to stimulate, provoke, and inform. 
both developed and developing societies. Areas Sample issues available by writing; Center on 
of interest include disablement throughout the Aging, Health and Society, The University of 
life cycle; rehabilitation programs for persons Chicago, 1155 East Sixtieth Street, Chicago, 
with physical, sensory, mental and developmental Illinois 60637. 
disabilities; measurement of disability; special 
education and vocational rehabilitation; Righting the History of Wrongs: A 
equipment, access and transportation; Rights Approach to the Issues Arising out of 
independent living and consumer, legal, economic Women's Experience of Disability, 1991 
and socio-political aspects of disability and submission to the Commission on the Status of 
handicap. The Journal is produced in association Women by Susan Lonsdale, was published in 
with Rehabilitation International. Editor, Paul 1990. It describes and analyzes the experience of 
Comes, ·university of Edinburgh, Astley Ainslie 22 women of widely varying ethnic and socio-
Hospital, Edinburgh EH9 2HL Scotland. Tel: economic backgrounds who live in England. The 
(031) 447-6271 ext. 5322. · depth of analysis can be seen from some of the 

concluding commentary; "distributive justice for 
Proceedings of women's Forum (held 11 women depends on significant changes in the 

May 1991) on 'Invisible Women', special issue of organization of work, in the provision of income 
Australian Disability Review, Unit for outside paid employment, in child· care and in the 
Rehabilitation Studies, Macquarie University provision of a range of support services which 
NSW 2109, Australia, 1991/3, 98 pp. Subjects are beyond the capacities of individuals operation 
include: positive .role models; paid or unpaid in the market place. At present, insufficient 
work for women with· disabilities; access to resources are being put into community services, 
systems; the environment; and, women with provision of basic aids and health care services." 
disabilities and the women's movement -- a two_ Published by MacMillan, Houdmills Basingstoke 
way process . Hampshire RG21 2XS, U.K. Hardcover $35.00, • softcover $9.99. 

The Public Policy and Aging Report was 
launched in 1987 with the goal of filling a void in 
the field of aging and public policy -- the BIBLIOGRAPHY 
application of current research and analysis to 
controversial and pressing policy issues. The 
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An Annotated Bibliography on the 
Politics of Disability. Compiled by David 
Pfeiffer, Suffolk University, Boston, MA 02108-

. 2770. 

Biklen,. Douglas. The Myth of Qinical 
Judgment. Journal of Social Issues; 
1988; 44: 27-40. 
Discusses the exercise of clinical 
judgment relating to the provision of 
various services to people with 
disabilities. Other social, economic, and 
political factors are not considered by, 
the professionals .leading to 'the 
conclusion that outcomes may even run 
contrary to clinical judgment. 

Boles, Janet K.. (editor). The Egalitarian City: 
Issues of Rights, Distribution. Access, 
and Power. New York: Praeger Publish 
Publishers; 1985. 
Essays.discussing the participation. in 
urban politics of disabled people and 
other disadvantaged groups. 

Bowe, Frank G. Into the Private Sector: Rights 
and People with Disabilities. Journal 
of Disability Policy Studies; Spring 
1990; 1(1): '89-101. 
A description of the passage of the 
ADA from about 19.88 up to late Fall 
. 1989. Presents the compromises in the 
1989 version. 

Braddock, David; Fujiura, Glenn. Politics, 
Public Policy, and the Development of 
Community Mental Retardation 
Services in the United States. 
American Journal on Mental 
Retardation; January 1991; 95(4): 
369-387. 
Using data from the 1989 National Study 

· of Public Spending for Mental . 
Retardation and· Developmental 

. D·isabilities without· giving the sample 
size, a model is tested with regression. 
The dependent variable was state level 
budgetary data on cumulative community 
services fiscal efforts 1977 -1988. Two 
independent variables ( strength of 
consumer advocacy organizations in the 
states and the state's historical 

orientation toward racial equality) were 
found to be statistically significant and 
good predictors . 

Burgdorf, Jr., Robert L. The Americans with 
Disabilities Act: Analysis and 
Implications of a Second-Generation 
Civil Rights Statute. Harvard Civil 
Rights, Civil Liberties Law Review; 
1991; 26: 413-522. 
An excellent and important review and 
discussion of the· civil rights statute for 
persons with disabilities by the primary 
author of the legislation. 

David, Sheri I. With Dignity: The Search for 
Medicare and Medicaid. Westport, CN: 
Greenwood Press; 1985. 
A history of the Medicare and Medicaid 
programs with emphasis on the political 
and policy aspects. 

Driedger, Diane. The Last Civil Rights 
Movement: Disabled Peoples' 
International. New York: St. Martin's 
Press; 1989. 
This book is a history of the Disabled 
Peoples' International. Chapter one 
presents a topology for the study of 
disability related groups: ones related to 
the independent living· movement, · 
consumer groups, and self-help groups . 
.This topology is too narrow to include 
the half of the Disability Community 
who do not receive services ( are not 
consumers), are not related to the 
independent living movement, nor are in 
self-groups. Since disabled US citizens 
did not qualify for the assistance 
available to participate in the DPI's 
world congresses and most could not 
afford nor could raise the funds to do 
so, she leaves out virtually all US groups 
and individuals. Chapters two to six give 
considerable details about the rise of 
DPI. Chapter seven discusses the 
problems which first arose in DPI: lack 
of representation of deaf persons and of 
women, cross-disability rivalries, lack of 
grass roots involvement, lack of planning, 
mistrust,. and the impact of international 
politics. Chapter eight discusses how 

., 
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DPI became involved in international 
organizations such as UNESCO and 
ILO. In doing so DPI won on the issue 
·of integration and self-determination of 
people with disabilities, but lost on the 

· issue of the WHO's definition of 
disability. She then concludes with a 
positive evaluation of DPI's influence on 
international bodies, but raises the 
question of its impact on the grass roots 
level. 

Fielding, Gordon J. Transportation for the 
· Handicapped: The Politics of Full 

Accessibility. Transportation Quarterly; 
1982; 36: 269-82. 
Largely a complaint that disability groups 
persuaded Congress to require that 
transit systems be acce~sible instead of 
following the recommendations of 
transportation planners that disabled 
people be segregated in paratransit 
systems. 

Hahn, Harlan. Can Disability Be Beautiful? 
Social Policy; Winter 1988; 18(3): 
26-32. 
Disabled people must mobilize on the 
basis of their disability. During medieval 
times disabled persons were objects of 
humor and eroticism, but they were 
transformed into objects of pity and 
charity. Today social institutions 
including the media must change popular 
misconceptions of disability to encourage 
the political organization of people with 
disabilities. 

Hahn, Harlan. Somewhere Under the Rainbow 
The Politics of Identity and the 1988 
Elections. Disability Studies Quarterly: 
Winter 1989: 3-7. 
Hahn discusses the role of the disability 
community in the electoral process and 
concludes that there is an opportunity to 
play a leading role in the emergence of a• new coalition based upon identity. If 
disabled people can translate their stigma 
into an affirmative attractiveness and 
pride, then they would have 
accomplished a most challenging feat. 
Their model could be followed by 

minorities, women, and the aging so that 
a new electoral coalition would be 
formed based upon characteristics 
previously seen as the basis for 
discrimination. This new coalition could 
then control government and society in 
such a way as to redistribute resources to 
those people who had been the objects 
of discrimination. 

Hahn, Harlan. Toward a Politics of Disability: 
Definitions, Disciplines, and Policies. 
The Social Science Journal; 1985; 22: 
87-105. 
Classic statement of the shift from the 
medical model of disability and from the 
economic (rehabilitation) model of 
disability to the socio political ( minority 
group) model which calls for public 
policy changes which shape the 
environment from a discriminatory one 
to one which is open to all people. This 
change calls for a restructuring and 
reconceptualization of research on 
disability and disabled persons. 

Kamieniecki, Sheldon. The Dimensions 
Underlying Public Attitudes Toward 
Blacks and Disabled People in 
America. American Behavioral 
Scientist; 1985; 28: 367-85. 
A review of public attitudes toward 
b.lacks and disabled persons indicating 
that in the early 1980's attitudes toward 
disabled persons were becoming 
politicized (with more supportive 
attitudes shown by Democrats) and were 
the result of a paternalistic view of 
disabled people. 

Kirchner, Corrine; Johnson, Mary; Scotch, 
Richard K.; LaPlante, Mitchell P.; 
Schein, Jerome D.; McNeil, Jack; 
Bowe, Frank G.; Boggs, Elizabeth M.; 
Seelman, Kate. The Politics of 
Disability Statistics: Who .Counts What 
and Why. Disability Studies Quarterly; 
Summer 1990; 10(3): 1-2, 12-25. 
An extensive discussion of the political 
use of disability statistics and the 
problems involved. 
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Levin, Erwin; Wexler, Elizabeth. P.L. 94-142: 
An Act of Congress. New York: 

. Macmillan; 1981. 
A case study of the political process 
focusing on the Education of All 
Handicapped Children Act. 

Mezey, Susan Gluck. No Longer Disabled: 
The Federal Courts and the Politics of. 
Social Security Disability. New York: 
Greenwood Press; 1988. 
This excellent work takes two themes -
judicial involvement in the arena of 
policy making and litigation as a means 
for pressuring the policy rnaking process 
- and uses them to explain the events 
surrounding the failure of the Reagan 
administration's attempt to destroy the 
SSDI program. The autho~ discusses 
judicial review of administrative agencies 
using examples related to the Social 
Security Administration, the SSDI 
program, the 1980 Social Security 
amendments which led to the review of 
SSDI recipients, and how the courts 
clashed· with the Social Security 
Administration over the medical 
improvement standard which led to the 
passage of the 1984 Social Security 
Disability Benefits Reform. Act. The 
work contains considerable legal 
information, .citations, and bibliography 
not easily available elsewhere. 

Owen, Mary Jane.. Campaign '88:· National 
Results: What Happened; What 
Happens Next?.Disability Studies 
Quarterly; Winter 1989: 43-46. 
Using the Louis Harris and Associates 
data, Owen asks why was George Bush 
able to move from behind Dukakis to 
win. In February 1988 Harris found that 
disabled people cµ-e more politically · 
active than the population at large and , 
that they resented the fact that neither 
Bush· nor Dukakis pla~d disability issues 
on their political agenda. The 
Republicans took these facts seriously. 
Even though· Dukakis had programs in 
Massachusetts to which he could point 
(but failed to do so), Bush's 33 words in 
his acceptance speech - that he would do 

what was necessary to include disabled 
people in the mainstream of society -
caused a switch of disabled voters as well 
as non-disabled voters which enabled 
Bush to win in 1988: 

Percy, Stephen L. Disability, Civil Rights, and 
Public Policy: The Politics of 
Implementation. Tuscaloosa: 
University of Alabama Press; 1989. 
Discussion of the political struggles 
involved in the implementation of the 
civil rights laws for people with 
disabilities. 

Pfeiffer; David. Disability Politics in the 1990 
· Massachusetts Gubernatorial Election. 
Disability Studies Quarterly; Winter 
1991; 11(1)~ 1-3. 
Although outgoing governor Michael 
Dukakis had numerous chances to 
discuss the issue of disability, he never 
did. However, in the 1990 election both 
parties' candidates for governor · 
presented position papers on disability 
policy while avoiding discussion of it. 
The position of John Silber closely 
resembled that of the Independent 

: Living Movement and emphasized the 
delivery of services while the position of 
William Weld closely resembled that of 
the Disability Rights Movement and 
emph.asized civil rights. In any case, the 
question of disability issues is a part of 
Massachusetts politics. 

Policy Statements on Disability Issues by the 
Three Presidential Candidates. 
Washington, D.C.: President's 
Committee on Employment of the 
Handicapped; n.d. [1988]. 
Statements by George Bush, Michael 
Dukakis, and Jesse Jackson on the major 
issues ( such as transportation, housing, 
civil rights, and employment) faced by 
the Disability Community. 

Quicke, J.C. 'Speaking Out': The Political 
Career of Helen Keller. Disability, 
Handicap &.Society; 1988; 3(2): 
167-.71. . 
A brief sketch of Helen Keller's political 
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activities which are largely ignored or 
obscured by most people because she 
was very left wing. Disabled persons in 
general should take note of her political 
life and also be active. 

Weindling, Paul. Health, Race, and German 
Politics Between National Unification 
and Nazism, 1870-194S. New York: 
Cambridge University Press; 1989. 
Traces the origin and influence of 

t eugenics in German politics. 

West, William F. · Administrative Rulemaking: 
Politics and Processes. Westport, CT: 
Greenwood Press; 1985. 
Examines the process of rulemaking in 
federal regulatory agencies from the 
political perspective. 

Williams, Gareth. Independent Living: Rolling 
Back the Frontiers of the State? 
Disability Studies Quarterly; Spring 
1988: S0-S4. 
Even though the traditional welfare 
approach to independent living may lead 
to more bureaucracy, minority group 
politics will lead to fragmentation and 
more inequality. 

Wolf, Jessica. Ot1t of Mind, Out of Sight? 
From Housing Discrimination to 
Public Accommodations Legislation. 
Journal of Disability Policy Studies; 
Summer 1990; 1(2): 99-110. 
A good discussion of the fight for 
persons with disabilities, especi~ly those 
with mental disabilities, to live in the 
community where. they choose with 
illustrations from her experience in 
Connecticut. 

Zola, Irving Kenneth. Depictions of Disability -
Metaphor, Message, and Medium in 
the Media: A Research and Political 
Agenda. The Social Science Journal; • 1985; 22: S-17. 
In the media using disability-as a 
metaphor conveys negative messages 
about disabled persons and has a 
pejorative effect upon society. 

ENDN()TE'· 

From Our Washington Correspondent: 

A rather sweet summer has arrived in 
Washington, and (with apologies to T.S. Eliot) 
"Around the town the people come and 
go/talking of budget deficits and Ross Perot." A 
bill to initiate a balanced budger amendment was 
defeated by the House on June 11th. So, for the 
moment at least, no one anticipates major cuts in 
human services and entitlement programs. 

· The other major news is. the turnover in 
the House and Senate, which is the highest since 
World War II. Seventy members of the House, 
and eight Senators will not return next session, 
having quit, retired, or been defeated in a 
primary. What will be the impact? The last 
major turnover in the House was in 1974, 
following Watergate. The new members broke 
the seniority system, and a proliferation of 
subcommittees and a hugh expansion in 
Congressional staff followed. Although this may· 
have "opened up" Congress, it has also made it 
harder to get things done. 

On the disability agenda, some of the 
most active issues are: 

The Americans with -Disabilities Act 

On January 26, 1992, the first two major 
sections of ADA came into force, Titles II and 
III. Title II has two subtitles: Sub-title A, 
concerning services provided by a state or local 
governments; Subtitle B, transportation. Title III 
involves services provided by private entities, 
such as restaurants,- hotels, stores, movie theaters, 
and doctors' offices. 

How many complaints have been filed 
under Title II in the first six months? No one 
knows, because enforcement is spread across 
many federal agencies and no central 
clearinghouse keeps track ( although there will be 
an annual report in the future with these 
numbers). But, as of June 12, the Justice 
Department alone reported receiving 24S 
complaints; it has kept 130 (involving, e.g., 
prisons and law enforcement agencies) and 
referred 115 to other departments ( 46 to 
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Transportation, 34 to Education, 21 to Health 
and Human Services, 10 to Interior, and 4 to 
Housing and Urban Development). Incidentally, 
these are all "post-triage" cases; a small number 
of clearly inappropriate cases were dismissed 
outright. 

Justice has exclusive jurisdiction over 
Title III, and 247 complaints have been 
registered. Of these, 80 percent involved physical 
access to existing facilities; 10 percent auxiliary 
aids; and the remaining 10 percent are classified 
as "miscellaneous.• No numbers are available on 
the status of th~ cases, but a Justice 
Department spokesman said none had yet 
p~eded to a lawsuit. 

A unique ADA project is "ADA Watch," 
begun last year by the National Council on 
Disability and operated by a contractor, Robert 
G. Kramer & Associates of Annapolis, MD. Its 
purpose is to monitor ADA implementation and 
disseminate ADA information. 

·ADA Watch held its first public hearing 
on June 15th and 16th at the U.S. Senate in 
Washington. Witnesses representing federal 
agencies, business trade associates, state and local 
government, and disability organizations 
presented testimony about their initial · 
experiences with ADA implementation. One 
particular concern was the "scare tactics" being 
used to sell ADA seminars and explanatory 
materials, often of dubious quality. 

John Dunne, assistant attorney general 
for civil rights in the Justice Department, stated 
that Justice's position on ADA compliance is to · 
"educate and negotiate, and to litigate only when 
compliance is refused," noting however that 
Justice "can be tough litigators" when necessary. 

Carolyn Feis from the General 
Accounting.Office (GAO) gave a brief 
description· of the ADA evaluation project they 
are conducting on Titles II and III. 

For further information, contact ADA 
Watch at (800) 87S-7814. 

Of course, it is far too early to render 
any verdict on ADA. But at least in one respect, 
ADA is surely a success -- it has brought new 
respect to disability issues, and has placed 
disability on the -~ational agenda in a way not 
seen before. 

An impressive aspect of ADA 
implementation is the quality of the technical 
assistance materials prepared by government 

agencies. The Equal Employment Opportunity 
Commission (EEOC) and Justice have jointly 
published the Americans with Disabilities Act 
Handbook (EEOC-BK-19), which contains all 
regulations published under ADA, with detailed 
interpretations. 

In addition, EEOC has published two 
other excellent items: A Technical Assistance 
Manual on the Employment Provisions (Title I) 
of the Americans with Disabilities Act (EEOC-
M-lA, January 1992). and an accompanying 
Resource Directory (EEOC-M-1B, Janu8:I'Y 
1992). 

For free copies of any of these materials, 
call (800 669-EEOC (voice) or (800) 800-3302 
(TDD). Copies are also available in braille, large 
print~ audiotape, and electronic file on computer 
disk. To obtain these format, call EEOC at 
(202) 663-439S or (202) 663-4398 (voice), or 
(202) 663-4399 (TDD). 

Reauthorization of the Rehabilitation Act 

Whatever the success of ADA, the 
barriers created by lack of education and job 
skills are equally or even more serious barriers to · 
employment by people with disabilities than 
discrimination. For example, the Senate report 
to ADA notes that 43 percent of all adults with 
disabilities did not finish high school, three times 
more than non-disabled individuals. And ADA 
itself does nothing to provide job training or 
placement services. 

This is of course a key ·purpose of many 
programs established by the Rehabilitation Act 
of 1973, which Congress is now reworking, and 
hopes to take final action on before recessing in 
August. The Rehabilitation Act expired last 
year, and was continued on a one-year extension. 

Two ·GAO studies have suggested serious 
problems with the vocational rehabilitation (VR) 
program i_n particular, which is the largest Rehab 
Act program. A report Vocational 
Rehabilitation: aearer Guidance Could Help 
Focus Services on Those with Severe Disabilities 
(GAO/HRD.92-12) released last November, 
found the Rehabilitation Services Administration 
(RSA), which oversees the $1.8 billion VR 
program, has exercised inadequate oversight of 
the state VR agencies which provide the program 
services.: 

Far more damning was testimony before 
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the House Subcommittee on Select Education, 
also in November 1991 (Vocational 
Rehabilitation Program: Qient Characteristics, 
Services Received, and Employment Outcomes 
(GAO/f-PEMD-92-3). Among other things, 
GAO found that the benefits of this program are 
at best mixed. For example, eight years after 
rehabilitation, 40 percent of clients had annual 
earnings that totalled less than the amount of 
money one would earn working all year at 
minimum wage. And virtually the only kind of 
service many clients received was counseling. ' GAO's final report is expected this fall. 

Although these findings seemed to have 
surprised many people in Congress, we can't 
figure out why any of this should be news. A 
1973 GAO entitled Effectiveness of Vocational 
Rehabilitation in Helping the Handicapped 
found the very same problems. 

Free copies of these documents are 
available from GAO at (202) 275-6241. 

The House Subcommittee on Select 
Education has held three he.arings since last fall 
on the Rehab Act, and its draft bill has been 
available since June 5th. Although many changes 
are proposed, most are cosmetic and do not 
appear to get at RSA's real problems, such as its 
inability to generate institutional innovation or 
deliver the kinds of services people with 
disabilities really need. The House bill is 
scheduled for a Subcommittee vote on June 30th. 

Also, on June 30th the Senate will be 
holding its first hearing on the Rehab Act. 

For further information, including copies 
of the draft bills, contact Maria Cuprill, staff 
director, House Subcommittee on Select 
Education, at (202) 226-7532; and Bobby 
Silverstein, staff director, Senate Subcommittee 
on Disability Policy, at (202) 224-6265. 

Rehabilitation Semces Administration 

But let n<;> one say that RSA is wholly 
moribund. In response to the GAO findings, 
RSA is proposing to fund a 3-year, multi-million 
longitudinal investigation of client outcomes, 
which was formally announced in the Commerce 
Business Daily on June 10, 1992. Cynics suggest . 
that RSA will use this study as an excuse to put • off making any changes until 2010. However, 
this is a testable hypothesis, and would make a 
very interesting longitudinal study as well. 

Racial Discrimination in the SSDI Program 

For the past 30 years under the Social 
Security Disability Insurance (SSDI) program, 
applications by blacks have been approved at a 
lower rate than for whites (although blacks 
receive benefits at a higher rate than whites). 
For example, in 1988 29 percent of blacks versus 
36 percent of whites, were allowed SSDI benefits. 
And under the Supplemental Security Income 
(SSI) program, a similar racial difference has 
been operating for at least the last 5 years. In 
1988, 29 percent of blacks, compared with 37 

. percent of whites, were allowed SSI benefits. 
The late Senator John Heinz, ranking 

minority member of the Senate Special 
Committee on Aging requested GAO investigate 
the racial differences in allowance rates. 

In May, GAO released its report, 
entitled Social Security:. Racial Differences in 
Disability Decisions Warrants Further · 
Investigation (GAO/HRD-92-56). GAO found 
that the differential approval rates at the first 
step of applications for the SSDI program was 
explained by age and impairment difference: 
more younger blacks with less severe 
impairments applied for benefits. 

However, differences in the SSI program 
between blacks and whites, 18 to 24 years old 
with impairments of equal severity, were not 
explained by "education, sex, geographic location, 
percent urban population, or impairment type." 

GAO also found that blacks less often 
filed appeals, but when they did, appeals were 
less often in their favor. GAO found no 
correlation with demographic or impairment 
variables, and also noted the racial difference 
varied widely across Social Security's 10 regions. 

One of the key recommendations was 
that the Commissioner of Social Security 
investigate further the racial difference in 
allowance rates. Rumor has it that this task has 
been assigned to Ray Seltser, at the Agency for 
Health Care Policy and Research, who headed 
up a Public Health Service Task Force on 
Medical Criteria for Disability Determination in 
the Social Security disability programs. (The 
results of this task force will be described in my 
next column). 

For free copies of this report, contact 
GAO at (202) 275-6241. 
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Rehabilitation Science 

I have seen the future, and it is the 
National Center for Medical Rehabilitation 
Research ("NCMRR), located within the 
National Institute of Child Health and Human 
Development (NICHD) at the National Institutes 
on Health. NICHD also sheltered the National 
Center on Aging before it split off and became 
the National Institute on Aging. Hopefully, 
NCMRR may grow up to be its own institute 
within a few years. 

Toe staff is smart, friendly, and 
ambitious. Toe Director of NICHD has been 
serving as the acting Director of NCMRR, but 
interviews are now being conducted for a 
permanent Director. An announcement is 
expected in August. 

For a description of the scope of Center 
funding, see NIH Guide for Grant and 
Contracts. February 21, 1992 (Part 2), pages 17-
22. 

For further information, contact David 
Gray, Acting Deputy Director, NCMRR, at (301) 
402-2242. 

Commemorative Envelope to Honor Americans 
with Disabilities 

On May 28, 1992, a first-class stamped 
envelope honoring Americans with disabilities 
was unveiled by the U.S. Postal Service at the 
annual meeting of the President's Committee on 
Employment of People with Disabilities in 
Washington, D.C. 

Toe envelope contains 29-cents postage, 
and will be available in two sizes, a #10 letter 
size and a 6.7S inches stationary size. Toe. 
envelope is scheduled to go on sale July 23rd at 
local post offices. This commemorative was an 
initiative of the National Organization on 
Disability (NOD). 

Next time: Wrap up on the 
Rehabilitation Act; the flap at Gallaudet 
University over "voices off"; more news from the 
Social Security Administration; personal 
assistance legislation; and other stuff. 

60 



THE SOCIETY PAGES 

Elaine Makas 
Society for Disability Studies 

A warm greeting to all of you--
newcomers to our Society, "old timers" with SDS, 
and future members of our group! Here's the 

! latest news from the Society for Disability 
Studies. 

SDS Membership 

The Society for Disability Studies has 
280 members at this time, and more people are 
joining every day! People w~o are members of 
the Society for Disability Studies get a 
subscription to DSO as part of their membership 
(but people who just subscribe to DSO do not 
get membership in SDS as part of their 
subscription). New members who join SDS will 
get the entire 1992 volume of DSO. Remember, 
SOS changed the membership year to a calendar 
year for all members. The present membership 
year is January 1, 1992-December 31, 1992--no 
matter when during the year dues are paid. 
Anyone interested in joining SDS should contact: 
Sharon Barnartt, SDS Membership Chair, 
Department of Sociology, Gallaudet University, 
Washington, DC 20002. Phone (V/IDD): 
202/651-S160 Bitnet: 
SNBARNARTI@GALLUA 

Membership Directory 

One of the advantages of being an SDS 
member is that you will receive a copy of the 
annual Membership Directory, a valuable 
networking resource which contains the names, 
addresses, phone numbers, present 
positions/affiliations, research interests, and areas 
of professional training of the Society's members. 
Dissemination of the May 1992 Directory began 
at the annual meeting in June and will continue 
throughout the year. The new Directories are 
currently being distributed to those who were 
already members at the time of the June 

. meeting. Directories will -also be sent to_ persons 
who join the Society ( or who renew their 
memberships) before December 31. The 
Directory is only available to people who have 
paid their 1992 dues. If you are already a 

member of the Society (i.e., 1992_ dues paid), but 
have not received your copy of the Directory by 
the end of July, please contact Elaine Makas at 
(h/w )201ns4-5726. 

1992 Annual Meeting 

The Society's 1992 meeting was held 
June 17-20 at the Crowne Plaza, Holiday Inn in 
Rockville, MD. Attendance at the meeting was 
high and included members and presenters from 
as far away as Canada, France, and Hawaii. 
Over 62 presentations were made in 21 separate 
sessions. Topics ranged from representations of 
physical disability in British and American 
literature to health insurance concerns of persons 
with disabilities. 
Several panels focused on new issues in the field, 
including the· implications of Human Genome 
research for persons with disabilities, and Federal 
definitions of disability to be used in transfer 
programs and scientific research. The panel on 
Human Genome research included Jude Payne 
from the Health Insurance Association of 
America, Bob Gellm3:J1 of the Government 
Information Subcommittee, Eric Juengst of the 
National Genome Research Center, and Barbara 
Faye Waxman, a researcher on the politics of 
eugenics from Los Angeles. In the panel on 
definitions, Janet Bandann from the Social 
Security Administration, a co-author of the 
revised definition of disability among children, 
discussed the effects of change of definition in 
the transfer system.· Gerry Hendershot and Lois 
Verbrugge, both members of the PHS Task 
Force on Improving Medical Criteria for 
Disability Determination, discussed the charge of 
that task force and some or'the outcomes of 
their deliberations. Scott Brown, an expert on 
ICD-9 definitions of disability from the 
Education Department, acted as both Moderator 
and Discussant. Another important panel 
examined the changing focus of policy toward 
young children with disabilities that directs 
services to the family unit rather than to the 
individual child. Merle McPherson, Director of 
the Division of Services for Children with Special 
Health Needs, Maternal and Child Health 
Bureau, along with Camille Catlett of the 
American Speech and Hearing Association and 
Corinne Garland of Child Development 
Resources discussed the· impact on professionals 
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and families of the new legislation which requires 
services for the whole family of children aged 0 
to 3 who have health and developmental 
problems. (An upcoming issue of DSQ will be 
devoted to this topic and will be co-edited by 
Rosalyn Darling, who was. instrumental in 
forming the panel.) The meeting had many 
other highlights including a keynote address by 
William Graves, Director of the National 
Institute on Disability and Rehabilitation 
Research, on the future direction of disability-
. studies research, and a stimulating workshop led 
by Irv Zola op being an expert witness. Social 
activities were also part of the three-day 
conference and included a reception for Dr. 
Graves co-sponsored by the Dole Foundation, 
and an outstanding performance by the 
Gallaudet Dance Company at the annual 
luncheon. 

1993 Annual Meeting 

Arrangements are now being finalized 
for the Society's 1993 meeting, which will be held 
in Seattle, Washington. It is tentatively 
scheduled for June 17-19. The 
Accessibility/Arrangements Co-chairs for the 
1993 meeting are John Seidel and Marci 
Catanzaro. The Program Chair is Mitch .. 
La.Plante. Be sure to check the Fall issue of 
DSO for the name of the conference hotel and 
for confirmation of the meeting dates. Themes 
for paper presentations or panels include policy, 
history, media, communications, literature, 
teaching, statistics, d~ta, research methods, 
gender, self-image, perceptions, attitudes, 
advocacy, activism, culture, sexuality, ADA, law, 
civil rights, family, integration, and many more 
topics related to disability studies from a variety 
of disciplines and perspectives. Submit a 1-2 
page developed abstract including author( s ), 
affiliation(s), mailing address(es), title of paper 
or proposed panel. Abstracts will be refereed. 
Abstracts must~ postmarked by January 15, 
1993, and should be sent to Mitchell P. LaPlante, 
Institute for Health & Aging, University of 
California, 201 Filbert Street, Suite 500, San 
Francisco, CA 94133. Include a stamped self-
addressed envelope for reply. For queries, call 
41Sn88-8915 or FAX 415/362-0258. 

And Speaking of Annual Meetings ..... 

On the off-chance that you may have 
missed one of the Society's last eight annual 

· meetings ( or, even if you attended, but want to 
refresh your memory), now is your chance to 
catch up on the latest disability studies research 
by purchasing copies of the conference 
proceedings. You should also encourage your 
university/college or organization to add these 
valuable publications to their library. The 
Proceedings include extended abstracts of 
presentatiqns given at each of the Society's 
annual meetings. Prices listed below include 
handling and domestic postage charges and are 
based on actual publication costs. (Some years 
we just talked longer than others!) 

1984/85 Impaired and Disabled People in 
Society $20.00 

1986 The Changing Wotld of Impaired a,nd 
Disabled People in Society $20.00 

1987 Emerging Issues in Impairment and 
Disability Studies $10.00 

1988 The Social Exploration of 
Disability $25.00 

1989 The Social Organization of Disability 
Experiences $15.00 

1990 Translating Disability $25.00 . 

(The availability and cost of the 1991 
Proceedings will be announced in the Fall issue 
of DSO.) 

Make checks payable to Society for 
Disability Studies, and send request and payment 
to Stephen C. Hey, Department of Sociology, 
Willamette University, Salem, OR 97301.. 
(Please contact Steve for the cost of shipping for 
·a.11 international orders; which must be prepaid.) 

Changes in the Board of Directors ! 

The 1992 SDS election was a close one! 
With eleven excellent candidates to fill four slots, 
the choice was tough for the 102 SDS members 
who voted ( out of 220 paid members as of 
February 1992). The newly-elected Directors are 
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1 
Susan Foster, Research Associate and Associate 
Professor at the Center for Postsecondary Career 
Studies in Deafness at the National Technical 
Institute for the Deaf, Rochester Institute of 
Technology, Rochester, NY; Harlan Hahn, 
Professor of Political Science at the University of 
Southern California; Susan Stoddard, President 
of InfoUse, a private research and development 
firm in Berkeley, CA; and Barbara Faye 
Waxman, an independent researcher/author and 
astudent at the UCIA Graduate School of 
Architecture and Urban. Planning. 

The new Directors will replace an 
especially loyal and hardworking group: Barbara 
Altman, Stephen Hey, Elaine Makas, and Jessica 
Scheer. Barbara is known to many of you as the 
1990-91 SDS President who instituted many long 
overdue institutional policies and procedures and 
who has been a devoted colleague and SDS 
supporter. Steve Hey, one of the "Founding 
Fathers" of SDS is most widely known as one of 
the editors of the SDS Proceedings for the past 
eight years, and as a valuable source of 
inspiration and -vision for what SDS can become. 
Steve also served as Treasurer of the Society for 
many years. Elaine Makas, our long-standing 
and long-patient Secretary, delivers to you 
faithfully a well-organized and carefully-updated 
Directory each year, and keeps communication 
lines open between Board Members and the 
larger Society. Jessica Scheer has diligently 
managed several elections, and was the co-
organizer ·of SDS's first annual meeting in 1988 
in Washington, DC. Our Board Members have 
been gifted at finding niches to fill that they find 
personally rewarding, which contributes to their 
ability to complete jobs well-done. There is 
much to do for our Society. Please· consider 
working on a committee, or running for the 
Board in 1993. 

Policy Issues 

The SDS Policy Committee has launched 
a disability policy research column in this issue of 
DSO. The column is intended to provoke 
researchable questions which are particularly 
sensitive to the changing circumstances brought 
about by the ADA. An excellent introduction to 
the ADA is the book by Jane West reviewed in 
this issue of DSO entitled The Americans with 

Disabilities Act. There will be more 
opportunities for proactive involvement in the 
policy process. The spatial territory of the ADA 
is all-encompassing. Therefore, the ADA 
involves our personal and professional lives as 
people who live in communities which provide 
public services, employment, public 
accommodations, and telecommunications. Are 
these services accessible? Well, if not, service as 
expert witnesses, a letter to the editor, an 
appearance before the town council, or a run for 
membership on the Human Rights Commission 
may be within the scope of our activities. As 
researchers, many of these experiences can be 
transformed into case studies and focus groups. 
As employees and employers, as experts, there is 
a broad range of roles/tasks that need to be 
delineated which can further social change in our 
own space. The SDS Policy Committee, which 
will meet at the next Board of Directors Meeting, 
will discuss the current .state of research support 
and will identify tasks, roles, and strategies which 
might put research more in tandem with action. 

Recent Advocacy Action 

Last Fall, the Society's Board of 
Directors voted to support an FCC complaint 
filed by the Western Law Center for the 
Handicapped on behalf of Los Angeles news 
anchorwoman Bree Walker-Lampley, her co-
anchor husband Jim Lampley, 25 national 
disability organizations, and over 100 individuals. 
The complaint was lodged against a Los Angeles 
radio station for the broadcasting of a very 
negative and biased talk show about Bree's and 
Jim's decision to have a baby despite the fact 
that the child might inherit Bree's disability. The 
Lampleys were not notified in advance about the 
program, and neither they nor any other 
disability rights advocates were invited to 
participate in the dialogue. What had begun as a 
relatively localized discussion slanted toward the 
disempowerment of one woman with a disability 
and her husband soon became a widely-
publicized debate which unified and empowered 
persons with disabilities and disability rights 
activists throughout the country. According to 
Tari Susan Hartman, a spokesperson for the 
Lampleys, "Even though the Federal 
Communications Commission did not rule in 
favor of the complaint, it was nonetheless a 
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victory in that the process itself. raised awareness . 
in the general public and the media regarding the 
reproductive rights of people with dis~bilities.11 

The Board of Directors of the Society 
for Disability Studies is proud to have been a 
participant in this action and agrees that the 
quick and unified response by the· disability rights 
community to. this very negative radio broadcast 
may ultimately reduce such biased media 
presentations jn the future. 

Upcoming Journal Issue 

Gary Kiger and David Pfeiffer are co-
editing a Disability Studies Symposium for the 
Journal of Health and Human Resources 
Administration .. They are inviting the 1992 SOS 
presenters to -submit their papers for 
consideration as well as anyone else who has a 
paper on a disability studies topic (broadly 
construed). The deadline for submission is 
September 1, 1992. Three copies of the paper 
should be sent to: Professor Gary Kiger, 
Department of Sociology, Utah State University, 
Logan, UT 84322-0730. 

And Last, But Not Least 

If you would like further inform·ation on 
any of the items in these 11Society Pages" but 
don't know who to call, please feel free to 
contact Elaine Makas c/o Department of 
Psychology,. Bates College, Lewiston, ME 04240 
(h/w: ~7n84-S726). 
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