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Foreword

Why do so many of us see disability as a frightening subject? Perhaps
because it seems to force upon us an awareness of the precariousness of
the human condition. Race, gender, sexuality, class and other commonly
addressed forms of human difference share a certain permanence, which
may be why the transgendered, the bisexual, and the mixed race or eth-
nicity person still challenge our accustomed categories of understand-
ing and action. The study of disability, however, challenges our uncom-
fortable, if usually repressed, awareness that anyone can become disabled
and that the greater life expectancy some of us enjoy extends the risk and
perhaps increases the odds that one will. We regard disability as a kind
of memento mori, except that we take it as reminding us of a difficult and
torturous life rather than the inevitability of death. Yet as Paul Long-
more shows, the disabled different is not simply natural, but embedded
in law and custom and belief. His essays explore the paradoxical effects
of attempts to “help” people with disabilities at the same time society
and culture maintain a false distinction between their “abnormal” bod-
ies and minds and our putatively healthy normal ones.

I have worked with Paul Longmore since he was a graduate student
in history at the Claremont Graduate University. His disability was a
logistical element in our work together, one his essay “Why I Burned
My Book” recounts. The challenges his disability presented to his grad-
uate study included the perverse social-service system that had so little
understanding of the individuals it was created to “serve,” posing in-
stead what seemed to us at the time obstacles to his real purpose, the
study of history. The thought of his disability as a substantive issue, one
that deserved his historical and analytic attention, began to form, as he
recounts in his concluding essay, into a scholarly and active concern as
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the immediate demands of his graduate education receded, and he was
doing the work he was meant to do. As a historian, he had begun to re-
flect on the issue of disability with his brilliant essay about Randolph
Bourne (reprinted here). In the years since, he has developed into one
of the nation’s original and leading historians of disability.

Simultaneously, Longmore assumed an active role in the struggles of
people with disabilities against discrimination, ill treatment, bad laws,
and an interlocking set of notions masquerading as informed ideas. He
also began to speak and write as an activist. He initially hesitated to as-
semble this volume because he was not sure that his writings as a scholar
and as an activist could be understood together, that his activist writing
might be confused with his scholarship. While it is not hard to under-
stand this unease, since so much genuinely groundbreaking scholarship
in areas that require contemporary as well as historical attention has
been dismissed as “politics,” it was this very quality that made this col-
lection the very thing for this series. The point of doing the American
Subjects series has been to present neglected subjects of our national
story and to preserve the related narrative of how they come into being.
It is hard to imagine a better account of a subject and how one comes to
it as scholar, citizen, and reader than Why I Burned My Book. This col-
lection rediscovers the historicity of disability and illuminates the sub-
ject position of disabled people as elements of our common history and
humanity. The activism that has made Paul Longmore so important to
the disability rights movement partners his scholarship. The arguments
in such action-oriented essays as “The Resistance: The Disability Rights
Movement and Assisted Suicide” take root in Longmore’s scholarship.
The truths he has discovered about disability as an American historical
subject require forceful presentation to gain a hearing from an academic
and reading public that resists the subject position of disabled people.

In the main, his essays inform us about people with disabilities as a
group covered by laws, misrepresented by culture, and prey to a com-
plex of social and political attitudes, and as individuals, whether Ran-
dolph Bourne or Elizabeth Bouvia, who experience those conditions.
Especially important is his essay “The League of the Physically Hand-
icapped and the Great Depression,” which gives historians a model of
“the new disability history”; along with “Uncovering the Hidden His-
tory of Disabled People,” it demonstrates how the history of disability
is done and why it should be studied. Longmore explains why histori-
ans must attend to the subject of disability and be prepared to find that
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the history of the marginalization and misunderstanding of disabled peo-
ple is central to the history of the United States and suggests powerful
reconsiderations of American society.

Among the many qualities Longmore brings to his writing is his witty
and comprehensive approach to American popular culture. Attitudes
toward people with disabilities take hold in popular and elite culture,
making Longmore’s placing of disabled people smack-dab in the mid-
dle of American culture of signal interest. He is careful to show how
that culture operated within him and affected his own professional prac-
tice. He brings the varied work of scholars across the disciplines to bear,
with the result that we can see the subject from more than the historian’s
perspective. History in the professional sense is importantly here in these
essays. But history as the Founders understood it, the “experience”
which they relied upon to guide their fateful decisions, as Douglass Adair
memorably phrased it, is here too. We need them both.

I remember when Paul burned his book. I was shocked by this bril-
liantly conceived symbolic act until I tried to understand why he had
done it. In that moment, I began to understand why disability studies
and the activism of resistance are each and both the proper work of a his-
torian like Paul Longmore. He is a rare example of the historian whose
scholarly conscience pervades all his writing. He was, to use an old-
fashioned term, called to his vocation as a historian. His subjects here are
what a transdisciplinary subject and a human condition both require.
When you read this book, you will understand not only why he burned
that book but why he has written this one.

Robert Dawidoff
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Introduction

The pieces gathered here include both works of scholarship and instances
of political advocacy. Many meld the two. The last is largely autobio-
graphical. At the same time, the entire collection represents something
more than the understanding of an individual. It reflects a broader trans-
formation in social consciousness and societal practices: the disability
rights revolution. Written or delivered over a period of twenty years,
these articles and speeches are themselves, on one level, documents of
that revolution. Though prepared for a variety of audiences and for par-
ticular purposes, they are grounded in an overarching perspective about
disability that constitutes the foundation of both disability rights ac-
tivism and disability studies research. They attempt to explain contem-
porary advocacy and current academic studies as responses to a histor-
ical pattern of systemic prejudice and institutionalized discrimination
against people with disabilities. In a sense, all of these pieces taken to-
gether describe the historical and contemporary background, the cul-
tural and political context, that explains why I burned my book. Hence
the title of the collection.

Underlying both activism and academic work is a basic reconceptu-
alization of “disability.” The new mode of analysis challenges the med-
ical paradigm that has generally shaped modern social practices. The
medical model assumes that pathological physiological conditions are
the primary obstacle to disabled people’s social integration. Defining
disability as limitations in social and vocational functioning, it makes
disability the exclusive and inevitable consequence of physiological
impairments. It renders disability as a series of physiological, psycho-
logical, and functional pathologies originating within the bodies of in-
dividuals.
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The new conceptualization of disability grew out of the efforts of ac-
tivists to address the problems and obstacles faced by people with dis-
abilities. Those advocates have recognized that for most people with
most kinds of disabilities most of the time the greatest limitations are
not somatic but social: prejudice and discrimination, inaccessibility and
lack of accommodations. They explain the difficulties of people with
disabilities in social and vocational functioning not as the exclusive and
inevitable consequences of bodily impairments, but as products of the
interaction between the social and built environment as presently
arranged and individuals who look or function in nonstandard ways. In
particular, they ascribe disabled people’s typically disadvantaged status
to deep-seated, pervasive cultural devaluation and systemic institution-
alized discrimination. They regard people with disabilities as sharing a
common social experience and therefore needing to engage in collec-
tive political action. Activists in the United States formulated the new
approach as the minority group model of disability, while their coun-
terparts in the United Kingdom fashioned what they call the social
model. Both paradigms shift the focus from individuals and pathologies
to institutions and ideologies.

This transformative analysis of the social sources and character of
disability has generated new public policies and social practices. For ex-
ample, it forged innovative concepts in American civil-rights theory,
such as equal access and reasonable accommodations, community-based
living and independent living, mainstreaming and education in the least
restrictive environment. In the process, the activists, individually and
collectively, have been redefining the social identities of people with dis-
abilities. They have also been forming disability communities and sub-
cultures. In all of this, they have been recasting what disability actually
is. Many of the pieces collected here either exemplify or seek to explain
those objectives.

Disability studies emerged in the 1980s as the academic counterpart
to disability rights advocacy. It aims to do the work of research and crit-
ical analysis necessary to any effort at social reconstruction. It critically
analyzes the ideas about disability that have shaped societal organization
and public policies, cultural values and architectural design, individual
behavior and interpersonal encounters, professional training and de-
livery of services. It also explores disability experiences and identities,
communities and cultures, from the perspectives of people with dis-
abilities themselves. In addition and just as important, this field raises
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profound questions about basic values and arrangements in every sphere
of society.

The study of disability was, of course, already present throughout ac-
ademic research and teaching. For instance, a quick survey at San Fran-
cisco State University, where I teach, found 257 courses that addressed
disability-related topics. They instructed students in nine bachelor’s de-
gree programs, twenty-two master’s programs, thirteen minors, ten cer-
tificate programs, and six credential programs. A search for comparable
curricula at neighboring Stanford University counted courses in every
school and many disciplines: business, education, engineering, ethics,
feminist studies, human biology, law, linguistics, medicine, philosophy,
policy studies, population studies, religious studies.

The frequency of disability as a subject of study will no doubt surprise
most people. It takes only a moment’s reflection to recognize that dis-
ability appears frequently in teaching and research because it is a com-
mon feature of human existence. It is a major category of modern social
organization and policy formulation. In its socioeconomic, ethical, and
policy significance, it is comparable to class, gender, and race or eth-
nicity. The problem, then, is not that the academy neglects disability, but
rather the ways in which this subject is addressed. The danger is not
that we will ignore disability, but that we will reach intellectual, socio-
cultural, ethical, political, and policy conclusions about disabled people
without examining the ignorance, fear, and prejudice that deeply influ-
ence our thinking.

In 1995, the National Institute on Disability and Rehabilitation Re-
search of the U.S. Department of Education noted the failure of re-
search “to assess the comprehensive phenomenon of disability and its
complex interaction with all aspects of society, particularly from the per-
spective of individuals with disabilities.”1 That deficiency characterizes
academic research not only in the applied fields, but also in the social
sciences and humanities. Beyond the academy, that defect impairs pro-
fessional practice in a wide array of disability-related fields, including
education, medicine, policy making, psychology, social work, and voca-
tional rehabilitation.

The problem with academic consideration of disability stems from the
paradigms that shape research and teaching. The medical model remains
the typical perspective not only in medicine, rehabilitation, special edu-
cation, and other applied fields, but in the social sciences and humani-
ties as well. As a result, traditional academic study represents disability
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as a defect located in individuals that requires corrective treatments.
This approach not only medicalizes disability, it thereby individualizes
and privatizes what is in fundamental ways a social and political prob-
lem. Academic research and teaching still typically operate from old
modes of analysis that do not adequately explain, let alone remedy, the
social and economic disadvantages endured by people with disabilities.
Current academic discourse fails to examine disability as a “compre-
hensive phenomenon” that interacts “with all aspects of society” in com-
plex ways.

Disability studies seeks to remedy these deficiencies. It is a multidis-
ciplinary project that analyzes the intricate interaction of social, cultural,
political, and economic variables. The disability studies scholars Simi
Linton and Lennard Davis sum up the approach. “Disability Studies,”
writes Linton, “challenges the idea that the social and economic status
and assigned roles of people with disabilities are inevitable outcomes of
their condition, an idea similar to the argument that women’s roles and
status are biologically determined.”2 Instead, explain Davis and Linton,
“Disability studies centers the study of disability on its social construc-
tion, the processes that have accorded particular meaning to disability
and that have determined the treatment and positioning of people with
disabilities in society.”3

As with disability rights legislation and activism, disability studies has
arisen because of the deficiencies of traditional paradigms and the poli-
cies and practices derived from them in addressing the current chang-
ing circumstances and problems confronted by persons with disabilities.
Because the reigning models frame disability as a defect in the individ-
ual that requires curative or rehabilitative treatment or other “special”
remedial services, they usually overlook the impact of developments
such as improved accessibility, disability rights activism and legislation,
changing disability demographics, and the emergence of minority group
identity across disability types. Nor have approaches based on medical
models responded effectively to a range of controversial ethical and pol-
icy dilemmas. For example, the shriveling of public-sector resources has
necessitated discussion about “entitlements” and “accommodations.”
How much can society afford? What do disabled people have a right to
expect? Likewise, the crisis in the health care and health-financing sys-
tems has generated policy and ethical debates about who has a right to
how much medical treatment. Innovations in medicine continue to
prompt legal cases regarding both the right to treatment and the so-
called right to die, not just for terminally ill persons, but for others who
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have disabilities. The medical model of disability cannot address these
sorts of issues because they involve, not diagnoses of pathologies, but
analyses of values. In contrast, disability studies takes as its domain the
examination of cultural values regarding “disability” and their relation-
ship to social arrangements, public policy, and professional practice.

It is necessary to distinguish in detail the differences between dis-
ability studies and other modes of studying disability in order to clear
up a conflation and confusion that is currently befogging the field. Some
researchers in rehabilitation and special education continue to use the
medical model but have appropriated the term “disability studies” to
legitimize their work and secure funding for it. But for more than twenty
years, the basic theoretical texts in “disability studies” have laid out a
mode of intellectual analysis based on a minority group or sociopoliti-
cal paradigm. This theoretical approach has been developed in part to
critique disability research based on various versions of the medical
pathology paradigm, including putatively progressive ones. To confound
disability studies with these other ways of studying disability is erro-
neous and obfuscating. We must insist on accuracy and precision in aca-
demic labeling.

Disability studies, like disability rights, has encountered strong op-
position. Some critics condemn it for pushing parochial ideologies and
political agendas, for lacking intellectual credibility, and for contribut-
ing to the “balkanization” of learning. A senior fellow at the conserva-
tive Pacific Research Institute in San Francisco used that term and lev-
eled all of those charges in commenting on a National Endowment for
the Humanities Summer Institute for College Teachers I codirected in
2000 with the leading disability studies scholar Rosemarie Garland-
Thomson. “Although he [the Pacific Research Institute critic] does not
know much about the emerging field of disability studies,” related a San
Francisco Chronicle reporter, “he said he imagines it will be similar to the
movement for ethnic or gay and lesbian studies. ‘All these specialty stud-
ies end up being promotional studies for particular ideologies. . . . You
don’t really have a broad-based inquiry into the area; you tend to have
an indoctrination into the area. It is not about open-minded philo-
sophical inquiry. It is about people’s special agendas.’”4 One wonders
how “open-minded” a “fellow” is who would dismiss an entire field he
admits he doesn’t know much about.

More important, reactions such as this indicate vast ignorance not
merely about the historical and contemporary experience of people with
disabilities, but also regarding the social significance of issues related to
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disability. By any measure, everything directly or indirectly connected
with disability is being transformed. The vastness and complexity of the
changes underway make necessary a thorough rethinking of public laws
and policies, of social, professional, and institutional values and practices
regarding persons with disabilities. The emergence of disability studies
has profound implications for research, policy making, professional prac-
tice, and general academic inquiry.5 The essays in this collection seek to
demonstrate the importance of disability issues in virtually every sphere
of society and the consequent necessity of serious scholarly inquiry into
them. That is the “agenda” of disability studies.

Further, the charge that disability studies is narrow rather than “broad
based” fails to recognize the implications of this emerging field for all
areas of scholarship and thought, for values and practices in every sphere
of society, for every dimension of human experience. It offers a new an-
gle of vision regarding not only concepts of equality and community, mi-
nority status and justice, but also individualism and independence, fit-
ness for citizenship and the “health” of the body politic, as well as gender,
appearance, and sexuality. In short, the issues raised by disability stud-
ies reach into every discipline, into all spheres of intellectual inquiry.6

A growing number of academicians outside the applied fields tradi-
tionally assumed to be the proper academic home for the study of dis-
ability recognize the far-ranging social and intellectual significance of
disability studies. For example, writing in the Chronicle of Higher Educa-
tion, the literary scholar Michael Berubé urged his colleagues in the lib-
eral arts to incorporate the study of disability into their work. “The cul-
tural representation of people with disabilities,” he said, not only “affects
our understanding of what it means to be human; in more practical
terms, it affects public policy, the allocation of social resources, and the
meaning of ‘civil rights.’”7 In other words, disability studies has both
philosophical and political implications, and academic inquiry ought to
explore the linkage between the two.

Finally, the accusation that disability studies merely promotes a par-
ticular ideology, that it indoctrinates rather than engaging in “open-
minded philosophical inquiry,” is, to put it charitably, naive about the
processes and products of academic scholarship and intellectual inquiry.
All analyses, all arguments, are consciously or unconsciously shaped by
moral values, philosophical presuppositions, sociocultural norms, and
political premises. Some forms of knowledge are privileged and others
marginalized. Every philosophical position has implicit political con-
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tent. In every inquiry, specific interests are at stake; they are represented
in every explanation. The intellectual and political debates in American
society during the past four decades should have taught all of us by now
that public discourse and intellectual analysis are enriched when we
examine and critique the premises and interests underlying each partic-
ular position. In addition, the controversies of the last two generations
should have alerted us to the value of critical perspectives developed
from the margins of society.

That is why the pieces that follow give particular attention to issues
of voice and authority. What sociocultural mechanisms and social actors
have the power to define the social identities and roles permitted to or
required of people with disabilities? Who is competent to decide what
the real problems and needs of disabled people are? Who gets to frame
disability-related agendas for public policies and professional programs
or for social and political change? What have been the framers’ motives
and purposes?

These issues of authority and agency have become more complicated,
more controversial, and more important because of the frequent dis-
crepancy between disabled and nondisabled understandings of disabil-
ity issues. People with disabilities and people without disabilities often
perceive “disability” in very different ways. Indeed, many times their as-
sumptions and perceptions radically conflict. As a result, their expecta-
tions and prescriptions of “what needs to be done” clash too. This dis-
parity in understanding and disjuncture of agendas has intensified since
the advent of mass disability rights movements, but it is not a recent his-
torical development. It seems to have been a feature of the historical ex-
perience of disability throughout, at least, the modern era. The pieces
gathered here recount those historical oppositions and call attention to
their current prevalence.

In addition, much of the time, in the present as in the past, nondis-
abled perspectives have dominated, while disabled views have typically
been regarded as illegitimate. Nondisabled voices have automatically
assumed authority to declare what “disability” is and what disabled peo-
ple need. Disabled people have often been considered unqualified to
speak for themselves, to interpret their own experience. They have fre-
quently been rendered voiceless.

The essays and speeches that follow depict these disparities of power.
They examine the material interests at stake. They also report, and at
times represent, the historical and current attempts of people with dis-
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abilities, singly as well as collectively, to claim our voices. The struggle
of disabled people seems always to have been a struggle for both self-
determination and self-definition.

This collection also reflects my own commitment and effort to labor
simultaneously as an academic and an activist, a historian and an advo-
cate. These pieces move back and forth between analysis and activism,
sometimes within the same essay or speech. I make no pretense of a spu-
rious objectivity, no false pose of a stance outside and therefore inde-
pendent of the welter of human concerns and contentions. I trust that
not only my commitments but also my controlling assumptions stand
forth plainly in the pieces that follow.

Yet scholar-activists betray the causes we espouse if we seek merely
to legitimate dissenting dogmas and validate alternative mythologies by
festooning them with footnotes. It has seemed to me that I could most
usefully contribute to advancing social justice for people with disabili-
ties by producing and facilitating rigorous disability studies scholarship,
by applying it to current disability issues, and by critiquing disability
rights advocacy and ideology from within. I have hoped that constant
connection with disabled people would keep my work grounded in their
lived experience of disability, in their daily confrontation with prejudice
and discrimination. At the same time, I have wanted disability studies
research to deepen and strengthen the analytical component of disabil-
ity rights advocacy.

Disability studies scholars in every discipline, disability rights activists
in every campaign, confront the selfsame skepticism. All must combat
deeply embedded cultural assumptions about disability and disabled peo-
ple. Both scholarship and advocacy must struggle against the entrenched
power of the medical model to shape thinking about “disability.” That
model has naturalized what are, to a large extent, social constructions.
It has presented historical artifacts as facts of nature. It has made cul-
tural representations and ideological formulations seem merely a de-
scription of the personal and social consequences of physiological real-
ities. In the case of disability, biology becomes the exclusive determinant
of destiny. This medical discourse effectively removes from social, po-
litical, or historical analysis most of what people actually experience as
disability. By portraying people with disabilities in certain limited ways,
as, for instance, patients or clients, it renders invisible the true charac-
ter of their social experience and of the social status “disabled.”

The power of the medicalized perspective also masks or distorts the
presence of disabled people in contemporary society, as well as in the his-

8 Introduction



torical record. As a result, when disability issues are addressed, when
disability experiences are described, they are framed from the perspec-
tive of nondisabled people. Accounts of disability are told as the story
of what nondisabled people have done for or to people with various kinds
of disabilities. It is a story of treatments or derelictions, benefactions or
neglect. As a result, disabled people are hidden or depicted as passive and
inert. The essays collected here report how people with disabilities, past
as well as present, have actively sought to shape their individual lives
and collective destinies.

The contemporary disability rights campaigns are, of course, em-
bedded in historical processes. Present concerns always prompt ques-
tions about the past: how did we, as individuals and communities, come
to be who and what we are? As one would expect, many disabled ac-
tivists have been asking about experiences of disability in earlier times.
How did societies in previous eras regard and treat people with disabil-
ities? What values underlay cultural constructions of disabled people’s
identities? What factors shaped their social careers? How did people
with various disabilities view themselves? In what ways did disabled peo-
ple embrace or resist reigning definitions of their identities? How did
they attempt to influence or alter sociocultural beliefs and societal prac-
tices in order to manage their social identities and social careers? Were
there communities and cultures of disability in the past? What are the
connections between those many pasts and our present?

Some historians talk about constructing “usable pasts.” I take that 
to mean the fashioning of historical explanations that can aid us in un-
derstanding our own present so that we can build a future that will be
different, which is to say, more just than it would otherwise probably be-
come. The explicit effort to forge a usable past is commonly and un-
surprisingly an agenda of scholars who write the histories of currently
marginalized groups. They hope to mold historical tools outsiders can
use to shape contemporary change.

Critics often accuse this sort of historical scholarship of the fallacy of
present-mindedness: the imposition on the past of present-day concerns
and values, the distortion of earlier historical experiences by interpret-
ing them, not on their own terms, but simply as precursors of ours. That
danger is real, but it is a pitfall of all historiographical enterprises, not
just those that are politically engaged on behalf of outsider groups.
Moreover, we often fail to notice or acknowledge two basic realities in
the reconstruction of history. Like the fellow at the Pacific Research In-
stitute, we not only ignore that all historical writing is influenced by
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philosophical and political values; we also often disregard that virtually
all interpretations of the past are put to use for present-day purposes.
Some historiography is employed to effect societal change; much is mar-
shaled to uphold elements of the status quo. The mid-1990s contro-
versy over the National Standards for History illustrates that vital inter-
ests are at stake in the interpretation, teaching, and uses of history.8

Likewise, proponents of explicating the U.S. Constitution according to
the framers’ alleged “original intent” obviously mean to make histori-
cal accounts serve a contemporary political agenda. Most pertinent to
the subject of this book, opponents and supporters of the Americans
with Disabilities Act, arguing before the U.S. Supreme Court in Gar-
rett v. University of Alabama (2001), disputed whether or not Congress
had compiled evidence of a historic pattern of state government dis-
crimination against disabled persons sufficient to justify imposing the
ADA on the states. The lead attorney for the State of Alabama asserted
that the ADA “exaggerated” the extent of that discrimination. The Court
accepted his argument. In that aspect of their ruling, the justices were
embracing a particular interpretation of history.

Chronicles of the past that sustain presently reigning arrangements
often go unquestioned because they are seen, not as interpretations, but
simply as the way things were. The great English historian J. H. Plumb
observed: “The personal ownership of the past has always been a vital
strand in the ideology of all ruling classes.”9 Dissenting historical view-
points, like dissenting political activism, have to establish their credibility
against a presumption of partisanship. Outsiders must verify their claims
to ownership of the past, must prove their qualification to explain their
own history.

Many of the essays collected here are part of a search for a “usable
past” for the disability rights movement. Even the pieces that address
contemporary issues usually seek to locate those concerns in a larger
and longer-term historical context. That historical agenda parallels the
broader agenda of disability studies to forge the analytical tools neces-
sary to the task of building a society that guarantees equal access, which
is to say equal opportunity, to people with disabilities. The reconstruc-
tion of a usable past can contribute to the building of an accessible fu-
ture.

Rereading these articles and speeches calls my attention not only to
the issues I have tried to address, but also to those I have neglected. Un-
fortunately, occasional and fugitive pieces such as these do not permit
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the expansive systematic analysis a subject as complex as disability de-
mands. In addition, many of the essays were composed during the first
phase of disability studies. They were designed to help introduce and es-
tablish new ways of thinking about disability. They thus evidence, not
only my own limitations of analysis, but, I think, the theoretical limita-
tions of that stage of the disability studies and disability rights move-
ments. In the present moment, the social and minority group models,
as much as the medical model, stand in need of critique. The pieces that
follow do not offer the critical examination of disability definitions and
paradigms, disability rights ideology and campaigns, disability studies
theories and methods we now need.

At the same time, some themes that do appear here deserve much
fuller examination. The deeper I delve into disability history, the more
I am persuaded that issues of gender are central to the historical and
contemporary experience of disability. Gender, it is clear, has been a key
factor in social constructions, social prescriptions, policy definitions,
cultural representations, and political advocacy regarding disability. In
practical terms, in terms of lived lives, ideologies of gender combining
with ideologies of disability have shaped the daily experiences of every
woman and man with every sort of disability. They have lived at the in-
tersection of gender and disability. Although some of my work has
touched on issues of gender, that theme demands much more attention.

The articles that follow tend often to focus on people with physical
disabilities because that is the experience I understand best and can ex-
plicate with most assurance. It is risky to extrapolate from one type of
disability experience to all disability experiences. “Disability” is not a
monolithic category. Disability experiences are not homogeneous. We
need careful studies of disability-specific histories and contemporary
experiences as the foundation for rigorous analysis of disability as a com-
mon category.

This collection only briefly refers to a disability-based critique of
dominant culture. I have long believed that disability experiences can
supply the tools for a profound analysis of modern cultures in general
and American culture in particular. The very features of disability that
have caused those cultures to devalue people with disabilities so fiercely
can provide disabled people a degree of cultural—and moral—indepen-
dence, the clarifying distance of outsidership. From the perceptual ad-
vantage of that position, disabled intellectuals could formulate a dis-
tinctive critical inspection of contemporary societies, disabled people
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could fashion a distinctive set of values rooted in disability experience
that could serve as an alternative to dominant values. A few of the pieces
gathered here touch on this potential for analysis. Although I have else-
where attempted a somewhat lengthier cultural critique from a disabil-
ity perspective, we need more thorough analyses.10

Some of the disability- and gender-related terminology used in these
essays will seem archaic. That language, now outdated, reflects either the
historical era I was examining, or the historical moment in which I my-
self was writing.

I hope that these preliminary efforts can help to stimulate more so-
phisticated work. Perhaps their explanations can serve as part of the pro-
visional framework that should and will give way to more thorough em-
pirical research and shrewder and deeper analysis. Much work remains
for us to do, work that critiques and improves on itself.

During my two decades of reading and research, of talking and think-
ing and writing, countless numbers of people have deepened my un-
derstanding and encouraged my work. In an introductory endnote to
each essay, I have expressed my thanks to the individuals who particu-
larly contributed to the production of that piece. Cathy Kudlick, Carol
Sue Richardson, Sue Schweik, Lauri Umansky, and two anonymous
readers gave me helpful and generous feedback on the entire collection.
Over the years, I have also learned and received encouragement from
academic colleagues and community activists, in particular Rosemarie
Garland-Thomson, Mary Johnson, Richard Scotch, Sandy Sufian, An-
thony Tusler, Cheryl Marie Wade, and the late Barbara Waxman and Irv
Zola. None of this work would have been possible without the logisti-
cal support of a battalion of transcriptionists, research assistants, and
personal aides. I especially want to thank Diane Banks, Barbara Berg-
lund, Judith Engle, Laura Meek, Diane Reichwein, Christine Stapp,
Abby Stoner, Alan Waldman, and Brooke Wirtschafter. The article on
the League of the Physically Handicapped would never have been writ-
ten without the partnership of David Goldberger. Robert Dawidoff pro-
posed that I do this book. I hope it justifies his encouragement and faith.

Returning to these essays has prompted me to think about the influ-
ences that have helped to shape my thinking about disability. Although
many experiences and people have furthered and helped me to refine my
views, several individuals have had a particularly profound influence.

Harlan Hahn and William Roth introduced me to the minority group
model of disability analysis. In the early 1980s, their writings contributed

12 Introduction



to the intellectual foundation of disability rights and what would be-
come disability studies. Their theoretical explorations combined social
science scholarship with policy analysis and advocacy. Their expositions
of a minority paradigm of disability supplied me with the groundwork
on which to build my own ideas.11

If these and other academic colleagues handed me scholarly tools of
analysis, a great many community activists offered me models of advo-
cacy that generated its own populist political and cultural analysis. In
particular, Doug Martin, for decades a leading national advocate of pol-
icy reform, taught me many of the most important things I know about
disability policy and disability politics.

Over the years, time and time again, men and women in the disabil-
ity community have instructed me. In their savviness and tenacity at sur-
viving in a society that so often oppresses them, in their wise and com-
plex understanding of the disability experience—an understanding often
richer and more profound than that of academicians in either traditional
rehabilitation research or transformative disability studies—in their ded-
ication to securing freedom and dignity for their disabled brothers and
sisters, they have taught me and (to use a word that often makes disabled
people bristle, but that in this case is the only appropriate word) inspired
me. The fact is that every movement for justice needs its heroes. Some
heroes become famous for doing great deeds. Others never get their
names in the history books. The latter form of heroism consists simply
in this: in the face of society’s contempt, they just live their lives. Two
women, Mary Helen Fisk and Emma Saenz Eivers, represent for me the
heroism of a great many disabled people. They instructed me in how to
live my life as a disabled person as I watched how they lived theirs.

There is strength and pride and wisdom and clear-eyed good sense
in the disability community at its best. Larry Voss epitomizes those qual-
ities. He is for me a model of disabled manhood.

Carol Gill has influenced my thinking about disability more than any
other individual. Her comprehensive, rigorous, subtle, honest, and pro-
found grasp of the experience of disability in all its sociological and psy-
chological, cultural and political, physical and medical elements has not
only instructed me, but stimulated me to work harder at thinking about
these issues.

In the end, as I reread my own work, one central theme, one main
point, stands out. More than anything else, in various ways, yet over and
over, I seem to have been saying: “Disability” is not what most of us
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commonly think it is. People with disabilities are not who or what we
have been taught to assume they are. The experience of disability is not
what we have been told. Much of the reigning social thought about dis-
ability is distorted. Most of the conventional wisdom about disabled
people is wrong. The disabled poet Cheryl Marie Wade made the same
point succinctly when she wrote: “I emphatically demonstrate / It ain’t
what it seems.”12

The danger is that dominant ideologies of disability will pinion our
perceptions, shackling efforts to think in new ways about disability and
disabled people, and about “normality” too. Describing this sort of con-
stricted mindset, e. e. cummings wrote: “he does not have to think be-
cause he knows / . . . because he knows, he cannot understand.”13 All of
us, disabled and nondisabled alike, will never truly understand disabil-
ity experiences and identities unless we examine what we think we know.
We all have a lot of relearning to do.
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1
Disability Watch

In 1998, Disability Rights Advocates, a small but highly effective
public-interest law firm in Oakland, California, published the
first volume of Disability Watch, its periodic assessment of the
status of people with disabilities in the United States. DRA 
asked me to write the introduction. As the new century begins,
the findings of that report still largely describe the situation of
Americans with disabilities. For that reason, my introduction to
Disability Watch can usefully serve to introduce this collection of
essays.

During the past generation, Americans with disabilities have pressed
for equal access to U.S. society, to school and work and public trans-
portation and public places. Most observers regard passage of the Amer-
icans with Disabilities Act in 1990 as the high-water mark of that move-
ment. Two-thirds of the disabled adults responding to one recent survey
reported that since ADA their “quality of life” has improved. The evi-
dence presented in this Disability Watch does indicate important progress
in some areas.

Yet many people with disabilities continue to endure economic dep-
rivation and social marginalization. Depending on age and definition of
disability, poverty rates among disabled people range anywhere from 50
percent to 300 percent higher than in the population at large, while a
large percentage live on the meager financial aid supplied by federal
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income-maintenance programs. People with disabilities are also less
likely to complete high school or college and far less likely to get jobs.
The unemployment rate among those who report any form of disabil-
ity is five times the national average. If they do obtain jobs, it is more
likely to be part-time, and on average they will be paid 20 percent less
than nondisabled workers.

They tend to be socially isolated too. Despite some improvement in
accessibility, people with disabilities are still far less likely than nondis-
abled Americans to go to restaurants, movies, concerts, sporting events,
churches, or stores. They are twice as likely to live alone. Those who
grow up with disabilities tend to marry later, if they marry at all. Dis-
abled women in particular marry and form families significantly less
often than nondisabled women or even disabled men.

Social isolation and economic deprivation are not new among Amer-
icans with disabilities. They have long experienced these stark disad-
vantages. But the disturbing finding of this Disability Watch is that since
the mid-1980s these conditions have improved modestly or not at all,
and in some areas such as earnings things have actually gotten worse.
The question is: why?

Different observers typically offer one of two differing answers. They
focus either on the individual or on the environment. They ascribe the
socioeconomic disadvantages suffered by disabled persons to their “im-
pairments,” or attribute them to the synergy of public policies, institu-
tionalized societal practices, and the built environment. These compet-
ing explanations respectively express two contending paradigms of
disability: a medical model and a minority model.

The medical model locates the problem of disability in the bodies of
“afflicted” persons. By defining disability as a pathological medical con-
dition, it inevitably individualizes the causes of socioeconomic disad-
vantage: impaired individuals cannot function appropriately within soci-
ety. Some of the studies drawn upon for Disability Watch adopt medical
definitions of disability. That research defines disability as a limitation
in performing “major activities,” meaning the endeavors ordinarily “ex-
pected” of people in particular age groups. Thus, children are expected
to attend school and to engage in play as their major activities. Work-
ing-age adults are expected to hold jobs outside the home or to keep
house. Older adults are expected to manage their households and to care
for themselves. By this yardstick, some 26.8 million Americans (10.3
percent of the total U.S. population) are defined as limited in their abil-
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ity to perform the major activities expected of persons in their age group.
Various studies also report that the most common form of “major ac-
tivity limitation” is “work disability,” a partial or total limitation in an
individual’s ability to perform a paid job. Such limitations reportedly re-
strict the employment capabilities of nineteen million working-age
adults with disabilities. The trouble is that, as with all medical defini-
tions of disability, these definitions of “work disability” and “major activ-
ity limitation” focus attention exclusively on individuals. The definitions
implicitly assume that the limitation results from medical pathology and
resides within individuals. These ways of measuring disability fail to
consider the impact of external, societally created factors in limiting dis-
abled persons’ capacity to perform “expected” social roles.

In contrast, research based on a minority model of disability exam-
ines the architectural, socioeconomic, and policy environments within
which people with disabilities must operate and that shape their experi-
ence of disability. Those sorts of studies, which provide the bulk of the
data analyzed in Disability Watch, present markedly different explana-
tions of the disadvantages suffered by many people with disabilities. The
evidence gathered here offers a comprehensive picture of artificially cre-
ated marginalization and deprivation.

One aim of this report is to assess the impact and effectiveness of the
Americans with Disabilities Act. Itself based on a minority group model
of disability, the ADA mandated conversion of the U.S. physical and so-
cial infrastructure to make it inclusive of people with disabilities. Seven
years later, ramps and blue wheelchair-access symbols and Braille mark-
ers seem to have sprouted everywhere. Sign-language interpreters seem
now always to interpret public events. Thus, the nondisabled public has
the impression that society has been transformed and made accessible.
Significant improvements have been made, but Disability Watch indi-
cates that to a surprising extent U.S. society continues to restrict or ex-
clude people with disabilities.

The problems begin with modes of transportation. Americans have
long considered mobility a major issue, both a core value and, given the
vast geography of the country, an inevitable public concern. They have
come to regard freedom of movement as a basic right. Yet Disability
Watch reports that Americans with many kinds of disabilities still often
find their mobility rights restricted or denied.

Take for instance public transit. Although a majority of public buses
now has wheelchair lifts, those lifts are often broken and bus drivers
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often receive little training in how to operate them. Because the ADA
requires public-transit agencies to include wheelchair lifts only when
they buy new equipment, few cars on light-rail, rapid-transit, intercity,
and commuter-rail systems can accommodate wheelchair riders. And
since the ADA orders full access only at newly built transit stations and
at existing “key” stations, inaccessibility prevails in those places too. The
U.S. Department of Transportation has designated a mere seven hun-
dred stops nationwide as “key stations.” It reports that nearly two-thirds
of them are at least partially accessible to wheelchair and walker users,
but that just a fifth are fully accessible to people with mobility or sen-
sory impairments. But those figures overstate the effective accessibility
of some transit systems. Both Atlanta’s MARTA and the San Francisco
Bay Area’s BART profess to be fully wheelchair-accessible, yet disabled
riders report that ticket-vending machines and booths and turnstiles are
often inaccessible and that elevators regularly break down. In New York
City’s commuter-rail system, a mere 28 of 104 “key” stations meet legal
access requirements, while the rest of the 490 stations remain unusable.
Around the United States, all forms of public transit typically fail to pro-
vide the audible or visible information necessary for blind, deaf, or hard-
of-hearing passengers to travel safely and effectively, even when such
information is legally mandated. Thus, while many public-transit sys-
tems claim full accessibility, the vast majority of public-transit buses,
cars, and stations still effectively exclude many passengers with disabil-
ities.

When people with disabilities cannot use regular transit, ADA in-
structs local public-transit agencies to provide paratransit services.
Three-fourths of those agencies reportedly offer such services in the
form of “special” buses, vans, or taxis. But disability rights activists con-
demn paratransit as separate and unequal, and with good reason. Eligi-
bility procedures often make new applicants wait months. Service is fre-
quently costly and therefore limited, with lift-equipped vans often
charging twenty dollars a ride and some subsidized taxi rides set at a
maximum of one hundred dollars’ worth of travel a month. Paratransit
is also commonly inflexible and inconvenient. Agencies require advance
reservations of anywhere from twenty-four hours to as long as two
weeks—for each and every trip. As the authors of this report note, it is
clear that some local agencies see paratransit, not as “an essential sub-
stitute for unusable public transit,” but as a charity service for “special”
trips such as doctor visits. Whatever the rationale, paratransit perpetu-
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ates the social marginalization of people with disabilities. Yet, because
they have no other options, disabled passengers use paratransit heavily.

The inconveniences inherent in paratransit services and the pervasive
inaccessibility of most public-transit systems have a profound impact on
the lives of many Americans with disabilities. Those conditions con-
tribute to their exclusion from community life and block them from
gaining employment. In a 1994 survey, one out of four individuals with
disabilities who were not working or working only part-time named the
“lack of affordable, convenient, accessible public transit as an important
reason they could not obtain a job.”

If public transit is still largely inaccessible, commercial modes of long-
distance travel present major access problems as well. Intercity bus lines,
led by industry pacesetter Greyhound, vigorously resisted any ADA re-
quirement that they provide wheelchair access. Thus, commercial inter-
city bus travel still completely excludes wheelchair riders.1 Because of
limited access to other modes of long-distance travel, people with dis-
abilities that affect their mobility or vision use airlines heavily, yet no law
guarantees them the right to fly. The ADA overlooks airline travel al-
together, and the Air Carrier Access Act of 1986, the federal law that sup-
posedly ensures disabled Americans’ right to fly commercial airlines, in
fact contains no guarantee of equal access. This weak law allows airlines
to treat access and accommodations for passengers with disabilities “as
an afterthought.” Disability Watch recounts a litany of problems with
boarding, seating, debarking, poorly trained personnel, and damage to
wheelchairs and other equipment.2

The obstacles impeding air travelers with disabilities begin and end
on the ground. Because federal law mandates retrofitting terminals for
access only when they are renovated, many major airports—Kennedy in
New York, Midway in Chicago, Miami, Philadelphia, and Fort Meyers
—continue to have serious access problems. ADA does cover airport
shuttle services, but under much more lenient requirements than those
governing public transit. No surprise then that many airports have no
accessible shuttle buses at all. This forces wheelchair riders to pay for
costly lift-equipped vans. Some airports do offer accessible shuttles, but
these may operate more like paratransit systems than integrated services.
For instance at Dallas/Ft. Worth Airport, nondisabled travelers may
simply board any waiting shuttle bus, but wheelchair users must reserve
a ride on the system’s single wheelchair-accessible van twenty-four hours
in advance, or they can hire another lift-equipped van at four times the
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cost. At many airports, shuttle-bus drivers lack adequate training to
operate wheelchair lifts and tie-downs, at times endangering their pas-
sengers.

Car rental agencies have restrictive policies and practices too. They
may not have vehicles equipped with hand controls or may offer them
only on bigger, more expensive cars. Rental outlets also often require
lengthy advance notice. And some agencies refuse to rent vehicles to
disabled individuals unless they can drive the car themselves. Departing
from this pattern, Avis recently agreed with the U.S. Department of Jus-
tice to change its policy. In the future, the company will permit non-
driving customers with disabilities to assume financial liability for rented
cars driven by another person.

At least people with mobility disabilities now have lots of places to
park, or so many people assume. But in fact, a 1993 national survey by
the U.S. Government Accounting Office found even that assumption
mistaken. People with disabilities reported that in many public parking
lots the spaces designated wheelchair accessible are too narrow or on a
slope that is too steep. They also said they often can find no place to park
at all, because many public lots have fewer accessible spaces than the
ADA requires. GAO investigators confirmed these complaints. While
some 5 percent of Americans have “severe mobility limitations,” ADA
requires smaller lots (under 400 spaces) to make only 4 percent of their
spaces accessible, midsized lots (400–1,000 spaces) to have 2 percent
accessible, and large lots a mere 1 percent accessible. Yet, the GAO found
that well over a third (38 percent) of parking lots they inspected had
even fewer accessible spaces than the already inadequate number man-
dated by ADA. In addition, 57 percent of spaces and aisles were too nar-
row and 88 percent of the inspected lots lacked the required number of
“van-accessible” spaces.

Then there are all those ramps the nondisabled public takes as evi-
dence that public places have been made accessible, implicitly thinking
of access as an issue only for people who ride wheelchairs. But once
again, subjective public perceptions are mistaken. Many ramps are too
steep or too narrow or lack a handrail or lead to a door that cannot be
opened. And access obstacles in public buildings do not end at the tops
of ramps. Some building entryways are linked to security systems that
require voice communication or sight. Wheelchair riders frequently find
store aisles too narrow or blocked or carpeted, service counters too high
or too narrow, restaurant tables too low, and drinking fountains in-
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operable. When theaters and lecture halls and other public venues do
provide wheelchair-accessible spaces, they often segregate them from the
rest of the seats, forcing wheelchair riders to sit apart from friends and
colleagues.

Restricted access to information and communication in public build-
ings is another major problem. Most buildings lack enough signs indi-
cating the location of accessible features or identifying rooms in Braille
or raised print. Programs such as museum brochures and transit sched-
ules are often unavailable in large print, Braille, or audiocassette or
through staffers trained in sign language. Elevators usually lack either
audible signals or Braille signs. Public telephones are often inaccessible.
They are too high for wheelchair riders, lack signage appropriate for
people with visual impairments, and lack text telephones for deaf peo-
ple or phones with amplification for hard-of-hearing people. Businesses
often do not have TDD numbers.

Inaccessibility in hotels remains a common problem too. The vast
majority of U.S. hotels still have not instituted legally required access
features. They do not supply devices to alert deaf guests of fire alarms,
ringing phones, or someone knocking at the door. They fail to provide
raised-print maps of hotel locations for visually impaired guests. They
have too few rooms with wheelchair-accessible bathrooms.

One in four Americans with disabilities cites one or more of these
various access obstacles as limiting their use of facilities that serve the
general public.

If public buildings continue to have significant access problems, pri-
vate housing remains pervasively exclusionary. A tiny fraction of U.S.
houses and apartments are accessible or even readily adaptable for
prospective residents with disabilities. One study cited in Disability Watch
found that a mere “2.9 percent of Americans lived in homes with any
kind of accessibility features,” yet 29.2 percent of U.S. families included
“at least one member with a disability.” The extraordinary shortage of
accessible or adaptable housing makes the search for suitable housing a
seemingly futile quest. It forces many families with newly disabled mem-
bers, who are often elderly, “to exclude” the member with the disabil-
ity, which often means putting that person in an institution. Yet, unlike
businesses, private homeowners have no tax credit available to subsidize
and encourage modifications to residential housing. In addition, while
the Fair Housing Amendment Act of 1988 requires property owners to
allow disabled tenants to make necessary alterations, it puts the burden
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of those changes exclusively on the tenants. The act does mandate cer-
tain limited accessible and adaptable features in newly built multiunit
housing and prohibits disability-based discrimination in the rental or
sale of most multiunit apartment buildings and some single-family
houses. But newspaper reports indicate that local authorities usually fail
to enforce any of these provisions. Thus, this law is having only a very
limited impact on the extreme shortage of accessible housing.

Perhaps the greatest progress toward the integration of people with
disabilities has appeared in U.S. public schools. Americans have long
viewed education as the key to economic opportunity and to full par-
ticipation in society, yet for decades many states by law barred young-
sters with specified disabilities from attending public schools. As of 1975,
most children with disabilities in the United States either received no
public education at all or were denied equal educational services. By the
late 1990s, the impact of federal laws and the efforts of disability rights
advocates have produced significant changes. Most children with dis-
abilities now attend public schools. A growing proportion is main-
streamed. And a majority of teenagers with disabilities completes high
school. High-school graduation, of course, greatly improves their job
prospects.

But “mainstreaming” also has its negative side. Public-school districts
too often assume that “mainstreaming” or “full inclusion” is the most
appropriate solution for all children with disabilities. In fact, that strat-
egy is proving disastrous for deaf children. Placing them in mainstream
classrooms denies them the opportunity to learn American Sign Lan-
guage, inhibits their acquisition and development of skills in any lan-
guage, and effectively isolates them among hearing children. The Deaf
community has vigorously opposed these ill-considered practices, but its
cogent dissent has gone largely unheeded.

In addition, despite considerable progress toward integration of dis-
abled students for whom mainstreaming is appropriate, many public
schools still contain “formidable” physical barriers. Although no one
gathers data nationally on accessibility in U.S. schools—a major defi-
ciency that demands correction—a 1989 opinion survey did report that
one-fifth of parents with children in special education and one-fifth of
public-school educators rated access in their schools’ physical facilities
as only “fair” or “poor.” Confirming these perceptions, a 1995 GAO
study found that a majority of school districts needed to improve access
and that in some large districts, such as Chicago and New Orleans, most
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school buildings were inaccessible. In addition, a court ruling against
the Oakland, California, public-school system found “multiple, perva-
sive architectural barriers” in every one of its one hundred schools.
These conditions persist despite the flexibility of federal laws that require
“overall access to programs and activities,” rather than removal of all
physical barriers in every building. The greatest problems occur in
central-city school districts that have more limited financial resources,
whereas wealthier suburban districts have made better progress toward
accessibility. Much work remains to be done in order to reach the goal
of access to public education for all of America’s children and youth.

Taken together, the data presented in Disability Watch show that, seven
years after passage of the ADA, U.S. society still often limits or excludes
people with disabilities. The evidence here suggests four reasons for the
slow pace of compliance with disability rights laws and the continuing
marginalization of Americans with disabilities.

First, there is as yet a great deal of ignorance about what constitutes
accessibility and reasonable accommodation and regarding the achiev-
ability of those objectives. Many business people and property owners
are misinformed and therefore anxious and angry. In particular, they
mistakenly believe access and accommodations are costly. In fact, in-
corporating accessibility in the design of new buildings increases con-
struction costs by no more than 2 percent. Retrofitting for access can
prove more expensive, but ADA requires such modifications only when
buildings are being renovated or when they are “readily achievable” in
existing buildings and would not cause “undue” financial hardship. Most
of the time the price of barrier removal and installation of accessible
features is relatively low. In 1993, small businesses spent an average of
$3,327 on retrofitting for access, with individually owned businesses
spending even less, $2,535. And the federal government rebated 50 per-
cent of these costs under the Disabled Access Tax Credit. The remain-
ing expense should be more than reimbursed by the addition of new
customers who have disabilities. Common fears about the price of job
accommodations for employees with disabilities also overstate those
costs. Nearly 70 percent of job accommodations cost $500 or less, with
almost a fifth incurring no expense at all because they entail merely the
rearrangement of work spaces or work patterns. Further, many business
people overlook that the expense of job accommodations is usually much
less than the cost of training a replacement employee. So, concludes
Disability Watch, complaints about the financial impact of accommoda-
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tions and accessibility are greatly exaggerated and cannot be used as an
excuse to evade compliance with the law. Besides, compliance now will
avoid costly lawsuits later.

Most architects are also still uneducated about how to design for equal
access. Disability Watch urges readers to note two innovative approaches:
“adaptable design,” a strategy that incorporates certain basic access fea-
tures and allows for others to be added conveniently later as they are
needed, and “universal design,” a scheme that plans spaces and equip-
ment so that everyone can use them.

Second, social integration of Americans with disabilities is slow be-
cause federal laws and policies contain serious defects. Some civil rights
statutes have weak enforcement provisions. For example, not only does
the Air Carrier Access Act fail to guarantee travelers with disabilities
equal access to airlines, it offers no injunctive relief in court, only admin-
istrative relief. And the ADA’s requirements to make public transit ac-
cessible allow agencies as long as twenty years to comply. No wonder
that, as Disability Watch notes, “some transit districts have not even be-
gun the ADA-mandated planning phase for improving accessibility, let
alone made any actual improvements.”

Other federal policies continue to promote dependency rather than
productivity. The government spends forty times as much on social-
service benefits as on vocational rehabilitation. Its regulations and prac-
tices also still deter many disabled people from seeking employment by
penalizing them with the loss of essential assistance or health insurance
if they go to work. In one survey, almost a third of working-age adults
with disabilities said that threat stood in the way of their taking a job.
National policies could facilitate productivity by removing these work
“disincentives.” Policies could also foster competitive job skills among
disabled individuals by subsidizing their acquisition of computer tech-
nology. In the midst of a technological revolution so often vaunted as
liberating for people with disabilities, it is amazing that while one-tenth
of disabled working-age adults say they would need adapted equipment
to hold a job, only 1.3 percent actually own such equipment.

Federal policies also promote institutionalization rather than com-
munity integration. Not only is there no homeowners tax credit to en-
courage accessibility in residential housing, but Medicaid funding fa-
vors nursing-home placement over enabling disabled people to live in
their own homes. As a result, the number of institutionalized disabled
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Americans, the vast majority of them elderly, stands at an all-time high
of 2.1 million.

In combination, these flaws in federal policies and laws effectively
perpetuate the social segregation and economic deprivation of people
with disabilities. Some policies actively promote marginalization. Other
statutes delay removal of physical and social barriers to integration.

Third, even when the legal requirements for access and accommo-
dations have already gone into effect, compliance is dilatory because
local authorities often fail to enforce them. For example, a current law-
suit by disability rights activists charges San Francisco city building in-
spectors with routinely exempting new construction from state accessi-
bility codes. As a result, hundreds of recently constructed buildings
exclude wheelchair riders. Similar problems occur when local public-
works departments neglect to remove barriers in streets and on side-
walks. Enforcement and compliance varies widely from community to
community depending on three factors: the priorities of local public
officials, the resources available to them, and the degree of activism by
local disability communities. The last element is proving especially im-
portant.

In response to lax implementation and widespread violation of dis-
ability rights laws, activists around the United States are increasingly
filing civil suits to compel vigorous enforcement. Disability Watch re-
ports lawsuits against or settlements with the Days Inn hotel chain, Lone
Star restaurants, United Artists movie theaters, Safeway stores, Planet
Hollywood nightclubs, Bay Area Rapid Transit, Metropolitan Atlanta
Rapid Transit, the San Diego municipal courts, and the operator of a
parking-lot chain in San Diego. In all of these cases, the companies and
agencies simply ignored the law, sometimes defiantly.

That conduct points to the fourth factor delaying integration of peo-
ple with disabilities into American society: the refusal to comply with
these various laws stems, not just from ignorance, but also from preju-
dice. Around the United States, people with disabilities report encoun-
tering prejudicial and discriminatory treatment. In some cities, bus driv-
ers simply refuse to pick up passengers with visible disabilities. Airline
employees are often tardy, uncooperative, or unresponsive and at times
physically rough or humiliatingly rude. Working-age people with dis-
abilities recount various forms of discrimination: they have been refused
jobs, denied promotions, given less responsibility than nondisabled co-
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workers, or paid less than nondisabled colleagues doing similar work. In
one survey, 40 percent of disabled adults who were unemployed or work-
ing only part-time declared employer bias was a factor.

Yet despite the persistence of discrimination against disabled Amer-
icans and lax enforcement of the laws to protect their rights, U.S. soci-
ety cannot avoid disability-related issues. One reason documented in
Disability Watch is the steadily growing number of Americans with dis-
abilities. Depending on definitions of disability, there are now at least
forty-one million, perhaps as many as forty-nine million, people with
significant disabilities in the United States. Disability occurs more fre-
quently in lower income groups and among racial minorities, but most
of the numerical increase has resulted from the mounting size of the
elder population. Here again though, Disability Watch corrects some
common misconceptions. Most people with disabilities are not old. In
fact, a majority (57.6 percent) are working-age, while more than one in
ten are under age eighteen. And the most rapid rate of growth in the in-
cidence of disability is occurring in those younger age groups. Among
children and teens, much of the increase stems from the rising preva-
lence or more effective detection of asthma, emotional disabilities, men-
tal retardation, and learning disabilities, while a growing proportion of
young adults experience orthopedic, mental, and emotional disabilities.
In addition, “disability” involves widely diverse conditions, with many
of the more common, such as heart disease, back problems, arthritis,
learning disabilities, and emotional disabilities, relatively hidden. Not
only are Americans with disabilities a large and diverse population, the
experience of disability is typical rather than rare. Nearly one-third of
U.S. families have a member with a disability, and most families experi-
ence disability at some time. “Disability,” conclude the authors of this
report, “is a normal part of life.”

The prevalence of disability compels greater efforts to address the
socioeconomic disadvantages confronted by Americans with disabilities.
That thrust should proceed on three related fronts. (1) Public education,
particularly of business, to counter the widespread misinformation about
the actual requirements of the ADA and other disability rights laws and
to combat prejudice against people with disabilities. (2) Legislative cor-
rection of the defects in current laws and policies: to strengthen en-
forcement mechanisms in disability civil rights laws; to eliminate work
disincentives in social-service policies; and to promote community in-
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tegration rather than segregation and institutionalization. (3) Vigorous
enforcement of existing laws.

The number of people with disabilities continues to grow. Their pres-
ence in American society, their needs and interests, increasingly make
themselves felt. And, more and more, disabled Americans are asserting
their right to participate in U.S. society, in its schools and places of work
and places of business and community affairs. More and more, they are
turning to legal and political activism to enforce those rights. As they
become active, they are rejecting a medical model of disability and es-
pousing a minority group model. In the end, Disability Watch should
bring readers to at least this one conclusion: disability issues will not go
away, because people with disabilities are not going away.

Notes
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2
The Life of Randolph Bourne
and the Need for a History 
of Disabled People

The Disability Watch assessment of the status of Americans with
disabilities at the turn of the century may prompt us to ask how
that contemporary situation arose. In other words, what was the
historical experience of people with disabilities? What is the his-
tory of “disability”? I first began to think about disability history
in the late 1960s. In that same moment, I also encountered Ran-
dolph Bourne. Like many college students of my generation who
protested the war in Vietnam, I met Bourne through his powerful
antiwar writings that opposed U.S. involvement in World War I.
But unlike most of them, I also read his earlier essay “The Handi-
capped, by One of Them.” There I discovered a physically dis-
abled young intellectual who labored to make sense of his lifelong
confrontation with prejudice as he struggled to find a way to do
his work as a writer and critic, wrestled to make a place for him-
self in the world, strained to win some measure of self-respect
and social dignity. At that point in my life and in the development
of both my thinking about disability and my identity as a disabled
person, Bourne appealed to me because he explained his experi-
ence of disability in sociological rather than merely psychological
terms. Impressive as that articulation was for the era in which
Bourne lived, he sought at the same time to do something I found
even more remarkable. He endeavored to make the disability ex-
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perience the starting point of a broad social critique. A close
reading of his writings disclosed that his experience and perspec-
tive as a disabled person informed his approach to every subject
and issue he addressed, from war to women’s rights, from immi-
gration to education, from literary criticism to social reform.
Bourne made me see that disability could become a way of under-
standing the world, a mode of critically analyzing the social order.
Just as important, the failure of his biographers and other histo-
rians to recognize the centrality of disability to his thought
prompted me to think about the history of disability and the
place of disability in history. Years later, Stanley Kutler, the editor
of Reviews in American History, offered me the opportunity to re-
view a new biography of Bourne and thereby gave me my first
chance to sketch out some of those thoughts.

As the title of Bruce Clayton’s new biography suggests, Randolph
Bourne is now almost “forgotten,” but in the teens of this century, he
became a leading spokesman for the restlessness and revolt of a new
generation of American intellectuals and reformers, voicing their re-
jection of the genteel tradition in literature and formalism in philoso-
phy, their disgust with the sweeping of sordid social realities under the
carpet, their fears of the stifling of individual personality in the new ur-
ban order, their optimism about the liberating possibilities of reform.
Clayton’s study, first and foremost an intellectual biography, explores
Bourne’s thought within the context of contemporaneous intellectual,
cultural, and political history and offers the most thorough and useful
examination of his ideas to date. The problem with it, as with all Bourne
biographies, is its fundamental misunderstanding of his experience and
identity as a disabled man in a society that intensively stigmatized him.

Christopher Lasch, in The New Radicalism in America, has seen Bourne
as the exponent of a distinctively twentieth-century youth culture, in-
terpreting his early essays (Youth and Life, 1913) as stating the premise
of much of his later work: the source of social ills is not class conflict but
inter-generational conflict, the repression of youth by age. Clayton, who
repeatedly takes issue with Lasch, accusing him of undervaluing Bourne’s
ideas, disagrees, finding in these first forays a fight to safeguard indi-
viduality in a mass society, an attempt to create a distinctive literary per-
sona, and a struggle between youthful romanticism and a deeper radi-
calism. Clayton also sharply criticizes Lasch’s interpretations of Bourne’s
feminism. Despite his socialism, asserts Lasch, Bourne saw the oppres-
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sion of women as a problem of Victorian values, not of economic ex-
ploitation, and by the end of his life had become thoroughly disillu-
sioned with feminism. On the contrary, rejoins Clayton, he became dis-
illusioned only with a particular brand of feminism that, advocating
sexual exclusiveness, blamed women’s oppression on men per se rather
than on male economic domination. Further, says Clayton, Lasch and
others ignore his subsequent optimistic appraisal of the resurgence
among feminist women of just such an economic perspective.

Clayton, who takes Bourne’s espousal of socialism more seriously than
have earlier biographers, argues that he again suppressed his funda-
mentally radical perspective in The Gary Schools (1913), an influential
tract propagating Deweyite educational philosophy. This uncritical cel-
ebration of progressive education with its emphasis on efficiency and
technique ignored that movement’s reactionary potential and perhaps
motive to impose control on the new immigrants and the new urban in-
dustrial proletariat. Clayton suggests that he may have submerged his
radicalism to fit in with New Republic–style liberals out of his own deep
yearning to belong.

But Bourne soon followed with “Trans-National America” (Atlantic
Monthly, July 1916), a radical critique not of the failure of the melting
pot to absorb the new immigrants, but of the very aim of assimilation
itself as undemocratic and reactionary, robbing both the immigrants and
America of wellsprings of cultural and spiritual vitality. He advocated a
confederation of cultures in America, a transnationality, what we now
call cultural and ethnic pluralism. Braving the wartime whirlwind of
xenophobic hysteria, he was arguing by 1917 that only the cultural
diversity of immigrant “hyphenates” had held the country back from
militaristic and chauvinistic nationalism. As Clayton importantly ob-
serves, this physically disabled outsider was the one prominent Anglo-
American intellectual “to embrace cultural pluralism” (p. 196).

Bourne at last found his authentic and radical voice through his in-
creasingly vehement dissent against the Great War but thereby “ruined
his career and washed himself right out of the mainstream of American
life and thought” (p. 203). He attacked head-on the liberals’ illusion that
war could be controlled as an instrument of international social better-
ment, denounced their complicity in domestic repression, demolished
the preoccupation of Deweyite pragmatism with process and technique
rather than values and ends, and, anticipating historians like Robert
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Wiebe, notes Clayton, condemned this uncritical support of bureau-
cratic efficiency and order for serving the reactionary goals of conser-
vatives who saw the war effort as a means “to discipline American soci-
ety” (p. 225). Most devastating, Bourne asserted the utter impotence 
of individuals or the people to resist the coercive war-making power of
the modem industrial state and declared that the “health” of that state
depended on war. Liberals failed to see this and betrayed their ideals,
Clayton argues, because, needing to feel influential, they found “pow-
erlessness . . . unacceptable,” while “Bourne could accept powerlessness
precisely because, for all his yearning to count, he had always been a
powerless outsider” (pp. 213–14).

Rejecting the notion of some historians that Bourne sank into dis-
illusionment and negativism, Clayton reminds us that he optimistically
“issued numerous prescriptions for an independent, radical intelli-
gentsia,” which should prepare for the necessary postwar intellectual,
moral, and political reconstruction (p. 214). He also refutes the legend
that Bourne died a persecuted and “penniless martyr” but does make
clear that although he earned “a modest living” right up to his death in
December 1918 in the great influenza epidemic, his radical stance killed
the Seven Arts and shut him out from The New Republic, The Dial, and
everywhere else he might have done the important and “real work [he]
yearned to do” (pp. 254, 249). Despite his increasing political isolation,
Clayton points out, he continued to contribute “very valuable literary
criticism,” remaining “a caustic, relentless, highly important critic of
the genteel tradition,” who condemned it for serving “reactionary elit-
ist political and social values, . . . repressive sexual codes and narrow eth-
nic assumptions,” and who helped to set the stage for the assault on
“Puritanism” in the 1920s (pp. 236, 245). Throughout his career, his
criticism called for a cultural tradition appropriate to contemporary
needs, a literature sociologically, psychologically, and sexually honest,
and a culture emancipated from English domination and reflecting the
pluralistic reality of the American experience.

The difficulty with Clayton’s and all Bourne biographies is their ex-
planation of his experience as a disabled person and its relationship to
his radicalism. Randolph Bourne had a highly visible disability, a twisted
mouth, face, and ear from a difficult birth, a severely curved spine and
stunted growth from childhood spinal tuberculosis. His handicap ap-
parently involved little functional impairment. Thus, people reacted pri-
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marily, and often with extreme aversion, to his appearance. Ellery Sedg-
wick, editor of the Atlantic Monthly, could not overcome his revulsion
and invite the young man to stay for luncheon at New York’s exclusive
Century Club. In Paris, concierges, catching sight of him, repeatedly re-
fused him lodgings, until after two days he finally found a vermin-ridden
flat. At Columbia University, recalled a friend, some were “instinctively
hostile to him, either because of his radical ideas, or because of his per-
sonal appearance.” “His writing shows he is a cripple,” said Amy Low-
ell. “Deformed body, deformed mind.”1 Other enemies of his agreed.

Bias also limited his educational and employment prospects. In 1903,
his uncle, who financially aided the fatherless family and would soon
support Randolph’s sister in college, refused to help him attend Prince-
ton. For the next two years, he futilely hunted a job in New York City.
Invariably rejected because of his disability, he finally was forced to take
work perforating piano rolls for meager wages. In 1909, he at last en-
rolled at Columbia on scholarship, but the searing previous six years left
him permanently in terror of unemployment, feeling utterly powerless
to combat such discrimination.

But the prejudice that wounded deepest was in his relationships with
women. An almost instinctive feminist, who knew what it meant to be
economically dependent, to have one’s abilities discounted, to fight de-
valuing cultural beliefs as one struggled to fashion one’s own independ-
ent personhood, he had many close women friends, but, recalled one,
“he had only to venture an inch over a forbidden line to have them fly
from him like shy birds.”2 That line was romantic interest on his part.
Remembered another woman: “I always took it for granted he was cut
off from the whole range of experience by his deformity” (p. 165).

Bourne lived in an era when prejudice and discrimination against dis-
abled people seem to have been intensifying sharply. If in New York
City he was rejected as a luncheon guest because of his “unsightliness,”
in Chicago he might have been arrested for showing up at all. A city or-
dinance warned: “No person who is diseased, maimed, mutilated, or in
any way deformed so as to be an unsightly or disgusting object or im-
proper person to be allowed in or on the public ways or other public
places in this city, shall therein or thereon expose himself to public view.”
Unlike most handicapped children, Randolph had been allowed to get
an education. Probably much more typical was the experience of a lad
with cerebral palsy expelled from a Wisconsin public school in 1919 be-
cause, even though he had kept up with the rest of the class academi-

36 Chapter 2



cally, the teachers and other children found him “depressing and nau-
seating.” Eugenicists and professionals who dealt with disabled people
proposed segregation and sterilization of deaf people, blind people, peo-
ple with developmental disabilities, even people like Bourne who had
had tuberculosis. In 1912, the eugenic section of the American Breed-
ers’ Association, later renamed the American Genetics Association,
drafted a model sterilization law to be applied to these “socially unfit”
classes. By the beginning of World War I, sixteen states had adopted
sterilization statutes. A few eugenicists even advocated the mercy killing
of individuals with epilepsy or mental handicaps, especially those who
were mildly mentally retarded. Eugenics, an international movement,
reached its greatest extreme in Nazi Germany where between a quarter
of a million and three hundred thousand people with a wide variety of
disabilities were systematically exterminated.3

Clayton notes much of the biographical information about Bourne,
but unawareness of the larger history of disabled people and prevailing
cultural assumptions about disability cause him and other historians to
explain Bourne’s experience as primarily a personal tragedy to be over-
come by emotional coping. They also assume social outsidership as vir-
tually inherent in Bourne’s physical condition. Clayton describes him 
as “star-crossed,” “someone whom fate had rudely shoved to the side 
of life” (pp. 8, 28). He pledges to forego “psychological analysis” (p. 5),
but much of his interpretation derives from the unexamined assumption
that disability is mainly a problem of individual psychological adjust-
ment. Lasch agrees: “It can be argued of course that all [his] disap-
pointments and frustrations were the inevitable result of Bourne’s de-
formity . . . and that they tell us nothing, therefore, about the society in
which Bourne lived.”4 But social scientists studying the disability expe-
rience have increasingly turned to a minority group model, defining
“disability” not as a fated and “inevitable” condition, but as a socially
constructed identity and role triggered by a stigmatized biological trait.5

Bourne’s lifetime of discrimination and rejection was not inherent in his
physical disability but part of that stigmatized social identity rooted in
deep but unconscious cultural prejudice. The low self-esteem he battled
was not a personal response to his handicap but the internalization of
social bias.

Bourne’s essay “The Handicapped,” so often quoted and so little un-
derstood by his biographers, gropes toward that understanding of the
disability experience in its strikingly sociological analysis of his “situa-
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tion.” When he describes his psychological struggle to achieve “self-
respect,” he clearly puts it within the context of a society that devalues
him because of his disability. From the stigmatized social condition that
had isolated him as an adolescent and had kept him unemployed as an
adult, he knew of “no particular way of escape.” He makes clear that his
attempt to understand his experience as a disabled person caused him to
question “inherited platitudes,” and to seek “the reasons for the crass in-
equalities and injustices of the world.” This led him to “the works of rad-
ical social philosophers, beginning with Henry George,” and converted
him to social and political radicalism. But later in the essay, he blames
his failures on his “weak will” and declares hopefully that he will achieve
happiness and success by individualistic overcoming. This very contra-
dictoriness indicates the conflict in his mind between the social values
he had internalized and his own struggling sense of the reality of his ex-
perience.6

Thoroughly misreading this essay, Clayton says that Bourne showed
“no self-pity or recrimination, nor did he shake his fist at fate or plead
with the ‘normal’ to change their attitudes.” “Bourne never allows whin-
ing or blaming the oppressor” (pp. 54, 56). One cannot imagine a writer
making such statements about a member of any other minority group.
He does so because he views disabled people through the paradigm of
personal misfortune. Distressingly, cultural biases about disabled peo-
ple unconsciously but repeatedly lead Clayton, like all of Bourne’s biog-
raphers, into stigmatizing language and perceptions. For example, on
physically disabled people: “those with souls encased in marred, unsuit-
able bodies.” On Bourne and his lover Esther Cornell: “Was this beauty
coming to love the beast?” On Bourne’s pacifism: “Like the sickly [Wil-
liam] James, Bourne was too masculine, as ironic as that sounds, too
much of a man of his era to accept any idea that denied manliness” (pp.
54, 180, 217). Also, Clayton and his editors are obviously unaware that
most physically handicapped people have long regarded such terms as
“deformed,” “misshapen,” and especially “cripple” as prejudiced and
highly offensive. Bourne seems never to have used the last two, and when
he reprinted “The Handicapped,” he consistently replaced the word
“deformed” with “handicapped.”

To avoid these sorts of misperceptions and misinterpretations, histo-
rians must apply a minority group analysis to the historical experience
of disabled people. Past social practices and public policies affecting
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them require reexamination from this perspective, and the history of
eugenics needs revising from the viewpoint of its primary victims, peo-
ple with disabilities. We need to study literary and artistic images of
disabled people and descriptions of individuals like Bourne in order to
uncover cultural beliefs regarding such matters as body image, mascu-
linity and femininity, personal autonomy and selfhood, and, of course,
disability itself as they have impinged on disabled people. The history
of these attitudes should also be investigated in relation to the parallel
histories of attitudes toward other minorities and women. When deval-
uation and discrimination happen to one person, it is biography, but
when, in all probability, similar experiences happened to millions, it is
social history. We will continue to misunderstand individuals like Ran-
dolph Bourne as long as the history of disabled people as a distinct so-
cial minority remains largely unwritten and unknown.
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3
Uncovering the Hidden
History of Disabled People

The preceding book review sought to alert scholars to the need
for a history of disability. Because Stanley Kutler, the editor of
Reviews in American History, recognized the importance of that
field, he authorized me to write the review essay that follows. In
it I tried to sketch out a preliminary general interpretation of
modern American disability history. I hoped to show that disabil-
ity history is neither simple nor unitary, but instead complex and
multiple, comprising the experiences of various disability groups,
as well as the simultaneous histories of such things as public pol-
icy and cultural representations. At the same time, while those
several histories were distinct, they operated only semiauton-
omously. They also paralleled and interacted with one another. 
In addition, given the culturally pervasive stereotype of people
with disabilities as dependent, and therefore helpless and passive,
I thought it important to call attention to their historical agency.
Although they often found themselves individually or collectively
dominated by nondisabled people, they also frequently acted in-
dividually or collectively to alter their social fates. Finally, I
wanted to propose a chronological framework for modern dis-
ability history. Periodization is not simply a way of segmenting
the past into convenient chunks. It is a mode of charting change

41

Originally published in slightly different form in Reviews in American History 15 (September
1987), 355–64, as a review of Hugh Gregory Gallagher, FDR’s Splendid Deception (New York:
Dodd, Mead and Company, 1985); Harlan Lane, When the Mind Hears: A History of the Deaf
(New York: Random House, 1984); and Peter L. Tyor and Leland V. Bell, Caring for the Re-
tarded in America: A History (Westport: Greenwood Press, 1984). Courtesy of Johns Hopkins
University Press.



over time and identifying the causes of historical change. I
wanted to periodize modern U.S. disability history, to try to
demark its basic chronological and causational structure.

“Disability” encompasses a broad spectrum of medical conditions with
diverse effects on appearance and functioning. The books under review
examine the historical experience of people whose disabilities (physical,
sensory, and developmental) significantly affect daily activities. These
studies indicate that whatever the setting, whether in education, medi-
cine, rehabilitation, social-service policy, or society at large, a common
set of stigmatizing values and arrangements historically have operated
against such persons. They also corroborate recent work in other disci-
plines that is redefining “disability” as primarily a socially constructed
condition. Finally, written mostly by social scientists from those disci-
plines, they begin to open a field hitherto neglected by historians.

It seems likely that in Western societies, until the early modern era,
disability was viewed as an immutable condition caused by supernatural
agency. In the eighteenth century, a medical model emerged which re-
defined it as a biological insufficiency amenable to professional treatment
that could, if not cure, at least correct most disabilities or their functional
consequences enough for the individuals to perform socially or voca-
tionally in an acceptable manner. These assumptions underlay the con-
struction of enormous edifices in health care, social-service, special
education, vocational rehabilitation, and private philanthropy. But in
practice, professionals and the societies they represented expressed pro-
found ambivalence toward those who were different, frequently defin-
ing them as incompetent to manage their own social careers, even as
socially dangerous, and, therefore, proper objects of (often lifelong) su-
pervision.

Harlan Lane’s When the Mind Hears: A History of the Deaf recounts
these developments with regard to Deaf people, tracing the warfare be-
tween sign language and oralist education from the advent of signed in-
struction around 1750 to the ultimate triumph of oralism by 1900.1 Oral-
ists condemned signing as disorderly, irrational gesticulation. Real
thought and learning could only take place through oral or written lan-
guage. Advocates of sign, hearing and Deaf, countered that it was capa-
ble of the greatest subtlety and abstraction. Teaching speech took enor-
mous time, robbed that time from academic subjects, required virtual
one-on-one tutoring, and succeeded only with postlingually deafened
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pupils. Sign is now acknowledged as an authentic language, but in the
late eighteenth century even proponents of signed instruction did not
fully recognize it as such. Abbé Charles-Michel de l’Epee, who launched
signed education in Paris in the 1750s, reversing the previous educa-
tional neglect of deaf people, created “methodical sign” in conformance
with French grammar because he thought his pupils’ natural signing
lacked a grammar of its own. Not until the early nineteenth century did
hearing educators who used sign abandon such efforts, but they had
grasped the necessary principle that academic instruction could only
effectively take place through sign. By the 1870s, there were more than
two hundred signing schools in Europe and the Americas, twenty-eight
in the United States, including Gallaudet College. In France and Amer-
ica, signed education beat back repeated attempts to institute oralism.
In Britain and Germany, oralism initially held sway, then succumbed in
practice to sign because it failed to deliver on its promises.

The thousands of signing-school graduates entered a wide variety of
occupations and formed a signing subculture with its own publications
(the “silent press”), churches, and political organizations. Deaf people
in France and America even discussed the possibility of separatist town-
ships. A distinct Deaf subculture was precisely the great fear of oralists.
“Deaf congregation,” they warned, was leading to marriages and pro-
duction of deaf offspring (the latter an erroneous assumption) and to
the creation of an unmanageable social class. To prevent the develop-
ment of such separate and disorderly classes, Samuel Gridley Howe, an
ardent oralist and a pioneer of what became American special educa-
tion, opposed marriage and even social intercourse among not only deaf,
but also blind and mentally retarded people.

In the 1880s and 1890s in Europe and America, oralists and advocates
of sign fought the final protracted battle. On one level, as Lane’s ac-
count of the ferocious struggle between Alexander Graham Bell and
Edward Gallaudet, the leaders of the two camps in America, implicitly
makes clear, this was a clash among hearing professionals for control of
deaf education. The conflict also reflected deepening prejudice against
the Deaf minority in an era of intensifying bias against all minorities.
Bell, an advocate of immigration restriction and eugenics, warned of the
possible “Formation of a Deaf Variety of the Human Race” (1883) and
advocated measures to disperse the Deaf community. Oralists avowedly
aimed at “restoring the deaf to society,” but this meant only those able
to learn speech. The majority would be employed at manual labor in
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sheltered workshops or agriculture. Academic instruction gave way to
lip reading and oral articulation. Schools purged deaf teachers. Students
were punished for using sign. The international Deaf community pro-
tested vehemently but in vain. An astonished Italian oralist asked rhetor-
ically: “Since when do we consult the patient on the nature of his treat-
ment?” (p. 409). Lane ends his story with the oralist triumph of 1900 but
notes the continued devastating effect of oralism on the educational
achievement of deaf students through much of this century.2

Pathbreaking and prodigiously researched, Lane’s work is nonethe-
less marred by present-mindedness. He has chosen to render much of
his material as though it were a memoir written by Laurent Clerc, a
leading nineteenth-century Deaf teacher who carried signed education
from France to America. Lane wholly adopts, but Clerc only partly
shared, the viewpoint of current Deaf activists that they belong to an op-
pressed linguistic minority. One is often uncertain which are Clerc’s and
which Lane’s thoughts. Lane reports that many Deaf contemporaries of
Clerc, including some defenders of sign, saw deafness as an affliction.
Though he notes that hearing proponents of sign agreed with some oral-
ist biases, he fails to explore fully the extent to which they shared the pa-
ternalistic assumptions of the medical model. For instance, Thomas and
Edward Gallaudet, the major nineteenth-century American advocates of
signed education, opposed deaf people marrying one another, and Ed-
ward, having no wish “to safeguard the signing community,” also op-
posed Deaf organizations (pp. 366–67). The signing community was the
creation of Deaf people and an inadvertent byproduct of signed edu-
cation, but not the goal of their hearing benefactors. Clearly, there was
no simple dichotomy between oralists and supporters of sign. We need
a thorough historical analysis of the various ideologies of deafness and
of the development of Deaf identity from that era to the present. Finally
and distressingly, to counter prejudice against Deaf people, Lane stig-
matizes people with other disabilities. A minority model fits Deaf peo-
ple; the medical model applies to other handicapped people. In fact, a
minority model that defines “disability” as primarily a socially con-
structed and stigmatized identity and that Lane so convincingly applies
to the history of Deaf people also best explains the modern experience
of blind people, physically handicapped people, and even most mentally
retarded people.3

Mental retardation is very unlike deafness, but Peter L. Tyor and Le-
land V. Bell’s Caring for the Retarded in America: A History presents
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striking parallels with Lane’s account. Mentally retarded people, con-
sidered hopelessly damaged, had been confined in almshouses or in-
sane asylums, farmed out on poor relief, or simply neglected. Then in
the early nineteenth century, several French physicians, most notably
Edouard Seguin, propounded a developmental model of retardation and
an educational model of treatment, proposing specialized training to
improve functional capabilities. After Seguin introduced his theories
and methods to America at midcentury, a series of state schools were
founded. Rejecting permanent custodial care, they admitted carefully
screened pupils to ensure a high success ratio, implemented Seguin’s
program of “physiological instruction” and moral training to treat what
are now called developmental deficits, trained students in basic trades
and farming, required their discharge, usually by age sixteen, and sent
them back to their communities, expecting them to be self-supporting.
These educators, like the hearing benefactors of deaf people, aimed ul-
timately at assimilation. Perhaps unsurprisingly then, some involved
themselves in both efforts. Early on, the American Asylum for the Deaf
and Dumb in Hartford, Connecticut, the fountainhead of American sign
language education, had begun to admit a few mentally retarded stu-
dents, and the major figure in the field at midcentury was Samuel Grid-
ley Howe.

By the 1880s and 1890s, more thorough census data were uncovering
much higher numbers of mentally retarded persons than previously rec-
ognized, while a lower percentage of pupils than expected had achieved
the degree of normalization promised. Increasingly, retardation was seen
as one result of a loss of social stability and order and was incorporated
into the pseudoscientific linkage between heredity and a whole array of
social ills. Not only was “moral imbecility” falsely attributed to paupers,
prostitutes, delinquents, and alcoholics, but, more important for our
purposes here, mildly mentally retarded people, many of whom had been
living and functioning undetected in the community, were blamed for
poverty, vice, and crime. The solution: permanent sequestration. By
1900, retardation professionals had redefined their mission. Custodial-
ism replaced education. Previously, parents or guardians could withdraw
pupils at any time. Superintendents now demanded and won exclusive
authority over discharges. “The menace of the feeble-minded,” many
authorities believed, also required sterilization to prevent them from
reproducing. Martin Barr, a longtime leader in the profession, even ad-
vocated selective killing. Proposals for euthanasia apparently were never
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implemented in American law as they were in Nazi Germany, but by
1931 twenty-nine states had adopted sterilization statutes. Tyor and Bell
unconvincingly assert that professional bias reached its peak around
1900. Yet between 1910 and 1923, at least sixteen states established 
new custodial facilities as the number of inmates increased 150 percent,
and nearly half of the states that passed sterilization laws did so after
1917.4

Meanwhile, physically handicapped people encountered similar prej-
udice. In the early twentieth century, Hugh Gallagher reminds us in
FDR’s Splendid Deception, they “were kept at home, out of sight, in back
bedrooms, by families who felt a mixture of embarrassment and shame
about their presence.” A New York State study found physically disabled
children “neglected at home [and] rejected by the public schools” (p.
29). Medical rehabilitation was harsh, punitive, viewing disabled people
as flawed physically and morally. Orthopedic treatment of post-polio
patients involved “iron, cage-like equipment and frames—painful and
ugly . . . to prevent increased deformity.” One leading medical author-
ity even advocated amputation of paralyzed limbs. “It is not inaccurate
to state that . . . in the course of their treatments [hospitals] practiced
maiming and torture” (pp. 31–32). This parallels Lane’s appalling sto-
ries of medical experiments to make deaf students hear: bleeding, blis-
tering, leeching, fracturing the skull just behind the ear with a hammer,
piercing the eardrum, inserting a probe through the nose into the Eu-
stachian tube and working it back and forth, all inflicting excruciating
pain, all with no effect.

Why this social ostracism and these extreme measures? Partly be-
cause within the medical model, moral and social stigma persisted. The
“deaf-mute,” wrote a leading French oralist in 1889, “is by nature fickle
and improvident, subject to idleness, drunkenness, and debauchery, eas-
ily duped and readily corrupted” (Lane, p. 407). Declared an influential
orthopedic doctor in 1911: “A failure in the moral training of a cripple
means the evolution of an individual detestable in character, a menace
and burden to the community, who is only too apt to graduate into the
mendicant and criminal classes” (Gallagher, p. 30). Retardation profes-
sionals made similar statements. Normalization and assimilation had
proved apparently impossible. The only answer was segregation of all
the “defective” classes, the “great neuropathic family,” one expert called
them, “the insane, epileptics, feeble-minded, the neurotic tramps, crim-
inals, paupers, blind, deaf, and consumptive.” Professionals made “few
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distinctions . . . among the different components,” note Tyor and Bell,
“but there was a sense of almost absolute separation between it and the
remainder of humanity” (p. 104). We need studies of the ideologies of
various disabilities, particularly among professionals, and of their place
in the modern social history of the disability minorities.

Social attitudes apparently began to change with World War I. For
instance, Congress passed the first federal vocational rehabilitation leg-
islation for disabled veterans (1918) and civilians (1920). Still, prejudice
remained pervasive. In this historical context, Franklin Delano Roose-
velt became disabled and had thrust upon him a new social identity. His
party’s vice-presidential candidate in 1920, he contracted polio in 1921.
“Now he is a cripple,” said a friend of his mother, “will he ever be any-
thing else?” (Gallagher, p. 28).

But his career became an ironic turning point in the history of hand-
icapped people. In F.D.R.’s Splendid Deception, Gallagher explores his
management of his disability, not simply physically and emotionally, but
more important, interpersonally and politically. For nearly a quarter of
a century, aided by family and staff, he conducted a careful strategy 
of public image making. Because society stigmatized those who used
wheelchairs and leg braces, FDR must appear to depend on neither. He
banned pictures of him in his wheelchair or of his aides lifting or help-
ing him. Only two out of thirty-five thousand Hyde Park Library pho-
tos show him in his wheelchair. Every other picture shows him seated
in a regular chair or standing with a cane, not crutches. To hide his leg
braces, he wore black socks and had the metal braces painted black. To
make it appear in public that he could “walk” up steps, two strong aides
on either side would take hold of his elbows and lift him while he held
his arms stiff. At a distance, he seemed to be climbing the steps himself,
surrounded by a crowd of dignitaries. Knowing that a fall in public would
be politically disastrous, he and his aides rehearsed how to catch and
right him if he slipped and how to hide it all from view. More strenuous
still, he had to manage his demeanor constantly. He must counter the
expectation that a “cripple” would be dependent and depressed, must put
at ease audiences and individuals unused to and anxious about a disabled
man assuming so public a role. Studiously presenting himself as unself-
conscious, buoyant, indomitable, in charge of every situation, he devel-
oped his considerable skills of self-presentation to an extraordinary de-
gree. “[H]e once told Orson Welles, he considered the two of them . . .
the finest actors in America” (p. 190). The demands of this ceaseless
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performance deepened the isolation of this emotionally solitary man,
Gallagher shows, by preventing him from confronting his own feelings
about his disability.

Despite the willing participation of the working press in FDR’s “de-
ception,” literally millions of people witnessed his laborious public ef-
forts to walk, knew of his handicap, though never of its full extent, and
yet never “perceived [him] as being in any major sense disabled” (p. xiv).5

Even those close to him shared that view. Said the wife of a former
Roosevelt advisor, “We never, ever thought of the President as handi-
capped, we never thought of it at all” (p. 210). Surely she did not mean
that they were oblivious to his physical condition. Rather, she and prob-
ably most Americans exempted FDR from the dependent social role and
the devalued social identity typically imposed on people with disabili-
ties. Responding to a question about the effect of her husband’s “illness”
on his “mentality,” Eleanor Roosevelt once said, “Anyone who has gone
through great suffering is bound to have a greater sympathy and un-
derstanding of the problems of mankind.” Reportedly the “audience
gave her a standing ovation” (p. 95). The deliberately fashioned image
was not that of a “cured cripple,” as Gallagher argues, but of a “charis-
matic cripple,” a handicapped man who did not fit the stereotype and
who triumphed daily over adversity. Who better to guide his people
through the twin national adversities of the Great Depression and World
War II?

That image became and has remained the preferred, even required,
mode of self-presentation for people with physical and sensory (not men-
tal) disabilities. It involved an implicit bargain in which the nonhandi-
capped majority extended provisional and partial tolerance of the pub-
lic presence of handicapped individuals so long as they demonstrated
continuous cheerful striving toward normalization. This arrangement
defined disability as a private physical and emotional tragedy to be man-
aged by psychological adjustment, rather than a stigmatized social con-
dition, and it disallowed collective protest against prejudice and dis-
crimination, permitting at most efforts to educate away “attitudinal
barriers.” Despite whispering campaigns of his disability-related in-
competence, FDR succeeded in selling not just himself, but a new sort
of disabled person. The efforts of the next three generations of disabled
people to match that image achieved only limited social acceptance for
the majority, while imposing an enormous burden of stigma manage-
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ment on them.6 That image also coincided with the enormous expan-
sion of vocational and medical rehabilitation, whose assumptions rein-
forced it.

Meanwhile the situation of mentally retarded people changed as well.
In the 1920s, a shift began away from institutionalization. Demographic
data now showed a retarded population far too large to be sequestered.
Most had lived undetected in the community, working at menial jobs.
The Depression and World War II forced cutbacks in institutional bud-
gets. The “special” class in public schools (first established in the late
1890s) began to assume increasing importance as a cheaper and more
effective way to train higher functioning retarded people. Postwar re-
search demonstrated that retardation was not a fixed condition, but
strongly influenced by environment. Horrendous conditions in large
institutions provoked calls for their abolition. Parents’ groups and pro-
fessionals allied to upgrade institutional care or to replace it with com-
munity-based small-scale facilities. In the 1960s and 1970s, they lob-
bied for and won new federal policies, backed by federal money. Perhaps
most remarkably, in a series of federal court cases and congressional leg-
islation, they established that mentally retarded citizens have legal rights
to habilitation if institutionalized, a free and appropriate education in the
least restrictive environment, due process, and protection from involun-
tary sterilization, among other guarantees. Tyor and Bell probably over-
state the extent of professional agreement with this new perspective and
exaggerate its implementation in practice. They also ignore the persist-
ence of public hostility toward retarded people. Proposals to establish
group homes in various localities led to lawsuits, protests, threats, in a
few cases even vandalism, beatings, and firebombings.7

From 1918 on, the federal funding and policy-making role in reha-
bilitation increased, and the definition of “handicapping conditions”
broadened, but the underlying concept of disability remained constant:
disability was a defect residing in the individual and therefore requiring
individual medical rehabilitation, special education, and vocational train-
ing to improve employment prospects. In the 1960s and 1970s, a civil-
rights movement of people with physical and sensory disabilities and
some rehabilitation professionals began to espouse a major new concep-
tualization of disability: “handicaps” result from the interaction of indi-
viduals with the social and built environment; “disability” is primarily a
socially constructed and stigmatized role. Out of this new perspective
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developed the concept of “access.” It could have been restricted to phys-
ical modifications in the personal living environments of disabled indi-
viduals. Instead, a series of federal statutes established, at least in theory,
a broad view of “access,” which included participation as well as mobil-
ity throughout society and made it a legally protected civil right.8

The social definition of disability has been central to the interpreta-
tion of the fundamental civil-rights statute for handicapped citizens, the
1973 Rehabilitation Act’s Section 504, which protects them from dis-
crimination in federally funded programs. The regulations implement-
ing 504 had to define discrimination and to prescribe corrective meas-
ures. Discrimination, as Richard Scotch notes in his study of 504, can
sometimes be ended simply by ignoring the stigmatized attribute. At
other times, “differential treatment has been sanctioned as a remedy to
past discrimination . . . , [but] such remedies are typically justified as
temporary adjustments to achieve parity among groups rather than as
an intrinsic premise.” In fact, the 504 regulations perpetuated differen-
tial treatment by rejecting, for reasons of political and financial expedi-
ency, a standard of total architectural accessibility, in favor of “program
accessibility”: all federally supported activities, but not all facilities, must
be accessible. But 504 did creatively fuse “concepts from prior rehabil-
itation and civil rights laws” in an area Scotch neglects. Adaptive de-
vices and services (e.g., wheelchairs and sign language interpreters) had
been considered special benefits to those who were fundamentally de-
pendent and incapacitated. Section 504 moved beyond these social-
service notions by viewing such devices and services as simply different
modes of functioning and departed from traditional civil-rights con-
cepts by defining them as legitimate permanent differential treatment
necessary to achieve and maintain equal access. This perspective was the
heart of the emerging disability rights ideology.9

A four-year battle by disability rights activists, culminating in nation-
wide demonstrations in spring 1977, including a month-long sit-in at
HEW’s regional headquarters in San Francisco, pressured the newly in-
stalled Carter administration into publishing the 504 regulations. But
civil-rights activism was not new to the disability minorities, as a glance
at their considerable, neglected political history indicates. The Deaf
communities in France and America were politically active throughout
the nineteenth century defending their language rights. During the
Great Depression, New York City’s League of the Physically Handi-
capped, a group of disabled young adults, protested job discrimination,
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particularly in WPA projects. Beginning in the 1940s, the National Fed-
eration of the Blind adopted a strong civil-rights stance and lobbied for
equal rights of all disabled persons. Tyor and Bell show the impact of
politicized parents of mentally retarded people from the 1940s to the
present. We need historical studies of the politics and ideologies of a
great many organizations of disabled people, parents, and professionals
and of the historical roots of the minority group consciousness currently
developing among a younger generation of disabled people.10

We also need a systematic legal history of disability, not only social
policy, but a vast corpus of laws and legislation affecting people with
disabilities. Additionally, various states conducted censuses of their deaf,
blind, or mentally handicapped inhabitants in the nineteenth century.
Carefully used, these and later more thorough surveys could enable so-
cial historians to develop demographic historical profiles of these groups.

Several factors complicate the study of disabled people’s history. Dif-
ferent disabilities make for different individual and group histories: the
signing community developed out of the condition of deafness. And yet
social attitudes, while recognizing some differences, have often lumped
all disabled people in an undifferentiated mass, “the handicapped.” That
perception reflected a common set of social values and responses to “dis-
ability” which requires historical explanation. It also created a common
base of experience that cut across disability categories. The National
Association of the Deaf defending the signing subculture in the 1890s
and New York City’s League of the Physically Handicapped fighting job
discrimination in the 1930s may have had similar notions about their so-
cial, economic, and political status. Further complicating historical
analysis is the wide range of individuals’ social careers. Mabel Hubbard,
wife of Alexander Graham Bell, strictly practiced oralism and with deep
antipathy shunned other deaf people, while Laurent Clerc spent his life
as a teacher and leader within the signing community. Individual expe-
riences encompassed a broad spectrum sociologically. Finally, because
“passivity” is so often unconsciously ascribed to disabled persons, it is
essential for scholars to keep in mind that they, like other minorities,
have not been passive victims of oppression, but actors in their own his-
tory and their own lives, as the examples of FDR and the signing com-
munity make clear. The studies under review draw upon enormous de-
posits of unpublished and printed primary source materials. That nearly
untouched terrain, the hidden history of disabled people, awaits exca-
vation by historians.
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Notes

1. The terms “deaf” and “Deaf” are used by scholars to distinguish between per-
sons who merely have impaired hearing and those who are “culturally Deaf,” that
is, belong to the Deaf community and use a sign language as their primary language.

2. A 1973 Gallaudet College study of Scholastic Aptitude Test scores of some
seventeen thousand deaf students found them reading at a fourth-grade level. Har-
lan Lane, When the Mind Hears: A History of the Deaf (New York, 1985), 399.

3. John Gliedman and William Roth, The Unexpected Minority: Handicapped Chil-
dren in America (New York, 1978), 4–5.

4. Surprisingly, Tyor and Bell omit mention of Buck v. Bell (1927), in which the
U.S. Supreme Court, with Mr. Justice Holmes writing for the majority, upheld state
sterilization laws as “prevent[ing] those who are manifestly unfit from continuing
their kind.”

5. The press’s acquiescence in the “deception” is perhaps less remarkable than
Gallagher thinks. Journalists of that era accepted many more restrictions than do
today’s media outlets.

6. On stigma management, see Erving Goffman, Stigma: Notes on the Manage-
ment of Spoiled Identity (Englewood Cliffs, 1963), 91–125. Goffman skillfully ana-
lyzes stigma management but does not recognize that it is a historically conditioned
strategy.

7. Tyor and Bell omit the lengthy series of court battles from the late 1960s to
the early 1980s which found that the wretched conditions at Willowbrook State
Hospital in New York violated the civil rights of the mentally retarded inmates. On
the latter litigation see David and Sheila Rothman, The Willowbrook Wars (New York,
1985).

8. See Frank Bowe, Handicapping America (New York, 1978); Frank Bowe, Re-
habilitating America (New York, 1980).

9. Richard K. Scotch, From Good Will to Civil Rights: Transforming Federal Dis-
ability Policy (Philadelphia, 1985), 71, 152.

10. Development of this perspective among adults with disabilities aged eight-
een to forty-four, in contrast to those over forty-five, is the most important finding
of Louis Harris and Associates, ICD Survey of Disabled Americans (New York, 1986),
see 109–11.
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4
The League of the 
Physically Handicapped 
and the Great Depression
A Case Study in the New Disability History

In 1993 at a meeting of advocates working on disability policy
issues, I passed around a half-dozen photos of members of the
League of the Physically Handicapped. The pictures showed
league members walking a picket line, sitting on the stoop in
front of their New York City headquarters, camping out on the
Mall of the Washington Monument, relaxing at a picnic. The
advocates crowded around, full of questions about these activists
from the past, their political forebears. Every community, every
minority, every movement needs its heroes. Heroes instruct us 
as to who we really are, who we can become, and what remark-
able changes we can bring about if we act boldly and if we stick
together. The brief history of the league makes for an exciting
heroic story: in the depths of the Great Depression, a small group
of physically disabled young adults audaciously took on the United
States government and, in many ways, won. But the episode of
the league offers us much more than a tale of intrepid activists. It
serves as a window into the complex history of disability. An ex-
amination not only of the League of the Physically Handicapped,
but also of the larger historical context within which it emerged,
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allowed my coauthor David Goldberger and me to explore the
multiple interacting tracks of modern disability history and the
many views and usages of “disability” in twentieth-century
America.

On Wednesday, May 29, 1935, six young adults—three women and
three men—entered New York City’s Emergency Relief Bureau (ERB),
demanding to see Director Oswald W. Knauth. Told he would be un-
available until the next week, they declared they would sit there till he
met with them or, one vowed, “hell freezes over.” The next day a large
crowd backed the demonstrators and demanded jobs for themselves.
Five and a half years into the Great Depression, such protests were com-
mon. But this one presented something different. The six protesters and
some supporting picketers had physical disabilities. They claimed that
they and other handicapped job seekers suffered disability-based dis-
crimination at the hands of work-relief agencies and the federal gov-
ernment’s Works Progress Administration (WPA). Their protest marked
the beginning of the League of the Physically Handicapped. In the next
few years, the militant league fought job discrimination and contested
the ideology of disability that dominated early-twentieth-century pub-
lic policies, professional practices, and societal arrangements.1

An examination of the league reveals not only how that ideology pre-
scribed the social roles and identities of people with disabilities, but also
how some such people politicized disability as they sought to redefine
their identities and the nature of the obstacles they faced. That inquiry
illuminates the interplay between social policy and cultural values by ex-
ploring the use of disability to mark its opposite, normality, and thereby
to manage social—particularly class—relations in modern society. Fi-
nally, it deepens comparative historical analysis of U.S. social-reform
movements by investigating one of many disability-based political cru-
sades.2

Studying the league also directs attention to an emerging scholarship
that shows disability’s pervasive presence in history and its conspicuous
absence from historiography. Since colonial times exclusion of aliens
with disabilities has been a central, if uncontroversial, goal of American
immigration law, yet immigration historians have failed to examine that
practice, except to disparage attribution of disability as an excuse to bar
certain ethnic groups. Likewise, though workers have frequently expe-
rienced disability, labor historians have typically ignored how cultural
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values regarding work, gender, and class have shaped working-class per-
ceptions of disability and responses to it. Recent research confirms the
historian Douglas Baynton’s observation: “Disability is everywhere in
history, once you begin looking for it.”3

Why then have historians omitted disability from their accounts?
They may have assumed a dearth of primary sources; in fact, new re-
search demonstrates sources in abundance. Scholars may also have
avoided the subject because, as psychological studies have substantiated,
disability often elicits “existential anxiety.” Most important, an ideology
of disability as a product of nature has seemed to obviate the need or pos-
sibility of studying disability as an artifact or construct. The medical
paradigm dominant in modern societies has framed disability as limita-
tion in social or vocational functioning due to chronic medical prob-
lems. By casting it as a matter of pathology, the medicalized perspective
has individualized and privatized disability, effectively restricting his-
torical investigation or interpretation. A merely “personal” condition,
it defies systematic study.4

While some medical historians have reconstructed the sociocultural
experience of illness and the impact on public discourse and policy mak-
ing of social values concerning disease and health care, they have largely
focused on the functioning of health care institutions and responses to
epidemics and the critical phase of diseases. Few people with disabili-
ties spent much time in hospitals or institutions. The perception of them
as socially impaired by medical pathology did impinge on them in other
social settings in their contact with social workers, educators, vocational
rehabilitation counselors, and other nonmedical professionals, but schol-
ars have usually failed to look in those places. Historians of workers’
health have examined workplaces, but the medical paradigm has focused
their analyses on the evolving explanations of the causes and courses of
occupational diseases and disabilities and on safety, treatment, and com-
pensation measures. Though that scholarship frequently mentions job
discrimination against workers regarded as disabled, it does not delve
into that theme. Nonetheless, public health historiography bears im-
portantly on disability history.5

In addition, the medical approach, by typically regarding disabled
people as patients or dependent objects of charity, has thereby rendered
them historically inert or invisible. Older histories of “the deaf” or “the
blind” made them passive recipients of the benevolence of those re-
garded as the real historical agents: hearing or sighted professionals and
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philanthropists. Policy historians have similarly traced creation of the
“disability category,” but disabled people generally enter the story as
historical actors only when, in the late twentieth century, a broad-based
disability rights movement compels attention.6 In many fields of his-
torical inquiry where disability was significant, the medical pathology
perspective has located the causes of alleged social incapacity within “af-
flicted” individuals, thereby excluding consideration of cultural, social,
and political factors in the construction of disabled people’s identities and
roles and overlooking disabled persons as historical actors.

Recent scholarship has identified the early twentieth century as the
moment when policy makers and health care, charity, social-service, and
education professionals institutionalized the medical definition of dis-
ability that thereafter dominated public policy and professional prac-
tice. Generating more than individual diagnosis, this paradigm produced
disability as a social problem that required policy makers’ and profes-
sionals’ attention while simultaneously depoliticizing it by placing it un-
der the authority of medical and quasi-medical experts. On both the di-
agnostic and societal levels, the medical model also constructed the social
identities and roles of millions of people with disabilities, not to men-
tion hosts of professionals in various emerging fields. Moreover, that
paradigm made disability a major category of social organization, pol-
icy formulation, and “cultural signification.” Not just a label on groups
with various conditions, “disability,” argues Baynton, served as “the pri-
mary term in a fundamental binary opposition—‘normal’ versus ‘dis-
abled’ . . . a signifier for relations of power.” It has functioned as a ubiq-
uitous, though unacknowledged, organizing concept and symbol in the
modern world, operating synergistically as public problem, cultural
metaphor, social identity, and mechanism for managing social relations.
Disability, then, is at once a neglected set of historical experiences, an
important theme overlooked in many fields, and a central component
of history in general. As such, like gender, race, and class, it must be-
come both a subject of comparative historical study and a standard, in-
dispensable tool of historical analysis.7

Many people in the League of the Physically Handicapped limped or
wore leg braces and used crutches or canes as a result of polio. A few had
cerebral palsy, tuberculosis, or heart conditions. At least two had lost
limbs in accidents. One had been gassed as a soldier in the Great War.
None rode wheelchairs. None was deaf or blind.8 League members did
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not identify with people whose disabilities differed substantially from
their own, but neither did they dwell on the varying origins of members’
physical conditions. Forming not as the League of Polio Survivors, but
as the League of the Physically Handicapped, and rarely even mention-
ing impairment, they concentrated on discrimination rather than diag-
nosis. Their activism sought to alter public understanding of disability,
shifting the focus from coping with impairment to managing identity,
from experiencing polio to engaging in politics.

The league’s approach highlights the basic features and dilemmas of
disability as a historical phenomenon. The physical effects of illness or
injury constitute merely one dimension of disability. At its crux is the so-
ciocultural meaning attributed to physiological conditions. Despite the
medical paradigm’s pretensions to scientific certitude, from the begin-
ning of that paradigm’s reign the lived experience of disability generated
knotty questions about just what disability is. All modern public policies
regarding people with disabilities, whether benefits programs or civil-
rights laws, have had to grapple with that issue, for the answer would de-
termine who qualified for coverage and who did not. For example, ben-
efits administrators relied on clinical medical examinations not merely
to ascertain the presence of a physical or mental impairment, but to ex-
trapolate from it “disability,” limitation in socioeconomic functioning.
Despite what David Rosner and Gerald Markowitz call “the allure of the
medical expert,” many policy makers, program administrators, medical
and rehabilitation professionals, and lay people recognized not only that
impairment and disability are two different things, but also that social
contexts can largely create, mitigate, or eliminate disability. Although the
experience of disability varies partly because individuals react differently
to the same conditions, those responses stem from more than personal
temperament. Ethnicity, class, generation, gender, and other factors
always mediate individual responses. Physical and architectural envi-
ronments, medical and technological developments, and public policies
significantly shape how people experience disability. Further, cultural
values and social ideas about impairment and disability have changed
over time. A “cripple” on a public thoroughfare might have been seen
as a divinely punished sinner in the 1830s, a potential rehabilitant in the
1950s, a political activist in the 1990s, and, in any era, a mendicant. The
intricate interplay of those factors indicates that disability is never sim-
ply limitation in social or vocational functioning, never an objectively
determinable, pathological clinical entity originating in the bodies of
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individuals. Rather, defying simple definition, it is an elastic social cat-
egory shaped and reshaped by cultural values, societal arrangements,
public policies, and professional practices. It is always an array of cul-
turally constructed identities and highly mutable social roles.9

In the early twentieth century, the predominant social identity en-
joined on people with physical disabilities was “the crippled.” A persona
with a long cultural history in the West, it began in the modern era to
be aggregated with an array of other traditional classifications (“the
blind,” “the deaf,” “the feebleminded,” “the insane”) into a generic cat-
egory, “the disabled.” Modern policy makers and administrators viewed
those diverse groups as sharing enough to warrant lumping them under
a single rubric. Still, outside of public policy, the crippled and the other
ancient personas remained distinct.10

Public policies often devalued cripples and other disabled people.
While some crippled adults were relegated to the long-established poor-
relief system, some crippled children, including a few founders of the
league, were segregated in the “special” classes and schools that had
been expanding since their advent around the turn of the century. The
vast majority of handicapped youngsters were completely excluded from
public schools. Rehabilitation professionals favored educating them 
in more “appropriate” settings such as hospitals. Moreover, public re-
sistance to educating them at all, whether in special or general classes,
seems to have intensified during the 1930s. Those allowed entry were
often stigmatized, although, as we shall see, special classes could also
generate a sense of solidarity among handicapped youth. The courts and
the laws frequently excluded handicapped people from other spheres of
society. Court rulings upheld the right of railroads and public transit
systems to refuse to carry disabled passengers. While some cities, such
as New York, licensed cripples to beg, others, such as Chicago, adopted
“unsightly beggar” ordinances to bar them from public places. Police of-
ficers often refused to enforce the latter laws, but whether local ordi-
nances banned or allowed alms seeking, all regarded cripples as natural
beggars.11

If school policies, court rulings, and local laws often segregated hand-
icapped people within American communities, national immigration
laws banned them from the country. Though officials labored through-
out the nineteenth century to bar “the halt, the lame, and the blind,” the
“deformed, crippled, or maimed,” immigration laws passed during the
decades surrounding 1900 increasingly “lowered the threshold for ex-
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clusion and expanded the latitude” of examining officers to reject im-
migrants with disabilities. The Immigration Act of 1907 made the ban
open-ended by barring anyone with a “mental or physical defect . . .
which may affect the ability of such alien to earn a living.” One officer
remembered a young couple barred because the husband was thought
“likely to become a public charge” due to his “game leg” and crutch.
Such exclusion typified the treatment of handicapped immigrants. The
disability-based bans turned away not only those considered potential
public burdens, but also those perceived as threats to the national ge-
netic stock. Though most league members were native-born, immigra-
tion policies declared people like them unworthy of citizenship.12

Restrictive immigration laws barred disabled people from the United
States; eugenic laws aimed to prevent their existence. Model statutes
sought sterilization, marriage restriction, and even incarceration to stop
reproduction by the “unfit,” among them the “Deformed (including the
crippled).” None of the twenty-nine state statutes adopted by 1937 cov-
ered cripples, but eugenicists’ calls for their sterilization indicated the
thinking of many influential people about who was fit to be a citizen or
even to live. Eugenics, as Martin S. Pernick has shown, was always
closely associated with euthanasia. In 1915, public controversy erupted
when a Chicago surgeon, Dr. Harry J. Haiselden, revealed that he had
caused several disabled newborns to die. To promote euthanasia of “de-
fective” infants, he produced The Black Stork, a motion picture about a
doctor who foresees a life of rejection, misery, and murderous rage for
a “deformed” boy and convinces the mother to let the baby die. Re-
leased in 1916, the year of a polio epidemic in which some future league
leaders became disabled, the film portrayed its main character, Pernick
tells us, “as a mentally normal hunchbacked boy who grows up to be-
come an insane criminal” because of—according to an intertitle—“the
constant humiliation and embarrassment caused by his deformity.”
Haiselden and his film were prominent in euthanasia advocacy during
the 1910s, supported by some leading Progressives (Lillian Wald, Judge
Ben Lindsey, Helen Keller) and opposed by others (Jane Addams). The
euthanasia movement receded during the 1920s but regained momen-
tum during the 1930s, allying with euthanasia advocates in Nazi Ger-
many. Proponents used The Black Stork into the 1940s. Its intertitles la-
beled the handicapped character “The Monster.” Reviews called him
“The Defective” or “The Cripple.” His appearance strongly resembles
that of male league members in photos of them picketing.13
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In other films, actors portrayed cripples as incapacitated for any valid
social role. Lon Chaney reigned as a major star of the 1910s and 1920s
often by playing a variety of cripples, the vast majority of them villains.
In the 1920s, 1930s, and 1940s, movies presented characters with disabil-
ities similar to those of league members as either uncontrollable villains
or helpless victims. This continued a cultural motif in which disabled fig-
ures embodied the loss of control and the dependency Americans have
found so troubling and have displaced onto outsider figures. Whether
represented as menacing or pathetic, physically handicapped people
were thereby defined as unfit for normal social roles.14

Professional charity fund-raisers also deployed the image of the crip-
ple to generate donations for medical rehabilitation that allegedly would
validate individuals discredited by disability. Instead, their techniques
further branded physically handicapped people as the inversion of so-
cially legitimate persons. In 1934, Paul King, the National Society for
Crippled Children finance chair issued a stamp benefactors could pur-
chase for a penny. That first Easter Seal showed a sad boy wearing leg
braces and leaning forward on crutches in front of a white cross and the
words “Help Crippled Children.” The enthusiastic public response en-
sured the annual appearance of this fund-raising tool. Also in 1934, the
National Foundation for Infantile Paralysis, founded by Franklin D.
Roosevelt, sponsored some six thousand President’s Birthday Balls using
the slogan “Dance so that others may walk.” In 1938, the foundation
launched the even more successful March of Dimes. All of these solici-
tations established as a standard mode of disability-related fund-raising
one version of the cripple image: a dependent child as an object of char-
ity. The young adults in the league opposed such charity. One remarked
acidly, “The old custom was to take the crippled children on a boat ride
and have it reported that ‘a good time was had by all.’” He condemned
this practice as “the run-around,” self-congratulatory philanthropy that
avoided the real issues.15

If cultural image making symbolically segregated cripples and statu-
tory law often formally excluded them, social practices might informally
shut them out as well. In Dayton, Ohio, in the mid-1930s, Tom Hock-
enberry, a power company employee who had lost an arm in a power line
accident, applied to join the Freemasons. That anti-Catholic, racially
segregated fraternity overwhelmingly voted against him because of his
disability. Families with disabled members also often imbibed society’s
prejudices. “In those days if you were handicapped, you were hidden,”
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recalled one league member. “And the parents cooperated in that. Many
of them were ashamed of having handicapped children.” Another re-
membered painfully: “My father brought me up with the idea that he
was punished for someone’s sins and that’s why he had a handicapped
child. . . . [He] would walk out every time I walked into the room.” In-
ternalizing society’s prejudices, handicapped individuals sometimes
avoided public contact with other disabled people. One man recalled:
“There was only one other handicapped boy in high school and when
he saw me he used to go the other way. And when I saw him I would go
the other way . . . because I didn’t want to embarrass him and I didn’t
want to embarrass myself.”16

In its several forms, the cripple image limned a set of interlocking
traits. Cripples appeared variously as victims and villains in popular cul-
ture, dependent sentimentalized children in charity fund-raising, men-
dicants who should be allowed to beg, “unsightly or disgusting objects”
who should be banned from public places, potentially dependent or dan-
gerous denizens of society, worthy subjects of poor relief but unworthy
citizens of the nation. Whatever the guise, they were represented as in-
capacitated for real participation in the community and the economy, in-
capable of usefully directing their lives, disruptive and disorderly, anti-
thetical to those defined as healthy and normal. They were socially invalid.
Given all that “cripple” signified, no wonder Tennessee Williams’s semi-
fictional Amanda Wingfield instructs her crippled daughter Laura never
to use that word, and no wonder the real-life young adults who formed
the League of the Physically Handicapped spurned it. A friend of Sara
Roosevelt, pondering Franklin Roosevelt’s new disability in 1921 and
thinking less about his physical condition than about his social identity,
touched on layers of social and cultural meaning when she asked: “Now
he is a cripple, will he ever be anything else?”17

Both Franklin Roosevelt and the young adults active in the League
of the Physically Handicapped resisted relegation to that negative sta-
tus, but they adopted different modes of altering their social fates. FDR
made himself and allowed himself to be made into the avatar of an
emerging system of rehabilitation. Rehabilitation ideology refined and
systematized already existing ideas about disability. It attested that dis-
ability was a medically caused limitation in the individual’s capacity to
achieve economic self-sufficiency and to fulfill expected social roles, even
as it prescribed a route to productive independence and a socially legit-
imate identity. Disabled individuals must engage in continuous cheer-
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ful striving to recapture some semblance of social normality, a quest at
once physical, psychological, and moral. FDR devoted years of strenu-
ous effort to physical therapy, kept his disability largely hidden, and dis-
closed it only in ways that would display him as an indomitable victor
over personal adversity. In the process, he became the classic role model
of what succeeding generations of rehabilitation professionals and phys-
ically disabled Americans referred to as “overcoming.” He made his way
back to a socially valid identity and role, but he succeeded by largely
denying and hiding the disabled parts of himself while ignoring socie-
tal prejudice and shouldering an enormous burden of stigma manage-
ment. He and rehabilitation professionals promoted this mode of social
validation.18

Meanwhile, in New York City a group of physically disabled young
adults who also sought a route to social validity blazed a different, ul-
timately a political, path. Rejecting both the crippled and overcomer
identities, they redefined themselves as “handicapped.” Yearning for the
self-dependence and dignity prized by able-bodied workers, they pre-
pared to go to work. But they found that the biases about cripples in
every other sphere of society had spawned discrimination in the job mar-
ket too.19

Some businesses required applicants to undergo physical examina-
tions unrelated to a job’s tasks. Florence Haskell walked with crutches.
Upon graduating from high school, she applied for a secretarial position.
“The man told me . . . ‘I’m afraid you’ll have to take a physical.’ . . . I was
really hit between the eyes. I never visualized that [my handicap] would
be a reason for me not to get a job. . . . He disqualified me. . . . I was very
hurt, upset, and mad.” Sylvia Flexer Bassoff, who used crutches and wore
a leg brace, explained to a reporter at the time, “I wanted to teach Eng-
lish, or be a librarian, until I found out I couldn’t get a job if I were
trained for it.” The memory was still vivid decades later. “Well, I found
I couldn’t get a job. But not because there was a Depression. I found I
couldn’t get a job because I was handicapped.” So she enrolled at the
Drake Business School, where she excelled at stenography and typing
and on the adding machine. “In my naïveté, I figured, ‘I’ll graduate from
the Drake Business School and they’re all going to grab me.’ . . . Well,
nobody grabbed me. . . . Some people who graduated got jobs who
weren’t, they didn’t begin to be as good as I was.” Denied work in pri-
vate business, she and other handicapped people felt humiliated at hav-
ing to take jobs in charity-run sheltered workshops. “And finally I got a
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job,” she remembered indignantly, “at the Brooklyn Bureau of Charities,
who only hired handicapped people.” She was paid three dollars and fifty
cents for every thousand envelopes she addressed. “It was a mail-order,
and it was the Brooklyn Bureau of Charities. . . . What a terrible name
to work for. . . . It was a great injustice. And I didn’t know what to do. I
didn’t know what to do.” 20

If a handicapped individual did land a job in private business, it might
be only part-time or temporary and at lower pay. Born with cerebral
palsy, Lou Razler attended business college for a year after high school,
then spent five years fruitlessly searching for permanent work. By the
spring of 1935, he was thoroughly fed up with his situation. Some hand-
icapped people who found work felt they suffered from wage discrimi-
nation. In 1927, Jack Isaacs, who had lost a leg in an industrial accident,
worked as a linotypist. He told a journalist that he “turned out just as
much work” as the men alongside him, but they got three times his
fifteen-dollar-a-week wages. He claimed his lower pay was because of
his disability.21

Blocked by such barriers, these and other handicapped people looked
to New Deal work programs to give them jobs just like those given to
unemployed nonhandicapped workers. Instead, they found the cultur-
ally dominant image of the crippled had been inscribed in the avowedly
innovative federal policies. In January 1935, President Roosevelt pro-
posed the Works Progress Administration to provide jobs for the unem-
ployed, but roughly 1.5 million individuals categorized as “unemploy-
able”—mothers with dependent children, old people, and handicapped
people—would be shunted to local relief. New York City’s Emergency
Relief Bureau had routinely selected some disabled home relief recipi-
ents for city jobs. Now, in line with the new federal policy, it automati-
cally rejected handicapped persons for municipal work relief.22

Until the 1930s, local relief remained limited in scope, with the fed-
eral government playing only a small role in social welfare. But as mil-
lions of unemployed people overwhelmed private charities and state and
local governments, the unprecedented crisis forced many Americans to
rethink the federal government’s role in ensuring the general welfare.
Many working-class citizens decided that the state must guarantee so-
cial equity and economic justice by providing both adequate welfare and
work relief.23

Handicapped job seekers too came to expect government action on
their behalf. The news that their government would aid unemployed
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“able-bodied” Americans while classifying out-of-work handicapped
persons as unemployable violated this newfound sense of their rights.
When a group of young adults who frequented a Manhattan recreation
center for handicapped people learned that WPA policy defined them
as unable to work, shutting them out of both federal and local work re-
lief, they felt outraged. “What started it,” remembered one, “was find-
ing out that jobs were available, that the government was handing out
jobs. . . . Everybody was getting jobs: newspaper people, actresses, ac-
tors, painters, and only handicapped people weren’t worthy of jobs. . . .
Those of us who . . . were militant just refused to accept the fact that we
were the only people who were looked upon as not worthy, not capable
of work.”24

Common backgrounds and shared experiences had already generated
solidarity among members of the recreation center group. Besides hav-
ing similar disabilities, most were children of working-class southern
and eastern European immigrants. Most were Jewish. Their parents had
encouraged some of them toward education and employment. As high
school graduates, in some cases with additional vocational or college
study, they were better educated than most physically handicapped peo-
ple. Some had become friends in New York City’s public elementary
special-education classes during the 1920s, thereafter attending main-
stream high schools. After graduation, they extended their web of friend-
ships by socializing at summer camps and recreation centers run by
social-service agencies or at “basement clubs” organized by handicapped
young people. Members who grew up in families with leftist and labor
ties were also predisposed to radical political analyses of social prob-
lems. Their common background spurred the group to action. Through
activism they could combat both bias and the construction of disability
as medical pathology, vocational incapacitation, and social invalidation
by redefining them in political terms. As group members applied labor
radicalism to their situation, they would push radical politics in new di-
rections.25

One of the group was Florence Haskell, who had already found her-
self disqualified for a clerical job because of her disability. Another was
a twenty-eight-year-old unemployed watch repairman, Hyman Abram-
owitz, who used leg braces and crutches due to childhood polio. His
wife too had a disability, and the couple had a child to support. Abram-
owitz had been arrested for sitting in at a Brooklyn relief center. By late
May 1935, he had emerged as a leader of the group.26
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Abramowitz evidently argued that a delegation should go to the ERB
and demand an end to disability-based discrimination in work relief. On
Wednesday, May 29, 1935, Florence Haskell, age 19, Pauline Portugalo,
21, Sara Lasoff, 22, Harry Friedman, 24, and Morris Dolinsky, 26, went
with Abramowitz to ERB headquarters. Director Knauth’s aides said he
could see them the following week, but the six rejected the delay as un-
acceptable. Angry and frustrated and, it seems, without any real plan,
they did what Abramowitz had warned them they might have to do: they
“refused to budge” until Knauth met with them.27

For the next twenty-four hours, they sat there without attracting pub-
lic attention. On Thursday afternoon, Abramowitz’s wife tried to enter
the building. When the watchman, following orders, refused to let her
in, she departed for a Communist-sponsored United Youth Day parade
in nearby Madison Square and returned “with a score of husky young
men.” Soon hundreds of protesters, then thousands of onlookers,
thronged before the ERB. Members of the Writers Union, the Young
Communists of America, and the City Committee of the Unemploy-
ment Council picketed to support the sit-in and to demand jobs for
themselves. Some demonstrators “besieged” the building for an hour,
tried to rush the doors, and ended their “riot” with a snake dance in the
street. As quickly as it had gathered, the crowd evaporated. By late af-
ternoon, only Mrs. Abramowitz and “a crippled friend” remained. But
the turmoil in the street alerted the press to the disabled protesters up-
stairs. Hyman Abramowitz charged the ERB with discriminating against
handicapped people in assigning relief jobs. He told reporters, “We are
not able to go out seeking manual labor . . . , but we still feel that the
city should provide us with jobs.” The day before they had sought merely
to see Knauth. Now Abramowitz announced, “We are going to stay here
until fifty of our organization get jobs.” In fact, there was no organiza-
tion as yet. They were playing the protest by ear, developing their strat-
egy and demands as they went along. They had accidentally captured
media attention.28

Trying various stratagems to force the protesters to give up, ERB of-
ficials at first refused to allow any food to be brought in. The tactic back-
fired. By Friday, three of the protesters had quit the sit-in, but Abramo-
witz, Dolinsky, and Portugalo hung on. While leftist supporters engaged
in “mass and ‘marathon’ picketing,” “the strikers” conducted “a series
of interviews.” In response, ERB officials switched their strategy, ap-
parently to put themselves in a more sympathetic light. They would now
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feed the protesters but at no greater cost to the city than home relief.
They would not forcibly evict them, ostensibly for fear of injuring them,
but would no longer permit visitors. Perhaps “isolation of the cripples”
would end the sit-in by cutting them off from public attention. The new
tactics failed too.29

By Saturday, the number of nonhandicapped protesters on the side-
walk had dwindled, but nine handicapped picketers, five men and four
women, conspicuously walked the line. They called themselves the
Committee of Action for the Support of the Handicapped Unemployed.
Lou Razler, the frustrated ex–business college student with cerebral
palsy, learned of the protest in the Daily News. “As soon as I read about
it, I went down,” he recalled. Sara Lasoff spotted him “standing on the
other side of the street. And I went over to him and said to him, ‘Why
don’t you join the picket line?’ . . . And he joined, and he became very
active.” Said Razler: “I joined the line. I figured, ‘I got nothing to lose.’”
All that Saturday, the neighborhood echoed with their chant to ERB di-
rector Knauth: “Knauth, come out, wherever you are!” That evening,
continuing to emulate labor radicals, the protesters strategized for “mass
support and mass demonstrations.”30

On Monday, June 3, the sixth day, Knauth finally met with the three
strikers. Again hiking their demands, they rejected both charity and seg-
regated workshops. Abramowitz warned that unless its demands were
met “the league of 100 cripples would expand to 1,000, and that jobs
would have to be found for all of them.” He demanded fifty jobs im-
mediately and ten more each week, at wages of at least twenty-seven
dollars a week for married workers, twenty-one dollars for single work-
ers. Those hired must also be integrated with nonhandicapped workers,
not shunted into separate projects. Knauth rejected the demands but
promised to “investigate.” “That’s not a good enough answer,” Abram-
owitz shot back. “We are not just as any other group. We are all hand-
icapped and are being discriminated against.” Probably with the WPA
policy regarding “unemployables” in mind, he charged President Roo-
sevelt with “trying to fix things so that no physically handicapped per-
son can get a job, so that all of us will have to go on home relief.” At least
one handicapped person and probably others already felt disillusioned
with FDR, the champion of American workers. “We don’t want char-
ity,” demanded Abramowitz, “we want jobs.” But Knauth hewed to the
new policy. The city owed nothing beyond home relief, he said. “This
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is not an organization to give work to those who are permanently un-
employable.” Then, contradicting himself, he advised them to seek work
from private businesses. Abramowitz blasted those who offered handi-
capped people charity instead of work. “We’ll have to be carried out,”
he declared.31

For three days more, the strikers stayed put. And each day the pick-
eters, most of them handicapped, marched below. By Thursday, June 6,
the ninth day, the noise of the “shouting and singing on the sidewalk”
had become intolerable to workers in the building. Knauth directed the
superintendent to call the police, who arrested eleven protesters, eight
of them handicapped. Among the arrestees was Jack Isaacs, the one-
legged ex-linotypist. Upstairs, the three strikers ended their sit-in. But
that afternoon “about twenty-five crippled protesters and 300 sympa-
thizers” rallied at Fifty-fourth Street and Eighth Avenue. Dispersed by
police, they regrouped at the WMCA radio station, where Oswald
Knauth was to deliver a speech celebrating the ERB’s first anniversary.
The group “stormed the lobby” and tried “to seize an elevator, but po-
lice drove them out of the building.”32

On Friday evening, June 7, the handicapped activists again met with
Knauth. He said he could not promise jobs immediately but hoped
federal funds would include some aid for that purpose. Downstairs,
handicapped picketers passed out handbills announcing a Saturday dem-
onstration at city hall. The next morning, ten to twelve disabled demon-
strators and as many as fifty nonhandicapped supporters circled in City
Hall Plaza. After unsuccessfully demanding an interview with Mayor
Fiorello LaGuardia, they moved to Foley Square for some speech mak-
ing, then dispersed. That marked the end of the first actions of these
novice activists. For eleven days, they had captured the city’s attention
and forced relief officials to bargain with them.33

The eleven picketers arrested on June 6 were soon brought to trial.
Judge Overton Harris seemed bewildered about how to handle the mil-
itant young handicapped defendants who shouted slogans in his court-
room. For ten days, the often tumultuous trial of “the Communist crip-
ples” gave New Yorkers comic relief from the Depression. On the trial’s
first day, disabled protesters picketed at the ERB. On the second day, five
were arrested. One was Lou Razler. “My family almost went nuts,” he
remembered. “I said, ‘I don’t give a damn. This is too much already.’”
The five were paroled without bail. Two of them, along with four other
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handicapped protesters, got themselves arrested at the ERB the follow-
ing day. On June 28, Judge Harris convicted the original protesters of
disorderly conduct. Perhaps revealing his confusion over the incongru-
ous notion of “crippled pickets,” he suspended the eight handicapped
defendants’ sentences but gave their nonhandicapped supporters five
days in jail. That evening, police arrested fifteen handicapped demon-
strators who “stormed” the ERB protesting those punishments.34

Judge Harris was not the only one struggling to resolve the seeming
oxymoron of disabled protesters. Municipal and media reaction reiter-
ated common but conflicting stereotypes about cripples. ERB officials
tried to discredit the demonstrators by charging that Communists had
staged the sit-in and were using the “cripples . . . for dramatic effect.”
Shifting tactics, they then accused the strikers of “taking advantage of
their physical disabilities, knowing they will not be forced from the
building.” The cripples were thus portrayed first as dupes and then as
manipulators. The police too claimed that “the [June 6] riot . . . was
Communist-inspired and planned.” Not simply a standard way to dis-
credit protesters, this narrative reinforced the notion that cripples were
incapable of carrying out such an action on their own. The press largely
presented the “crippled protesters” as shrill, irrational, and out of con-
trol, while it painted the police and bureaucrats as patient and carefully
compassionate. The New York Herald Tribune reported that “the crippled
picketers screamed hysterically and fought with forty patrolmen who
did everything they could to avoid violence.” The New York Post, cover-
ing the June 8 city hall demonstration, displayed an even more barbed
antipathy toward league actions: “Ten vociferous cripples and a handful
of onlookers comprised a mass meeting . . . to protest treatment of in-
valids on relief rolls.” Thus, antagonistic newspapers and public offi-
cials sought to discredit the disabled protesters by reinforcing culturally
dominant stereotypes about the crippled.35

The handicapped protesters’ ostensible supporters on the Left also
used the crippled persona to promote their own political agenda. The
Daily Worker repeatedly depicted them in horrific stigmatizing language,
describing them as “dragging their own lame bodies back and forth,”
bodies “twisted by infantile paralysis.” It also inaccurately reported that
the ERB strikers had been “crippled at birth or in bosses’ factories.” In
one instance, it fabricated police “brutality” against the picketers. A pho-
tograph of the June 6 demonstration that ran in both the mainstream
and radical press showed Florence Haskell sprawled on the sidewalk.
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Some witnesses said the cops had kicked her crutches from under her.
Others claimed she had thrown them away. Years later Sylvia Bassoff
recalled that several picketers had deliberately fallen. But the Daily
Worker claimed: “Brave LaGuardia Police Beat, Club, Jail Crippled Job-
less.” Just as public officials and the mainstream press used the cripple
stereotypes of incompetency and manipulativeness to denigrate militant
handicapped activism, the Communist paper exploited the stereotype of
pathetic vulnerability to discredit the capitalist system. The radicals who
supplied a model for the handicapped protesters and supported their
demand for jobs also reinforced prejudice against them.36

The Left apparently understood no better than the establishment
that the activists wanted not just jobs but valid social identities. The
mainstream media labeled them “cripples,” “paralytics,” or “invalids.”
The Daily Worker sometimes referred to them as “paralysis victims” or
“helpless crippled people.” League leaders consistently identified them-
selves as “handicapped.” The differences in language reflected oppos-
ing conceptions of disability identity and competing prescriptions for
“what is to be done.” The league’s activist approach also tacitly addressed
how the majority viewed physically handicapped people. Slogans such
as “We Don’t Want Tin Cups. We Want Jobs” and “We Are Lame But
We Can Work” called for more than employment. They demanded re-
spect, social dignity. League picketers who deliberately fell in order to
discredit the police and to elicit public support did reinforce the very
stereotypes of feebleness and manipulativeness they claimed to oppose.
Despite such occasional inconsistency, however, the handicapped ac-
tivists declared their rejection of society’s devaluing verdict. That in it-
self was culturally radical.37

Their audacity is surprising given that era’s attitudes toward cripples.
To resist society’s prejudice, they had to engage in public acts of defi-
ance at a time when the president of the United States found it neces-
sary to keep his disability largely hidden. “It was a very traumatic expe-
rience to even decide to get on a picket line, because we all shuffled
along with braces and crutches,” recalled Sylvia Bassoff. Public protests
challenged not only the nonhandicapped majority’s perceptions but
league members’ views of themselves. Explained Florence Haskell: “You
have to understand that among our people, they were self-conscious
about their physical disabilities. . . . They didn’t like being stared at.
They didn’t want to be looked at. . . . I think it not only gave us jobs, but
it gave us dignity, and a sense of, ‘We are people too.’” In combining the
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issue politics of protesting job discrimination with an implicit identity
politics of redefining disability, the league exemplified the character of
disability-based political movements.38

The month-long series of actions in June 1935 generated a tremen-
dous amount of public attention that spurred the protesters to formal
organization and further agitation. They quickly settled on the name
League of the Physically Handicapped. Hosting fund-raising parties and
speaking at labor union meetings, they collected enough money to rent
an office. They had already begun to recruit members among their hand-
icapped acquaintances. “Pauline Portugalo came to me at the Brooklyn
Bureau of Charities,” recalled Sylvia Bassoff. “She says . . . ‘There is a
group of handicapped people organized for jobs. Suppose you come to
the meeting tonight.’ And I said, ‘Jobs? Anything to get out of here.’”
Electing officers, the group met weekly to talk strategy.39

The ERB protest in June 1935 was a spur-of-the-moment action
springing from pent-up grievances and shaped more by militant enthu-
siasm than careful planning. Half a year later, league leaders were more
skilled. Aware that the ERB had transferred some 100,000 work relief
employees to the newly created New York City WPA, a group of pick-
eters led by Jack Isaacs began marching in front of WPA headquarters
on November 9. Seeking recognition as one contingent of the unem-
ployed, the marchers wore sandwich-board signs that any unemployed
workers might have borne. One proclaimed: “we don’t want the run-
around—we want jobs.” Another placard played off the common im-
age of the jobless workers as “the Forgotten Man” by protesting: “we
have not been forgotten—we’ve been ignored.” But, using their per-
sonal stories to explain the issues, the activists also insisted on acknowl-
edgment of the bias handicapped job seekers faced. “The Physically
Handicapped,” declared their flyers,

cannot get regular jobs as teachers or librarians in New York State. . . . Even
a typist must pass a physical examination. . . . In private business the Physi-
cally Handicapped invariably are discriminated against. They work harder
for less wages. [Given this disability-based employment bias,] our League
demands that handicapped people receive a just share of the millions of jobs
being given out by the government. . . . The Handicapped still are discrimi-
nated against by Private Industry. It is because of this discrimination that we
demand the government recognize its obligation to make adequate provisions
for handicapped people in the Works Relief Program.

Operating more shrewdly than it had the previous June, the league now
not only identified with unemployed workers in general by adopting the
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rhetoric and tactics of labor radicalism; it also extended radical ideology
to draw attention to disability-based discrimination and to politicize dis-
ability.40

Three weeks of picketing prodded local WPA director Victor Ridder
to promise to hire approximately forty league members. Six months after
their first demonstration, virtually all of the original protesters would get
jobs. But Ridder had not conceded their claim of a government obliga-
tion to hire handicapped workers discriminated against by private in-
dustry. He just wanted to set up a “sort of demonstrating project . . . to
show employers what the handicapped can do.” League leaders saw an
ulterior motive. The officials “figured if they hired the most active of [us]
. . . it might kill the thing,” claimed Lou Razler. “But instead of killing
it, more handicapped came to the line.” The momentum of success now
propelled the activists not just to get jobs for themselves but to change
local and federal policies toward all physically handicapped job seekers.
By January 1936, they were again picketing the New York WPA.41

At last on April 5, Ridder granted that obstacles in the job market en-
titled handicapped people to government attention. He also admitted
that handicapped people made up some 5 percent of New York’s adult
population but less than 1 percent of local WPA employees. So a new
Bureau for the Physically Handicapped would be “the first step in a com-
prehensive plan to give closer attention to the employment problems of
these people,” while a special ERB “handicapped interviewing unit”
would refer handicapped home relief recipients to the WPA. The New
York Times announced “5,000 Physically Handicapped to Get W.P.A.
Jobs,” but league leaders called this “pure newspaper talk.” The WPA
did not guarantee jobs, only that handicapped workers would be con-
sidered for them. Five thousand was the number of handicapped home
relief recipients the ERB classified as employable. Still, during the next
year the WPA did give jobs to some fifteen hundred handicapped New
Yorkers.42

Advised by Ridder’s assistant that only Washington could address
their concerns, league leaders sought a meeting with WPA chief Harry
Hopkins and President Roosevelt. Getting no response, they boldly an-
nounced to Hopkins’s staff on Friday, May 8, 1936, that they would
arrive the next morning, “as per appointment through President Roo-
sevelt.” That evening, thirty-five delegates (fourteen women and twenty-
one men), some of them risking their hard-won relief jobs, rode all night
on a borrowed flatbed truck to the nation’s capital. At WPA headquar-
ters, labor relations director Nels Andersen explained that the WPA
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concerned itself only with work relief for “employables.” Their prob-
lem, he said, was one for New York’s municipal relief agencies. The del-
egates erupted. Twenty-one-year-old Sylvia Flexer Bassoff, now the
league’s president, took a vote and announced to reporters: “Unable to
get any satisfaction in New York, we resolved to come here and ask the
aid of Mr. Hopkins in providing WPA employment. They class us as un-
employables, despite the fact that our members include . . . teachers,
chemists, . . . and others who are professionally skilled. We are going to
stay here until Mr. Hopkins does see us. Until then nothing can make
us leave.” League members, she said the next day, were “sick of the hu-
miliation of poor jobs at best [and] often no work at all.” They were
tired too of “getting the same old stock phrases that the handicapped
have been getting for years.” They wanted, she said, “not sympathy—
but a concrete plan to end discrimination . . . on W.P.A. projects.”
League press representative Harry Friedman demanded that the WPA
set nationwide quotas for hiring handicapped workers. That night the
protesters slept on office furniture. WPA officials ignored them all day
Sunday. On Sunday evening, as they began settling in, deputy adminis-
trator Aubrey Williams promised to do “everything reasonable” but is-
sued an ultimatum: Leave immediately for hotel accommodations at
WPA expense or face the consequences of refusing to vacate a federal
building. As they debated what to do, Hopkins telephoned. He agreed
to meet five of them the next day.43

The meeting with Hopkins did not go as they had hoped. They de-
manded five thousand WPA jobs for handicapped New Yorkers, “a per-
manent relief program for the physically handicapped and a Nation-
wide census of the physically handicapped” conducted by the league but
funded by the WPA. Hopkins rejected the charge that his agency was
discriminating against handicapped people. He doubted that five thou-
sand employable handicapped New Yorkers existed. He suggested that
the league survey the New York situation, on its own. If they came back
with proof, “a thesis . . . show[ing] such discrimination,” he would “cor-
rect those conditions at once.” As Friedman’s questioning of Hopkins
“grew sharper,” “Hopkins’ replies grew more impatient.” At last the
WPA chief abruptly picked up his famous hat and walked out. An assis-
tant told the delegates that their hotel bill would be paid only until 6:00
p.m. League leaders unsuccessfully sought a conference with the presi-
dent, though presidential secretary Marvin McIntyre did assure them
that “in view of the President’s long and sincere interest in the problem
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of physically handicapped persons . . . any constructive suggestions you
may have will be given his personal consideration and study.” With lit-
tle money and nowhere else to go, they took the train home but prom-
ised to return to Washington with the “thesis” suggested by McIntyre
as well as Hopkins.44

In early August 1936, the league sent its “Thesis on Conditions of
Physically Handicapped” to Roosevelt and Hopkins and distributed it
to the press. Drawing on members’ own experiences, that ten-page
memorandum analyzed handicapped persons’ “struggle for social and
economic security.” It attributed their economic disadvantages, not to
their disabilities, but to job discrimination, unjust policies, and haphaz-
ard, unfair rehabilitation and relief programs. Moving toward a com-
prehensive critique of policies and programs affecting handicapped
Americans and implicitly rejecting the premises of modern policy mak-
ing, it presented a handicapped perspective distinct from that of non-
handicapped policy makers and professionals.45

While their disabilities “automatically closed . . . many fields of man-
ual labor” to handicapped job seekers, the “Thesis” argued that “unjust
restrictions” and “unfounded prejudices” shut them out of private-sector
jobs in which “physical qualifications were irrelevant.” “The Municipal,
State and Federal Governments” also required “the most illogical and
unnecessary physical qualifications . . . for positions, which the physi-
cally handicapped person, if given a chance, could fill most competently.”
In fact, noted the “Thesis,” federal hiring did extend preference to dis-
abled veterans. Since the only difference between them and disabled
civilian job seekers was the cause of their disabilities, the league asked
how “deterring and hindering” the latter could “be reconciled with [the]
special consideration” of the former. Indeed, “the preference” to dis-
abled veterans provided “ample precedent for giving [the civilians] some
added consideration” in civil-service hiring. Associations of the Deaf
made similar arguments about civil-service restrictions on hiring Deaf
people. Both the “Thesis” and the Deaf groups also criticized govern-
ment work relief policies and projects for bias in indiscriminately clas-
sifying handicapped and Deaf individuals as “unemployable.”46

The “Thesis” next complained that state-sponsored vocational reha-
bilitation was “not only inadequate but also detrimental,” as it created
“the illusion that something constructive is being accomplished.” Due
to underfunding, New York State’s Rehabilitation Bureau “had to turn
thousands away,” could offer only “very limited training” to “those few
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it did reach,” and during the training “failed” to supply them with suf-
ficient aid for “daily necessities.” Meanwhile, the state employment
agency typically placed handicapped workers in temporary jobs that paid
“miserably low wages” and even went “so far as to send [them] out . . .
as strike-breakers.”47

Reflecting league members’ suspicion of social-service professionals,
the “Thesis” was especially critical of sheltered workshops. It censured
three in particular: the Brooklyn Bureau of Charities, where Sylvia
Flexer Bassoff had labored in frustration; the Altro Workshop, “an in-
stitution created for the rehabilitation of tuberculers,” which probably
was the “workshop for the TB” in which one league member had felt
“very much exploited”; and the Institute for Crippled and Disabled, es-
tablished by the Red Cross in 1917 as a model of vocational rehabilita-
tion. Those workshops paid a meager three to five dollars a week. “Un-
der the guise of social service,” the league charged, they “actually engage
in shameful exploitation.” Sheltered workshops then and later won ex-
emptions from minimum-wage requirements. Leading charity and re-
habilitation professionals supported such exemptions, but the league
condemned them, as did the “organized blind” movement and the Deaf
associations. Disputes between professionals and advocates over work-
shops’ subminimum wages have continued to the present. Such clashes
caused the league to regard professionals as self-serving. Sylvia Bassoff
recollected that the day after she attended her first league meeting, her
boss at the sheltered workshop threatened to fire her if she went to any
more. “I don’t think they were too happy at handicapped people be-
coming independent. Because if handicapped people became inde-
pendent economically and were able to get jobs, what do you need the
Brooklyn Bureau of Charities for?” The “Thesis” proposed no reforms
of vocational rehabilitation but did repeat its recommendations to Hop-
kins about work relief: the WPA should create jobs for the “thousands
of unemployed handicapped” people and should conduct a survey to
“gather the necessary information upon which to outline a permanent
program.” Because the league distrusted social-service agencies and pro-
fessionals, it recommended that handicapped persons conduct the sur-
vey. Suspicion of nonhandicapped policy makers and service providers
and the demand for a voice in policy making and program administra-
tion appeared in other disability-based political movements, becoming
increasingly emphatic over time and reaching a crescendo in the late-
twentieth-century declaration, “Nothing about us without us.”48
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Turning to home relief, the “Thesis” again delivered a distinctive
handicapped critique. Denied the chance “to take their proper place in
society to support themselves,” many handicapped people were thrown
back on their families, private charities, or home relief. As much as the
league wanted jobs, it also wanted home relief expanded. If the home-
relief allowance was inadequate for able-bodied recipients, it was “dou-
bly insufficient” for handicapped persons who needed added funds for
“mechanical appliances and medical care.” Worse, even “this mere pit-
tance” was often denied because of stringent eligibility requirements.
Hundreds rejected for home relief were forced into “municipal lodging
houses, while vast numbers of others [were] reduced to vagrancy . . . and
[sank] to the level of beggars.” And yet beggar ordinances banned or
regulated cripples’ alms seeking. “Something must be done to eliminate
the necessity of any handicapped individual being forced to resort to
begging,” declared the “Thesis.”49

As for federal efforts, the “Thesis” condemned “the whole Emer-
gency Program and all the social legislation of the New Deal” as “con-
sistently neglectful” of the problems of physically handicapped citizens.
The league incorrectly claimed that the Social Security Act provided
only for rural handicapped children. In fact, the act also had small compo-
nents supporting state vocational rehabilitation programs and provid-
ing welfare for blind people. The administration had resisted including
the latter, while blind activists would criticize it for its humiliating in-
vestigations and means test and for failing to promote employment.
Those complaints paralleled the league’s critique of home and work re-
lief policies. Given the act’s limited attention to disability issues, the
league scornfully declared, “as far as the Administration was concerned,
there were no such persons, there was no handicapped problem.”50

In conclusion, the “Thesis” called its proposals “the very minimum
necessary to alleviate the present grave situation of the handicapped,”
then added ironically, “Certainly the situation must be grave if [it has]
finally made the handicapped articulate.” The league had, in effect,
articulated its rejection of the “disability category” in modern public
policy.51

To create that category, modern policy makers combined old English
Poor Law classifications of impairment to define disability rigorously as
an absolute inability to engage in productive labor. Deborah Stone has
elegantly explained this as an attempt in capitalist economies to demar-
cate a “need based” system and a “work based” system in order to limit
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access to the former and keep “able-bodied” workers in the labor mar-
ket. Thus, relief policies dichotomized the “worthy” and “unworthy,” the
“deserving” and “undeserving,” poor. While scholars have noted how
those labels regulated poor and working-class people, some have seen
the disability category as a “privileged” position that granted disabled
people a “ticket” out of the labor force by “excusing” them from work.
This ignores that those policies stigmatized and marginalized the “de-
serving” disabled poor. The category’s formulators not only established
allegedly objective clinical criteria to verify impairment and detect fraud
but also sought to make relief the “least eligible” option by subjecting
applicants to humiliating investigations. Assuming that only the truly
needy would submit to such social degradation, legislators aimed to limit
access to welfare funds.52 State authorities dichotomized people with
disabilities from “able-bodied and self-dependent” workers in order to
regulate poor and laboring people, but they did so by presenting “the
disabled” as “worthy” of poor relief but socially defiled. More than a
medical and vocational classification, the designation imposed a socially
delegitimating identity and role. The disability category thereby insti-
tutionalized the opposition of normal versus disabled that modern states
have deployed to signify and manage relations of power and status, both
between “able-bodied” and disabled people and among socioeconomic
classes.

The New Deal incorporated this dichotomy, simultaneously propos-
ing the WPA and the Social Security Act. The work program would as-
sist “employables”; special-assistance relief would provide for various
“unemployables”: poor mothers with young children, the elderly, and
“the disabled.” The WPA would be federal; “the dole” would continue
under state and local governments. The twin policies not only installed
mechanisms to determine eligibility for the two types of public aid. They
also defined two types of Americans.53

One could hardly exaggerate the alarm of Depression-era Americans
across the political spectrum at the indignity of relief and the corrosive
effects of dependency on it. In proposing the WPA, the president warned
that “to dole out relief is to administer a narcotic, a subtle destroyer of
the human spirit. . . . We must preserve not only the bodies of the un-
employed from destitution but also their self-respect.” Later he told the
nation: “In this business of relief, we are dealing with properly self-
respecting Americans to whom a mere dole outrages every instinct of in-
dividual independence. Most Americans want to give something for what
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they get. That something, in this case, honest work, is the saving bar-
rier between them and moral disintegration. We propose to build that
barrier high.” Harry Hopkins also feared that handouts would demor-
alize the unemployed and set them apart from other Americans by stig-
matizing them as charity cases. A work program, he believed, would re-
store their self-esteem. Many unemployed men shared this view. “You’ve
got to be a goddamn charity case,” complained some. “The relief mill
has to put the stamp of a legalized pauper on your forehead.” The De-
pression had forced “able-bodied and self-dependent” Americans who
wanted work to submit to the humiliation of “baskets of groceries,”
“pantry snooping,” “means tests,” and “pauper’s oaths.” WPA officials
worried that men who remained long on relief might “crack up.” In re-
sponse, government work programs not only offered unemployed men
economic security but sought to restore their self-esteem, their reputa-
tions as family providers, their sense of control over their destinies. WPA
jobs in fact proved a tonic to the self-image of many.54

New Dealers promoted the work programs by reinforcing the stigma
of relief. If the programs supplied jobs partly to repair identities, those
identities were young or middle-aged, white, male, and “able-bodied.”
And they were mended by assiduously contrasting them with the coun-
terimage of “unemployables,” “natural dependents” who presumably
belonged on relief. Concerns about the need for “self-respect” through
work and the danger of “moral disintegration” due to “dependency” on
the dole applied only to “employables.” As a result, complained the
league, New York’s Emergency Works Program labeled handicapped
applicants “indiscriminately as ‘unemployables,’” while the New York
WPA rejected them. Many state WPAs officially barred handicapped
job seekers. Like able-bodied workers, league picketers declared, “we
protest the pauper’s oath,” yet they were opposing, not temporary, but
permanent relegation to the demeaning status of relief. Likewise, the
Deaf community sought work-relief jobs, not only abhorring and re-
sisting poor relief but also at first opposing even Social Security for Deaf
people. Both groups implicitly fought being used by New Dealers as a
negative counterimage to revalidate the “normal.”55

In practice the work programs contradicted the alleged gulf between
employables and unemployables. Despite New Dealers’ intentions,
WPA workers were tarred with the stigma of relief, while “able-bodied”
applicants whose skills did “not fit into the WPA work program”—that
is, into currently available WPA jobs—might be categorized as “unem-
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ployable.” Contradictions in New Deal policy about the employability
of handicapped people further muddled the vaunted dichotomy. A pres-
idential executive order directed that “no one whose age or physical con-
dition is such as to make his employment dangerous to his health or
safety, or to the health and safety of others, may be employed on any
work project.” It added, however, that “this paragraph shall not be con-
strued to work against the employment of physically handicapped per-
sons, otherwise employable, where such persons may be safely assigned
to work which they can ably perform.” Despite this directive, the WPA
classified all handicapped persons as “unemployable.” Another policy
prohibited recipients of Aid to the Blind (ATB) from taking WPA jobs,
but blind persons not on ATB or living in areas without a federally ap-
proved ATB program might be certified for WPA employment if they
were determined to have “the required skills and training which qualify
them for employment and the problem is one of unemployment rather
than of blindness.” Federal policies operated from conflicting defini-
tions of disability and employability.56

Disabled people pushed on one side of that contradiction. Handi-
capped and Deaf activists used FDR’s executive order as leverage to gain
access to WPA jobs. The league’s “Thesis” cited it as “a ruling forbid-
ding discrimination on account of physical disability.” Deaf associations
invoked it to protest WPA discrimination against their members. Mean-
while, numerous individuals with disabilities got around the WPA poli-
cies and won jobs. Studies found that while many handicapped applicants
were rejected, more than a fifth of WPA workers had disabilities. Across
the country, Deaf, physically handicapped, and blind people gained jobs
with the WPA and other work programs.57

The inconsistency about disability and employability arose again
when the WPA responded to the activists’ campaigns by setting up spe-
cial jobs and projects, despite the activists’ opposition to such projects.
During periods of retrenchment, special-projects workers were among
the first laid off. Administrators sought to bar handicapped workers from
regular WPA jobs because they believed those workers unsuited for the
regular positions’ temporary transitional employment. They assumed
that most handicapped people could not meet private employers’ strin-
gent hiring and employment requirements and so could never transfer
to the private sector. New Dealers failed to question the reasonableness
or fairness of the practices activists criticized as disability-based dis-
crimination.58
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The WPA’s inconsistent policies and practices typified the confusion
about the nature of “disability” in twentieth-century policy. Social wel-
fare policies defined “the disabled” as incapacitated for productive work,
unemployable, and therefore legitimate recipients of home relief. Such
policies sought to enforce an either/or definition of disability. This un-
complicated formula had the advantages of simplifying welfare admin-
istration, restricting access to benefits, and limiting expenditures. But it
ignored the variability of disability in particular social milieus. Far from
being fixed and objective, disability is fluid, dynamic, complicated, and
significantly shaped by context. While some individuals needed public
aid in order to retire from the job market, others demanded govern-
ment backing to make their way in it. Opposing the dominant dichoto-
mous policy thinking, leaders of many disability movements through
much of the twentieth century called for nonstigmatizing and adequate
welfare, effective vocational rehabilitation, and an end to both public
and private job discrimination. The league and the nascent “organized
blind” movement advocated those measures during the 1930s and 1940s,
while Deaf associations backed some of those steps and employment
bureaus as well. Later movements continued to battle against a defini-
tion of disability that, they believed, reinforced the economic and so-
cial marginalization of people with disabilities. In the league’s opinion
and contrary to recent scholars, categorization as unemployable did 
not charitably exempt them from having to work. It deliberately ex-
cluded them. They believed that label simultaneously stigmatized and
segregated them, codifying job market discrimination into law. Over-
turning conventional notions of cripples’ worthiness for poor relief,
league activists redefined themselves as “handicapped people” “worthy”
of getting work. The persistent perspectives of disabled activists about
public policies suggest a new angle from which to examine policy his-
tory.59

The league also challenged gender bias in policy. New Deal work
programs aimed to provide a family wage that would restore husbands
as breadwinners and keep wives out of the labor force. A WPA rule lim-
ited its jobs to a family’s “principal breadwinner,” who was presumedly
male. But if a husband were deemed “unemployable,” his wife might
qualify. A study of female WPA workers in rural Missouri counted 40
percent of subjects as married women with sick, disabled, or elderly hus-
bands. Disability had thrust on these wives the male role, making them
eligible for WPA work. Thus, though the WPA hired some women, its
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policies reinforced traditional notions of both gender and disability.
Labor activists too upheld traditional gender roles, advocating jobs for
men rather than for women. In contrast, the league, with significant
numbers of female members, sought work for both sexes. The promi-
nence of women in both the Jewish community and leftist political
groups probably promoted women’s active role in the league, but gen-
dered ideas about disability were undoubtably a key factor. Physically
disabled women have often been stigmatized as unsuited for the tradi-
tional wife-and-mother role. Some women growing up with physical
disabilities have, with parental urging, sought to establish alternative
valid identities through school and career. Sylvia Flexer’s mother wanted
her to go to college and become a pharmacist or lawyer so she could
“earn her own living, whether she ever gets married or doesn’t get mar-
ried.” The perceived failure of physically disabled women to meet con-
ventional gender standards and the consequent parental emphasis on
school and career may help explain the prominence of women in move-
ments of physically disabled people. Sylvia Flexer became the league’s
president. Finding themselves defined as both unmarriageable and un-
employable, dozens of other young handicapped women joined the
league to demand jobs. At the intersection of gender and disability, their
activism moved beyond the limits of both reform policy and labor rad-
icalism.60

If the league challenged conventional thinking about hiring physi-
cally handicapped workers, it failed to probe disability’s function in
labor-management and, more deeply, socioeconomic class relations.
Protean deployment of the disability concept appeared not only in
social-service and work-relief policies, but in employment practices, in-
dustrial insurance plans, workers’ compensation programs, even med-
ical research and practice. For example, in their pathbreaking Deadly
Dust: Silicosis and the Politics of Occupational Disease in Twentieth-Century
America, David Rosner and Gerald Markowitz recount debates over def-
initions of disease and disability by industry, insurance, and labor lead-
ers, politicians and government officials, medical doctors and research-
ers. In shaping that discourse, business interests successfully shifted
silicosis—a lung disease caused by the inhalation of silica dust—from
the political arena to the purview of doctors and scientists, many of
whom had direct ties to the industries that produce such dust. Those
medical professionals explained silicosis in ways that reduced the scope
of the problem and the liability of the companies. Yet insurers mandated
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medical examinations that screened out, not only workers with early
symptoms of silicosis, but also those with other diseases and disabilities
that might eventually incur costs to both the insurers and the manufac-
turers. Workers identified as having those conditions were often dis-
charged. Tagged as diseased or disabled, they had great difficulty find-
ing other work. In another stratagem to reduce employers’ liability and
to remove occupational disease from the political realm by putting it in
the hands of experts, business interests promoted coverage of silicosis
by state workers’ compensation programs, but under such restrictive eli-
gibility requirements that few workers with silicosis could qualify for
benefits. Thus, compensation programs denied them classification as
disabled because many were still physically able to work, even while em-
ployers refused to hire them because they were labeled as diseased. The
discourses of disability in the politics of silicosis, as in the politics of
home and work relief, alert us to the material interests and the political
content underlying medicalized speech. If the league’s attempt to politi-
cize disability discourse fell short, it implicitly points to the importance
of medical constructions of disability in class relations under modern
capitalism.61

FDR never adopted the league’s analysis or advice. He apparently
never even responded to its “Thesis.” Instead he presided over the be-
ginnings of a federal-state welfare system that sequestered growing
numbers of handicapped Americans as “unemployable” and a medical-
vocational rehabilitation system that prescribed individual corrective
treatments as the only means for them to achieve employability and so-
cial integration. The divergence of perspective between the league and
FDR grew out of differing disability identities and ideologies. It is best
explicated by contrasting it with the contemporaneous political experi-
ences of African Americans and women.

Within the New Deal, networks of black and female appointees
emerged to advocate the interests of African Americans and women.
The “Black Cabinet,” composed of an unprecedented number of African
American administrators, pressed the concerns of the constituency it
both represented and helped to generate. This circle, along with civil-
rights organizations, mobilized protests against federal and private job
discrimination and forged a black voting bloc that became a key com-
ponent of the Democratic party coalition. Eleanor Roosevelt’s support
gained black administrators access to the president. She stood even more
prominently at the apex of the New Deal’s network of female reform-
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ers who had defined women’s and children’s issues as their special do-
main. They became personally influential in Democratic politics but
avoided political feminism or directly addressing gender discrimination.
While the black constituency made notable though limited political
gains that paved the way for postwar activism, the female reformers’ suc-
cesses were not institutionalized. Still, both networks prodded the pres-
ident and key white male officials to make the work programs more re-
sponsive to the needs of unemployed African Americans and women by
hiring black and female workers and by putting black and female ad-
ministrators in charge of special WPA outreach efforts.62

The political experience of handicapped people differed markedly.
Though a handicapped man headed the New Deal and handicapped
men held WPA executive positions, no network of politicized disabled
advocates emerged. In late 1935, as Jack Isaacs, who had lost one leg to
amputation, led the picketing at New York WPA headquarters, Orrick
Johns, also a one-leg amputee, headed the WPA Writers Project in New
York. Johns apparently neither identified with nor supported the demon-
strators. Meanwhile New York City WPA administrator Victor Ridder,
who wore a “built-up shoe” to compensate for a shortened leg, publicly
clashed with the disabled activists, calling them “mentally as well as phys-
ically handicapped.” Insulted by their charge that he was “callous to the
needs” of handicapped persons, he declared that his own “infirmity”
made him “particularly considerate of others afflicted.”63

Ridder’s hostility and Johns’s apparent apathy toward handicapped
activism reflected experiences that contrasted with those of league mem-
bers. Though Ridder, Johns, and FDR differed from one another eth-
nically, religiously, and politically, all came from higher-status and more
affluent backgrounds than league activists and were a generation older.64

Most league members were in their twenties, children of working-class
immigrants, and Jewish; labor and leftist backgrounds had predisposed
some toward radical politics. The affluent older men and the activists dif-
fered also in their connections with other handicapped people. Johns’s
autobiography never mentions relationships with other disabled peo-
ple. Whether Ridder had affiliations with other disabled people is un-
known. FDR’s connections occurred in the context of medical rehabil-
itation or charity fund-raising. The core league leaders had formed
friendships in special-education classes, basement clubs, summer camps,
and recreation centers.
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These differing experiences probably fostered diverging disability
identities and ideologies. Roosevelt, Ridder, and Johns likely viewed dis-
ability as a private tragedy best dealt with by sympathetic public support
for individuals striving to overcome adversity. League members’ simi-
lar backgrounds and shared experiences fostered a group identity that
generated an oppositional political consciousness. Their social network
provided opportunities to discuss common experiences of job discrim-
ination, to express and bolster shared indignation toward employer and
government biases, and to fashion strategies for challenging those prac-
tices and policies. They came to regard disability as a social and politi-
cal, more than a medical and moral, condition, one that required col-
lective political action on their part and redress of discrimination by the
government.

The contrast between the identities and ideologies of the league
members and those of the three older men highlights the need to ex-
amine the historic varieties of disability experience as they interacted
with class, ethnicity, education, age/generation, and types of association
among people with disabilities. The evolution of a network of handi-
capped friends into a political action organization also exemplifies a
motif in nineteenth- and twentieth-century U.S. disability history. Grad-
uates of residential schools for Deaf or blind people formed alumni asso-
ciations and social clubs to perpetuate friendships and provide mutual
support. Over time those organizations began to address vocational,
economic, and policy issues that affected their members. They became
politicized. Deaf community organizations defended the use of sign lan-
guage against the “oralist” campaign to suppress it. They lobbied state
and federal governments for Deaf vocational bureaus, against denial of
driver’s licenses, and against discrimination in civil-service and work-
relief hiring. Blind associations opposed means-tested poor relief and
segregation in sheltered workshops. All of those groups resisted profes-
sional domination. All opposed reigning cultural stereotypes of blind-
ness, deafness, and physical handicap. By the mid-1930s, the Deaf asso-
ciations had developed into an increasingly well organized and well
connected national network. The organized blind movement was poised
to emerge at the national level. And some physically handicapped peo-
ple were just beginning to mobilize at the local level. Educational and
service institutions founded by nonhandicapped benefactors inadver-
tently enabled people with disabilities to overcome their natural geo-
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graphical dispersion and lack of generational continuity and to create in-
formal social networks and formal self-directed organizations. Those
structures ultimately became sites of oppositional consciousness and po-
litical resistance to culturally dominant ideas about disability.65

Spurred by that new outlook, members of the league agitated to pro-
tect their hard-won WPA jobs. Into fall 1936, they continued to charge
the New York WPA with failing to give handicapped persons “sufficient
consideration.” In September, Ridder’s successor, Col. Brehon B. Somer-
vell, promised that handicapped workers would receive a minimum 7
percent of future WPA jobs. But the following spring, WPA offices na-
tionwide began massive layoffs. The league claimed that Somervell had
pledged to dismiss no more than forty-eight handicapped workers lo-
cally, but more than six hundred lost their jobs. On June 29, the leaders
telegraphed Harry Hopkins, threatening “drastic actions unless all cuts
[were] stopped and dismissed persons reinstated.” The firings contin-
ued. In mid-August, thirty-three delegates took a bus to Washington
hoping to see Hopkins or Roosevelt. With only twenty dollars for food
and lodging, they camped out on a small lawn in front of the WPA and
at the Washington Monument. A conversation with two of Hopkins’s
deputies and a meeting with Hopkins himself, obtained through the
intercession of Workers Alliance of America president David Lasser,
yielded nothing. The delegates left for home, pledging to “return in
larger numbers within a short time.” It seems, however, that league ac-
tivists never came back to the capital.66

Though the league failed to redirect federal policies, it continued to
oppose job discrimination in New York City and to open the public sec-
tor to workers with disabilities. At its peak, its militant tactics forced the
WPA to hire nearly fifteen hundred New Yorkers with disabilities, an
impressive achievement for a small band of handicapped activists in the
depths of the Depression. The most active leaders moved from the WPA
into civil-service careers. Successful employment, along with internal
political differences, soon led to the league’s demise.67

League officers from leftist backgrounds were probably the organi-
zation’s sparkplugs, but, as with many working-class white and black
Americans in the 1930s, league members followed such leaders pragmat-
ically and only for a time. The rank and file pursued specific objectives
militantly rather than seeking to transform the system radically. They
welcomed support from the Young Communists of America, the Com-
munist-controlled Unemployed Councils, and the Socialist-Communist
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hybrid Workers Alliance of America. The American Civil Liberties
Union and the Communist-backed International Labor Defense, usu-
ally antagonistic toward each other, together defended them in court.
The greatest influence on their political thinking and strategizing was
the Depression-era climate of crisis and desperate activism. Most league
members, like most working-class Americans, were not committed rad-
icals. They too sought, not societal transformation, but limited personal
goals. They too wanted the economic security, social validity, and per-
sonal control of their destinies that they expected jobs to ensure.68

In emulating and pragmatically borrowing from other activist groups,
the league exemplified another pattern in disability-based political move-
ments. League leaders battled disability discrimination by adopting ideas
and tactics from labor and leftist organizers. Likewise, blind leaders in
the 1940s and disabled activists from the 1970s on adapted to their own
situation the critical analyses and militant tactics of contemporaneous
social-change movements. In the 1940s and 1950s, National Federation
of the Blind president Jacobus ten Broek drew support for his organi-
zation from labor unions, asserting a parallel between the two. Later ac-
tivists became involved with or inspired by the black civil-rights, femi-
nist, antiwar, and labor movements. All disability movements have
borrowed and adapted the analyses and tactics of contemporaneous
movements. Whatever the sources of influence, those movements have
typically espoused liberal reformist, rather than radical transformative,
political agendas.69

The shared experience of discrimination had united league members,
spurring their militancy. Employment made some more cautious and
then fearful of their compatriots’ leftist politics. Looking back, league
veterans found it too painful or too threatening to talk freely about the
fierce political disagreements. Sylvia Bassoff said: “I think there was
some Red-baiting going on, and we got cold feet. It’s easy to get cold
feet when you’ve sort of won what you want for yourself.” Disagree-
ments over tactics and ideology degenerated into divisiveness. The
“Red-baiting” mirrored the wave of such charges in other movements
in the late 1930s, as the New Deal commitment to reform unraveled.70

The league also illustrated recurrent difficulties of American reform
campaigns and patterns typical of disability-based political movements.
It advocated piecemeal gains—jobs, effective vocational rehabilitation,
adequate home relief—rather than systematic reconstruction of disabil-
ity policies and programs, let alone of society. Likewise, its analysis
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touched only the surface of the problem of disability in twentieth-
century policies. It never probed disability’s function in modern society
and culture as the counterimage of “normality” to aid in managing so-
cial, and especially class, relations. In that era, few Americans shared
even the league’s exposition of disability in institutional and political,
rather than individual and pathological, terms. As an outsider group, it
simply lacked the public voice to reshape the terms of public discourse.
Finally, the league did not try to fashion a larger disability-based polit-
ical coalition. The handful of handicapped people who joined forces in
activist groups enlisted in disability-specific advocacy organizations. The
Deaf associations and the organized blind protested job discrimination
too, but none of these groups identified or allied with the others. Later
disability-specific political groups continued to organize around issues
of concern to those with their members’ particular disabilities. This pat-
tern reflected the perceived interests, the focused agendas, and the col-
lective identities of those groups. Late-twentieth-century disability pol-
itics departed from this pattern as cross-disability coalitions formed to
promote universalistic disability rights legislation such as the Americans
with Disabilities Act. Such confederated efforts asserted that all people
with disabilities, confronting a common set of cultural prejudices and so-
cial hazards, should act in political solidarity. That inclusive definition
of interests and identity embraced a more diverse constituency than
those of disability-specific groups, prompting attention to a much wider
range of issues. By the 1980s, a cross-disability minority group con-
sciousness had emerged among a younger generation. As a political re-
sult, networks of disabled appointees finally appeared in the Bush and
Clinton administrations.71

In the late 1930s, those long-term developments in identity, ideology,
and agenda were neither foreseeable nor inevitable. Whereas the labor,
African American, and women’s movements laid the groundwork for
later efforts, the league failed to establish an institutional base upon
which to build further activism by physically handicapped people. For-
mer members stayed in touch as friends, but few ever joined another
disability rights group. There was no direct line of descent, no institu-
tional or even individual continuity, from the league to any later activist
organization. It appears that sometime in 1938 the League of the Phys-
ically Handicapped dissolved.72

The brief episode of the League of the Physically Handicapped high-
lights major themes of modern disability history, with its complicated
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interactions among institutional, group, and individual actors and its
complex interplay of public policies, professional practices, and cultural
values. The league’s history should prompt scholars to shift from med-
ical to sociocultural and political definitions of disability. We need also
to broaden our focus to add the views of people with disabilities to those
of policy makers and professionals. Though disabled people usually
wielded significantly less power than other historical agents, they were
not passive. Nor were their experiences homogeneous. There were vari-
eties of disability experience, identity, and ideology. We must also ex-
plore the role of disability, not only in the many fields of history where
it has appeared, but as central to modern history. Finally, historians
should learn to handle disability as a necessary tool of historical analy-
sis. Perhaps the final accomplishment of these long-forgotten activists
will be to help spur a new history of disability.
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5
The Disability Rights Moment
Activism in the 1970s and Beyond

Two of the brief pieces that follow recount important episodes in
the late-twentieth-century disability rights movement. The third
examines the ideology of one contingent of that campaign, the
Independent Living Movement. The first article was commis-
sioned by the editors of the scholarly journal Radical History
Review. The second piece is based on a talk my San Francisco
State University colleague Bill Issel asked me to give as part of a
symposium he organized on the politics of inclusion in the Bay
Area. The third article was requested by the editors of a reference
encyclopedia on U.S. civil rights. Solicitation of these pieces rep-
resents an emerging recognition of the importance of disability
history and the need to integrate it into U.S. history in general
and with the histories of U.S. minorities and social-justice move-
ments in particular.
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Richard Nixon and the Disability Rights Movement: 
An Unintended Legacy

Richard M. Nixon and the early disability rights movement encoun-
tered one another in 1972 and 1973. In the fall of 1972, Congress passed
a bill to reauthorize federal funding of state vocational rehabilitation
programs. But the legislation mandated radical changes in VR. It sought
to reverse the long-standing pragmatic professional practice of “cream-
ing” the least disabled prospective clients, those who might be run
through the system most quickly and counted as successful rehabilitants,
closed cases. Priority should be given instead, said Congress, to persons
with significant disabilities. And the goal need not necessarily be em-
ployment, but preparation and assistance to live in the larger commu-
nity rather than in nursing homes or institutions. To facilitate both res-
idence in the community and employment for significantly disabled
persons, the bill authorized funding for “independent-living centers.”

The concept of such centers had originated with disabled activists.
They conceived independent-living centers as community-based, “con-
sumer”-oriented, and “consumer”-run agencies that would provide serv-
ices (e.g., wheelchair repair), referrals (accessible housing, personal-
assistance providers), training (managing money or personal-assistance
service providers), and advocacy (particularly in dealing with govern-
ment bureaucracies). The first Center for Independent Living (CIL)
was founded that same year of 1972 in Berkeley, California, by a group
of disabled activists. As students in the late 1960s, they had persuaded
the University of California to establish a disabled-student services pro-
gram. It had included personal assistance to significantly disabled stu-
dents, enabling them to live in campus housing. Transferring their ideas
and strategies to the off-campus community, the group helped to launch
the Independent Living Movement that would soon emerge also in Los
Angeles, Houston, Boston, and the rest of the country. Their central
goal, self-directed living in the community supported by centers like
CIL, was adopted by Congress in the vocational rehabilitation act. (Sen-
ator Alan Cranston of California was a coauthor.)

But 1972 was also, of course, an election year, and President Nixon
defied conventional political wisdom never to oppose “do-good” legis-
lation, such as a bill to “aid . . . the crippled,” as one Congress member
put it who supported the proposed law but misunderstood its implica-
tions. Nixon pocket vetoed the bill, rejecting it on two grounds. First,
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it would make federal funding of state vocational rehabilitation pro-
grams contingent on compliance with the new priorities. He regarded
that requirement as excessive federal interference in state government.
His other objection concerned federal spending on social programs. In-
dependent living services would cost too much and, he feared, would “se-
riously jeopardize” the vocational goals of rehabilitation.

Nixon’s veto of the rehabilitation act provoked sharp criticism from
the emerging generation of disability rights activists. In New York City,
a recently formed cross-disability alliance called Disabled in Action
(DIA) demonstrated against the president’s decision. In Washington,
D.C., disabled activists held an all-night vigil at the Lincoln Memorial.
The latter protest involved younger and more militant delegates to the
annual meeting of the generally conservative-to-moderate President’s
Committee for Employment of the Handicapped (PCEH). In 1973,
when Nixon again vetoed virtually identical legislation, many of the
same delegates to the PCEH meeting paraded down Connecticut Ave-
nue in protest. But Nixon’s two vetoes spurred younger activists to do
more than demonstrate. The vetoes also prodded them to form politi-
cal alliances across traditionally competitive disability categories. In
effect, Nixon provided the nascent disability rights movement with a
focus, a unifying target. He became one of its early enemies.

In September 1973, Nixon at last signed a third version of the Reha-
bilitation Act. Congress retained the important new priority regarding
persons with significant disabilities, but it reduced the amount of spend-
ing authorized. The final act also omitted the mandate for independent-
living centers to which Nixon had objected. It would require another
half-decade of lobbying by disability rights advocates to secure federal
support of independent living. Even then President Jimmy Carter would
sign the legislation reluctantly, like Nixon fearing its cost.

Nixon’s two vetoes and his subsequent signing of the Rehabilitation
Act of 1973 involved one historical irony. All three versions of the act
contained Section 504, the concluding provision, that prohibited dis-
crimination against persons with disabilities in federally funded pro-
grams or activities. This potentially far-reaching requirement had been
drafted by Senate staffers with little or no experience of disability issues,
who nonetheless recognized that prejudice was a problem for disabled
Americans and that resulting discrimination could thwart the aims of vo-
cational rehabilitation. Nixon and his advisers overlooked 504. Indeed,
it escaped the notice of virtually everyone. If disabled activists were aware
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of 504, they as yet lacked the organization to lobby for it or the act. The
lone and significant exception was the National Federation of the Blind
(NFB), which for decades had had a vigorous lobby in Washington and
had taken a consistent civil rights–oriented approach to disability issues.
Testifying in favor of the act, the NFB’s director took note of Section
504 and stressed its importance to citizens with disabilities. Though dis-
abled activists played only a limited role in passage of the act, they
worked energetically in the coming years for issuance of the long-de-
layed regulations implementing Section 504.

By then, Richard Nixon was long departed. But he had left Ameri-
cans with disabilities an unintended legacy, a legal weapon he had been
unaware of and surely would have opposed as too expensive. In one of
American history’s ironies, Richard Nixon had signed into law a major
civil rights statute that the new generation of disabled people would use
to fight discrimination, perhaps most importantly in higher education,
and to gain equal access to American society.

The 504 Sit-in of April 1977: The Disability Rights 
Movement Comes of Age

On April 5, 1977, disability rights activists occupied federal offices
around the United States. They demanded implementation of Section
504 of the 1973 Rehabilitation Act. Passed primarily to support state
vocational rehabilitation programs, that act included an unprecedented
civil-rights provision. The act’s final section, 504, mandated: “No other-
wise qualified handicapped individual . . . shall . . . be excluded from par-
ticipation in, be denied the benefits of, or be subjected to discrimination
under any program or activity receiving federal financial assistance.”
That single sentence, the first federal anti-discrimination protection for
disabled citizens, had been drafted and adopted without any lobbying or
public campaign, for in the early 1970s disability rights activism was still
a fledgling movement. Though limited to federally funded entities, 504
offered a potentially powerful weapon against disability-based discrim-
ination. But it would take effect only when implementing regulations
were issued.

Some critics have noted that Congress could pass this grand gesture
without actually having to see to its enforcement. Meanwhile opponents,
such as hospitals and universities, could avoid publicly battling a civil-
rights bill but still block it by delaying the regulations. The Department
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of Health, Education, and Welfare, designated as lead agency in devel-
oping those rules, bore out the critics’ concerns. For three years, HEW
made no progress toward issuing the regulations. Finally in July 1976,
disability rights groups persuaded a federal court to order the agency to
promulgate the final regulations forthwith. Instead, the Ford adminis-
tration threw up more delays. Then just eight days before leaving office
in January 1977, HEW secretary David Mathews asked Congress if the
rules should include alcoholics and drug addicts. Seeing this as yet an-
other delaying tactic, advocates immediately got a federal court to again
direct HEW to issue the rules at once, but the agency appealed the order.

Advocates expected favorable action from the incoming Carter ad-
ministration. In a speech at Warm Springs, Georgia, in September of
1976, candidate Jimmy Carter had criticized the Ford administration
for stalling on the implementing regulations. But disability rights ac-
tivists had drafted that speech. It apparently did not reflect a strong com-
mitment by Carter to disability rights enforcement. To the activists’ dis-
may, HEW secretary-designate Joseph Califano said he needed time to
study the proposed rules. More alarming, he set up a review task force
that included no disabled members or representatives of disability or-
ganizations. It also met behind closed doors. Disability rights leaders
got word that the panel planned to weaken 504. For example, while the
draft regulations would mandate integration of disabled schoolchildren,
the task force would allow “separate but equal” education.

Disability advocates organized the American Coalition of Citizens
with Disabilities to spearhead the 504 struggle. ACCD made a shrewd
preemptive move. Before the task force could announce its recom-
mended changes, the coalition publicly warned Califano that if he did
not sign the regulations unaltered by April 4, 1977, activists would stage
nationwide demonstrations.

ACCD planned protests at HEW headquarters in Washington and
eight regional HEW offices. But the protests would last just one day.
After that, Califano would be free from pressure to sign 504. The stra-
tegic answer was to sit in until he issued the regulations. Organizing a
prolonged protest by people with disabilities, though, would involve ex-
tensive logistical preparation.

On April 5, protestors occupied HEW offices in nine cities. In Den-
ver, HEW officials had to put up with the demonstrators because, ac-
cording to the local press, “even the jails of Denver are inaccessible.” In
Washington, more than seventy-five activists occupied HEW head-
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quarters overnight. There and in New York, HEW quickly starved the
protestors out by refusing to allow food to be brought in. But in San
Francisco at the climax of the rally, Judy Heumann, of Berkeley’s Cen-
ter for Independent Living, called on the crowd to “go and tell Mr. Mal-
donado [the HEW regional administrator] that the federal government
cannot steal our civil rights.” Hundreds followed her into Maldonado’s
office. Uninformed about Califano’s stance and thus unable to defend
it, Maldonado stood like a deer caught in the headlights of the televi-
sion news cameras. To cap the confrontation, Heumann declared that
the protestors would not leave until Califano signed the 504 rules un-
changed. Two hundred activists, most of them disabled, spent that night
sleeping in the offices and hallways. Some 120 would stay on for the
next three and a half weeks.

The organizers had quietly prepared for long-term occupation of
HEW’s offices by developing a support network of community organi-
zations. The recent disability rights movement had seemingly operated
separately from other social justice campaigns or been shunned by them.
The 504 sit-in strategy returned to the practice of some earlier disability-
based political movements of seeking alliance with nondisability organ-
izations. Thus, unlike the 504 protests in other cities, the San Francisco
sit-in won both broad-based political support and practical assistance.
A network of volunteers from such groups as the Black Panthers and
the Delancey Street Foundation would risk arrest to bring the protes-
tors food donated not just by churches and unions, but even by Safeway
and McDonald’s. HEW officials in Washington quickly saw that if they
tried to starve out the demonstrators, they might provoke a larger protest
involving many other groups. Shrewd planning and alliance building
established the political and logistical basis for a prolonged sit-in.

On day four, Ed Roberts, a founder of the Center for Independent
Living in Berkeley and now the director of the California Department
of Rehabilitation, came and endorsed the sit-in. “We are not even sec-
ond-class citizens, we’re third-class citizens,” he said. “We have got to
keep up the pressure.” Federal officials, said Roberts, have “underesti-
mated the commitment of this group.”

On day six, Representative Phillip Burton, a liberal Democrat who
represented San Francisco, demanded that HEW allow delivery of food
to the protesters and installation of free pay phones. Meanwhile, pro-
testers used other means to get their message out of the building. They
unfurled banners from the windows, while Deaf demonstrators passed
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information using American Sign Language. The Butterfly Brigade, a
patrol against anti-gay violence, snuck in walkie-talkies. Several federal
employees who continued to work in the building even offered covert
aid. Some smuggled food. One wore a ceramic pin with a snake on it.
He told protest leaders that if Maldonado decided to call in the police,
he would alert them by turning the pin upside-down. San Francisco
mayor George Moscone had twenty air mattresses and hoses with
showerheads delivered. José Maldonado complained, “We are not run-
ning a hotel here.”

On day twelve, Representative Burton and George Miller, the latter
another liberal Democrat from the Bay Area, held a hearing on disabil-
ity discrimination, taking testimony from the demonstrators occupying
the building. In another dramatic moment caught on TV, Burton, lis-
tening to the disabled activists, wept. Meanwhile Califano, still refusing
to sign the implementing regulations unchanged, made an astonishing
political blunder. He sent a low-ranking assistant, Gene Eiderberg, to
explain to Burton and Miller why twenty-two changes had to be made
to the draft regulations. Eiderberg reported that these would include
exemptions from the requirement of ramps and other access features in
hospitals and schools. He also announced that rather than mainstream-
ing disabled schoolchildren, HEW planned to place some in what he
called “separate but equal” facilities. As the news cameras rolled, Heu-
mann exploded at him: “We will not accept more segregation. When you
erect buildings that are not accessible to the handicapped, you enforce
segregation. There will be more sit-ins until the government under-
stands this.” The drama continued as Eiderberg, finishing his testimony,
retreated into an office and locked the door. The incensed Burton, de-
manding that Califano’s representative listen to the disabled activists,
ran to the office and began kicking the door.

As Randy Shaw has explained in his shrewd analysis of this sit-in, re-
lations with the media and adoption of the civil-rights movement’s tac-
tics enabled the sit-in organizers to define the issues. HEW, supported
by the major national news media, tried to depict 504 as a legislative
provision that had generated confusing bureaucratic regulations. The
demonstrators framed the issue as a problem of discrimination and civil
rights. Bay Area media and then national news outlets covering the sit-
in day after day disseminated images of disabled people engaged in civil
disobedience in quest of their rights. Stories profiled individual protes-
tors, thereby exposing the public to disabled people’s experience of dis-
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crimination and explaining why they were demanding legal protection.
The coverage defeated HEW’s efforts to shape the public discourse on
504. The activists successfully got most of the news media to present
their cause as a civil-rights issue, as a struggle between ordinary disabled
people and federal bureaucrats and politicians who were “trying to steal
our civil rights.”

But the sit-in could not go on indefinitely. On the one hand, it posed
for the protestors physical inconvenience, pain, even health risks. On the
other, political support and media coverage would sooner or later fade.
The leaders knew they had to prod Califano to sign the 504 regulations.
Two weeks into the sit-in, several flew to Washington. Again they built
useful political alliances, gaining assistance from the International Asso-
ciation of Machinists and backing from two powerful Democratic sen-
ators, Alan Cranston of California and Harrison Williams of New Jer-
sey. They also dogged Califano and President Carter, picketing the
latter’s church and the former’s house while singing “We Want 504” to
the tune of “We Shall Overcome.” At last they got a meeting with Car-
ter’s top domestic adviser, Stuart Eizenstat. Soon after, Califano capit-
ulated. He would issue the 504 regulations virtually unchanged.

Journalist Joseph Shapiro has called the 504 sit-in “the political com-
ing of age of the disability rights movement.” Four features distinguish
that event as a turning point.

First, more powerfully and effectively than ever before, the protest
redefined the problems faced by people with disabilities. It framed them
as mainly social, not medical. It marked as the most serious obstacle per-
vasive prejudice and discrimination. It presented as the appropriate so-
lution civil-rights protection, as exemplified in Section 504.

Second, in pursuit of that political objective, the organizers, as noted,
built coalitions with other social-change movements.

Third, the leaders simultaneously fashioned ties across disability lines.
“Disability” is not a homogeneous or monolithic class. Disability groups
have typically formed around disability-specific categories and often
competed for scarce material resources. At times they have practiced
the same prejudices as the larger society toward people with disabilities
different from their own. In contrast, the 504 sit-in leaders espoused an
inclusive ideology of disability and cross-disability activism. The ACCD
involved an alliance among hitherto often competing disability organi-
zations. The San Francisco sit-in enacted that coalition both politically
and personally. One protestor, Mary Jane Owen, explained later: “Peo-
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ple went into that building with some kind of idealism, but they didn’t
have much knowledge of other disabilities. Up to that point, we had
blind organizations, organizations for deaf people, for wheelchair users,
for people with spina bifida, or people with mental retardation.” On the
sixth floor of the federal building in downtown San Francisco, the
demonstrators for the moment set aside disability parochialism. They
proclaimed an ecumenical ideology of disability: all people with dis-
abilities, whatever their particular conditions, confronted a common set
of stigmatizing values and social hazards. This inclusive ideology would
not continuously hold the cross-disability alliance together. Contend-
ing disability-specific political interests and agendas would persist. But
from then on, they would operate in tension with a universalistic ap-
proach to disability rights.

Finally, if the sit-in formally pursued a politics of issues, it also pro-
duced an unplanned politics of identity. One leader, Kitty Cone, told re-
porters: “Nobody gave us anything. We showed we could wage a strug-
gle at the highest level of government and win.” Her proud claim did
not just represent a declaration of political victory. It also affirmed a pos-
itive disability identity. By risking arrest and even their health, the pro-
testors countered the devaluing cultural assessment of disabled people
as weak and dependent. By adopting the militant tactics of other social
movements, they showed society—and themselves—that people with
disabilities were not feeble but strong, not incompetent but skillful, not
helpless but powerful.

The protesters also began creating a positive disability identity in
other ways. They had come together around the issue of second-class
citizenship, but as they assisted one another during the prolonged sit-
in, as they lived together, they formed themselves into a community of
people with disabilities. Late into the nights, they talked and listened and
learned about one another’s lives and experiences. They came to recog-
nize their commonalities. Without their intending it, the discussions
became a process of collective, as well as individual, redefinition of their
identities. They came to see themselves differently. During one late-
night conversation, each individual in a circle expressed what he or she
would ask for if given one wish. One young woman said: “I used to know
what I would wish for. I wanted to be beautiful. I wanted to stop being
a cripple. But now I know I am beautiful.” Mary Jane Owen recalled:
“We all felt beautiful. We all felt powerful. It didn’t matter if you were
mentally retarded, blind, or deaf. Everybody who came out felt, we are

110 Chapter 5



beautiful. We are powerful. We are strong. We are important.” Their
activism enabled many of the protestors to assume the authority to de-
fine themselves, not despite their disabilities, but, in a positive way, as
people with disabilities. That was at least as radical as their claim that
disability was a civil-rights issue.

On April 28, 1977, Secretary Califano signed the implementing reg-
ulations, making Section 504 an enforceable law. Two days later, the
protestors in San Francisco triumphantly paraded out singing “We Have
Overcome.” Their twenty-five-day sit-in remains the longest occupation
of a federal building by political protestors in U.S. history.

The Independent Living Movement

The Disability Rights Movement is not a homogeneous or unitary ef-
fort. Rather, it is an assemblage of disability-based political movements
that sometimes cooperate and sometimes compete. Those movements
have arisen among disability-specific constituencies, for example, the
organized blind, the culturally Deaf, associations of psychiatric survivors,
the developmental disabilities community, and the campaign on behalf
of people with learning disabilities. Each of these movements has ad-
dressed issues and pursued agendas particular to its constituency. Yet at
the same time, they have operated from strikingly—and increasingly—
similar principles, often in quest of comparable objectives. The many
parallels warrant speaking of these various movements as components
of a larger Disability Rights Movement. The ideology and agenda of
the Independent Living Movement (ILM) epitomizes many of the ideas,
issues, and themes that characterized all of the late-twentieth-century
disability-based political movements. A brief review of the ILM’s history
and principles can stand as a summary of the paradigmatic features of
recent disability rights movements.

The Independent Living Movement has focused on ensuring people
with significant disabilities the means to achieve self-directed commu-
nity-based living. In the early 1970s, the first independent-living cen-
ters were organized in Berkeley, Houston, and Boston by and for phys-
ically disabled young adults, most of them white and middle class, many
of them recent or current college students. By the 1990s, the centers
had expanded their clienteles to include adults with sensory, develop-
mental, and emotional disabilities of all ages and various ethnic minori-
ties, though most still belonged to the original constituency. In impor-
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tant respects, the ILM paralleled the deinstitutionalization movements
for people with psychiatric and developmental disabilities. Ultimately it
forged links with them.

As early as 1959, rehabilitation professionals had unsuccessfully lob-
bied Congress to fund independent living for individuals for whom
employment was not a practical objective. By the late 1970s, advances
in medicine and rehabilitation technology along with the computer
revolution had rendered obsolete the dichotomy between independent
living and work. In 1978, Congress authorized federal grants for inde-
pendent-living centers. By the 1990s, the federal-state vocational reha-
bilitation system funded some four hundred.

Adapting some concepts and objectives from the civil-rights, con-
sumer, and self-help movements while formulating an analysis and
agenda distinctive to disability rights campaigns, the Independent Liv-
ing Movement has developed a comprehensive ideology of disability and
disability rights. Most fundamental, the ILM has redefined the nature
of “disability” and the problems people with disabilities confront. It re-
gards disability as primarily a social, rather than a medical, issue. The
limitations people with disabilities confront in social and vocational
functioning are not the inevitable result of physiological difference but
are largely caused by inaccessibility in the built environment, “disin-
centives” in public policies, domination of disabled people by bureau-
crats and professionals, prejudice in the culture, and institutionalized
discrimination.

That reframing of the problem facing disabled people leads to dif-
ferent solutions than those traditionally pursued by the medical and vo-
cational rehabilitation systems. Those institutions have promoted phys-
ical self-sufficiency, independent mobility (for example, walking), and
paid employment. In contrast, the ILM has supported those goals if they
are practical objectives for particular individuals. But it regards as more
important, indeed central, personal self-determination backed by inde-
pendent-living support services.

Most radical in terms of U.S. civil-rights theory, the ILM asserts that
people with disabilities have a right to the means necessary for them to
participate in the community. These means include legal protection
from discrimination; the right to receive quality treatment or services;
the right to refuse such treatment or services; due process in all profes-
sional or governmental decision making that affects them; equal access
to public transportation and accommodations; and, most central to the
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ILM’s objectives, the rights to deinstitutionalization and support serv-
ices for independent living. In the realm of public policy, the ILM has
pursued two major goals. It has sought elimination of work disincentives
from federal income-maintenance and health-insurance programs, while
calling for federally mandated funding for independent-living services.
The ILM has identified personal-assistance services as the key support.
Those services are defined as one person assisting another with tasks
the individual would ordinarily do for him or herself if he or she did not
have a disability. The services include aid with such activities as personal
maintenance and hygiene; mobility; household chores such as cooking,
cleaning, and child care; cognitive tasks such as money management;
and communications access such as interpreting and reading. In the early
1990s, an estimated 9.6 million Americans needed some form of personal
assistance. Some 7.8 million of them already lived in the community,
but only 10 percent of those individuals had access to paid personal as-
sistance. Viewed from the standpoint of civil rights theory, these claims
by the ILM combined civil rights with benefit entitlements. Thereby it
redefined services and assistive devices as alternative modes of func-
tioning, not as means of caring for those who are fundamentally de-
pendent. It also made them matters of right, not charity.

It should come as no surprise that in espousing these principles and
pursuing these goals the Independent Living Movement has often
clashed with medical and rehabilitation professionals. Directly con-
fronting that conflict, the ILM has viewed encounters and relationships
between professionals and consumers as frequently adversarial, with
power tilted to the professionals’ side. In addition, it has criticized man-
ufacturers, vendors, and service providers as often serving their own
financial and status interests at the expense of disabled people’s best in-
terests. In response to these disparities of power and conflicting inter-
ests, independent-living centers established advocacy departments, while
also offering personal self-advocacy and systems-change training.

Complementing its promotion of individual self-determination and
self-advocacy, the Independent Living Movement has also called for col-
lective empowerment and self-direction by communities of disabled peo-
ple. ILM activists have insisted that people with disabilities must have
majority power in designing and running the programs that affect them.
Medical and social-service professionals initially had a limited role in
the ILM as independent-living leaders challenged the dominant ideol-
ogies of the rehabilitation/social-service system and contested profes-
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sionals’ power. But by the early 1980s, nondisabled professionals were
taking an increasingly prominent role in running the centers. This par-
alleled a shift from activism to service provision in response to criticism
by political conservatives and threats to withdraw federal funding. In
consequence, during the 1980s disability rights advocacy moved outside
the centers. In the 1990s, federal law came to require that 50 percent of
centers’ boards of directors and staffs be people with disabilities. Fol-
lowing that policy shift, a growing number of centers began to return
to systems-change advocacy and political activism.

The principles and objectives that have characterized the Indepen-
dent Living Movement have parallels in virtually every other recent dis-
ability-based political movement:

• the reframing of “disability” as a social and political, rather than
simply a medical and rehabilitative, problem;

• the shift in priorities from correcting individuals to reforming so-
ciety;

• the assertion that the necessary means for social participation and
integration, whether devices and services or access and accommo-
dations, should be enforceable civil rights rather than dispensations
of charity;

• the contests for power with professionals and bureaucrats;
• the quest for both individual and collective empowerment and self-

determination.

These common concepts and comparable agendas link the various dis-
ability-based political movements. They indicate that these disability-
specific campaigns have simultaneously operated—and continue to op-
erate—as contingents of a larger Disability Rights Movement. They also
reflect the emergence of a sense of cross-disability identification, if not
of cross-disability identity. Those senses of identification and of possi-
ble identity have often jostled uneasily with disability-specific interests
and identities. Still, the ongoing effort to address that tension, indeed,
the necessity of regularly dealing with it, evidences not only the pres-
ence of a universalistic disability identity, but also its historical signifi-
cance. Cross-disability identification and identity reflect a transforma-
tion in consciousness among people with disabilities. At the same time,
they serve as organizing tools spurring that change. Paralleling devel-
opments in consciousness and identity, the correspondence of concepts
and agendas among disability-based political movements points to the
formulation of an ecumenical ideology of disability and disability rights.
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That ideology supplies the specific content of disability rights advocacy
as it contests ideologies that oppose both civil rights in general and dis-
ability rights in particular.

These ways of thinking about people with disabilities had their gen-
esis during and after World War II. But they reached critical social and
political mass only in the last third of the twentieth century. Their
achievement of historical weight during those two generations justifies
referring to the recent era as the Disability Rights Moment.
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6
Film Reviews

Over the decades, thousands upon thousands of characters with
disabilities have appeared on movie and television screens. Three
artistically powerful and culturally significant films of the 1980s—
Whose Life Is It, Anyway?, Mask, and My Left Foot—not only re-
volved around a disabled character, but centered on issues of dis-
ability. Yet, to my way of thinking, the mainstream movie critics
whose reviews I read almost completely misunderstood these sto-
ries. Hence the three reviews that follow.

Answer to Whose Life Is It, Anyway?

The motion picture Whose Life Is It Anyway? argues for the right to die
by showing that severely disabled people have nothing worth living for
and would be better off dead. Richard Dreyfuss plays Ken Harrison, a
brilliant young sculptor paralyzed from the neck down in an auto acci-
dent. He decides that suicide is preferable to life as a quadriplegic who
needs dialysis. Persuasively, even eloquently, the film makes the case for
his death. But that case is totally one-sided, distorting the alternatives
and thereby defaming the value of the lives of people with severe dis-
abilities.
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Ken spends an unbelievable six months in intensive care before his
doctors decide to move him to a rehabilitation hospital. By that time
most spinal-cord-injured quadriplegics have finished rehabilitation. Just
as improbable, only then does he ask if he will recover and only then do
his physicians tell him that his condition is permanent.

Naturally, he feels that this catastrophe has left his life in ruins. His
doctors glibly tell him that he will feel differently once he starts reha-
bilitation. But rehabilitation never begins. He and we never catch a
glimpse of the adaptive methods and special equipment available to se-
verely disabled people. A social worker weakly suggests that he may be
able to use a reading machine and a special typewriter, but she never
shows him those devices.

The movie’s press kit brags about the panoply of up-to-date medical
hardware. With all of that gadgetry, couldn’t they find a power wheel-
chair anywhere? Instead, an orderly pushes Ken around in a manual
chair. Ken travels throughout the hospital and even out-of-doors, his
very mobility weakening the case for his death. If he operated a power
chair himself, that would further undermine the false impression of his
utter helplessness.

Ken is obsessed with sex because he is sure he can never have sex with
a woman again. He breaks off his relationship with his lover and bitterly
laments that he is “not a man anymore.” His despair about the loss of
physical love helps propel him toward suicide.

A real medical specialist in spinal-cord injury, knowing that 70 per-
cent of men with this sort of quadriplegia can have genital intercourse,
would have explored Ken’s sexual capabilities. Also, there are other sat-
isfying ways to make love, as the disabled veteran played by Jon Voight
showed in Coming Home. By ignoring these possibilities Whose Life re-
inforces the popular misconception of the asexuality of disabled people.
Ken argues that sculpting was his life and that he cannot simply switch
to another art form. Someone who cares would mourn with him the loss
of the thing he held most dear but would insist that as with everything
else in his situation there are alternatives. His gift expressed itself
through his fingers, but it originated in his brain.

This sardonic sculptor asserts himself with admirable defiance. But
disturbingly the writers have him use his biting wit only to express con-
tempt of himself as a disabled person.

This man of such passion and intelligence calls himself “a vegetable.”
And no one in the film disputes him! That term formerly referred to per-
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manently comatose patients. The makers of Whose Life . . . coin a new
definition: anyone with a severe disability is a “vegetable,” in other
words, subhuman. But many of us have lived for years with serious phys-
ical handicaps and have enjoyed our lives “anyway.”

Ken cries that he is “dead already.” Anyone who has endured a dis-
abling accident or illness can empathize with these feelings. The point
is that most people successfully negotiate this necessary painful passage
through the stages of grief to accept themselves as persons with disabil-
ities.

They make it partly because the people around them, family and
friends and professionals, help them to learn new ways of living and to
establish a new identity. Ken’s doctors fail him, not by “arrogantly” try-
ing to keep him alive, but by inadequately and half-heartedly showing
him how he can live.

A competent physician would have another severely disabled person
visit Ken to sympathize with his current feelings of despair and to
demonstrate to him that there is hope. Unfortunately in Whose Life . . .
other quadriplegics are absent.

The writers have tried to stack the deck against Ken. We know that
he needs dialysis, but viewers unfamiliar with medical jargon will re-
main unaware that both of his kidneys and his spleen were removed.
This makes his condition more difficult over the long term. Never has
a movie straw man been more skillfully constructed, crippled, and per-
suaded to commit suicide.

Still, contrary to the impression given in the film, the latest develop-
ments would permit Ken to live at home and receive dialysis there. This
would further weaken the case against taking his life.

This picture chiefly makes that case by an emotion-manipulating
appeal to unspoken, even unconscious, fears and prejudices. During the
movie, members of the audience in which I sat audibly agreed when Ken
expressed his contempt of himself in his present condition and de-
manded to be allowed to die. I and disabled friends have had people say
to us, “If I were you I’d kill myself.”

Many nondisabled people think that those of us with serious physi-
cal handicaps are incapable of managing our lives or living meaning-
fully. I know respiratory quadriplegics more severely disabled than Ken
who have resided in their homes and raised families.

This film also traffics in the current political mood that is dangerously
cutting back vital aid to severely disabled citizens. In one scene a char-
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acter complains that “we are spending thousands of dollars a week to
keep [Ken] alive,” when for a few pennies we could save the lives of Afri-
can children by vaccinating them against measles. How dare they force
us to choose between our lives and those of Third World children!
Money is wasted, not in keeping him alive, but in keeping him hospi-
talized when he could live safely and at far less cost in the community.

Frighteningly, this picture reflects not just an opinion, but a way of
dealing with severely disabled people that is rapidly gaining acceptance.
A philosopher recently recommended to a federal commission that doc-
tors be permitted to practice euthanasia on severely disabled infants if
supporting them would involve great expense for their families or soci-
ety. The Hartford Courant reported that doctors at the Yale–New Haven
Hospital routinely offer parents of severely disabled newborn children
the option of “mercy” killing.

In California, the parents of a deaf four-year-old are suing a doctor
for failing to warn them of her disability. Deafness is such a terrible
handicap, contends their attorney, that the child would have been bet-
ter off had she never been born. Other “wrongful life” suits also propose
that nonexistence is preferable to life with a disability.

Last year a television film told of a man who had shot to death his
brother at the brother’s request shortly after an accident left him a quad-
riplegic. Instead of portraying the tragedy of a man who ended his life
before he discovered the possibilities of rebuilding it, the story con-
firmed his and the audience’s death-dealing misconceptions. Sadly some
people do commit suicide, because they have been taught that life is
worthless if you are severely disabled. Whose Life Is It, Anyway? perpet-
uates the self-same false ideas that keep killing people.

Having decided to present a drama about an important contemporary
social and ethical dilemma, the makers of this movie had a moral obli-
gation to examine the issues fairly, factually, and thoroughly. The film
they have produced is irresponsible.

For Richard Dreyfuss this was only acting. For us—to answer the
question posed in this picture’s title—it is our lives.

Mask: A Revealing Portrayal

The current movie Mask tells the offbeat, real-life tale of Rocky Den-
nis, a teenager with a rare facially disfiguring disorder who grows up
amid a hard-riding, hard-living, tough and tender “family” of bikers.
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For disabled people the picture has particular appeal because it signifi-
cantly departs from typical screen images of us. Characters with severe
disfigurements or “deformities” like Rocky’s rarely appear outside hor-
ror films. Those movies portray them as dangerous, subhuman “mon-
sters.”

Likewise, motion pictures and fictional television frequently depict
handicapped people as bitter and self-pitying. Whether a blind woman
or an amputee surgeon on The Love Boat, a wheelchair-using mechanic
on Happy Days, a blind farmer’s son or Elmonzo Wilder recovering from
a stroke on Little House on the Prairie, or a paraplegic former gymnast on
Diff’rent Strokes, disabled people are inevitably shown to be angry and
obnoxious, wallowing in self-pity and unwilling to take responsibility
for themselves.

Producers and script writers consistently take a paternalistic, conde-
scending approach by climaxing their “disabled stories” by having
nondisabled characters confront the maladjusted “cripples” and tell them
to stop feeling sorry for themselves. In these movie and TV treatments,
disability is usually a matter of psychological adjustment, of individual
character and coping. Social prejudice rarely intrudes.

Mask is a welcome departure. It shifts the source of the problem from
the disabled individual to society. Emotionally, Rocky is clearly the
healthiest, most mature, and most self-assured person in the film—a
genuine rarity on screen for a disabled character. The greatest obstacles
he must “overcome” are not within himself, but in the biases of other
people. As one disability rights activist put it, “It’s not Rocky’s head that
needs to change, but other people’s.”

Mask shows that disability is not primarily a medical condition, but
rather a stigmatized social identity. Rocky Dennis’s disability may be un-
usual, but his experience of devaluation and rejection is common to
people with disabilities. If anything, the movie understates the discrim-
ination handicapped people encounter daily: fear, revulsion, hostility,
assumptions of inferiority, the transformation from social pariah to in-
spirational hero while still never being regarded as a “normal” person.

Importantly, Rocky finds himself accepted by the motorcycle gang
“family,” people stigmatized by society as social “misfits.” The bikers
also embrace and protect another handicapped person, B. D. (Bulldozer)
Collins, a brawling, tender, mountainous man with a severe speech im-
pairment. Mask also subtly makes the connection between different
forms of prejudice when a black woman teacher wordlessly but know-

Film Reviews 123



ingly welcomes Rocky as a student in her class. All of these people un-
derstand and receive one another out of their common experience of
prejudice.

The film authentically depicts the extraordinary efforts expended by
a disabled person to make nondisabled people comfortable with him.
With every new situation, with every new school, with every new indi-
vidual, Rocky must start all over again. Repeatedly he must summon the
emotional stamina to deal with impertinent questions, insensitive re-
marks, paternalistic reactions. His mother may try to reassure him about
his incredible and genuine skills in handling such situations. But some
days he feels that he cannot once more confront the prejudice that per-
sists despite his winning personality.

Mask is most honest in showing that social stigma results in roman-
tic rejection. With few exceptions, television programs and movies de-
pict disabled people shunning romantic possibilities because of low self-
esteem. From the amputee veteran in the film classic The Best Years of
Our Lives to a quadriplegic accountant in this season’s Highway to Heaven,
handicapped characters typically cannot believe that anyone could love
them with their disabilities. Saintly nondisabled characters in these sto-
ries, having no fears or biases, must prove to the disabled persons that
they are loveable as they are.

Rocky Dennis squarely faces the truth, an awful truth his mother
would avoid: in a culture obsessed with appearance, disabled people,
looking different or functioning differently, are often rejected as ro-
mantic partners. It is a blind girl, another outsider, who “sees” past the
disability to the person Rocky is.

Additionally, Mask indirectly touches upon pressing public issues of
concern to disabled Americans. In one hilarious scene, Rocky’s mother
chews out an arrogant young physician who has told her that her son has
only a few months to live. Parents have often heard such doctors un-
equivocally and authoritatively declare that their handicapped children
would live miserably and die soon.

In real life, children with conditions more treatable than Rocky’s are
too often allowed to die because someone decides that their “quality of
life” is low and that they would be better off dead. This is why disabil-
ity rights activists insist on medical treatment as a civil right of disabled
persons. Could anyone meet Rocky Dennis and conclude that his life was
not worth living?
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Mask also reflects the growing militancy in the disability community.
Like many parents of handicapped children, Rocky Dennis’s mother is
ready to fight for her son’s right of equal access to public education. He
does not need segregated special schooling, she maintains. He needs al-
gebra and English, just like everyone else.

After repeated slurs and insults, Rocky at last explodes, slamming a
biased student up against a locker and cussing him out for his bigotry.
In that moment, he acts out the indignation apparent in growing num-
bers of disabled people. One need only attend meetings of disability
rights organizations to see this political anger developing.

Finally, and perhaps most fascinating, Rocky displays what the mag-
azine The Disability Rag calls “disability cool.” He carries himself with
easy self-assurance and pride. The people who reject him are not only
prejudiced; they are uncool.

A new generation of disabled young adults is showing this same style.
They too are “disability cool.” They are proud and determined to in-
sure their right of equal access to all areas of society. They declare that
a society that devalues them is itself deformed. They assert that a com-
munity that would keep them out is crippled. They intend to unmask
prejudice and to fashion for themselves a new and positive identity. For
them, Rocky Dennis will be a hero.

The Glorious Rage of Christy Brown

At last a movie hero utterly true to our experience as disabled people.
My Left Foot dramatizes the life of the Irish painter and novelist Christy
Brown. Born in 1932 with cerebral palsy into a poor, brawling, tight-knit
Dublin family, he had severely impaired speech and was nearly quadri-
plegic, but could use his left foot and leg.

Critics and the film’s makers have said that this story is about family
and growing up and being working-class Irish and striving to make one-
self known and about an artist’s struggle to express himself. It is not
about “disablement,” they have all assured us. They seem to fear that if
prospective viewers think My Left Foot’s subject is the experience of dis-
ability, we will expect it to be depressing or saccharine and will stay away.

This film is about all of the things they describe, but most of all, de-
spite what they say, it is about growing up disabled. And for once we get
the story from our point of view, the perspective of disabled people, even
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down to the camera angles. We witness Christy Brown, boy and man,
furiously fighting to break free of other people’s devaluing biases and pa-
ternalistic domination, to control his own life, to define himself, to slake
his yearning desires. The emotional dynamic that propels this film is his
glorious disabled rage.

Though the reviewers enthusiastically praise the film, they misun-
derstand much that is in it because they know little of the experience of
disabled people and, in fact, share many of society’s biases about us.

We have had movie and TV tales beyond measure about angry hand-
icapped people, all of them succumbers to self-pity. They are not angry
about prejudice or discrimination. They are simply bitter about being
disabled, and they need, we are told, some nondisabled person to shake
them by the shoulders and snap them out of their childishness.

A few films have depicted prejudice. In The Elephant Man, John Mer-
rick is simply its passive victim. In Mask, although the disfigured Rocky
Dennis slams a taunting youth up against a school locker, he mostly
quietly endures bias and tries to win people over with his warmth. The
translators of Children of a Lesser God from stage to screen pretty much
sanitized Deaf people’s anger about hearing people’s prejudice.

But now comes Christy Brown, funny and passionate and fierce in his
refusal to tolerate even a moment’s condescension. When a temporary
attendant addresses him in a tone he considers patronizing, he snaps
that he doesn’t need a psychology lesson, he needs his cigarette lighted.
When he is persuaded to go to a clinic for physical therapy, he finds
himself packed together with handicapped children. Feeling infantilized,
he quickly decides to go home.

Like so many disabled people, Christy aches to express his capacity
for love and romance and sexuality and knows that he is devalued be-
cause of his disability. Even movie reviewers have expressed that bias.
Vincent Canby of the New York Times calls a priest’s warning to the se-
verely disabled Christy about “the evils of the flesh” “funny-terrible.”
He concludes that Brown’s “mind was . . . it seems, surprisingly roman-
tic.” It is surprising only if one regards people with disabilities as asex-
ual and incapable of romantic love. Mr. Canby, it seems, wonders if the
filmmakers fictionalized our Christy’s romanticism.

The difference between Christy Brown and most disabled people is
that he confronts romantic rejection head on. He senses that Mary (Ruth
McCabe), the woman he will one day marry, is both attracted to him and
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anxious about feeling attracted to a severely disabled man, so he tells
her straight out that she is afraid of him and of herself.

What attracts Mary is not just Christy’s wit and charm, but even more
his emotional directness and strength and vulnerability. Capturing those
qualities of his and Mary’s ambivalent reaction to him is part of this
movie’s fidelity to the experience of people with disabilities.

Every nonhandicapped professional who works around handicapped
people should study the way Dr. Eileen Cole (Fiona Shaw), a speech
therapist, relates to the young adult Christy. Even while she helps him,
she inflicts deep hurt. She flirts with him. She lounges seductively on his
bed. At his first art gallery show, she drapes herself over him like a lover.
Then when he summons the courage to tell her he loves her, she springs
the news of her wedding engagement.

I have seen professionals play this kind of seductive game with dis-
abled people. Not just women like Eileen playing with disabled men
and boys. Males, too, flirting with disabled women and girls. It is cruel
and dangerous, not because Christy’s sexual and romantic feelings could
never be fulfilled, but because people like Eileen evoke such feelings but
have no intention of satisfying them.

No wonder Christy erupts with rage. When Eileen reveals her rela-
tionship with the gallery director, Christy boils and then explodes, finally
grabbing a tablecloth in his teeth and dragging it and everything on 
it to the floor of a fancy restaurant. Los Angeles Times film critic Sheila
Benson calls this “the tyrannical side of Christy’s disablement.” She thor-
oughly misunderstands his fury. He is enraged by what he now recog-
nizes as Eileen’s toying with him. Eileen undoubtably does not manip-
ulate him consciously, but her behavior is certainly insensitive, wanton,
and contemptuous of his feelings.

Christy is also incensed in this scene by the attempt of his embar-
rassed nondisabled companions to stifle his anger. One woman repeat-
edly tells the man next to her to take Christy’s drink away from him.
Eileen’s fiancé tries to pull his wheelchair out of the restaurant. For
Christy, this is simply nondisabled people trying to silence and control
him by physically overpowering him. That is what provokes him to rip
the cloth from the table. To her credit, Eileen lets him rage.

The film’s reviewers have indulged in the usual devaluing language
and attitudes. Canby finds Daniel Day-Lewis’s rendition of Christy at
first hard to evaluate. “It’s never easy,” he says, “judging the work of ac-
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tors in such singular and grotesque circumstances.” Benson refers to
Brown as “wheelchair-bound” and Canby calls him “almost completely
immobilized.” This is a boy we see rescue his injured mother by hurl-
ing himself to the bedroom floor, scooting across it and down the hall,
kicking his right foot with his left to unwedge it in the narrow hallway,
sliding down the stairs, and pounding on the front door with that mar-
velous left foot. This is a young man we see playing football in the al-
ley, blocking one field goal with his head and kicking another while ly-
ing on his side. Christy Brown immobilized? My left foot!

Like Christy’s neighbors, the critics will not credit him with the tal-
ent and the drive that enable his achievements. “Through the uninhib-
ited, unself-conscious love of his family,” Canby tells us, “and the pa-
tience of his doctors, Christy learned how to be understood when he
talked and to express himself first as a painter and then as a writer.”
There is only one “doctor,” Eileen, and she is a speech therapist, not a
physician. This comment reveals that Canby, like many nondisabled
people, thinks of people with disabilities as patients who primarily need
medical treatment.

What Brown primarily needs is to get an education. Canby makes
Eileen “largely responsible” for that education. Benson says Christy “will
be reached through” her. In real life too, disabled people’s achievements
are often chalked up to someone nondisabled who allegedly “reached”
us. The film plainly shows that Brown himself is “largely responsible”
for his education. He teaches himself to paint. Then he decides he is not
really a painter after all and starts to write. The film omits that he wrote
Down All the Days, one of the great modern Irish novels. To be sure,
Christy needs and gets the help and support of his family and Eileen and,
most important, his mother, but his accomplishments belong to him.

Canby calls My Left Foot a “triumph-over-adversity” film. That is ex-
actly the sort of film this is not. Christy finds himself regarded as help-
less and incompetent. From the first we are made to see that this bias
infuriates him, so he confronts nondisabled people, forces them to deal
with him. Sometimes he uses wit and charm, sometimes temper. What-
ever his tactics, he will allow no one to dismiss him.

We witness the devalued boy become the leader of his brothers and
the virtual head of his family. How many of us with physical disabilities
have found nonhandicapped people at first condescending to us and at
last relying on our brains and common sense? This is emphatically not
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a “triumph-over-adversity” tale. It is the story of a disabled man’s life-
long struggle against prejudice.

And the tone is far from triumphal. Prejudice deeply wounds Christy
Brown. He aches with the loneliness, the sense of being excluded by
social stigma, that many disabled people feel. He becomes alcoholic. He
almost kills himself. If we find his rudeness at times unpleasant, we find
his pain all but unbearable. The audience I saw the picture with audibly
sighed with relief when we learned at the story’s end that Christy even-
tually married Mary. Never before has a film so relentlessly demanded
that its viewers feel the prejudice inflicted on a disabled person.

The raves about Daniel Day-Lewis’s overpowering performance as
Christy Brown go beyond the merely technical brilliance of his imper-
sonation. He gets inside the mind of this disabled man. To achieve this
he stayed in character as much as possible off the set. He used a wheel-
chair. He was lifted in and out of cars. He spoke the way a person with
severe cerebral palsy would speak. He had someone feed him. He even
dined in character in some of Dublin’s best restaurants.

By living the role of a disabled man, Day-Lewis experienced some-
thing of the social reality of our lives. “It’s strange what happens,” he
says, “regardless of the conceit, even though everybody knew who I was
and what I was doing. When people see someone in a wheelchair, their
attitudes change. People’s voices change, they start treating you like a
child.” They talked around him as though he were not there, as though
he were invisible.

Without knowing it, Day-Lewis had taken on a clearly defined social
identity, the Crippled Role. As soon as he assumed the physical appear-
ance of a “cripple,” nonhandicapped people started treating him as one
of us. They devalued him. They patronized him. They regarded him as
a nonperson.

Any person with a disability could have predicted Day-Lewis’s reac-
tion to this prejudice. He says he felt “incessant rage.” That is how he
came to understand emotionally the mind and heart of Christy Brown.
That is how and why he can give us this searing performance. That is
how and why he and his colleagues can present this document of a dis-
abled man’s life, this fiercely honest, grim, funny, powerful and em-
powering mirror of our lives as people with disabilities.

Most of us who have disabilities hate the word “inspiring.” We hate
being told we are “inspirations.” We know it is usually a way of devalu-
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ing us by defining us as heroic oddities. It is a weapon to blame handi-
capped people who have not proved their worth by cheerfully “over-
coming” their disabilities. It is a way of distracting attention from the
reality of the prejudice and discrimination and inaccessibility that thwart
the lives of millions of us.

Sometimes, though, the word “inspiring” fits. People with disabili-
ties do need heroes, not uncomplaining overcomers, but real disabled
heroes who fight bias and battle for control of their lives and insist that
they will make their mark in the world. Christy Brown, difficult and
dangerous as he is, is such a hero. He embodies the consciousness of a
new generation of people with disabilities who assert that for the over-
whelming majority of us prejudice is a far greater problem than any im-
pairment, discrimination is a bigger obstacle than disability. He reflects
our demands for full human dignity, self-determination, and equal ac-
cess to society and to life. Christy Brown is a hero of our struggle. We
will be inspired by his glorious disabled rage.
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7
Screening Stereotypes
Images of Disabled People in 
Television and Motion Pictures

The film reviews in chapter 6 inspected several individual pro-
ductions in detail. The following essay attempted to explicate
some of the major recurring themes about disability and charac-
terizations of people with disabilities in motion pictures and tele-
vision. Though many of the examples date from the period when
this article was written, the same themes and characterizations,
the same stereotypes, have persisted up to the present.

When one examines images of people with disabilities in television and
film, one encounters two striking facts. First, one discovers hundreds of
characters with all sorts of disabilities: handicapped horror “monsters”;
“crippled” criminals; disabled war veterans, from The Big Parade (1925)
to The Best Years of Our Lives (1946) to Coming Home (1978); central char-
acters of television series temporarily disabled for one episode; blind de-
tectives; disabled victims of villains; animated characters like stuttering
Porky Pig, speech-impaired Elmer Fudd, near-sighted Mr. Magoo, and
mentally retarded Dopey.

The second striking fact is how much we overlook the prevalence of
disability and the frequent presence of disabled characters. Why are
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there so many disabled characters, and why do we overlook them so
much of the time? Why do television and film so frequently screen dis-
abled characters for us to see, and why do we usually screen them out
of our consciousness even as we absorb those images?

The critic Michael Wood has some useful observations that apply
here. “All movies mirror reality in some way or other,” he writes.

There are no escapes, even in the most escapist pictures. . . . Movies bring
out [our] worries without letting them loose and without forcing us to look at
them too closely. . . . It doesn’t appear to be necessary for a movie to solve
anything, however fictitiously. It seems to be enough for us if a movie simply
dramatizes our semi-secret concerns and contradictions in a story, allows
them their brief, thinly disguised parade. . . . Entertainment is not, as we
often think, a full-scale flight from our problems, not a means of forgetting
them completely, but rather a rearrangement of our problems into shapes
which tame them, which disperse them to the margins of our attention.1

Often, as Wood says, film and television programs do touch upon our
areas of concern without explicitly acknowledging or exploring them. At
other times, for instance in the “social problem” dramas seen during the
1970s and 1980s, the subjects of our worries were addressed, but with-
out deep examination. In such cases, television and film supply quick
and simple solutions. They tell us that the problem is not as painful or
as overwhelming as we fear, that it is manageable, or that it is not really
our problem at all, but someone else’s.

Disability happens around us more often than we generally recognize
or care to notice, and we harbor unspoken anxieties about the possibil-
ity of disablement, to us or to someone close to us. What we fear, we
often stigmatize and shun and sometimes seek to destroy. Popular en-
tertainments depicting disabled characters allude to these fears and
prejudices, or address them obliquely or fragmentarily, seeking to reas-
sure us about ourselves.

What follows is a brief consideration of the most common screen im-
ages of people with physical, sensory, and developmental disabilities and
some thoughts about their underlying social and psychological mean-
ing. This article by no means exhausts the range of images or their sig-
nificance; although it concentrates on live-action fictional depictions, it
also compares them to nonfictional images in order to illuminate fur-
ther the social and cultural attitudes and concerns they reflect and ex-
press. Further, it is important to show the connections between recent
changes in those characterizations and the emergence of a new socio-
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political consciousness about disability, particularly among disabled peo-
ple themselves.

Disability has often been used as a melodramatic device not only in
popular entertainments, but in literature as well. Among the most per-
sistent is the association of disability with malevolence. Deformity of
body symbolizes deformity of soul. Physical handicaps are made the em-
blems of evil.

Richard the Third’s hunchback and Captain Ahab’s peg leg immedi-
ately come to mind, but “bad guys” still frequently have handicaps. Doc-
tor No and Doctor Strangelove both have forearms and hands encased
in black leather. The overpowering evil embodied in Strangelove’s
leather-wrapped hand nearly makes him strangle himself. He is also
“confined to a wheelchair.” The disabilities of both doctors apparently
resulted from foul-ups in their nefarious experiments. They are “crip-
pled” as a consequence of their evil.

One of the most popular adversaries of the TV adventure series Wild,
Wild West was the criminal genius, yet another doctor, Miguelito P.
Loveless, a “hunch-backed dwarf.” Michael Dunn, a marvelous and tal-
ented actor, spent much of his career relegated to such horrific roles. In
one episode, Dr. Loveless says to the story’s hero: “I grow weary of you,
Mr. West. I weary of the sight of your strong, straight body.” This bril-
liant villain repeatedly hatches grandiose schemes to wreak havoc and
overthrow the U.S. government, with an obvious motive: he wants re-
venge on the world, presumably the able-bodied world. Disabled vil-
lains, raging against their “fate” and hating those who have escaped such
“affliction,” often seek to retaliate against “normals.”

Other criminal characters may operate on a less magnificent scale,
but act from the same animus. In the “Hookman” (1973) episode of
Hawaii Five-O, a double-amputee sniper who had lost both hands in a
foiled bank robbery blamed the series’s hero and pledged to avenge his
“maiming” by killing the police detective. Or consider the “one-armed
man,” the real murderer in one of the most popular series in television
history, The Fugitive. (Bill Raisch was another handicapped actor con-
fined to criminal roles because of his disability.)

The connection between criminality and disability continues. In 1984,
the short-lived series Hot Pursuit unsuccessfully tried a variation on the
“fugitive” formula. This time an innocent woman accused of murder
was chased by the real killer, a one-eyed hit man. Another recent series,
a modern-day western, The Yellow Rose (1983–1984), featured Chuck
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Connors as Hollister, a greedy and vengeful oilman who walks with a
limp, supporting himself with a cane. The scene introducing this char-
acter made clear the connection between his nastiness and his handicap.
An establishing long shot showed him “hobbling” toward the camera,
with a cut to a close-up of the “bad” leg and the cane.

Another recent disabled villain—not a criminal, but a “bad guy” just
the same—appeared in the popular British miniseries The Jewel in the
Crown (broadcast on American public television in 1984–1985). This
dramatization of the last years of British colonial rule in India revolved
around one Ronald Merrick, a police investigator and army intelligence
officer who is arrogant, deceitful, and viciously racist. As the result of a
battle injury, the left side of his face is disfigured and he loses his left arm.
Like Doctor No, Doctor Strangelove, and a number of other maimed
or amputee bad guys, he acquires a black leather–covered prosthetic
limb. This dramatic device recurs frequently enough that one begins to
wonder about the psychosexual significance of the connection between
blackness, badness, amputation, and artificial arms.

Giving disabilities to villainous characters reflects and reinforces, al-
beit in exaggerated fashion, three common prejudices against handi-
capped people: disability is a punishment for evil; disabled people are
embittered by their “fate”; disabled people resent the nondisabled and
would, if they could, destroy them. In historic and contemporary social
fact, it is, of course, nondisabled people who have at times endeavored
to destroy people with disabilities. As with popular portrayals of other
minorities, the unacknowledged hostile fantasies of the stigmatizers are
transferred to the stigmatized. The nondisabled audience is allowed to
disown its fears and biases by “blaming the victims,” making them re-
sponsible for their own ostracism and destruction.

Closely related to the criminal characterization, but distinct from it,
is the depiction in horror stories of the disabled person as “monster.”
The subtext of many horror films is fear and loathing of people with
disabilities. As with the equation of disability and criminality, the hor-
rific characterization long antedates television and persists most fre-
quently in horror films made for theatrical release. Still, television per-
petuates the “monster” image not only by broadcasting these theatrical
films, but also by producing new versions of horror classics. The most
prominent recent examples are the TV movie remakes of those peren-
nial favorites The Hunchback of Notre Dame (1981) and The Phantom of
the Opera (1983).
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The most obvious feature of “monster” characterizations is their ex-
tremism. The physical disabilities typically involve disfigurement of the
face and head and gross deformity of the body. As with the criminal
characterization, these visible traits express disfigurement of personal-
ity and deformity of soul. Once again, disability may be represented as
the cause of evildoing, punishment for it, or both.

Further, the depiction of the disabled person as “monster” and the
criminal characterization both express to varying degrees the notion that
disability involves the loss of an essential part of one’s humanity. De-
pending on the extent of disability, the individual is perceived as more
or less subhuman. These images reflect what Erving Goffman describes
as the fundamental nature of stigma: the stigmatized person is regarded
as “somehow less than human.” Such depictions also exemplify the
“spread effect” of prejudice. The stigmatized trait assumedly taints every
aspect of the person, pervasively spoiling social identity.2

That “spread effect” is evident in an extension of the notion of loss
of humanity, the idea that disability results in loss of self-control. The
disabled character thus endangers the rest of society. The dangerous
disabled person is not necessarily a criminal or a malevolent monster, but
may be a tragic victim of fate, as with Lenny in the nonhorror story Of
Mice and Men (1939, 1969, 1981, 1992). Whatever the specific nature of
the disability, it unleashes violent propensities that “normally” would be
kept in check by internal mechanisms of self-control.

Violent loss of self-control results in the exclusion of the disabled
person from human community. Often in horror stories, and virtually
always in criminal characterizations, it is the disability itself and the re-
sultant dangerous behavior that separates and isolates the disabled char-
acter from the rest of society. But in some “monster” stories, for instance
The Hunchback of Notre Dame, the disabled person is excluded because
of the fear and contempt of the nondisabled majority. Still, even when
the handicapped character is presented sympathetically as a victim of
bigotry, it remains clear that severe disability makes social integration
impossible. While viewers are urged to pity Quasimodo or Lenny, we
are let off the hook by being shown that disability or bias or both must
forever ostracize severely disabled persons from society.

For both monstrous and criminal disabled characters, the final and
only possible solution is often death. In most cases, it is fitting and just
punishment. For sympathetic “monsters,” death is the tragic but in-
evitable, necessary, and merciful outcome. Again we can “sympathize”
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with the mentally retarded Lenny, while avoiding our fears and biases
about him, and escape the dilemma of his social accommodation and in-
tegration.

During the 1970s and 1980s, another depiction of persons with se-
vere disabilities emerged: the severely physically disabled character who
seeks suicide as a release from the living death of catastrophic disable-
ment. This was the theme of the play and motion picture Whose Life Is
It, Anyway?, the TV movie An Act of Love, and the theatrical drama Nevis
Mountain Dew. In the first two stories, recently spinal cord–injured quad-
riplegics request assisted suicide, and in the last, a postpolio respiratory
quadriplegic asks his family to unplug his iron lung. The ostensible sub-
ject of the first and second dramas is the arrogance and oppressive power
of a medical establishment gone wild, which at exorbitant expense keeps
alive suffering people who would be better off dead. But just beneath the
surface of all of these tales runs a second unacknowledged theme, the
horror of a presumed “vegetable-like” existence following severe dis-
ablement.

These stories present distinct parallels with the “monster” charac-
terization. Disability again means loss of one’s humanity. The witty,
combative central character in Whose Life Is It, Anyway? refers to him-
self as a “vegetable” and says that he is “not a man” anymore. The dis-
abled persons in the other two dramas make similar statements of them-
selves. Severe disability also means loss of control. Unlike the criminal
and “monster” characterizations, it does not mean loss of moral self-
control, since the disabled would-be suicides clearly have a moral sen-
sibility superior to those who would force them to live. Rather, disabil-
ity means a total physical dependency that deprives the individual of
autonomy and self-determination.

Disability again results in separation from the community. This ex-
clusion is not presented as necessary to protect society from danger, as
with the monstrous disabled character. Nor is it the result of discrimi-
nation or inaccessibility. It is portrayed as the inevitable consequence of
a serious physical impairment that prevents normal functioning, normal
relationships, and normal productivity. All of these dramas distort or
ignore the possibilities of rehabilitation and modern assistive technol-
ogy. They also totally avoid considering what effects the enforcement
of antidiscrimination and accessibility laws would have on the activities,
identities, and sense of self-worth of disabled individuals.
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Finally, as with the “monster” and criminal characterizations, these
dramas present death as the only logical and humane solution. But in-
stead of eliminating the disabled person who is a violent threat, it relieves
both the individual viewer and society of the impossible emotional,
moral, and financial burden of severe disability. The disabled characters
choose death themselves, beg for it as release from their insupportable
existence. The nondisabled characters resist this decision, but then re-
luctantly bow to it as necessary and merciful. Once again, the nondis-
abled audience is allowed to avoid confronting its own fears and preju-
dices. It is urged to compliment itself for its compassion in supporting
death as the only sensible solution to the problems of people with se-
vere disabilities.

Even when bigotry is presented as a fundamental problem confront-
ing severely disabled persons, as in The Elephant Man (1980), the final
solution, the choice of the disabled character himself, is suicide. Whether
because of prejudice or paralysis, disability makes membership in the
community and meaningful life itself impossible; death is preferable.
Better dead than disabled.

The most prevalent image in film and especially in television during
the past several decades has been the maladjusted disabled person. These
stories involve characters with physical or sensory, rather than mental,
handicaps. The plots follow a consistent pattern: the disabled central
characters are bitter and self-pitying because, however long they have
been disabled, they have never adjusted to their handicaps, have never
accepted themselves as they are. Consequently, they treat nondisabled
family and friends angrily and manipulatively. At first, the nondisabled
characters, feeling sorry for them, coddle them, but eventually they re-
alize that in order to help the disabled individuals adjust and cope they
must “get tough.” The stories climax in a confrontation scene in which
a nondisabled character gives the disabled individual an emotional “slap
in the face” and tells the disabled person to stop feeling sorry for him-
or herself. Accepting the rebuke, the disabled characters quit com-
plaining and become well-adjusted adults.

These portrayals suggest that disability is a problem of psychologi-
cal self-acceptance, of emotional adjustment. Social prejudice rarely in-
trudes. In fact, the nondisabled main characters have no trouble ac-
cepting the individuals with disabilities. Moreover, they understand
better than the handicapped characters the true nature of the problem.
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Typically, disabled characters lack insight about themselves and other
people, and require emotional education, usually by a nondisabled char-
acter. In the end, nondisabled persons supply the solution: they compel
the disabled individuals to confront themselves.

The drama of adjustment seems to have developed in the aftermath
of World War II, probably in response to the large numbers of disabled
veterans returning from that conflict. Note, for instance, that two of the
most powerful examples appeared in the films The Best Years of Our Lives
(1946) and The Men (1950). This genre became a staple of television in
the 1960s, 1970s, and 1980s.

Paradoxically, this depiction represents progress in the portrayal of
disabled persons. The criminal and “monster” characterizations show
that disability deprives its victims of an essential part of their humanity,
separates them from the community, and ultimately requires that they
be put to death. In contrast, the dramas of adjustment say that disabil-
ity does not inherently prevent deaf, blind, or physically handicapped
people from living meaningfully and productively and from having nor-
mal friendships and romantic relationships. But these stories put the re-
sponsibility for any problems squarely and almost exclusively on the dis-
abled individual. If they are socially isolated, it is not because the
disability inevitably has cut them off from the community or because so-
ciety has rejected them. Refusing to accept themselves with their hand-
icaps, they have chosen isolation.

A recurring explicit or implicit secondary theme of many stories of
adjustment is the idea of compensation. God or nature or life compen-
sates handicapped people for their loss, and the compensation is spiri-
tual, moral, mental, and emotional. In an episode of Little House on the
Prairie, “Town Party, Country Party” (1974), about a “lame” schoolgirl,
Charles, the father, says that many “cripples” seem to have “special gifts.”
Laura, his daughter, asks if those gifts include “gumption.” Yes, he an-
swers, and goodness of heart too. Other stories represent blind people
with special insights into human nature (for instance, the blind old black
man in Boone, a short-lived 1983 TV series) or paraplegic detectives with
superior skills (Ironside). Far from contradicting the image of the mal-
adjusted disabled person, the notion of compensation reiterates it in yet
another way. Compensation comes to those who cope. It is a “gift” to
handicapped individuals who responsibly deal with their “afflictions.”

Nonfictional television programs, particularly magazine shows such
as That’s Incredible, Real People, and Ripley’s Believe It or Not, frequently
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present handicapped individuals who are the opposite of the fictional
“maladjusted” disabled person. Repeatedly they recount stories of
achievement and success, of heroic overcoming. Over and over they dis-
play inspiring blind carpenters, paraplegic physicians, and “handi-
capable” athletes. These “real-life” stories of striving and courage seem
the antithesis of the bitter and self-pitying “cripples” in dramas of ad-
justment, but both stem from the same perception of the nature of dis-
ability: disability is primarily a problem of emotional coping, of per-
sonal acceptance. It is not a problem of social stigma and discrimination.
It is a matter of individuals overcoming not only the physical impair-
ments of their own bodies but, more important, the emotional conse-
quences of such impairments. Both fictional and nonfictional stories
convey the message that success or failure in living with a disability re-
sults almost solely from the emotional choices, courage, and character
of the individual.

Both the dramas of adjustment and the nonfictional presentations of
people with disabilities stem from the common notion that with the
proper attitude one can cope with and conquer any situation or condi-
tion, turning it into a positive growth experience. Nothing can defeat
us; only we can defeat ourselves. This belief in the power of a positive
mental outlook, so widely and successfully marketed in therapies, psy-
chologies, and sects, not only currently but throughout American his-
tory, suggests a primary reason for the popularity of stories about dis-
abled people adjusting and overcoming. It points to one of the social
and cultural functions of that image and to one of the primary social
roles expected of people with disabilities: in a culture that attributes suc-
cess or failure primarily to individual character, “successful” handicapped
people serve as models of personal adjustment, striving, and achieve-
ment. In the end, accomplishment or defeat depends only on one’s at-
titude toward oneself and toward life. If someone so tragically “crip-
pled” can overcome the obstacles confronting them, think what you,
without such a “handicap,” can do.

Another obvious social function of the psychologized image of phys-
ical and sensory disability is to make it an individual rather than a social
problem. Prejudice and discrimination rarely enter into either fictional
or nonfictional stories, and then only as a secondary issue. In fictional
productions, nondisabled persons usually treat disabled people badly,
not because of bias, but out of insensitivity and lack of understanding.
It becomes the responsibility of the disabled individual to “educate”
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them, to allay their anxieties and make them feel comfortable. For in-
stance, in an episode of Little House on the Prairie, “No Beast So Fierce”
(1982), a boy who stutters is told that he must patiently help the other
children to accept him and then they will stop ridiculing him.

Nonfictional programs also generally avoid or obscure the issue of
prejudice. In an interview on Hour Magazine, a paraplegic teenage fash-
ion model briefly mentioned repeated professional rejection and dis-
crimination because of her disability. Diverting her from that subject,
the interviewer concentrated his questions on her strenuous efforts to
learn to walk. (By then she was up to twelve steps.) Presumably, walk-
ing would make her a more acceptable and attractive model than using
a wheelchair.

Segments about disabled people on magazine shows and news broad-
casts frequently focus on medical and technological advances. They also
often present “human interest” stories about individuals with disabili-
ties performing some physical feat to demonstrate that they are not
“handicapped,” only “physically challenged.” One could argue that these
features demonstrate that medical and technological innovations are in-
creasingly neutralizing physical impairments and that they and the “hu-
man interest” stories show that attitudes rather than disabilities limit
people. But simultaneously they reinforce the notion that disability is
fundamentally a physical problem requiring a medical or mechanical fix.
They also suggest that disabled people can best prove their social ac-
ceptability, their worthiness of social integration, by displaying some
physical capability. Finally, these features also reiterate, with the active
complicity of the disabled participants themselves, the view that dis-
ability is a problem of individual emotional coping and physical over-
coming, rather than an issue of social discrimination against a stigma-
tized minority.

The reactions of disabled people themselves to “human interest” sto-
ries are particularly illuminating. Some praise these features for show-
ing that “physically inconvenienced” folks are as able as so-called “nor-
mals.” Others criticize such “super-crip” segments for continuing to
portray handicapped people as “incredible,” extraordinary, or freakish.
Both responses, it would seem, stem from the same concern and aim:
increasingly and in various ways, for instance, in the debate over the lan-
guage of disability, people with disabilities are rejecting the stigmatized
social identity imposed upon them.3 They are struggling to fashion for
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themselves a positive personal and public identity. Whether or not “hu-
man interest” stories in fact promote an alternative image, handicapped
people themselves clearly intend to oppose stigma and discrimination.

Stigma and discrimination are still especially powerful regarding sex-
uality and romance. In a sexually supercharged culture that places almost
obsessive emphasis on attractiveness, people with various disabilities are
often perceived as sexually deviant and even dangerous, asexual, or sex-
ually incapacitated either physically or emotionally. Film and television
stereotypes reflect and reinforce these common biases.

Criminal disabled male characters convey a kinky, leering lust for sex
with gorgeous “normal” women. Dr. Loveless, the hunch-backed dwarf
super-criminal in Wild, Wild West, surrounds himself with luscious
women. The Nazi dwarf in the film comedy The Black Bird (1974) dis-
plays a voracious appetite for sex with statuesque beauties. Dr. Strange-
love salivates over the prospect of having his share of nubile young
women to perpetuate the human race in underground caverns follow-
ing a nuclear holocaust. “Monster” disabled characters menace beauti-
ful women who would ordinarily reject them. The disfigured phantom
of the opera kidnaps a woman who reminds him of his dead wife. Qua-
simodo, the hunchback of Notre Dame, rescues and tenderly cares for
a woman with whom he has obviously fallen in love. But there is always
an undertone of sexual tension, of sexual danger. We are never quite
sure what he might do to her.

Mentally retarded adult men also at times appear as sexually menac-
ing figures, partly because of their supposed inability to control their
emotions, to gauge their own strength, and to restrain a propensity to-
ward violence. Thus, George mercifully kills his friend Lenny (Of Mice
and Men) after Lenny accidentally breaks the neck of a beautiful young
woman. Sexual menace, deviancy, and danger stem from the loss of con-
trol often represented as inherent in the experience of disability .

In other stories, physical paralysis results in asexuality or sexual in-
capacitation. The quadriplegic characters in Whose Life Is It, Anyway?,
An Act of Love, and Nevis Mountain Dew opt for suicide partly because
they believe they have lost the ability to function sexually. Neither of the
first two films examines the reality of sexual physiology among people
with spinal-cord injuries, or the possibilities of sexual rehabilitation.
Nevis Mountain Dew inaccurately represents sensory deprivation and sex-
ual dysfunction as consequences of polio. But these individuals, and char-
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acters with less severe physical disabilities in other stories, have lost
something more important than the physical capacity to function sexu-
ally. Disability has deprived them of an essential part of their human-
ness: their identities as sexual beings. More than one male character with
a disability refers to himself as “only half a man.”

Even when a disability does not limit sexual functioning, it may im-
pair the person emotionally. Disabled characters may be quite capable
of physical lovemaking but spurn opportunities for romance because 
of a lack of self-acceptance, a disbelief that anyone could love them 
with their “imperfections.” Nondisabled characters have no trouble find-
ing the disabled persons attractive or falling in love with them, and have
no difficulty in accepting them with their disabilities. From the double-
amputee veteran in The Best Years of Our Lives (1946) to a quadriplegic
accountant in “A Marriage Made in Heaven,” an episode of Highway to
Heaven (1985), disabled characters require convincing that they are love-
able and that a romantic relationship is workable despite their disabili-
ties. These depictions fly in the face of the real-life experiences of many
handicapped men and women who find that even the most minor im-
pairments result in romantic rejection. Once again, popular entertain-
ments invert social reality and allow the nondisabled audience to disown
its anxieties and prejudices about disabled people. The source of the
“problem” is shifted to the stigmatized person himself or herself, in an-
other version of blaming the victim.

In the past, most stories presenting a positive image of disabled peo-
ple and romance have involved blind characters. Recently, a few pro-
ductions have presented people with physical disabilities as attractive
and sexual. Most prominent among these are Jon Voight’s paraplegic
Vietnam veteran in Coming Home and an episode of the TV situation
comedy Facts of Life starring Geri Jewell, an actress with cerebral palsy.
What distinguishes these and a handful of other portrayals is the self-
assurance of the disabled characters regarding their own sexuality and
romantic value. They enter relationships out of the strength of their
own identities as persons with disabilities.

These romantic portrayals and other new characterizations have
slowly begun to appear, partly as a result of the increasing impact of 
the disability civil-rights movement and the growing media awareness
of the disability community. Even while previous stereotypes have per-
sisted, a few productions have struggled to “read” these evolving events
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and to respond to a developing sociopolitical consciousness about
disabled people. The resulting images are fascinatingly contradictory.
Elements of a minority group view of disabled people jostle uncom-
fortably with the themes of the drama of adjustment.

This complicated trend first appeared in The Other Side of the Moun-
tain (1977) and The Other Side of the Mountain, Part II (1979). This film
biography of Jill Kinmont turned her story into a traditional account of
overcoming severe disability, while almost completely ignoring her
struggle to combat discrimination in education and employment. How-
ever, one important scene showed her confronting prejudice when a
professor praises her as an “inspiration” while declaring that she will
never get a teaching job. Subsequently, the TV movie The Ordeal of Bill
Carney (1981) dramatized the “real-life” landmark legal battle of a quad-
riplegic father to gain custody of his two sons. The characterization of
Carney, according to Carney himself, distorted his personal life by fit-
ting it into the stereotype of coping, showing him as frequently bitter
and depressed, and particularly maladjusted in a sexual and romantic re-
lationship. In contrast, his paraplegic lawyer was portrayed as having an
emotionally and sexually healthy relationship with his wife. More im-
portant, the film showed the attorney militantly defending Carney’s legal
right to raise his children and the lawyer’s own right of physical access
to public places.

Contradictions of characterization and theme have also appeared in
episodic television. The T. J. Hooker segment “Blind Justice” (1983) pre-
sented a blind woman in physical danger because she had witnessed a
murder. Here is a recurring stereotype: a blind person in jeopardy, usu-
ally a woman, who tells of the terror of “living in darkness.” But in this
instance, the stereotype was mitigated and complicated because the
woman was also presented as an advocate of the rights of handicapped
people, and Hooker was given a speech about the need to end bias
against people with disabilities. Similarly, an episode of Quincy, “Give Me
Your Weak” (1983), showed hundreds of politically active disabled peo-
ple demonstrating in favor of the “Orphan Drugs Bill” pending in Con-
gress. But the story also followed the descent into self-pity of a woman
who succumbed to her disability until her husband rebuked her and
demanded that she act responsibly again. An installment of Alice (1984)
focused on accessibility for wheelchair users, clearly a response to that
pressing social and policy question. But it treated accessibility as an act
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of generosity that the nondisabled should perform to make things eas-
ier for “the handicapped,” rather than an issue of the civil and legal rights
of disabled people.

A few recent productions have directly dealt with the issue of prej-
udice. The Elephant Man showed the dehumanizing exploitation and
bigotry inflicted on a severely disabled man; “Little Lou,” an episode 
of Little House on the Prairie (1983), told of a short-statured man de-
nied employment because of discrimination. Unfortunately, instead of
showing such bias as widespread, this story had only one prejudiced
character, the cartoonishly obnoxious and snobbish Mrs. Oleson. The
weakness of both dramas was their indulgence in melodramatic senti-
mentality.

More realistic was the powerful “For Love of Joshua” on Quincy
(1983), which examined the denial of medical treatment and nutrition
to developmentally disabled newborns and showed the possibilities of in-
dependent living for intellectually handicapped people. The story cli-
maxed with an eloquent courtroom speech by a teenager with Down’s
syndrome protesting prejudice against mentally retarded people. In the
theatrical film Mask (1985), a teenager with a rare facially disfiguring dis-
ease confronts discrimination in education, social ostracism, and ro-
mantic rejection. He and his mother militantly resist prejudice. Unfor-
tunately, as in The Elephant Man, the movie lets the audience off the
hook when the youth dies. It is easier to regret prejudice if its victims
won’t be around.

If stereotyping of handicapped persons has prevailed in both fictional
and nonfictional television programming, the problem in TV commer-
cials has been the total exclusion, until recently, of people with disabil-
ities. Sponsors have feared that the presence of individuals with visible
handicaps would alienate consumers from their products. They also have
failed to recognize the substantial population of disabled Americans as
potential customers. Additionally, they have asserted, not without rea-
son, that by casting performers with disabilities in their commercials
they would incur the charge of exploitation. As a result, past efforts to
integrate commercials have met with massive resistance.

In 1983, 1984, and early 1985, commercials using handicapped per-
formers began to appear. Departing significantly from past practices,
these spots may signal a trend. In mid-1983, CBS broadcast a series of
promos for its fall schedule. One showed a paraplegic wheelchair racer.
Another had a deaf couple signing, “I love you.” “I love you too.” Sig-
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nificantly, these commercials garnered not only praise from the disabil-
ity community, but also criticism from at least one nondisabled TV critic
who implied that CBS was exploiting handicapped people.

More important breakthroughs came in 1984. Levi’s jeans, a major
sponsor of ABC’s coverage of the 1984 Summer Olympics, presented
jazzy spots showing hip young adults, including one with a beautiful
woman walking next to a young man in a sports wheelchair who pops a
wheelie and spins his chair around. Late in 1984, MacDonald’s “Hand-
warmin’” commercial featured patrons of the restaurant chain clapping
rhythmically and enjoying its food, warmth, and conviviality. One of
them is a young woman seated in a wheelchair. In May 1985, network
commercials for Kodak and People Magazine included wheelchair users,
and, most important, a spot for the Plymouth Voyager prominently fea-
tured a middle-aged man on crutches praising the car.

These commercials represent a major departure in several ways. Most
obvious and important, all include disabled persons in efforts to pro-
mote products, whether hamburgers, blue jeans, TV shows, magazines,
cameras, or cars. They seek out handicapped Americans as a market and
audience; they reject the fear that nondisabled consumers will be dis-
tressed or offended. Further, in order to sell their products, these com-
mercials present a new image of disabled persons. They are not por-
trayed as helpless and dependent, but rather as attractive, active, and
“with it,” involved and competitive, experiencing “normal” relation-
ships, and in the auto commercial, smart about what they buy. Ironically,
these commercials offer perhaps the most positive media images of peo-
ple with disabilities to date.

Positive images in commercials and other programs reflect the grow-
ing sociopolitical perception of disabled people as a minority group and
the increasing impact of the disability civil-rights movement. Whether
these new depictions will become an important trend depends partly on
the response from the disability community itself. Advertisers and broad-
casters pay close attention to the reactions of various audiences. They
are more likely to expand inclusion of disabled performers in commer-
cials and other programming if they receive positive reinforcement from
the disability community. By the same token, they will avoid stereotyp-
ing and discrimination only if they know that such practices will evoke
a negative reaction from handicapped viewers. It is organized constit-
uencies, of whatever size, that have brought about changes in broad-
casting and advertising. Although the disability community and civil-
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rights movement have slowly been becoming more media conscious,
concerted efforts to alter media images have thus far remained on a com-
paratively small scale.

Meanwhile, representations of people with disabilities in television,
film, literature, and the arts needs more detailed investigation. It seems
probable that an analysis of not only the “monster,” criminal, and mal-
adjusted characterizations, but also other types, would reveal a hierar-
chy of disability, involving a complex interaction among such factors as
visibility, severity, mode of functioning, and proximity to the face and
head. Such studies should draw upon psychological and social-psycho-
logical explorations of the dynamics of prejudice against disabled peo-
ple. That linkage would deepen our understanding of both the images
themselves and the social and cultural attitudes they express. Students
of those images should also examine their historical evolution. How have
they changed over time? These historical developments should also be
connected with the historical experience of disabled people in various
societies and cultures. What was their social and economic condition?
How did their societies regard and treat them? In short, we need a so-
cial and cultural history of disabled people.

The scholarly task is to uncover the hidden history of disabled peo-
ple and to raise to awareness the unconscious attitudes and values em-
bedded in media images. The political task is to liberate disabled peo-
ple from the paternalistic prejudice expressed in those images and to
forge a new social identity. The two are inseparable.

Notes
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T H R E E
ETHICS AND ADVOCACY





8
Elizabeth Bouvia, Assisted
Suicide, and Social Prejudice

In 1983, Elizabeth Bouvia, a Southern California woman with
cerebral palsy, said she’d rather be dead than disabled. Public
opinion generally seemed to assume that her bid to die made
sense. “Right-to-die” campaigners energetically promoted her
request that a doctor aid her death. The American Civil Liberties
Union of Southern California reflexively and unreflectively sup-
plied her with legal assistance to achieve that end. In order to
present a disability rights perspective on the case, a group of
Southern California activists organized ourselves as the Disability
Rights Coordinating Council. As the movement to legalize as-
sisted suicide pushed on over the next half decade, we too ex-
panded our opposition. We broadened our critical analysis of the
ideology of disability that has significantly shaped the pro-suicide
crusade. The essay that follows was my first systematic examina-
tion of assisted suicide advocacy.

Current discussion of assisted suicide is mainly focused on terminally
ill persons. In fact, the most prominent and vigorous suicide rights ac-
tivists seek legalization of assisted suicide not only for those who are ter-
minally ill, but also for an array of other socially devalued and disad-
vantaged persons, most notably, people with disabilities and older
people. Explicitly or implicitly underlying their arguments, and the ar-
guments of many medical cost containment advocates as well, is a gen-
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erally unquestioning adoption and reinforcement of social prejudices
against people with disabilities, the elderly, and even sick people. This
article concentrates on the historical and contemporary experience of
disabled people in relation to this issue.

A hidden but powerful component of any discussion about disabled
people must be brought to the surface and addressed: the usually unac-
knowledged and unconscious fear and prejudice of many nonhandi-
capped persons toward people with disabilities. It involves bias against
those who look different and function differently. It reflects hostility to-
ward those who require and increasingly demand alternative physical
and social arrangements to accommodate them and in some cases need
a larger share of societal resources. It stems from the frightened belief
that disability inevitably means loss of control, social isolation, loss of
an essential part of one’s humanity, and the related deep-seated anxiety
that this could happen to me or to someone close to me. At times, these
fears and prejudices burst out in violent words and deeds, but usually,
and perhaps even more dangerously, they are masked by an avowed com-
passion, contempt cloaking itself in paternalism.

Only recently have historians begun to reconstruct the social history
of persons with disabilities and the ideological history of “disability.”
We have learned enough to enable us to trace the contours of those his-
tories, particularly for the modern era. Historical research is substanti-
ating that, whatever the social setting and whatever the disability, peo-
ple with disabilities have been, and are, subjected to a common set of
prejudicial values and attitudes and share a common experience of dis-
crimination.1

Prior to the eighteenth century, people with disabilities in Western
societies were most probably regarded as locked in an immutable con-
dition that rendered them subhuman. The emergence of a medical
model in the modern era redefined disability as a biological insufficiency
that could be ameliorated by what we now call professional intervention.
It came to be believed that treatment could cure, or at least correct, most
disabilities or their functional concomitants enough for handicapped in-
dividuals to conduct themselves in a socially acceptable manner. This
paradigm became the basis of what has developed into vast systems of
medical and vocational rehabilitation, special education, and social wel-
fare. Yet, despite their optimistic ideologies, professionals in these fields
and the societies in which they operated have often regarded people
with disabilities as unfit to direct their own lives, to participate in soci-
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ety, or to live at all. Repeatedly, this has justified making them objects
of professional supervision, often throughout their lives. The modern
history of people with disabilities has been pervaded by professional pa-
ternalism.2

Recent studies of the history of deaf people and mentally retarded
people have shown that, by the late nineteenth century, nonhandicapped
professionals had concluded that the required degree of normalization
was impossible for all but a few of their charges. More and more, peo-
ple with disabilities came to be regarded as an unproductive element of
society—a drain on social resources. For example, in a speech entitled
“The Imbecile and Epileptic versus the Tax-payer and the Community,”
Martin W. Barr, a leader at the turn of the century in the field of “feeble-
mindedness,” declared: “Of all dependent classes there are none that
drain so entirely the social and financial life of the body politic as the
imbecile, unless it be its close associate, the epileptic.” The “feeble-
minded” and people with other disabilities were viewed as a burden to
themselves and to their families, so burdensome that they undermined
and might destroy those families. It was even suggested by profession-
als that keeping some disabled people alive violated the laws and pro-
cesses of nature that worked to weed out the unfit. Eugenicists consid-
ered euthanasia essential in society’s battle to protect its “germ plasm 
and rid itself of defectives.” Increasingly, in the late nineteenth and 
early twentieth centuries, experts not only adopted, but promoted, the
pseudoscientific linkage between heredity, a wide range of social prob-
lems, and disability. For instance, mentally retarded people were often
blamed for poverty, vice, and crime. Decrying the “Burden of Feeble-
mindedness,” the influential Walter Fernald asserted in 1912: “The adult
males become the town loafers and incapables, the irresponsible pests
of the neighborhood, petty thieves, purposeless destroyers of property,
incendiaries, and very frequently violators of women and girls. . . . It has
been truly said that feeble-mindedness is the mother of crime, pauperism
and degeneracy.” Medical and social-service specialists in disability now
offered a “scientific” basis for the ancient prejudice linking disability
with evil. Professionals such as Fernald and Barr warned of “the men-
ace of the feeble-minded.” Oralist educators of deaf people and some
orthopedists who sought to correct those with physical disabilities used
similar language and made parallel ascriptions. Assimilation was un-
thinkable. The only possible solution could be permanent sequestration
of some, segregation of others. But such regulation was not enough, for
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the “unfit” might reproduce themselves. So eugenicists campaigned for
laws to mandate sterilization of deaf people, blind people, people with
developmental and other disabilities. A majority of the states adopted
sterilization statutes affecting some of these groups.3

The arguments used by American eugenicists were also used in early-
twentieth-century Germany: handicapped persons were said to have
“lives without value.” They were economically unproductive. They were
a burden to society. The German proponents of euthanasia defined as
“mentally dead” any person who was, in their terms, unproductive and
needed care from another person. From 1934 on under the Nazi regime,
German school children were given math problems such as the follow-
ing: “A mental patient costs 4 RM [Reich Marks] each day. A crippled
person costs 3.50 RM per day. . . . a) Analyse these figures on the basis
of the fact that in Germany there are 300,000 mental patients in insti-
tutions. b) On the basis of 4 RM per day what is their total cost each
year?”4

Some eugenicists also obscured the distinction between forced eu-
thanasia at the hands of physicians and a patient’s right to die. Nazi eu-
thanasia propagandists even advocated assisted suicide. A 1941 propa-
ganda film, Ich Klage an (I accuse), presented the story of a woman with
multiple sclerosis who fears, not death, but prolonged suffering. A friend
yields to her request that he assist her to die. The film’s climactic mo-
ment at his murder trial becomes an indictment, not of him, but of a law
that would condemn someone for an act of mercy. This motion picture
was planned as an opening wedge to prepare the German public to ac-
cept the program to exterminate disabled people.5

The managers of the Nazi euthanasia program pledged that institu-
tionalized disabled persons granted gnadentod (deliverance by death)
would be carefully chosen through a series of examinations conducted
by two doctors. In actual practice, of course, no such medical or proce-
dural care was taken. One physician recalled making over 2,190 “life”
or “death” decisions in seventeen days. People with disabilities were
condemned to death in droves.6

The Allied prosecutors at Nuremberg preferred to avoid the issue of
mass extermination of disabled persons. Chief U.S. counsel Robert H.
Jackson explained the rationale for that stance when he said of one hos-
pital where people with a variety of disabilities had been put to death:
“To begin with, [the killings] involved only the incurably sick [i.e., dis-
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abled], insane and mentally deficient patients of the Institution. It was
easy to see that they were a substantial burden to society, and life was
probably of little comfort to them. It is not difficult to see how, religious
scruples apart, a policy of easing such persons out of the world by a com-
pletely painless method could appeal to a hard-pressed and unsenti-
mental people.”7 In other words, while genocide of Jews was a war crime,
extermination of people with disabilities was a tough-minded mercy.

Some would argue that the evil of the Nazi euthanasia program was
that it paved the way for the genocide of Jews and others. This misses
the point. Personnel and techniques were transferred from the institu-
tions where sick and handicapped people were killed to the death camps
to carry out the genocide program. There was indeed a connection be-
tween German anti-Semitism and racism and the slaughter of people
who were disabled, but another brand of prejudice operated here: viru-
lent contempt of people with disabilities. The scheme aimed at exter-
minating people with physical, emotional, and developmental disabili-
ties was first started in Germany and then extended to the occupied
countries. The evil was not that the T4 euthanasia program took a step
toward the Holocaust. T4 was a holocaust in and of itself, a handicapped
holocaust.8 That first holocaust grew out of a set of biased social values,
subsequently rationalized in a formal ideology, that harbored deep prej-
udice against persons with disabilities. Those values were paralleled,
complemented, and reinforced by German racism.

Many of those values continue to operate today. They appear most
notably in discussions of euthanasia and assisted suicide. The point is not
that anyone currently advocates a systematic policy of extermination as
was implemented in Nazi Germany. Rather, now, as then, and as one
finds throughout the modern history of people with disabilities, the same
prejudicial social values operate to stigmatize and segregate disabled
persons. This bigotry renders them socially dead and then justifies their
physical deaths at the hands of representatives of their societies or by so-
called voluntary suicide.

We further mislead ourselves if we regard the Nazi doctors as mon-
sters. Many were well-intentioned, even compassionate men who were
convinced that both society and people with disabilities themselves
would be better off if they were relieved of their burdensome lives. These
physicians acted, not usually out of a penchant for cruelty, but by car-
rying intense social prejudice against disabled people to its logical con-
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clusion. To think of the Nazi doctors as depraved monsters only mes-
merizes us about the continuing reality and danger of all forms of prej-
udice.9

For generations, people with disabilities and their nonhandicapped
allies have fought to overcome prejudice and discrimination. Implicitly
and increasingly explicitly, those efforts have rejected the medical model
of disability in favor of a minority group model. This perspective defines
“disability” as primarily a socially constructed and socially stigmatized
identity. In the late nineteenth century, the National Association of the
Deaf resisted attempts to suppress sign language and the signing com-
munity. In the 1930s and 1940s, working against considerable opposi-
tion, the National Federation of the Blind lobbied for “white cane” and
“guide dog” laws, in effect, the first equal-access statutes. During the
Great Depression, New York City’s League of the Physically Handi-
capped, a civil-rights organization of young adults, protested job dis-
crimination in the municipal government and in WPA projects. In the
past generation, the civil-rights movement of Americans with disabili-
ties has gained momentum. A minority group consciousness emerged
among young adults with disabilities, while disabled adults of all ages
sought legal protection from discrimination.10 In the 1970s, the dis-
ability rights movement secured passage of federal laws prohibiting dis-
crimination in federally funded programs, guaranteeing the right of
equal access to public places and public transportation, and establishing
the right of handicapped children to a public education. Disabled ac-
tivists created “independent living” for those with severe physical dis-
abilities, while the advocates for mentally retarded people, including a
growing number of mentally retarded adults, pressed for independent-
living or community-based group living arrangements. These groups
lobbied for and won passage of government policies and programs pro-
viding the resources to achieve these ends. In the 1980s, disability rights
activists have continued to press for civil-rights laws and public policies
that will uphold the rights to equal access, education, medical and sup-
portive services, employment, and family life.11

At every step of the way, this movement has met with massive resist-
ance. From 1973 to 1977, the Nixon, Ford, and Carter administrations
delayed implementing Section 504, the fundamental civil-rights law for
disabled Americans. Finally, sit-ins by disability rights demonstrators
forced the Carter administration to act. Higher education vigorously
opposed complying with Section 504. Public transit authorities in all
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but a few cities have tenaciously battled against making their systems
accessible, even though equal access would be cheaper in operation than
segregated paratransit. During its first year, the Reagan administration
tried to gut PL 94-142, the law guaranteeing handicapped children the
right to a free and appropriate public education. The outcries of dis-
ability rights activists and parents of children with disabilities stopped
that move.12

In the 1970s, the federal courts issued landmark rulings protecting the
civil rights of Americans with disabilities.13 Yet in the 1980s, the U.S.
Supreme Court has repeatedly moved to restrict the scope of those
rights, among other things, limiting disabled persons’ right to education,
the right of mentally retarded people to live in the community, and the
right of disabled infants to receive medical treatment.14 Regarding every
one of these issues, judges, legislators, elected and appointed executives,
transit bureaucrats, educators, liberals, and conservatives have all down-
played or ignored the socially constructed character of “disability” and
the pervasiveness of prejudice against persons with disabilities. In many
cases, they have also argued that equal access and equal rights cost too
much and will yield too little in returns from an unproductive element
of society.

Prejudice has also appeared elsewhere. Governor Richard Lamm of
Colorado has gotten considerable public attention for his outspoken
comments regarding medical cost containment measures and the appro-
priate times for older people to die. Applauding those who reject life-
sustaining treatment, he said: “You’ve got a duty to die and get out of
the way. Let the other society, our kids, build a reasonable life.” It is no
coincidence that he has also resisted integrating public transportation
by making it accessible to persons with disabilities and has criticized spe-
cial education as a waste of money because, after years of it, all mentally
retarded people can do is “roll over.” More violent bigotry has appeared
in some localities, where attempts to establish small group homes for
mentally retarded adults have met not only with protests and lawsuits,
but with vandalism, beatings, and firebombings.15

This historical legacy and continuing reality of social oppression is
the necessary background for any discussion of assisted suicide as it re-
lates to persons with disabilities.

Prejudice reappeared in the legal case of Elizabeth Bouvia. Her ex-
perience epitomizes all of the devaluation and discrimination inflicted
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on disabled people by society. Because of cerebral palsy, Bouvia is quad-
riplegic. When she was five years old, her parents divorced, and her
mother was given custody of her. When she was ten, her mother re-
married and put her into an institution for handicapped children. For
the next eight years, she was shunted from one facility to another. Dur-
ing all that time, her mother rarely visited her. Some parents, to escape
the social shame of having a disabled child, adopt society’s hostile atti-
tude toward their children and reject them.16

At the age of eighteen, Bouvia decided to make a home for herself in
the community. For eight years, in Riverside and then in San Diego,
California, she lived independently, assisted by aides she hired to pro-
vide housekeeping services and to help her with her personal needs such
as bathing, dressing, and eating. She paid for these aides through a Cal-
ifornia government program called In-Home Support Services (IHSS).
Establishment of such programs has been one goal of the independent-
living movement. Most states still do not have them. In those states, se-
verely disabled adults like Elizabeth Bouvia must spend their lives con-
fined to their families’ homes or imprisoned in institutions. Because of
her type of disability, Bouvia was legally entitled to the maximum
amount available under IHSS. In fact, she received considerably less.
State-mandated guidelines supposedly guarantee equal and uniform
benefits statewide, but many counties deliberately seek to limit the
amount of IHSS granted to disabled residents, sometimes even lying to
them about their legal entitlements. Elizabeth Bouvia lived in two of
the counties most notorious among disabled Californians for such
abuses. The very agencies supposedly designed to enable severely phys-
ically handicapped adults like her to achieve independence and produc-
tivity in the community become yet another massive hurdle they must
surmount, an enemy they must repeatedly battle but can never finally
defeat.17

Elizabeth Bouvia wanted to get an education. She earned an A.A. at
Riverside Community College and a B.A. at San Diego State Univer-
sity (SDSU). Deciding to pursue a career in social work, she enrolled in
the master’s program at SDSU. The course of study included fieldwork
experience. The local hospital where she was initially placed for that ex-
perience refused to make the “reasonable accommodations” she needed
and required by federal law under Section 504. The SDSU School of
Social Work refused to back her up. They wanted to place her at a cen-
ter where she would work only with other disabled people. She refused.
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Reportedly, one of her professors told her she was unemployable and
that, if they had known just how disabled she was, they would never have
admitted her to the program. In fact, her disability in no way precluded
her from fulfilling the requirements of the program or her profession.
People with more severe disabilities work productively. The professor’s
statements were not only biased, they were discriminatory, again vio-
lating her civil rights under federal law.18

Apparently Bouvia was unaware of her legal rights, or perhaps she
simply did not have the energy to fight a protracted legal battle against
such formidable opponents, especially while she was confronting a series
of crises in her personal life. Despairing that she would never achieve
the productive professional career she had worked so hard for, she
dropped out of school.19

Bouvia never got to the point of confronting the final and most dif-
ficult obstacle to work. By getting a job and earning no more than $300
per month, she would have quickly lost her government-financed dis-
ability benefits, including the In-Home Support Services which made it
possible for her to go to work in the first place and would be essential
to her continuing to work. This is euphemistically called a “work disin-
centive.” It is, in fact, a penalty imposed on disabled persons who vio-
late the pervasive social prejudice that they cannot productively con-
tribute to the economy and community and that they should be
segregated out of the job market and labor force. Richard Scott, a lead-
ing advocate of “aid in dying” and the attorney who has led the fight for
Bouvia’s supposed legal right to medically assisted suicide, shares that
bias. “Quadriplegics,” he said, “cannot work.”20

Government work penalties have cost the lives of other disabled per-
sons. In 1978, Lynn Thompson, a quadriplegic young woman attempt-
ing to make a life for herself in Los Angeles, found her efforts to work
blocked by these same “disincentives.” She had been working in un-
knowing violation of Social Security regulations. The Social Security
Administration finally told her that she owed them an overpayment of
$10,000. They also incorrectly said that her IHSS and Medi-Cal would
be cut off. In despair, she left a tape-recorded suicide message describ-
ing what they had put her through. Significantly, it was this socially in-
duced ordeal that caused her suicide, not her disability, a progressive
and degenerative form of muscular dystrophy.21

Los Angeles disability rights activists managed to get 60 Minutes to
report the story of Lynn Thompson. Despite the negative publicity, the
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Social Security Administration continued to oppose removal of work
“disincentives” for eight more years. Finally, in 1986, the agency yielded
to the elimination of some, though not all, “disincentives,” and only for
recipients of Supplemental Security Income (SSI). More than five mil-
lion persons on Social Security Disability Insurance (SSDI) are still de-
nied the right to work, except at sheltered-workshop wages. Dr. Doug-
las Martin, a leading authority on disability policy, estimates that, if these
programs were thoroughly reformed and if accessibility and antidis-
crimination laws were vigorously enforced, 90 percent of SSI and SSDI
recipients could work at least part-time. What blocks the Lynn Thomp-
sons and Elizabeth Bouvias from productive work is not disability, but
discrimination.22

Outside school, Elizabeth Bouvia faced other severe stresses. She
married Richard Bouvia but did not report this marriage to the county
social-service department or the federal Social Security Administration.
Had she done so, those agencies would have reduced her In-Home Sup-
port Services and Supplemental Security Income benefits. “Able and
available” nonhandicapped spouses are expected to provide assistance
the government would pay for if the disabled partner were unmarried.
This policy prevents or undermines marriages of disabled persons. The
euphemism used here is “marriage disincentive,” but it too is a punish-
ment for disabled persons who violate the common prejudice that they
are unfit to be wives or husbands or lovers or parents or even members
of families.23

Additional personal stresses struck Bouvia. Her brother drowned. She
became pregnant and then suffered a miscarriage. She saw the film Whose
Life Is It, Anyway? and became severely depressed. Meanwhile, tensions
in her marriage mounted. She and her husband separated. He declared
later that he sought a reconciliation, but she, despairing of their rela-
tionship, decided to seek a divorce.24

At this point, Elizabeth Bouvia checked herself into the psychiatric
unit of Riverside County Hospital. She announced her wish to end her
life and requested the hospital to assist her. When they refused, she se-
cured the services of a team of American Civil Liberties Union lawyers
to help her compel the hospital to comply with her wishes. The attor-
neys brought in three psychiatric professionals to provide an independ-
ent evaluation. None of them had any experience or expertise in deal-
ing with persons with disabilities. In fact, Elizabeth Bouvia has never
been examined by any psychiatric or medical professional qualified to
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understand her life experience. She reported to these evaluators the
emotionally devastating experiences of the preceding two years. She also
said that she wanted to die because of her physical disability. Ignoring
all of the emotional blows and the discrimination, her examiners preju-
dicially concluded that because of her physical condition she would never
be able to achieve her life goals, that her disability was the reason she
wanted to die, and that her decision for death was reasonable. These
same facts were presented to the judge who heard the case in the River-
side Superior Court. He too declared that Bouvia’s physical disability was
the sole reason she wished to die.25

The trial court judge rejected the petition for assisted suicide, but in
1986, in a second round of litigation, the California Court of Appeals,
despite its tortuous legal and verbal circumlocutions to prove that it was
merely upholding the right to refuse medical treatment, in effect granted
her a right to a judicially sanctioned, medically assisted suicide. Typical
of discussions regarding disabled people and the right to die, the appel-
late court ruling is pervaded with ignorance and bias. The court wrote:
Bouvia “suffers from degenerative and severely crippling arthritis.” In
fact, she has never been formally diagnosed as having arthritis. Her
“physical handicaps of palsy and quadriplegia have progressed to the
point where she is completely bedridden.” In fact, cerebral palsy, which
is the cause of her quadriplegia, rather than a separate handicap, is not
a progressive condition. “She lays flat in bed and must do so the rest of
her life.” Her lawyers have assiduously propagated this distortion of the
reality of her disability. In fact, she was never bedridden until four years
ago, when, in her depressed state, she refused to get out of bed. She has
been allowed to languish there ever since. When this case began, her
lawyers told the court and the public that she required constant care. In
fact, her in-home aides were never on duty more than six hours a day.26

The appeals court held that the lower court should have considered
the “quality” of the life Elizabeth Bouvia would have to lead. Yet like
nearly every other nonhandicapped person connected with this case, it
too decided that her physical disability was the lone and exclusive rea-
son that she had found

the quality of her life . . . diminished to the point of hopelessness, useless-
ness, unenjoyability and frustration.

Although alert, bright, sensitive, perhaps even brave and feisty, she must
lie immobile, unable to exist except through the physical acts of others. Her
mind and spirit may be free to take great flights but she herself is imprisoned
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and must lie physically helpless subject to the ignominy, embarrassment, hu-
miliation and dehumanizing aspects created by her helplessness.27

This is a woman who operated a power wheelchair and was on her
way to a master’s degree and a career in social work. This is a woman
who married, made love with her husband, and planned to become a
mother. This is a woman who aimed at something more significant than
mere physical self-sufficiency. She struggled to attain self-determina-
tion, but she was repeatedly thwarted in her efforts by discriminatory ac-
tions on the part of her government, her teachers, her employers, her
parents, and her society. Contrary to the highly prejudiced view of the
appeals court, what makes life with a major physical disability ignomin-
ious, embarrassing, humiliating, and dehumanizing is not the need for
extensive physical assistance, but the dehumanizing social contempt to-
ward those who require such aid.

Justice Lynn Compton’s concurring opinion contains the most omi-
nous words in this decision: “This state and the medical profession in-
stead of frustrating her desire, should be attempting to relieve her suf-
fering by permitting and in fact assisting her to die with ease and
dignity.” He expresses the hope that this case “will cause our society to
deal realistically with the plight of those unfortunate individuals to
whom death beckons as a welcome respite from suffering.”28

The implications of the Bouvia case are chilling. In a society where
people with disabilities are still intensely stigmatized and largely segre-
gated and, the most disturbing feature of this case, in a society that still
refuses to acknowledge the reality of that social oppression, the right to
die will inevitably become a duty to die. People with major disabilities
will be pressured into “choosing” to end their lives. The prejudice un-
derlying the opinion is unmistakable. Its message to disabled people is
clear: rather than upholding your right to live productively and mean-
ingfully, this society chooses to engineer your death.

Elizabeth Bouvia’s lifelong encounter with prejudice has not yet
ended. At Los Angeles County–USC Medical Center, she is on a mor-
phine drip to relieve her pain. This is far from the standard pain ther-
apy for arthritis. Her chief attorney admits she is now addicted to the
drug. Dr. David Goldstein, her attending physician, revealed at a
bioethics symposium that he is not sure she even has arthritis. He also
confessed that one of his staff members had warned him Bouvia might
become addicted to the drug. He had replied: “So what? I mean, she’s
not exactly going to break into my house and steal my stereo.” This is
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the physician her ACLU attorneys fought to have put back on the case.
And this is just the sort of contempt she has encountered all her life.
What does it matter how we deal with a person whose life is worthless?29

Some civil libertarians claim that the prejudicial attitudes and lan-
guage in the appellate court ruling (not to mention in the comments of
medical “experts” like Dr. Goldstein) are separate from the legal sub-
stance of the decision. How much evidence must we pile up before we
can no longer deny the causal connection between pervasive social prej-
udice and its deadly results?

The prejudices against disabled people evident in the Bouvia case also
pervade the writings of advocates of assisted suicide. That bias is often
linked with prejudice against elderly people. For instance, Mary Rose
Barrington, past chair of the London-based Voluntary Euthanasia So-
ciety (since renamed EXIT—The Society for the Right to Die with Dig-
nity), is a leading British advocate of rational suicide and “planned
death.” In her “Apologia for Suicide,” she considers suicide not only for
those who are elderly and terminally ill or severely disabled, but also
proposes it for those “not in fact undergoing or expecting to undergo
severe suffering,” someone who “is merely an elderly relation, probably
a mother, in fragile health, or partially disabled, and though not acutely
ill is in need of constant care and attention.” She writes: “If there is no
alternative to continued living, then no choice arises, and hence there
can be no possibility of an older person, who is a burden to a younger
person feeling a sense of obligation to release the captive attendant from
willing or unwilling bondage, no questioning of the inevitability of the
older person’s living out her full term. But what if there were a real
choice? What if a time came when, no longer able to look after oneself,
the decision to live on for the maximum number of years were consid-
ered a mark of heedless egoism.”30 One cannot imagine a more open or
unapologetic expression than this of bias against persons with disabili-
ties or of the modern Western revulsion against the elderly. And those
telling phrases “probably a mother” “living out her full term” betray
gender bias too.

Responding to critics of “planned death,” Barrington argues: “It is fre-
quently said that hard-hearted people would be encouraged to make
their elderly relatives feel that they had outlived their welcome and ought
to remove themselves, even if they happened to be enjoying life. No one
can say categorically that nothing of the sort would happen, but the sen-
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sibility of even hard-hearted people to the possible consequences of their
own unkindness seems just as likely.” Barrington refers to the “possible
consequences” of “unkindness” as “some undesirable fringe results.”31

This is not simply a willfully naive description of age and disability prej-
udice. It rationalizes its deadly results.

Rationalization of those prejudices also comes from American sui-
cide rights activists. A March 1987 newspaper interview reported the
opinion of the philosopher Margaret Pabst Battin, a leading ideological
exponent of assisted suicide, that “suicide assistance . . . might be war-
ranted for elderly people worried about the prospects of extreme old
age and the possibility of being without money, food, shelter, and med-
ication. Many elderly people are enormously afraid of being totally de-
pendent in their final years,” she said. “And it’s not the business of
younger people to decide if old age is a tolerable situation!” The article
also reported that she believes “even teenagers—at least those with cat-
astrophic illnesses or severe mental impairments—should be entitled to
receive help in killing themselves, if they believe death would be bene-
ficial.”32

This advocacy of assisted suicide gives society an excuse for offering
elderly people and people with disabilities only the alternatives of dep-
rivation or death. By rationalizing suicide among these oppressed
groups, it helps foster a climate that will promote it. Indeed, such a cli-
mate already exists. Worldwide suicide rates among persons over sixty,
notes the Austrian authority Dr. Erwin Ringel, “are high and are steadily
increasing.” “This may be no surprise,” he continues. “If we look at the
behavior of many people toward the old and even toward the merely
aging, we may begin to wonder just how sincere the wish of the com-
munity is to keep its older people alive.” But Ringel concludes with the
“impressive and important fact that in areas where the aged enjoy real
esteem (as in certain Far Eastern countries), suicide among the old is ac-
tually a rare occurrence.”33

Not only do suicide rights advocates join disability prejudice with age
prejudice, they also lump persons with disabilities with those who are
terminally ill. For instance, writing about the Bouvia case, Hemlock So-
ciety founder Derek Humphry expressed that organization’s support of
the right to voluntary euthanasia for “a person terminally ill, or severely
handicapped and deteriorating.” The open-ended term “deteriorating”
can be made to mean almost anything in order to justify a disabled per-
son’s suicide, as the Bouvia case shows. Even before Bouvia was being
fed through a nasogastric tube, her lawyers were distorting the nature
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of her disability and likening her to a terminal patient. “Were Plaintiff
Bouvia an 84-year-old woman whose life was prolonged solely by various
tubes and numerous machines,” they argued in the Riverside Superior
Court, “and she sought to end such an existence, it is doubtful that this
Court would even be involved. . . . Plaintiff should not be denied that
same right merely because she is 26 years of age and does not yet require
a machine or machines (other than her wheelchair) to prolong her piti-
ful existence.” A wheelchair is not a life-prolonging machine, nor will
Bouvia’s cerebral palsy (or arthritis) ever require such machines. As in
Whose Life Is It, Anyway? advocates of assisted suicide twist the facts of
disability to make their case. Bouvia’s attorney, Richard Scott, went even
further, virtually calling her disability a terminal illness: “This is not 
a suicide,” he said. “She’s dying from the effects of her cerebral palsy,
which does not permit her to feed herself.” By this logic, disabled peo-
ple who require help to eat are receiving medical treatment that staves
off, in the words of these lawyers, “the natural process of dying.”34

Some ethicists and physicians also confound the terminally ill with
people who are merely permanently disabled. This fall, the Hastings
Center issued guidelines on the termination of medical treatment. Orig-
inally, these were to apply in cases of terminal illness, but then the
drafters decided to include people with a “disabling condition that is
severe and irreversible.” In other words, those of us with permanent
major disabilities are no different from people who are dying. In addi-
tion, cost worthiness is to be a consideration in deciding whether to con-
tinue medical treatment. No leaders from the disability community were
included in the drafting of these guidelines, and only two disability rights
organizations were asked to comment on them.35

Disturbingly, the current advocates of assisted suicide, like the pro-
ponents of systematic euthanasia in Germany half a century ago, also
blur the distinction between voluntary and involuntary euthanasia. In
her comprehensive Ethical Issues in Suicide, a treatise advocating assisted
suicide, Margaret Pabst Battin discusses “Suicide as the Removal of So-
cial Burdens.” She notes that, while a disabled elderly parent or a “birth
defective, chronically ill, alcoholic, retarded, or mentally disturbed”
individual might demand considerable family time, care, and financial
resources, in “a great many cases” they also have “salutary effects upon
the family.” For example, “the Down’s child may give unusual affection.”
“But some individuals constitute a burden which is not outweighed by
benefits they confer upon the family, . . . for instance when the individ-
ual is irreversibly comatose, . . . as to be incapable of any communica-
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tion, or so pathologically disruptive as to constitute an unrelieved psy-
chological hardship for the family.” “Removal of the burden” might be
accomplished by “institutionalization of a brain-damaged child,” divorce
or eviction of a disruptive spouse or dependent, or counseling for the
family. “But suicide will also remove the burden. . . . If an individual
does impose severe burdens upon his family, friends, or associates, then
suicide, if it will relieve them, might seem to be morally appropriate.”36

How does an “irreversibly comatose” individual “incapable of any
communication” choose suicide? And who chooses suicide for “a brain-
damaged child?” These are not voluntary suicides. They are involuntary
euthanasia. This blurring of distinctions suggests that advocates of eu-
thanasia, whether voluntary or involuntary, are seeking means to deal
with a wide variety of persons regarded as socially burdensome.

Professor Battin continues that institutionalization, medication, or
divorce may “appear preferable just because of our widespread assump-
tion that suicide is always wrong. In fact, alternatives to suicide may
serve only to relocate the burden” to the state or to “a possible future
spouse, and the problem arises again. This is especially true where deep-
seated psychological problems or irreversible physical conditions
threaten to jeopardize any new relationship.”37 One recalls that, when
Elizabeth Bouvia’s mother remarried, the ten-year-old child was put in
an institution. Should the mother have had the right to authorize eu-
thanasia of the little girl? Battin’s confused discussion confounding vol-
untary suicide with forced euthanasia would seem to leave an opening
for such a practice.

The use of suicide to permanently “remove” burdensome members
of society recurs throughout the suicide advocacy literature. Mary Rose
Barrington indirectly suggests suicide of elderly persons with disabili-
ties as a way to deal with overpopulation and resource scarcity. “One
more in the mud-hut is not a problem in the same way as one more in
a small, overcrowded urban dwelling; and the British temperament de-
mands a privacy incompatible with the more sociable Mediterranean
custom of packing a grandmother and an aunt or two in the attic.”38

Laying aside the racism and ethnocentrism of that statement, it is
simply a colorful way of saying that, in order for the younger genera-
tion to maintain its preferred way and standard of living, we must con-
vince Granny that she really ought to do herself in. It may perhaps also
be worth noting the chilling irony that Mary Rose Barrington has been
the administrator of a group of almshouses for older people and hon-
orary secretary of an animal rights group.39
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Dr. Eliot Slater more boldly supports suicide as the means to relieve
society of the economic burden of people with chronic conditions. A
leading British psychiatrist, he advocates suicide for “the irretrievably
psychotic patient who has repeatedly shown his determination to die.”
Making his case for suicide of those with a variety of chronic medical
problems, Slater argues that we should not “forget the welfare of soci-
ety. If a chronically sick man dies, he ceases to be a burden on himself,
on his family, on the health services and on the community. . . . There
is, of course, absolutely no limit to the burdens we can go on piling up,
by trying to keep badly damaged individuals alive. Improving techniques
and increasing effort in such directions make the very words ‘health
service’ a misnomer.”40

Euthanasia policies to eliminate persons with disabilities and others
regarded as socially burdensome have a considerable history. Battin’s
discussion of the ideology behind that history is particularly revealing
of the values and attitudes of assisted suicide advocates. In the late nine-
teenth and early twentieth centuries, she reminds us, the spread of so-
cial Darwinism promoted the view that certain “less fit” members of so-
ciety posed a threat to its well-being. This perspective was “quickly
infected with race, class, and age prejudice,” and, most important, to
add what she ignores, prejudice against people with disabilities. These
views were embodied in policies such as withholding medical treatment,
eugenic breeding plans, and “compulsory thrift-euthanasia.” The Nazi
regime implemented such proposals on a massive scale.41

“But although social-darwinist views led to large-scale atrocities in-
volving massive violations of human freedom,” Battin argues, “the social-
darwinist view of suicide, as distinct from involuntary ‘euthanasia,’ may
be less easy to defeat on moral grounds.”

Social darwinism simply holds that suicide—chosen and performed by the
individual—is to be welcomed as a natural self-cleansing mechanism on the
part of the species. . . . Such views need not be associated with Nazism or
other extermination schemes, and they may be coupled with considerable
charity and sympathy for the individuals involved.

We tend to find the social-darwinist view of suicide repugnant because of
its association with the forced-euthanasia programs of Nazi Germany. But
when this argument is applied to genuinely voluntary suicide, it may seem
much less so: here, the individual sincerely desires to end his life, and this
coincidentally works to the benefit of society as a whole.42

We will find this view less repugnant only if we agree with the social
Darwinist premises that people with disabilities are “less fit,” burden-
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some to themselves and everyone else, and better off dead. Given such
prejudice and the earlier blurring of voluntary suicide with involuntary
euthanasia, the distinction between those two forms of death made here
is meaningless.

Even more revealing is Battin’s discussion of the arguments against
suicide of disabled persons. One argument “maintains that the collec-
tive presence of disabled or defective individuals contributes good to so-
ciety even though the individuals themselves do not perform good acts
or actively do good in any other way. Here, the good contributed by
such individuals inheres in the responses of others to them.” This view
is prevalent in a wide variety of religious and nonreligious sources. David
Novak writes: “One can see a need for even the helpless and infirm.
Their very presence enables us to practice the human virtues of benev-
olence and generosity.”

Battin counters: “It may be true, that contact with debilitated, dis-
abled, deformed, or otherwise distressed persons does intensify our
moral feelings and give rise to greater sympathy, benevolence, and car-
ing for other persons in general. Such persons may serve as inspiring
models, and make us more courageous in enduring our own afflictions.
But to claim that those persons have an obligation to live (and suffer) in
order to make moral individuals more humane or courageous is ethically
questionable at best.”43

A second argument holds “that the helpless and infirm may also ren-
der good to society as subjects for medical, psychological, or other ex-
perimentation.” Battin questions this proposition on the same basis that
she rejects the previous argument.44

Both suicide rights and anti-suicide advocates express prejudice in
their persistent use of intensely stigmatizing language: disabled people
are defective, damaged, debilitated, deformed, distressed, afflicted,
anomalous, helpless and/or infirm. In contrast, nonhandicapped per-
sons are “normal.” But the bias goes deeper than the terminology. Bat-
tin’s response to the anti-suicide position is deeply disturbing. Appar-
ently, to live with disability is to “suffer” and to suffer because of
disability. There is no recognition that the greatest suffering of people
with disabilities is the socially stigmatized identity inflicted upon them.

She is certainly correct though that some opponents of suicide and
proponents of the right to life seem to see people with disabilities as
perpetual objects of their charity. This partly explains why the right-to-
life movement has very strongly and commendably supported life-
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sustaining medical treatment as a civil right, but has been seen as absent
from disabled Americans’ struggle for those rights, policies, and pro-
grams necessary for a full life. By the same token, some suicide rights
advocates proclaim themselves as pioneers of the civil rights of people
with disabilities. But these soi disant champions of disability rights have
been even more noticeably absent while disabled people, including Eliz-
abeth Bouvia, have been struggling to establish their right to live mean-
ingfully and work productively in this society.

Both the advocates of assisted suicide and many proponents of the
right to life seem to recognize only three options for disabled persons:
live “as objects for our pity and moral elevation,” serve as subjects of ex-
perimentation, or commit suicide. The false and biased assumption here
is that people with disabilities have nothing useful to contribute to so-
ciety by their own efforts.45 More important, apart from whatever good
disabled individuals might contribute to others, it seems not to have oc-
curred to either side that they might find their lives of value to them-
selves.

Reading through the literature of the suicide rights activists, one is
struck by their willing acceptance of prejudicial assumptions about per-
sons with disabilities. Disability renders its “victims” helpless and de-
pendent. It robs them of the possibility of living meaningfully. It makes
them emotionally, physically, and financially burdensome to themselves,
their families, and society. One wades through reams of this suicide
rights advocacy without finding any real acknowledgment of the intense
social stigma and discrimination that segregate people with disabilities
more than any other contemporary minority, deny them opportunities
for education, employment, marriage, and family, rob them of social
dignity and self-esteem, and inflict on many of them what can only be
called “social death.” One searches in vain for even a passing reference
to the civil-rights movement of disabled Americans that has been bat-
tling this discrimination for at least a generation now. One finds no men-
tion and, one concludes, no knowledge of the independent-living move-
ment of people with major physical disabilities. Apparently, none of this
has attracted the attention or interest of suicide rights activists. Indeed,
nowhere else does one encounter such a reactionary and biased view of
persons with disabilities, at least not in anything published since the
1930s.

Proponents of legalizing assisted suicide for terminally ill persons ar-
gue that it need not lead inevitably down a “slippery slope” to voluntary
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and involuntary euthanasia of other persons. It is possible, they assert,
to erect barriers to prevent the slide. This is disingenuous. The most vig-
orous advocates of assisted suicide oppose such barriers. They have made
clear their support of assisted suicide for, not only terminally ill people,
but also elderly people and people with disabilities.46

Given the lumping together of people with disabilities with those
who are terminally ill, the blurring of voluntary assisted suicide and
forced “mercy” killing, and the oppressive conditions of social devalua-
tion and isolation, blocked opportunities, economic deprivation, and
enforced social powerlessness, talk of their “rational” or “voluntary” sui-
cide is simply Orwellian Newspeak. The advocates of assisted suicide
assume a nonexistent autonomy. They offer an illusory self-determina-
tion.

It is also clear that some elements in our society are seeking a solu-
tion to what they regard as the problem of economically burdensome
and socially worthless people. Their arguments for euthanasia, aid-in-
dying, assisted suicide, and medical cost containment simply rationalize
the ultimate act of oppression. Their efforts are an assault on the rights
and lives of people who are sick, old, or disabled.
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9
The Resistance
The Disability Rights Movement 
and Assisted Suicide

During the past decade, I have frequently joined with disability
rights colleagues in writing, speaking, testifying, and debating
about the issue of physician-assisted suicide. The essay that fol-
lows attempts to weave together the general perspective and the
main arguments forged by disability rights activists.

Up until 1996, most disability rights activists shied away from the con-
troversy over physician-assisted suicide. The struggle for passage and
enforcement of federal laws to protect disabled persons from discrimi-
nation and to ensure their rights to educational and employment oppor-
tunities, deinstitutionalization and independent living, equal access and
reasonable accommodations seemed more urgent. Besides, many peo-
ple with disabilities felt uncertain and ambivalent about this particular
issue. Wasn’t the disability rights movement fighting for freedom of
choice, for disabled persons’ right to self-determination? Hadn’t dis-
abled people, more than any other group, suffered from the overween-
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ing power of doctors? Perhaps legalization of physician-assisted suicide
would, said some, limit doctors’ dominion and give disabled individuals
control over at least their deaths. The contradiction in that thought—
empowering doctors to bring about patients’ deaths in order to limit
the power of doctors regarding matters of life and death—reflected the
confused and troubled thinking, not just of disabled people, but of many
nondisabled folks as well. Only disabled people, though, grappled with
another element of the issue that made it especially hard to face. If dis-
ability rights activists engaged with the question of assisted suicide, they
would have to plumb the very depths of disability prejudice. More than
tough, that confrontation would be terrifying. It felt safer to address
other issues.

But then in the summer of 1996, the juggernaut known as Jack Ke-
vorkian, and more particularly the public response to him, suddenly
spurred disabled activists into action. In a dramatic turn, the disability
rights movement began to mobilize in opposition to physician-assisted
suicide. It now discerned a linkage between that issue and a backlash
against disability rights in general. In June, activists in Oak Park, Illi-
nois, led by a disabled attorney, Diane Coleman, announced formation
of an advocacy group called Not Dead Yet. They proclaimed:

not dead yet is declaring war on the ultimate form of discrimination: eutha-
nasia. We’ve watched over the last decade as our brothers and sisters have
been denied the suicide prevention that nondisabled people can take for
granted, and gotten help to turn off their ventilators. We’ve watched as fami-
lies have been allowed to withhold food and water from their disabled chil-
dren. But in 1996, the courts have crossed the final line. . . . And Dr. Kevor-
kian was just acquitted of assisting in the deaths of two women, neither of
them terminally ill. . . . We can’t trust the courts and we can’t trust the med-
ical profession. We must act before it’s too late.1

Within a few months, Not Dead Yet had enlisted activists across the
United States. Over the next two years, leading figures and organizations
in the U.S. disability rights movement began to speak out against physi-
cian-assisted suicide. Meanwhile, because the pro-euthanasia movement
is international, disability rights campaigners in Britain, Europe, Canada,
and Australia began to link with their American colleagues to fight
against the well-organized and well-financed lobbying for legalization
of euthanasia in most industrialized nations.

Pro-suicide advocates have tried various stratagems to counter this
disability rights resistance. They have claimed that the disability rights
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movement is divided on the issue. In fact, while a handful of disabled ac-
tivists support legalization, the overwhelming majority of disability com-
munity leaders strongly oppose it. In the United States, more than a
dozen major disability rights organizations, including the National
Council on Independent Living and the National Council on Disabil-
ity, have taken official stands against legalization. The concerns and
warnings of disabled activists regarding the consequences of legaliza-
tion have met with scorn from many proponents of physician-assisted
suicide, who have dismissed it as alarmist, even paranoid. That reaction
is, to say the least, condescending. In addition, proponents have tried to
bracket disabled activists under the right-to-life label in order to dis-
credit them. This not only distorts the disability rights position. It por-
trays disabled activists as pawns of nondisabled right-to-life religious
conservatives.

The news media too sometimes lump the disability rights perspective
with the right-to-life outlook. More often though, they simply ignore
it, just as the media have typically disregarded disability rights perspec-
tives on most disability issues. As a result, the disability rights viewpoint
has commonly been excluded from public discourse about assisted sui-
cide. Once again, disabled voices that conflict with dominant nondis-
abled perceptions are effectively silenced. Disabled citizens, who are di-
rectly affected by this issue, are rendered invisible.

Yet disability rights activists have a distinctive analysis to bring to the
issue of assisted suicide. They can empathize with the griefs that moti-
vate many supporters of physician aid-in-dying, because they under-
stand firsthand—and better than most of their fellow citizens—the un-
dertreated pain and unnecessary suffering of far too many patients. They
are also more familiar than most people with the actual workings of the
U.S. health care system. That is why they insist that the debate must
focus on the impact of prejudice and discrimination and of financial in-
terests in both physician-assisted suicide and the entire health care sys-
tem. These sorts of arguments distinguish the disability rights position
from that of the right-to-life movement. In addition, disabled activists
are not concerned with the impact of assisted suicide just on people with
disabilities. They also feel responsible to point out the threats to those
who are terminally ill. Once again, the disability experience provides a
deeper understanding of these dangers than most people can recognize.
In opposing assisted suicide, disability rights activists speak with au-
thority.
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This essay will lay out some of the basic arguments of the disability
rights resistance to legalizing physician-assisted suicide.

If physician-assisted suicide is legalized, it will take place within the
context of a health care system and a society pervaded with prejudice and
discrimination against people with disabilities. Around the country, peo-
ple with significant disabilities report that when they enter hospitals for
life-sustaining treatments they are pressured by hospital staffs to sign Do
Not Resuscitate forms. “Yvonne Duffy had hospital personnel constantly
urging and demanding that she sign the order,” while Robert Powell, a
wheelchair rider, was denied admittance to a hospital when he refused
to sign a DNR. The disability rights magazine Mouth related that a New
Mexico subscriber went to a hospital emergency room during a severe
asthma attack. While she struggled to breathe, a social worker carefully
took the time to explain that she had a right to reject medical treatment.
At last, the disabled woman demanded that the staffer summon a doc-
tor. As she departed, the social worker insistently informed her: “It’s not
too late. The Right to Die is on the hospital channel 6 twenty-four hours
a day. You can watch it in your room!” Mouth writer Joe Ehman entered
a Rochester, New York, hospital for back surgery. Both before and after
the operation, a squad of hospital, county, and home-health social work-
ers pressured him to sign a Do Not Resuscitate order. Ehman shot back
at them, “I’m only 30 years old! I don’t want to die!” This is the hospi-
tal where Dr. Timothy Quill, a leader in promoting legalization of physi-
cian-assisted suicide, practices.2 Disabled activists ask what “choices”
these individuals were being offered. Under the pressures of cost con-
tainment, profit seeking, and prejudice, the choices were surely not free
and uncoerced ones. From the disability rights perspective, nondisabled
society—and especially the U.S. health care system—pays only lip serv-
ice to “autonomy” and “freedom of choice” for disabled people.

Advocates note the prevalence of disability prejudice documented
among medical practitioners. One study found that while more than
eight out of ten emergency-care professionals surveyed thought they
would have a poor quality of life if they were quadriplegic, well over
eight out of ten people with quadriplegia due to spinal-cord injuries said
they had an average or better-than-average quality of life. And, whereas
only 18 percent of the emergency-care staffers thought they would be
glad to be alive if they had a major physical disability, more than 90 per-
cent of the quadriplegics were, in fact, glad to be alive. Disability re-
search consistently finds that health care professionals have as negative
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or more negative attitudes toward living with a disability than the gen-
eral public and far more negative opinions than disabled people hold. A
leading psychologist researching disability calls the findings on this dis-
crepancy of views “consistent and stunning.”3

We should note that 14 percent of the quadriplegics in the study just
cited rated their quality of life as poor. Many proponents of assisted sui-
cide argue that disabled individuals such as these should have the right
to physician assistance in order to end their unsatisfactory existence. It
turns out, though, that the same proportion of the general population
also grades their own quality of life poor. Yet no one but the most fun-
damentalist of libertarians wants to offer physician-assisted suicide to all
those miserable nondisabled people.4

Meanwhile, pervasive disability bias affects medical practice, as the
findings of research on health care professionals’ views of disabled peo-
ple indicate and as the examples from the disability press illustrate. Other
examples abound. Disabled activists point to the Guidelines for Health
Care Providers of the Colorado Collective for Medical Decisions. In the
fall of 1996, this publication recommended that cardiopulmonary re-
suscitation “should be unusual if it is known that the patient had signif-
icant physical or mental impairment prior to the cardiac arrest.” The
guidelines did not define “significant.” To activists, this recommenda-
tion seemed on the face of it prejudicial and discriminatory. I am told,
although I have not verified this, that when advocates protested against
this guideline as discriminatory, the collective withdrew it. Meanwhile,
Joe Ehman discovered that though local home health workers in the
county where he resides get certified in CPR, the county, which pays the
workers’ wages, prohibits them from performing it on “clients” such 
as him.5

Not Dead Yet and ADAPT (American Disabled for Attendant Pro-
grams Today) drew attention to this pervasive discrimination in their
brief to the U.S. Supreme Court in the important 1997 “right to die”
case, Vacco v. Quill. The two disability rights groups argued that a dis-
criminatory double standard shapes delivery of U.S. health care. In vio-
lation of the Americans with Disabilities Act, that double standard, they
charged, denies people with disabilities the protection of medical-prac-
tice standards, of statutes prohibiting abuse, neglect, and homicide, and
of suicide-prevention laws, all of which protect nondisabled persons.
Given the pervasive prejudice and discrimination against people with
disabilities in the health care system, the absence of adequate health care
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and appropriate support services, and the application of the double stan-
dard, argued the activists to the Court, it would be impossible for law-
makers to build effective safeguards into assisted-suicide laws that would
prevent the wrongful death of disabled persons, old and young.6

In contrast, many proponents of legalizing assisted suicide claim that
disabled people would not be endangered, because the statutes would
limit the practice to terminally ill individuals. Disabled activists find
those reassurances unconvincing, not just because of the frequent dis-
crimination within the health care system, but for several other reasons
as well.

First, the definitions of “terminal illness” in proposed assisted-suicide
laws are so broad that they implicitly include many people with disabil-
ities. Disabled people who for decades have used—and been kept alive
by—devices such as ventilators fit those definitions of “terminally ill.”

More direct threats arise when terminal illness and disability are
lumped together. For instance, the Hemlock Society defines mercy
killing as “the killing of a terminally or incurably ill person to put him
or her out of perceived misery.” Likewise, in a special issue of the West-
ern Journal of Medicine, Hemlock Society leader Faye Girsh implicitly
equated disabled people with those who are terminally ill. An “imagi-
nary dialogue” she created asked, Who “should have the right to ask a
physician for aid in dying?” Her answer: “a person with a terminal or
hopeless illness.” The “living will” disseminated by the Society for the
Right to Die says: “I direct that life-sustaining procedures should be
withheld or withdrawn if I have an illness, disease, or injury, or experi-
ence extreme mental deterioration, such as that there is no reasonable
expectation of recovering or regaining a meaningful quality of life.” The
word “terminal” does not even appear here. Virtually any major chronic
condition might be an appropriate occasion for physician-aided death.
The living will ignores the societally constructed circumstances that can
deny both terminally ill people and people with disabilities a “mean-
ingful quality of life.”7

The same looseness and ambiguity in defining terminal illness and the
same equation of disability with terminality have appeared in judges’
rulings in assisted-suicide cases. Larry McAfee breathed on a ventilator
due to a spinal-cord injury. Like other persons with high-level spinal-
cord injuries, he was not ill, let alone terminally ill. He had a stable,
chronic physical disability. Yet the Fulton County, Georgia, superior
court judge who approved McAfee’s petition for physician-assisted sui-
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cide described his use of a ventilator as “artificial life support” that was
merely “prolonging his death.” Even Atlanta’s Catholic archdiocese,
which anomalously endorsed McAfee’s request, said that his assisted
death would not be a suicide because technically he had died three years
before in the motorcycle accident that disabled him. To disability rights
activists in Atlanta, this prejudicially distorted the reality of McAfee’s
disability and his life. It evinced the bias that people with disabilities like
his are virtually dead already. That in turn justified abetting his actual
physical death.8 The same prejudice surfaced in other major physician-
assisted suicide court cases involving disabled individuals: Elizabeth Bou-
via in California, David Rivlin in Michigan, and others. In each case, not
only judges, but also assisted-suicide advocates and the news media, con-
flated terminal illness with disability. In each case, they ignored how the
social-service and health care systems thwarted the attempts of these in-
dividuals at independent living, education, and work.

The 1989 assisted-suicide cases of David Rivlin and Larry McAfee ex-
emplify how societal factors and public policies make the lives of some
disabled people unendurable. Both were ventilator-using, spinal-cord-
injured quadriplegics. And both were forced into a series of nursing
homes because Michigan provided inadequate funding for independent
living and Georgia refused to pay for independent living at all.9 In states
that support independent living, people with disabilities like theirs live
in their own homes, raise families, go to school, and hold jobs.

David Rivlin attended Michigan’s Oakland University, aiming to be-
come a psychologist or a college teacher. He also struggled to live in his
own apartment. But both goals proved impossible because of Michigan
state policies. In the 1980s, Michigan granted individuals with signifi-
cant physical disabilities financial aid to pay chore workers to do house-
keeping and assist them with tasks such as bathing, dressing, and eating.
The maximum was $666 a month. Most disabled people had to fight for
that much. Many got much less. David Rivlin received less than $300 a
month. That averaged out to under $10 a day or about 41 cents an hour.
For that amount, no significantly disabled person could find a compe-
tent and responsible chore worker. No wonder Rivlin kept failing in his
attempts at independent living. It wasn’t that independent living was too
costly. The State of Michigan paid the nursing home $230 a day to keep
Rivlin locked up.10

For three years, David Rivlin clung to the hope he might escape the
last of these nursing homes. In the end, he concluded he would never
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get out and decided he would rather be dead. So he got a court order
authorizing a doctor to sedate him and disconnect his ventilator.11

Meanwhile, Georgia, where Larry McAfee resided, not only offered
no support for independent living, no Georgia nursing home would ad-
mit a ventilator user because the state paid so little. So McAfee was
shipped to a facility in Ohio. After two years, Ohio Medicaid stopped
paying, so the facility sent him back to Georgia to Atlanta’s Grady
Memorial Hospital.

Grady placed McAfee in its intensive-care unit even though he didn’t
need such care. The environment of a hospital ICU subjects patients to
continous emotional stress. The lights are always turned on. Medical
personnel ceaselessly move about. Patients are assaulted by the constant
noise of medical machines. Noise levels from the equipment and the
conversation of staff continue day and night, frequently exceeding rec-
ommended standards for noise in hospital wards. Patients are caught in
a disorienting atmosphere of crisis and sensory overload. As many as
one-third of individuals confined to intensive care are estimated to suf-
fer from “ICU psychosis.” Although serious, this psychological disorder
often goes undetected by hospital personnel. Because of the tremen-
dous stress of ICU and the danger of this psychosis, few critically ill pa-
tients are kept in intensive care for any length of time. Patients are
moved to less stressful environments as quickly as possible, because
“ICU psychosis” can occur within three days after a patient has been
placed in intensive care. Grady Hospital kept Larry McAfee in its ICU
for eight months. (The bill mounted to over $172,000.) After three
months, McAfee decided he could not take any more. He requested
court authorization to have a doctor help him die.12

Despite their emotional battering by the social-service and health
care systems, neither Rivlin nor McAfee received appropriate psycho-
logical evaluation or counseling. A court-appointed psychiatrist con-
cluded David Rivlin was competent, yet his lawyer refused to say what,
if any, qualifications the psychiatrist had in the psychology of disability,
a specialized field. Some of the people who had extensive contact with
Larry McAfee over the four years preceding his request for assisted sui-
cide described emotional oscillations. At times, he showed strong in-
terest in independent living and vocational rehabilitation. At times, he
said he wanted to die. These swings reflected the tremendous stresses
he struggled with, stresses due not just to his disability, but to the abu-
sive system that held him captive. Other disabled people in similar sit-
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uations exhibit the same emotional swings. Yet the judge who ruled on
McAfee’s request determined that he was without “emotional or psy-
chological disabilities.” McAfee got neither crisis intervention nor psy-
chological evaluation. His lawyer did not arrange it. The judge did not
order it. Instead, his lawyer sent to see him, of all people, a vocational
counselor!13

The nondisabled people around both men assumed that when a per-
son with such a disability said he would rather be dead, he must be act-
ing rationally. They described McAfee and Rivlin as “logical” and “lucid”
in their determination to die. If someone without a disability said they
wanted to commit suicide, that person would get crisis intervention ther-
apy immediately. Let a disabled person express such despair, and he or
she is assumed to be “rational.” Neither David Rivlin nor Larry McAfee
received crisis intervention counseling. This is exactly the sort of dis-
criminatory double standard in health care treatment condemned by
Not Dead Yet and ADAPT.14

None of McAfee’s or Rivlin’s self-designated supporters paid atten-
tion to what the two men said about their lives. Larry McAfee told ABC’s
Nightline: “If you’re a citizen or resident of Georgia and you become
ventilator dependent, you’d better be prepared to become an outcast
unwanted by the state.” His mother said he was “thrown around like a
bag of rotten potatoes that nobody even wants.” McAfee told U.S. News
and World Report, “You’re looked upon as a second-rate citizen.” “Peo-
ple say, ‘You’re using my taxes. You don’t deserve to be here. You should
hurry up and leave.’” “It gets to the point,” he said, “where you realize
that this is your life, . . . and in my case, it’s not worth pursuing.” Days
before David Rivlin died, a reporter who himself has a disability knew
enough to ask Rivlin what he thought about society’s view of disabled
people. “It sucks,” said Rivlin. “Transportation, attitudes, financial help,
it’s all bad.”15

Disability rights activists noted the absolute failure of most nondis-
abled people to acknowledge the abuse and oppression by the system that
causes suicidal despair in disabled people like David Rivlin and Larry
McAfee. Screening all that out, they latch onto the disability as the sole
reason such individuals seek death. McAfee’s attorney asserted, “He’s
made a rational decision that he just doesn’t want to exist this way,” that
is, as a quadriplegic. Judge Edward Johnson, ruling in favor of McAfee’s
request for doctor-assisted suicide, expressed admiration for his
“courage.” Dr. John D. Banja, assistant professor of rehabilitation med-
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icine and lecturer in medical ethics at Emory University School of Med-
icine, declared to the court, “We acknowledge an individual’s right to
autonomy, self-determination and liberty as part of our ethical vision in
this country.”16

Atlanta disability rights leader Mark Johnson complained that
throughout the McAfee case the judge, the attorneys, the media, every-
one “asked the wrong questions.” He could have been talking about the
entire discussion regarding assisted suicide. Four Atlanta disability rights
groups said they were “outraged that our state for years left Larry
McAfee without enough support for independent living and now steps
in willingly to help with his suicide. . . . The state creates an unbearable
quality of life and then steps in and says disabled people should be as-
sisted to die because their quality of life is so poor.”17

But something unexpected happened. People from United Cerebral
Palsy offered Larry McAfee creative possibilities to regain control of his
life and to work in computer engineering, and he changed his mind
about dying. In fact, he ended up testifying before the Georgia state leg-
islature, calling upon them to fund independent living. He told them that
if it had been available, he would not have despaired to the point of seek-
ing death. Atlanta disability rights activists pressured the Georgia De-
partment of Medical Assistance to provide him with a place in a group
living arrangement. For the next eight years, Larry McAfee lived inde-
pendently. In 1998, he died of a stroke.18

In this and comparable situations, nondisabled doctors, health care
professionals, lawyers, judges, ethicists, the news media, and much of the
general public typically have failed to comprehend the socially oppres-
sive experiences that make the lives of some people with disabilities un-
bearable. Some assisted-suicide proponents call it paternalistic to argue
that disabled individuals will be coerced into suicide. Disabled activists
reply that, in fact, it is lethally patronizing to ignore the ways in which
bias and discrimination make the lives of some disabled people unen-
durable to them and cause them to seek assisted suicide.

In the view of disabled activists, the pledge of some assisted-suicide
advocates that the practice will be limited to terminally ill people is fur-
ther refuted by the advocates’ own colleagues. Many of the most promi-
nent proponents have from the beginning of their movement aimed to
establish physician-assisted suicide, not just for those who are termi-
nally ill, but for persons with disabilities as well. All of Elizabeth Bou-
via’s attorneys were active members of the Hemlock Society. Faye Girsh,
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a psychologist hired by those lawyers to evaluate Bouvia’s mental state,
was at the time president of Hemlock’s San Diego chapter and later the
society’s national president. In 1996, Hemlock’s founder Derek Hum-
phry told the National Council on Disability that he did not favor legal-
izing assisted suicide for disabled people. But in his book Final Exit, he
admitted that once physician-assisted suicide is legalized for terminally
ill persons, he hopes to see it extended to those with chronic condi-
tions.19

The “slippery slope” image implies that the extension of assisted sui-
cide to socially stigmatized persons would occur inadvertently, uncon-
sciously, unintentionally. That image conjures up the specter of a pro-
gression from euthanasia only for terminally ill persons to the coerced
deaths of those who are devalued but not dying. But disability rights ac-
tivists point out that neither aspect of the metaphor accurately represents
what has been happening. Pro-suicide advocates have pressed for court
rulings to guarantee persons with major disabilities the “right” to physi-
cian-assisted suicide. In the McAfee and Rivlin cases, courts granted
such requests under the guise of refusal of medical treatment. Disabled
activists do not foresee an unintended slide down a slope. Suicides of dis-
abled persons have already been socially and legally sanctioned. In the
view of disability rights activists, there will be no slippery slope, because
many right-to-die advocates have always labored to legalize assisted
suicide, not just for terminally ill people, but for people with disabilities
as well.

Unlike his compatriots, Jack Kevorkian never minced words about his
intentions. He advocated—and practiced—assisted suicide for disabled
people all along. Three-fourths of the suicides he abetted involved peo-
ple with disabilities, not terminal illnesses. In March 1990, the Detroit
Free Press Magazine reported: “Oppressed by a fatal disease, a severe
handicap, a crippling deformity? . . . Show him proper, compelling med-
ical evidence that you should die, and Dr. Jack Kevorkian will help you
kill yourself, free of charge.” In a February 1992 journal article, he pro-
posed an “auction market for available organs” removed from various
kinds of “subjects,” including voluntarily euthanized people “hopelessly
crippled by arthritis or malformations.” Some of the proceeds from sales
of the organs would go to family members whose financial burdens
would be relieved and “their standard of living enhanced.” Kevorkian not
only views disabled people as having worthless and burdensome lives,
he sees them as a drain on society. He told a Michigan Court in August
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1990: “The voluntary self-elimination of individual and mortally dis-
eased and crippled lives taken collectively can only enhance the preser-
vation of public health and welfare.”20

This statement and Kevorkian’s actions regarding people with dis-
abilities alarmed many disability rights activists. They felt disturbed too,
though not really surprised, that advocates of physician-assisted suicide
failed to condemn Kevorkian’s—to speak plainly—neo-Nazi bigotry
against disabled people. Instead, the pro-euthanasia advocates confined
themselves to lamenting that his actions were unregulated, but praised
him for having forced to public awareness the need for legalized physi-
cian aid-in-dying.

Disability rights activists expressed outrage too that the news media
failed to report Kevorkian’s viciously prejudiced views of disabled peo-
ple. The media instead typically portrayed him as some sort of eccen-
tric folk hero. Some virtually championed him. Mike Wallace and 60
Minutes gave him a supportive forum regarding the death of a man with
ALS (amyotrophic lateral sclerosis). It seemed significant to disability
rights activists that on two earlier occasions, 60 Minutes, with Wallace
as its correspondent, had made the case for Elizabeth Bouvia’s assisted
suicide. None of these stories about Bouvia or Kevorkian included the
dissenting disability rights perspective. Another disturbing media mo-
ment occurred when Time magazine, to commemorate its seventy-fifth
anniversary, held a huge celebration of “leaders.” One of its honorees
was Jack Kevorkian. Just five days before Time’s party, Kevorkian had
abetted the suicide of a young quadriplegic man. Many activists saw
Time’s feting of a serial killer whose agenda targeted disabled people,
along with 60 Minutes’ unbalanced reporting, as indicating the depth 
and extent of disability bigotry.21

Disability bias combined with gender bias in Kevorkian’s suicide-
abetting campaign. Seven out of ten of his “patients” were women. The
vast majority of them were not terminally ill. They had disabilities. Au-
topsies discovered that several of them had “no evidence of disease what-
soever.” This same disturbing pattern appears in other “mercy killings.”
Two out of three such killers are men; two out of three of those killed
are women. The men are typically the husbands of the women they kill.
The wives are commonly sick or disabled, but only about one in three
of those women is terminally ill. And the husbands’ “mercy” is far from
gentle. Most often, they blow their wives’ brains out with a gun. Or they
suffocate them or poison them. Why would most “mercy killers” be
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men? The Hemlock Society claims that it is because terminally ill peo-
ple and their “caregivers” don’t get enough support. But the leading ex-
pert on these sorts of homicides, psychologist Silvia Sara Canetto, points
out that while most of the killers are men, most caregivers are women.
Perhaps, Professor Canetto suggests, these murders may stem from the
inability of some men “to accept a reversal in caring responsibilities.” She
also sees connections between such killings and the devaluation of
women’s lives in society at large. Most pertinent here, women, espe-
cially women with disabilities, receive poorer medical care than men.
Some women may internalize this institutionalized prejudice as a lower
sense of self-worth, says Professor Canetto; they may then ask for as-
sisted suicide when they become sick or disabled. But, she cautions, such
a request may mask a plea for support: “Do you care enough to want me
alive and to be willing to share in my suffering?” Professor Canetto con-
cludes that “one should be wary of those who present mercy-killing as
a gift to women. These are fatal gifts, embedded in a long tradition of
legitimizing women’s sacrifice.”22

“Sacrifice” of their lives is presented as a way disabled people could
do something useful for society. At one point, Jack Kevorkian announced
that he planned to “donate” the organs of the “patients” he had killed.
Some of the public reactions to his organ-harvesting scheme were as
troubling as the project itself. One transplant surgeon dismissed the idea
as “totally unrealistic.” Another expert said it was “simply not feasible,”
though he praised Kevorkian’s “generosity.” Neither expressed moral
outrage at this additional expression of his contempt for sick people and
people with disabilities.23

Meanwhile in California, Sandra Jensen, a woman with Down’s syn-
drome, was rejected as a heart-lung transplant recipient. The efforts of
disability rights activists got that discriminatory decision reversed. Ms.
Jensen received a transplant and, contrary to biased preoperative ex-
pectations, did quite well in the recuperative phase. Still, the initial re-
sponses to her need for a transplant and to Kevorkian’s harvesting plan
suggested that people with disabilities were thought of by some influ-
ential people as organ donors, but not organ recipients.24

Jack Kevorkian automatically and arrogantly assumed that disabled
people seeking suicide want to die because of their disabilities. He ig-
nored societally caused factors. Wally Spolar, a man with multiple scle-
rosis from El Paso, Texas, sought help to die because, said Kevorkian’s
attorney Geoffrey Fieger, “he feared ending up in one of those rat-
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infested nursing homes to be warehoused by ‘Nurse Ratched.’” So Ke-
vorkian helped Spolar kill himself. Meanwhile, Texas disability rights
activists demanded that the state fund independent living rather than
force disabled people into nursing homes. “Unless Texas puts its money
where its mouth is, gets its priorities right,” declared ADAPT of Texas,
“many more will follow suit.” Wally Spolar “could see his choices: ware-
housing or death.”25

To the ADAPT activists, Kevorkian viewed Spolar through the prism
of ignorance and prejudice. He disregarded the social factors that make
the lives of some disabled people unendurable: public policies that force
them into nursing homes, improper medical treatment, inadequate pain
management, denial of appropriate psychological supports, discrimina-
tion in obtaining health insurance, resulting financial distress, the atti-
tude that they burden their families and society, and the deep prejudice
that their lives are worthless.

Kevorkian, like all pro-suicide advocates, claims to support individ-
ual autonomy. But in fact, he would give doctors the power to decide that
some people, including people with disabilities, would be better off dead.
In May 1993, Time magazine asked him how he decided “whom to help?
Does the patient have to suffer from a life-threatening illness?” “No, of
course not,” replied Kevorkian, “. . . but your life quality has to be nil.”
“And who decides that?” asked Time. “That’s up to physicians,” said Ke-
vorkian, “and nobody can gainsay what doctors say.”26

All too many people with disabilities have had all too many doctors
dismiss their “quality of life” as “nil” and recommend withholding med-
ical treatment that would sustain their lives. Those doctors assumed that
they would be better off dead and that their families would be better off
with them dead. Disability rights activists worry that while right-to-die
advocates are suspicious of doctors who seek to sustain life, they naively
trust doctors who deliberately bring about death.

The catchphrase “quality of life” is frequently invoked to justify physi-
cian-assisted suicide. When proponents of assisted suicide set quality of
life as a justifiable reason for facilitating people’s deaths, they almost
always invoke the loss of “dignity” while simultaneously raising the
specter of “dependency.” Advocates of Oregon’s Measure 16, the state’s
assisted-suicide law, originally claimed that doctor-induced death would
be a “last resort” when nothing else could be done to alleviate “unre-
lenting and intolerable suffering.” In fact, the vast majority of Oregon-
ians who have sought suicide under that law feared, not pain, but losing
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autonomy or control of bodily functions. They feared becoming dis-
abled. Instead of serving as a last resort, the legally sanctioned reasons
for suicide were widened, just as disability rights activists predicted. The
simple fact of terminality is not the reason individuals seek assisted sui-
cide. They choose to die early not because they are going to die sooner
or later. They want to escape the presumed humiliation of “depend-
ency.”27

The advocates fan that fear of “dependency.” Janet Good, a sometime
collaborator with Jack Kevorkian in abetting the suicides of several in-
dividuals with disabilities, told the Washington Post: “Pain is not the main
reason we want to die. It’s the indignity. It’s the inability to get out of
bed, or get onto the toilet, let alone drive a car and go shopping, with-
out another’s help. I can speak for literally hundreds of people whose
bedside I’ve sat at over the years. . . . They’ve had enough when they
can’t go to the bathroom by themselves. Most of them say, ‘I can’t stand
my mother; my husband, wiping my butt.’ That’s why everybody in the
movement talks about death with dignity. People have their pride. They
want to be in control.”28

Stephen Drake, a leader of Not Dead Yet who himself has a disabil-
ity, responded to Good’s statement:

Many people with disabilities need such assistance in the bathroom, assis-
tance which they are in charge of and which they do not regard as undigni-
fied. It’s a shame that Ms. Good doesn’t convey a more respectful attitude
toward her “clients.” Instead she reinforces and lethally acts out the deval-
uing attitudes of our society that tell sick or disabled people they lack dignity
because they need assistance with basic activities of daily living, and would 
be better off dead. Have we really gotten to the point in this country that we
will sanction and abet the suicides of people because they can’t wipe their
own behinds? People who have internalized society’s contempt as self-
hatred? That Janet Good thinks this justifies facilitating suicides shows 
what little progress we have made in rooting out disability prejudice.29

To disability rights activists like Drake, Good’s view of dignity and de-
pendency shows once again that the supposed safeguards built into
statutes such as Oregon’s Measure 16 are paper barriers that will easily
be cut down. This law and other proposed policies pledge to limit physi-
cian-assisted suicide to persons diagnosed as terminally ill with six
months or less to live. First of all, such predictions of death are notori-
ously inaccurate. Thus, they are useless and dangerously misleading in
determining who would be eligible for physician-assisted death. More
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to the present point, if needing help is undignified, and death is better
than dependency, there is no reason to deny assisted suicide to people
who will have to put up with dependency for six or sixteen years, rather
than just six months. If dignity and dependency rather than terminality
are the real criteria of eligibility, then the six-month rule is entirely ar-
bitrary and unjust and will be struck down.

Deployment of notions like “dignity” and “dependency” and “qual-
ity of life” fail to note that these are not objective descriptions of illness
or disability. Instead, they are highly value-laden concepts that in and
of themselves shape perceptions. They are rooted in American values
that uphold complete physical self-sufficiency and absolute personal au-
tonomy as cultural ideals. They express a myth, the myth that real Amer-
icans are rugged individualists who quite literally stand on their own
two feet. The ideal, the authentic, American is not in any way depend-
ent on others. Or at least, so the myth teaches us to pretend. To become
sick or disabled in America is to lose one’s social validity. It is to acquire
a relentlessly and radically negative identity. It is to become the inver-
sion of what a real American is supposed to be.

The disability rights movement has fought this culture’s dominant
values and myths about personal autonomy because those myths and
values have inevitably generated discrimination against people with dis-
abilities. Disability rights activists have demanded recognition that qual-
ity of life is constructed by public policies and socioeconomic condi-
tions. They fought for the Individuals with Disabilities Education Act,
the Americans with Disabilities Act, and access and accommodations,
and the right to full health care. They are fighting to protect all of those
rights from the current fierce attack. And they have fought for inde-
pendent-living and government programs to liberate people with dis-
abilities from nursing homes. Many people with disabilities have said
they would rather be dead than imprisoned in such places. The disabil-
ity rights movement has struggled to eliminate the pressures that have
forced some disabled people to choose between the nursing home and
the grave.

The few disabled leaders who favor legalization of assisted suicide
base their stance on what they claim is the central goal of the disability
rights movement: personal autonomy. Part of the problem is that those
advocates implicitly accept the definition of personal autonomy domi-
nant in American culture. In contrast, the disability rights movement in
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general has understood self-determination in a significantly different
way from the majority culture.

In addition, the disability rights movement has always aimed at more
than empowering individuals to make their own choices. It has addressed
a much wider range of issues. Disability rights activists have sharply crit-
icized reigning notions of individual autonomy for helping to mask the
structural arrangements of power and privilege, advantage and oppor-
tunity that marginalize people with disabilities. They have taken a crit-
ical view of the allocation of economic resources and the distribution of
social and political power. They have also espoused an alternative view
of the nature of community and the relationships of individuals to one
another within communities. They have been affirming alternative val-
ues concerning sexuality and gender, learning and work, and what con-
stitutes personhood. This distinctive perspective has important impli-
cations, not just for people with disabilities, but for modern societies in
general. Disability-based analysis can contribute to the critically needed
reconstruction of contemporary social, economic, and political systems.
In a sense, the threat of the physician-assisted suicide campaign is also
an opportunity to develop both a more rigorous ideology of disability
and disability rights, and a more thorough critique of dominant nondis-
abled values and arrangements from a disability perspective.30

Out of this wider set of concerns and this broader critical outlook, dis-
ability rights activists have insisted that the current debate about physi-
cian-assisted suicide must focus on more than cultural values about per-
sonal autonomy and “quality of life.” It must also examine the role in
this issue of economic interests and the structural maldistribution of
economic, social, and political power. The United States has yet to guar-
antee all Americans a basic right to health care. Medical decisions are
increasingly made, not by doctors, let alone by patients, but by profit-
minded managed-care corporations. Abuse under this system is not just
inevitable, but already occurring, and it is causing some people to die.

Yet no plan for physician-assisted suicide even begins to grapple
meaningfully with these economic realities. Oregon’s Measure 16 and
proposals in other states modeled on it require doctors receiving re-
quests for assisted death to inform patients about alternative options,
such as “comfort care, hospice care, and pain control.” But none of these
policies guarantee desperate patients access to any of those other op-
tions.31
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AB 1592, a bill introduced in 1997 in the California legislature to le-
galize assisted suicide, would, in addition, have prohibited insurers from
coercing patients into choosing that option. This naive provision failed
to recognize that direct coercion by health care insurers is unnecessary.
Managed-care bureaucrats are already overruling doctors’ decisions
about appropriate and necessary, sometimes life-sustaining treatments
in order to cut costs and boost profits. About the time AB 1592 was in-
troduced, Dr. Linda Peeno disclosed the realities of her job as a med-
ical coverage reviewer for Humana, one of the nation’s largest managed-
care corporations. “In the spring of 1987, as a physician, I caused the
death of a man,” she confessed. From her office in Louisville, Kentucky,
Dr. Peeno denied a heart transplant to a patient in California. She knew
her decision was a death sentence for the man, but she explained that
corporate pressure on reviewers to deny such claims was overwhelming.
The company rewarded her with advancement. “Everyone was thrilled
when I denied that coverage,” she reported. “If I had approved it, I would
have been gone the next day.” Dr. Peeno told her story to the Califor-
nia State Assembly’s Health Committee as she testified in support of
legislation to regulate managed care. The managed-care companies op-
posed the bill. A few months later, a federal class-action lawsuit accused
Humana of misleading health plan members by failing to inform them
of the financial incentives it offered doctors and case reviewers like Dr.
Peeno to keep costs down by limiting or denying care.32

Despite such corporate practices, the Sacramento lobbyist for Death
with Dignity, Inc., could make the extraordinary claim that “there are
no economic arguments which would cause a managed care system or a
physician to push physician-assisted dying for a patient. There are no
financial incentives or advantages for this.”33 Such an assertion is, at
best, dangerously naive.

Speaking of financial advantages, Death with Dignity, Inc., could af-
ford to hire a paid professional lobbyist because, like the physician-
assisted suicide movement in general, it is well financed. The disability
rights movement cannot afford paid lobbyists. Disabled activists insist
that if we want to understand the forces behind the push to legalize
physician-aided death we must “follow the money.”

In that regard, disabled activists point out that not only do measures
to legalize physician-assisted suicide fail to guarantee patients access 
to medical care options they might choose instead of death, but also 
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the pro-suicide campaign actively promotes the economic interests of
managed-care corporations. Those companies have made plain their
financial stake in legalization of physician-assisted suicide. After Mea-
sure 16 became law, most health maintenance organizations in Oregon
added assisted suicide to the list of “benefits” they would cover. Caring
for dying patients can run into tens of thousands of dollars of expenses
that cut into corporate profits, while the lethal medication to kill the
same patients costs a mere forty-five bucks. No wonder an Oregon
HMO with the ironic name of the Ethix Corporation announced that
it “welcomed broad coverage for assisted suicide in a medical economic
system already burdened.” It turned out that the leading proponent of
Measure 16, Barbara Coombs-Lee, was a vice president at Ethix. This
rather important bit of occupational data, which some observers might
regard as a conflict of interest, did not get much attention during her
campaign for the initiative.34

Sometimes supporters of assisted suicide admit that the managed-
care system is unjust. The San Jose Mercury News’s endorsement of AB
1592 employed astonishing and disturbing logic: “If California’s man-
aged health care system had the confidence of the public—if people be-
lieved their doctors and insurance companies would stand by them after
disease had stolen their ability to fight for control over their own life and
death—there would not be a need for AB 1592. . . . But we are a long
way from the time when Californians will have no fear of painful, im-
personal death.”35 In other words, because corporate managed care
treats people so badly, we should authorize that system to abet despair-
ing patients in committing suicide.

If profits drive corporate managed care, the thrust to hold down pub-
lic spending propels managed care in government-funded health insur-
ance for poor people. The situation created in Oregon is ominous for
those who depend on Medicaid. In 1994, the same year Measure 16 be-
came law, Oregon’s Medicaid program instituted health care rationing
for the poor. It ranked 745 health services according to their efficacy, im-
portance, and public demand. The Oregon Medical Assistance Program
would henceforth pay for only the top 578 treatments. In 1998, OMAP’s
managers added doctor-assisted suicide to the “treatments” covered un-
der the list’s “comfort care” category. Meanwhile, they decided to limit
the number of doses of a particularly strong and effective pain medica-
tion. Protests forced the bureaucrats to back down, but they did suc-
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cessfully put barriers in the way of funding a “state-of-the-art anti-
depressant medication.” The OMAP managers also cut over 150 serv-
ices needed by terminally ill, disabled, and elderly Medicaid recipients,
while the state pared in-home support services funding by 5 percent. A
newspaper profile revealed that Barbara Coombs Lee was “closely in-
volved in passage” of Oregon’s health plan. Oregon’s governor John
Kitzhaber, a former emergency room physician and the chief architect
of this health care rationing system, admitted—or perhaps he was boast-
ing—that “only three states spend less per person on health care for the
poor.” The British magazine The Economist praised Kitzhaber “for ra-
tioning health care in the face of limited resources and observed that
Oregon no longer pays for such treatments as ‘efforts to fight the final
stages of AIDS.’” Politicians’ and bureaucrats’ implementation of these
cost-cutting measures while they willingly fund assisted suicide
amounted to a declaration of class warfare against the poor, many of
whom are sick or disabled.36

Class as well as disability bias has shaped judicial rulings too. The
U.S. Ninth Circuit Court of Appeals offers a prime example of why dis-
ability rights activists distrust the judiciary. In a decision that sought to
legalize physician-assisted suicide, that court made money a reason to
die but failed to ensure access to treatment. It declared: “in a society in
which the costs of protracted health care can be so exorbitant, we are
reluctant to say that it is improper for competent, terminally ill adults
to take the economic welfare of their families and loved ones into con-
sideration.” Yet the court went on to say that it had no authority to make
any rulings about access to health care. It left that to the legislature. It
is telling that while many judicial decisions have affirmed patients’ “lib-
erty interest” in refusing or terminating medical treatment, and a few
recent rulings have found a “liberty interest” in physician-assisted sui-
cide, no court has ever even “considered the possibility that a patient
might have a coexisting liberty interest in demanding or receiving spe-
cific medical care or medically mediated procedures.” More pertinent,
no U.S. court would ever find that an American citizen has a general
right to health care.37

Not only did the Ninth Circuit Court declare its incapacity to estab-
lish such a right. It sneered at concerns that legalization might expose
“the poor and minorities to exploitation.” It dismissed such warnings 
as “disingenuous,” “fallacious,” and “meretricious.” The court wrote,
“The argument that disadvantaged persons will receive more medical
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services than the remainder of the population in one, and only one,
area—assisted suicide—is ludicrous on its face.”38

No wonder Not Dead Yet declared, “we can’t trust the courts.” To
disability rights activists, only affluent, privileged white people who en-
joy the advantages of the current economic system could so arrogantly
scorn the concerns of many people in minority communities, as well as
people with disabilities who are often poor. Only people with such ad-
vantages could convince themselves that physician-assisted suicide could
operate without abuse. People with disabilities cannot afford to indulge
in such naivete. To disability rights activists, rulings like the Ninth Cir-
cuit Court’s decision simply try to mask the injustices, indeed the sav-
agery, of the current health care and economic systems. Such verdicts
rationalize social coercion as personal autonomy. As one activist put it,
“In a profit-oriented system pervaded by prejudice and ignorance about
disability, so-called patient choice to die will not long remain any choice
at all.”39

Health care “choices” are never made in a vacuum. Given the ab-
sence of real options, death by assisted suicide becomes not an act of per-
sonal autonomy, but an act of desperation. It is fictional freedom, it is
phony autonomy. The rhetoric of “choice” is deployed to hide the real-
ities of coercion. The propaganda of personal freedom conceals a eu-
genic agenda. As always, eugenics is ultimately a program to defend eco-
nomic interests.

Given the current transformation in the health care system under
managed care, no law legalizing physician-assisted suicide, no matter
how carefully crafted, could operate fairly. Inevitably the combination
of a “right to die” but no right to treatment will have a deadly impact
on socially and economically disadvantaged groups who are heavier users
of the health care system and already find themselves discriminated
against within that system. Seniors, people with chronic or progressive
conditions or disabilities, poor people, members of racial minorities,
and anyone who is, in fact, terminally ill will be put at serious risk. A
Canadian disability rights leader warned that “the growing momentum”
for assisted suicide, “coupled with the global retreat from social welfare
creates an intensely fearsome environment for people like us. . . . Never
has the social message been clearer. You are worthless. You are a bur-
den. We would be better off without you. Anything we give you you
should be grateful for and if we give you nothing it is because that is what
you deserve.”40
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In response to that threat, a California coalition of advocates for poor
people, people with disabilities, racial minorities, and seniors, along with
health care professionals and religious groups, joined forces in April
1999 to defeat AB 1592, a bill to legalize physician-assisted suicide in the
state. Startling the assembly leadership of both parties with the vehe-
mence of its opposition, that alliance “killed the bill.” It jolted people
who regard themselves as liberal or progressive by condemning AB 1592
and similar proposals as dangerously reactionary.

To counter the campaign for physician-assisted suicide and to redi-
rect public attention to what disability rights activists regard as the real
issues, advocates have set forth an agenda of their own. They espouse
the following principles:

• Any committee, conference, or public body convened to discuss
the euthanasia issue or to draft or apply rules governing the refusal
of medical treatment must include representatives of the disability
rights movement. Symposia to debate aid in dying often do not in-
clude disabled discussants, unless they are supporters of assisted
suicide. In the Bouvia and McAfee cases, the courts welcomed and
even solicited the views of nondisabled persons but ignored the
amicus briefs filed by disability rights groups. The disability rights
movement has a distinctive perspective to contribute to this public
debate. Given that the lives of people with disabilities are at stake,
inclusion of that viewpoint is a matter, not just of balance, but of
justice.

• Assistive devices and supportive services for people with significant
disabilities must not be regarded as “artificial life supports” that
merely prolong their dying. They are appropriate means of assis-
tance in daily living.

• The equation of disability with terminal illness reflects, not a per-
son’s medical condition, but his or her devalued social status.

• Bids for assisted suicide are not refusals of medical treatment. Nor
are they simply a response to a person’s physical disability. Social
factors—segregation, the denial of self-determination, cultural de-
valuation—are always present and typically primary in generating
such despair. Suicidal gestures are a response to social deprivation
and the internalization of societal prejudice. Until people with ma-
jor disabilities are guaranteed their rights to self-determination, in-
dependent living, equal access to society, and appropriate psycho-
logical counseling, medical professionals must never support or
assist the suicide of a disabled person. To do so in the present soci-
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etal circumstances of devaluation, discrimination, and segregation
is simply the ultimate act of oppression.

• Persons who are terminally ill or disabled who request assisted sui-
cide must receive psychological evaluation and crisis intervention
counseling, just like anyone else. They must also be evaluated by
professionals knowledgeable about the psychology of disability and
the oppressive social experience of people with disabilities.

• Saving people’s lives, rehabilitating them, and teaching them the
medical and physical management of their now-disabled bodies is
futile if they are denied the right and the means to control those
lives. Health care professionals must support the disability rights
movement’s efforts to secure adequate, nationwide government
funding for self-directed independent living. People with either
terminal illnesses or chronic disabilities have a right to adequately
funded personal-assistance services that will support them in living
in their own homes. They should not find themselves forced into
nursing homes or institutions.

Society must indeed guarantee terminally ill persons the right to die
with dignity. That right includes: competent pain management, ade-
quate hospice care, appropriate psychological support services, and suf-
ficient health insurance coverage so that none need fear that the costs
will break their families financially. Death with dignity also means the
right to die in one’s own home with proper supportive assistance. But
death with dignity does not mean having a doctor speed up one’s dying
with a lethal medication in order to guarantee HMOs bigger profits.

Disability rights activists declare that it would be unconscionable for
a society that has failed to guarantee its citizens these rights—as well as
a general right to health care—even to consider establishing a so-called
right to physician-assisted suicide.
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10
Medical Decision Making 
and People with Disabilities
A Clash of Cultures

As has become obvious throughout the preceding essays, the dis-
crepancy between “insider” and “outsider” perspectives regarding
the nature and meaning of the experience of disability appears in
every sphere of society. But nowhere is it more palpable than in
the disparity between disabled and nondisabled views of medical
decision making. Once again, disability rights activists have a dis-
tinctive disabled perspective to contribute to the current debate
about changing health care policies and ethics.

In discussions of medical decision making as it applies to people with dis-
abilities, a major obstacle stands in the way. The perceptions and values
of disabled people (particularly disability rights advocates and disabled
scholars) on the one side and of many nondisabled people (particularly
health care professionals, ethicists, and health policy analysts) on the
other side, regarding virtually the whole range of current health and
medical-ethical issues (treatment decision making, health care access
and health care rationing, medical cost containment, and assisted sui-
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cide), seem frequently to conflict with one another. This divergence in
part grows out of the sense, common among people with disabilities,
that their interactions with “the helping professions,” medical and social-
service professionals, are adversarial. But those differences of opinion
also stem more basically from a clash of fundamental values.

This paper addresses, in historical perspective, the ways in which the
status of persons with disabilities as a stigmatized minority group affects
medical decision making. It also examines the efforts of disability rights
activists to prevent discrimination against persons with disabilities in
current medical culture. Finally, it raises questions about how the rights
of people with disabilities will fare as new care standards are developed
and implemented.

In recent years, a majority of Americans with disabilities have come
to view themselves as members of a stigmatized minority group.1 That
minority group consciousness is being expressed by mounting political
activism. The adversarial relationships and conflict of values between
medical professionals and persons with disabilities can only be under-
stood within the context of this minority status and consciousness.

At the heart of this minority consciousness is a rejection of the reign-
ing medical model of disability. That paradigm has dominated not only
medical treatment decision making regarding persons with disabilities,
but also, more broadly, modern cultural definitions of disability, social
perceptions of people with disabilities, and the social options and roles
permitted to disabled persons. The medical model defines disability as
the physical and psychological experience of biological defect deriving
from any one of a series of illnesses or injuries located within the bod-
ies of “afflicted” individuals. Medical practitioners have seen cure, or at
least correction of functioning, as the only possible way to bring about
the social integration of people with disabilities.

The emergent minority group consciousness defines disability primar-
ily as a socially constructed condition. The difficulties of persons with
disabilities in social and vocational functioning are seen not as the ex-
clusive and inevitable consequence of bodily impairments, but as the
product of the interaction between individuals with such impairments
and the arrangements of the social and architectural environments. In
particular, according to this analysis, historic and pervasive cultural de-
valuation of physically different persons has produced socioeconomic
discrimination against them. It follows that people with a variety of dis-
abilities, despite considerable differences in etiology, have historically
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confronted a common set of stigmatizing cultural values and social
hazards.2

Disability minority group consciousness and mounting activism
among people with disabilities have arisen in opposition to what is now
widely condemned within their community as the historical legacy of
oppression. In the United States during the late nineteenth and early
twentieth centuries, professionals in medicine, social services, and edu-
cation increasingly attributed to the “defective classes,” which included
virtually anyone with a disability, a lack of moral and emotional self-
control, blaming them for the poverty, vice, crime, and dislocations of
the new industrial order. People with mental retardation, epilepsy, or
cerebral palsy were often permanently institutionalized as dangers to
society. Others with physical disabilities were at times segregated by
such ordinances as Chicago’s “ugly law.” Reacting to a growing Deaf
subculture, an “oralist” movement began in the 1880s to oppose sign lan-
guage and to insist that deaf people learn speech and speech reading. Led
by Alexander Graham Bell, the oralists took over deaf education and
sought to disperse the Deaf community. Eugenicists lobbied for steril-
ization of people with various disabilities. By 1931, more than half the
states had adopted sterilization laws. Proponents of euthanasia advo-
cated putting to death people with certain kinds of disabilities, an idea
implemented in Nazi Germany under the T-4 Euthanasia program.3

Meanwhile, modern welfare policy defined disability as complete in-
capacity for productive labor and, in effect, incompetency to manage
one’s life. It thereby brought many people with disabilities under per-
manent medical and social-service supervision, while relegating them
to economic dependency. This public policy created a large stigmatized
and segregated category of persons and held it in a permanent state of
clientage. In terms of social values, this categorization came to define the
limits of legitimate need, on the one hand, and of social normality, on
the other. It also served the ideological and economic interests of vari-
ous professional groups in the modern welfare state.4

The disability rights movement rejected these reigning perspectives
and practices. It secured passage of federal laws barring discrimination
and ensuring the rights of access and reasonable accommodations, ed-
ucational opportunities and employment, deinstitutionalization and in-
dependent living, medical and support services, employment and fam-
ily life. That movement has met resistance on every front.
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As part of that opposition to the civil-rights campaign of Americans
with disabilities, adversaries have resurrected the arguments of the early-
twentieth-century eugenics and euthanasia movements: people with dis-
abilities are unproductive, their lives have low quality and little mean-
ing, they burden their families, they drain scarce social and economic
resources.5 Disability rights activists in Colorado discerned consistency
in the policy positions of Richard Lamm, one-time governor and some-
time U.S. Senate candidate. Writing in the Denver Post, disabled colum-
nist Laura Hershey noted: “Equal education and integrated accessible
transportation have been central issues in disabled people’s historic
struggle for equality. . . . Lamm is a longtime opponent of lift-equipped
buses and special education for severely disabled children, both of which
he says are ‘not cost-effective.’ Lamm talks about ‘hard choices.’ Hard
on whom? And whose choice? Once again, a politician is telling us that
our basic needs . . . are too expensive, and unimportant. In times of eco-
nomic hardship, tight resources and general confusion, sometimes the
easiest thing to do is to find somebody to blame.”6 Disability rights ac-
tivists like Hershey see a linkage between Lamm’s views on education
and accessibility and his positions on medical cost containment and the
right, indeed the duty, to die.

Nondisabled people may question the connections disabled activists
detect. What connection does the Chicago “ugly law” or Lamm’s op-
position to accessible public transit have with medical decision making
or health care policy? Disabled activists and social scientists start from
the premise that all individual and institutional behavior toward people
with disabilities, including health care decisions, is shaped by historically
deep-seated cultural presuppositions about disability and about what
sort of persons Americans ought to be. When medical decisions re-
garding individuals with disabilities are made and when health care poli-
cies that will impact persons with disabilities individually and as a class
are formulated, disability rights advocates and disability studies schol-
ars argue, the historically intense and still largely unacknowledged de-
valuation of such persons inevitably comes into play. In everything from
freak shows to telethons, movies to medical ethics, people with disabil-
ities have been depicted as the antithesis of what Americans ought to be.
They have been and are the ultimate Other, assert proponents of the
minority model. As a result, that ongoing historical reality continues to
shape social perceptions as well as health policy and health care choices.7
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For instance, Jack Kevorkian could visit David Rivlin in a Michigan
nursing home and see only a man who had “to be turned and fed and
everything done for him. [A] highly intelligent man, who had decided
that his life now had no meaning and no need to go on, and he wanted
a doctor to come forward to help him, and, of course, with the situation
today, no one dared.” “After that case, I knew we had to have a device
to help people like Mr. Rivlin, and that’s when I started making it.” Dis-
ability rights activists saw instead a man thwarted in his attempts at in-
dependent living, education, career, and romance by public policies that
spent $230 a day to keep him in a nursing home, but less than $300 a
month for him to live in his own apartment. Those policies would have
denied him any support had he married, as he wished to do at one point.
Activists note that while the United States spends approximately $53
billion annually on long-term care, only 18 percent of that amount goes
to in-home services.8

Discussion of treatment choices and of limiting the treatment af-
forded persons with disabilities often revolves around views of the “qual-
ity of life.” Here, particularly, the opinions of disabled and nondisabled
people sharply diverge, but the values that shape those views typically
remain unexamined. The conventional wisdom of nondisabled people
seems to be that costly heroic medical interventions frequently keep
alive infants and older persons with disabilities who should be allowed
or caused to die, while the conventional wisdom and common experi-
ence in the disability rights community is that adequate and appropri-
ate treatment is frequently denied because of devaluation and discrim-
ination.9

Researchers with disabilities describe a conflict of values, perspec-
tives, and interests between persons with disabilities and their own fam-
ilies, and at other times between, on the one hand, disabled persons and
their families, and, on the other, health care providers. Some nondisabled
researchers studying parental and physician attitudes toward newborns
with disabilities have reached similar conclusions. For instance, they find
a connection between social class and stigmatization. Infants with
Down’s syndrome, “the most stigmatized of the retarded, physically and
socially, represent an assault on middle-class strivings and aspirations
and culturally determined goals.” They are “seen as a serious impedi-
ment to social mobility. . . . Families with less status concern seem to be
far less traumatized.” Other research has found health professionals
resisting or refusing treatment of infants with disabilities because of

208 Chapter 10



devaluing attitudes. Doctors may reject newborns with disabilities be-
cause physicians feel they have failed. Such feelings of failure are not sim-
ply personal psychological reactions; they originate from the social un-
acceptability of the characteristics of infants with disabilities.10

Nondisabled physicians, parents, and other nondisabled persons often
seem to assume that persons with disabilities see their own lives as in-
herently diminished due to their disabilities. But Beatrice Wright, a lead-
ing authority on the social psychology of disability, notes that social psy-
chologists have repeatedly documented “the ease with which devalued
groups are regarded as unfortunate, despite the fact that the members
of those groups do not view themselves as unfortunate.” For example,
“persons with physical disabilities at a rehabilitation center . . . rated
themselves as individuals at least average in terms of how fortunate they
were, whereas, as a labeled group, they were rated below average by
others.” “The difference,” explains Wright, “can be understood in terms
of the kind of information being processed. Whereas the label attached
to a group defines the salient aspect to be observed and little else, . . .
when one rates oneself a host of personal and situational aspects enter
the field for consideration.” In others words, “outsiders,” nondisabled
people, latch onto a single trait (for example, paraplegia or arthritic pain),
while “insiders,” people with disabilities, take into account the full range
of their experience. Their evaluation of their own lives is not restricted
by a stigmatizing label. It is not just that insiders have grown used to their
disabilities and have learned to deal with them. They have incorporated
the disabilities into their identities, into their very selves. And they see
their experiences as yielding much that is positive in their personal
growth.11

According to Wright, the research findings are consistent. They hold,
not just among people with disabilities, but also among individuals with
potentially fatal diseases. One investigation “demonstrated that hospi-
tal patients felt less depressed, anxious, and hostile than their medical
therapists judged them to feel.” Another study “showed that the closer
the subject is to the position of the patient, the more likely positive ef-
fects of a life-threatening illness, cancer, will be perceived.” “To my
knowledge,” concludes Wright, “all research on insider versus outsider
perspectives shows not only that the meaning of the experience differs,
but also that the insider is generally more inclined than the outsider to
take into account positives in the situation. Insiders place the signifi-
cance of the handicap or trouble in a life context so that the span of real-
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ities connected with it are wide. Only some aspects are negative, others
are clearly positive (e.g. coping, identity), and it is this broad context
that restrains negative spread. To outsiders the other person’s handicap
or problem tends more or less to stand alone.”12

The divergence, indeed conflict, between insider and outsider per-
spectives, between disabled and nondisabled people, leads to radically
different ethical and policy choices. Thus, Helga Kuhse and Peter Singer
can assert that the readiness of many pediatricians to cause newborns
with disabilities to die supports their argument for infanticide. They
would apply that practice not only to infants with very severe disabili-
ties, but even to youngsters whose only disability may be riding a wheel-
chair. In contrast, a disabled civil-rights lawyer looks at the same physi-
cian choices and sees discrimination.13

Such divergences emphasize the importance of incorporating dis-
abled views into the current debate about health care decisions, poli-
cies, and spending. Yet the inclusion of a disability rights perspective in
that discourse is rare. Disability rights groups have complained for years
that projects such as Health Vote and the debate over the Oregon Med-
icaid health care rationing plan have excluded their perspective. In
March 1994, members of the activist disability rights group ADAPT
went so far as to disrupt a meeting of Michigan’s commission on eu-
thanasia by chanting “Extermination Without Representation.”14

Disability rights perspectives have usually been excluded from pub-
lic discourse. When they have been included, nondisabled persons have
often discounted them as alarmist. As a result, some activists and social
scientists with disabilities are skeptical that adding one or two individ-
uals to bodies such as hospital ethics review panels would adequately
represent the rights and interests of people with disabilities. For in-
stance, the disabled political scientist Harlan Hahn has suggested that

composition of [a medical ethics review] committee is likely to repeat the
mistakes of similar bodies formed under P.L. 94-142 [the Individuals with
Disabilities Education Act] which frequently have failed to protect the rights
of disabled children because of the ability of professionals to intimidate par-
ents and advocates for the child. . . . This approach . . . seems to assume that
there will be no divergence of interests between disabled and nondisabled. As
a minority influenced by a social legacy that encompasses a suspicion of pro-
fessional authority as well as genocide and infanticide, disabled people are
not likely to remain content with a policy that denies them an opportunity to
play a major role in decisions that affect the fate of other members of their
group.15
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It is then perhaps understandable when disabled activists are similarly
skeptical that treatment and medical guidelines could safeguard people
with disabilities. Disability rights advocates might reasonably contend
that as long as the historical and continuing reality of institutionalized
prejudice persists, not just unresolved but largely unacknowledged, no
ethical dicta or practice guidelines could begin to protect people with
disabilities or to assure them equal access to appropriate health care.
Practice guidelines could easily—virtually unconsciously—be ignored.

Does this leave us at an impasse? Can we bridge the apparent gulf be-
tween disabled and nondisabled perspectives? At this juncture, only one
course of action seems not only useful but essential: the perspectives and
values of the disability rights community, as well as attention to the his-
torical and contemporary oppression of people with disabilities, each
needs to be incorporated into the ongoing debate about medical prac-
tice, ethics, and policy.
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11
The Second Phase
From Disability Rights to Disability Culture

Every so often participants in social-change movements need to
pause, look back over their past efforts, and look forward to try to
forecast where they are headed. We need on occasion to review
and sum up in order to continue to move ahead with clear pur-
pose. I tried to offer that sort of appraisal in this 1995 speech.
The speech/essay that follows had several goals. It attempted to
summarize the agenda and analysis of the disability rights move-
ment. In particular, it reviewed disability rights ideology, both as
it has critiqued dominant social thought and practice and as it 
has framed and promoted alternative approaches. In addition, it
sought to reflect on a deeper and culturally more radical exten-
sion of that ideology by exploring the emergence of a disability-
based critique of reigning values and the development of an alter-
native constellation of disability-based values and norms. Finally,
it considered the role of disability studies in relation to disability
rights advocacy and disability culture formation.

The movement of disabled Americans has entered its second phase. The
first phase has been a quest for civil rights, for equal access and equal
opportunity, for inclusion. The second phase is a quest for collective
identity. Even as the unfinished work of the first phase continues, the
task in the second phase is to explore or to create a disability culture.
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This historic juncture offers a moment for reflection and assessment.
It is an opportunity to consider the aims and achievements of the dis-
ability movement over the past generation and in the last few years.

In August 1985, the Disability Rag reported an incident that captured
the essence of the disability movement’s first phase:

“It comes to a point where you can’t take it any more,” said Nadine Jacobson,
sounding for all the world like Rosa Parks. She and her husband Steven were
arrested July 7th for refusing to move from seats in the emergency exit row
of a United Airlines flight on which they were to leave Louisville after the
NFB [National Federation of the Blind] convention here. “You lose some of
your self-respect every time you move,” she told Louisville Times reporter
Beth Wilson. United has a policy of not letting blind people sit in emergency
exit rows, because it believes they might slow an evacuation in an emergency,
though there seems to be no airline policy against serving sighted passengers
in emergency exit rows as many drinks as they want for fear they might be-
come too intoxicated to open an emergency door properly in the event of a
disaster. NFB members say it’s discriminatory treatment, plain and simple.
The airline says it is not. The Jacobsons pleaded “not guilty” to the charge 
of disorderly conduct.

Six months later, the Rag related that the Jacobsons had been acquit-
ted of the charge. A half year after that, in the fall of 1986, it announced
that Congress had passed the Air Carrier Access Act, which amended 
the Federal Aviation Act to prohibit discrimination against persons with
disabilities in airline travel. Yet over the next three years, the Rag re-
ported instances of discrimination against blind and wheelchair-riding
travelers, FAA regulations that restricted the rights of disabled airline
passengers, including a rule prohibiting them from sitting in exit rows,
and the opposition of the National Federation of the Blind, the Eastern
Paralyzed Veterans Association, and ADAPT to these practices and poli-
cies.

Despite the problems with its implementation, the Air Carrier Access
Act was one of some fifty federal statutes in a quarter century of legis-
lation that reflected a major shift in public-policy making regarding
Americans with disabilities. That process began in 1968 with the Ar-
chitectural Barriers Act and culminated in 1990 with the ADA. In be-
tween came such legislative high points as Section 504 and P. L. 94-
142.1 This body of laws departed significantly from previous policies
because it sought not just to provide more “help” to persons regarded
as disadvantaged by disability, but rather expressed and implemented a
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fundamental redefinition of “disability” as a social more than a medical
problem.

The new-model policies coincided with, and to a degree reflected, the
emergence of disability rights activism. Airline accessibility was only one
of the issues spurring that activism. Deaf and disabled activists moved
on everything from the presidency of Gallaudet University to the per-
vasive impact of telethons. But whatever the particular issue at hand, ac-
tivists were redefining “disability” from the inside.

This activism was the political expression of an emerging conscious-
ness among a younger generation of Americans with disabilities. A 1986
Louis Harris survey of adults with disabilities documented that gener-
ational shift in perspective. While only a minority of disabled adults over
the age of forty-five regarded people with disabilities as a minority group
like blacks or Hispanics, 54 percent of those aged eighteen to forty-four
agreed with that perspective. In addition, substantial majorities in every
age bracket believed that people with disabilities needed legal protec-
tion from discrimination, but the largest percentage of respondents
holding that view were in the youngest age group, eighteen to thirty. And
yet only one-third were aware of Section 504. It appeared that the great
mass of disabled people had not yet become politically active. Their
views reflected a proto-political consciousness, the emerging minority
group consciousness of a new generation.

That younger generation has spurned institutionalized definitions of
“disability” and of people with disabilities. At its core, the new con-
sciousness has repudiated the reigning medical model that defines “dis-
ability” as physiological pathologies located within individuals. That
definition necessarily prescribes particular solutions: treatments or
therapies to cure those individuals or to correct their vocational or so-
cial functioning. Cure or correction has been viewed as the only possi-
ble means by which people with disabilities could achieve social accept-
ance and social assimilation.

Those who are not cured or corrected have been defined as mar-
ginalized by disability. They have been relegated to invalidism. This has
meant not just physical dependency or institutionalization but, most
fundamentally, social invalidation.

While the medical model claims to be scientific, objective, and hu-
mane, within its practice has lurked considerable anxiety toward the peo-
ple it professes to aid. In one respect, the medical model has been the
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institutionalized expression of societal dis-ease about people who look
different or function differently. It regards them as incompetent to man-
age their own lives, as needing professional, perhaps lifelong, supervi-
sion. It sometimes sees them as a threat to society.

The new disability perspective has presented a searching critique of
the medical model. It has argued that by locating the problem in the
bodies of individuals with disabilities, the medical model cannot account
for, let alone combat, the bias and discrimination evident in such actions
as the mistreatment and arrest of Nadine and Steven Jacobson. Indeed,
disability rights advocates have argued that implementation of the med-
ical model in health care, social services, education, private charity, and
public policies has institutionalized prejudice and discrimination. Far
from being beneficial, or even neutral, the medical model has been at
the core of the problem.

In place of the medical model, activists have substituted a minority
group model of disability. “Disability,” they have asserted, is primarily
a socially constructed role. For the vast majority of people with disabil-
ities, prejudice is a far greater problem than any impairment; discrimi-
nation is a bigger obstacle for them to “overcome” than any disability.
The core of the problem, in the activists’ view, has been historically
deep-seated, socially pervasive, and powerfully institutionalized op-
pression of disabled people.

To combat this oppression, the disability movement not only called
for legal protection against discrimination, it fashioned a new idea in
American civil-rights theory: the concept of equal access. Traditional
rehabilitation policy defined access features and accommodations such
as architectural modifications, adaptive devices (wheelchairs, optical
readers), and services (sign-language interpreters) as special benefits to
those who are fundamentally dependent. Disability rights ideology re-
defined them as merely different modes of functioning, and not inher-
ently inferior.

Traditional civil-rights theory permitted differential treatment of mi-
norities only as a temporary expedient to enable them to achieve parity.
Disability rights ideology claimed equal access and reasonable accom-
modations as legitimately permanent differential treatment because they
are necessary to enable disabled persons to achieve and maintain equal
access.

“Access” could have been limited to physical modifications in the per-
sonal living and work environments of disabled individuals. Instead, dis-
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ability activists have pressed forward a broad concept of equal access
that has sought to guarantee full participation in society. To ensure equal
opportunity, they have declared, equal access and reasonable accom-
modations must be guaranteed in law as civil rights.

To nondisabled opponents, disabled activists have not sought equal
opportunities, they have demanded special treatment. Disabled people
could not, the critics have complained, on the one hand, claim equal op-
portunity and equal social standing, and, on the other, demand “special”
privileges such as accommodations and public financial aid (e.g., health
insurance). Disabled people could not have it both ways. According to
majority notions, equality has meant identical arrangements and treat-
ment. It is not possible in American society to be equal and different, to
be equal and disabled.

On this basic issue of the nature of equality and the means of ac-
complishing it, disabled activists and their nondisabled opponents have
had radically different perceptions. And that difference was not new in
the 1970s and 1980s. It has a long history.

To take just one example, in 1949 a spokesperson for the National
Federation of the Blind testifying before a Congressional committee ar-
gued simultaneously for Aid to the Blind (ATB), a social-service program
of financial assistance, and for civil-rights protections. The disability of
blindness was a physical condition that incurred significant expenses and
limitations, he argued, and therefore required societal aid. But it was
also a social condition that involved discriminatory exclusion. He quoted
the famous legal scholar and blind activist Jacobus ten Broek’s “Bill of
Rights for the Blind” to the effect that the real handicap of blindness,
“far surpassing its physical limitations,” was “exclusion from the main
channels of social and economic activity.”

Throughout the history of disabled activism, advocates like this NFB
representative simultaneously called for “social aid” and civil rights. Un-
like their nondisabled opponents, they saw no contradiction in this po-
sition. It was possible in America, they implicitly proclaimed, to be equal
and to require aid and accommodations, to be equal and different. In-
deed, for Americans with disabilities, any other approach to equality
seemed impossible.

The disability movement’s critique of the medical model has also
argued that the complete medicalization of people with disabilities has
advanced the agenda of professional interest groups. People with dis-
abilities have served as a source of profit, power, and status.
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An estimated 1.7 million mentally, emotionally, or physically disabled
Americans have been defined as “incurable” and socially incompetent
and have been relegated to medical warehouses. Another 10 to 11 mil-
lion disabled adults, 70 percent of working-age adults with disabilities
in the United States, are unemployed and welfare dependent, while un-
counted others languish below the poverty line.

According to the disability movement’s analysis, the immediate causes
of this marginalization have been public policies. Health care finance
policies force disabled people into institutions and nursing homes rather
than funding independent living. Income maintenance and public-health
insurance policies include “disincentives” that penalize disabled indi-
viduals for trying to work productively. Disabled adults have also been
relegated to dependency because of continuing widespread inaccessi-
bility and pervasive job market discrimination.

But according to this analysis, the ultimate cause of their marginal-
ization is that people with disabilities are highly profitable. For that rea-
son, they have been kept segregated in what is virtually a separate econ-
omy of disability. That economy is dominated by nondisabled interests:
vendors of overpriced products and services; practitioners who drill dis-
abled people in imitating the “able-bodied” and deaf people in mimick-
ing the hearing; a nursing-home industry that reaps enormous revenues
from incarcerating people with disabilities.

Thus, concludes this analysis, millions of deaf and disabled people
are held as permanent clients and patients. They are confined within a
segregated economic and social system and to a socioeconomic condi-
tion of childlike dependency. Denied self-determination, they are
schooled in social incompetency, and then their confinement to a socially
invalidated role is justified by that incompetency. According to this cri-
tique, disabled issues are fundamentally issues of money and power.

The disability rights movement marked a revolt against this pater-
nalistic domination and a demand for disabled and Deaf self-determina-
tion. That revolt and that demand have been at the center of the contro-
versy over telethons. Who should have the power to define the identities
of people with disabilities and to determine what it is they really need?
Or, parallel to this dispute, how could the hearing majority on the Gal-
laudet University Board of Trustees reject two qualified Deaf educators
to select yet another hearing president? “Who has decided what the
qualifications [for president] should be?” asked Gallaudet student gov-
ernment president Greg Hlibok. “Do white people speak for black peo-
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ple?” Hence the students’ demand for a Deaf majority on the board of
trustees.

But the attack on the medical model has gone beyond merely ques-
tioning the motives of nondisabled interest groups. At a still deeper level,
that critique has explained the relentless medicalization of people with
disabilities as an attempt to resolve broader U.S. cultural dilemmas. In
a moment of intense social anxiety, the medical model of disability has
helped reassure nondisabled people of their own wholeness as human
beings, their own authenticity as Americans. It has done so by making
“disability,” and thus people with disabilities, the negation of full and
valid American humanity.

In order for people with disabilities to be respected as worthy Amer-
icans, to be considered as whole persons or even approximations of per-
sons, they have been instructed that they must perpetually labor to
“overcome” their disabilities. They must display continuous cheerful
striving toward some semblance of normality. The evidence of their
moral and emotional health, of their quasi-validity as persons and citi-
zens, has been their exhibition of the desire to become like nondisabled
people.

This is, of course, by definition, the very thing people with disabili-
ties cannot become. Thus, they have been required to pursue a “normal-
ity” that must forever elude them. They have been enticed into a futile
quest by having dangled before them the ever-elusive carrot of social ac-
ceptance.

Recognition that “overcoming” is rooted in nondisabled interests and
values marked the culmination of the ideological development of the
disability movement’s first phase. And that analytical achievement pre-
pared the way for a transition into the second phase.

The first phase sought to move disabled people from the margins of
society into the mainstream by demanding that discrimination be out-
lawed and that access and accommodations be mandated. The first phase
argued for social inclusion. The second phase has asserted the necessity
for self-definition. While the first phase rejected the medical model of
disability, the second has repudiated the nondisabled majority norms
that partly gave rise to the medical model.

That repudiation of dominant values has been most obvious in re-
jections of the medically proclaimed need to be cured in order to be val-
idated. At the time of the Gallaudet student revolt, Eileen Paul, co-
founder of an organization called Deaf Pride, proclaimed, “This is a
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revolt against a system based on the assumption that Deaf people have
to become like hearing people and have to fit into the dominant hear-
ing society.”

As they spurned devaluing nondisabled definitions, Deaf people and
disabled people began to celebrate themselves. Coining self-affirming
slogans such as “Disabled and Proud,” “Deaf Pride,” and “Disability
Cool,” they seized control of the definition of their identities. This has
been not so much a series of personal choices as a collective process of
reinterpreting themselves and their issues. It is a political and cultural
task.

Beyond proclamations of pride, Deaf and disabled people have been
uncovering or formulating sets of alternative values derived from within
the Deaf and disabled experiences. Again, these have been collective
rather than personal efforts. They involve not so much the statement of
personal philosophies of life as the assertion of group perspectives and
values. This is a process of Deaf cultural elaboration and of disabled cul-
ture building.

For example, some people with physical disabilities have been af-
firming the validity of values drawn from their own experience. Those
values are markedly different from, and even opposed to, nondisabled
majority values. They declare that they prize not self-sufficiency but
self-determination, not independence but interdependence, not func-
tional separateness but personal connection, not physical autonomy but
human community. This values formation takes disability as the start-
ing point. It uses the disability experience as the source of values and
norms.

The affirmation of disabled values also leads to a broad-ranging cri-
tique of nondisabled values. American culture is in the throes of an
alarming and dangerous moral and social crisis, a crisis of values. The
disability movement can advance a much-needed perspective on this sit-
uation. It can offer a critique of the hyperindividualistic majority norms
institutionalized in the medical model and at the heart of the contem-
porary American crisis. That analysis needs to be made, not just because
majority values are impossible for people with disabilities to match up
to, but, as important, because they have proved destructive for everyone,
disabled and nondisabled alike. They prevent real human connection
and corrode authentic human community.

Another manifestation of the disability movement’s analysis and cri-
tique has been the attempts over the past dozen years to develop “dis-
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ability studies” within research universities. Every social movement
needs sustained critical analysis of the social problems it is addressing.
Such movements develop their own cadres of intellectuals and scholars
who arise from the community and often connect it with academic in-
stitutions. Disability studies has been conceived as a bridge between the
academy and the disability community.

But what should disability studies look like? Professor Simi Linton,
a disabled scholar-activist, and her colleagues at Hunter College in New
York have proposed a useful working definition of disability studies:

Disability Studies reframes the study of disability by focusing on it as a social
phenomenon, social construct, metaphor and culture, utilizing a minority
group model. It examines ideas related to disability in all forms of cultural
representation throughout history, and examines the policies and practices of
all societies to understand the social, rather than the physical and psychologi-
cal, determinants of the experience of disability. Disability Studies both ema-
nates from and supports the Disability Rights Movement, which advocates
for civil rights and self-determination. The focus shifts the emphasis away
from a prevention/treatment/remediation paradigm, to a social/cultural/
political paradigm. This shift does not signify a denial of the presence of
impairments, nor a rejection of the utility of intervention and treatment.
Instead, Disability Studies has been developed to disentangle impairments
from the myth, ideology and stigma that influence social interaction and so-
cial policy. The scholarship challenges the idea that the economic and social
status and the assigned roles of people with disabilities are inevitable out-
comes of their condition.

This definition captures the fundamental features of disability stud-
ies as it has grown out of the disability rights movement.

If disability studies is to serve the disability community and movement
effectively, it needs to define an agenda. That project should include the
following goals:

• Disability studies should serve as an access ramp between the dis-
ability community and research universities. It must forge a fruitful
connection between the disability community/movement and such
institutions.

• The traffic of ideas and persons on that ramp should flow in both
directions. It must be a two-way street. The disability perspective,
the insights, experience, and expertise of people with disabilities,
must inform research, producing new questions, generating new
understandings.

• At the same time, academic researchers can help bring new rigor to
the disability rights movement’s analysis and activism. Collabora-
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tion between scholars and advocates can produce a deeper critique
of disability policy and of the social arrangements that affect peo-
ple with disabilities and can generate a more fully elaborated ideol-
ogy of “disability” and disability rights.

• Complementing these endeavors, disability studies should also
forge a link with disabled artists and writers. This collaboration can
support the current flowering of disability arts. It will also promote
disability-based cultural studies that can uncover disabled values,
explain the social/cultural construction of “disability” by the ma-
jority culture, and critique dominant nondisabled values.

• To implement this agenda, disability studies must obtain support
for faculty and graduate students. That support must come in two
forms: funding to pay for research and teaching, and affirmative ac-
tion to recruit faculty and students with disabilities to develop dis-
ability studies. We need to build a phalanx of disabled disability-
studies scholars and intellectuals.

• To succeed and to remain true to its purpose, disability studies
needs the active support and involvement of the disability commu-
nity. Disability studies can then help advance both phases of the
disability movement.

Those two phases are not separate and successive chronological peri-
ods. They are complementary aspects of the disability movement. The
concept of equal access represents a politics of issues. It is the effort of
Americans with disabilities to build an infrastructure of freedom and
self-determination. The proclamation of disability and Deaf pride and
the elaboration of disability and Deaf cultures express a politics of iden-
tity. They are an affirmation, a celebration, of who we are, not despite
disability or deafness, but precisely because of the disability and Deaf ex-
periences.

These two phases of the disability movement are reciprocal. Each is
essential to the other. Together they declare who we are and where we
intend to go.

Note

1. The Education for All Handicapped Children Act, subsequently renamed the
Individuals with Disabilities Education Act.
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12
Princeton and 
Peter Singer

If the disparity of perspectives and the clash of values between
disabled and nondisabled people is frequently as deep as many of
the preceding essays argue, it is imperative that we work to make
space for disabled perspectives in public and academic discourses.
Yet disabled viewpoints and disability studies analyses continue to
be excluded from many of our public arenas and most of our col-
leges and universities. To be sure, there are hopeful signs. A small
but growing number of schools offer disability studies courses; a
few have even mounted degree programs. In addition, the Na-
tional Endowment for the Humanities has called attention to the
intellectual significance of this emerging field by funding disabil-
ity studies projects. Still, by and large, our major universities con-
tinue to support research and teaching about disability that ap-
proach it only from the perspective of medical pathology. They
make no room for a minority group analysis. That narrow fram-
ing and the ways in which it excludes other modes of thought
might have been examined during the furor over the appointment
of Peter Singer to an endowed professorship at Princeton Uni-
versity. Instead, the controversy revolved around issues of the
quality and sanctity of life and issues of free speech and academic
freedom. Unfortunately virtually everyone involved overlooked a
third major question: in the end, which voices and views are priv-
ileged in the academy and which are shut out?
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Disability rights activists have criticized the philosopher Peter Singer
for his prejudicial views against people with disabilities and have con-
demned Princeton University for hiring him. But the protest has failed
to raise a number of important questions.

Who on the Princeton faculty researches, writes, and teaches about
the experience of disability from a minority group perspective? There
are undoubtably many faculty at Princeton who address disability issues,
as there are at all our major universities. Scholars in many fields teach
and write about disability, but the overwhelming majority approach that
study from a medical model. How many teachers at Princeton and other
American universities lead their students in examining these issues from
a minority model?

And how many of the faculty who teach about disability are people
with disabilities? How many of them understand the experience of dis-
ability from the inside?

Our leading universities have women faculty who teach and write
about the experience and social status of women. Many of them do so
from a feminist perspective that seeks to counter the historic subordi-
nation of women to men. Those schools also have faculty of color who
teach and write about the experience and social status of racial and eth-
nic minorities. They do so from the perspectives of those historically
segregated groups. Many of these faculty are distinguished scholars who
produce respected and influential work.

All of this is as it should be. This diversity reflects the concerted at-
tempt in American higher education during recent decades to redress
past exclusions and imbalances. But most of our universities overlook a
current exclusion and imbalance.

How many faculty members with disabilities do Princeton and other
schools have? How many faculty teach about the experience and social
status of people with disabilities? And what effort is Princeton, what ef-
forts are our other universities, undertaking to recruit faculty members
who publicly identify as disabled persons? How many universities are
seeking out scholars who do intellectual work that advances social jus-
tice for disabled people?

The answer is that only a handful of major universities is making any
effort to hire faculty with disabilities. Only a few are searching for schol-
ars who research and teach about disability from a minority-model per-
spective. Disability studies is apparently not even on the radar of Prince-
ton or most of our universities.
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Indeed, one would not expect Princeton to recruit faculty with dis-
abilities or to develop disability studies given its dismal record of sup-
port for students with disabilities. In November of 2000, a Daily Prince-
tonian columnist noted that while the university has committed itself to
promoting diversity, it omits people with disabilities from that agenda.
The campus is pervasively inaccessible. It has large programs to support
women students, minority students, and gay, lesbian, bisexual, and trans-
gendered students, but not disabled students. All of this violates both
Section 504 and the Americans with Disabilities Act. We are left to con-
sider this disturbing fact: “one of the richest universities in the country”
could find funds to endow a chair for a man who advocates killing dis-
abled people, but it can’t come up with the money to accommodate dis-
abled students.

No wonder only thirty-six Princeton undergraduates—a minuscule
0.8 percent of the campus population in fall 2000—reported having dis-
abilities. The student columnist sensibly urged that the Princeton com-
munity consider why there are so few disabled students, “given that dis-
abilities affect one in five Americans.” “Are people with disabilities less
intelligent? Less motivated?” he asked. “Hardly. More likely the lack of
physical accessibility or administrative support—as well as an unfriendly
atmosphere—immediately deter these students from even considering
Princeton.” Princeton students with disabilities confirmed that as-
sumption.

The columnist went on to say that “skeptics may wonder why the
university should invest in the effort and expense to attract more stu-
dents with disabilities.” His answer: beyond legal and moral obliga-
tions, “we want a diverse community.” Students with disabilities could
“contribute to the diversity on campus, to the spectrum of human life.
They stand as living models of perseverance, motivation and grace. 
And when students leave this place to enter the real world they will no
longer feel uncomfortable approaching a co-worker who seems a little
different.”1

The student columnist was on the right track in recognizing that the
presence of people with disabilities would enhance Princeton’s diver-
sity. Unfortunately he expected their contribution to come only at the
level of personal character, of inspirational modeling.

These narrow expectations are not really his fault. They inevitably re-
sult from the absence of, not just fellow students with disabilities, but,
more important, faculty with disabilities and disability studies curricula.
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If Princeton lags behind many other schools in ensuring equal access
and reasonable accommodations, its deficiencies in hiring disabled fac-
ulty, developing disability studies courses, and incorporating minority
group analysis of disability into the university’s intellectual discourse re-
main characteristic of most of American higher education.

Active interaction with disabled teachers, as well as intellectual and
moral engagement with disability studies, would open to students like
this thoughtful young man unexpected new understanding of the expe-
rience and meaning of “disability.” Integration of disability studies con-
cepts and materials in the general curriculum would demonstrate the
significance of the field for every academic discipline, for all intellectual
inquiry. Disability studies deepens our comprehension of the broad
range of questions education has always posed: What makes a person hu-
man? What is justice? What is community? What is equality? Disabil-
ity studies touches upon many themes, from American notions of indi-
vidualism and equality, to social and legal definitions of what constitutes
a minority group, to values and beliefs regarding gender and sexuality,
to unspoken ideas about autonomy, fitness, and citizenship, appearance,
progress, and the “health” of society. Exploration of these issues from a
disability studies perspective thus has philosophical as well as political
implications.

The valuable potential contributions to learning that would result
from disability studies curricula and disabled faculty, but their continu-
ing scarcity in higher education, prompt some additional questions. Why
do Princeton and almost all of our major universities privilege the in-
tellectual perspectives on disability of scholars who view it as medical
pathology and social deficiency, but typically make no place for schol-
ars who take a minority model approach? Why has Princeton given an
endowed professorship to a philosopher who advocates executing dis-
abled babies, but—as far as I can discover—has failed to hire in any fac-
ulty position at any rank in any discipline even a single instructor who
offers a minority group analysis of the social segregation and marginal-
ization of people with disabilities?

The absence of the latter perspective is especially significant because,
while many established academicians would condemn a philosopher who
advocated killing girl babies or black or brown babies, they do not balk
at the claim that parents should have a right to kill disabled babies. They
implicitly regard disabled people’s lives as worth less than those of
nondisabled people, perhaps even worthless altogether. As they see it,
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disability is different from race and gender, so Singer’s views fit within
the parameters of acceptable moral and intellectual discourse.

Defenders of his appointment charge Singer’s critics with infringing
on his academic freedom and freedom of speech. But they fail to ask
why the minority group perspective on disability issues is virtually ex-
cluded from intellectual discourse at Princeton and almost every other
major university in the United States. They fail to question why the ex-
perience and voice of disabled people are absent from the faculties of
those schools. They fail to realize that these exclusions distort intellec-
tual discourse. They are oblivious that this constitutes a form of intel-
lectual censorship and invalidation.

My point is not to call for Singer’s ouster. Rather, I simply want to
ask why his perspective is accorded, not just academic standing, but a
highly privileged place, an endowed chair, while the perspectives of peo-
ple with disabilities are granted no place at all.

When will Princeton—when will all our universities—begin to fos-
ter balance and diversity by adding the voices of disabled scholars and
by enabling students to study “disability” from a minority group per-
spective?

Since the completion of this essay, Princeton has launched a compliance effort
to make that university physically and programmatically accessible and accom-
modating and, it appears, to begin to incorporate people with disabilities into
its promotion of diversity. This is a commendable step in the right direction.

Note

1. Nathan Arrington, “Inaccessible Is Unacceptable: When It Comes to Com-
fortably Accommodating Disabled Students, Princeton Has a Long Way to Go,”
Daily Princetonian, Tuesday, November 21, 2000, http://www.dailyprincetonian.com/
Content/2000/11/21/edits/338.shtml; Emma Soichet, “Handicapped Accessible?”
Daily Princetonian, Monday, November 13, 2000, http://www.dailyprincetonian.com/
Content/2000/11/13/page3/.
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13
Why I Burned My Book

One afternoon in 1992, I sat in a large wood-paneled seminar
room in Stanford University’s History Corner. One of the doc-
toral students gave an interesting talk on mid-twentieth-century
U.S. welfare policies, following which the group of faculty and
graduate students discussed the history of American welfare. As 
I listened, it struck me that no one seemed to have much sense of
what it was really like to “be on welfare.” I wondered if I were the
only person there who had actually had that experience. It has
often occurred to me that the same lack of direct experience has
hobbled the study of disability in general and disability policy in
particular, though few scholars in these fields seem aware of that
limitation.

My own interest in disability policy and its history grew partly
out of the impact of public policies on me personally. The ways in
which policy construed “disability” severely constricted my life
and work. That direct encounter with the implementation of dis-
ability policies not only spurred me to investigate their origins
and historical development; it provided me with a perspective
other scholars commonly lack.

At the same time, I found that in order to have any hope of
building a career as a professional historian and college teacher,
indeed, in order to do any kind of work at all, I was inexorably
drawn into disability rights advocacy regarding those same poli-
cies. Personal inclination made me a historian. Personal encoun-
ter with public policies made me an activist.

230

Based on a keynote address at “On the Move ’89,” Sixth Annual Conference for People with
Disabilities, YWCA, Riverside, California, May 20, 1989.



In October 1988, I organized a demonstration in Los Angeles
to protest so-called work disincentives in federal disability-related
welfare policies. The account that follows expands on a speech I
made a few months later in which I recounted both that protest
and the experience that led up to it.

This essay draws together the themes woven throughout this
collection: the discrepancy between “insider” and “outsider” per-
spectives; the disparities of power between people with and with-
out disabilities; the conflict of agendas between disability rights
activists and nondisabled policy makers and professionals; the
interplay between disability rights advocacy and disability studies
analysis; the continuing struggle of disabled people to gain a
voice and to shape our destinies. This story seems a fitting way 
to conclude this book.

I want to tell you why I burned my book. A deed as shocking as burn-
ing a book demands an explanation. It seems particularly mystifying and,
therefore, all the more disturbing when the perpetrator has avowedly de-
voted his life to books. In order to account for that act, I will have to tell
you a good deal about myself. I must say, though, that I feel uncom-
fortable having to disclose so much about my personal life. I would pre-
fer to keep it private. I would rather write biography than autobiogra-
phy. But it seems to me that some of us are going to have to talk frankly
about what it is really like for us as disabled people if we ever hope to
break down the barriers of prejudice and discrimination that “cripple”
our lives.

I—and most disabled Americans—have been exhorted that if we work
hard and “overcome” our disabilities, we can achieve our dreams. We
have heard that pledge repeatedly from counselors and educators and
“experts,” and from our government too. We have seen it incarnated by
disabled heroes on television, those plucky “overcomers” who suppos-
edly inspire us with their refusal to let their disabilities limit them. We
are instructed that if we too adopt an indomitable spirit and a cheerful
attitude, we can transcend our disabilities and fulfill our dreams.

It is a lie. The truth is that the major obstacles we must overcome are
pervasive social prejudice, systematic segregation, and institutionalized
discrimination. Government social-service policies, in particular, have
forced millions of us to the margins of society. Those policies have made
the American Dream inaccessible to many disabled citizens.
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In saying these things, I risk getting myself labeled as a maladjusted
disabled person, a succumber to self-pity, a whining bitter cripple who
blames nondisabled people for his own failure to cope with his condi-
tion. That charge—or the fear that we might provoke it—has intimi-
dated many of us into silence. As I said, some of us are going to have to
risk telling the truth.

The truth is I am a model “rehabilitant.” I am, from one perspective,
a disabled overachiever, a “supercrip.” That shouldn’t surprise anyone.
I had polio. The rehabilitation system drilled people who had polio in
overcoming and then held us up as legendary exemplars of healthy ad-
justment to disability. American culture has lionized us for our alleged
refusal to accept limitations.

So what did I do? I earned my B.A., M.A., and Ph.D. in American his-
tory, intending to become a college teacher. And when I published my
first book, one reviewer remarked that it drew on “a truly astounding
amount of research.” Of course it did. Would a postpolio supercrip do
anything less? How characteristically disabled of me to undertake so
grandiose a project.

Still, I don’t want to reduce my work to “overcoming.” At the core of
my efforts, I pursued a rather simple personal dream: I wanted to write
about American history and to teach it to college students.

A succession of dedicated teachers helped me move toward those
goals by demonstrating their belief in my talents: Tim O’Keefe at the
University of Santa Clara; Norman Cohen, Cliff Kroeber, and Bob Win-
ter at Occidental College; and especially Robert Dawidoff, my disserta-
tion adviser at the Claremont Graduate School. Leonard Levy of Clare-
mont and Bob Middlekauff of the Huntington Library later helped me
get my first publications. Martin Ridge of the Huntington sought to
support my research. The endorsement of my scholarship and teaching
by these mentors, their confidence that I could have a professional fu-
ture, were especially important because their support buoyed me up
against waves of bias from other quarters. Even while they urged me on,
other teachers sapped some of my energy with wounding words of prej-
udice and occasional overt acts of discrimination.

One undergraduate professor told me that because of my disability
no college would ever hire me as a teacher. I guess he thought he was
helping me face the hard facts. His opinion that I should pursue a more
realistic objective reminded me of something I read around that time in
The Autobiography of Malcolm X. Early in the book, Malcolm reports the
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impact on him of a conversation with one of his teachers. The teacher
told the talented and eager teenager that his dream of attending college
and law school was unrealistic. Like Malcolm, I felt that my teacher was
not only discounting my abilities, but counseling me to give in to dis-
crimination.

A couple of years later as I was completing my master’s degree, the
chair of the history department told me he thought I would do well in
doctoral studies, because, he said, “You’re not bitter like most cripples.”
But he also informed me matter-of-factly that because of my disability
no college would ever hire me as a teacher.

I went ahead and applied to several Ph.D. programs in history any-
way. One school rejected me because of my disability. Fortunately, in
1971 the Claremont Graduate School accepted me. At the end of my first
year there, I applied for a fellowship, but the departmental committee
turned me down. I asked for a meeting with them. I wanted them to tell
me to my face why they had refused my fellowship application. They ex-
plained that because of my disability no college would ever hire me as a
teacher. In other words, they didn’t want to squander the department’s
money on me. They suggested I consider archival work. I pointed out
that archival work is more physical than teaching. Besides, I said, I want
to teach, and I’m going to teach whether you help me or not. They said
they felt sure I would succeed, because “we really admire your courage.”

The committee’s decision to deny me a fellowship because of my dis-
ability was an act of discrimination, but it was not an illegal act. In 1972,
there was no Americans with Disabilities Act. There was no Section 504.
No law prohibited disability-based discrimination. Had it not been for
Robert Dawidoff’s personal commitment to me and my work, bias might
well have defeated my efforts to get my Ph.D. and become a college
teacher. At some point, I likely would have given up.

A personal benefactor had paid my first year’s tuition. For the second
year and for several years thereafter, I had no funding to pay for my doc-
toral studies. I was living on Supplemental Security Income, a federal
income maintenance program for poor people with disabilities.1 SSI at
first provided me with $135 a month. Over five years, the allotment was
raised to $185 a month. Somehow—looking back, I cannot imagine
how—I scrimped and scraped together enough to pay the tuition for a
single course each year. Because I could not afford the cost of attending
classes full-time, I had to petition the Claremont Graduate School to
waive its residency requirement, the academic regulation requiring
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doctoral students to complete all course work within a specified time. I
snailed along, enrolling in just one course a year for several years.

If individual acts of discrimination on the part of some of my teach-
ers hurt or hindered me, over the long run the discrimination institu-
tionalized in government policies and programs was far more debilitat-
ing. At the time of my acceptance to graduate school, I applied to the
California Department of Rehabilitation for financial aid. A rehabilita-
tion counselor in the Pasadena office told me that DR did not fund doc-
toral study. But, he said, they could train me to become a computer pro-
grammer. I told him no, thanks. Now, there’s nothing wrong with
computer programming. It’s honorable work. It’s just not what I wanted
to do. I wanted to teach college.

For several years through the mid-1970s, I hunted for money to pay
for my graduate education. I applied for student fellowships. I got none.
I asked about financial aid from disability-related charities like the Easter
Seal Society. They said they didn’t provide that kind of help. I even man-
aged, after a considerable campaign, to become a contestant on the TV
game show Tic Tac Dough. I lost.

Finally one day, not knowing where else to turn for advice or assis-
tance, I happened to call the Rehabilitation Counseling Department at
Cal State University, Los Angeles. A secretary put me through to one
of the professors. I explained my situation. He told me I had been—how
shall I put it?—misinformed by the counselor at the state Department of
Rehabilitation. Nothing in the law or public policy or DR’s own regu-
lations, explained the professor, prevented it from financially support-
ing my Ph.D. studies in history. DR could help me in whatever way I
needed. I just had to persist with them tenaciously, he said. I had to re-
fuse to take no for an answer.

Armed with this information and advice, I went back to the Depart-
ment of Rehabilitation. This time the people in the Pasadena office
agreed to enroll me as a client. DR would begin funding my graduate
education. But—here was the catch—it would pay no more than the cost
of tuition at one of California’s public universities. At the Claremont
Graduate School, a private institution, tuition stood at three times the
rate of tuition at the state’s public institutions, such as UCLA. In prac-
tical terms, DR’s cap on tuition payments meant that I could now take
two courses a year, instead of just one.

Perhaps I could have gotten DR to pay more if I had asserted myself
with the agency as the Cal State professor had warned me I would have

234 Chapter 13



to do. But at that point, I was still rather naive about the system, still in-
timidated by it. I hadn’t yet realized just how tenacious and aggressive
one had to be to make the bureaucracy move.

After several more years during which I labored along in my doctoral
studies, the Department of Rehabilitation notified me that it intended
to close my case. I had taken too long to complete my degree, explained
my rehab counselor. I’ve taken so long, I replied, because you people
won’t pay the full tuition. You could have gone to a public university
that charges lower tuition, she said. I’m a student in a highly regarded
graduate program in history, I told her. Don’t I have a right to go to the
best school I can get into? You could have stopped with a master’s de-
gree, she said; that’s enough for an entry-level position. It’s not enough
to teach college, I answered. I need a Ph.D. to become a college teacher.
At last, the counselor confessed that her superiors put pressure on her
and other counselors to close out cases in order to improve the agency’s
overall statistics.

I already knew about DR’s practice of terminating cases to make it-
self look more effective in rehabilitating clients to successful employ-
ment. Everyone knew about it. It’s one of the ways the voc rehab bu-
reaucracy keeps itself in business. Still, the rehab counselor shouldn’t
have openly admitted the practice to a client, at least not to this partic-
ular client. I quoted her words in a letter to my state assembly member.

My assembly member intervened with top-level administrators in
Sacramento. DR reversed itself. They would continue me as a client.
They also switched me to a new counselor, a man who himself had a dis-
ability. He offered me support DR had never before provided, most im-
portant, money to pay for transcription of my dictated research notes.
At last I had the means to make significant progress on my dissertation
and doctorate.

A few months after the new counselor started working with me, I 
got a call from his supervisor. He wanted to know if I was satisfied with
the counselor. I said I most definitely was. The supervisor said he was
glad to hear that, because he had recommended promotion of the coun-
selor to senior rank against the opinion of his (the supervisor’s) superi-
ors. I asked why the superiors had opposed promoting my counselor. Be-
cause of his disability, said the supervisor. They didn’t think he could do
the job.

If the struggle to find ways to pay for my graduate studies slowed my
progress, an even greater financial dilemma threatened to stop me alto-
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gether. My disability incurs enormous expenses. I have no use of my
arms, limited use of my right hand, and, because of a severe spinal cur-
vature I use a ventilator a great deal of the time. As a result, I employ
aides in my home to do the housekeeping and to assist me with tasks like
showering, shaving, dressing, and eating. As of October 1988, at the
time I burned my book, the wages paid to my personal assistants, plus
the rental of my ventilators, exceeded $20,000 a year. (By the turn of the
century, those costs topped $45,000 a year.) Disability-related living and
work expenses have posed the fundamental problem of my adult life.
The plain fact is, I am unlikely ever to earn enough in an academic ca-
reer to cover such costs.

My situation is not unusual. Enormous numbers of Americans with
major disabilities grapple with high disability-related expenses. They
too could work, at least part-time, but could never earn enough to pay
for the services and devices they need.

Necessity has forced many of us to maintain eligibility for federal
Supplemental Security Income (SSI) or Social Security Disability In-
surance (SSDI) or both. Both programs provide monthly cash benefits.
But that is not what makes them vital to us. Indeed, virtually any of us
could earn the $350 to $700 monthly allotments we typically receive.

Far more important, SSI and SSDI eligibility make us eligible for
other, more essential assistance. For instance, throughout my adult life
I have paid my personal assistants through California’s In-Home Sup-
port Services program. Medi-Cal (the California version of Medicaid)
has paid for my ventilators. Without this financial aid, I would have had
to spend my adult life in some sort of nursing home. At far greater cost
to taxpayers, I might add. In most states, people with disabilities like
mine have found themselves in a far more horrendous situation: they get
little or no aid for independent living. They are shackled to their fami-
lies or imprisoned in nursing homes. They are denied access to life and
to work. Independent living has enabled me to work productively.

The catch is that for most of my adult life, in order to maintain eli-
gibility for this government aid, I had to refrain from work. Using a
combination of medical and economic criteria, federal disability policy
defined—and still defines—“disability” as the total inability to engage
in “substantial gainful activity.” In the 1970s and 1980s, policy makers
reckoned as “substantial gainful activity” gross earnings exceeding $300
a month. (Eventually they raised the SGA level to over $700 for non-
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blind disabled persons.) Anyone who earned above that meager amount
was, to their way of thinking, no longer disabled, despite any ongoing
medical condition or functional limitations they might have. If you
worked and earned more than that, the government would cut off all
financial aid to you.

All through the 1970s and much of the 1980s, the all-or-nothing
$300-a-month earnings threshold blocked me from getting teaching ex-
perience. If I had taken even part-time work as a college instructor—
which is the way doctoral students usually seek to make themselves more
competitive in the higher-education job market—I would have jeop-
ardized the financial aid that paid for my in-home assistance and my
ventilator, the aid that enabled me to live independently and, in fact, to
work. As a result, my résumé remained almost blank. What college, I
wondered, would hire someone with what amounted to zero formal
teaching experience and virtually no record of any kind of work at all?
And if I did somehow manage to land a faculty position, how would I,
on a college teacher’s salary, replace the $20,000 a year in assistance that
had made it possible for me to get to that point?

Year after year in graduate school, I fretted about how I could make
myself marketable as a college teacher and how I would get by financially
if I ever did get a job. Semester after semester, I considered quitting the
Ph.D. program. Why beat my head against a stone wall? What was the
point? In virtually every semester of graduate school, there came a mo-
ment when I had to sit down and decide once again that I would hang
in there for one more term.

If the policy definition of disability as complete incapacitation for
productive work ever made sense, it certainly made none by the late
twentieth century. Advances in technology made it possible for even sig-
nificantly disabled people to work. I completed my doctoral dissertation
using a Dictaphone and a word processor.

The historical roots of these public policies that deliberately and sys-
tematically deny disabled Americans the right to work require some ex-
planation. In her elegantly persuasive study The Disabled State, Deborah
Stone, a political scientist, demonstrated that policy makers created the
“disability category” in poor relief and social welfare in order to distin-
guish unambiguously between two economies, one putatively based on
“need,” the other allegedly grounded in “work.” They sought to keep
workers in the labor market by restricting admission to the “need-based”
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system. Invention of the disability category, Stone argues, attempted to
achieve these objectives by defining “disability” as utter incapacity to
perform productive labor.2

The designers of disability-related early-modern poor relief and mod-
ern social-service programs believed that many nondisabled or only par-
tially disabled workers would make false claims in order to win exemp-
tion from work. Given that expectation, the policy makers identified
prevention of fraud as the central problem in welfare administration.
They attempted to detect imposture, Stone shows, by adopting a “clin-
ical concept” of disability. They assumed that this medical model would
supply a scientific means of quantifying “disability,” thereby objectively
measuring and verifying it. Application of medical definitions would
supposedly catch fraud, thereby ensuring that only those with legitimate
claims to societal aid would get it.

The trouble was—and is—that disability-related poor relief and so-
cial welfare have always operated on a foundation of false postulates
about the nature of disability. The policies rest on the assumption that
physical or mental impairments by themselves produce “disabilities,”
limitations in social and vocational functioning. These premises un-
doubtably have had great appeal because they offer certain advantages
for public-policy making and program administration. They give assur-
ance that determination of eligibility for aid can be a fairly clear-cut
process. Doctors and other professionals can reduce both impairment
and disability to a set of numbers, numbers that will show who objec-
tively qualifies to receive benefits. This assumedly will not only prevent
fraud; it will also make program administration more efficient, while
helping to keep a lid on public spending.

In reality, this ideological framework for disability welfare policies
seriously misconstrues the causes and character of disability. Disability
is not an entity that a clinical examination can correlate with the num-
bers on a schedule of impairments. It is not located in pathological in-
dividual bodies. It is not simply caused by impairments or by physiolog-
ical features that depart from the typical. Instead, disability is produced
through the dynamic interplay of a complicated constellation of factors
that includes, not only stigmatized physical and mental limitations and
physiological differences, but also physical and architectural environ-
ments, social arrangements and cultural values, and the impact of pub-
lic policies themselves. In addition, all of the factors that make “disabil-
ity” and shape the human experience of disability have, like all historical
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phenomena, changed over time. Disability, then, is not a fixed thing. It
is an elastic and dynamic social category. It is not an objective condition.
It is a set of socially produced, highly mutable, historically evolving so-
cial identities and roles. Throughout the modern history of disability
welfare and rehabilitation programs, some policy makers, program ad-
ministrators, and medical and rehabilitation professionals have ac-
knowledged these realities about the true complex nature of disability.
Nonetheless, policies and programs have continued to operate on the
traditional simplistic definitions of disability, its causes and character.

Both politicians and disability policy bureaucrats continue to oper-
ate from these premises. And they still see fraud as the major concern.
For example, in 1981 the newly installed Reagan administration asserted
that more than one out of four Social Security Disability Insurance re-
cipients failed to match the program’s eligibility requirements. That is,
they did not fit the SSDI definition of disability; they were not really dis-
abled. This view was not unique to conservative Republicans. The pre-
ceding, liberal Democratic Carter administration had expressed the same
opinion. The difference was that the Reaganites launched a massive
effort to “purify” the SSDI rolls of the alleged horde of illegitimate
claimants. Tens of thousands of disabled people found themselves kicked
off SSDI, thereby losing medical insurance and other essential assis-
tance. As it turned out, the vast majority did meet the program’s defini-
tion of disability. Most eventually had their benefits restored. But, it is
disturbing to note, a significant number who would have won rein-
statement did not appeal. Many disabled citizens who are eligible for
assistance struggle by on whatever meager resources they can muster
rather than traversing the energy-sapping, dehumanizing bureaucratic
labyrinth. Even more disturbing, at least a dozen purged SSDI recipi-
ents died before they received notification that the bureaucracy had
booted them off the program erroneously. The allegation of widespread
fraud was never proved. It was a phony issue.3

Most scandalous of all, the Social Security Administration resisted
federal court rulings regarding its eligibility reviews. SSA did yield when
the courts overturned its decisions in individual cases, but it dug in its
heels when federal judges enjoined it to make basic changes in how it
conducted those reviews. The courts directed the agency to ensure re-
cipients’ due process rights and to employ less mechanistic definitions
of disability. For several years, SSA refused to obey these rulings. It eu-
phemistically called its defiance of the courts “nonacquiescence.” If you
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or I refused to “acquiesce” to the decision of a federal court, we would
find ourselves looking out through the bars of a cell. Top-level federal
bureaucrats are different from you and me. To disability rights activists,
SSA’s stance evidenced that the problems in the federal social-insurance/
social-welfare system stem not only from a policy ideology that distorts
the realities of disability, but also from the tenacious exertions of an en-
trenched bureaucratic institution to safeguard its prerogatives and pow-
ers, no matter what the cost in the lives of ordinary people with disabil-
ities.4

In addition to designing mechanisms for detecting fraud, policy mak-
ers historically have sought to forestall fakery by making both the process
of determining eligibility and the experience of receiving benefits—so
to speak—arduous. They fashioned what amounted to ceremonies of
social degradation for persons seeking or getting assistance. Disabled
people who have suffered through this gauntlet know what I am talking
about. The politicians and bureaucrats who designed these deliberate in-
dignities figured that only the most destitute, only the “truly needy,”
would put up with such ignominious treatment.

This institutionalized system of social humiliation has a long history.
An integral feature of the English Poor Law system, it went under the
euphemistic name of the principle of “less” or “least eligibility” (in mod-
ern parlance, desirability or preferability). Though the archaic descrip-
tor is no longer used, the demeaning practice has been continued. The
great blind scholars Jacobus ten Broek and Floyd Matson described it
in their classic mid-twentieth-century studies of U.S. welfare and dis-
abled people. They depicted an institution that from start to finish de-
liberately robs disabled people of their dignity. “Through an inter-
minable succession of investigations beginning with the application
interview and culminating, but not ending in the issuance or withhold-
ing of the cash grant,” they wrote, “the disabled client finds himself con-
fronted with a presumption not of innocence and eligibility but of guilt
and probable fraud. . . . Nor is this surveillance a one-time only proce-
dure briefly annoying but soon over and done with; it is continuous and
recurrent, ceasing only with the client’s death or his transfiguration into
a state of self-sufficiency. For the disabled recipient of aid, Big Brother
is always watching.” To ten Broek and Matson, the hoary principle of
“less eligibility today no longer signifies the pauper’s badge, workhouse
gruel, bodily punishment, and loss of franchise in general, but it does
involve certain major deprivations: the loss of the right to privacy with
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continuing review of resources, expenditures, and living circumstances;
the pressure on relatives to contribute and the resulting strain on fam-
ily life; and a lower material standard of living than others enjoy.”5 In
my own experience and the experience of many disabled people I have
talked with, little has changed since the 1950s and early 1960s when
ten Broek and Matson wrote their brilliant and scathing analyses. Their
gendered language is now outdated; their critique still applies.

In ten Broek and Matson’s view, the modern welfare system not only
demeans people with disabilities; it thoroughly disempowers them.
“Whatever modest degree of self-control and responsibility, the disabled
person may have possessed before entering this web of bureaucracy and
paternalism,” they noted, “is soon wrested from him by the process of
means-test aid. It is the agency of welfare, not the recipient, who decides
what life goals are to be followed, what ambitions may be entertained,
what services are appropriate, what wants are to be recognized, what
needs may be budgeted, and what funds allocated to each. In short, the
recipient is told what he wants as well as how much he is wanting. . . .
If the recipient does not comply and conform, he may be removed from
the roles and have his budget reduced. The alternatives are obedience
or starvation.”6

Seeking the origins and causes of this system of suspicious scrutiniz-
ing, ten Broek and Matson traced the underlying ideology back through
“Victorian pieties” about “the moral depravity and natural inferiority of
the poor.” They found its earliest roots in Elizabethan Poor Law images
of poor people and disabled people as “victims of their own vices.” Some
of their observations still resonate decades later in an era when politi-
cians across the spectrum boast that they have “ended welfare as we
know it.” For example, the two disabled scholars pointed out that the
“concept of the characterological causation of poverty and dependency
has not only a venerable history but a contemporary reality. In the eyes
of that law there are not broad social problems of poverty or injustice
to be solved but only individual wrongs to be righted, personal sins of
commission to be expiated and corrected. And the proper corrective, in
most cases, is some form of punishment.”7

Many policy scholars have noted that the badge of moral depravity
historically was affixed on the able-bodied poor. Only a few have rec-
ognized with ten Broek and Matson that poor-relief and welfare poli-
cies have always inflicted a parallel moral stigma on people with dis-
abilities. In fact, many policy scholars regard induction into the disability
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welfare category as a “privileged” status that “exempts” people with dis-
abilities from work rather than excluding them from productive con-
tribution to society. This was not ten Broek and Matson’s view. It is not
the view of disability rights advocates. In their opinion, while public
policies have ostensibly separated the “unworthy” from the “worthy”
poor, those policies have also effectively erased that distinction by mark-
ing people in both categories as unworthy. All are morally flawed, all so-
cially discredited. All are punished.

If the punitive element in welfare administration stems from ancient
notions of moral defectiveness, ten Broek and Matson traced the sources
of the system’s paternalistic component to an ideology of poverty and
disability that drew its rationale from modern medicine, psychology, and
social work. All “welfare clients,” they noted, “including the blind and
the disabled, have been categorically judged incompetent to manage
their lives and affairs.” A fundamental though unspoken assumption of
welfare administration regards the client as “irrational, irresponsible,
abnormal, and incompetent.”8

It should come as no surprise that this supposition of client abnor-
mality and incompetency shapes the operation of welfare programs, for
it appears implicitly, if not explicitly, in many explanations of the causes
of poverty, just as it pervades disability, rehabilitation, and special-
education research and training. Ten Broek and Matson focused on the
consequences of this attitude for people with disabilities under the wel-
fare system. In fact, that notion has stood as a core formative principle
of most modern disability programs, whether in custodial institutions or
community-based support services, medical and vocational rehabilitation
or special education, public assistance or private charity. Virtually all
late-twentieth-century disability programs of whatever type established
mechanisms for clients to appeal adverse decisions, while many pro-
grams ostensibly guaranteed them a voice in the drafting of individual-
ized education or rehabilitation plans. But in actual practice, programs
have usually operated on the assumption that people with every sort of
disability are incapable and irresponsible regarding management of their
own lives. In tandem, this presumed personal and social incompetency,
along with the putative moral defectiveness of disabled people, make
necessary, make inevitable, their placement under professional supervi-
sion. Indeed, so pervasive are the deficiencies of disabled people, so
omni-incompetent are we, that an array of professionals with many kinds
of expertise must superintend our lives. These arrangements force many
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people with disabilities to remain as permanent clients of, not just one,
but many programs and agencies. Professionals and bureaucrats con-
tinue to wield the greater power.

As ten Broek and Matson concluded, the “chief effect” of these fea-
tures that historically have characterized disability-related social-service
policies and programs has been “to perpetuate dependency and dis-
courage initiative.” “Continuous surveillance, loss of independence, and
inadequate allowances all combine to produce conditions which run
sharply counter to the principles of personal rehabilitation.” These ten-
dencies make the recipient “a ward under agency guardianship, in flat
contradiction of the declared goal of helping ‘individuals meet their es-
sential needs and recover and maintain their personal capacities for self-
direction.’” Noting that rehabilitation involves, not just physical, but
social and psychological, elements, ten Broek and Matson declared, “In-
tegrity of personality cannot be built upon a foundation of humiliation.”
“A system of aid . . . which continually impresses upon the recipient a
sense of his helplessness and dependency, which withdraws from him the
daily experience of management of his own affairs, and which enfolds
him in an atmosphere of custodialism and guardianship—weakens the
fiber of self-reliance, deters self-improvement, and threatens the very in-
dependence that is indispensable to salvation.” Their observations about
recipients of Aid to the Blind capture the experience of all disabled re-
cipients: “The blind aid recipient is soon made aware, and continually
kept conscious, of the inferior position into which he has been thrust.
He comes to feel that he is the victim of unique discrimination; that
other groups in society—organized labor, farmers, industrialists—make
no such sacrifice in personal liberty when they receive a helping hand
from the government. And with this deepening realization, his resent-
ment is compounded, his frustration and insecurity are intensified, his
alienation from self and society is completed. He feels himself robbed
of self-respect and the right to resume a useful role in society.” The re-
cipient is schooled in “passive adjustment . . . to an immutable social
reality.” Which is to say, the welfare system compels people with dis-
abilities to acquiesce in their own inferiority and marginalization.9

Not only do the deprivation of dignity and independence defeat the
goal of rehabilitation, in ten Broek and Matson’s view the financial pro-
visions of the aid programs stymie that objective in material ways. First
of all, “the smallness of the grant continually hinders and prevents re-
habilitation.” The amount of financial assistance provided to disabled re-
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cipients barely staves off destitution, if it does so at all. And “destitution,”
they declared, “is a poor foundation from which to accomplish the dif-
ficult task of self-reconstruction—economic, social, and psychological.
Yet destitution is made a condition of eligibility for public assistance.”
Here they put their finger on one of the Catch-22’s that have always
been central to disability welfare policies.10

But the enforcement of poverty on disabled recipients does not end
with these provisions. “Rehabilitation is struck still another blow by the
means-test requirement that a recipient utilize all his property and in-
come to meet his current needs.” Policy planners would later call this
rule “the resource limit.” In the 1980s, an SSI recipient who was single
could accumulate no more than $1800 in “resources.” A couple, both re-
ceiving SSI, could accrue just $2000. Recipients who somehow had re-
sources in excess of those limits had to “spend down” in any given month
to get their resources below the threshold before the month ended. In
other words, policy prohibited—and continues to prohibit—any sav-
ings, any planning for the future, any effort toward development or ac-
complishment. As ten Broek and Matson argued: “Reasonable accumu-
lations of personal property, if not required to be applied to the meeting
of immediate needs, might be used as stepping stones to independence
of the relief rolls. Retention of reasonable amounts of income, especially
earned income, also performs a vital function in the rehabilitative process,
both for its incentive value, and as a means of moving from public aid
to self-support.”11

Disability rights activists a generation after ten Broek and Matson
have argued that even if savings do not ultimately lead to “independence
of the relief rolls,” disabled recipients should be allowed to save what
they can. The combination of earnings and savings surely would en-
courage, perhaps not economic independence, but at least economic
productivity—and with it payment of some taxes. It certainly would en-
hance their quality of life, while putting a stop to the ludicrous require-
ment that they “spend down,” which often means spend wastefully.

There has been one way recipients in recent decades might permis-
sibly gather some savings. The Social Security Administration calls it 
a Plan to Achieve Self-Support (PASS). The plans are time-limited
schemes for accumulating specified amounts toward purchase of partic-
ular items SSA has approved as appropriate means toward vocational
rehabilitation. Here again the bureaucracy determines what disabled in-
dividuals really need and what activities they may legitimately undertake.
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In addition, those who have applied for a PASS have often found it hard
to get local SSA offices to approve their requests. Given the institution’s
ideology of poverty, disability, and welfare, the whole idea of recipients
saving any money at all rather than spending every penny on current
needs violates the bedrock principle that only the utterly destitute, to-
tally incapacitated, and therefore truly worthy should receive aid. In
practice, SSA has operated the PASS as a minor concession to rehabil-
itation.

Given the system’s premises, given its ideology of both poverty and
disability, the conflict between welfare and rehabilitation criticized by
ten Broek and Matson was inevitable. Policy makers set out to discour-
age all but the “truly needy” from applying for aid in order to maintain
a sharp separation between the “work-based” and “need-based” econ-
omies. As a result, they made it not only hard and humiliating to go
from work to welfare, but also virtually impossible to move in the other
direction, from welfare to work. In order to limit access into the so-called
need-based economy, they deliberately limited exit out of that system as
well. Thus, the effort to restrict able-bodied workers’ access to social-
service benefits simultaneously constituted people with disabilities as a
stigmatized category, a segregated caste relegated to a permanent state
of clientage. That disabled caste was deployed to define the boundaries
of legitimate need. In the end, it came also to define the features of so-
cial normality by incarnating their inversion.

The mechanisms used to restrict disabled people’s access to the labor
market and society came in the late twentieth-century to be called, in
one of the system’s modern euphemisms, “work disincentives.” Those
so-called disincentives are, in fact, penalties, punishments designed to
keep disabled people out of work, out of society, and out of life. Like-
wise, if we try to marry or raise a family, the government penalizes many
of us through—here’s yet another euphemism—“marriage disincen-
tives.” Throughout the recent decades, politicians have talked inces-
santly about “family values.” Yet the policies they perpetuate have re-
lentlessly undermined the families of disabled Americans. Marriage and
work penalties hit disabled women even harder than disabled men. Mar-
riage sometimes mitigates women’s poverty, but the disability policy dis-
incentives exacerbate the impoverishment and isolation of women with
disabilities by helping to keep their employment and poverty rates high
and their marriage rates low. Meanwhile, disabled students who get gov-
ernment welfare benefits and accept scholarships face education disin-

Why I Burned My Book 245



centives. So, whether we seek to learn, to work, or to love, the state pun-
ishes millions of us. It cuts off assistance with the high disability-related
expenses many of us face, costs we probably could never earn enough to
cover. These policies reinforce the degraded social status that has helped
make the disability category in social welfare unattractive. Robbing us
of our dignity has also helped intensify the stigma and segregation many
of us endure.

During much of the twentieth century, these sorts of practices—the
arduous and degrading process of obtaining assistance, the stigmatiza-
tion of those granted it, and the work and marriage restrictions placed
on recipients—interacted with intense social prejudice. Just as ten Broek
and Matson described, people with many kinds of disabilities found
themselves not only defined as incapable of work, but viewed as incom-
petent to manage their lives—and even sometimes as a threat to society.
More and more were placed under the supervision of professionals.
Some were permanently incarcerated in institutions. The systematic de-
nial of the chance to work, joined with restrictions on education, mar-
riage, and most forms of social intercourse, has entailed what John
Gliedman and William Roth call “perhaps the most radical act of social
declassification possible.”12 For a great many people with disabilities, it
amounted to social death.

Meanwhile, invention and maintenance of the disabled caste advanced
the ideological and economic interests of an array of professional groups
in the modern welfare state. “Disability” became a multibillion dollar in-
dustry. Many states still keep adults with physical or developmental dis-
abilities imprisoned in nursing homes and other public and private fa-
cilities that exploit them for profit. Even those of us at large in society
pull in high profits for vendors of a great many services and products. A
few years ago, I designed a device for my use in the bathroom. Know-
ing it would prove handy for people with similar disabilities, I sought
ways to make it available. It would cost only a few dollars to manufac-
ture, but a vendor eagerly told me we could sell it for at least fifty dol-
lars a unit. The government would pay for it, he said. Hence comes the
overpricing of everything from hearing aids to wheelchairs. This greedy
arrangement between the private and public sectors, between vendors
and the government, keeps many people with disabilities in a permanent
state of clientage. We have to stay clients in order to get the devices and
services we require.
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The long history of poor-relief and social-service policies that have
marginalized and sought to disempower people with disabilities might
lead us to believe that they have suffered helplessly and passively as vic-
tims of enormously powerful institutions. But the historical evidence
uncovered thus far suggests active resistance on the part of at least some
disabled people. Two brief examples will illustrate that opposition.

Abram Courtney’s pamphlet Anecdotes of the Blind, published in 1835,
tried to convince the public of the capabilities of blind people and to pro-
mote their education. He recounted his adjustment to complete blind-
ness in his teens and twenties and reported his encounters with other
blind people, describing their activities and occupations. He made par-
ticular mention of two blind men who had married. Desiring to work
productively and to support himself, Courtney became an itinerant ped-
dler. He hired a boy to assist him as he traveled through upstate New
York, Ohio, and Pennsylvania selling his wares. Customers initially
bought his goods because of the novelty of a blind peddler and out of
pity. But on his subsequent trips, he frequently encountered the view,
often expressed with hostility, that he should go to the almshouse. In
other words, he was told he should withdraw from society. Along with
his attempt to educate the sighted public, Courtney expressed indigna-
tion at the prejudice he met with on his travels in Jacksonian America.
Paraphrasing Shakespeare’s Shylock, he wrote: “If you prick a blind man,
does he not bleed? If you tickle him, does he not laugh? If you treat him
with contumely, does he not feel mortification and bitterness of heart?
Shall he not also have an honest pride?”

Exactly a century later in the Depression-era America of 1935, a
group of disabled young adults banded together as the League of the
Physically Handicapped. They demonstrated against job discrimination
in federal work relief programs. They sent a delegation from New York
City down to Washington, D.C., to the Works Progress Administration
headquarters to protest job bias in WPA projects. They were not only
taking political action to compel changes in institutional practices. They
were redefining “disability” as a social, economic, and even political con-
dition, rather than simply a medical or physical phenomenon. And like
Abram Courtney, they were attempting to fashion a new social identity.

As with other minorities, we tend to see disabled people as passive vic-
tims of fate or history. Abram Courtney and the League of the Physi-
cally Handicapped indicate that in important ways, individually and col-
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lectively, people with disabilities have been actors in our own history. As
with other minorities, we have sought to carve out maneuvering room
for ourselves within the constraints of social ideologies and arrange-
ments. We have attempted to modify social beliefs in order to expand
our social power. In particular, we have sought ways to use our talents
and to contribute to society through productive work.

I have spent much of my life seeking ways to elude social stigma and
outwit discrimination. I have wanted to escape the roles of dependent
cripple or inspirational overcomer. I, like the members of the League of
the Physically Handicapped, have tried to work productively and to fash-
ion for myself an alternative social identity. Like Abram Courtney, I
have claimed as my right “an honest pride.” Yet for my entire adult life,
many government policies have been deliberately designed to prevent
me, not just from pursuing my profession, but from attaining the socially
respected place in society that goes with honest work. Millions of other
Americans with disabilities find their attempts at productivity and pride
blocked by these same segregationist work penalties and the social prej-
udice those policies express.

In the late 1970s, in the tradition of ten Broek and Matson, and, with-
out knowing it, as successors to Courtney and the League, disability
rights activists started calling for removal of work disincentives from
Supplemental Security Income and Social Security Disability Insurance.
In 1980, Congress authorized the Social Security Administration to
create a national demonstration program called Section 1619 that would
allow SSI recipients to go to work and retain medical insurance and
other assistance. Year after year, SSA failed to publicize this program.
The Reagan administration took no stand on the issue. Instead, it al-
lowed SSA’s top officials to obstruct reform. In 1983, the General Ac-
counting Office recommended that Congress require SSA to conduct
such experiments. In 1986, disability rights advocates once again lobbied
for permanent reform, and once again the Social Security Administra-
tion fiddled with its statistics to predict that enabling us to work and pay
taxes would cost taxpayers billions. A Social Security spokesperson even
had the audacity to tell the Los Angeles Times that government policy
contained no work disincentives.

The Social Security Administration of course claimed that allowing
us to work while we received assistance with our disability-related liv-
ing and medical expenses would cost the government billions of dollars.
A national pilot project launched in 1980 proved just the opposite. The
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government and society got millions back from disabled people who had
at last become workers and taxpayers. Despite this, for seven years the
Reagan administration ignored the issue, while the Social Security Ad-
ministration blocked permanent institutionalization of the SSI reforms.
Finally in 1986, Congress overrode SSA’s resistance. It ordered perma-
nent elimination of most work disincentives from SSI. The new rules in
Section 1619 would permit recipients to earn up to a threshold amount
equivalent to the cash value of all the assistance they received plus the
amount of their “impairment-related work expenses.”

For twenty years, I had wondered and worried how I would ever ful-
fill my dream of teaching and writing American history. I had finally fin-
ished my Ph.D. in 1984 but still could not take even a part-time teach-
ing position without jeopardizing the financial aid that paid for my
ventilators and in-home assistance. With the arrival of Section 1619,
the work penalties that had blocked me were at long last gone. Or so I
thought.

In March of 1988, I learned that although Section 1619 would per-
mit me to earn a living as a college teacher, the reformed rules would
not allow research fellowships or publishing royalties. The Social Secu-
rity Administration would continue to regard such income as “un-
earned,” like royalties from oil well stocks.

The Huntington Library, a world-renowned research institution in
San Marino, California, fifteen minutes from where I lived, had just of-
fered me a fellowship to continue my work on George Washington’s
role in post-revolutionary America. I would have to turn that fellowship
down. More problematic, in October the University of California Press
would publish my book, The Invention of George Washington. I needed that
first book to make myself attractive in the college-teaching job market.
UC Press expected the book to sell pretty well. That was the problem.
Even if it yielded only modest royalties, that money would not fit the
Section 1619 definition of “earned” income. So I could lose some or all
of the assistance I depended on to work and live and, literally, to breathe.

Don’t ask me how the policy makers decided that earnings from a
book it took me ten years to write would be “unearned.” They live in an
Alice-Through-the-Looking-Glass realm, where significantly disabled
people who work are not really disabled after all.

I wrote President Reagan and other top federal officials to describe
my situation. Scholarly careers, I explained, are rarely lucrative. I could
earn a full-time salary as a college teacher, obtain grants occasionally,
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publish scholarly books, and still not have enough income to pay for 
my disability-related living and work expenses. If I cannot apply for and
accept research fellowships or publish books, I said, I cannot advance in
my profession. If I lose the government aid that pays for my in-home
assistance and ventilators, I cannot live independently or work.

President Reagan vigorously advocated getting the government off
Americans’ backs. He could have initiated changes in SSI policy, as I re-
quested him to do. He did not. Instead, he forwarded my letters to the
commissioner of Social Security, Dorcas Hardy.

At first, Commissioner Hardy referred me to the Glendale, Cali-
fornia, Social Security office. This was simply, as the members of the
League of the Physically Handicapped would have put it, “the run-
around.” She knew that the claims representatives in the local office
could only inform me of the regulations about which I had already com-
plained to the president.

Then in June 1988, Commissioner Hardy offered a suggestion. “If
you can establish an employer-employee relationship” with the Uni-
versity of California Press regarding publication of your book or with
the Huntington Library regarding research there, she wrote, “your in-
come may be treated as earnings under Section 1619.” (Note the non-
committal “may.” No guarantees, no venturing out on a limb by the bu-
reaucratically cautious commissioner.) Despite my skepticism about this
proposed solution, I checked it out with Dr. Martin Ridge, director of
research at the Huntington Library. He told me that the Huntington
could not legally pay me fellowship money in the form of a salary. Nei-
ther could I establish an employer-employee relationship with my pub-
lisher. They had bought a literary property of my creation. They had not
hired me.

Commissioner Hardy’s advice was not just unworkable. It sidestepped
the central issue. The suggestion that a scholar who happens to have a
disability should seek to establish an employer-employee relationship
with a grantor or publisher struck me as discriminatory. Scholars with-
out disabilities do not seek or obtain such arrangements. Why should I
be required to do so just because I’m disabled? Why should I not work
under the same arrangements as others in my profession?

Commissioner Hardy had another idea. “If the Internal Revenue Ser-
vice determines that you are self-employed in a trade or business,” she
said, “your income may be treated as earnings under Section 1619. Oth-
erwise, your income must be classified as unearned.” (That noncom-
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mittal “may” again, followed by an emphatic “must.” Bureaucrats make
sure to protect not just their backsides, but also their administrative pre-
rogatives.) Well, I studied the Internal Revenue Service publications
concerning fellowships and royalties. I discovered that the IRS makes
no distinction between self-employment and salaried employment. It
classifies research fellowships and publishing royalties as taxable earned
income. I would have to pay income taxes on any book royalties. It
seemed to me only fair for the Social Security Administration to ac-
knowledge that I earned such income and to treat it as earnings under
Section 1619.

Finally on August 26, 1988, Commissioner Hardy notified me that
SSA would regard any income I obtained from research fellowships and
book royalties as “unearned” and that this would adversely affect my
eligibility for SSI.

When I read the commissioner’s peremptory warning that SSA would
punish me if I received any royalties from my book, something in me
reached a breaking point. Years of finding myself trapped and thwarted
by this system, years of feeling demeaned and degraded by it, came to a
head. I said to myself, “I’ve had enough.” I decided in that moment that
when my book came out in October I would burn it in protest.

I spent the next two months carefully planning the book burning. I
mailed a series of flyers to activists in the Southern California disability
community to keep them up-to-date on the preparations. I phoned
dozens of people urging them to participate in the protest. I contacted
television and print news reporters. I spent hours on the phone trying
to educate a Los Angeles Times writer about the intricacies of govern-
ment disability policies.

I also figured that if I really were going to burn my book, I had bet-
ter do it right. First off, I didn’t want to set myself on fire. At the same
time, I wanted to make the burning of the book visually dramatic. So one
afternoon I went over to my friend Vince Pinto’s house. I brought with
me several books I had been planning to throw away. I picked those par-
ticular books because they had glossy paper dust jackets like the jacket
my book would have. Vince and I and his aide spent an hour at Vince’s
backyard barbecue practicing how I would burn my book.

We quickly hit upon a method. We wadded up some newspaper, stuck
it under the barbecue grill, and soaked it with lighter fluid. We also sat-
urated the books with lighter fluid and stood each one in turn on top of
the grill. Next, Vince’s aide handed me a long fireplace match he had al-
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ready lit. I turned a half-turn to my right and ignited the newspaper kin-
dling. The flames started up under the books, then consumed them.

We all agreed that I was ready.
My planned protest got enthusiastic support from the Southern

California disability community. Leaders of the California Council of the
Blind, the Greater Los Angeles Council on Deafness, several inde-
pendent-living centers, local chapters of the California Association of the
Physically Handicapped, Able Advocates of Santa Barbara, and ADAPT
of Southern California endorsed the demonstration.

On October 18, some forty people gathered in front of the federal
building on Los Angeles Street in downtown L.A. There were adults
with disabilities who were trying to work, or wanted to and could work,
but were thwarted by work penalties. There were college students with
disabilities who wondered if they would be prevented from following the
careers they dreamed of pursuing when they graduated. There were par-
ents of disabled children who wanted those youngsters to have a useful
and fulfilling future. There were teachers and counselors who labored
to help people with disabilities get an education or job training. They
were paid with government funds to do this, but government policies
baffled their efforts. We all came together to demand an end to work and
marriage penalties.

Vince and his aide transported Vince’s barbecue in his wheelchair-
lift-equipped van. We set it up on the sidewalk in front of the main en-
trance to the federal building. Parker Center, the headquarters of the Los
Angeles Police Department, stands right across the street. Several LAPD
cops, along with security personnel from the federal building, warily
stood watch during the protest and book burning.

I had hired a Deaf commercial-art student from Pasadena City Col-
lege to make brightly colored placards bearing slogans television view-
ers would be able to read easily. One placard declared: “We Want to
Work! Why Won’t the Government Let Us?” Another demand I bor-
rowed from the League of the Physically Handicapped: “Jobs. Not Tin
Cups.”

A row of placard holders stood to one side, as another group of dem-
onstrators paraded in an elongated circle. Two of them led the protest-
ers in disability rights chants. Wheelchair riders carried placards on their
laps.

After awhile I stepped up to the wooden lectern I had borrowed and
read a statement explaining the reasons for our demonstration. Then I
moved over to Vince’s barbecue. A friend handed me a lighted match. I
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turned and ignited the newspaper wads under the grill. A copy of my
book stood on top of the grill. The front cover of the book jacket had a
striking design: a photographic reproduction of Antoine Houdon’s fa-
mous white marble bust of Washington against a red and blue back-
ground with the words “The Invention of George Washington” and “Paul
K. Longmore” above and below. The image was bold, noble, majestic.
At first the flames licked the bottom of the book. Then they engulfed
my name and George Washington’s head and the book’s title.

I somberly watched the fire consume my book. I had planned the
protest. I had rehearsed how to burn the book. I had even thought about
what sort of expression I should have on my face. But I could never have
prepared for the emotional effect on me of the act itself. I was burning
my own book, a book I had spent ten years of my life laboring over, a
book that had earned me my Ph.D. in history, a book I felt proud of
and, in fact, loved. It was a moment of agony.

Everyone in the crowd looked on quietly, soberly. Several wept. As
with my own reaction, their emotional response surprised me. I asked
my friend Carol Gill, a disabled psychologist who participated in the
protest, why she thought so many people had reacted so strongly. She
said she believed that those friends and colleagues were partly express-
ing their love for me. At the same time, she said, the entire protest and
especially the burning of the book gave tangible form to the pain they
felt about their own lives. They too felt thwarted by a government that
stymies their efforts to work and make a life. They too felt dehuman-
ized by a society that devalues them.

The demonstration ended. The protesters dispersed. An LAPD of-
ficer approached the three or four of us who were cleaning up. He asked
my name. He wrote it down. I asked if there was a problem. He said he
just wanted the information for the record.

That evening, news broadcasts on KNBC-TV (the NBC affiliate in
Los Angeles) and KHJ-TV (an independent station) aired stories about
the book burning. The next morning, the front page of the Los Angeles
Times Metro section ran a long story on the protest. The article included
a large photo of me watching my book burn.13

Subsequent events gave hope that the book burning might have the
political impact we sought. In November, a high-ranking Social Secu-
rity Administration official privately admitted to a disability rights ad-
vocate that the book burning had given the agency “a black eye” and that
the work disincentives were “stupid.” That same month, the New York
Times published an opinion piece of mine on the work penalties issue.14
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In December, National Public Radio broadcast a story about a quadri-
plegic man in Montana who received $15,000 a year in Medicaid. That
financial aid enabled him to live independently. Then he won election
to the state legislature. Because of the modest salary he would receive
from that part-time job, the Social Security Administration told him it
would cut off his assistance even though he would not be earning enough
to live on.

In January 1989, the new Congress convened in Washington. It took
up the Social Security Work Incentives Act, a bill first introduced in the
previous session. The proposed legislation aimed to eliminate the ma-
jor work penalties in Social Security Disability Insurance. Congressmen
Robert Matsui (Democrat, California) and Steve Bartlett (Republican,
Texas) carried the bill in the House; Senators Robert Dole (Republican,
Kansas) and Donald J. Riegle, Jr. (Democrat, Michigan), brought it be-
fore the Senate. When disability rights advocates alerted Congressmen
Matsui and Bartlett about the book burning and our demands, they de-
cided to add to their bill an amendment that would address the SSI work
penalties we had protested. The new provision would classify publish-
ing royalties, speaking honoraria, and research grants and fellowships as
“earned” income for purposes of reckoning the income threshold under
Section 1619.

In February 1989, I learned that the Social Security Administration
was vigorously opposing the entire bill. Once again SSA twisted statis-
tics to claim that reform would cost $5 billion over five years. Concerned
about the budget deficit, Congress began pulling back. The bill’s provi-
sions were seriously weakened. In negotiations with congressional staff-
ers, SSA agreed to recognize publication royalties as “earned” income
for SSI recipients, but the bureaucrats dug in their heels about research
scholarships, grants, and fellowships. They adamantly insisted on con-
tinuing to regard that sort of income as “unearned.” The few changes
SSA would agree to got folded into the Omnibus Budget Reconciliation
Act. That legislation allowed honoraria and publishing royalties. Today,
almost a decade and a half later, the rule barring grants and fellowships
remains in place. Over the years, a number of disabled undergraduate
college and graduate students have had to turn down scholarships or
face losing the personal-assistance services and medical coverage they
required.

Meanwhile, the struggle to root out work penalties has continued. In
late 1999, Congress passed and President Clinton signed a new Ticket
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to Work and Work Incentives Improvement Act. It won support and
praise across the political spectrum as the most important disability-
related federal legislation since the Americans with Disabilities Act of
1990. Politicians, both Left and Right, and some disability rights ac-
tivists exuberantly forecast that WIIA (later TWIIA) would remove
SSI/SSDI work “disincentives” and enable millions of disabled Ameri-
cans to go to work. In fact, contrary to the hyperbolic claims, TWIIA
is only an incremental move toward the removal of work penalties. The
act’s greatest value lies, not in the specifics of its modest provisions, but
in initiating a key ideological shift in disability policy: it permits the first
small steps toward delinkage of medical insurance coverage from im-
poverishment. In other words, in states that choose to participate some
disabled people could qualify for Medicaid and other publicly funded
support services without having to remain destitute. They could go to
work while retaining eligibility for that vital assistance. This represents
an important conceptual breakthrough in disability-related social-service
policy making. But for the present and for many years to come, perhaps
for decades, that conceptual advance will result in only limited practi-
cal changes because of the act’s circumscribed provisions.

TWIIA does not institute permanent, comprehensive nationwide re-
form to eliminate work disincentives from SSI and SSDI. Rather, it au-
thorizes, but does not require, individual states to establish time-limited
“demonstration” projects, which is to say, experimental programs, to of-
fer Medicaid to specified pilot groups of workers with disabilities.
TWIIA also permits states to cap both the total expenditures for these
projects and the numbers of participants enrolled in them. In addition,
it allows states to liberalize or do away with the income and resource lim-
its in currently existing benefits programs, but it does not direct them
to do so.

The effectiveness of these experiments in promoting productive em-
ployment will depend on the package of features they offer in their Med-
icaid buy-in programs. If states fail to provide adequate access to health
insurance and support services, many disabled people will continue to
find it impossible to go to work. An instance of that sort of dereliction
has apparently already occurred in Minnesota. That state has report-
edly adopted a flawed Medicaid buy-in, return-to-work policy.

Not only will defectively designed state-option demonstration pro-
grams continue to block disabled people from seeking productive work;
they will also expose the long-term campaign for reform of disability
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policies to a significant political risk. Opponents of change want to keep
in place the traditional system that dichotomizes “work” and “need.”
They will seize on the small numbers of disabled persons who seek em-
ployment under faulty TWIIA pilot projects as evidence of the failure
of work incentives. They have already attacked work incentives provi-
sions such as the Plan to Achieve Self Support and Section 1619. Low
employment rates due to deficient Medicaid buy-in programs will hand
them ammunition to shoot down comprehensive national reforms.

A more immediate political obstacle already confronts disability rights
advocates. TWIIA’s neo-federalist approach necessitates cumbersome
state-by-state lobbying for adoption of demonstration projects. The few
states with well-organized and highly politicized disability organiza-
tions, such as California, have already mobilized to get their legislatures
to adopt appropriately designed programs. But in most states, disability
rights advocacy is less experienced, extensive, and effective politically. In
those places, one can reasonably predict that the demonstration projects
will vary widely in quality and efficacy. And, of course, some states will
opt not to try TWIIA experiments at all. In many states, disabled citi-
zens will find that they do not enjoy the equal protection of the laws.

Whatever the merits of particular state experiments, all of the TWIIA
demonstration projects will expire within a few years. At that point, it
will take an act of Congress to extend them. Some disability rights ad-
vocates hope and expect that the projects will generate a database that
will persuade Congress to enact comprehensive national reforms. But
they admit that the accumulation of that data may take a decade. That
is, assuming that the state projects work as effectively as the highly op-
timistic forecasts predict. One would not be unduly pessimistic to ex-
pect the opponents of change to stall full-scale reform for as long as fif-
teen to twenty years. In other words, the multitude of disabled people
who want to work and could work may be forced to languish in the
“need-based” SSI/SSDI system for another generation.

As for me, well, my book, The Invention of George Washington, never
earned the kind of royalties I had both hoped and feared it would draw.
So, fortunately or unfortunately, it never put me in danger of losing the
assistance I needed. On the other hand, it did help me finally get a
tenure-track teaching position. Several schools turned down my appli-
cations for full-time openings in Early American history and even for
part-time lectureships. A faculty member at one of those schools told me
frankly that some of his colleagues doubted if I could do the job, given
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my disability. At times I wondered if every search committee would bear
out the warnings of my old professors that no school would ever hire me.
But at last, the history department at San Francisco State University of-
fered me a position, indeed, welcomed me as a colleague. At long last,
in my mid-forties, I began my teaching career. Working sedulously, I
tried to make up for lost time. I now hold the rank of full professor.

I do not tell you this to brag about my achievements or to boast about
my tenacity and perseverance or to exhort other disabled people to try
harder. That is the sort of individualistic claptrap usually fed to us. It
keeps us believing that if our lives are limited, it is because of our dis-
abilities or our lack of pluck. I recount my professional progress to make
the point that I was liberated from the thrall of crippling public policies
by successful disability rights lobbying. No matter how hard I worked,
I could never have succeeded without the removal of work penalties.
What tore them out of my way was the political tenacity and persever-
ance of our disability community. I got this far because of the achieve-
ments of the disability rights movement.

So here I am, having achieved in my profession much of what I had
dreamt of as a young man. It took far longer than I expected or wanted.
It came much later than it should have. The government denied me
years of productive work, years I will never get back. Still, I am here.

But now I face a new worrisome dilemma. Both federal and state dis-
ability benefits programs regard retirement pensions as “unearned in-
come.” If and when I retire from my job and begin receiving the pen-
sion I am currently paying into, I will incur a substantial “share of cost”
—that is, payment out of my own pocket—before I can receive any gov-
ernment financial assistance to pay for my ventilators or my personal-
assistance services. The “share of cost” will likely be so high that I will
not qualify for any government aid at all. But my pension will not cover
both my ordinary living expenses and the tens of thousands of dollars I
will face annually in disability-related expenses.

As in the past, I am not the only disabled person confronting this
problem. Thanks to SSI Section 1619, growing numbers of Americans
with significant disabilities are seeking and holding jobs and pursuing
careers. Some have had to take early retirement because middle age and
hard work have exacerbated their functional difficulties. To their shock
and dismay, they have discovered that by retiring and beginning to re-
ceive pensions, they become ineligible for the government assistance
that has enabled them to live independently and work. They don’t know
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how they’re going to survive. They are alerting the rest of us to the dan-
ger we too will soon face.

For decades, the government warned us that if we got jobs it would
take away the assistance that made it possible for us to live indepen-
dently and to work. Now the government is warning us that if we retire
from our jobs it will take away that assistance. In other words, the old
premises about people with disabilities remain in place. The old penal-
ties that try to deter disabled people from productive work still threaten
us. We still must fight policies that exclude or punish us.

The core of what I said in my statement just before I burned my book
in October 1988 unfortunately remains true today:

“We, like other Americans, should have the right to work produc-
tively. Work and marriage penalties . . . , far more than our disabilities,
thwart our efforts and our lives. We demand an end to these discrimi-
natory government policies.”

“We are here today, not just for ourselves, but on behalf of millions
of Americans with disabilities. My book represents, not just my work,
but the work that we all want to do and could do. The burning of a copy
of my book symbolizes what the government does to us and our talents
and our efforts. It repeatedly turns our dreams to ashes. We find that out-
rageous, and we will no longer quietly endure that outrage.”

“We, like all Americans, have talents to use, work to do, our contri-
butions to make to our communities and country. We want the chance
to work and marry without jeopardizing our lives. We want access to op-
portunity. We want access to work. We want access to the American
Dream.”
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