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De_ar Reader, (Henry Holt, 1987), an ethno-
graphic account of my own 

PLEASE CHECK YOUR CHECK- paralytic illness, I had cast 
BOOKS! Each issue of ,DSQ gets myself in the peculiar 
longer; costs escalate, but position of being both 
your subscriptions lag behind subject-observer and object-
last year. Unfortunately, observed of an anthropological
given all the above, subscrip- inquiry. What, then, does 
tion fees for 1990 are going such a procedure do to the 
up. To help us with cash flow, prized "objectivity" of the 
why not renew NOW for both 1989 social sciences? Or did this · 
and 1990 at the 1989 rates? objectivity ever exist? 

This issue, The Experience Despite the cautions of Kant, 
of Chronic Illness and Dis- Freud and many others that all 
ability was an exciting one to reality is refracted in the 
put together. We hope you will structures of the mind, most 
find it a stimulating read. The sociologists and anthropolo-
Summer 1989 DSQ will emphasize gists have clung too long to 
Gender and sexuality (deadline their claim to objectivity, 
June 1). Fall 1989 (deadline for it was a basic tenet of 
September 1) will focus on sociological positivism that 
Communication Technology and the observer and t ·he observed, 
Hearing Impairment. Winter subject and object, were 
1990 (deadline December 1) will separate and that the phenome-
probably be generic, though nology of social life could be 
material is flowing in on AIDS reduced to discrete, interre-
and the measurement of dis- lated entities, which should 
abil~ty. be apprehendable in much the 

The Editors same way by all trained 
observers of the same phenome-
na. 

FOCUS By the 1950s, this rather 
innocent self-confidence was 

Subjects and Objects being challenged in anthropol-
ogy by the writings of Claude 

by Robert F. Murphy, Anthropol- Levi-Strauss, who maintained 
ogy, Columbia University that culture was not reducible 

to discrete things but rather 
In writing The Body Silent consisted of relations of 

1 



opposition and contrast. He 
also wrote that the cultures 
anthropologists study, as well 
as their interpretations of 
them, are partially reflections 
of certain universal, innate 
binary structures of the mind 
and partially a projection of 
the informants' idealized view 
of their own culture--a 
perspective that seeks self-
perpetuation, not self-under-
standing. The objectivity of 
the scientific observer came 
under further attack in the 
late 1960s and early '70s with 
the collapse of the structural-
functional paradigm. Alvin 
Gouldner's The Coming Crisis in 
Western Sociology (Basic Books, 
1970) and my own The Dialectics 
of Social Life (Basic Books, 
1971) were critiques of both 
functionalism and objectivity--
and more to the point, the 
latter book maintained that the 
observer is just as surely a 
part of what he is observing as 
are the objects of his scrutiny 
a part of his mentality. 
Subjects and objects merge into 
each other in an embrace that 
ends all pretenses to ob-
jectivity. 

This view, heterodox only 
twenty years ago, has become a 
new orthodoxy in modern 
anthropology. Clifford Geertz 
and many of his students have 
championed the view that 
fieldwork is a "reflexive" 
process in which the final 
ethnography must be regarded as 
the product of an interaction 
between the investigator and 
his research population, each 
seen as both author and raw 
material, subject and object. 
The writing of ethnographies 
thus becomes an interpretive 
process, and the ethnography 
loses its once privileged 

position as a source of 
objective "facts" to become, 
in itself, a text that must be 
interpreted. Many members of 
this persuasion have found 
themselves to be more in-
teresting than the natives and 
have written long, loving 
accounts of the nuances of 
their life among the Bongo 
Bongo. I simply took it a 
step further, for I am the 
Bongo Bongo. There is a 
subject-object dialogue, but 
it takes place entirely inside 
my head. 

The Body Silent differs 
from most other first-person 
accounts, such as Finn Car-
ling's And Yet We Are Human 
(Chatto & Windus, 1962) or 
Christopher Nolan's remarkable 
Under the Eye of the Clock 
(St. Martin's Press, 1987), in 
that it was written by an 
anthropologist as anthropol-
ogy, whereas the others are 
literary products. In this 
respect, it is of the same 
genre as Irving Kenneth Zola's 
Missing Pieces (Temple 
University Press, 1982), 
though his was a participant-
observer study of a community 
of disabled people, whereas 
mine was in a more autobiogra-
phical vein. The first-person 
accounts of disabled lay 
individuals may be just as 
valuable for their raw data as 
those of physically impaired 
social scientists--even more 
in the case of the Nolan book-
-but they differ in that their 
observations tend to be more 
impressionistic and diffuse, 
whereas those of social 
scientists attempt to be more 
ordered and disciplined--
objectivity may be an illusion 
but we usually try to write as 
if it were real. We also seek 
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to relate our experiences to 
general cultural and social 
theory, to see the position of 
the disabled in terms of social 
process writ large. 

The writer of the first-
person account must tread 
warily, for if all ethnographic 
writing is invaded by the 
author's culture, personality, 
place and time of training, and 
last but not least, by the 
subjective interpretations of 
his informants, then the enter-
prise is rendered even mo~e 
dangerous when the principal 
investigator and main informant 
are the same person. Through-
out my writing of the book, I 
had to remember that I was 
male, white, sixtyish, well-
educated, in a secure occupa-
tion, and that my troubles came 
gradually and later in life. 
How .different would my ex-
perience have been if my 
impairment had been congenital, 
or perhaps traumatic at the age 
of 17, if I had been black, if 
I had been in another line of 
work, if I did not have the 
kind of wife who would stand by 
me. But as an anthropologist I 
at least knew the power of 
these variables, I guarded 
against projection by careful 
qualification of generaliza-
tions, and I often reminded the 
reader of my special cir-
cumstances. I do not believe 
that my book was any less 
factual or reliable in other 
respects than those of my 
colleagues and, unlike the 
latter books, mine told the 
reader where I stood on 
practically everything, 
especially politics. 

I did not seek value 
neutrality, for the book was 
very much a brief for the 
incorporation of the disabled 

into the mainstream of 
society. It also contained a 
polemic against the political 
victimization of the disabled 
during the 1980s. In an 
otherwise favorable review, 
one critic took me to task for 
this, moving me to reply to 
him that I found myself in the 
same ethical dilemma as an 
anthropologist who in the 
course of his studies finds 
that an Indian tribe is being 
steadily reduced to landless 
privation by government 
policies. What is he to do? 
This is not an academic 
question but a continuing 
moral conflict for eth-
nologists working among south 
American Indians, and they are 
increasingly taking to the 
barricades on behalf of those 
beleaguered tribes--we owe it 
to those good people who have 
sheltered us, befriended us 
and tolerated our curiosity. 
As a former fieldworker among 
Brazilian Indians, I identify 
with this struggle, but do I 
not have an equal debt to the 
disabled of my own country? 
Is the obligation any less 
because I am one of them? And 
in light of the limited 
ability of so many disabled 
people to articulate and 
disseminate their fears, 
frustrations, rages and hopes, 
do not those with the neces-
sary education and communica-
tion skills have a special 
obligation to speak out? 

Gouldner wrote that all 
social scientists operate with 
a political agenda in mind, 
whether or not it is a 
conscious one, for our 
politics often speak out most 
strongly in our attempts to 
feign neutrality. The honest, 
ethical procedure, he argued, 
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is to enunciate our views, V6T lZS. 
state our positions frankly, 
and lay out the evidence. I do 
not advocate making our 
research subservient to our 
politics because in the ·vast 
majority of cases it would 
simply be inappropriate. 
Rather, I am saying only that 
we who work among the disabled 
have a duty to speak out on 

· their behalf, at proper times 
and in fitting places. Do not 
worry about losing your
objectivity--all you will be 
losing is the conceit that you 
ever had it. We all know that 
the true handicapping of the 
physically impaired is politi-
cally caused and if our work is 
ever to have practical rele-
vance, it is to this realm that 
we must address ourselves. 

COMING EVENTS 

A. April 21-23, 1989, "Rights 
of People with Disabilities: 
Dismantling Barriers to 
Justice," NY University School 
of Law Colloquium, 40 Washing-
ton Squares., New York. 
Topics: Involuntary Commitment; 
Access to the Legal System; 
Institutional Care; Least 
Restrictive Care; Education; 
Transportation; Damage Litiga-
tion. Contact: The Review of 
Law and Social Change; 110 West 
3rd st., New York, NY 10012; 
212/998-6370. 

B. May 17-20, 1989, "Partner-
ship ·in Special Education," 
International Conference, 
Vancouver, B.C., Canada. 
Contact: Dept. of Educational 
Psychology & Special Education, 
Univ. of British Columbia, 
Faculty of Education, 2125 Main 
Mall, Vancouver, B.C. Canada 

c. May 19-21, 1989, "Chal-
lenges to the Concept of Cul-
ture," Society for Cultural 
Anthropology Annual Meeting, 
Capitol Hilton Hotel, Washing-
ton, DC. Contact: Naomi 
Quinn, Anthropology, Duke 
Univ., Durham, NC 27706; 
919/684-5012. 

D. May 21-24, 1989, "Towards 
Mobility as a Human Right--
Expectations for the Next 
Decade," 5th International 
Conference on Mobility and 
Transport for Elderly and 
Disabled Persons, Stockholm, 
Sweden. Contact: Secretariat, 
Fifth International Conference 
Secretariat, c/o Swedish Board 
of Transport, Box 1339, S-171, 
26 Solna, Sweden. 

E. May 31-June 4, 1989, 
Fifth International Polio and 
Independent Living Conference, 
st. Louis, MO. Contact: 
International Polio Network, 
4502 Maryland Ave., st. Louis, 
MO 63108. 

F. June 4-9, 1989, "The 
Power of the Art: Humanism, 
Healing and Health Care," 
~oipu, Kauai, HI. Intended 
for health professionals and 
others who wish to study the 
values of healing as an art. 
Contact: Kauai Fdn. for 
Continuing Education, PO Box 
3650; Lihue, HI 96766. 

G. June 5-6.1989, Interna-
tional Society of Technology 
Assessment in Health Care 5th 
Annual Meeting, Royal Garden 
Hotel, London we 4PT England. 
Contact: Ms. Barbara Stocking, 
Director, King's Fund Centre 
for Health Services Dev., 126 
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Albert st., London NWl 7NF, 
U.K. 

H. June 5-9, 1989, European 
Congress of Physical Medicine 
and Rehabilitation '89, Madrid, 
Spain. Contact: Congreso 
Europeo de Medicina, Fisica y 
de Rehabilitacion, Categra de 
Rehabilitacion, Facultad de 
Medicina, Universidad Com-
plutense, Ciudad Universitaria, 
28040, Madrid, Spain. 

I. June 13-17, 1989, "Pulling 
Together for Rehabilitation," 
14th Annual Conference of the 
International Assoc. of 
Psychosocial Rehab Services, 
Hyatt Regency, Miami, FL. 
Contact: Jim DeMark, 1989 
IAPSRS Prog. Comm., c/o Mental 
Health Services of Orange 
County, 2520 N. Orange Ave., 
Orlando, FL 32804; 407/896-
9306. 

J. June 14-18, 1989, National 
Women's Studies Assoc. Annual 
Conference, Towson State Univ., 
Towson, MD. Contact: NWSA '89, 
National Women's studies 
Assoc., Univ. of Maryland, 
College Park, MD 20742-1325; 
301/454-3757. 

K. June 19-23, 1989, The XIV 
Meeting of the International 
Association of Gerontology, 
World Congress of Gerontology, 
Acapulco, Mexico. Contact: 
Congress Secretariat, Jujutla 
91, Tlalpan, Mexico D.F. 14090 
Mexico. 

L. June 20-23, 1989, "Workers 
and Workplaces--Challenges and 
Innovations," 4th Canadian 
Congress of Rehabilitation, 
Ontario, Canada. contact: 
Congress Secretariat, CRCD/-
CCRH, One Yonge St., Suite 

2110, Toronto, Ontario, Canada 
M5E 1E5; 416/862-0340; FAX 
416/865-1851. 

M. June 25-28, 1989, 
Biomedical Engineering in 
Transition, Toronto, Ontario, 
Canada. Contact: The Canadian 
Medical and Biological 
Engineering Society Con-
ference, SCGB Secretariat, c/o 
National Research Council, Rm. 
302, Bldg. M-50, Ottawa, 
Ontario, Canada KIA ORS; 
613/993-1686; FAX 613/952-
7998. 

N. June 25-30, 1989, 15th 
International Congress on Law 
and Mental Health, Jerusalem, 
Israel. Contact: Congress 
Organizers, Internat'l. Ltd., 
PO Box 29313, 65121 Tel Aviv, 
Israel. 

o. July 17-20, 1989, 6th 
Annual Summer Series on Aging, 
Hyatt Regency Hotel, Lex-
ington, KY. Contact: Carol 
Pearcy, Allied Health Continu-
ing Education, Medical Center 
Annex 3, Univ. of Kentucky, 
Lexington, KY 40536-0218; 
606/233-5618. 

P. July 18-21. 1989, Montana 
State Univ., National Inter-
disciplinary Conference for 
Health Promotion Research 
Education, Service and Policy. 
Contact: Conference Services, 
Montana State Univ., Room 
280F, Strand Union, Bozeman, 
MT 59717. 

Q. August 9-12, 1989, 
Association on Handicapped 
Student Service Programs in 
Postsecondary Education 
Meeting, Seattle Sheraton 
Hotel & Towers, Seattle, WA. 
Topics: Disability studies, 
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Minority persons with dis- Wheelchairs, 87, Patron-Pyrgou 
abilities, Transition to and Street, Tsaousi, Archaia, 
from college, Administration of Greece. 
disabled student services. 
contact: Sue Kroeger, Dir. Stu. 
w/ Disab., Univ. of Minnesota, 
101 Pleasant st., SE, 12 · 
Johnston Hall, Minneapolis, MN 
55455:' 612/624-4037 (V/TDD). 

R. November 15-19, 1989, 
American Anthropological Assoc. 
88th Annual Meeting, Washington 
Hilton, Washington, pc. 
contact: Harriet Klein, 
Montclair State College, Upper 
Montclair, NJ 07043. 

CALL FOR PAPERS 

A. The Disability studies 
Interest Committee of the 
Society for Medical Anthropol-
ogy seeks papers or ideas for 
its 1989 AAA meeting in 
Washington, DC. Suggested 
topics: Social Policy and 
Disability; Ethics in Chronic 
Illness and Disability. If you 
have information re acces-
sibility at these meetings,
also contact: Laura Krefting,
Faculty of Rehab Medicine, 308 
Corbett Hall, Univ. of Alberta, 
Edmonton, Alberta, Canada T6G 
2G4; 403/ 432-4694/432-2499. 

B. Members and members-to-be 
of the International Brother-
hood of Authors-In-Wheelchairs 
are invited to submit proposals 
for presentation-lecture by May 
31, 1989 for its first interna-
tional conference, September l-
s, 1989, Hotel Porto-Rio, 
Patras, Greece. Presentations 
may include: literary works, 
novels, dissertations, ar-
ticles. Contact: Mr. c. Minas, 
Tentative Chair, International 
Brotherhood of Authors-In-

c. The Journal of Contem-
porary Ethnography invites 
manuscripts for a special 
issue on "Ethnography and 
AIDS." Papers should report 
findings from ethnographic/-
qualitative/field research 
projects that explore AIDS-
related phenomena. Special 
consideration given to papers 
that discuss the implications 
of findings for the develop-
ment of social, cultural, be-
havioral, epidemiological or 
interventionist theory. 
Deadline: June 1, 1989. 
Contact: Joseph A. Kotarba, 
Sociology, Univ. of Houston, 
Houston, TX 77204-3474. 

D. The Journal of the 
Multihandicapped Person seeks 
research and clinical reports 
from psychology, special 
education, rehabilitation, 
counseling, social work, .· 
psychiatry, nursing, rehab 
medicine, and other fields 
dealing with multihandicapped. 
populations. Welcome are: 
investigations utilizing group 
comparisons or single-case 
experimental designs are the 
primary focus; case studies 
that are of particular rele-
vance or that describe innova-
tive evaluation or interven-
tion techniques with disabled 
persons; reviews and theoreti-
cal discussions on social 
policy and policy analysis 
pertaining to assessment, 
treatment, and welfare of 
multihandicapped persons. 
Contact: Vincent B. Van 
Hasselt, Psychiatry and Human 
Behavior, Univ. of California, 
Irvine Medical Center, 101 
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city Drive South, Orange, CA 
92668; or Michel Hersen, 
Western Psychiatric Institute 
and Clinic, 3811 O'Hara st., 
Pittsburgh, PA 15213. 

E. The Journal of Health & 
Social Policy welcomes submis-
sions of manuscripts on health 
and social policy issues and 
concerns of special ·populations 
(e.g., Asians, blacks, Hispan-
ics, Native Americans, disabled 

Virchow Prize in Critical 
Medical Anthropology, submit -4 
copies of a paper published in 
1988 to Georgine Burke, 
Hispanic Health Council, 98 
Cedar St., 3-A, Hartford, CT 
06106. The prize is given 
annually by the Society for 
Medical Anthropology _Committee 
on the Critical Anthropology 
of Health for the published 
paper judged to best reflect 
and extend the critical 

people, etc.). The editors 
will look at health and policy 
issues primarily from 2 
perspectives: articles written 
on a particular subject (e.g., 
homelessness, human and 
societal costs of transplant 
operations, development of a 
national substance abuse); and 
articles written from a 
multidisciplinary perspective 
in which policy questions and 
issues on one topic are 
discussed by authors repre-
senting their specific dis-
ciplines. Contact: Marvin D. 
Feit, co-Editor, JHSP, Norfolk 
State University, Sch. of 
Social Work, 2401 Corprew Ave., 
Norfolk, VA 23504. 

OPPORTUNITIES: AWARDS, FUNDING 

A. Letters of nomination for 
the 1989 Basker Award (in the 
area of gender and mental 
health) are due July 1. 1989 
and should be accompanied by 3 
names of individuals who can 
verify the impact of the 
nominee's work on the field. 
Contact: Pamela Brink, Faculty 
of Nursing, 3-120 Clinical 
Sciences Bldg., Univ. of 
Alberta, Edmonton, Alberta 
Canada T6G 3G3; 403/432-6236. 

B. For the 1989 Rudolph 

perspective in medical 
anthropology. 

c. The National Institute on 
Aging arid the National In-
stitute of Child Health and 
Human Development invite 
submission of grant applica-
tions for research projects 
designed to specify the 
nature, antecedents, and 
consequences of sense of 
control over the life course 
(i.e., people's interrelated 
beliefs and expectancies about 
1) their ability to perform 
behaviors leading to desired 
outcomes and about 2) the 
responsiveness of the environ-
ment to their behaviors). 
Emphasis is placed upon 
investigations of the environ-
mental, cultural, social, 
behavioral, and biomedical 
ANTECEDENTS of the emergence, 
maintenance, and alternation 
of sense of control from early 
childhood to the later years 
of life; also the processes by 
which sense of control 
produces CONSEQUENCES--e.g., 
by affecting health, ability 
to cope with stress, adapta-
tion to institutional settings 
or in such domains of everyday 
functioning as school or work 
performance. Attention is 
also focused on developing 
independent,convergent, age-
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appropriate MEASUREMENT 
instruments for use with 
children, parents, and with 
adults in the middle and later 
years. INTERVENTION research to 
enhance health and effective 
functioning is encouraged. 
Contact: Ronald P. Abeles, 
Behavioral and Social Research, 
NIA, Bldg. 31C, Rm. SC32, 
Bethesda, MD 20892; Sarah L. 
Friedman, Human Learning 
Branch, NICH & Human Dev., 
Executive Plaza North, Rm. 
633B, Bethesda, MD 20892. 

CURRENT RESEARCH/MUSINGS 

A. Ian Robinson reports- on 
the range of research being 
done at the recently es-
tablished Centre for Sociology 
and Anthropology of Health and 
Medicine (Brunel, The Univer-
sity of West London, Uxbridge, 
Middlesex UBS JPH U.K.) 
relating to accounts of the 
experience of chronic illness 
and disability and largely 
supported and funded by self 
help groups. The Centre's 
major emphases are to 1) 
maintain an archive of such 
accounts (qualitative and 
quantitative); 2) undertake 
descriptive and analytical 
research of these accounts; c) 
draw on both 1) and 2) to 
develop critical and reflexive 
perspectives using the above. 
The Brunel-Arms Research Unit, 
funded by the British self help 
charity Action for Research 
into Multiple Sclerosis, 
maintains a national register 
of people with MS. Amongst the 
Unit's concerns have been 
personal and familial experien-
ces; the situational aspects of 
symptoms; epidemiological 
descriptions of MS populations; 

the practical management of 
everyday life; issues relating 
to diagnostic disclosure; and 
the personal experience of 
clinical trials. A range of 
other studies relating to 
those on the register are in 
preparation. 
The John Bevan MND Research 
Unit, funded by 2 self help 
groups concerned with motor 
neurone disease (ALS -
Amyotropic lateral sclerosis 
in the U.S.), is developing a 
national register in Britain 
of people with MND. The 
objectives of this Unit are to 
investigate the extent of MND; 
to study issues relating to 
the experience and management 
of MND: to investigate the 
service provision and the 
extent of individual autonomy 
in a community setting. 
Other Projects funded from 
various sources include 
research on family support in 
the setting of chronic 
illness; the long-term effects 
of spinal cord injury on life 
experiences; special housing 
for those with disabilities; 
the relationship of medical 
rehabilitation and individual 
rights; the experience of pre-
natal diagnosis; the relation-
ship between formal and 
everyday accounts of illness; 
and the ideology of indivi-
dualized patient care. 
The Centre welcomes approaches 
from others who might wish to 
collaborate with aspects of 
its work particularly on a 
comparative basis or to use 
its resources. 

B. The University of 
Michigan Medical Center and 
the Ann Arbor Center for 
Independent Living are working 
on a collaborative research 
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program to assist persons with 
spinal cord injuries to achieve 
and acquire maximum indepen-
dence and control over their 
lives after the onset of 
disability. The 5-year 
research grant, funded by the 
National Institute for Dis-
ability and Rehabilitation 
Research, is currently in its 
third year. A 200-page manual, 
describing specific areas of 
service and includes implemen-
tation procedures, can be 
purchased from the Univ. of 
Michigan Medical Center, Spinal 
Cord Injury Care System, Dept. 
of PM&R, 300 N. Ingalls Bldg., 
Rm. Nl2A09-0491, Ann Arbor, MI . 
48109-0491. For more informa-
tion, contact: Frederick 
Maynard, Denise Tate or Lynette 
Rasmussen at 313/ 763-0971. 

c. Researching vs. Utilizing 
Assistive Devices: 

Personal Notes 

by Nancy Brooks (Sociology, 
Wichita State University) 

When my multiple sclerosis 
symptoms began increasing 
substantially after 19 years 
with the disease, my roles as a 
sociologist studying disability 
and as a person with a dis-
ability began to converge. 
This convergence has had 
positive effects, which I would 
like to describe. 

starting about 4 years 
ago, I began a physical 
transition from a strong to a 
weak walker. At first I did 
not perceive how shaky my 
walking had become. Gradually, 
I became aware of a pattern of 
responses to my gait as more 
people opened doors and held 
elevators for me. My own sense 
that I was in fact accomplish-

ing necessary tasks no longer 
agreed with public responses 
to my staggering and shuf-
fling. Then one year ago I 
received direct messages from 
my doctor and my physical 
therapist that it might be 
time for me to consider 
another mobility device other 
than my cane. 

I started a systematic 
investigation of mobility 
devices and here I merged my 
research and disability roles. 
I was affiliated with the 
Wichita State University 
Rehabilitation Engineering 
Center and began asking 
engineers and their physical 
therapist about electric 
scooters. While I collected 
information for personal use, 
I also made use of their 
perceptions to he1p me analyze 
a survey of disabled scien-
tists and engineers regarding 
their devices. The survey 
data were already gathered, 
but I selectively utilized ap-
propriate REC observations in 
my study of those data. It is 
very likely that lines of 
analysis derived from my own 
personal inquiries about 
scooters, too. Ultimately I 
borrowed a scooter from the 
REC to see how one would work 
for me. 

My investigations of the 
disabled scientists and 
engineers .led to my current 
study of severely disabled 
persons using devices. I was 
curious about the taken-for-
granted, basically satisfied 
reactions I was getting from 
both research populations. 
Weren't substantial assistive 
devices more demanding of 
users than my subjects 
acknowledged? I tried to 
probe the human-machine 
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connection in light of Lewis 
Mumford's Myth of the Machine 
and W.F. Ogburn•s insights 
about the social effects of 
technological change. I am 
still working in that direc-
tion, borrowing Safilios-
Rothchild's premise that 
accommodations made by people 
with disabilities to their 
devices partially reflect how 
the general population deals 
with its devices. As ordinary
people begin using more 
intimate and complicated 
devices, their experiences will 
parallel disability-related 
experiences. 

I acquired a scooter 7 
months ago and found myself 
trying to make intellectual and 
practical interpretations of 
it. On the practical side, I 
had to force my request through 
3 major bureaucratic mazes to 
obtain the machine at an 
affordable cost. How the less 
educated disabled person 
manages this painful trial 
amazes me. I then had to learn 
how people would respond to me 
and the scooter and how I could 
manage that interaction (Of 
course, I observed social 
reactions. People I knew 
seemed either to be shocked or 
sad or else delighted and 
intrigued with the scooter. My 
closer acquaintances seemed 
more likely to see the scooter 
as a symbol of my physical 
degeneration. Most strangers 
seemed pleasantly interested. 
Students are more concerned 
about their grades than my 
mobility!). 

The "bottom line" is that 
my personal and research roles 
do blur. Having thought and 
studied about devices and 
gathered other disabled 
persons' responses to their 

devices has certainly affected 
my ability to overcome total 
mechanical ineptitude and use 
my scooter regularly. Perhaps 
this was anticipatory sociali-
zation. But my use of the 
scooter also aids development 
of new analytical directions 
for research. Here is a true 
example of interaction between 
research and personal ex-
perience. Becoming a scooter 
user sharpened my probes into 
the disability-technology
connection, and the intellec-
tual research work benefitted 
my personal adjustment to this 
device. Like other device 
users, I have mechanical 
critiques of this particular 
device, but I can say it has 
made my functioning easier, 
for the most part. I am glad 
to report that both scooter 
and user are doing fine. 

FILM CLIPS 
by Nora Groce (Harvard Univer-
sity Medical School) and Gary 
Kiger (Sociology, Utah State 
University) 

A. THE WORLD AT HIS FINGER-
TIPS Color, 28 minutes. 
Producer: Jane Milliken. 
Distributor: Filmakers 
Library, 133 East 58th st., 
New York, NY 10022. 16 mm 
film sale $500, rental $55; 
video sale $445. 

This film apparently was 
made as an introduction to the 
work of the Helen Keller 
National Center for Deaf-Blind 
Youths and Adults. As such, 
it does give a brief introduc-
tion to the work of this 
Center. Where the film goes 
astray is in its attempt to 
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show how the Center works 
through the life of one 
individual, Michael Van Orman, 
now a teacher's aide at the 
Center. By focusing on 
Michael, the film becomes, or 
should become, his story--and 
that is where some problems 
arise. 

Michael, from a small town 
in New York State, is a healthy 
young man who, at the age of 
28, suddenly loses his hearing. 
Six years later, he awakens one 
morning to find he has mysteri-
ously lost his sight as .well 
(We are never told--and from 
several remarks Michael makes, 
it seems he does not know--why 
he has become disabled). After 
several months of complete 
despair, rehabilitation workers 
begin to teach him braille and 
a few self-help techniques. He 
is then sent off to the Helen 
Keller Center where he flou-
rishes. Unable to find any 
meaningful work when he returns 
home, he elects to ·return to 
work at the Center. So far, so 
good. We watch Michael 
sailing, walking his dog, 
working with his clients. He 
talks about what he can do in 
life, how he feels about being 
deaf-blind, and what a wonder-
_ful place the Center is. The 
failing here is what is left 
unsaid. Married before 
becoming disabled and with 
several children, Michael, we 
are told, is a strongly 
committed family man; however, 
we learn his marriage disin-
tegrated when he returned to 
work at the Center. A rehabil-
itation worker explains that 
this was because Michael and 
his wife "were growing apart 
from one another." In another 
scene, Michael talks about his 
memories of music and then 

briefly mentions his memories 
of his sons' voices as young 
children, adding he wishes he 
could hear them now that they 
are grown. The heartache this 
man must have gone through is 
brushed under the rug. 
Obviously too polite to bother 
the viewer with his personal 
problems, he seems at several 
points in the film to be 
fighting back tears. If an 
accurate portrait of any 
disabled adult is gong to be 
given, more is needed than 
simply to show him at work and 
skip over such issues as 
family, friendships, adjust-
ments, and sexuality. Hence 
this film, while technically 
well done and able to give us 
a brief introduction on the 
Helen Keller Center, is not 
the best film to recommend on 
the subject of deaf-blindness 
or disability. By concentra-
ting on Michael, we are 
introduced to an intelligent, 
thoughtful man who has ap-
parently made the best of his 
life--but the portrait we are 
given is superficial. He is 
not just deaf and blind; he is 
a grown man who has become 
separated from family, 
friends, and small town life 
and thrown into a whole new 
world. If the film's intention 
is for us to know and admire 
Michael (which, by the way, we 
do), it should give him and us 
the courtesy of treating him 
as a grown man and not simply 
as an example of rehabilita-
tion at work. (Nora Groce) 

B. us AND THEM black and 
white, 32 minutes. Directed by 
Fred Simon & Janet Kamien. 
Distributed by Fanlight 
Productions, 47 Halifax St., 
Boston, MA 02130. Video: Sale 
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$300; Rental $50/$100.
This film highlights 3 

different relationships, each 
of which involves a person with 
a disability and one without. 
Ray is blind; David is para-
lyzed from an accident; and 
Israel has mental retardation. 

Ray, now in his 30s, has 
been blind since he was 17. He 
is married to Pat who is 
sighted and shares activities-
-trials and tribulations--with 
him. The interview with Ray is 
fast-paced as he comments on 
cliches and stereotypes about 
persons who are blind. His 
remarks take on an almost 
cynical tone and the viewer 
wishes the conversation would 
slow down a bit so the comments 
could be absorbed. 

Bob, David's roommate at 
the university, is quite candid 
about David's emotional 
fragility and David's tendency 
to use his disability in some 
less than constructive ways. 
For example, David wheeled to 
the front of a ticket line, 
explaining to those in line 
that he should have this 
privilege since he uses a 
wheelchair. Bob's insights are 
full of care and compassion. 

Israel or Izzy has a 
friend, David (a different 
David) . · It is during their 
interactions that we come to 
understand that because Izzy is 
articulate his disability is 
often invisible. This must be 
negotiated in public en-
counters. 

The 3 separate relation-
ships are just that--separate.
There is no common theme that 
ties these interviews together. 
Consequently, the film seems 
choppy. While it was produced 
with support from an NEH grant, 
a more artful presentation of 

the persons and their rela-
tionships would have made this 
film interesting. (Gary Kiger) 

MUSINGS 

Disability and the Language 
of Print Media, Film 

and Television 

by Gary Kiger (Sociology, Utah 
State University) 

The depiction of dis-
ability in the media provides 
messages that shape public 
attitudes, beliefs, and 
experiences vis-a'-vis persons 
with disabilities. Marshall 
McLuhan (Understanding Media, 
1964) noted that "the medium 
is the message." That is, how 
communication occurs is 
probably more important than 
the content of the message 
itself. McLuhan's aphorism 
applies equally well to 
messages about. nuclear issues, 
laundry detergent, or dis-
abilities. But let's take 
McLuhan one step further. Not 
only is the medium the 
message, but the specific 
medium of communication 
circumscribes the content and 
the form of the message. Each 
medium of communication has a 
rhetorical quality. Rhetoric 
is a form of persuasion; it is 
a symbolic message that 
attempts to move one to 
action: to think, feel, or act 
in a particular way. And most 
importantly, the portrayal of 
disability in film is dif-
ferent than in print; the 
depiction ·of disability on 
radio is different than 
through television. 

Print media, while 
diverse, share a number of 
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characteristics. One may read 
the written word at one's own 
pace. A novel about dis-
ability, for example, may be 
savored, or a biography of a 
person with a disability may be 
so absorbing that one cannot 
put it down. Also, although a 
book may be richly ·descriptive, 
much is left to the reader's 
imagination (Interestingly, how 
one envisions a character in a 
book is often nothing like the 
portrayal on screen). In addi-
tion, with the written word, 
one may "read between the 
lines." What is included in a 
work is often as instructive as 
what is omitted • . The point is . 
that one has the opportunity to 
sit with a written work and . 
think about the discourse on 
disability being offered. 
Certain media, such as film, 
radio or television, do not 
allow for this opportunity. 

Film differs from print 
media in important ways. A 
reader of the written word must 
conjure images; the viewer of a 
film has images provided. 
Realistic portrayals, or "truth 
telling," as Neal Postman in 
Amusing Ourselves to Death 
(1985) refers to it, of persons 
with disability can be height-
ened through, for example, 
documentary (cinema verite) 
film making (e.g., -"Best Boy, 
"Board and Care," "Deaf and 
Blind"). Depictions of persons 
with disabilities can also be 
distorted in films by relying 
on offensive (e.g., Jeremy 
Kagan's "Big Man on campus," 
which ·is a "Quasimodo goes to 
Berkeley" bad-taste-effort-at-
comedy film) or unrealistic 
images (e.g., it may be argued 
that Marlee Matlin made 
"deafness" more palatable to 
the public in "Children of a 

Lesser God" since she was so 
"Hollywood" beautiful).

Film cannot produce the 
kind of in-depth character 
development that is possible 
in novels, biographies, or 
even short stories. For 
purposes of a 2-hour film, 
only certain details of the 
life of a character with a 
disability may be presented. 
Consequently, issues like 
romance, sexuality, mundane 
daily activities may be 
eclipsed because these topics 
are considered distasteful to 
the general public or because 
they are not good material for 
entertaining films. The point 
is that films influence how we 
perceive disabilities and, 
therefore, how we experience 
persons with disabilities. 
Accurate portrayals, then, 
become important. 

Television is undoubtedly 
the most significant medium in 
our culture. Americans watch 
some 40 hours of television 
weekly; children as a group 
watch significantly more. 
Discourse on television is 
largely oriented to entertain-
ment. 

Few persons with dis-
ability appear on television. 
When they do, television as a 
medium prevents any realistic 
development of discourse on 
disability. Disability, if 
handled in a realistic 
fashion, is not particularly 
entertaining. The cultural 
avoidance of disability as a 
topic (or of aspects of 
disabled persons' lives, such 
as sexuality) is perpetuated. 
Controversy and, consequently, 
discourse are eschewed. 

Television is a passive 
medium. Not only are images 
of disability provided to the 
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viewer as in film, but televi-
sion rarely possesses the 
connotative sophistication that 

-can be found in some films 
about disability. This is true 
since television programming is 
a mass produced commodity that 
relies on the least common 
denominator--entertainment--to 
maintain shares of the market. 
The viewer absorbs images of 
disability and is not required 
to participate actively in the 
message communicated. The 
danger here is that television 
programming can quite easily 
make routine stereotypes about 
persons with disability. It is 
difficult to ask serious 
questions when entertainment is 
the channel of communication 
and discourse. All of which is 
not to say that quality 
programming about disability 
cannot be had on television. 
It is just that it is difficult 
to_create and sustain a serious 
discourse on disability (or 
virtually any topic, for that 
matter) when faced with the 
·artistic, political, and 
economic constraints facing the 
medium of television. 

Perhaps the most important 
lesson of media comparisons is 
to keep in mind the issue of 
the political control of the 
media. Who determines what is 
available to us, how, and when? 
We should not abdicate the 
public debate about the 
politics of disability just 
because of the largely inac-
curate, offensive, and insensi-
tive portrayal of persons with 
disability on television and in 
many books and films. While it 
is a bit easier to choose not 
to see a film or not to buy a 
book, the pervasiveness of 
television makes sustaining the 
public discourse on disability 

just that much more difficult, 
but not impossible. 

1989 MEDIA AWARDS 
of the President's Committee 
on Employment of People with 
Disabilities 

"Jobs fo~ the Disabled" 
series, WTTR-AM Carroll 
Community Radio, Westminster, 
MD. This public affairs 
series was responsible for 
developmentally disabled 
adults being employed (sup-
ported) in local industry. 
Commercial category. 

· "Disability Info Series", 
Linda Schulte, WBAL Radio, 
Baltimore, MD. This national 
public affairs series high-
lights innovative employment 
programs and provides impor-
tant information to people 
with disabilities. Commercial 
category. 

"Living with a Dis-
ability", Dianne B. Piastre, 
North Hollywood, CA, for her 
syndicated newspaper column on 
important resources and 
disability rights movement. 
It fills a need for informa-
tion on the employment of 
people with disabilities. 
Commercial cat. 

"Business Services", 
Goodwill Industries of 
America, Inc., Bethesda, MD, 
for its public service 
announcement targeting U.S. 
businesses in need of trained, 
reliable workers and the rehab 
services for workers injured 
on the job to increase 
employment opportunities for 
persons with disabilities. 
Nonprofit cat. 

"Would You Hire Me?", 
Epilepsy Fdn. of America, 
Landover, MD, for its national 
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public service announcement 
which uses people with epilepsy 
who actually work at the 
occupations they portray, em-
phasizing that people with 
epilepsy have skills that 
employers can use. Nonprofit 
category. 

"Hands", William B. Ellis, 
Chair and CEO, Northeast 
Utilities, Waterbury, CT, a 
public service announcement 
produced for the CT Governor's 
Committee on Employment of the 
Handicapped, shows that people 
with disabilities are produc-
tive, valued employees and that 
ability is the key word. 
Government category. 

"A Once and Future Star", 
Joe Lovett, producer; "The 
Freeing of Christy Nolan", Kate 
Wenner, producer and Bob Brown, 
correspondent; "Back in the 
Game", Irina Possner, producer 
and Bob Brown, correspondent, 
20/20, ABC Newsmagazine, New 
York, NY. These 3 television 
public affairs segments show 
how 3 well-known individuals 
with disabilities--singer Teddy 
Pendergrass, Bill Demby in a 
DuPont Research commercial, and 
Christopher Nolan, one of 
Ireland's best known poets--
are succeeding in their chosen 
work. Commercial cat. 

10TH ANNUAL MEDIA ACCESS AWARDS 
of the California Governor's 
Committee for Employment of 
Disabled Persons 

Stephen J. Cannell, 
outstanding media employer. 

The Silent Network, the 
only network dedicated to deaf 
and hearing-impaired audiences, 
recognized for outstanding 
contribution, corporate/ -
organization. 

Irene Oppenheim, in-

dividual outstanding contribu-
tion, for her support in 
establishing workshops at the 
Mark Taper Forum for play-
wrights and actors with 
disabilities. 

Mentally retarded charac-
ter in NBC-TV's "L.A. Law," 
Benny, played by Larry Drake, 
special merit award. 

CBS miniseries "Kids Like 
These," awarded. 

"Good Vibrations" episode 
of the syndie series "Throb" 
won comedy series, episodic. 

"Death Signs" episode, 
NBC's dramatic series "Hunt-
er", awarded for dramatic 
series, episodic. 

NBC teen show "Main-
stream" episodes "He's My 
Brother" and "Just Another 
Challenge" won children's 
program. 

KCET Los Angeles and PBS 
presentation "Superfest: A · 
Celebration of Ability" took 
special/other award. 

ABC's 11 20120 11 segment 
"Fighting To Be Heard" won for 
news/magazine. 

IBM's "Products for the 
Disabled" took commercial 
award. 

Aussie documentary 
"Suzi's Story" won for 
educational/documentary 
category. 

The Ontario . Office for 
the Disabled's "Do You Have An 
Open Mind?" won for best 
public affairs/public service 
announcement. 

Stephen J. Hawking, 
author of A Brief History of 
Time, received the individual 
achievement award. 

Bill Demby and the DuPont 
Company won the Governor's 
Award of Excellence for a 
commercial featuring Demby, A 
Vietnam war vet and double leg 
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amputee, using DuPont's 
prosthesis that allowed him to 
walk and play sports with 
greater flexibility. 
(excerpted from Variety, 
February 1-7, 1989, p. 2) 

(e.g., blindness, deafness, 
epilepsy); psychiatric; mental 
retardation; and one set, 
again reflecting the changing 
political and social under-
standing of disability, which 
measures issues of societal 

BOOK NOTES 

A. Antonak, Richard F. and 
Livneh, Hanoch. The Measure-
ment of Attitudes Toward People 
with Disabilities--Methods, 
Psychometrics, and Scales. 
Springfield, IL: Charles c. 
Thomas, 1988, 306 pp., $43.75 
softcover. 

This book comes at a time 
of growing interest in all 
aspects of disability studies. 
That aspect with the longest 
history is the study of 
attitudes toward people with 
disabilities (SEE BELOW H.E. 
Yuker book). As the title 
indicates, this is a methodolo-
gical foray. Perhaps reflect-
ing the notion that people 
entering this arena come from 
backgrounds weak in the actual 
development of research, the 
first 8 chapters are a primer 
in attitude scale construction, 
covering the fundamentals of 
measurement followed by a 
discussion of the advantages of 
direct, indirect and multi-
dimensional scaling (Mirroring 
the current understanding that 
disability itself is a multi-
dimensional phenomenon, the 
authors clearly favor that 
approach.), and the issues of 
reliability, validity, and 
psychometrics. 

The next 5 chapters are 
ones of greatest interest to 
the more sophisticated reader. 
Twenty-two examples of 5 types 
of scales--general; specific 
phys i cal disabi lity groups 

responsibility-e.g., "rights," 
"mainstreaming." Clearly 
these are not strictly 
analytic divisions but rather 
the result of the historical 
interest in each of these 
groupings. Each scale's 
development is delineated, 
followed by a description of 
its response format, ad-
ministration and scoring, 
reliability, and validity, and 
concluding with some evalua-
tive comments .about its · 
potential uses, abuses, and 
need for further refinements. 
Especially significant is the 
inclusion of the actual scale 
items and response categories. 

The book ends with a set 
of quite useful guidelines and 
a general caution against the 
wholesale development of new 
scales with a stress on a 
refining of existing measures. 
The latter advice must, 
however, be taken with a grain 
of salt. In both the intro-
ductory chapter and their 
comments prefacing the scales 
on societal responsibility, 
the authors recognize the 
impact of social and political 
forces on the very concept of 
disability which, in turn, 
generates the need for new 
scales. The fact that there 
is little attention paid in 
this volume to the issue of 
gender--an issue already the 
subject of many books in the 
field of disability--may make 
one ask whether or not there 
is some subtle institutiona-
lized resistance on the part 
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of "the scale-makers." Thus least this reader would be 
given the validity of such 
forces in forming attitudes 
toward people with disabili-
ties, as well as their effect 
on people with disabilities own 
attitudes towards themselves 
(e.g., the recent Gallaudet 
uprising), it seems, if 
anything, that we are .on the 
threshold of new conceptions 
and attitudes. The authors' 
caution, nevertheless important 
for their detailed comments and 
criticism, should at least 
prevent many researchers from 
reinventing the wheel. 

I have my own concern in 
this still-reigning era of 
positivism. This book is not 
the place to start to study 
attitudes. It will help one 
decide what type of scale to 
use after one has decided what 
kinds of attitudes one wants to 
measure and why. Again, the 
recent book of Yuker or the 
even· more recent edited work of 
Asch and Fine (1988) and Fine 
and Asch (1988) are appropriate 
beginnings. 

I cannot help but add my 
own final set of cautionary 
notes. one of the factors 
these scales do not yet reflect 
is the growing sense of pride, 
community and even culture 
amongst people with disabili-
ties. As far as I can tell, 
the experts consulted in the 
development of such scales do 
not systematically include 
people with disabilities. Thus, 
a positive measure of an 
attitude is reflected and 
scored in a respondent's denial 
of a negative one, not in the 
affirmation of any positive 
ones. 

Finally, in an arena where 
preciseness is not only a 
virtue but also a necessity, at 

happier with a more consistent 
vocabulary. While they 
recognize the current popula-
rity of the term "people with 
disabilities," they seem to 
have little grasp on the focus 
behind the push and thus 
interchangeably also use the 
term "handicapped," "the 
disabled," "disabled persons," 
and "persons who are disabled" 
to name but a few. (Irving 
Kenneth Zola) 

B. Beier, Lucinda McCray. 
Sufferers and Healers: the 
Experience of Illness in 17th 
Century England. London: 
Routledge and Kegan Paul, 
1987, 314 pp., $67.50. 

As a sociologist, I am 
generally wary of "period 
pieces." A title which 
delimits a specific historical 
era immediately raises the 
concern that historical fact 
rather than conceptual know-
ledge is what the work 
promises and how it proposes 
that it should be judged. Of 
course, titles can be mislead-
ing, as is often the case with 
works that claim some impor-
tant conceptual domain but 
deliver little more than 
empirical details. Yet, when 
a piece promises nothing 
beyond these details, I am 
disappointed when it fulfills 
its promise. The monograph 
reviewed here fails to 
disabuse me of such notions. 

This book is more social 
history than historical 
sociology. We are exposed to 
a collection of materials 
composed by ordinary citizens 
of 17th century England. 
These are derived from medical 
logs of healers and diaries of 
sufferers. The materials are 
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subject to all the conventional 
"scientific" criticisms: the 
representativeness of the 
sample is unknown, classifica-
tion procedures for quantita-
tive rendering are not des-
cribed and reliability is not 
established, no statistical 
tests are performed, etc. Yet, 
these are not the fundamental 
flaws of the work. More 
important is that the materials 
are not exploited for their 
conceptual value. That is not 
to say that nothing is to be 
learned from these materials 
but rather that what is learned 
is to be credited as much to 
the reader as to the author. 
For example, there are almost 
no subheadings in any of the 
chapters (making the reader 
grateful for the index which is 
the only guide .to the content 
of the book). Each chapter 
consists of an unbroken 
narrative that traverses the 
broad topic formulated in its 
title. 

All carping aside, the 
reader will want to know what 
this book can offer. It does 
provide, at least superficial-
ly, an epidemiology of health 
conditions, an inventory of 
therapies, and a description of 
the healing occupations. 
Readers familiar with the 
modern counterparts should find 
these expositions informative 
by contrast. The discussion of 
the health occupations shows 
them at a time when medicine 
and magic are still intertwined 
and the distinctions between 
physicians, surgeons, apotheca-
ries, midwives, empirics, and 
"cunning-folk" are matters of 
contention. But this is only 
one chapter of several--the 
majority of the work deals with 
disorders and their treatment. 

Disorders are described 
and counted, but I was more 
interested in how the disor-
ders were conceptualized by 
healers and sufferers. 
Unfortunately, there is no 
attempt to synthesize an 
overall framework, nor to 
contrast the views of the 
different groups. The 
exceptions are the discussions 
of syphilis, smallpox and 
plague. Smallpox was ap-
parently a well-tolerated 
disorder, while syphilis and 
plague were the object of 
ridicule/contempt and fear, 
respectively. Yet the reader 
should know that there are 
only perhaps 10 pages devoted 
to each disorder, and these 
pages are scattered throughout 
the book. I would have 
preferred that the author 
select a limited set of topics 
and discuss each thoroughly. 

In summary, this book 
offers the reader an interest-
ing look into a bygone era, 
but I doubt this will move the 
typical sociologist to 
purchase the book. Its 
primary value will be for 
medical historians; although 
curious lay readers may find 
the book meets their expecta-
tions. (Mark Peyrot, Ctr. for 
Social & Comm. Research, 
Loyola College) 

C. Brody, Howard. stories of 
Sickness. New Haven, CT: Yale 
University Press, 1987, 220 
pp., $27.50. 

It is almost axiomatic in 
research on the experience of 
illness that sick people have 
stories to tell, and we can 
learn a great deal about 
illness by using depth inter-
views to . elicit these stories 
for analysis. In this 
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intriguing book, physician-
philosopher Howard Brody 
develops a perspective that 
sees illness as an interruption 
of the narrative of life. The 
key elements of this perspec-
tive are how the sickness 
alters self-respect and may 
force revisions in one's life 
plans. He argues compellingly 
that "stories of sickness," in 
both the telling and the 
hearing, are a critical part of 
gaining control of one's life 
with illness. "Suffering is 
produced, and alleviated, by 
the meaning one attaches to 
experience." Using -a variety 
of examples from literature, 
including Kafka, Solzhenitsyn, 
Thomas Mann, and Tillie Olsen, 
he examines the ways sickness 
can affect people's lives. He 
presents particularly in-
sightful discussions on how 
sickness may alter one's sense 
of time or space and how it may 
effect relations between the 
sick and the well, especially 
in the family. In some 
respects, Brody wears two hats 
in this book. As a philoso-
pher, he devotes considerable 
attention to how this "life-
span narrative" perspective can 
enrich our conceptions of 
medical ethics. But as a 
doctor (or healer), Brody 
presents an only partially 
developed but fascinating 
notion of "storytelling as 
healing." He sees the physi-
cian's role as coauthoring the 
story of sickness and providing 
explanations that alter the 
meaning of illness in a 
positive direction. In this 
age of biotechnological 
medicine and bureaucratized 
doctor-patient encounters, it 
is refreshing to read an 
account that takes doctor and 

patient talk as fundamental to 
human healing. One can only 
hope that the medical world is 
listening. (Peter Conrad, 
Sociology, Brandeis Univer-
sity) 

D. Brown, Roy I. (Ed.). 
Quality of Life for Han-
dicapped People. London: Croom 
Helm, 1988, 308 pp., $57.50. 

The term "quality of 
life" is great in speeches, 
but when given the stature of 
a research concept, it becomes 
an uncertain tool unless it is 
controlled by a precise 
definition and rigorous 
discipline in both thought and 
word. This book proves the 
point. 

In an early chapter 
Trevor Parmenter of Macquarie 
University in Australia 
reviews thinking about quality 
of life and presents a model 
that demonstrates how complex 
and unmeasurable are the 
realities we seek to describe 
with this term. The editor, 
Roy Brown of the University of 
Calgary in Canada, and two of 
his colleagues, describe 
results obtained during the 
first half of a six-year 
project, one of whose aims is 
to identify and measure some 
of the components of quality 
of life. They suggest a 
number of interlocking 
definitions of the term. 

The book is a collection 
of interesting discussions of 
a variety of projects ranging 
from basic child development 
in India to the use of 
computers in New Zealand to 
enhance the quality of life by 
helping meet the individual 
needs of disabled people, from 
an Irish psychologist's 
perception of the place 
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religion plays in this matter 
to a study of the lifestyle of 
the families of some children 
affected by Down's syndrome in 
the United Kingdom. Each 
author relates his presentation 
to the quality of life as he 
sees it. 

The book provides a number 
of examples of actions in 
response to disability that 
surely contributes to improving 
the situation of some disabled 
people. It demonstrates again 
how many facets there are to 
this term, quality of life, 
that rings so well in speeches. 
And it shows that we need a 
great deal more work before we 
will have made of it a concept 
that can stand by itself as an 
effective tool for any of 
research, monitoring or 
planning. (Norman Acton, 
Cardinal, VA) 

E. Burnfield, Alexander. 
Multiple Sclerosis: A Personal 
Exploration. Human Horizons 
Series. London: Souvenir Press, 
1987, 190 pp., $12.50. 

Burnfield provides a very 
comprehensive, frank guidebook 
to the many complications 
surrounding multiple sclerosis, 
a disease of the central 
nervous system that usually 
first appears in early a-
dulthood. Since Burnfield has 
MS himself and is also a 
practicing psychiatrist in 
England, the book offers his 
unique double perspective: the 
subjective personal experience 
combined with the professional 
viewpoint. Both perspectives 
are used appropriately in 
explanations of MS neurophysio-
logy, disease symptoms, 
treatments, acceptance, family 
issues, and the potential 
contributions of professional 

and social services. The book 
will be a useful resource for 
the serious general audience 
that wants current explana-
tions of a complex chronic 
disease as well as for profes-
sionals. 

Burnfield is helpful in 
addressing often-ignored 
sensitive issues such as 
doctors' anxieties about MS, 
psychological impairments of 
the disease, and sexuality and 
pregnancy questions. His 
explanations are weaker 
regarding the unpredictable, 
exacerbating-remitting disease 
process, the side effects of 
medications, the potential of 
new medications, and the 
possible benefits of having 
children. The unpredictable 
character of MS is such a 
powerful factor in life with 
MS that it certainly deserves 
further discussion. The book 
is especially strong in 
drawing the critical areas of 
family and other helpers into 
the MS picture; Burnfield's 
repeated acknowledgements of 
their needs and feelings are 
highly valuable. 

The reader has an addi-
tional benefit in learning how 
less well-known professions 
such as occupational therapy 
can make particular contribu-
tions to living with MS. 
Although descriptions of 
professional services (and the 
short bibliography) clearly 
reflect the British medical 
and social service systems, 
Burnfield's work consistently 
keeps MS in the everyday 
social context rather than the 
clinical medical arena. This 
view supports the possibili-
ties of the self-directed 
management approach, an 
appropriate direction for most 
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persons with MS to take. (Nancy 
Brooks, Sociology, Wichita 
state University) 

F. Calnan, Michael. Health 
and Illness: The Lay Perspec-
tive. London and NY: Tavistock, 
1987, 192 pp., $19.95. 

For at least 3 decades 
social scientists have inves-
tigated lay perspectives of 
health and medical care • . These 
works have enlightened us to 
the importance of lay referral 
networks, the meaning of 
symptoms, lay theories of 
health and illness, explanatory 
models, and the experience of 
illness, to name only a few. 
Basing his research on previ-
ously published works and 
interviews with 60 middle and 
working class women, Michael 
Calnan presents analysis on 
"lay models" of health and 
illness. Part One focuses on 
lay models of health, including 
assessments of health threats, 
beliefs about causation, 
beliefs about responsibility 
for health, and models of 
health management and disease 
prevention. A shorter Part Two 
examines some good descriptions 
of lay or subjective perspec-
tives; most of the analysis 
focuses on social class 
differences, with little 
attention to process or meaning 
per se. This book contains 
some useful information, 
especially in describing social 
class differences; for example, 
middle class women saw being 
"fit," "active" or "taking 
exercise" as part of being 
healthy, while this was rarely 
mentioned by working class 
women (p. 33) or that working 
class women appeared more 
skeptical about prevention than 
middle class women (p. 129). 

However, the author relies so 
much on social class and his 
various "lay models" that he 
doesn't really develop a 
conceptual analysis of the 
meanings of health and illness 
to his respondents. (Peter 
Conrad, Sociology, Brandeis 
University) 

G. Dickenson, Mollie. Thumbs 
Up: The Life and Courageous 
Comeback of White House Press 
secretary Jim Brady. New 
York: William Morrow and 
Company, 1987, 560 pp., 
$19.95. 

It's all there. Perhaps 
it's a bit lost in the long 
biographical detail of a man 
who worked his way to the top 
of his profession, Press 
Secretary to the President of 
the United states, but it's 
all there: the disappearance 
of close friends who "couldn't 
handle it;" the frustration of 
loss of function; the out-
bursts of misplaced anger; 
others referencing the 
"miracle of his recovery;" the 
personal experience of the 
hard work of rehabilitation; 
the need for America to face 
its attitude toward violence; 
those who truly need help; and 
another look at a society 
that, at best, has an indif-
ferent, confused or hostile 
attitude toward disabled 
people. 

Jim Brady is, perhaps, 
the most famous head injury 
survivor in America. This 
book is the story of his life, 
including his being head 
injured in the assassination 
attempt on President Reagan. 

The most important parts 
for disability studies are 
chapters 15 and 16: "Facing 
Reality" and "Looking for a 
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New Direction." These chapters 
speak to the feelings and 
aspirations of one who has 
survived and is now ready to 
move on: "Jim knew that the 
public was still focusing on 
the bullet and the brain 
injury. It seemed to him he 
just couldn't get beyond that 
and wanted to." (p. 487) 

Jim is one of some 70,000 
persons who experience moderate 
to severe head injury each year 
in America. Only 1 in 14 of 
these will receive any rehabil-
itation. This is a story of 
personal hard work, family 
support, and adequate funding 
for comprehensive rehabilita-
tion. Perhaps the underlying 
story is what is possible if 
the head injured were to be 
given a chance. (Gerald w. 
Bush, Heller School, Brandeis 
University) 

H. Hopkins, Anthony (Ed.). 
Epilepsy. London: Chapman and 
Hall (distributed in the U.S. 
by Demos Publications, NY), 
1987, 585 pp., $62.50. 

Epilepsy is an authorita-
tive and comprehensive 20-
chapter text describing the 
epidemiology, genetics, 
diagnosis, classification, 
prognosis, and clinical 
management of epilepsy, as well 
as psychological and social 
aspects of the disorder. It is 
directed primarily at those 
with clinical training but is 
sufficiently well-written to be 
accessible to most of those 
eager to learn more about 
epilepsy. 

Those with a general 
interest in disability may also 
find some sections of the book 
useful. For example, the 
editor includes specific 
chapters on epilepsy among 

women and in childhood. This 
inclusion is worth emulating, 
though these chapters pay far 
more attention to clinical 
aspects (for example, whether 
menstruation exacerbates 
epilepsy, how to diagnose 
epilepsy in children) than 
they do to the particular 
social problems facing women 
or children. There are some 
cursory attempts to integrate 
discussions of social conse-
quences into discussions of 
clinical consequences (for 
example, in a chapter on risk 
or recurrence after an initial 
seizure). In-depth coverage 
of social aspects of epilepsy 
is limited to a specific 
chapter on sociological 
aspects, and chapters on 
epilepsy and (British) law, 
and driving. 

Epilepsy is a condition 
still surrounded by strong 
opinions and incomplete 
information, and this book 
reflects the debates. What 
causes epilepsy? Why do 
people with epilepsy appear to 
have higher mortality? Are 
anticonvulsants teratogenic? 
Can stressful life-events 
precipitate seizures? Readers 
will not find complete answers 
to these questions in this 
book, but they will find clear 
summaries of what is known and 
why these questions remain 
unresolved. (James Trostle, 
South Hadley, MA) 

I. Maddox, Sam (Ed.). Spinal 
Network. Boulder, co: Spinal 
Network (PO Box 4162, Boulder, 
co 80306; l-800/ 338-5412), 
1987, 372 pp., $24.95 plus 
$3.00 s&h. 

This ring-bound volume 
has been described by its 
author, Sam Maddox as the 
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"Whole Earth catalog" for the 
spinal cord injured community. 
Sam is a journalist who decided 
that the consumer of rehabili-
tation services needed a 
compendium of information about 
the spectrum of issues relevant 
to living with a severe dis-
ability. Thus he educated 
himself very well and has 
produced an excellent volume 
which facts, comments, opinion, 
and even humor regarding the 
parameters of musculoskeletal 
disability, the health care 
system, sports and recreation, 
travel, sex and romance, legal 
rights, financial issues, media 
personalities, and listings of 
national and regional resources 
on a variety of issues. 

This is an interesting and 
well-prepared volume for both 
consumers and professionals. 
Many of the articles have been 
written by well-known figures 
in the spinal injury field in 
addition to those by Sam 
himself. Interviews, feature 
articles, iliustrations, 
cartoons, and many photos make 
this the most excellent 
resource on the topic available 
to date for those with motor 
impairments. 

This is not a research 
volume nor is it intended to be 
the final word on life with a 
disability. But it is factual-
ly correct and a valuable 
reference. Although focused on 
spinal cord injury, it is 
relevant to those with most 
types of motor impairments. 
(Roberta B. Trieschmann, 
Consulting Psychologist, 
Scottsdale, AZ) 

J. Malti-Douglas, Fedwa. 
Blindness and Autobiography: 
Al-Ayyam of Taha Husayn. 
Princeton, NJ: Princeton 

University Press, 1988, 201 
pp., $30.00. 

Malti-Douglas provides us 
with an excellent example of 
the potential use of autobio-
graphies toward the refinement 
of the phenomenology of 
disability. In this book she 
analyzes the 3-volume Egyptian 
classic autobiography Al-Ayyam 
("The Days") which was pub-
lished in 1926. Malti-Douglas · 
compares his work with the 
autobiographies of Ved Mehta, 
Helen Keller, Gertrude Stein, 
and other major literary 
contributions to the genre. 
Al-Avyam linked the Egyptian 
literary world with modern 
Western literature, since Taha 
Husayn wrote his autobiography 
in the third person, a style 
more common in contemporary 
Western literature. 

The first half of the 
book examines the distinction 
between personal and social 
"blindness" to distinguish 
between societal conceptions 
of "blindness" and the 
personal everyday reality of 
disability. She also examines 
the dialectical relationship 
between these 2 dimensions. 
For ·example, Arabic culture 
impinged upon Taha Husayn a.s 
he isolated himself at meals 
to avoid breaching norms which 
dictated whether a given food 
should be eaten with one or 
both hands, yet he rejected 
the traditional role of Qur 1 an 
reciter and challenged author-
ity figures. The clash 
between personal and social 
"blindness" continued as Taha 
Husayn finished his first 
doctorate in Egypt and moved 
to France where he received a 
second doctorate to link the 
East and West. He became 
confronted with cultural 
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differences as "blind" persons 
in Western societies cover 
their eyes with sunglasses to 
hide the "awra" (shame and 
impurity). Taha Husayn also 
experienced educational 
segregation for the first time 
in France because of the 
Western emphasis on the written 
word and the use of braille. 
In contrast, the Islamic educa-
tional system relied more on 
oral instruction which did not 
lead to different forms of 
training for the "blind." 
Malti-Douglas points out that 
not only was he forced to adapt 
as an "Easterner in the West," 
but his adjustment is compli-
cated by "blindness" (p. 85). 
While Al-Ayyam is clearly a 
success story, Malti-Douglas 
points out that the life 
history was not just another 
naive "super crip" story, since 
Taha Husayn•s writings recog-
nize social and personal 
conflict often expressed with 
pessimism and resentment (p. 
184). 

Although the first half of 
the book would be of greater 
interest to social scientists, 
the latter half consists of an 
interesting literary analysis 
which would also prove fas-
cinating to literary scholars 
as well as social scientists 
using the autobiography as 
data. Malti-Douglas examines 
the impact of Taha Husayn's 
"blindness" on his narrative 
style, humor, use of time, and 
other techniques. She includes 
a fascinating chapter on "Blind 
writing" and its potential use 
by both visually impaired and 
sighted writers. This reviewer 
can only speak praises of this 
book for its cross-cultural, 
historical, and interdiscipli-
nary relevance to the "blind-

ness" experience. (Stephanie 
L. Shanks-Meile, Sociology & 
Anthropology, Indiana Univer-
sity Northwest) 

K. Milam, Lorenzo Wilson. 
The Cripple: Liberation Front 
Marching Band Blues. San 
Diego, CA: Mho & Mho Works, 
1984, 222 pp., $14.95, $9.95 
softcover. 

Leonard Kriegel, move 
over. There is another voice, 
loud and clear and compelling.
It is a voice full of anguish 
and pain and it belongs to 
Lorenzo Wilson Milam. As I 
read his autobiography in 
Kennedy Airport, I was more 
conscious than usual of all 
the stares and attempts to 
avert mine. Sitting in a 
wheelchair in an airport is 
not as strange a sight as it 
once way. Nor is reading a 
book. But this book--an 

9 11oversized 16" x and 
paperback at that--had its 
title Cripple emblazoned in 
bold black capital letters. 
In case one thought they 
misread the meaning of the 
title, a large color photo-
graph put one straight: two 
bare, hairy, thin, obviously 
male legs, one encased in a 
leather and steel brace, the 
other being supported by a 
silver cane or crutch. The 
subtitle Liberation Front 
Marching Band Blues gave only 
a hint of what was to come. 
When I read the lines "at age 
5 or 6," I let out a sigh of 
relief--I hoped for a flash-
back, a relief from the 
onslaught of images. Never 
have I been so close to 
someone in an iron lung, never 
have I seen so vividly 
captured the waking up and 
realizing the gradual loss of 
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function with polio. Relent- is himself a poet (as well as 
lessly, almost hurtled along, a physician). Mukand, in 
we march with him toward his fact, closes the volume with 
liberation. The pages are 
filled with his attempt to free 
himself from his sexual cage--a 
man loved/unloved, supposedly
because of his being a "crip-
ple." At the end he seems freer 
of his sexual constraints, more 
comfortable with his homosexua-
lity, but of his being and 
feeling "crippled," I'm not so 
sure. (Irving Kenneth Zola) 

L. Mukand, Jon (Ed.). sutured 
Words: Contemporary Poetry 
about Medicine. Brookline, MA: 
Aviva Press, 1987, 402 pp., 
$18.00 softcover. 

Despite the resonance of 
the nicely calculated "Sutured 
Words," this volume is, in a 
very large sense, unfortunate 
in its title. "Poetry about 
Medicine"--so clinical, so 
antiseptic--chills, depresses
the spirit and deflects the 
mind. The subtitle rouses all 
the wrong faculties. For this 
is not, to use the old term, a 
leech-book, not even, in the 
old way, a versified leech-
book; here, one will not find 
medicinal verse or medical 
musings or doctorly doggerel. 
Here, rather, one finds the 
great themes that have always 
engaged poets: love, death, 
fear, hope, despair, the 
meaning--or meaninglessness--
of life. This is a book of 
poetry. 

There are some 249 poems 
collected here, and (given the 
restricted theme and the width 
of the net cast by Mukand) and 
it is surprising what an 
exceptionally large number of 
them are works of really 
superlative quality. But 
perhaps that is because Mukand 

one of his own pieces, and the 
final lines of that poem ~ill, 
even within the limited space
allotted here, give at least 
some indication of the quality 
to be found here. Entitled 
"Lullaby," the poem details 
the physician's inner struggle 
over, his pity (in the best 
sense of that word) for his 
long-suffering terminal 
patient, and ends with the 
stark lines: 

Old man, listen to me: 
Let me take you in a 
wheelchair 
To the back room of the 
records office, 
Let me lift you in my 

arms 
And lay you down in the 
cradle 
Of a clean manila folder. 

It is an encouraging sign of 
the raised consciousness of 
the times that of the 9 
divisions of this anthology, 
one (with 30 poems) is devoted 
to disability. That would not 
have been true just, say, a 
decade ago. There is fine 
work here, poetry by the likes 
of Harold Bond, Amber Sumrall, 
Norman Andrew Kirk, Felix 
Pollak, Michael Bachstein. 
Exactly half of the poems in 
this section, in fact, were 
anthologized earlier in my own 
Toward Solomon's Mountain. It 
is also worthy of note, 
however, that this section 
contains some of the poorest, 
most puerilely sentimental 
poems in the collection. Ah, 

The missing legs
Of the amputee 
Are away somewhere 
Winning a secret race. 
[And so on through the 
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rest of mankind's 
"afflictions" for 7 full 
stanzas]

Would that Philip Dacey's silly
"The Handicapped" could finally
be consigned to the oblivion 
that it rightly deserves! One 
wonders. How could Mukand--who 
(from the looks of this 
anthology as a whole) clearly
has a good "feel" for poetry--
be so wrong-headed in this 
regard? Just one more indica-
tion of how deeply ingrained is 
the old (unconsciously) conde-
scending sentimentality. 

Nonetheless, this is a 
fine anthology, one which 
deserves to be perused at 
leisure and returned to time 
and again. (Joseph L. Baird, 
English, Kent State University) 

M. Murphy, Robert F. The Body 
Silent. New York: Henry Holt, 
1987, 242 pp., $17.95. 

It was merely one week 
into his own "golden middle 
age," measured by the comple-
tion of a stint as chairman of 
the Columbia University 
Anthropology Department and his 
happy return to scholarly work, 
that Robert Murphy experienced 
the first spasm signalling a 
totally debilitating neurologi-
cal disease. The Body Silent, 
written 14-years after that 
innocent spasm following the 
onset of a quadriplegic state, 
is testimony to the spirit of 
the man. 

In their earlier years,
the Murphys immersed themselves 
in anthropologic field work and 
scholarly research. It seemed 
only natural to approach the 6-
years of progressive debilita-
tion as investigators. The 
book is replete with self 
reporting data as well as sound 
research on the subject of 

paralysis. The author's 
stated purpose is to "relate 
to the general public, and to 
disabled people everywhere, · 
the social circumstances of 
the physically impaired and 
the meaning of this condition 
as an allegory of all life in 
society."

The story captures best 
the alienation of the in-
dividual eased out of his 
roles and patterns--the
relationships he takes for 
granted--by a relentless, 
eventually total, paralysis. 
This alienation is expressed 
as the struggle of the 
individual against society.
He finds the disabled a 
metaphor for the human condi-
tion. "The disabled represent
humanity reduced to its bare 
essentials, making them 
wonderful subjects for 
anthropological research." 
Following his spinal surgery, 
with much time to simply lie 
and think, he found his 
thoughts gradually becoming 
disembodied. He begins to 
consider himself as outside of 
himself--"perched over the 
headboard, watching the rest 
(of his body]." 

Throughout the narrative, 
it is his treatment by those 
around him rather than his 
physical problems themselves 
which Murphy assures us is of 
paramount importance. Yet 
there is little revealed about 
his wife .and children. He 
says "the greatest impediment 
to a person's taking full part 
in his society are not his 
physical flaws, but rather the 
tissue of myths, fears, and 
misunderstandings that society 
attaches to them." In the 
chapter called "Encounters" he 
describes the cultural themes 
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which support these myths and 
make life unbearable for many
disabled people. These themes 
are familiar to all readers. 
What we expect of the body in 
regard to shape, cleanliness, 
ability to renew itself, to 
stay fit and wrinkle-free, and 
to be able to function is the 
background in which disabled 
people's new identity emerges.
Murphy finds his own self image
eroding as students, neighbors, 
and colleagues react different-
ly than in his pre-wheelchair
life. He describes his rise 
from poverty to a position of 
respect and then a feeling of 
his substance "oozing away." 
The impact on the reader of 
this alienation is heightened 
by the extraordinary involve-
ment in life, personal and 
professional, · which he retains. 

It was not the purpose of 
this work to critique the 
medical system or health care. 
This reviewer would have 
preferred that the talents 
of this researcher/writer had 
been aimed a bit more in . the 
direction of exposing the 
faults of the providers of 
care. His insights are those 
of both the scientist and the 
humanitarian scholar. Perhaps
he accepts the therapists, 
nurses, and physicians as part 
of the larger society upon 
which he comments continuously.
As a strategic subgroup of 
society faced by disabled 
people, hospital staff should 
be on the firing line. Evidence 
of awareness of a lack of 
perfection--for Murphy does not 
sing the praises of medi cal 
personnel any more than he 
launches a campaign against 
them--in attitudes and interac-
tions is sprinkled throughout 
the book. In a way this 

subtlety is the beauty of this 
fascinating tale. (Barbara 
Willson, Heller School, 
Brandeis University) 

N. Nolan, Christopher.
Under the Eye of the Clock: 
The Life Story of Christopher
Nolan. New York: st. Martin's 
Press, 1987, 163 pp.,
$16.95. 

Two reviews/two perspectives: 

The life story of Chris-
topher Nolan has just begun to 
be told. Never to be silenced 
again, the "_white sheets of 
life" portraying the beauty, 
complexity, and compassion of 
his existence, unfold word by 
word in front of our as-
tonished eyes. For 11 years 
Christopher Nolan took in the 
world from his wheel-chariot, 
unable to give back the wealth 
and treasure absorbed through 
mere observation. No one knew 
what thoughts stirred behind 
those kind, blinking and 
scanning eyes. Family sus-
pected a keen and humorous 
mind might have taken refuge 
in the "tongue-tied" frame 
that only "hassled" his 
otherwise grand existence. 
Unable to speak, chew or to 
"even brush a fly off his 
nose", he speaks to us vis-
cerally when he declares: "He 
attempted to rescue crippled 
man from the pits of oblivion 
and set about shattering the 
sacred-held image of handicap 
as being godsent. 11 

Insightful and profound 
on many levels, Under the Eye
of the Clock is able to 
communicate to the unsuspect-
ing able-bodied by presenting 
an autobiography written in 
the third person. By such 
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device he attracts the reader · able to bend the rules to 
to think objectively, without 
pity, without "weeping-Jesus 
comments about his cross." 

Especially noteworthy, and 
the cornerstone of Nolan's 
strength, is his family!s 
unquestioning acceptance of his 
disability. At the age of 
three: "Sensing his heinous 
horribleness of hope he cried 
once, only once." "Looking at 
his mother he blamed her, he 
damned her, he mouthed his 
cantankerous why, why, why me?" 
To which his mother responded, 
"Listen here Joseph, you can 
see, you can hear, you can 
think, you can understand 
everything you hear, you like 

·good food, you like nice 
clothes, you are loved by me 
and Dad. We love you just as 
you are." 

The subtle power of his 
"dam-burst" of emotions and 
memories has a staggering 
effect on the sensitive reader. 
Recalling a series of school 
applications resulting in 
vetoes, Nolan writes: "Someone 
always revokes his application 
thought Joseph, and his mind 
addressed the treasures sanctum 
of a board meeting: someone 
always vetoes; someone normal; 
someone beautiful; someone 
blessed by normality; someone 
administering the rusty mind's 
rusty mind's rules of yester-
year; someone male--cigar-
smoker perhaps; someone ruddy 
faced with health; someone with 
health; someone female--a 
skeleton in her cupboard, never 
give a sucker an even break, 
someone Christian worst of all, 

match the need; someone 
satanic revelling in the 
sufferings of others; someone 
versed in the art of saying 
no; someone who had too many 
nos in their childhood; 
someone able to say no to a 
dumb cripple; someone always 
says no." 

Ultimately, the force of 
his words sparks images and 
emotions, leaving his reader 
speechless: "Who'll have you, 
who'd be fool enough--maybe 
you're biting off more than 
you can chew--chew damnblast 
chew, if I could chew I could 
call myself normal, imagine, 
can't chew, can't swallow, so 
why chew? can't call--can 
call, a famished moan maybe 
yet it suffices; can't chew, 
can't chew, can't smell--can 
smell--can•t chew, can't 
control bowels--can, can, can 
control, can't control 
bladder--can control, can 
control; can't chew though so 
what, I have a dry seat, 
lovely dry seat, always, 
always, but can't chew, can't 
cry--can cry, can cry, can cry 
wet pillows full but who 
cares, can cry, cry bucket-
fuls, can't laugh--can laugh, 
can, can, can, can't stop--can 
stop, can't see why I should, 
can ' t see why, can ' t ·see the 
need, can't blame me, help say 
something sad: Can't Chew." 
Though almost Christ-like in 
presence and attitude Nolan 
manages to remind us of his 
humanness: "How Joseph envied 
them; youthfully he kicked at 
his handcuffs, for his stomach 

boasted ascetic, one of the 
head-strokers--poor child. God 
loves him, ah God is good, 
never shuts one door but opens 
another, someone genuine not 

was crying out for food and 
the smell of chips was driving 
him mad." "He never sobbed 
upon his loss but cemetery 
dampness clung in the air as 
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he watched boys pairing off 
with girls masking yes beamed 
no, meaning gigglesome maybe."

Under the Eye of the 
Clock, a literary classic in 
its own right, is above all 
else a dedication to the 
"ghosts of former crippled 
man." "Cemeteries contained the 
broken bones ·of his brothers 
crippled by cerebral palsy, 
they cackled and babbled their 
nude way through life, they 
verily died at birth and asked 
for nothing but fond love. Now 
he was resurrecting their 
bones, asleep so very long, to 
come with him and bear witness 
that crones causes their 
banishment." 

Profound on innumerable 
levels, this autobiography puts 
forth an unavoidable question 
that has yet to be adequately 
dealt with by any civilization: 
"The future for babies like him 
never looked more promising, 
but now society frowned upon 
giving spastic babies a right 
to life. Now they threatened 
to abort babies like him, to 
detect in advance their 
handicapped state, to burrow 
through the womb and label them 
for death, to baffle their 
mothers with fear for their 
coming, and yet, the spastic 
baby would ever be the soul 
which would never kill, maim, 
creed falsehood or hate 
brotherhood. Why then does 
society fear the crippled 
child, wondered Joseph out 
loud, and why does it hail the 
able-bodied child and crow over 
what may in time become a 
potential executioner?" 
Christopher Nolan has begun to 
speak, and for that the world 
will never be the same. (Trey 
Duffy, Disabled Student Svcs., 
San Jose state Univ.) 

Another perspective: 

Under the Eye of the 
Clock comes some 6 years after 
the startling A Dam-Burst of 
Dreams, Christopher Nolan's 
first book. Quickly becoming 
a best-seller in both Great 
Britain and Ireland (Nolan's 
native country), Dam-Burst 
caused quite a stir. As well 
it might. For in those pages 
an intense, exuberant spirit 
long entombed within the 
confines of an almost totally 
non-functional body suddenly, 
unexpectedly, gained a voice. 
And what a voice it was! A 
veritable damburst indeed, 
with words--wild, extravagant, 
exotic, never-before-heard 
words--rolling · forth in a kind 
of chaotic .flood of creative 
energy. A Dam-Burst was, 
certainly, an extraordinary 
accomplishment. Yet in wonder 
at the achieve of the thing 
(to use Hopkin's phrase), 
critics waxed decidedly 
immoderate in their praise, 
comparing this unrestrained 
outpouring from the pent-up 
mind of a 15-year-old, for 
example, to the crafted work 
of Yeats, Joyce, and Dylan 
Thomas. And one gets the 
uneasy feeling that this 
facile fame--which, as we 
learn from Under the Eye of 
the Clock, Nolan not only 
relishes, but positively 
revels in--has been somewhat 
less than beneficial to Nolan, 
that it has indeed stunted and 
withered his budding talent. 
Certainly, Under the Eye 
represents no growth in spirit 
beyond A Dam-Burst; in fact, 
it covers in prosaic detail 
much the same ground that was 
suggested more effectively in 
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the odd, imagistic prose of "A 1971-1984. Despite its 
Mammy Encomium" published in comments on the back cover, it 
the earlier work. Nolan has is not "the first book ever to 
all the air of a Vonnegut 
character stuck somehow in 
time. It is one thing for a 
15-year-old to exult publicly 
in his unexpected, almost 
unimaginable "damburst" and to 
(as Nolan himself might put it) 
frounce frenetic in ·his 
frescoed frenzy; it is quite 
another for a 21-year-old to 
keep going over the same old 
ground, all the while stringing 
together bright baubles of 
words with little or no 
resonance beyond shallow 
revelation of the wounded self. 

Nolan continues to be 
overpraised and overawarded for 
his literary work. It would be 
well if, instead, he could be 
given some good, sound, tough 
criticism. Indeed, what he 
rather desperately needs is the 
strict discipline of the 
university education that he so 
lightly spurns in the final 
episode of Under the Eye of the 
Clock. 

In the meantime, I could 
wish well that he had never 
written this his continuing 
saga of his childhood bio-
graphy. (Joseph L. Baird, 
English, Kent State University) 

o. Oliver, M., Zorb, G., 
Silver, J., Moore, M., and 
Salisbury V. Walking into 
Darkness: The Experience of 
Spinal Cord Injury. Dobbs 
Ferry, NY: Sheridan, 1988, 150 
pp., $45.00. 

This paperback is prin-
.cipally comprised of the 
results of a retrospective 
survey of 77 individuals who 
participated in spinal cord 
~ehabilitation at Stokes 
Mandeville in England during 

discuss the long-term conse-
quences of having a spinal 
cord!" To be honest, I 
concealed this book during 
working hours at the spinal 
cord injury center where I am 
employed because I felt the 
back cover overstated its 
claim severely and the front 
cover (done in a dour black, 
combined with the negative 
title) was too embarrassing to 
explain. Despite these 
caveats, the inside gives 
interesting speculations and 
data regarding the similarity 
of the experience of people 
with spinal cord injury in a 
country other than the U.S. 
Given the lack of a large 
sample set, the wide length of 
time since rehabilitation, the 
lack of standardized assess-
ment devices, and the lack of 
control of several important 
intervening variables, no data 
are analyzed in any form other 
than simple percentages. It . 
does give considerable anecdo-
tal data regarding experiences 
of receiving hospitals and the 
rehabilitation center, 
personal and family responses,
societal attitudes and · 
financial consequences. It 
does, however, treat spinal 
cord injury as a chronic 
disability throughout the life 
span rather than a singular 
traumatic event and describes 
on a basic level the current 
needs. 

The contents 9f the book, 
while interesting, may be more 
appropriately summarized in a 
journal article as the book 
cannot live up to its broad 
reaching goal without a more 
complete integration of other 

30 



research, better research 
design, and a more extensive 
and specific agenda regarding 
future goals and directions. 
(Steve Shindel!, Psychological 
Services, Shepherd Spinal 
Center, Atlanta, GA) 

side of two lives a fundamen-
talist religious sect, 
reminiscent of the legendary 
House of David, a group as 
devoted and skilled in the 
Word of the Lord as they are 
in the game of baseball. To 
them these "freaks" are an 

P. Quarrington, Paul. Home 
Game. New York: Penguin, 1984, 
412 pp., $5.95 softcover. 

Every once in a while I 
read a book where my heart gets 
in the way of my head. On the 
whole this happens more often 
in regard to movies than books. 
There I am, with tears stream-
ing down my face, swearing 
somewhere in the back of my 
consciousness about being 
manipulated. Now I'm not 
absolutely sure that this is 
the case with Paul Quar-
rington's book. But there he 
is writing about my favorite 
sport, baseball, and the big 
game. As always, there is 
something more than the game at 
stake. It all began when a 
circus sideshow got marooned in 
a small town. Yes, I said 
sideshow--a euphemism for what 
used to be and are still called 
(at least in the dust jacket), 
"freaks:" The tallest man in 
the world and the smallest, the 
hairiest woman and the scaliest 
man, a wild man from "Borneo" 
and the ever present twins from 
Siam as well as a two-headed 
dog. All are presided over by 
a kindly impressario. Into 
their midst wanders Nathanael 
"Crybaby" Isbister, one of the 
greatest ballplayers who ever 
lived but who retired prema-
turely because of ·an emotional 
(as seen by his nickname) and 
physical disability (legs 
broken in many places). But 
before he can drift away, a 
crisis erupts. On the other 

abomination and they want them 
out of their town. A chal-
lenge emerges. The winner of 
a 9-inning baseball game will 
get to stay. To Nathanael 
falls the task of getting the 
"freaks" into shape (inten-
tional pun). I'm as sure that 
the tale is a metaphor for 
what all the "outcasts" of 
society have to face, as I am 
that many of the stereotypes 
cannot help but offend 
someone. Yet as I said at the 
beginning, sometimes my 
rationality takes a brief . 
holiday. More years ago than 
I care to recall, I saw the 
film "Exodus." Then it didn't 
matter who was right and who 
was wrong. It was simply the 
first time that the good guys 
who were getting their licks 
in were fellow Jews. So 
living with my occasional 
discomfort, I cheered, sat 
back, and enjoyed The Home 
Game. (Irving Kenneth Zola) 

Q. Register, Cheri. Living 
with Chronic Illness, Days of 
Patience and Passion. New 
York: Free Press, 1987, 316 
pp. (incl. index, glossary and 
bibliography), $19.95. 

This is the most compel-
ling book I have read yet that 
portrays everyday life with a 
chronic illness. Cheri 
Register began writing it 
while she was hospitalized for 
Caroli's disease (a congenital 
liver defect). She later 
interviewed 30 people about 
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their experiences with chronic 
illness. She states: "The book 
was not conceived as a con-
trolled social science study 
offfering definitive con-
clusions ••• ! thought of it, 
rather, as a work for solo and 
chorus, with my own story at · 
the center, augmented by the 
voices of others (xiv)." Yet 
in weaving these stories 
together Register develops 
sociological insights that 
suggest possible patterns of 
struggle and hope. She is able 
to move between and relate 
individual and more general 
experiences in a way that 
underscores a profound respect . 
for people's similarities and 
differences. 

Register divides the book 
into 13 chapters about dif-
ferent aspects of living with a 
chronic illness (e.g., "Naming 
your Unhealthy Self," "A Friend 
in Need"). While teachers 
might not want to assign the 
entire book as a class reading, 
selections might be useful. At 
the beginning Register iden-
tifies her projected audiences 
(people who live with chronic 
illness; their family, friends, 
etc.; health professionals). 
She also acknowledges certain 
study limitations. For 
example, she found it difficult 
to find men to interview; her 
discussion of intimacy focuses 
on the heterosexual institution 
of marriage. I would like to 
mention that this book does not 
explicitly discuss social 
policy and political issues. 
Some readers may be disap-
pointed by the attention to 
details of everyday life. In 
addition, Register does not 
elucidate how living with a 
chronic illness might be 
like/unlike living with other 

disabilities. She does not 
use the term disability, and 
while the index lists entries 
under "handicap" she does not 
define the term. Despite 
these questions, I strongly 
urge anyone even slightly 
drawn to the title to read 
Living with Chronic Illness. 
Cheri Register delivers what 
she promises with warmth and 
wit. (Lynn Schlesinger, 
Sociology, Brandeis Univer-
sity) 

R. Robinson, Ian. Multiple 
Sclerosis. London: Tavistock, 
1988, 146 pp., npa. 

This slim book is a solid 
account of the experience of 
multiple sclerosis, based on 
an unusually large and rich 
data set of 400 'life stories' 
of people with MS. The data 
are part of a large collection 
of information on MS kept at 
Brumel, the University of West 
London and funded by Action 
for Research into Multiple 
Sclerosis (ARMS). 

Although the book does 
not break much new sociologi-
cal ground, Robinson uses the 
extant literature well to 
present a clear and sociologi-
cally-informed description of 
living with and managing MS 
that is enriched by a generous 
use of first-person quotes. 
He keeps his focus on the 
subjective experience of 
illness and examines such 
issues as uncertainty, self 
and body, and the use of 
explanatory models. He 
suggests that social factors 
rather than the progress of 
the disease itself are better 
predictors of adaptation to 
MS. Robinson emphasizes how 
the failure of medical and 
non-medical services resonate 
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through the lives of people is often demanding because it 
with MS. While there are no moves back and forth from the 
truly effective treatments for 
the disorder, medical and 
nonmedical personnel are seen 
as frequently failing their MS 
patients in numerous ways, 
leaving what I might call a 
"care vacuum." Robinson 
presents an excellent discus-
sion on how some MS sufferers 
use alternative regimens (e.g., 
diet, physiotherapy) to manage 
the illness, while others rely 
more on self-help for social 
support. 

This book is the first of 
a promised series on the 
experience of illness (edited 
by Ray Fitzpatrick and Stanton 
Newman). Hopefully this is 
part of the increasing evidence 
of the importance sociologists 
and others are giving to the 
experiential nature of illness. 
(Peter Conrad, Sociology, 
Brandeis University) 

s. Siegelman, Sheila. Sukey's 
Songbook of Multiple Sclerosis: 
Collected from her Letters, 
Meetings, and Telephone Trees. 
Berkeley, CA: Scherazade Books, 
1987, 109 pp., $ 6.95. 

Written especially for the 
person who has a recent 
diagnosis of multiple sclero-
sis, this short book offers 
both subjective interpretations 
of the illness experience and 
objective information useful 
for functioning. It is called 
a "songbook" apparently because 
MS people find themes and 
rhythms in the illness, such as 
the "Doctor Duet" and "Medical 
Madrigals." The themes 
identified here are certainly 
strong ones but not the only 
ones in the MS lifestyle. 

Although the book is very 
informative, its writing style 

vernacular and chatty to the 
technical. Chapter order is 
perplexing, too, since discus-
sion of the National Multiple 
Sclerosis Society appears well 
before a review of diagnostic 
experiences. Despite these 
wrinkles, the book is worth-
while. It is a useful collec-
tion of research ·explanations 
and a guide to selected 
social-psychological issues. 
(Nancy Brooks, Sociology, 
Wichita state University) 

T. Treffert, Darold A. 
Extraordinary People: Under-
standing "Idiot Savants." New 
York: Harper and Row, 1989, 
271 pp., $17.95. 

Dustin Hoffman's touching 
portrayal of Raymond Babbitt 
in "Rain Man" introduced to 
the general public a phenome-
nal syndrome that has been an 
enigma to human scientists 
since it was recognized and 
named "idiot savant" in the 
last half of the 19th century. 
While "idiot. savant" is a 
misnomer in that most people 
who carry the label are ' not in 
the technical sense "idiots" 
(the least intelligent of 
those classified as mental 
deficient) the phrase captures 
the striking incongruity that 
characterizes those so clas-
sified. "Idiot savants" or 
people with savant syndrome, 
Darold Treffert prefers to 
call them, are people in which 
there is an incredible 
disjuncture between their 
abilities in one area of 
mental performance and the 
rest of their abilities. 
Raymond of ·"Rain Man" fame is 
autistic and in general 
mentally, socially and be-
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haviorally incompetent, yet he 
possessed unbelievable abili-
ties in numerical calculation 
and memory. So-called human 
calculators are not the only
form of the syndrome. There is 
documentation in the scientific 
literature of people who are 
classified as mentally retarded 
yet exhibit amazing musical 
abilities. Other people with 
developmental disabilities have 
displayed incredible mechanical 
and artistic skills. An 
extensive literature on "idiot 
savants" has accumulated over 
the past hundred years. For 
the most part this literature 
consists of case studies the 
authors have encountered and 
their poorly substantiated 
speculations concerning what 
might explain the existence of 
this bewilderment. 

Treffert's book begins
with descriptions of the most 
talented people with the 
syndrome. starting with mid-
19th century examples such as 
The Genius of Earlswood Asylum 
on through those that Treffert 
has observed in person, 
including Leslie Lemke, the 
severely developmentally 
disabled boy piano playing 
prodigy who won fame with his 
appearance on national televi-
sion, we are provided with 
well-written, comprehensive and 
fascinating case studies. 
These take up approximately 
half of the text. In this part 
of the book Treffert reveals 
the care he took with his 
historical diggings. Cases 
other authors on the subject 
have overlooked are included as 
are little known historical 
facts--e.g., Down of Down's 
syndrome fame coined the term 
"idiot savant." With the cases 
as background, Treffert goes on 

to the question the reader is 
now anxious to have addressed: 
How can this anomaly be 
explained? What Treffert 
comes up with is too compli-
cated to explain briefly but 
his argument is much more 
satisf4ying than earlier 
attempts at explanation. 
Extraordinary People is the 
definitive study of the 
phenomena. Not only is it 
comprehensive and scientifi-
cally rigorous, it is also 
humanistically reflective and 
a good read. (Robert Bogdan,
Special Education, Syracuse
University) 

u. Yuker, Harold E. At-
titudes Toward Persons with 
Disabilities. New York, NY: 
Springer Publishing Company, 
1987, 352 pp., $38.95. 

This book is an outgrowth
of several sets of commit-
ments. The first and foremos·t 
is Harold Yuker's 30-year
study of attitudes toward 
persons with disabilities. In 
1961, his base institution, 
Hofstra University, · made the 
commitment to a completely 
accessible campus. In 1982, 
the funds were raised to 
establish the Hofstra Univer-
sity Center for the study of 
Attitudes Toward Persons with 
Disabilities, and four years 
later the university funded 
the conference that led to 
this book. It is a volume 
that also reflects symbolical-
ly this set of commitments. 
It has a sense of history but 
an eye toward change. It is · 
grounded in academic work but 
with an eye toward praxis. 

Books based on proceed-
ings are often uneven and do 
not form a coherent whole. 
This set of readings is 
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nevertheless a remarkable 
compendium of state-of-the-art 
research about attitudes toward 
persons with disabilities. The 
nearly 20 chapters cover 
several themes from the source 
and measurement of such 
attitudes to the study of their 
presence in certain groups 
(teachers, health care work-
ers), and in certain settings 
(school, higher education, 
employment) to the analysis of 
several attempts at attitude 
change. It was the latter set 
of chapters which I found at 
the same time most provocative 
and most disturbing. It was in 
this section I would have hoped 
for a more integrative ap-
proach--a set of chapters which 
more explicitly built on what 
had preceded them. Instead, 
they were independent of what 
went before -- provocative 
without necessarily being 
cumulative. 

To this essential work I 
can thus add only two caveats. 
In recognizing that attitudes 
are a two-way street, par-
ticularly in their effects, we 
need to further understand the 
development and effect of such 
attitudes, as well as of what 
"good" attitudes might consist, 
from the perspective of persons 
with disabilities. The second 
concerns the necessity for a 
still broader context. Any 
academic discipline tends to 
get encapsulated. While most 
of the authors note the 
multifaceted aspect of at-
titudes, these aspects are most 
often conceptualized as 
additional social psychological 
variables. But larger external 
forces have an effect on 
attitudes. While not yet a 
fully self-conscious con-
stituency, the 1986 Louis 

Harris poll indicates and the 
Gallaudet uprising demon-
strates there is a developing 
one. It is influenced by 
larger political events, such 
as the civil rights movement, 
with resulting changes in the 
self-image of people with 
disability and the public 
attitudes of others toward 
them. Thus, if Yuker in his 
preface feels comfortable in 
concluding his future research 
agenda with an essentially 
political wish: 

11 8. Finally recognizing 
that disability is only one 
aspect, and often a very minor 
aspect of a person. We should 
always attend primarily to the 
person." 

I feel comfortable adding 
a ninth: 

9. Recognizing that 
attitudes are never merely 
self-contained within the 
social psychological domain, 
we should always attend to the 
society which creates them and 
likely work to change it. 

And then with Yuker I 
also will look forward to the 
next decade. 
(Irving Kenneth Zola) 

V. The Information Center 
for Individuals with Dis-
abilities (27-43 Wormwood st., 
Boston, MA 02210-1606; 
617/727-5540; 1-800/462-
5015/MA Voice and TDD) has 
compiled a bibliography of 
accounts--autobiographies, 
biographies, anthologies--of 
the lives of individuals with 
disabilities and their fami-
lies. The list is organized 
alphabetically by author in 
non-fiction and fiction 
sections. 
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COLLECTIONS/CLASSICS 

Polio Biographies: 
The Contributions of an 

Epidemic to Disability Culture 

by Caroline L. Kaufmann 
(Horizon House, Inc., Philadel-
phia, PA) 

The volumes assembled for 
this review are a melange of 
personal accounts from sur-
vivors of the polio epidemics
in Great Britain, the United 
States and Canada. The authors 
do not speak with a common 
voice or express a consensual 
view of the experience of 
disability. The value of these 
works can be found in their 
expression of personal inter-
pretations of the disability 
experience. 

For the sake of contrast, 
I group the books by gender, 
beginning with those written by 
women. In her autobiography 
Still Life (Mobray, 1969),
Elizabeth Twistington Higgins 
describes her life as the 
youngest daughter of a respec-
table pediatric surgeon in 
London. Higgins struggled, 
against the advice of her 
family and teachers, to 
establish herself as an 
instructor in ballet and member 
of the Royal Academy of 
Dancing. In July 1953, while 
in the midst of 2 theater 
productions, she developed a 
high fever, pain and paralysis 
that were typical of poliomye-
litis. She recovered sufficient 
use of her lung muscles to live 
outside of a full-body respira-
tor and remained paraplegic. 
She also mastered recurring 
bouts of depression so that she 
could resume work. Her first 
career was ballet; her second 

career--mouth painting.
Higgins had pluck and social 
position, and she uses both to 
keep her life independent and 
interesting. The third half 
of her book outlines her sea 
voyages using a specially 
equipped ocean liner cabin and 
a private ambulance. She 
resumed her work as a ballet 
teacher for children and 
became an active member of the 
Mouth and Foot Painting 
Artists Limited. 

Ann Armstrong's book The 
Breath of Life (British
Broadcasting Corporation, 
1985) is partly polemic,
partly personal account. Its 
polemic qualities stem from 
her mission to advance the 
cause of the Invalids-at-Home 
Trust, a national program to 
provide home support services 
to severely disabled people. 
The personal account is a 
compelling story of her 
physical recovery from polio 
and the efforts of her husband 
to restore their family life. 
Armstrong's character in the 
book is that of an orderly, 
British housewife living a 
busy life in a small town 
outside London. She is a 
diligent mother, devoted wife 
and civic volunteer. These 
qualities remain with her 
after polio. _ As she explains, 
"My conversations with the 
hospital staff had been 
carried on as though I was 
still the same person that I 
had been before polio had 
struck. It was true. I was 
the same person. I merely
could not move or breathe. 
Indeed, I now had more ex-
perience and understanding of 
human beings under pressure." 
Armstrong's account emphasizes 
the role her husband played in 
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managing their two young sons 
and their household during the 
years of her rehabilitation. 
After rehabilitation, she 
struggled to reestablish her 
claims that she could care for 
them, despite her paralysis.
She made good use of the home 
health services of the Red 
Cross and the British National 
Health Service~ She built 
informal supports within her 
family, relying heavily on her 
husband and sons for life-

·sustaining aid. 
While the first 2 biogra-

phies leave the reader on an 
upbeat note, this cannot be 
said for the life of Betty 
Banister. Trapped: A Polio 
Victim's Fight for Life 
(Western Producer Prairie 
Books, 1975) is a non-fiction 
nightmare of a poor wife and 
mother living in rural Sas-
katchewan. She contracts polio 
in her early 20s and is 
institutionalized in a rehabil-
itation hospital many miles 
from her home. ·Banister's 
disability is moderate-to-
severe. She has partial use of 
her arms and legs and can 
breathe during most of the day 
without a respirator. However, 
she is gradually abandoned by 
her husband and son, and 
without economic resources or 
job skills, she remains in-
stitutionalized, despite her 
firm wish to live outside the 
hospital. Banister develops a 
quasi-career as a patient 
advocate and sometime artist, 
but the reader is left with the 
melancholy image of a woman 
imprisoned. Banister is much 
less phystcally disabled than 
either Higgins or Armstrong, 
but she is trapped within the 

· limitations of her social 
position. 

In Polio Is Not for Pity 
(George Allen and Unwin, 
1963), written by an intimate 
friend of a polio survivor, 
Irene Holdsworth its author 
slips frequently into the 
melancholy conveyed by the 
book's title. It is addressed 
to the polio friend--written 
in the second person singular-
-and the use of "you" is 
irritating. I found this book 
difficult to read and felt a 
sense of being confined by the 
smothering attentions of the 
author. I am reminded of the 
ways in which jealousy can 
sometimes pass for love. 

The male biographies are 
a mix of bravado, social 
graces, and sexuality. Paul 
Bates, a British army officer 
stationed in Malaysia, con-
tracted polio in 1954 while on 
patrol for "terrorist troops"
in the political confusion of 
Southeast Asia. The title of 
this book, Horizontal Man 
(Longmans Green, 1964), co-
written by John Pellow, 
conveys a dramatic quality to 
Bates' condition which is not 
immediately evident in his 
circumstances. Bates is 
quadriplegic and uses a 
respirator, and while unusual, 
this alone does not make a 
life. Bates and Pellow do 
little to draw the reader into 
his character, and we learn 
little of his emotional 
depths. Bates• respirator 
equipment is built by the RAF 
and later adapted for home 
use. He likes race cars and 
taverns and develops a 
lifetime friendship with 
Sterling Moss, the British 
Grand Prix champion. The tone 
of this book is superficial. 
In an effort to "normalize" 
the disability experience for 
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this man, the book has made it 
trivial. 

Leonard c. Hawkins and 
Milton Lomask have written 
about the life of Frederick B. 
Snite in The Man in the Iron 
LIDJ.9 (The World's Work, 1957). 
Snite is the son of a British 
millionaire who contracted 
polio during a trip to China in 
1949, became quadriplegic and 
used a tank respirator through-
out his life. His story is 
told by his life-long personal 
attendant Leonard Hawkins, a 
loyal and loving companion in 
the best tradition of the 
English manservant. The 
significant feature of this . 
biography is how readily 
snite's physical needs are 
accommodated in the system of 
personal services available to 
an upper class British male. 
snite's personal charm and the 
intricacies of his equipment 
provided Hawkins with a 
pleasant and interesting 
career. His affection for 
snite is obvious, and he 
delights in sharing adventures 
with a man whom he obviously 
respected and loved. Snite's 
disability does not emerge as a 
theme in his life, but as a 
modifier. He maintains his 
passion for bridge, but it is 
not evident that this passion 
is taken up as a replacement 
for more valiant or enterpris-
i'ng activities. snite is 
beguiling and sensitive, but he 
is relatively carefree in his 
accommodation to severe 
disability. Once again, 
disability does not make a 
life, nor does it make a great
book. 

Bottom High to the Crowd 
(Walker and Co., 1973) is a 
polio survivor's success story. 
Don Kirkendale, farmer's son 

and erstwhile entrepreneur,
and Mary P. Warren write about 
his experiences as a "crippled
kid" in the spirit of a great 
adventure. Much of his 
success can be attributed to 
his mother who valiantly 
rescued him from a rehabilita-
tion institution and returned 
him to the family for school-
ing and a job. Kirkendale's 
dependence on his family is 
balanced by his own drive for 
independence. He finds a job 
as a stock boy. He falls in 
love with a divorced woman and 
together they raise their 
reconstituted family. Kirken-
dale loves his life and lives 
it as fully as possible. 

Lorenzo Milam's The 
Cripple Liberation Front 
Marching Band Blues (Mho & Mho 
works, 1984) is unique to the 
polio biographies because it 
is a literary experience. 
Milam is a good writer, and 
his story of polio is inter-
twined with the themes of 
passion and--yes--debauchery. 
I find it refreshing after 
reading a handful of maudlin 
tales of "my struggle with 
polio" to find a book which is 
simply entertaining to read. 
Milam does not pander to the 
popular image of disability. 
His story is textured with 
details of an unusual life. 
Like many of the heroes of the 
polio generation, Milam is 
rescued from institutionaliza-
tion by his mother, and family 
resources remain significant 
to his independence. Much of 
this book is a saga of self 
fulfillment, with sexuality 
used as a vehicle for personal 
adventure. The reader is not 
tempted to admire Milam's 
behavior in this book, but his 
character is engaging. 
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Getting the reader's attention 
is half the battle in writing.

It is sometimes expedient 
to save the best for last, and 
this is so for Missing Pieces 
(Temple University Press, 
1982). Irving Kenneth Zola 
writes as a scholar and 
participant observer in a Dutch 
community for severely disabled 
people. His interests are 
ostensibly academic yet are 
interwoven with a personal 
account of his reconciliation 
with disability. This book is 
not a true biography, but it is 
replete with personal history. 
His book is rich in the details 
of his life in the community of 
Het Dorp. After displaying the 
data essential to the inferen-
ces drawn at the conclusion· of 
the book, his analysis in the 
final chapter seems almost 
commonplace, a matter of 
obvious fact. Disabled people 
are sexy. They are powerful. 
They are vulnerable. Such 
statements are not written to 
startle but to lay bare the 
essential features of life with 
a disability. once brought 
into public view, the life of a 
person disabled from polio 
stands as any other life. Zola 
is at his best as a writer when 
he engages in the complex 
details of human experience, 
extrapolating from them the 
overriding themes of struggle 
and mastery. 

In scanning this motley 
assemblage of books, I am 
struck by some common themes. 
The subjects of these tales 
were caught by the common 
vector of poliomyelitis, . the 
epidemic disease of the first 
half of this century·. This is 
a dramatic experience, but that 
experience alone does not 
create an interesting story. 

It is more engaging to read 
about what these people have 
done with a life in which 
disability is one element. 
There are degrees of indepen-
dence and personal achievement 
noted in all these accounts, 
but their accomplishments are 
not a function of disability.
The most severely disabled are 
not the worst off. The most 
isolated are. Family sup-
ports, particularly in 
avoiding institutionalization, 
are important. Economics are 
significant to survival. 

In FDR's Splendid Decep-
tion (Dodd Mead, 1985) Hugh 
Gallagher remarks how the 
President's polio was denied. 
Roosevelt did not advance 
disability rights; he ad-
dressed it as a personal 
problem. After his death, the 
ramps constructed at the White 
House for his use were taken 
down, and no recognition was 
given to the needs of other 
disabled people for access to 
public buildings. The dis-
ability rights movement is 
absent from most polio biogra-
phies. Disability is treated 
as a personal tragedy to be 
overcome through personal 
resources. Yet, we know that 
among the 18 million people in 
the U.S. with orthopedic 
disabilities, approximately a 
quarter of a million live with 
the late effects of polio. 
The polio epidemics are 
historically unique; the 
disability experience is not. 
(Thanks to Gini Laurie and the 
library of the Gazette 
International Networking
Institute for the material for 
this review. ) 
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DISABILITY IN THE MEDIA: THE 
EVOLUTION OF A DEAF DETECTIVE 
(PART I) 

by Frederic Hafferty (Be-
havioral Science, University of 
Minnesota, Duluth) 

Introduction 
Joe Binney, the deaf 

detective, is now 4 books old. 
Binney first appeared in Jack 
Livingston's A Piece of the 
Silence (1982), followed by Die 
Again, Macready (1983), The 
Nightmare File (1986), and the 
recently published Hell-Bent 
for Election (1988). Joe is a 
tough, street savvy and 
relatively non-introspective 
detective, more reminiscent of 
a Philip Marlowe or a Sam Spade 
than the more contemporary and 
intensely reflective Travis 
McGee or Spenser. Binney is a 
former Navy underwater demoli-
tions expert who lost his 
hearing at the age of 19 as the 
result of a combat explosion. 

I met Joe Binney for the 
first time when I began to 
explore the detective novel as 
a cultural product and how the 
construction of one type of 
fictional character, the deaf 
detective, might serve as a 
vehicle for examining the 
nature of myths and stereotypes 
about deafness and disabilities 
in the broader society (Haffer-
ty, 1987). I was also curious 
as to how a more contemporary 
rendition of deafness (as in 
the case of Binney) might 
compare with earlier charac-
terizations. To this end I 
contrasted Joe with a rather 
famous deaf detective of the 
1930s, Ellery Queen's Drury 
Lane (Queen writing as Barnaby 
Ross respectively in the 
Tragedy of X, 1932, then X, 

19 3 3, and Drury Lane •·s last 
case, 1933) and one from the 
1970s, Dwight Steward's 
Sampson Trehune in The 
Acupuncture Murders (1973). 

My purpose is to draw 
upon some of these earlier 
observations and explore the 
evolution of Joe Binney's 
deafness in this novel with 
that rendered in Livingston's 
first Binney novel, A Piece of 
the Silence. To facilitate 
this comparison it is helpful 
to briefly outline the 
concepts of "disability-in-
dialogue," "disability-in-
action," the deaf detective as 
"supercrip," and the charac-
terization of deafness as a 
compilation of "trait-specific 
characteristics." 

Authors may employ 2 
literary devices in portraying 
a character as disabled. They 
may, on the one hand, utilize 
the technique of "disability-
in-dialogue." conversely, 
they may represent that 
disability "in action" 
(Hafferty, 1987). In the case 
of Binney, for example, 
readers are more likely to 
encounter Joe's deafness 
during some sequence of 
dialogue (Joe talking to 
another character about his 
deafness or Joe talking to 
himself about his deafness via 
flashbacks or reminiscences). 
The result is that the dis-
ability is thus "explained" to 
the reader at the same time as 
it is being "explained" to 
some character in the story. 
The irony is that readers come 
to learn about deafness via 
the very form of sensory input 
(auditory) that the story 
character finds most problema-
tic. 

In contrast, readers can 
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"see" (rather than "hear") the 
impairment by having the author 
embed it in some sequence of 
action. In this latter case, 
the reader is allowed to view 
the social consequences of an 
impairment and thus, hopefully, 
grasp its implications more · 
fully. For example, rather 
than be told (in some dialogue
between 2 story characters)
that bearded faces are more 
difficult to lip-read, the deaf 
character can be shown having 
to wrestle with what it means 
to interact with a hairy-faced 
other. Similarly, we might 
"see" rather than be told of 
the implications of acquain-
tances who carry on conver-
sations around corners, or the 
particular pains of group 
conversation. Although all of 
these deaf traits (or charac-
teristics) can be conveyed to 
the reader in dialogue, 
allowing the reader to "watch" 
a · characte~ struggle with such 
everyday realities transforms a 
passive impairment into an . 
active disability.

There is also a tendency 
for authors to portray defec-
tive detectives (and disabled 
characters in general) as 
possessing some extraordinary 
or otherwise compensating 
characteristic (Zola, 1987). A 
character may be cast as a 
supercrip in 2 ways. First, 
the character may be portrayed 
as extraordinary in some social 
sense. Drury Lane is a world 
famous Shakespearean actor and 
a superb athlete who resides in 
a castle high about the Hudson 
River. Sampson Trehune is a 
divorced, wealthy, well-
published book appraiser who is 
an honorary member of the Utek 
Indian tribe. In comparison, 
Joe Binney appears downright 

plebian. Joe lives in a aaall 
apartment in the Lower East 
Side over a Puerto Rican 
furniture store, smokes Lucky 
Strikes, and has problems with 
women only slightly less 
frequently than they seem to 
have problems with him. 
Binney•s characterization 
reflects a movement in modern 
day detective novels to 
portray characters who are 
more fallible, . "common," and ' 
thus supposedly more realis-
tic. Binney•s common man 
characterization, however, 
should not be equated with any 
similar movement toward the 
realistic portrayal of 
deafness in this medium. The 
mere fact that our hero must 
work for a living is not a 
guarantee that his disability 
will render him equally 
common. 

The second device for 
rendering a "crip" as super is 
to endow the character with 
compensatory skills, traits or 
powers. Deaf people, for 
example, are portrayed as 
consequentially possessing a 
hyperacute sense of sight. 
Conversely, blind people are 
thought to have acquired 
extraordinary powers of 

·hearing. Those with impair-
ments of the lower limbs have 
superhuman upper body -
strength. Those "imprisoned" 
by their impairment "enjoy" 
extraordinary analytical 
prowess. Joe Binney, for 
example, possesses magical 
eyes. He is a lip-reader par 
excellence. Whether his , 
vision be bleary from lack of 
sleep, whether he must 
function in a room blanketed 
by indirect lighting or engage 
in a conversation on the run, , 
Joe rarely misses a lip or a 
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word. He certainly never mis-
construes what is being said. 
Thus, even though Binney has 
been endowed by his creator 
(Livingston) with an "average-
Joe" array of human frailties, 
Joe is a supercrip nonetheless. 
Joe may be deaf, but his lack 
of hearing seems to have no 
impact on, or even relationship 
to, his work as a detective. 
Joe thus becomes the epitome of 
the individual who has hero-
ically taken charge of his life 
and "risen above" his impair-
ment. While all of this may 
prove inspirational to some 
readers, it ultimately misleads 
and distorts the reality of 
deafness as a disability. In 
Joe Binney•s case there is a 
particular danger in this 
regard because of the tendency 
to misinterpret Binney•s 
average-Joe characterization as 
also representing realism in 
the portrayal of deafness. In 
fact, exactly the opposite is 
true. Joe may be "average" in 
any number of respects but not 
when it comes to navigating his 
way through a hearing world. 
Joe is every bit the master of 
his fate. Joe Binney may be 
impaired, but he is not 
disabled. 

The danger in "balancing" 
a character's impairment with 
some other ultimately more 
attractive a trait or charac-
teristic lies in the fact that 
readers may acquire a sanitized 
and perhaps even romanticized 
image of what it means to be 
disabled. Joe Binney is a far 
cry from the portrayal of 
deafness as a pathology or of 
the deaf person as helpless and 
thus in need of paternalistic 
assistance or rehabilitation. 
Joe is neither a de.pendent 
victim nor an object requiring 

pity. But the antithesis may
be equally as stereotypical or 
misleading. The danger arise,s 
from efforts to portray deaf 
people as objects of admira-
tion, with the resulting
characterization of deafness 
as something that is socially
inconsequential. It is rather, 
difficult to admire a charac-
ter who has overcome adversity
if the presence of adversity
is never truly manifested. 
Similarly, it is difficult to 
admire a character whose 
deafness is more a listing of 
commonly accepted "deaf 
traits." It may be instruc-
tive to discover that deaf 
people cannot use telephones 
or that deaf people who close 
their eyes miss out on what is 
being said, but what happens 
if we are rarely (if ever)
allowed to witness the myriad 
more subtle ways in which 
deafness can interrupt or come 
in conflict with the flow of 
everyday life? The result is 
a form of subterfuge in which 
the actual number of trait-
specific characteristics 
embedded in a novel come to 
represent "realism" in the 
portrayal of a deaf character. 
In fact, just the opposite may 
pe the case. This problem is 
further compounded when such 
images are further decontex-
tualized as they are trans-
mitted more through "dis-
ability-in-dialogue" than 
"disability-in-action."

These issues of authen-
ticity and faithfulness raise 
the question of whether it is 
possible to tell a realistic 
story through the "eyes" of a 
deaf character, doing so in a 
way that is both faithful .to 
deafness as a disability and 
yet remain palatable to the 
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eyes of the readers. In Hell-
Bent for Election, one of the 
major characters launches into 
an extended monologue (pp. 183- · 
197) about his past life as a 
bootlegger, his vapid marital 
relations, and the history of 
his son's religious fanaticism. 
The story is a fascinating one, 
but there is no way that a lip 
reader, however, skilled, could 
have covered all that was said. 
Is Livingston to be faulted for 
a sin of inauthenticity in this 
regard? I think not. To be 
truly authentic in this and 
similar scenes would make any 
such book as difficult to read 
as the conversation itself 
would have been to lip-read. 
In sum, I believe there are 
contingencies inherent in the 
rendering of a story into print 
which places constraints on the 
naturalness with which deafness 
can be portrayed. This 
"dispensation," however, is not 
to excuse an author from what I 
consider to be the respon-
sibility of providing readers 
with a reasonable approximation 
of what it is like to function 
as a deaf person in a hearing 
world. Furthermore, these 
images should be embedded, when 
at all possible, in action 
rather than in dialogue. 
Finally, such a portrayal 
should not rest on a few 
obvious (and ultimately 
stereotypical) trait-specific 
characteristics but should 
truly extend the reader's 
awareness of how deafness 
influences the reality of 
everyday life. That such a 
goal is at least somewhat 
possible is evidenced by Dwight 
Steward's character Sampson 
Trehune (1973). For Trehune, 
deafness does have consequen-
ces. Trehune does misread, 

does misinterpret meanings, 
and does enter conversations 
at some point after they have 
begun. As a deaf person, 
Trehune is dependent on 
others. Unlike Binney, 
however, Trehune's behavior 
and personality reflect this 
dependence with childish, 
boorish, ~nd sometimes unat-
tractive behavior. Because 
Steward, like Livingston, 
chooses to tell the story from 
the vantage point of his major 
character, the reader, in the 
case of Trehune, is more fully 
able to participate in the 
deaf experience. · 
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Immersion in a field like fact that not all of the 
Disability Studies can have a 
negative effect on a person. 
Continual concern about a topic 
can lead a person to perceive 
everything in terms o~ that 
subject matter. When I began 
to read Goodwin's saga (to use 
its subtitle) of one of the 
most famous political families 
in the U.S., I expected her to 
focus, in part, on disability. 
I expected that she would 
organize her book around 
President John Kennedy's 
disabilities, a back injury and 
Addison's disease. In addi-
tion, I expected that she would 
spend some time on mental 
retardation and Rosemary 
Kennedy. She did not do so. I 
also expected that she would 
present an awareness of 
disability and its implications 
in an enlightened way. After 
all, Kennedy alone with Woodrow 
Wilson and Franklin Roosevelt 
are among the most recognized 
disabled persons in U.S. 
history. Yet an awareness of 
disability is absent. This 
book is relevant for Disability 
studies as much for what it 
leaves out as for what it 
includes. 

At the same time, Good-
win's book is a tremendous 
achievement. It is the result 
of a decade of dedicated study 
of John Kennedy's parents, 
siblings, grandparents, 
friends, and enemies. It is 
clearly a labor of love. Not a 
love of the Kennedys, but of 
the opportunity to research 
material to which no other 
scholar had access or even knew 
existed. Yet what emerges from 
this careful study is anecdote 
piled upon anecdote for 816 
pages plus 116 pages of index, 
bibliography, and notes. The 

anecdotes are favorable ones 
only serves to reinforce the 
feeling of honest reflection 
and careful judgment by the 
author. However, many of her 
points are submerged beneath 
the anecdotal telling of the 
story. There are more details 
than one might want to know. 

These many details, I 
argue, are not needed because 
the book's climax is the 
penultimate chapter covering 
John Kennedy's 1960 presiden-
tial election campaign (I was 
privileged to play a part in 
it as a precinct chair in . 
Travis County, Texas). Since 
the climax comes with Ken-
nedy's election to the office 
of President, disability might 
be a real thread running 
through the book. What 
happens, however, is that in 
telling the story, John's 
disabilities are mentioned in 
the context of "character 
formation" and Rosemary is 
mentioned almost in passing. 
Her part of the book (in terms 
of disability) covers 13 pages 
or 1.4% of the book, while 

.John's part (in terms of 
disability) covers 6 pages or 
0.6%. Even if we were to be 
expansive and triple this 
number of pages because some 
preliminary writing needs to 
be done about John and 
Rosemary before a ·mention of 
disability, it only comes to 
some 6% of the entire book. 
The notes comprise 71 pages or 
7.6%. Disability is not a 
major theme of Goodwin's book. 

The tone of the book 
generally and her attitude 
toward disability is clearly 
presented in the following 
passages about Rosemary 
Kennedy: "Undoubtedly, the 
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denial of Rosemary's retarda-
tion had much to do with the 
ethos of the times, but it also 
seems to represent a dominant 
motif in the Kennedy family--
the tendency to deny the dark 
and unpleasant aspects of 
reality by continuous movement, 
by striving against odds and 
working against hope to achieve 
victory in everything they 
did." (p. 361) Then, in a 
patronizing passage, Goodwin 
writes: "In a family cushioned 
by wealth and privilege, 
Rosemary's endless troubles 
provided a bridge of under-
standing to the ravages of 
everyday life." (p. 362) She 
does not document the "endless 
troubles" but presumes that her 
disability is synonymous with 
them. 

Although it is impossible 
to prove and uncharitable to 
try to do so, Rosemary's 
supposed retardation appears to 
me (on the basis of the text of 
the book) to be a learning
disability, a possibility which 
Goodwin does not explore.
Rosemary was presented at the 
English court with her "retar-
dation having gone unnoticed" 
(p 543) and wrote extensive 
letters to her parents when off 
at school. 

Tragically, her father 
concluded that a frontal 
lobotomy would help Rosemary. 
Without informing her mother, 
her siblings, or family 
friends, Joseph Kennedy had the 
lobotomy performed, but 
something went wrong. Rosemary 
was institutionalized in the 
mid 1940's and the family was 
not told why it was necessary. 
Goodwin writes that Joseph 
Kennedy was not only protecting 
his family from heartbreak but 
also himself from their wrath. 

She writes about their 
feelings when they found out 
some 20 years later and quotes 
Rose Kennedy: "It erased all 
those years of effort I had 
put into her." (p. 643) But 
what about Rosemary's feel-
ings? Granted that now 
Rosemary could not speak and 
did not know who she was, was 
Rosemary not the one most 
wronged? Yet Goodwin ignores 
Rosemary's possible feelings 
and the injustice done to her. 

If Rosemary was a 
tragedy, John Kennedy, for 
Goodwin, is a success. John 
had Addison's disease, " ••• an 
illness characterized by a 
failure of the body's adrenal 
glands and resulting in 
general weakness, poor 
appetite, loss of weight, 
nausea, vomiting and cir-
culatory collapse." (p. 734) 
He also had bouts of extreme 
pain from his World War II 
back injury. As Goodwin 
writes: "Through it all, 
however, Jack refused to act 
like a sick man. [The Kennedy 
family] ••• was a family which 
prohibited self-pity, in which 
disability had been overcome 
again and again by energetic 
action ••• Of all the family
members except Rosemary, Jack 
had the hardest battle to 
fight. It was a battle more 
heroic than the American 
people ever knew." (p. 735) 
John was often sick as a 
child, which allowed him time 
to reflect on his life, 
according to Goodwin. He 
developed a style of coping
from his experiences and he 
became increasingly confident 
in his intellectual powers. 
This confidence" ••• became the 
most important component of 
his defense against the most 
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basic insecurities of his 
relationship to parents, family 
structure and life itself." (p. 
754) He became very pragmatic 
and as a result he " ..• never 
fully identified himself with a 
cause or an institution except 
in pursuit of goals." (p. 753) 
This pragmatic coping style, 
not an unusual one for a 
disabled person, was unfor-
tunate in Goodwin's view, 
"blinding him" to a number of 
moral problems. At the same 
time, she writes, it allowed 
him to be a good leader in a 
pluralistic society. 

When John decided to have 
a back operation which was very 
risky because of his Addison's 
disease, his father tried to 
talk him out of it. John said 
that he " .•. would rather be 
dead than spend the rest of his 
life hobbling on crutches and 
paralyzed by pain. Worried 
about the high risk, Joe 
(John's father) first tried to 
convince Jack that even having 
to use a wheelchair, he could 
lead a full and rich life." (p. 
774) Franklin Roosevelt was 
cited as the obvious example. 
Nevertheless, John Kennedy had 
the operation and a second one 
when it was necessary. His 
father's argument that life in 
a wheelchair could be full and 
rich was presented only because 
Joe Kennedy feared that the 
risks of the operation were too 
high. At no time, according to 
Goodwin's text, was life as a 
disabled person as traditional-
ly understood--in a wheelchair, 
for example--considered to be a 
feasible alternative for a 
Kennedy. 

It is difficult to know 
how much this traditional 
attitude toward disability is 
in Goodwin's mind and how much 

was in the Kennedys' views. 
Keeping Rosemary home and 
making her part of the family 
was not the traditional 
solution. It was not until 
the lobotomy that Rosemary was 
institutionalized. It 
certainly seems from the book 
that Goodwin accepts the 
traditional view of dis-
ability. Not only can the 
text be cited but an examina-
tion of the index supports 
that conclusion. Even though 
retardation is used frequently 
on the pages discussing 
Rosemary (especially 357-63), 
it does not appear in the 
index. Nor does handicap (yet 
cf. p. 362) nor disability 
(cf. p. 361-735) even though 
these terms are important 
ones. However, under John 
Kennedy's entries in the index 
appears "illnesses of," "back 
problems of," and "afflicted 
with Addison's disease." The 
traditional, paternalistic, 
devaluing treatment of 
disabled people appear 
whenever we are discussed. 
Not surprising, then, is the 
sexist language of the book. 
Should I be surprised that a 
noted woman author in 1987 
continues to refer to people 
as "man"? .No attempt was made 
to have a gender neutral 
language in this book, much 
less one without handicapism. 
I am more surprised that the 
publisher, Simon and Schuster, 
would allow it. Nevertheless, 
it is there. 

Overall, the book is a 
good one. It reads well and 
gives vivid descriptions of 
the times which influenced the 
Fitzgeralds, the Kennedys~ and 
President Kennedy even if the 
details tend to overwhelm. 
The sexism could have been 
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avoided. The handicapism could 
also, but perhaps I am being 
too much of an optimist to 
expect it. · 

RESOURCES 

A. Correction to Winter 1989 
"O" RESOURCE: address to which 
you should direct your order 
for the reading packets is: The 
Center for Biomedical Ethics 
Fund, University of Minnesota, 
Box 33 UMHC, Harvard st. at 
East River Rd., Minneapolis, MN 
55455. 

B. DSO on Tape For the past 
several years, DSQ has been 
distributed on tape by Recorded 
Professional Journals for the 
Blind in California. RPJ is no 
longer able to continue this 
service and Adrienne Asch has 
agreed to take over recording 
and distributing it. At the 
moment DSQ has only 3 tape 
subscribers. We hope you will 
encourage others who might 
benefit from this publication 
to subscribe on tape. Contact 
Adrienne at: New Jersey 
Bioethics Commission, Box 
CN061, Trenton, NJ 08625-0061; 
609/275-8714 or 609/921-3891. 

c. An international "Readers-
'/Writers' Guide to Periodicals 
in the Disability Field," 
describing English language 
journals, has been published by 
the Committee to Promote 
Writing and Disability studies · 
and is available for $10 (U.S.) 
from Professor J.L. Baird, 
CPWDS, English, Kent State 
University, Kent, OH 44242. 

D. The National Easter Seal 
Society is taking over the 
American Association of 

Disability Communicators. It 
will continue to publish the 
AADC newsletter on a quarterly 
basis. Contact: AADC, c/o The 
National Easter Seal Society, 
70 East Lake st., Chicago, IL 
60601; 312/726-6200; 312/726-
4258 TDD. Sandra Gordon 
Perkins, Easter Seal's VP of 
Communications, will be its 
new administrator with AADC 
founder Robert Ruffner 
advising. 

E. The Disabled Artists' 
Network is an information 
exchange and living bulletin 
board of disabled artists in 
the visual and sculptural 
arts. Services include: 
introducing artists to one 
another, exchanging informa-
tion about opportunities 
available, working on public
education. DAN is collecting 
information about shows, 
competitions, galleries,
opportunities and services for 
professional artists who are 
disabled. Contact: Disabled 
Artists' Network, PO Box 
20781, New York, NY 10025. 

F. The Hofstra University 
Center for the study of 
Attitudes Toward Persons with 
Disabilities was established 
in 1982 to collect and 
disseminate information 
(papers, oral presentations) 
and to conduct research on 
attitudes toward persons with 
all types of physical and 
mental disabilities. The 
Center's activities are 
directed by Dr. Harold E. 
Yuker, who has been conducting 
research related to attitudes 
and disability for over 30 
years and who is known for his 
development of the extensively 
used Attitudes Toward Disabled 
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Persons scales (ATOP). 
The Proceedings of its 

1986 Conference on Attitudes 
Toward Persons with Dis-
abilities, attended by over 20 
top people in the field, was 
published in 1988. Other 
publications include: 

Yuker, H.E. and 
Block, J.R. Research with the 
Attitude Toward Disabled 
Persons Scales: 1960-1985, 
1986, $10. 

Yuker, H.E. "Labels Can 
Hurt People with Disabilities," 
ETC: A Review of General 
Semantics, 1987 (44), 16-22. 

Yuker, H.E. and Hurley, M. 
"Contact and Attitudes Toward 
Di sabled Persons: The Measure-
ment of Intergroup Contact," 
Rehabilitation Psychology, 1987 
(32), 145-154. 

Yuker, H. E • (Ed. ) • 
Attitudes Toward Persons with 
Disabilities. New York: 
Springer, 1988. 

"Perceptions of--.-Severely and Multiple Disabled 
Persons," Journal of the 
Multihandicapped Person, 1988 
(1), 5-16 . 

• "Mothers' Attitudes 
Towar_d_T_h-e i r Disabled Children: 
A Review of the Literature," 
Journal of the Multihandicapped 
Person, 1988 (1), 217-232. 
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END NOTES 

Straight from the 
Patient's Mouth: Two 
First-Person Accounts 

of Disability 

by Celia Berdes (Ctr. on 
Aging, McGaw Medical Center, 
Northwestern University) 

In her essay "A Room of 
One's own," Virginia Woolf 
pointed out that women ought 
to write about men, in order 
to describe "that spot the 
size of a shilling at the back 
of the head which one can 
never see for oneself •••• A 
true picture of man as a whole 
can never be painted until a 
woman has described that spot 
the size of a shilling." If 
the analogy holds true in con-
verse, that small portion of 
the anatomy is nearly the only 
thing that has been described 
about the disabled, and 
particularly the aged dis-
abled. The message of the 
analogy is that the essential 
truth of a human experience 
can be expressed only by those 
who have experienced it. 
Other people can only guess, 
or do research. 

On the face of it, this 
is a standard to which few can 
or would aspire. We do not 
demand that gerontologists be 
old, and few aged geron-
tologists have written about 
how their concept of aging is 
influenced by becoming old, or 
how their aging is influenced 
by being gerontologists. We 
do not expect psychiatrists to 
be mentally ill, although some 
claim that they are "wounded" 
in greater proportion than the 
general public and that this 
influences their choice of 
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profession. The general public 
does have a sort of perverse, 
there-but-for-the-grace-of-God-
go-I fascination with the 
first-person account, par-
ticularly "dramatic" mental 
conditions like multiple 
personality disorder, or 
"heroic" accounts of overcoming 
or coping with severe dis-
ability. But, perhaps in 
reaction, professionals seem to 
undervalue the contribution of 
first-person accounts of aging 
and disability to our under-
standing of our fields. 

There are not many 
published examples of first-
person accounts to educate and 
challenge us. Only rarely do 
the disabled become writers or 
writer·s become disabled. The 
publication of Oliver Sacks' A 
Leg to stand on (Harper & Row, 
1984) and Christopher Nolan's 
Under the Eye of the Clock (St. 
Martin's Press, 1987) therefore 
constituted a quantum leap in 
this literature. The two books 
frame the field, in a way: one 
by an experienced writer, the 
other by a novice; one by a man 
acutely and relatively briefly 
disabled through trauma, the 
other by a man chronically, 
severely, and congenitally 
disabled. 

Although fictionalized, 
Nolan's story is his own 
experience with cerebral palsy. 
Unbridled by "professional" 
language, his message is for 
all of us, in whatever way we 
may be disabled. His subject is 
himself: he is his own greatest 
study and his own greatest 
achievement. His is a voice at 
once pure and distilled; the 
effort of choosing each word 
must require infinite care and 
deliberation. His message is 
neither didactic nor inspira-

I tional. Knowing no other lif1e, 
he does not seek to sublimate 
or transcend his experience. 

A physician/neurologist,
.J Sacks, on the other hand, 

knows that he is being taught 
a lesson. He draws his theme 
from Montaigne's Essays: "To 
become a true doctor, the 
candidate must have passed 
through all the illnesses that 
he wants to cure and all the 
accidents and circumstances he 
is to diagnose. Truly I should 
trust such a man. For the 
others guide us like the 
person who paints seas, reefs, 
and harbors while sitting at 
his table, and sails the model 
of a ship there in complete 
safety. Throw him into the 
real thing, and he does not 
know how to go at it." 

Through his own disable-
ment, Sacks was forced to 
acknowledge the dislocation in 
body-image and body-ego, 
indeed the existential crisis 
which resulted. He was also 
able to observe his experience 
as patient and convalescent. 
His message is couched in a 
new language which synthesizes 
and unifies the language of 
patients and professionals. 

Through this and other 
examples, we see that the 
first-person account, the 
consumer voice, is unique, 
irreplaceable, and prere-
quisite to a complete under-
standing of aging and dis-
ability. It deserves at least 
as much weight as the profes-
sional voice in studies of 
aging or disability experien-
ces. Beyond descriptions of 
the experience per se, its 
values are at least 3: 1) Only 
those with needs can tell us 
what those needs--concrete or 
ephemeral--are. Only they can 
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tell us if a particular servipe 
will meet those needs. 2) Onlr 
those who experience care can: 
tell us about the quality o.f \ 
care. Only they can tell us ~ 
the subjective qualities that 
make care "good." 3) Only those 
who experience aged or disabled 
life can tell us about the 
quality of life under those 
circumstances. 

If every disabled person 
were to write a journal or tape 
an oral biography, we might 
have more opportunities to 
learn about their experience. 
If every health care profes-
sional were required to read 
first-person accounts by people 
like those for whom he or she 
cares, we might see less "we-
they" syndrome, greater . 
empat~y, and greater intuitive 
understanding in caregiving 
relationships. This is, in 
short, the common challenge: to 
learn each other's languages 
and terms of reference, and to 
engage in a process that will 
bring these two world closer 
together. 

A Tale of Two Book Covers 

by David Pfeiffer (Public 
Management, Suffolk University) 

While books concerning 
disability rarely make the 
bestseller list, 2 books 
related to disability did so 
recently. This essay, however, 
is not about the content of the ' 
books, but their covers. The 
earlier one is Under the Eye of 
the Clock by Christopher Nolan 
[SEE BOOK NOTES]. It is, as 
the subtitle says, the life 
story of the author. The other 
is A Brief History of Time: 

From the Big Bang to Black 
Holes by Stephen Hawking (New 
York: Bantam Books, 1988). It 
is an explanation of the quest 
in physics to explain, 
literally, everything. 

Nolan's book is beauti-
fully written and he has 
received much praise for it. 
He has also received a great 
quantity of devaluing plati-
tudes such as the comment by 
Margaret Drabble quoted on the 
back of the cover: " .•• a 
moving story, and one that 
frequently brings tears to the 
eyes •.• " 

Hawking's book is also 
beautifully written, although 
some people have commented · 
that most copies are bought to 
be seen and not to be read. 
He, too, has received much 
praise for his book, including 
devaluing platitudes. The 
review in Time magazine 
(quoted on the back cover) 
included the sentence: "Even 
as he sits helpless in his 
wheelchair, his mind seems to 
soar ever more brilliantly 
across the vastness of space 
and time to unlock the secrets 
of the universe." Hawking i.s 
a cosmologist and his book 
describes the attempt in 
contemporary physics to 
mathematically explain the 
universe and everything in it. 
Evidently most people (includ-
ing Carl Sagan who wrote the 
introduction) do not realize 
that he is dealing with sets 
of mathematical equations. 
Hawking himself appears to 
forget that fact in his last 
paragraph when he describes a 
unified theory of the universe 
as " •.. the mind of God." 
Hawking is Lucasian Professor 
of Mathematics at Cambridge 
(the chair once held by 
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Newton) and has atrophic
lateral sclerosis. Like Nolan, 
he no longer can speak, write, 
or do many daily activities. 

Neither book gives credit 
for design of the cover so my 
comments are actually about 
anonymous creations, the 
illustrations on the front of 
each book. On the cover of 
Nolan's book, a watercolor is 
reproduced. The person in the 
picture (representing Nolan) 
sits in a wheelchair facing the 
ocean with a confident posture 
and his hands on the push rims 
of the chair. He is obviously 
contemplating the future with 
ease, grace, and the prospect 
of peaceful success. On the 
back of Nolan's book is a 
photograph ~f him in his chair-
-although it is almost hidden 
by the shadows--with his arms 
in his lap. It looks like a 
candid snapshot taken when he 
was not expecting it and 
therefore not in spasm. Read 
Nolan's book and you will 
realize that neither picture 
represents Nolan with his self-
described spasms, drooling, and 
funny looks. , 

On the cover of Hawking's 
book is a photograph (in color) 
of the author in his wheel-
chair. He stares right at the 
reader (or potential reader) 
with a scary countenance 
produced by his ALS. With my 
somewhat practiced eye I 
honestly expected him to start 
drooling at any moment. Hawking 
was told that formulas held 
down sales so he limited 
himself to only one, the 
Einstein relation of energy, 
mass, and the speed of light. 
Obviously no one convinced him 
(assumi ng that he had a say) 
that pictures of cripples on 
the cover would hold down 

sales. The picture is an 
honest rendering of the author 
in all his disability glory. 
It is the only one on the 

\ cover, front and back • 
. t My point is that Haw-

king's has the realistic 
picture on its cover while 
Nolan's book has the insipid 
one. Perhaps the Nolan type 
of picture is what we should 
expect given the dynamics of 
book publishing today. 
However, Nolan's cover con-
tributes to a paternalism and 
a lack of realism which his 
book contradicts. Hawking's 
cover is "disability cool" and 
honest. His book says nothing 
directly about disability, but 
he does not hide this main 
fact in his life. Nolan 
wonders why so many critics 
overlook his ability and 
concentrate on his disability. 
He need look no further than 
the cover of his book for an 
explanation. Let us have, let 
us demand, more honesty of the 
Hawking type in society. 
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