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PREFACE TO THE FOURTH EDITION

In each of the previous three editions I began the preface by taking the pulse of the field
of disability studies at the current moment. In the first edition I lamented the lack of
traction disability studies was having in getting attention. In the second I saw disability
studies on the rise. In the third edition I wrote “disability studies is definitely part of the
academic world and civil society,” noting that Barack Obama had included people with
disabilities in his acceptance speech. Now it the fourth edition I can say that disability is
not only accepted but also has become very much a critical term in discussions of being,
post-humanism, political theory, transgender theory, philosophy, and the like. In arecent
talk I gave at the CUNY Graduate Center, a PhD student asked the question “Why is dis-
ability studies so hot right now?” While I didn’t quite agree about the relative temperature
of the subject, I do think that having the question even asked at this moment is a sign
of the times. As we begin to think through the complexities of being and post-identity,
disability has become an almost necessary aspect of understanding the human-animal
relationship, questions of interdependency and independence as well as issues around
the construction or materiality of gender, the body, and sexuality.

Perhaps an indicator of the currency of disability studies is the asymptotic shortening of
the time between editions (based on Routledge’s assessment of the viability of the field).
Between the first and second editions, there were 10 years, between the second and third
there were four, and between the third and the fourth, three years. What this diminishing
interim period has allowed is that we are moving to a point where this text is becoming
less of an anthology and more of a yearbook. Because of that fact, I have been able to
replace some very good essays in good conscience, feeling that those authors removed
may well reappear in future editions, while also having the excitement of including many
new and younger scholars who are dealing with the most current issues.

This is also the first Reader that will be available electronically. In the previous issue I
lamented the difficulty of being able to provide easier access to the work because of the
cost of doing business in the electronic age. This time, Routledge was deeply committed,
along with me, to making the edition available as an e-book. Obviously the advantage
will be that many more people with disabilities will be able to engage with the work in
this more flexible and accessible format. I am particularly pleased with this advancement
because the late Paul Longmore had made a particularly strong plea for an electronic ver-
sion of the Disability Studies Reader, and am doubly glad that the volume will be acces-
sible in this way and that an essay of Longmore’s on telethons will appear as well.
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As always, I have had a tough time in selecting which works would remain and which
would be newly included. With the aid of Routledge’s very helpful marketing depart-
ment, I have been able to see which essays are being used in courses and which are not.
My decisions are not made completely on a utilitarian basis, but at least the marketing
information provides a bit of perspective on these factors. I am ever mindful of providing
a balance between essays of foundational and historic interest in disability studies and
newer ones that provide continuing conversation with the current moment. I also want
to thank the many people who responded to my call on various Internet lists for sugges-
tions of topics and particular essays to showcase. These responses really do make a dif-
ference and help me with my very difficult task.

This edition has, based on these requests and my own viewpoint, more essays relating
to the global. We have more UK based academics writing, and more on law, race, social
policy, visual culture, cognitive and affective disabilities, post-humanism, and reformu-
lations of sex and gender. There are more challenges to received wisdom, as the field
evolves, and more attempts to rethink some of the founding notions of disability, while
holding onto what continues to work.

I would particularly like to thank Steve Rutter, my editor at Routledge, who keeps me
on track and moves me along when I falter. Leah Babb-Rosenfeld provided assistance,
along with her replacement Samantha Barbero. Elizabeth Geist, my research assistant
at Fordham University, where I was a distinguished visiting professor this past semes-
ter, was very helpful in providing organization and support. John Harrington, the Dean
of Fordham University, and the Department of English there, gave me the time and the
opportunity to be able to do much of the editorial work on this project. As always, my
own departments at the University of Illinois at Chicago were very helpful, as were my
colleagues in disability studies and English. I would like to thank the instructors who
reviewed the third edition and provided feedback:

Sarah L Allred, Berry College

Paul Marchbanks, California Polytechnic State University
Heather Garrison, East Stroudsburg University of Pennsylvania
Adriana Estill, Carleton College

Nolana Yip, Georgetown University

Mary Oschwald, Indiana University of Pennsynvania
David G. LoConto, Jacksonville State University

Michael F. Bérubé, Pennsylvania State University

Zosha Stuckey, Syracuse University

Mary Oschwald, Portland State University

Jami Anderson, University of Michigan, Flint

Chris Gabbard, University of North Florida

Rebecca Babcock, University of Texas of the Permian Basin
Kristenne M. Robison, Westminster College

Christopher Krentz, University of Virginia

Jean Franzino, University of Virginia

Sharan E. Brown, University of Washington

To help instructors with the use of this book in courses, we have provided test questions
that can be obtained by contacting Routledge at textbooksonline@taylorandfrancis.com
for a copy of these test items.



CHAPTER 1

Introduction: Normality, Power, and Culture

Lennard J. Davis

We live in a world of norms. Each of us endeavors to be normal or else deliberately tries to
avoid that state. We consider what the average person does, thinks, earns, or consumes.
We rank our intelligence, our cholesterol level, our weight, height, sex drive, bodily
dimensions along some conceptual line from subnormal to above-average. We consume
a minimum daily balance of vitamins and nutrients based on what an average human
should consume. Our children are ranked in school and tested to determine where they
fit into a normal curve of learning, of intelligence. Doctors measure and weigh them to
see if they are above or below average on the height and weight curves. There is probably
no area of contemporary life in which some idea of a norm, mean, or average has not
been calculated.

To understand the disabled body, one must return to the concept of the norm, the
normal body. So much of writing about disability has focused on the disabled person
as the object of study, just as the study of race has focused on the person of color. But as
with recent scholarship on race, which has turned its attention to whiteness and inter-
sectionality, I would like to focus not so much on the construction of disability as on the
construction of normalcy. I do this because the “problem” is not the person with disabili-
ties; the problem is the way that normalcy is constructed to create the “problem” of the
disabled person.

A common assumption would be that some concept of the norm must have always
existed. After all, people seem to have an inherent desire to compare themselves to oth-
ers. But the idea of a norm is less a condition of human nature than it is a feature of a cer-
tain kind of society. Recent work on the ancient Greeks, on preindustrial Europe, and on
tribal peoples, for example, shows that disability was once regarded very differently from
the way it is now. As we will see, the social process of disabling arrived with industrializa-
tion and with the set of practices and discourses that are linked to late eighteenth- and
nineteenth-century notions of nationality, race, gender, criminality, sexual orientation,
and so on.

I begin with the rather remarkable fact that the constellation of words describing
this concept “normal,” “normalcy,” “normality,” “norm,” “average,” “abnormal”—all
entered the European languages rather late in human history. The word “normal” as
“constituting, conforming to, not deviating or different from, the common type or stand-
ard, regular, usual” only enters the English language around 1840. (Previously, the word
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had meant “perpendicular”; the carpenter’s square, called a “norm,” provided the root
meaning.) Likewise, the word “norm,” in the modern sense, has only been in use since
around 1855, and “normality” and “normalcy” appeared in 1849 and 1857, respectively.
If the lexicographical information is relevant, it is possible to date the coming into con-
sciousness in English of an idea of “the norm” over the period 1840-1860.

If we rethink our assumptions about the universality of the concept of the norm,
what we might arrive at is the concept that preceded it: that of the “ideal,” a word we
find dating from the seventeenth century. Without making too simplistic a division in
the history, one can nevertheless try to imagine a world in which the concept of normal-
ity does not exist. Rather, what we have is the ideal body, as exemplified in the tradition
of nude Venuses, for example. This idea presents a mytho-poetic body that is linked to
that of the gods (in traditions in which the god’s body is visualized). This divine body,
then, this ideal body, is not attainable by a human. The notion of an ideal implies that,
in this case, the human body as visualized in art or imagination must be composed
from the ideal parts of living models. These models individually can never embody the
ideal since an ideal, by definition, can never be found in this world. Pliny tells us that
the Greek artist Zeuxis tried to paint Aphrodite, the goddess of love, by using as his
models all the beautiful women of Crotona in order to select in each her ideal feature
or body part and combine these into the ideal figure of the goddess. One young woman
provides a face and another her breasts. The central point here is that in a culture with
an ideal form of the body, all members of the population are below the ideal. No one
young lady of Crotona can be the ideal. By definition, one can never have an ideal body.
And there is no social pressure, we would imagine, that populations have bodies that
conform to the ideal.

If the concept of the norm or average enters European culture, or at least the European
languages, only in the nineteenth century, one has to ask what is the cause of this concep-
tualization? One of the logical places to turn in trying to understand concepts like “norm”
and “average” is that branch of knowledge known as statistics. It was the French statisti-
cian Adolphe Quetelet (1796-1847) who contributed the most to a generalized notion of
the normal as an imperative. He noticed that the “law of error,” used by astronomers to
locate a star by plotting all the sightings and then averaging the errors, could be equally
applied to the distribution of human features such as height and weight. He then took a
further step of formulating the concept of “’'homme moyen” or the average man. Quete-
let maintained that this abstract human was the average of all human attributes in a given
country. Quetelet’s average man was a combination of ['’homme moyen physique and
I’homme moyen morale, both a physically average and a morally average construct.

With such thinking, the average then becomes paradoxically a kind of ideal, a position
devoutly to be wished. As Quetelet wrote, “an individual who epitomized in himself, at a
given time, all the qualities of the average man, would represent at once all the greatness,
beauty and goodness of that being” (cited in Porter 1986, 102). Furthermore, one must
observe that Quetelet meant this hegemony of the middle to apply not only to moral
qualities but to the body as well. He wrote: “deviations more or less great from the mean
have constituted [for artists] ugliness in body as well as vice in morals and a state of sick-
ness with regard to the constitution” (ibid., 103). Here Zeuxis’s notion of physical beauty
as an exceptional ideal becomes transformed into beauty as the average.

Quetelet foresaw a kind of utopia of the norm associated with progress, just as Marx
foresaw a utopia of the norm in so far as wealth and production is concerned.
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Marx actually cites Quetelet’s notion of the average man in a discussion of the labor
theory of value.

The concept of a norm, unlike that of an ideal, implies that the majority of the popula-
tion must or should somehow be part of the norm. The norm pins down that majority of
the population that falls under the arch of the standard bell-shaped curve. This curve, the
graph of an exponential function, that was known variously as the astronomer’s “error
law,” the “normal distribution,” the “Gaussian density function,” or simply “the bell
curve,” became in its own way a symbol of the tyranny of the norm. Any bell curve will
always have at its extremities those characteristics that deviate from the norm. So, with
the concept of the norm comes the concept of deviations or extremes. When we think of
bodies, in a society where the concept of the norm is operative, then people with disabili-
ties will be thought of as deviants. This, as we have seen, is in contrast to societies with the
concept of an ideal, in which all people have a non-ideal status.?

In England, there was a burst of interest in statistics during the 1830s. A statistical
office was set up at the Board of Trade in 1832, and the General Register Office was
created in 1837 to collect vital statistics. The use of statistics began an important move-
ment, and there is a telling connection for the purposes of this essay between the
founders of statistics and their larger intentions. The rather amazing fact is that almost
all the early statisticians had one thing in common: they were eugenicists. The same is
true of key figures in the eugenics movement: Sir Francis Galton, Karl Pearson, and R. A.
Fisher.® While this coincidence seems almost too striking to be true, we must remember
that there is a real connection between figuring the statistical measure of humans and
then hoping to improve humans so that deviations from the norm diminish. Statistics
is bound up with eugenics because the central insight of statistics is the idea that a
population can be normed. An important consequence of the idea of the norm is that it
divides the total population into standard and nonstandard subpopulations. The next
step in conceiving of the population as norm and non-norm is for the state to attempt
to norm the nonstandard—the aim of eugenics. Of course such an activity is profoundly
paradoxical since the inviolable rule of statistics is that all phenomena will always con-
form to a bell curve. So norming the non-normal is an activity as problematic as unty-
ing the Gordian knot.

MacKenzie asserts that it is not so much that Galton’s statistics made possible
eugenics but rather that “the needs of eugenics in large part determined the content of
Galton’s statistical theory” (1981, 52). In any case, a symbiotic relationship exists
between statistical science and eugenic concerns. Both bring into society the concept
of anorm, particularly a normal body, and thus in effect create the concept of the disa-
bled body.

It is also worth noting the interesting triangulation of eugenicist interests. On the
one hand Sir Francis Galton was cousin to Charles Darwin, whose notion of the evolu-
tionary advantage of the fittest lays the foundation for eugenics and also for the idea
of a perfectible body undergoing progressive improvement. As one scholar has put it,
“Eugenics was in reality applied biology based on the central biological theory of the
day, namely the Darwinian theory of evolution” (Farrall 1985, 55). Darwin’s ideas serve
to place disabled people along the wayside as evolutionary defectives to be surpassed
by natural selection. So, eugenics became obsessed with the elimination of “defec-
tives,” a category which included the “feebleminded,” the deaf, the blind, the physically
defective, and so on.
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In a related discourse, Galton created the modern system of fingerprinting for per-
sonal identification. Galton’s interest came out of a desire to show that certain physical
traits could be inherited. As he wrote:

one of the inducements to making these inquiries into personal identification has been to dis-
cover independent features suitable for hereditary investigation. . . . it is not improbable, and
worth taking pains to inquire whether each person may not carry visibly about his body undeni-
able evidence of his parentage and near kinships.

(cited in MacKenzie 1981, 65)

Fingerprinting was seen as a physical mark of parentage, a kind of serial number writ-
ten on the body. But further, one can say that the notion of fingerprinting pushes for-
ward the idea that the human body is standardized and contains a serial number, as it
were, embedded in its corporeality. Thus the body has an identity that coincides with
its essence and cannot be altered by moral, artistic, or human will. This indelibility of
corporeal identity only furthers the mark placed on the body by other physical quali-
ties—intelligence, height, reaction time. By this logic, the person enters into an identical
relationship with the body, the body forms the identity, and the identity is unchangeable
and indelible as one’s place on the normal curve. For our purposes, then, this fingerprint-
ing of the body means that the marks of physical difference become synonymous with
the identity of the person.

Finally, Galton can be linked to that other major figure connected with the discourse of
disability in the nineteenth century—Alexander Graham Bell. In 1883, the same year that
Galton coined the term “eugenics,” Bell delivered his eugenicist speech Memoir upon
the Formation of a Deaf Variety of the Human Race, warning of the “tendency among
deaf-mutes to select deaf-mutes as their partners in marriage” (1969, 19) with the dire
consequence that a race of deaf people might be created. This echoing of Dr. Franken-
stein’s fear that his monster might mate and produce a race of monsters emphasizes the
terror with which the “normal” beholds the differently abled.* Noting how the various
interests come together in Galton, we can see evolution, fingerprinting, and the attempt
to control the reproductive rights of the deaf as all pointing to a conception of the body as
perfectible but only when subject to the necessary control of the eugenicists. The identity
of people becomes defined by irrepressible identificatory physical qualities that can be
measured. Deviance from the norm can be identified and indeed criminalized, particu-
larly in the sense that fingerprints came to be associated with identifying deviants who
wished to hide their identities.

Galton made significant changes in statistical theory that created the concept of the
norm. He took what had been called “error theory,” a technique by which astronomers
attempted to show that one could locate a star by taking into account the variety of sight-
ings. The sightings, all of which could not be correct, if plotted would fall into a bell curve,
with most sightings falling into the center, that is to say, the correct location of the star.
The errors would fall to the sides of the bell curve. Galton’s contribution to statistics was
to change the name of the curve from “the law of frequency of error” or “error curve,” the
term used by Quetelet, to the “normal distribution” curve.

The significance of these changes relates directly to Galton’s eugenicist interests. In
an “error curve” the extremes of the curve are the most mistaken in accuracy. But if one
is looking at human traits, then the extremes, particularly what Galton saw as positive
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extremes—tallness, high intelligence, ambitiousness, strength, fertility—would have to
be seen as errors. Rather than “errors” Galton wanted to think of the extremes as distribu-
tions of a trait. As MacKenzie notes:

Thus there was a gradual transition from use of the term “probable error” to the term “standard
deviation” (which is free of the implication that a deviation is in any sense an error), and from
the term “law of error” to the term “normal distribution.”

(1981, 59)

But even without the idea of error, Galton still faced the problem that in a normal dis-
tribution curve that graphed height, for example, both tallness and shortness would be
seen as extremes in a continuum where average stature would be the norm. The prob-
lem for Galton was that, given his desire to perfect the human race, or at least its British
segment, tallness was preferable to shortness. How could both extremes be considered
equally deviant from the norm? So Galton substituted the idea of ranking for the concept
of averaging. That is, he changed the way one might look at the curve from one that used
the mean to one that used the median—a significant change in thinking eugenically.

If a trait, say intelligence, is considered by its average, then the majority of people
would determine what intelligence should be—and intelligence would be defined by the
mediocre middle. Galton, wanting to avoid the middling of desired traits, would prefer
to think of intelligence in ranked order. Although high intelligence in a normal distribu-
tion would simply be an extreme, under a ranked system it would become the highest
ranked trait. Galton divided his curve into quartiles, so that he was able to emphasize
ranked orders of intelligence, as we would say that someone was in the first quartile in
intelligence (low intelligence) or the fourth quartile (high intelligence). Galton’s work led
directly to current “intelligence quotient” (IQ) and scholastic achievement tests. In fact,
Galton revised Gauss’s bell curve to show the superiority of the desired trait (for example,
high intelligence). He created what he called an “ogive,” which is arranged in quartiles
with an ascending curve that features the desired trait as “higher” than the undesirable
deviation. As Stigler notes:

If a hundred individuals’ talents were ordered, each could be assigned the numerical value cor-
responding to its percentile in the curve of “deviations from an average”: the middlemost (or
median) talent had value 0 (representing mediocrity), an individual at the upper quartile was
assigned the value 1 (representing one probable error above mediocrity), and so on.

(1986, 271)

What these revisions by Galton signify is an attempt to redefine the concept of the “ideal”
in relation to the general population. First, the application of the idea of a norm to the
human body creates the idea of deviance or a “deviant” body. Second, the idea of a norm
pushes the normal variation of the body through a stricter template guiding the way the
body “should” be. Third, the revision of the “normal curve of distribution” into quartiles,
ranked in order, and so on, creates a new kind of “ideal.” This statistical ideal is unlike the
classical notion of the ideal, which contains no imperative that everyone should strive
to be perfect. The new ideal of ranked order is powered by the imperative of the norm,
and then is supplemented by the notion of progress, human perfectibility, and the elimi-
nation of deviance, to create a dominating, hegemonic vision of what the human body
should be.
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While we tend to associate eugenics with a Nazi-like racial supremacy, it is important
to realize that eugenics was not the trade of a fringe group of right-wing, fascist mani-
acs. Rather, it became the common belief and practice of many, if not most, European
and American citizens. When Marx used Quetelet’s idea of the average in his formula-
tion of average wage and abstract labor, socialists as well as others embraced eugenic
claims, seeing in the perfectibility of the human body a utopian hope for social and eco-
nomic improvement. Once people allowed that there were norms and ranks in human
physiology, then the idea that we might want to, for example, increase the intelligence of
humans, or decrease birth defects, did not seem so farfetched. These ideas were widely
influential and the influence of eugenicist ideas persisted well into the twentieth century,
so that someone like Emma Goldman could write that unless birth control was encour-
aged, the state would “legally encourage the increase of paupers, syphilitics, epileptics,
dipsomaniacs, cripples, criminals, and degenerates” (Kevles 1985, 90).

One problem for people with disabilities was that eugenicists tended to group together
all allegedly “undesirable” traits. So, for example, criminals, the poor, and people with
disabilities might be mentioned in the same breath. Take Karl Pearson, a leading figure in
the eugenics movement, who defined the “unfit” as follows: “the habitual criminal, the
professional tramp, the tuberculous, the insane, the mentally defective, the alcoholic, the
diseased from birth or from excess” (cited in Kevles 1985, 33). In 1911, Pearson headed
the Department of Applied Statistics, which included Galton and the Biometric Labora-
tories at University College in London. This department gathered eugenic information
on the inheritance of physical and mental traits including “scientific, commercial, and
legal ability, but also hermaphroditism, hemophilia, cleft palate, harelip, tuberculosis,
diabetes, deaf-mutism, polydactyly (more than five fingers) or brachydactyly (stub fin-
gers), insanity, and mental deficiency” (ibid., 38-9). Here again one sees a strange selec-
tion of disabilities merged with other types of human variations. All of these deviations
from the norm were regarded in the long run as contributing to the disease of the nation.
As one official in the Eugenics Record Office asserted:

... the only way to keep a nation strong mentally and physically is to see that each new genera-
tion is derived chiefly from the fitter members of the generation before.
(ibid., 39-40)

The emphasis on nation and national fitness obviously plays into the metaphor of the
body. If individual citizens are not fit, if they do not fit into the nation, then the national
body will not be fit. Of course, such arguments are based on a false idea of the body poli-
tic—by that notion a hunchbacked citizenry would make a hunchbacked nation. Never-
theless, the eugenic “logic” that individual variations would accumulate into a composite
national identity was a powerful one. This belief combined with an industrial mentality
that saw workers as interchangeable and therefore sought to create a universal worker
whose physical characteristics would be uniform, as would the result of their labors—a
uniform product.

One of the central foci of eugenics was what was broadly called “feeble-
mindedness.”® This term included low intelligence, mental illness, and even “pauper-
ism,” since low income was equated with “relative inefficiency” (ibid., 46).6 Likewise,
certain ethnic groups were associated with feeblemindedness and pauperism. Charles
Davenport, an American eugenicist, thought that the influx of European immigrants
would make the American population “darker in pigmentation, smaller in stature . . .
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more given to crimes of larceny, assault, murder, rape, and sex-immorality” (cited in
ibid., 48). In his research, Davenport scrutinized the records of “prisons, hospitals, alm-
shouses, and institutions for the mentally deficient, the deaf, the blind, and the insane”
(ibid., 55).

The association between what we would now call disability and criminal activ-
ity, mental incompetence, sexual license, and so on established a legacy that people
with disabilities are still having trouble living down. This equation was so strong that an
Americanjournalistwritingin the early twentieth century could celebrate “the inspiring,
the wonderful, message of the new heredity” as opposed to the sorrow of bearing chil-
dren who were “diseased or crippled or depraved” (ibid., 67). The conflation of disabil-
ity with depravity expressed itself in the formulation “defective class.” As the president
of the University of Wisconsin declared after World War One, “we know enough about
eugenics so that if the knowledge were applied, the defective classes would disappear
within a generation” (ibid., 68). And it must be reiterated that the eugenics movement
was not stocked with eccentrics. Averell Harriman’s sister, Mary Harriman, as well as
John D. Rockefeller, funded Davenport. Prime Ministers A. J. Balfour, Neville Chamber-
lain, and Winston Churchill, along with President Theodore Roosevelt, H. G. Wells, and
John Maynard Keynes, among many others, were members of eugenicist organizations.
Francis Galton was knighted in 1909 for his work, and in 1910 he received the Copley
Medal, the Royal Society’s highest honor. A Galton Society met regularly in the Ameri-
can Museum of Natural History in New York City. In 1911 the Oxford University Union
moved approval of the main principles behind eugenics by a vote of almost two to one.
In Kansas, the 1920 state fair held a contest for “fitter families” based on their eugenic
family histories; a brochure for the contest noted about the awards, “this trophy and
medal are worth more than livestock sweepstakes. . . . For health is wealth and a sound
mind in a sound body is the most priceless of human possessions” (ibid., 62). County
fairs like these also administered intelligence tests, medical exams, and screened for
venereal disease.

In England, bills were introduced in Parliament to control mentally disabled people,
and in 1933 the prestigious scientific magazine Nature approved the Nazis’ proposal of
a bill for “the avoidance of inherited diseases in posterity” by sterilizing the disabled.
The magazine editorial said “the Bill, as it reads, will command the appreciative atten-
tion of all who are interested in the controlled and deliberate improvement of human
stock.” The list of disabilities for which sterilization would be appropriate were “con-
genital feeblemindedness, manic depressive insanity, schizophrenia, hereditary epi-
lepsy, hereditary St Vitus’s dance, hereditary blindness and deafness, hereditary bodily
malformation and habitual alcoholism” (cited in MacKenzie 1981, 44). We have largely
forgotten that what Hitler did in developing a hideous policy of eugenics was just to
implement the theories of the British and American eugenicists. Hitler’s statement in
Mein Kampfthat “the struggle for the daily livelihood [between species] leaves behind,
in the ruck, everything that is weak or diseased or wavering” (cited in Blacker 1952,
143) is not qualitatively different from any of the many similar statements we have seen
before. And even the conclusions Hitler draws are not very different from those of the
likes of Galton, Bell, and others.

In this matter, the State must assert itself as the trustee of a millennial future. ... In order
to fulfill this duty in a practical manner, the State will have to avail itself of modern medical
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discoveries. It must proclaim as unfit for procreation all those who are afflicted with some vis-
ible hereditary disease or are the carriers of it; and practical measures must be adopted to have
such people rendered sterile.

(cited in Blacker 1952, 144)

One might want to add here a set of speculations about Sigmund Freud. His work was
made especially possible by the idea of the normal. In fact, it is hard to imagine the
existence of psychoanalysis without the concept of normalcy. Indeed, one of the core
principles behind psychoanalysis was “if the vita sexualis is normal, there can be no
neurosis” (Freud 1977, 386). Psychoanalysis through talk therapyt bring patients back
to their normal selves. Although I cannot go into a close analysis of Freud’s work here, it
is instructive to think of the ways in which Freud is producing a eugenics of the mind—
creating the concepts of normal sexuality, normal function, and then contrasting them
with the perverse, abnormal, pathological, and even criminal.

The first depiction in literature of an attempt to norm an individual member of the
population occurred in the 1850s during the development of the idea of the normal body.
In Flaubert’s Madame Bovary, Charles Bovary performs a trendy operation that would
correct the club foot of Hippolyte, the stable boy of the local inn. This corrective opera-
tion is seen as “new” and related to “progress” (Flaubert 1965, 125). Hippolyte is assailed
with reasons why he should alter his foot. He is told, it “must considerably interfere with
the proper performance of your work” (ibid., 126). And in addition to redefining him in
terms of his ability to carry out work, Homais adds: “Think what would have happened
if you had been called into the army, and had to fight under our national banner!” (ibid.,
126). So national interests and again productivity are emphasized. But Hippolyte has
been doing fine in his job as stable boy; his disability has not interfered with his perform-
ance in the community under traditional standards. In fact, Hippolyte seems to use his
club foot to his advantage, as the narrator notes:

But on the equine foot, wide indeed as a horse’s hoof, with is horny skin, and large toes . . . the
cripple ran about like a deer from morn till night. He was constantly to be seen on the Square,
jumping round the carts, thrusting his limping foot forwards. He seemed even stronger on that
leg than the other. By dint of hard service it had acquired, as it were, moral qualities of patience
and energy; and when he was given some heavy work to do, he would support himself on it in
preference to the sound one.

(ibid., 126)

Hippolyte’s disability is in fact an ability, one which he relies on, and from which he gets
extra horsepower, as it were. But although Hippolyte is more than capable, the operation
must be performed to bring him back to the human and away from the equine, which the
first syllable of his name suggests. To have a disability is to be an animal, to be part of the
Other.

A newspaper article appears after the operation’s apparent initial success, praising
the spirit of progress. The article envisages Hippolyte’s welcome back into the human
community adding: “Hasn’t the time come to cry out that the blind shall see, the deaf
hear, the lame walk?” (ibid., 128) The imperative is clear: science will eradicate disabil-
ity. However, by a touch of Flaubertian irony, Hippolyte’s leg becomes gangrenous and
has to be amputated. The older doctor lectures Charles about his attempt to norm this
individual.
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This is what you get from listening to the fads from Paris! . . . We are practitioners; we cure peo-
ple, and we wouldn’t dream of operating on someone who is in perfect health. Straighten club
feet! As if one could straighten club feet indeed! It is as if one wished to make a hunchback
straight!

(ibid., 131)

While Flaubert’s work illustrates some of the points I have been making, it is important
that we do not simply think of the novel as merely an example of how an historical devel-
opment lodges within a particular text. Rather, I think there is a larger claim to be made
about novels and norms.

While Flaubert may parody current ideas about normalcy in medicine, there is another
sense in which the novel as a form promotes and symbolically produces normative struc-
tures. Indeed, the whole focus of Madame Bovary is on Emma’s abnormality and Flau-
bert’s abhorrence of normal life. If we accept that novels are a social practice that arose as
part of the project of middle-class hegemony,” then we can see that the plot and character
development of novels tend to pull toward the normative. For example, most characters
in nineteenth-century novels are somewhat ordinary people who are put in abnormal
circumstances, as opposed to the heroic characters who represent the ideal in earlier
forms such as the epic.

If disability appears in a novel, it is rarely centrally represented. It is unusual for a main
character to be a person with disabilities, although minor characters, like Tiny Tim, can
be deformed in ways that arouse pity. In the case of Esther Summerson, who is scarred
by smallpox, her scars are made virtually to disappear through the agency of love. Dinah
Craik’s Oliveis one of the few nineteenth-centuy novels in which the main character has
a disability (a slight spinal deformity), but even with her the emphasis on the deform-
ity diminishes over the course of the novel so by then end it is no longer an issue. On
the other hand, as sufficient research has shown, more often than not villains tend to be
physically abnormal: scarred, deformed, or mutilated.®

I am not saying simply that novels embody the prejudices of society toward people
with disabilities. That is clearly a truism. Rather, I am asserting that the very structures
on which the novel rests tend to be normative, ideologically emphasizing the universal
quality of the central character whose normativity encourages us to identify with him
or her.? Furthermore, the novel’s goal is to reproduce, on some level, the semiologically
normative signs surrounding the reader, that paradoxically help the reader to read those
signs in the world as well as the text. This normativity in narrative will by definition create
the abnormal, the Other, the disabled, the native, the colonized subject, and so on.

Even on the level of plot, one can see the implication of eugenic notions of normativ-
ity. The parentage of characters in novels plays a crucial role. Rather than being self-cre-
ating beings, characters in novels have deep biological debts to their forebears, even if
the characters are orphans—or perhaps especially if they are orphans. The great Heli-
odoric plots of romance, in which lower-class characters are found actually to be noble,
take a new turn in the novel. While nobility may be less important, characters neverthe-
less inherit bourgeois respectability, moral rectitude, and eventually money and position
through their genetic connection. In the novelistic world of nature versus nurture, nature
almost always wins out. Thus Oliver Twist will naturally bear the banner of bourgeois
morality and linguistic normativity, even though he grows up in the workhouse. Oliver
will always be normal, even in abnormal circumstances.!
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A further development in the novel can be seen in Zola’s works. Before Zola, for exam-
ple in the work of Balzac, the author attempted to show how the inherently good char-
acter of a protagonist was affected by the material world. Thus we read of the journey of
the soul, of everyman or everywoman, through a trying and corrupting world. But Zola’s
theory of the novel depends on the idea of inherited traits and biological determinism. As
Zola wrote in The Experimental Novel:

Determinism dominates everything. It is scientific investigation, it is experimental reasoning,
which combats one by one the hypotheses of the idealists, and which replaces purely imaginary
novels by novels of observation and experimentation.

(1964, 18)

In this view, the author is a kind of scientist watching how humans, with their natu-
rally inherited dispositions, interact with each other. As Zola wrote, his intention in the
Rougon-Macquart series was to show how heredity would influence a family “making
superhuman efforts but always failing because of its own nature and the influences upon
it” (Zola 1993, viii). This series would be a study of the “singular effect of heredity” (ibid.).
“These young girls so pure, these young men so loyal, represented to us in certain novels,
do not belong to the earth. . . . We tell everything, we do not make a choice, neither do we
idealize” (ibid., 127).

My point is that a disabilities-studies consciousness can alter the way we see not just
novels that have main characters who are disabled but any novel. In thinking through
the issue of disability, I have come to see that almost any literary work will have some
reference to the abnormal, to disability, and so on. I would explain this phenomenon as a
result of the hegemony of normalcy. This normalcy must constantly be enforced in pub-
lic venues (like the novel), must always be creating and bolstering its image by process-
ing, comparing, constructing, deconstructing images of normalcy and the abnormal. In
fact, once one begins to notice, there really is a rare novel that does not have some char-
acters with disabilities—characters who are lame, tubercular, dying of AIDS, chronically
ill, depressed, mentally ill, and so on.

Let me take the example of some novels by Joseph Conrad. I pick Conrad not because
he is especially representative, but just because I happen to be teaching a course on
Conrad. Although he is not remembered in any sense as a writer on disability, Conrad
is a good test case, as it turns out, because he wrote during a period when eugenics
had permeated British society and when Freud had begun to write about normal and
abnormal psychology. Conrad, too, was somewhat influenced by Zola, particularly in
The Secret Agent.

The first thing I noticed about Conrad’s work is that metaphors of disability abound.
Each book has numerous instances of phrases like the following selections from
Lord Jim:

a dance of lame, blind, mute thoughts—a whirl of awful cripples.
(Conrad 1986, 114)

[he] comported himself in that clatter as though he had been stone-deaf.
(ibid., 183)
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there was nothing of the cripple about him.

(ibid., 234)
Her broken figure hovered in crippled little jumps. . .

(ibid., 263)
he was made blind and deaf and without pity . . .

(ibid., 300)
a blind belief in the righteousness of his will against all mankind.. . .

(ibid., 317)
They were erring men whom suffering had made blind to right and wrong.

(ibid., 333)
you dismal cripples, you. . .

(ibid., 340)
unmoved like a deaf man.. ..

(ibid., 319)

These references are almost like tics, appearing at regular intervals. They tend to focus
on deafness, blindness, dumbness, and lameness, and they tend to use these metaphors
to represent limitations on normal morals, ethics, and of course language. While it is
entirely possible to maintain that these figures of speech are hardly more than mere lin-
guistic convention, I would argue that the very regularity of these occurrences speaks to a
reflexive patrolling function in which the author continuously checks and notes.

The use of phrenology, too, is linked to the patrolling of normalcy, through the con-
struction of character. So, in Heart of Darkness, for example, when Marlow is about to
leave for Africa a doctor measures the dimensions of his skull to enable him to discern
if any quantitative changes subsequently occur as a result of the colonial encounter. So
many of the characters in novels are formed from the ableist cultural repertoire of nor-
malized head, face, and body features that characteristically signify personal qualities.
Thus in The Secret Agent, the corpulent, lazy body of Verloc indicates his moral sleazi-
ness, and Stevie’s large ears and head shape are explicitly seen by Ossipon as character-
istic of degeneracy and criminality as described in the theories of the nineteenth-century
eugenic phrenologist Cesare Lombroso.

In a Zolaesque moment of insight, Ossipon sees Stevie’s degeneracy as linked to his
sister Winnie:

he gazed scientifically at that woman, the sister of a degenerate, a degenerate herself—of a mur-
dering type. He gazed at her and invoked Lombroso. . . . He gazed scientifically. He gazed at her
cheeks, at her nose, at her eyes, at her ears . . . Bad! . . . Fatal!

(Conrad 1968, 269)

This eugenic gaze that scrutinizes Winnie and Stevie is really only a recapitulation of
the novelistic gaze that sees meaning in normative and non-normative features. In fact,
every member of the Verloc family has something “wrong” with them, including Win-
nie’s mother who has trouble walking on her edematous legs. The moral turpitude and
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physical grimness of London is embodied in Verloc’s inner circle. Michaelis, too, is obese
and “wheezed as if deadened and oppressed by the layer of fat on his chest” (ibid., 73).
Karl Yundt is toothless, gouty, and walks with a cane. Ossipon is racially abnormal having
“crinkly yellow hair . . . a flattened nose and prominent mouth cast in the rough mould
of the Negro type . .. [and] almond-shaped eyes [that] leered languidly over high cheek-
bones” (ibid., 75)—all features indicating African and Asian qualities, particularly the
cunning, opiated glance. The latter links up the eugenic with the racialized and national-
ized matrix of identity.

I'am not claiming that this reading of Conrad is brilliant or definitive. But I do want to
show that even in texts that do not appear to be about disability, the issue of normalcy
is fully deployed. One can find in almost any novel, I would argue, a kind of surveying
of the terrain of the body, an attention to difference—physical, mental, and national.
This activity of consolidating the hegemony of normalcy is one that needs more atten-
tion, in addition to the kinds of work that have been done in locating the thematics of
disability in literature.

What I have tried to show here is that the very term that permeates our contempo-
rary life—the normal—is a configuration that arises in a particular historical moment.
It is part of a notion of progress, of industrialization, and of ideological consolidation
of the power of the bourgeoisie. The implications of the hegemony of normalcy are
profound and extend into the very heart of cultural production. The novel form, that
proliferator of ideology, is intricately connected with concepts of the norm. From the
typicality of the central character, to the normalizing devices of plot to bring deviant
characters back into the norms of society, to the normalizing coda of endings, the nine-
teenth- and twentieth-century novel promulgates and disburses notions of normalcy
and by extension makes of physical differences ideological differences. Characters with
disabilities are always marked with ideological meaning, as are moments of disease or
accident that transform such characters. One of the tasks for a developing conscious-
ness of disability issues is the attempt, then, to reverse the hegemony of the normal and
to institute alternative ways of thinking about the abnormal.

Many of the essays in the collection do just that. As disability studies progresses
along with postmodernism and posthumanism, we are seeing that normality contin-
ues to hold sway insofar as the body, the medical, and the push to diagnose disabilities
are concerned. But the writers in this reader are not simply trying to include disability
under the rubric of normal but to question the idea of normality, and to expand the def-
inition of disability into such concepts as neurodiversity, debility and capacity, chronic
illness, invisible conditions, and the like. In other words while consolidating the idea
of disability, these critics are at the same time disarticulating the elements of disabil-
ity to ponder how part and whole fit together. It’s less a question of segregating the
normal from the abnormal, the old eugenic game, as it is to describe, detail, theorize,
and occupy the category of disability. Along these lines, intersectionality—the subject
position of holding multiple identities—makes complex the general rubric of disability
itself. If anything, this collection of essays serves to render complex the simple fact of
impairment while rendering simple the ideological screen of normality.

NOTES

1. This thinking obviously is still alive and well. During the U.S. Presidential election of 1994, Newt Gingrich
accused President Clinton of being “the enemy of normal Americans.” When asked at a later date to clarify
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what he meant, he said his meaning was that “normal” meant “middle class” (New York Times, November
14,1994, A17).

2. One wants to make sure that Aristotle’s idea of the mean is not confused with the norm. The Aristotlean
mean is a kind of fictional construct. Aristotle advocates that in choosing between personal traits, one
should tend to chose between the extremes. He does not however think of the population as falling
generally into that mean. The mean, for Aristotle, is more of heuristic device to assist in moral and ethical
choices. In the sense of being a middle term or a middle way, it carries more of a spacial sense than does
the term “average” or “norm.”

3. This rather remarkable confluence between eugenics and statistics has been pointed out by Donald A.
MacKenzie, but I do not believe his observations have had the impact they should.

4. See my Enforcing Disability Chapter 6 for more on the novel Frankenstein and its relation to notions of
disability.

5. Many twentieth-century prejudices against the learning disabled come from this period. The founder
of the intelligence test still in use, Alfred Binet, was a Galton acolyte. The American psychologist Henry
H. Goddard used Binet’s tests in America and turned the numbers into categories—*“idiots” being those
whose mental age was one or two, “imbeciles” ranged in mental age from three to seven. Goddard invented
the term “moron” (which he took from the Greek for “dull” or “stupid”) for those between eight and twelve.
Pejorative terms like “moron” or “retarded” have by now found their way into common usage (Kevles, 78).
And even the term “mongoloid idiot” to describe a person with Down’s syndrome was used as recently as
1970s not as a pejorative term but in medical texts as a diagnosis. [See Michael Bérubé’s fascinating article
“Life As We Know It” for more on this phenomenon of labelling.]

6. Ifthisargumentsoundsstrangelyfamiliar, itisbeingrepeated and promulgatedintheneo-conservativebook
The Bell Curve, which claims that poverty and intelligence are linked through inherited characteristics.

7. This assumption is based on my previous works—Factual Fictions: Origins of the English Novel and
Resisting Novels: Fiction and Ideology —as well as the cumulative body of writing about the relationship
between capitalism, material life, culture, and fiction. The work of Raymond Williams, Terry Eagleton,
Nancy Armstrong, Mary Poovey, John Bender, Michael McKeon, and others points in similar directions.

8. The issue of people with disabilities in literature is a well-documented one and is one I want generally
to avoid in this work. Excellent books abound on the subject, including Alan Gartner and Tom Joe,
eds., Images of the Disabled, Disabling Images (New York: Praeger, 1987) and the work of Deborah Kent
including “In Search of a Heroine: Images of Women with Disabilities in Fiction and Drama,” in Michelle
Fine and Adrienne Asch, eds., Women with Disabilities: Essays in Psychology, Culture, and Politics
(Philadelphia: Temple University Press, 1988).

9. And if the main character has a major disability, then we are encouraged to identify with that character’s
ability to overcome their disability.

10. The genealogical family line is both hereditary and financial in the bourgeois novel. The role of the family
is defined by Jiirgen Habermas thus: “as a genealogical link it [the family] guaranteed a continuity of
personnel that consisted materially in the accumulation of capital and was anchored in the absence of
legal restrictions concerning the inheritance of property” (47). The fact that the biological connectedness
and the financial connectedness are conflated in the novel only furthers the point that normality is an
enforced condition that upholds the totality of the bourgeois system.

11. Ideal with the Lacanian idea of the corps morcelé in Chapter 6 of Enforcing Normalcy. In that section I show
the relation between the fragmented body and the response to disability. Here, let me just say that Stevie’s
turning into a fragmented body makes sense given the fear “normal” observers have that if they allow a
concept of disability to associate with their bodies, they will lose control of their normalcy and their bodies
will fall apart.

12. See Chapter 4 of Enforcing Normalcy for more on the relation of freak shows to nationalism, colonialism,
and disability. See also Rosemarie Garland Thompson’s Freakery: Cultural Spectacles of the Extraordinary
Body (New York: NYU Press, 1996).
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CHAPTER 2

Disability and the Justification of Inequality
in American History

Douglas C. Baynton

Since the social and political revolutions of
the eighteenth century, the trend in western
political thought has been to refuse to take
for granted inequalities between persons
or groups. Differential and unequal treat-
ment has continued, of course, but it has
been considered incumbent on modern
societies to produce a rational explanation
for such treatment. In recent decades, his-
torians and other scholars in the humani-
ties have studied intensely and often chal-
lenged the ostensibly rational explanations
for inequalities based on identity—in par-
ticular, gender, race, and ethnicity. Dis-
ability, however, one of the most prevalent
justifications for inequality, has rarely been
the subject of historical inquiry.

Disability has functioned historically to
justify inequality for disabled people them-
selves, but it has also done so for women
and minority groups. That is, not only has
it been considered justifiable to treat dis-
abled people unequally, but the concept of
disability has been used to justify discrimi-
nation against other groups by attributing
disability to them. Disability was a signifi-
cant factor in the three great citizenship
debates of the nineteenth and early twen-
tieth centuries: women’s suffrage, African
American freedom and civil rights, and
the restriction of immigration. When cat-
egories of citizenship were questioned,

challenged, and disrupted, disability was
called on to clarify and define who deserved,
and who was deservedly excluded from,
citizenship. Opponents of political and
social equality for women cited their sup-
posed physical, intellectual, and psycho-
logical flaws, deficits, and deviations from
the male norm. These flaws—irrational-
ity, excessive emotionality, physical weak-
ness—are in essence mental, emotional,
and physical disabilities, although they
are rarely discussed or examined as such.
Arguments for racial inequality and immi-
gration restrictions invoked supposed
tendencies to feeble-mindedness, men-
tal illness, deafness, blindness, and other
disabilities in particular races and ethnic
groups. Furthermore, disability figured
prominently not just in arguments for the
inequality of women and minorities but
also in arguments against those inequali-
ties. Such arguments took the form of vig-
orous denials that the groups in question
actually had these disabilities; they were
not disabled, the argument went, and
therefore were not proper subjects for dis-
crimination. Rarely have oppressed groups
denied that disability is an adequate justi-
fication for social and political inequality.
Thus, while disabled people can be consid-
ered one of the minority groups historically
assigned inferior status and subjected to
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discrimination, disability has functioned
for all such groups as a sign of and justifi-
cation for inferiority.

It is this use of disability as a marker of
hierarchical relations that historians of
disability must demonstrate in order to
bring disability into the mainstream of
historical study. Over a decade ago, Joan
Scott made a similar argument about the
difficulty of persuading historians to take
gender seriously. Scott noted that despite
a substantial number of works on women’s
history, the topic remained marginal in the
discipline as a whole. A typical response to
women’s history was “Women had a history
separate from men’s, therefore let femi-
nists do women’s history, which need not
concern us,” or “My understanding of the
French Revolution is not changed by know-
ing that women participated in it.” Scott
argued that research on the role of women
in history was necessary but not sufficient
to change the paradigms of the profession.
To change the way in which most histori-
ans went about their work, feminists had
to demonstrate not just that women par-
ticipated in the making of history but that
gender is “a constitutive element of social
relationships” and “a primary way of signi-
fying relationships of power.”’

To demonstrate the ubiquity of gen-
der in social thought, Scott focused on
political history, a field in which histori-
ans were especially apt to argue that gen-
der was unimportant, and where most
historians today would imagine disability
to be equally so. She chose as an example
Edmund Burke’s attack on the French Rev-
olution, noting that it was “built around a
contrast between ugly, murderous sans-
culottes hags (‘the furies of hell, in the
abused shape of the vilest of women’) and
the soft femininity of Marie-Antoinette.”
The contrast Scott highlights calls on not
only gender but also notions of beauty,
disfigurement, and misshapen bodies that
would be amenable to an analysis informed

by disability. Even more striking, however,
is that in addition to the rhetoric of gender,
Burke’s argument rested just as fundamen-
tally on a rhetorical contrast between the
natural constitution of the body politic and
the monstrous deformity that the revolu-
tion had brought forth. Burke repeatedly
referred to “public measures . . . deformed
into monsters,” “monstrous democratic
assemblies,” “this monster of a constitu-
tion,” “unnatural and monstrous activity,”
and the like (as well as evoking “blind prej-
udice,” actions taken “blindly,” “blind fol-
lowers,” and “blind obedience” and allud-
ing to the madness, imbecility, and idiocy
of the revolutionary leaders). This rhetoric
of monstrosity was by no means peculiar
to the conservative cause. Tom Paine, in his
response to Burke, also found the monster
metaphor an apt and useful one but turned
it around: “Exterminate the monster aris-
tocracy,” he wrote.?

The metaphor of the natural versus
the monstrous was a fundamental way of
constructing social reality in Burke’s time.
By the late nineteenth and early twenti-
eth centuries, however, the concept of the
natural was to a great extent displaced or
subsumed by the concept of normality.?
Since then, normality has been deployed
in all aspects of modern life as a means of
measuring, categorizing, and managing
populations (and resisting such manage-
ment). Normality is a complex concept,
with an etiology that includes the rise of
the social sciences, the science of statis-
tics, and industrialization with its need for
interchangeable parts and interchangeable
workers. It has been used in a remarkable
range of contexts and with a bewildering
variety of connotations. The natural and
the normal both are ways of establishing
the universal, unquestionable good and
right. Both are also ways of establishing
social hierarchies that justify the denial of
legitimacy and certain rights to individu-
als or groups. Both are constituted in large
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part by being set in opposition to culturally
variable notions of disability—just as the
natural was meaningful in relation to the
monstrous and the deformed, so are the
cultural meanings of the normal produced
in tandem with disability.*

The concept of normality in its modern
sense arose in the mid-nineteenth century
in the context of a pervasive belief in prog-
ress. It became a culturally powerful idea
with the advent of evolutionary theory.
The ideal of the natural had been a static
concept for what was seen as an essentially
unchanging world, dominant at a time
when “the book of nature” was represented
as the guidebook of God. The natural was
good and right because it conformed to
the intent or design of Nature or the Cre-
ator of nature. Normality, in contrast, was
an empirical and dynamic concept for a
changing and progressing world, the prem-
ise of which was that one could discern in
human behavior the direction of human
evolution and progress and use that as a
guide. The ascendance of normality sig-
naled a shift in the locus of faith from a
God-centered to a human-centered world,
from a culture that looked within to a core
and backward to lost Edenic origins toward
one that looked outward to behavior and
forward to a perfected future.

Just as the counterpart to the natural
was the monstrous, so the opposite of the
normal person was the defective. Although
normality ostensibly denoted the average,
the usual, and the ordinary, in actual usage
it functioned as an ideal and excluded only
chose defined as below average. “Is the
child normal?” was never a question that
expressed fear about whether a child had
above-average intelligence, motor skills,
or beauty. Abnormal signified the subnor-
mal.® In the context of a pervasive belief
that the tendency of the human race was
to improve itself constantly, that barring
something out of the ordinary humanity
moved ever upward away from its animal

origins and toward greater perfection, nor-
mality was implicitly defined as that which
advanced progress (or at least did not
impede it). Abnormality, conversely, was
that which pulled humanity back toward
its past, toward its animal origins.

As an evolutionary concept, normality
was intimately connected to the western
notion of progress. By the mid-nineteenth
century, nonwhite races were routinely
connected to people with disabilities, both
of whom were depicted as evolutionary
laggards or throwbacks. As a consequence,
the concept of disability, intertwined with
the concept of race, was also caught up in
ideas of evolutionary progress. Physical
or mental abnormalities were commonly
depicted asinstances ofatavism, reversions
to earlier stages of evolutionary develop-
ment. Down’s syndrome, for example, was
called Mongolism by the doctor who first
identified it in 1866 because he believed
the syndrome to be the result of a biologi-
cal reversion by Caucasians to the Mongol
racial type. Teachers of the deaf at the end
of the century spoke of making deaf chil-
dren more like “normal” people and less
like savages by forbidding them the use of
sign language, and they opposed deaf mar-
riages with a rhetoric of evolutionary prog-
ress and decline. Recent work on late-nine-
teenth-century freak shows has highlighted
how disability and race intersected with an
ideology of evolutionary hierarchy. James
W. Trent argued in a recent article that at
the 1904 World’s Fair, displays of “defec-
tives” alongside displays of “primitives”
signaled similar and interconnected classi-
fication schemes for both defective individ-
uals and defective races. Both were placed
in hierarchies constructed on the basis of
whether they were seen as “improvable” or
not—capable of being educated, cured, or
civilized. Whether it was individual atavism
or a group’s lack of evolutionary develop-
ment, the common element in all was the
presence or attribution of disability.®
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Disability arguments were prominent in
justifications of slavery in the early to mid-
nineteenth century and of other forms of
unequal relations between white and black
Americans after slavery’s demise. The most
common disability argument for slavery
was simply that African Americans lacked
sufficient intelligence to participate or
compete on an equal basis in society with
white Americans. This alleged deficit was
sometimes attributed to physical causes,
as when an article on the “diseases and
physical peculiarities of the negro race” in
the New Orleans Medical and Surgical Jour-
nal helpfully explained, “It is this defective
hematosis, or atmospherization of the
blood, conjoined with a deficiency of cere-
bral matter in the cranium, and an excess
of nervous matter distributed to the organs
of sensation and assimilation, that is the
true cause of that debasement of mind,
which has rendered the people of Africa
unable to take care of themselves.” Dis-
eases of blacks were commonly attributed
to “inferior organisms and constitutional
weaknesses,” which were claimed to be
among “the most pronounced race charac-
teristics of the American negro.” While the
supposedly higher intelligence of “mulat-
tos” compared to “pure” blacks was offered
as evidence for the superiority of whites,
those who argued against “miscegenation”
claimed to the contrary that the products
of “race-mixing” were themselves less
intelligent and less healthy than members
of either race in “pure” form.” A medical
doctor, John Van Evrie of New York, avowed
that the “disease and disorganization” in
the “abnormal,” “blotched, deformed”
offspring of this “monstrous” act “could
no more exist beyond a given period than
any other physical degeneration, no more
than tumors, cancers, or other abnormal
growths or physical disease can become
permanent.” Some claimed greater “cor-
poreal vigor” for “mixed offspring” but a
deterioration in “moral and intellectual

endowments,” while still others saw greater
intelligence but “frailty,” “less stamina,”
and “inherent physical weakness.”®

A second line of disability argument was
that African Americans, because of their
inherent physical and mental weaknesses,
were prone to become disabled under con-
ditions of freedom and equality. A New York
medical journal reported that deafness was
three times more common and blindness
twice as common among free blacks in the
North compared to slaves in the South.
John C. Calhoun, senator from South Caro-
lina and one of the most influential spokes-
men for the slave states, thought it a power-
ful argument in defense of slavery that the
“number of deaf and dumb, blind, idiots,
and insane, of the negroes in the States that
have changed the ancient relation between
the races” was seven times higher than in
the slave states.’

While much has been written about the
justification of slavery by religious lead-
ers in the South, more needs to be said
about similar justifications by medical
doctors. Dr. Samuel Cartwright, in 1851,
for example, described two types of men-
tal illness to which African Americans were
especially subject. The first, Drapetoma-
nia, a condition that caused slaves to run
away—*“as much a disease of the mind as
any other species of mental alienation”—
was common among slaves whose masters
had “made themselves too familiar with
them, treating them as equals.” The need
to submit to a master was built into the
very bodies of African Americans, in whom
“we see ‘genu flexit’ written in the physical
structure of his knees, being more flexed
or bent, than any other kind of man.” The
second mental disease peculiar to African
Americans, Dysaesthesia Aechiopis—a
unique ailment differing “from every other
species of mental disease, as it is accom-
panied with physical signs or lesions of the
body”—resulted in a desire to avoid work
and generally to cause mischief. It was
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commonly known to overseers as “rascal-
ity.” Its cause, similar to that of Drapeto-
mania, was a lack of firm governance, and
it was therefore far more common among
free blacks than among slaves—indeed,
nearly universal among them—although it
was a “common occurrence on badly-gov-
erned plantations” as well.!

Dr. Van Evrie also contributed to this
line of thought when he wrote in the 1860s
that education of African Americans came
“at the expense of the body, shortening the
existence” and resulted in bodies “dwarfed
or destroyed” by the unnatural exertion.
“An ‘educated negro, like a ‘free negro, is
a social monstrosity, even more unnatural
and repulsive than the latter.” He argued
further that, since they belonged to a race
inferior by nature, all blacks were nec-
essarily inferior to (nearly) all whites. It
occasionally happened that a particular
white person might not be superior to all
black people because of a condition that
“deforms or blights individuals; they may
be idiotic, insane, or otherwise incapable.”
But these unnatural exceptions to the rule
were “the result of human vices, crimes,
or ignorance, immediate or remote.” Only
disability might lower a white person in
the scale of life to the level of a being of a
marked race."

By the turn of the century, medical
doctors were still arguing that African
Americans were disabled by freedom and
therefore in need of greater oversight. J. E
Miller, writing in the North Carolina Medi-
cal Journal, thought it important to inquire
whether “the effect of freedom upon the
mental and physical health of the negroes
of the South” had been “damaging or oth-
erwise.” His conclusion was that there were
“more congenital defects” and a dramatic
increase in mental illness and tuberculosis,
which supposedly had been rare among
enslaved African Americans. Freedom,
for which the African American’s weak
mind and constitution were ill suited, had

brought to the former slave “a beautiful
harvest of mental and physical degenera-
tion and he is now becoming a martyr to an
heredity thus established.”!?

While these arguments were often con-
tradictory, incoherent, or simply ludicrous,
disability was central to all of them. If free-
dom for African Americans was undesir-
able and slavery good, then it was sufficient
to note that free blacks were more likely
than slaves to be disabled. The decisive
argument for miscegenation being mor-
ally wrong or socially injurious was that it
produced disability. The contention had to
be countered, and no argument on other
grounds could trump it. Samuel Forry, for
example, writing in the New York Journal of
Medicinein 1844, noted thatthe supposedly
higher rates of insanity among free blacks
compared to slaves had been “seized upon
by journals devoted to the peculiar institu-
tions of the Southern States, as a powerful
argument.” Forry retorted, first, that the
census did not allow a reliable comparison
of deafness, blindness, idiocy, and insanity
in free and enslaved blacks and, second,
that even were it the case that free blacks
in the North suffered more disability than
slaves, slavery and freedom might not be
the determinants. Instead, perhaps “the
whole constitution of the black is adapted
to a tropical region,” and their mental and
physical health was therefore bound to suf-
fer in the northern climate.'* The argument
that a people might be enslaved to protect
them from disability he left unchallenged.

Race and disability intersected in the
concept of the normal, as both prescrip-
tion and description. American blacks, for
example, were said to flourish in their “nor-
mal condition” of slavery, while the “‘free’
or abnormal negro” inevitably fell into ill-
ness, disability, and eventually extinction.
The hierarchy of races was itself depicted as
a continuum of normality. Just as medical
textbook illustrations compared the normal
body with the abnormal, so social science

21
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textbooks illustrated the normal race and
the abnormal ones. Arnold Guyot, in his
1873 textbook Physical Geography, under
the heading “The White Race the Normal,
or Typical, Race,” compared the beauty, reg-
ularity of features, and “harmony in all the
proportions of the figure” of the white race
with those who have “gradually deviated”
from the normal ideal. Similarly, Dr. John
C. Nott, writing in the American Journal of
Medical Sciences in 1843, invited the reader
to “look first upon the Caucasian female
with her rose and lily skin, silky hair, Venus
form, and well chiseled features—and then
upon the African wench with her black and
odorous skin, woolly head and animal fea-
tures—and compare their intellectual and
moral qualities, and their whole anatomi-
cal structure.” He added for good measure
that the American Indian “has many pecu-
liarities which are just as striking.” In nine-
teenth-century freak shows, where disabil-
ity and race intersected to illustrate familiar
narratives ofevolutionaryprogress, disabled
adults were displayed as less-evolved crea-
tures from far-off jungles. P. T. Barnum pro-
moted his American Museum exhibit “What
Is It?” as the “missing link” between human
and animal, a “man-monkey.” At least two
different men played the role: a white actor
with unusually short legs of uneven length
and a mentally retarded black man with
microcephaly who later became known by
the stage name Zip. The presence of disabil-
ity in both cases, in addition to race in one
of them, was in effect the costume that sig-
nified the role of “subhuman.”*

It is not new to point out that images of
American blacks have commonly shown
them with exaggerated lips, amusingly long
or bowed legs, grotesquely big feet, bad
posture, missing teeth, crossed or bulg-
ing eyes, and otherwise deformed bodies.
At least since 1792, when Benjamin Rush
explained that the skin color of Africans
was due to their suffering from congenital
leprosy, black skin itself has been treated as

anomalous, a defect and a disfigurement,
something akin to an all-body birthmark
and often a sign of sin or degeneracy. Adver-
tisements for soap in the nineteenth cen-
tury often played on this idea of dark skin
as defect with, for example, a pink-cheeked
child asking an African American child,
“Why doesn’t your mamma wash you with
Fairy Soap?”!® Another advertisement told
a tale of children who were bathed daily,
“Because their mother did believe/That
white they could be made/So on them with
a scrubbing brush/Unmerciful she laid.”
The mother’s efforts were fruitless until
she found the right brand of soap: “Sweet
and clean her sons became/it’s true, as I'm
a workman/And both are now completely
white, Washed by this soap of Kirkman.”'¢
Dreydoppel Soap told a similar story of an
African American boy (“A mite of queer
humanity/As dark as a cloudy night”) who
scrubbed himself with acids, fasted, took
sulfur baths, and “sampled all the medi-
cine that ever was made or brewed” in
the attempt to cure his unfortunate skin
color. “He built an air-tight sweat box with
the/Hope that he would bleach/The sweat
poured down in rivers/but the Black stuck
like a leech.” That is, until he discovered
Dreydoppel soap: “One trial was all he
needed/Realized was his fondest hope/His
face was white as white could be/There’s
nothing like Dreydoppel Soap.””

Daryl Michael Scott has described how
both conservatives and liberals have long
used an extensive repertory of “damage
imagery” to describe African Americans.
Conservatives “operated primarily from
within a biological framework and argued
for the innate inferiority of people of Afri-
can descent” in order to justify social and
political exclusion. Liberals maintained
that social conditions were responsible for
black inferiority and used damage imagery
to argue for inclusion and rehabilitation;
but regardless of their intentions, Scott
argues, liberal damage imagery “reinforced
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the belief system that made whites feel
superior in the first place.” Both the “con-
tempt and pity” of conservatives and liber-
als—a phrase that equally well describes
historically prevalent attitudes toward
disabled people—framed Americans of
African descent as defective. Scott cites the
example of Charles S. Johnson, chair of the
social science department and later presi-
dent of Fisk University, who told students
in a 1928 speech that “the sociologists clas-
sify Negroes with cripples, persons with
recognized physical handicaps.” Like John-
son, Scott is critical of the fact that “African
Americans were often lumped with the
‘defective,” ‘delinquent, and dependent
classes.” This is obviously a bad place to
be “lumped.” Scott does not ask, however,
why that might be the case.'® The attribu-
tion of disease or disability to racial minor-
ities has a long history. Yet, while many
have pointed out the injustice and perni-
ciousness of attributing these qualities to a
racial or ethnic group, little has been writ-
ten about why these attributions are such
powerful weapons for inequality, why they
were so furiously denied and condemned
by their targets, and what this tells us about
our attitudes toward disability.

During the long-running debate over
women’s suffrage in the nineteenth and
early twentieth centuries, one of the rhe-
torical tactics of suffrage opponents was
to point to the physical, intellectual, and
psychological flaws of women, their frailty,
irrationality, and emotional excesses. By
the late nineteenth century, these claims
were sometimes expressed in terms of
evolutionary progress; like racial and eth-
nic minorities, women were said to be less
evolved than white men, their disabilities
a result of lesser evolutionary develop-
ment. Cynthia Eagle Russett has noted that
“women and savages, together with idiots,
criminals, and pathological monstrosities
[those with congenital disabilities] were a
constant source of anxiety to male intel-

lectuals in the late nineteenth century.”!
What all shared was an evolutionary infe-
riority, the result of arrested development
or atavism.

Paralleling the arguments made in
defense of slavery, two types of disabil-
ity argument were used in opposition to
women’s suffrage: that women had dis-
abilities that made them incapable of using
the franchise responsibly, and that because
of their frailty women would become dis-
abled if exposed to the rigors of political
participation. The American anti-suffrag-
ist Grace Goodwin, for example, pointed to
the “great temperamental disabilities” with
which women had to contend: “woman
lacks endurance in things mental. ... She
lacks nervous stability. The suffragists who
dismay England are nerve-sick women.”
The second line of argument, which was
not incompatible with the first and often
accompanied it, went beyond the claim
thatwomen’s flaws made them incapable of
exercising equal political and social rights
with men to warn that if women were given
those rights, disability would surely follow.
This argument is most closely identified
with Edward Clarke, author of Sex in Edu-
cation; or, A Fair Chance for Girls. Clarke’s
argument chiefly concerned education
for women, though it was often applied
to suffrage as well. Clarke maintained that
overuse of the brain among young women
was in large part responsible for the “num-
berless pale, weak, neuralgic, dyspeptic,
hysterical, menorraghic, dysmenorrhoeic
girls and women” of America. The result
of excessive education in this country was
“bloodless female faces, that suggest con-
sumption, scrofula, anemia, and neural-
gia.” An appropriate education designed
for their frail constitutions would ensure “a
future secure from neuralgia, uterine dis-
ease, hysteria, and other derangements of
the nervous system.”?

Similarly, Dr. William Warren Potter,
addressing the Medical Society of New York
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in 1891, suggested that many a mother
was made invalid by inappropriate educa-
tion: “her reproductive organs are dwarfed,
deformed, weakened, and diseased, by
artificial causes imposed upon her dur-
ing their development.”?! Dr. A. Lapthorn
Smith asserted in Popular Science Monthly
that educated women were increasingly
“sick and suffering before marriage and
are physically disabled from performing
physiological functions in a normal man-
ner.” Antisuffragists likewise warned that
female participation in politics invariably
led to “nervous prostration” and “hyste-
ria,” while Dr. Almroth E. Wright noted
the “fact that there is mixed up with the
woman’s movement much mental disor-
der.” A prominent late nineteenth-century
neurophysiologist, Charles L. Dana, esti-
mated that enfranchising women would
result in a 25 percent increase in insanity
among them and “throw into the electorate
a mass of voters of delicate nervous stabil-
ity . . . which might do injury to itself with-
out promoting the community’s good.”
The answer for Clarke, Potter, and others
of like mind was special education suited
to women’s special needs. As with disabled
people today, women’s social position was
treated as a medical problem that necessi-
tated separate and special care. Those who
wrote with acknowledged authority on the
“woman question” were doctors. As Clarke
wrote, the answer to the “problem of wom-
an’'ssphere. . . mustbe obtained from phys-
iology, not from ethics or metaphysics.”%
While historians have not overlooked
the use of disability to deny women’s rights,
they have given their attention entirely
to gender inequality and not at all to the
construction and maintenance of cultural
hierarchies based on disability. Lois Mag-
ner has described how women were said to
bear the “onerous functions of the female,”
which incapacitated them for “active life”
and produced a “mental disability that ren-
dered women unfit” for political engage-

ment. Nancy Woloch has noted that a
“major antisuffragist point was that women
were physically, mentally, and emotionally
incapable of duties associated with the
vote. Lacking rationality and sound judg-
ment, they suffered from ‘logical infirmity
of mind.’ . . . Unable to withstand the pres-
sure of political life, they would be prone to
paroxysms of hysteria.” Aileen Kraditor, in
her intellectual history of the women’s suf-
frage movement, wrote that antisuffragists
“described woman’s physical constitution
as too delicate to withstand the turbulence
of political life. Her alleged weakness, ner-
vousness, and proneness to fainting would
certainly be out of place in polling booths
and party conventions.” On the one hand,
this was of course an unfounded stereotype
deserving of ridicule, as Kraditor’s ironic
tone suggests. On the other hand, just as
it was left unchallenged at the time, histo-
rians today leave unchallenged the notion
that weakness, nervousness, or proneness
to fainting might legitimately disqualify
one for suffrage.?

Disability figured not just in arguments
for the inequality of women and minori-
ties but also in arguments against those
inequalities. Suffragists rarely challenged
the notion that disability justified politi-
cal inequality and instead disputed the
claim that women suffered from these
disabilities. Their arguments took three
forms: one, women were not disabled and
therefore deserved the vote; two, women
were being erroneously and slanderously
classed with disabled people, with those
who were legitimately denied suffrage; and
three, women were not naturally or inher-
ently disabled but were made disabled by
inequality—suffrage would ameliorate or
cure these disabilities.

References to the intelligence and abili-
ties of women, countering the imputations
of female inferiority, pervaded suffrage
rhetoric. Although more common later
in the century, this form of argument was
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already in evidence in 1848 at the Seneca
Falls Woman’s Rights Convention. Delegates
resolved that “the equality of human rights
results necessarily from the fact of the iden-
tity of the race in capabilities and responsi-
bilities,” and further, that “being invested
by the Creator with the same capabilities
...it is demonstrably the right and duty
of woman” to participate in public politi-
cal life. Rebecca M. Sandford avowed, “Our
intellect is as capable as man’s to assume,
and at once to hold, these rights ... for if
we did not believe it, we would not contend
for them.” Frederick Douglass proclaimed
that “the true basis of rights was the capac-
ity of individuals.”** The converse of their
premise that equality in capacity justified
political equality, was a warrant too basic
to be considered explicitly: differences in
capacity, if present, would be justification
for political inequality.

A second powerful and recurrent rhe-
torical device for suffragists was to charge
that women were wrongly categorized with
those legitimately excluded from political
life. A popular theme in both British and
American suffrage posters was to depict
a thoughtful-looking woman, perhaps
wearing the gown of a college graduate,
surrounded by slope-browed, wild-eyed,
or “degenerate” men identified implic-
itly or explicitly as “idiots” and “lunatics.”
The caption might read, “Women and her
Political Peers,” or, “It’s time I got out of this
place. Where shall I find the key?” Echo-
ing this theme, suffrage supporter George
William Curtis rhetorically asked a New
York constitutional convention in 1867
why women should be classed with “idiots,
lunatics, persons under guardianship and
felons,” and at the national Woman Suf-
frage Convention in 1869, Elizabeth Cady
Stanton protested that women were “thrust
outside the pale of political consideration
with minors, paupers, lunatics, traitors,
[and] idiots.”*®

These challenges directly confronted the

euphemisms used by the anti-suffragists,
whose attributions of mental and psycho-
logical inferiority to women were couched
in less direct language. Antisuffragists were
wont to counter that it was “a noble sort of
disfranchisement” that women enjoyed,
“something wholly different from the dis-
franchisement of the pauper, the crimi-
nal, the insane. ... These are set aside as
persons not human; women are absolved
as constituting a higher class. There is a
very real distinction between being placed
among the beasts, and being placed among
the ‘ministering angels.””® The suffragist
answer to these sentimental claims made
clear that the antisuffrage argument was
rooted in the attribution of disability.
Suffragists did on occasion take issue
with the argument that rights rested on
capacity. Lucretia Mott, speaking at Sen-
eca Falls, conceded that “woman’s intel-
lect may be feeble, because she had been
so long crushed; but is that any reason why
she should be deprived of her equal rights?
Does one man have fewer rights than
another because his intellect is inferior? If
not, why should woman?” But she imme-
diately undercut the point by avowing,
“Let woman arise and demand her rights,
and in a few years we shall see a different
mental development.” Charlotte Perkins
Gilman was the most prominent of those
who argued that women’s capacities had
been stunted over time by restricted activ-
ity, which had come to represent a genetic
inheritance that could be undone only by
access to an unfettered social and political
life. Matilda Gage similarly suggested that
“obedience to outside authority to which
woman has everywhere been trained, has
not only dwarfed her capacity, but made
heraretarding force in civilization.”?” These
arguments were an implicit acknowledg-
ment that capacity was indeed relevant to
the question of rights. They are also exam-
ples of the third variant on the suffrage
disability argument, that women were
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disabled by exclusion from political equal-
ity. This argument answered the antisuf-
frage accusation that women were inher-
ently and unchangeably disabled with the
claim that, given equal rights, they would
attain equality in capacity. Like the antisuf-
frage position, it was a powerful argument
precisely because of the cultural power of
disability to discredit.

Ethnicity also has been defined by dis-
ability. One of the fundamental impera-
tives in the initial formation of Ameri-
can immigration policy at the end of the
nineteenth century was the exclusion of
disabled people. Beyond the targeting of
disabled people, the concept of disability
was instrumental in crafting the image of
the undesirable immigrant. The first major
federal immigration law, the Act of 1882,
prohibited entry to any “lunatic, idiot, or
any person unable to take care of him-
self or herself without becoming a public
charge.” Those placed in the categories
“lunatic” and “idiot” were automatically
excluded. The “public charge” provision
was intended to encompass people with
disabilities more generally and was left to
the examining officer’s discretion. The cri-
teria for excluding disabled people were
steadily tightened as the eugenics move-
ment and popular fears about the decline
ofthe national stock gathered strength. The
Act of 1891 replaced the phrase “unable
to take care of himself or herself without
becoming a public charge,” with “likely
to become a public charge.” The 1907 law
then denied entry to anyone judged “men-
tally or physically defective, such mental or
physical defect being of a nature which may
affect the ability of such alien to earn a liv-
ing.” These changes considerably lowered
the threshold for exclusion and expanded
the latitude of immigration officials to deny
entry.?®

The category of persons automatically
excluded was also steadily expanded. In
1903, people with epilepsy were added

and, in addition to those judged insane,
“persons who have been insane within five
years previous [or] who have had two or
more attacks of insanity at any time pre-
viously.” This was reduced to one “attack”
in the 1917 law; the classification of “con-
stitutional psychopathic inferiority” was
also added, which inspection regulations
described as including “various unstable
individuals on the border line between
sanity and insanity ... and persons with
abnormal sex instincts.”? This was the
regulation under which, until recently,
gays and lesbians were excluded. One of
the significant factors in lifting this ban,
along with other forms of discrimination
against gays and lesbians, was the decision
by the American Psychiatric Association in
1973 to remove homosexuality from its list
of mental illnesses. That is, once gays and
lesbians were declared not to be disabled,
discrimination became less justifiable.

Legislation in 1907 added “imbeciles”
and “feeble-minded persons” to the list,
in addition to “idiots,” and regulations for
inspectors directed them to exclude per-
sons with “any mental abnormality what-
ever . ..which justifies the statement that
the alien is mentally defective.” These
changes encompassed a much larger num-
ber of people and again granted officials
considerably more discretion to judge the
fitness of immigrants for American life.
Fiorello H. LaGuardia, who worked his way
through law school as an interpreter at
Ellis Island, later wrote that “over fifty per-
cent of the deportations for alleged men-
tal disease were unjustified,” based as they
often were on “ignorance on the part of the
immigrants or the doctors and the inability
of the doctors to understand the particular
immigrant’s norm, or standard.”°

The detection of physical disabili-
ties was a major aspect of the immigra-
tion inspector’s work. The Regulations for
the medical inspection of immigrants in
1917 included a long list of diseases and
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disabilities that could be cause for exclu-
sion, among them arthritis, asthma, bun-
ions, deafness, deformities, flat feet, heart
disease, hernia, hysteria, poor eyesight,
poor physical development, spinal cur-
vature, vascular disease of the heart, and
varicose veins. A visiting physician in 1893,
when admission standards were still rela-
tively liberal, described the initial inspec-
tion: “If a man has a hand done up, or any
physical injuryin anyway . . ., orifa person
has but one leg or one arm, or one eye, or
there is any physical or mental defect, if
the person seems unsteady and in any way
physically incapacitated to earn his liveli-
hood, he is passed to one side to be exam-
ined later.”®! An immigration official later
recalled a young Italian couple who would
have been deported (the man had a “game
leg” that required use of a crutch) had not a
wealthy philanthropist visiting Ellis Island
taken an interest in the couple and inter-
vened, guaranteeing that they would not
become a public charge.*

In short, the exclusion of disabled people
was central to the laws and the work of the
immigration service. As the Commissioner
General of Immigration reported in 1907,
“The exclusion from this country of the
morally, mentally, and physically deficient
is the principal object to be accomplished
by the immigration laws.” Once the laws
and procedures limiting the entry of dis-
abled people were firmly established and
functioning well, attention turned to limit-
ing the entry of undesirable ethnic groups.
Discussion on this topic often began by
pointing to the general public agreement
that the laws excluding disabled people
had been a positive, if insufficient, step. In
1896, for example, Francis Walker noted
in the Atlantic Monthly that the necessity
of “straining out” immigrants who were
“deaf, dumb, blind, idiotic, insane, pauper,
or criminal” was “now conceded by men of
all shades of opinion”; indeed there was a
widespread “resentment at the attempt of

such persons to impose themselves upon
us.” As one restrictionist wrote, the need to
exclude the disabled was “self evident.”*

For the more controversial business of
defining and excluding undesirable eth-
nic groups, however, restrictionists found
the concept of disability to be a powerful
tool. That is, while people with disabili-
ties constituted a distinct category of per-
sons unwelcome in the United States, the
charge that certain ethnic groups were
mentally and physically deficient was
instrumental in arguing for their exclusion.
The belief that discriminating on the basis
of disability was justifiable in turn helped
justify the creation of immigration quotas
based on ethnic origin. The 1924 Immigra-
tion Act instituted a national quota system
that severely limited the numbers of immi-
grants from southern and eastern Europe,
but long before that, disabilities stood in
for nationality. Superintendents of institu-
tions, philanthropists,immigration reform-
ers, and politicians had been warning for
decades before 1924 that immigrants were
disproportionately prone to be mentally
defective—up to half the immigrants from
southern and eastern Europe were feeble-
minded, according to expert opinion.*
Rhetoric about “the slow-witted Slav,” the
“neurotic condition of our Jewish immi-
grants,” and, in general, the “degenerate
and psychopathic types, which are so con-
spicuous and numerous among the immi-
grants,” was pervasive in the debate over
restriction.* The laws forbidding entry to
the feebleminded were motivated in part
by the desire to limit immigration from
inferior nations, and conversely, it was
assumed that the 1924 act would reduce
the number of feebleminded immigrants.
The issues of ethnicity and disability were
so intertwined in the immigration debate
as to be inseparable.

Arguments for immigration restriction
often emphasized the inferior appearance
of immigrants, and here also ethnicity and
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disability overlapped and intertwined. Dis-
ability scholarshave emphasized the uncer-
tain and shifting line between an impair-
ment of appearance and one of function.
Martin Pernick, for example, has described
the importance of aesthetics in eugenics
literature—how fitness was equated with
beauty and disability with ugliness. Len-
nard Davis has maintained that disability
presents itself “through two main modali-
ties—function and appearance.” Restric-
tionists often emphasized the impaired
appearance of immigrants. An Ellis Island
inspector claimed that “no one can stand at
Ellis Island and see the physical and mental
wrecks who are stopped there . .. without
becoming a firm believer in restriction.”¢
A proponent of restriction avowed, “To the
practised eye, the physiognomy of certain
groups unmistakably proclaims inferiority
of type.” When he observed immigrants, he
saw that “in every face there was something
wrong. ... There were so many sugar-loaf
heads, moon-faces, slit mouths, lantern-
jaws, and goose-bill noses that one might
imagine a malicious jinn had amused
himself by casting human beings in a set
of skew-molds discarded by the Creator.”
Most new immigrants were physically
inadequate in some way: “South Europe-
ans run to low stature. A gang of Italian
navvies filing along the street present, by
their dwarfishness, a curious contrast to
other people. The Portuguese, the Greeks,
and the Syrians are, from our point of view,
undersized. The Hebrew immigrants are
very poor in physique ... the polar oppo-
site of our pioneer breed.”*”

The initial screening of immigrants was
mostly a matter of detecting visible abnor-
mality. Inspectors, who prided themselves
on their ability to make a “snapshot diag-
nosis,” had only a few seconds to detect
the signs of disability or disease as immi-
grants streamed past them in single file.
Inspection regulations specified that “each
individual should be seen first at rest and

then in motion,” in order to detect “irregu-
larities in movement” and “abnormalities
of any description.” If possible, inspectors
watched immigrants as they carried their
luggage up stairs to see if “the exertion
would reveal deformities and defective
posture.”® As one inspector wrote, “It is no
more difficult to detect poorly built, defec-
tive or broken down human beings than to
recognize a cheap or defective automobile.
... The wise man who really wants to find
out all he can about an automobile or an
immigrant, will want to see both in action,
performing as well as at rest.”*

For most immigrants, a normal appear-
ance meant a quick, uneventful passage
through the immigration station. An abnor-
mal appearance, however, meant a chalked
letter on the back: “L forlameness, K for her-
nia, G for goiter, X for mental illness,” and
so on.”” Once chalked, a closer inspection
was required. The inspection then would
be general, not confined to the abnormal-
ity that set them apart, which meant that
visibly disabled people—as well as those
whose ethnic appearance was abnormal to
the inspectors—were more likely to be set
apart for close examination and therefore
were also more likely to have other prob-
lems discovered and to be excluded.

Aesthetic and eugenic considerations
were at least as important as concerns
about the functional limitations of dis-
abled immigrants. For example, on June 30,
1922, Israel Raskin was refused entry to the
United States as “physically defective and
likely to become a public charge.” The diag-
nosis on the medical certificate was “lack
of sexual development which may affect
his ability to earn a living.” The United
States Surgeon General explained that the
diagnosis warranted exclusion because
“these persons present bad economic risks
...due to the fact that their abnormality
soon becomes known to their associates
who make them the butt of coarse jokes to
their own despair, and to the impairment
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of the work in hand.” Since this was “recog-
nized pretty generally among employers, it
is difficult for these unfortunates to get or
retain jobs, their facial and bodily appear-
ance, at least in adult life, furnishing a pat-
ent advertisement of their condition.”*!

Medical exclusions on the basis of “poor
physique” and “lack of physical develop-
ment” began to appear around the turn
of the century. The immigration service
defined it as covering individuals “who
have frail frame, flat chest, and are gener-
ally deficient in muscular development,”
or those who are “undersized—mark-
edly of short stature—dwarf.”** In part,
this diagnosis represented a judgment of
employability, and in part it was a eugenic
judgment. Both concerns were expressed
in a letter from the Bureau of Immigration,
which explained that “a certificate of this
nature implies that the alien concerned is
afflicted with a body but illy adapted . . . to
the work necessary to earn his bread.” The
diagnosis further indicated that the immi-
grant was “undersized, poorly developed
[and] physically degenerate, and as such,
not only unlikely to become a desirable
citizen, but also very likely to transmit
his undesirable qualities to his offspring,
should he unfortunately for the country in
which he is domiciled, have any.”*

As one medical officer explained it, the
“immigrant of poor physique is not able to
perform rough labor, and even if he were
able, employers of labor would not hire
him.”** The belief that an immigrant with
a disability was unfit to work was justifi-
cation for exclusion; but the belief that an
immigrant was likely to encounter discrim-
ination because of a disability was equally
justification for exclusion. The disability
that justified exclusion in these cases was
largely or entirely a matter of an abnormal
appearance that might invite employment
discrimination.

The laws excluding disabled immigrants
could be used by inspectors to target par-

ticular ethnic groups. The Hebrew Shelter-
ing and Immigrane Aid Society in New York
expressed concern in 1909 that the “lack
of physical development” diagnosis was
“constantly increasing” and being applied
to Jewish immigrants disproportionately.
An investigation by the Jewish Immigrants’
Information Bureau in 1910 discovered
that an inspector in Galveston was using
the diagnosis to discriminate against Jew-
ish immigrants. Nationality and disability
might be implicitly linked in anti-immi-
gration rhetoric, as when William Green,
president of the American Federation of
Labor, argued that quotas were “necessary
to the preservation of our national charac-
teristics and to our physical and our men-
tal health.”* They also were explicitly con-
nected, as when a New York Supreme Court
justice worried that the new immigrants
were “adding to that appalling number of
our inhabitants who handicap us by reason
of their mental and physical disabilities.”*

Historians have scrutinized the attri-
bution of mental and physical inferiority
based on race and ethnicity, but only to
condemn the slander. With their attention
confined to ethnic stereotypes, they have
largely ignored what the attribution of dis-
ability might also tell us about attitudes
toward disabled people. Racial and eth-
nic prejudice is exposed while prejudice
against people with disabilities is passed
over as insignificant and understandable.
As a prominent advocate of restriction
wrote in 1930, “The necessity of the exclu-
sion of the crippled, the blind, those who
are likely to become public charges, and, of
course, those with a criminal record is self
evident.”*” The necessity has been treated
as self-evident by historians as well, so
much so that even the possibility of dis-
crimination against people with disabili-
ties in immigration law has gone unrec-
ognized. In historical accounts, disability
is present but rendered invisible or insig-
nificant. While it is certain that immigra-
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tion restriction rests in good part on a fear
of “strangers in the land,” in John Higham’s
phrase, American immigration restriction
at the turn of the century was also clearly
fueled by a fear of defectives in the land.
Still today, women and other groups who
face discrimination on the basis of identity
respond angrily to accusations that they
might be characterized by physical, men-
tal, or emotional disabilities. Rather than
challenging the basic assumptions behind
the hierarchy, they instead work to remove
themselves from the negatively marked
categories—that is, to disassociate them-
selves from those people who “really are”
disabled—knowing that such categoriza-
tion invites discrimination. For example, a
recent proposal in Louisiana to permit preg-
nant women to use parking spaces reserved
for people with mobility impairments was
opposed by women’s organizations. Alobby-
ist for the Women’s Health Foundation said,
“We've spent a long time trying to dispel the
myth that pregnancy is a disability, for obvi-
ous reasons of discrimination.” She added,
“I have no problem with it being a courtesy;,
but not when a legislative mandate provides
for pregnancy in the same way as for dis-
abled persons.”® To be associated with dis-
abled people or with the accommodations
accorded disabled people is stigmatizing.
Even disabled people have used this
strategy to try to deflect discrimination.
Rosemarie Garland Thomson notes that
“disabled people also often avoid and ste-
reotype one another in attempting to nor-
malize their own social identities.” Deaf
people throughout the twentieth century
have rejected the label of disability, know-
ing its dangers; and the tendency of those
with less-stigmatized disabilities to dis-
tance themselves from those with more
highly stigmatized disabilities is a common
phenomenon. In 1918, the associate direc-
tor of what was known as the “Cleveland
Cripple Survey” reported that some of those
surveyed “were amazed that they should be

considered cripples, even though they were
without an arm or leg, or perhaps seriously
crippled as a result of infantile paralysis.
They had never considered themselves
handicapped in any way.”*

This common strategy for attaining
equal rights, which seeks to distance one’s
own group from imputations of disability
and therefore tacitly accepts the idea that
disability is a legitimate reason for inequal-
ity, is perhaps one of the factors responsi-
ble for making discrimination against peo-
ple with disabilities so persistent and the
struggle for disability rights so difficult. As
Harlan Hahn has noted, “Unlike other dis-
advantaged groups, citizens with disabili-
ties have not yet fully succeeded in refuting
the presumption that their subordinate sta-
tus can be ascribed to an innate biological
inferiority.”* If Hahn is perhaps too opti-
mistic about the extent to which women
and minority groups have managed to do
away with such presumptions, neverthe-
less it is true that such views are no longer
an accepted part of public discourse. Yet
the same views regarding disability are still
espoused widely and openly.

Disability is everywhere in history, once
you begin looking for it, but conspicuously
absent in the histories we write. When his-
torians do take note of disability, they usu-
ally treat it merely as personal tragedy or
an insult to be deplored and a label to be
denied, rather than as a cultural construct
to be questioned and explored. Those of us
who specialize in the history of disability,
like the early historians of other minority
groups, have concentrated on writing his-
tories of disabled people and the institu-
tions and laws associated with disability.
This is necessary and exciting work. It is
through this work that we are building the
casethatdisabilityis culturally constructed
rather than natural and timeless—that dis-
abled people have a history, and a history
worth studying. Disability, however, more
than an identity, is a fundamental element



DISABILITY AND THE JUSTIFICATION OF INEQUALITY IN AMERICAN HISTORY |

in cultural signification and indispensable
for any historian seeking to make sense
of the past. It may well be that all social
hierarchies have drawn on culturally con-
structed and socially sanctioned notions
of disability. If this is so, then there is much
work to do. It is time to bring disability
from the margins to the center of historical
inquiry.
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CHAPTER 3

“Heaven’s Special Child”: The Making of
Poster Children

Paul Longmore

Tiny Tim was a little “crippled” boy whose
sweetness and courage and pathetic plight
melted the heart of miserly Ebenezer
Scrooge. Scrooge’s charity toward Tim
secured his own redemption. Dickens’s
A Christmas Carol was a Yuletide staple.
Between 1901 and 2009, the entertainment
industry produced fifty-six live-action and
fifteen animated movie and television ver-
sions. Many were available on video and
were rerun on TV each December.' Book
retailers sold illustrated volumes as a holi-
daygift.2 And each December itseemed that
every theater in the U.S. staged the story as
a play.® Americans saw a lot of Tim.

But Tiny Tim was more than a char-
acter in Dickens’s tale. He was a ubiqui-
tous cultural figure. The annual return
of A Christmas Carol did not exhaust his
appearances or significance. He arrived
not just seasonally but almost year-round.
Or rather, not Tim himself, but the Tiny
Tim image was made into a constant and
powerful cultural symbol, especially on
telethons. Its main purveyors were the dis-
ability charities. Within both the charity
tradition and the operation of the medical
model, that persona helped to shape the
identities of millions of people with dis-
abilities. Disability rights advocates chal-
lenged the ideology behind that imposed
identity.

Telethons in effect reenacted a ver-
sion of A Christmas Carol. The hosts and
audiences were huge Cratchit clans, with
disabled children—and adults—playing
Tiny Tim. Jerry Lewis on the MDA pag-
eant, Dennis James in the UCP spectacle,
Pat Boone on the Easter Seals rite, and the
other hosts, male and female, conflated the
roles of the Christmas Ghosts and Bob and
Mrs. Cratchit. They were moral preceptors
to potential donors, instructing them in
their duty to look after Tiny Tim’s siblings.
At the same time, the hosts and the givers
were the Cratchits gathered around the
sweet pathetic children. Viewers at risk of
becoming Scrooges peered through their
TV screens and learned that they could join
the family by opening their hearts to the
afflicted Tims. By looking after the “most
weak,” they could buy a place at the tel-
ethon hearth.

Telethon Tiny Tims were not just Jer-
ry’s kids. They belonged to anyone who
phoned in a pledge to any of the telethons.
Some Easter Seals posters declared “He’s
yours too.” Easter Seals local hosts touted
“Adopt-a-Child.” Aswith charities for Third
World children, sponsors supported a par-
ticular youngster, who would write them a
personal thank-you.* On some Easter Seals
telecasts, Pat Boone spoke for those chil-
dren in song:
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I am your child.
Wherever you go,
You take me too.
Whatever I'll know,
I'll learn from you.
Whatever I do,

You'll teach me to do.
Iam your child. . ..
You are my hope.
You are my chance.
And I am your child.’

“Believe me,” declared UCP’s Dennis
James, “we’re all taking care of heaven’s
special child.”®

Through much of Western history, disa-
bled and sick children were central to the
practice of charity. In early modern Britain,
children’s hospitals drew more support
than those treating adults with venereal
disease. Though the latter were desperately
needed, philanthropists feared they would
be seen as supporting vice and debauchery.
Beneficence to children instead associated
them with innocent suffering. In any era,
donation typically went to institutions that
promised the greatest public approbation.
That was one reason children were always
popular as objects of charity. Older people
were much less likely to receive such relief
and remained desperately in need until
the establishment of state pensions in the
twentieth century.”

The eighteenth-century English art-
ist William Hogarth may have pioneered
images of children as a charity fundraising
tool. A governor of London’s first foundling
hospital, established in 1737, he designed
both “a distinctive uniform” for the infant
inmates and “an affecting coat-of-arms”
for the institution. The latter displayed “a
new-born child flanked by the figures of
Nature and Britannia, with the plaintive
motto ‘Help!”” He and other artists exhib-
ited their paintings at the hospital, invit-
ing wealthy patrons to buy them. This
advanced Hogarth’s aim to make British
art competitive with Continental art in the

British marketplace. It also anticipated
twentieth-century fundraising that linked
charity with commerce and patriotism.?

In 1930s America, the National Society
for Crippled Children and Adults and the
polio crusade invented child-based meth-
ods that became standard in disability-
related soliciting. As the Society (founded
in 1919) launched its 1934 drive, finance
chair Paul King asked Cleveland Plain
Dealer cartoonist J. H. Donahey to design
a stamp supporters could purchase for a
penny and place on envelopes and letters.
That first Easter Seal pictured a boy wear-
ing leg braces and leaning on crutches, his
head bent sadly. Behind him was a white
cross and—reminiscent of Hogarth’s coat-
of-arms—the words “Help Crippled Chil-
dren.” The design expressed clients’ alleged
plea “simply for the right to live a normal
life.” The huge public response eventu-
ally prompted the organization to rename
itself the National Easter Seal Society. In
1952, it made the lily part of its logo. The
flower explicitly represented spring, while
implicitly referring to the season’s religious
holiday and the charity’s “quasi-religious
tenor.” The Society also held annual con-
tests in each state to select children as the
public faces of its affiliates’ fundraising.®

Meanwhile, the polio campaign crafted
its own child-centered strategy. As early
as 1932, the Warm Springs Foundation
enlisted illustrator Howard Chandler
Christy—famous for his World War I Uncle
Sam “I-Want-You” recruiting poster—to
design a poster featuring a disabled child.
He also drew program covers for the Presi-
dent’s Birthday Balls. Unlike later images,
these drawings did not make the children’s
disabilities visible.! But as time went on,
the drive began to stress those physical dif-
ferences. In 1934, exhorting his audience
to support the Birthday Balls, nicknamed
“Paralysis Dances,” syndicated column-
ist and radio personality Walter Winchell
invoked the image of a paralyzed child. “If
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you buy a ticket to dance,” he said, “then
some little child who can’t even walk may
be able to dance some day.” Polio publi-
cists blazoned the slogan “Dance so that
a child may walk.” They filled the nation’s
newspapers with studies in physical con-
trast, photos of nondisabled adult dancers
alongside pictures of children crippled by
polio.!

In 1937, strategists at the new National
Foundation for Infantile Paralysis “shifted
the main appeal” from paying tribute to
FDR as a victor over polio to “unashamed
exploitation of the pathetic appeals of
crippled children.” NFIP’s March of
Dimes hammered at the radical difference
between crippled children and normalkids.
Its first drive in 1938 featured nondisabled
children wearing buttons that proclaimed,
“I'mglad I'mwell.”'?In 1946, it begat its first
poster child.’® And its ominous film “The
Crippler” blended sentimentality and pity
with terror, fear, and hope. “A figure lean-
ing on a crutch—sinister in its invisibility—
stalks the land like deathiitself. . .. ‘And I'm
especially fond of children,’ the voice-over
intones with fiendish glee. .. .”!*

The strategies contrived in the 1930s
persisted over the next seven decades. Dis-
ability charities drew on the cult of sen-
timentalism’s traditional tropes as they
focused public attention on the icon of the
innocent helpless child."> The agencies also
used adults to illustrate their services, but
the grown-ups got nowhere near the pub-
licity beamed at the kids. Poster children
were, by design, the most visible symbols
of fundraising. At the back of their stages,
the UCP, MDA, and Easter Seals telethons
displayed photos of children. Easter Seals’
1994 opening scrolled images from past
programs; nine out of ten showed chil-
dren. Later, there was a montage of forty-
eight years of poster children but no retro-
spective of adult representatives. Besides
“national” children, Easter Seals and MDA
exhibited state and local poster kids. UCP

had only local poster children, but its
national telecasts were filled with images
of youngsters.'® Even the Arthritis Telethon
used children to elicit alms. Of the thirty-
seven million Americans with connective-
tissue diseases, 200,000 were kids or teens
with juvenile rheumatoid arthritis. Still,
the telethon showcased a disproportionate
number of children."”

At a 1986 workshop on the how-to’s
of telethon success, Easter Seals officials
told local chapter executives: “Children
raise more money than adults.” Young-
sters were effective fundraising tools, they
explained, because the public sympathized
with images of “the most weak.” They also
reported that girls pulled in larger amounts
than boys.’® Of the forty-eight national
poster children chosen between 1947 and
1994, two out of three were girls. For MDA,
the gender pattern seemed the reverse,
with boys—in particular, boys with Duch-
enne Muscular Dystrophy—attracting
more money.

Easter Seals’ strategists also said that
White kids drew more donations than chil-
dren of color, though more nonwhite chil-
dren would appear by the later decades of
the twentieth century. The ethnic ratios on
all telethons reflected that strategic judg-
ment, even though disability prevalence
rates were higher in minority communi-
ties.’? Among those forty-eight Easter Seals
poster children, just one—a girl—was Afri-
can-American, while another girl was born
in India. The selections reflected historic
patterns of discrimination in health care.
Duringthe 1930s and 1940s, African-Ameri-
can communityleaders criticized the Warm
Springs Foundation and the National Foun-
dation for Infantile Paralysis for neglect-
ing black polio patients and then treating
them in segregated facilities. Following
World War II, in response to the civil rights
movement and Cold War race politics, the
NFIP slowly began to fund integrated train-
ing programs and medical rehabilitation
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facilities. Concurrently, beginning in
1947 a few African-American children
were selected as poster children for local,
regional, and national campaigns.?® Begin-
ning in the 1990s, perhaps because of the
growth of the middle class in minority com-
munities as well as the impact of civil rights
movements, more disabled people of color,
adults as well as children, were featured
on telethons. For example, those African
American and Indian girls were Easter Seal
National Child Representatives in the early
1990s, and in 1996 and 1997, MDA chose a
Latino lad and an African-American young-
ster as National Ambassadors.?!

Given poster children’s important func-
tion, their selection became an art. Fash-
ions changed in the charity business, noted
the Los Angeles Times in 1986, but choos-
ing child spokespersons remained highly
competitive. It had “earmarks of a beauty
pageant: stage mothers trying to boost
their youngsters to fame and fortune, chil-
dren trying too hard to impress, and local
Easter Seals officials going to great lengths
to promote their nominees.” One chapter
“arranged for [national communications
director Sandi Gordon] Perkins to be flown
in on a sponsor’s corporate airplane, gave
her a party featuring California wine—and
followed up with an angry letter when the
chapter’s candidate was not selected.”
Local leaders promoted their favorites as
embodying sentimental stereotypes. Of
one finalist, a functionary wrote: “His clear,
sweet, high-pitched voice. . . . together with
his angelic face, breaks hearts.” Another
declared that a girl had “a special magnet-
ism that will draw you near and steal your
heart.”?

Each charity chose youngsters who
embodied its particular message. MDA and
Arthritis kids were heart-tuggingly depend-
ent; Easter Seals and UCP children were
plucky overcomers. But all poster children
had this much in common: picked for
“practical marketing reasons,” they must

be congenial and presentable. They must
be attractive, telegenic. “The national child
doesn’t have to be gorgeous,” said Easter
Seals’ Perkins, “as long as they look OK.”
Poster kids must not look too different.
According to the MDA telethon’s producer,
Jerry Lewis “prefer(red] his poster child to
be ambulatory. He says he doesn’t want
to bend over a wheelchair to raise a buck.”
But in fact, Lewis was often shown bending
over his “kids” seated on wheelchairs. It
was a tricky balance: they had to appear
helpless but they mustn’t be too disabled.?

These considerations were crucial
because poster children did far more than
appear on the telethons. The charities dis-
played Tiny Tim’s siblings year-round. A
blizzard of poster-kid pictures blanketed
the nation. Their images looked out from
drugstore and supermarket displays tied to
Easter Seals and MDA promotions. Their
photoswerefixedon MDA and UCP “banks”
beside restaurant and grocery-store cash
registers. Newspapers and magazines fea-
tured stories about them. They went to
charity fundraisers: “bowl-a-thons,” golf
tournaments, and dinners honoring local
business leaders. They posed with sports
heroes and Hollywood celebrities. Over
the song “You've Got to Have Friends,”
the Easter Seals Telethon screened a photo
montage of national poster children with
movie and TV stars.

Poster kids were “seen and listened to
by millions of Americans,” noted the Los
Angeles Times. Just halfway through his
“reign,” the 1986 National Easter Seals
Child had flown tens of thousands of miles,
everywhere from Washington, DC to Las
Vegas to Puerto Rico. He had addressed
conventions of everyone from realtors to
truck drivers. And his image had appeared
“on everything from Easter Seals’ seals to
Crayola crayons posters to Safeway delivery
trucks.” His image had been reproduced
“roughly 70 million times.” And he still had
six months to go as a poster child.®
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Especially important, these dependent
children were introduced to the execu-
tives whose corporations were the chari-
ties’ most prominent supporters. A review
of hundreds of hours of telethons found a
few segments featuring executives visiting
therapy centers that served adults and just
one that showed them meeting an adult
with a disability in a business setting. Tel-
ethons did not present executives or their
employees encountering disabled adults
in situations that portrayed them as col-
leagues or even potential co-workers. But
they met lots of children.

Poster children also had their pictures
taken with elected officials—state gover-
nors and legislators, members of Congress,
even the President of the United States.*
From Harry S. Truman to William Jeffer-
son Clinton, presidents annually met the
national poster children of several dis-
ability charities. A photo of MDA’s 1993
national child with Clinton ran in 3,900
newspapers.”” In 1995, First Lady Hillary
Rodham Clinton appeared on the UCP Tel-
ethon with a four year-old girl, a UCP cli-
ent, to urge viewers to support that charity.
In 1992, Easter Seals aired a medley of pho-
tos of its national children meeting every
President from George H. W. Bush all the
way back to Truman while viewers heard
the song “Stand By Me.”?

“The poster child is our major ambas-
sador to the public,” explained a March
of Dimes spokeswoman.? That icon influ-
enced business executives’ attitudes about
the millions of adults they might have seen
as customers, employees, or colleagues,
instead of recipients of their charity. It
instructed lawmakers as they formulated
policies that affected disabled citizens. It
defined who Americans with disabilities
really were and what they really needed.
Reinforcing the medical model, char-
ity images portrayed them as dependent
objects of beneficence whose most impor-
tant needs were medical. In late twentieth-

century America, the Tiny Tim persona was
central to framing the cultural, social, and
political meaning of disability. The chari-
ties depicted the representative disabled
person as a vulnerable child, one of “the
most weak.”

NOTES

1. The names of many of the actors who played
Scrooge are included with each entry. Live-
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A Christmas Carol (1901); A Christmas Carol
(Essanay, 1908); A Christmas Carol (Edison,
1910), Mark McDermott; A Christmas Carol
(1912); A Christmas Carol (dir. Leedham Bantock,
Zenith Film Company, 1913), Seymour Hicks; A
Christmas Carol (dir. Harold M. Shaw, Fenning
London Film Company, 1914), Charles Rock;
The Right to Be Happy aka A Christmas Carol
(dir. Rupert Julian, Universal, 1916); Scrooge
(dir. George Wynn, 1922), H. V. Esmond; Tense
Moments with Great Authors: “#7 Scrooge” (dir.
H. B. Parkinson, W. Courtney Rowden, 1922),
H. V. Esmond; Scrooge (dir. Edwin Greenwood,
1923), Russell Thorndike; Scrooge (dir. Hugh
Croise, 1928), Bransby Williams; Scrooge (dir.
Henry Edwards, Julius Hagen-Twickenham,
1935), Seymour Hicks; A Christmas Carol (dir.
Edwin L. Marin, MGM, 1938), Reginald Owen;
A Christmas Carol (dir. George Lowther, 1943),
William Podmore, this version was 60 minutes
and, at the time, was the longest U.S. TV program
yet broadcast; A Christmas Carol (dir. James
Caddigan, 1947), John Carradine; The Philco
Television Playhouse: “A Christmas Carol” (dir.
Fred Coe, 1948), Dennis King; The Christmas
Carol (dir. Arthur Pierson, 1949), was a U.S.
TV film narrated by Vincent Price with Taylor
Holmes as Scrooge; A Christmas Carol (British
TV, 1950), Bransby Williams; Fireside Theatre: “A
Christmas Carol” (dir. Gordon Duff, 1951), Ralph
Richardson; Scrooge, aka A Christmas Carol
(dir. Brian Desmond Hurst, Showcorporation/
George Minter/Renown, 1951), Alistair Sim; Kraft
Television Theatre: “A Christmas Carol” (1952),
Malcolm Keen; Shower of Stars: “A Christmas
Carol” (dir. Ralph Levy, 1954), Fredric March;
The Alcoa Hour: “The Stingiest Man in Town”
(dir. Daniel Petrie, 1955), Basil Rathbone; Story
of the Christmas Carol (dir. David Barnheizer,
1955), Norman Gottschalk; General Electric
Theater: “The Trail to Christmas” (dir. James
Stewart, 1957), a cowboy tells a boy the Dickens
tale with John MclIntire as Scrooge; Tales from
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Dickens: A Dickens Christmas: “A Christmas
Carol” (dir. Neil McGuire, 1958), TV series
hosted by Fredric March with Basil Rathbone
as Scrooge; Mr. Scrooge (dir. Bob Jarvis, 1964),
Cyril Ritchard; Carry on Christmas (dir. Ronnie
Baxter, 1969), comedy with Sid James; Scrooge
(dir. Ronald Neame, Cinema Center, 1970),
musical version with Albert Finney; A Christmas
Carol (dir. Richard Williams, 1971), British TV
movie with Alistair Sim; A Christmas Carol (dir.
Moira Armstrong, BBC, 1976), Michael Hordern;
Scrooge (dir. John Blanchard, Canadian TV
movie, 1978); An American Christmas Carol
(Scherick-Chase-Slan/Scrooge Productions/
Smith-Hemion, 1979), Henry Winkler as a New
England “Scrooge” during the Great Depression,
who is redeemed by helping the family of a boy
(Chris Crabb) who needs rehabilitation from
polio; A Christmas Carol at Ford’s Theatre (1979);
Skinflint: A Country Christmas Carol (1979), a
country music version with Hoyt Axton as Cyrus
Flint; A Christmas Carol (dir. Laird Williamson,
1981), William Paterson, a US TV movie; The
Guthrie Theatre Presents a Christmas Carol
(The Entertainment Channel, 1982), film of
stage production, narrated by John Gielgud; The
Gospel According to Scrooge (dir. Mark S. Vegh,
1983); A Christmas Carol (dir. Clive Donner, CBS,
1984), George C. Scott; A Christmas Carol (1994),
U.S. ballet; Ebbie (dir. George Kazcender, Victor
Television  Productions/Maverick Crescent
Entertainment Limited, 1994), Susan Lucci as a
hard-driving department store owner Elizabeth
“Ebbie” Scrooge, whose widowed assistant
Roberta Cratchit has a son named Timmy
who needs medical treatment; Ebbie decides
to provide adequate health insurance for all
her employees; John Grin’s Christmas (1986),
features an African-American Scrooge, Robert
Guillaume, and no Tiny Tim, but does feature a
generous and insightful blind woman; Scrooged
(dir. Richard Donner, 1988), Bill Murray as a
heartless executive producing a telecast of A
Christmas Carol with Buddy Hackett as Scrooge;
Bah! Humbug!: The Story of Charles Dickens’ “A
Christmas Carol” (dir. Derek Bailey, PBS, 1994),
areading by actors James Earl Jones and Martin
Sheen; Ebenezer (dir. Ken Jubenvill, 1997), a
Wild West version with Jack Palance as a ruthless
cattle baron; Ms Scrooge (Wilshire Court/
Power Pictures, 1997), Cicely Tyson as Ebenita
Scrooge who, like “Ebbie,” decides to pay for
medical treatment for Tim (who this time has a
slow-growing congenital tumor in his leg) and
health insurance for her employees; A Christmas
Carol (dir. David Hugh Jones, Flying Freehold,

1999), Patrick Stewart; A Christmas Carol (dir.
Catherine Morshead, 2000), British TV movie,
Ross Kemp as Eddie Scrooge; A Diva’s Christmas
Carol (dir. Richard Shankman, 2000), a TV
movie made for VH1 with Vanessa L. Williams
as pop singing star Ebony Scrooge; Scrooge and
Marley (dir. Fred Holmes, 2001), an evangelical
Christian version with Dean Jones; A Carol
Christmas (dir. Matthew Imas, Hallmark, 2003),
Tori Spelling as Carol Cartman, a selfish TV talk
show host; A Christmas Carol: The Musical (dir.
Arthur Alan Seidelman, 2004), Kelsey Grammer;
A Carol of Christmas (dir. Roland Black, 2005);
Chasing Christmas (dir. Ron Oliver, 2005), a
time-traveling version with Tom Arnold as a
Scrooge-like single dad; The Carol Project (dir.
Tim Folkmann, 2006), musical; The Nutcracker:
A Christmas Story (2007), a ballet combining
the E.T.A. Hoffman story with the Dickens
tale. Animated productions: Mister Magoo’s
Christmas Carol (dir. Abe Levitow, UPA, 1962);
Bah, Humduck! A Looney Tunes Christmas
(dir. Charles Visser, Warner, 2006), Daffy Duck;
A Christmas Carol (dir. Zoran Janjic, Australia,
Air Programs International, 1969), screened on
US TV 1970; The Stingiest Man in Town (dirs.
Jules Bass, Arthur Rankin Jr., Rankin-Bass, 1978),
Walter Matthau as the voice of Scrooge and
Robert Morse as the voice of Young Scrooge; A
Christmas Carol (Australia, 1982); A Christmas
Carol (Burbank Productions, 1982), narrated by
Michael Redgrave; Mickey’s Christmas Carol (dir.
BurnyMattinson, Disney, 1983),AlanYoungasthe
voice of Scrooge McDuck; The Muppet Christmas
Carol (dir. Brian Henson, 1992), Michael Caine
as the voice of Scrooge; A Christmas Carol (dirs.
Toshiyuki Hiruma, Takashi Masunaga, Jetlag,
1994); A Flintstones Christmas Carol (dir. Joanna
Romersa, 1994); A Christmas Carol (dir. Stan
Phillips, DIC Entertainment, 1997), narrated
by Tim Curry; Christmas Carol: The Movie (dir.
Jimmy T. Murakami, 2001), Simon Callow as
the voice of Scrooge; A Sesame Street Christmas
Carol (dirs. Ken Diego, Victor DiNapoli, Emily
Squires, Jon Stone, 2006); Barbie in A Christmas
Carol (Australia, 2008); A Christmas Carol (dir.
Robert Zemeckis, Disney, 2009), Jim Carrey as
the voice of Scrooge. Internet Movie Database,
http://www.imdb.com (accessed 20-22
November 2009); Martin F. Norden, The Cinema
of Isolation, A History of Physical Disability in
the Movies (New Brunswick: Rutgers University
Press, 1994), 33; Patricia King Harrison and Alan
Gevinson, ed., American Film Institute Catalog
1931-1940 (Berkeley: University of California
Press, 1993), 347.

39


http://www.imdb.com

40

PAUL LONGMORE

2. In June 1999, Books in Print listed 66 different

2]

. Linda Colley,

editions of the story, including adaptations
based on Dickens’s basic plot.

. In the late 1930s, the WPA Federal Theater

Project in Los Angeles and other places made
a theatrical version part of every Christmas
Season program. William F. McDonald, Federal
Relief Administration and the Arts (Columbus:
Ohio State University Press, 1969), 554. That
customary programming continued decades
later. A sampling of the myriad stage productions
from 1998 alone included not only major theaters
such as Radio City Music Hall in New York City,
the San Diego Repertory Theater, and the Geary
Theater in San Francisco, but also the Totempole
Playhouse in Chambersberg, Pennsylvania; the
Bardavon Opera House in Poughkeepsie, New
York; Triangle Church in Chapel Hill, North
Carolina; Hale Center Theater in Orem, Utah; the
Hippodrome State Theater in Gainesville, Florida;
the Alley Theater in Houston; and Scrooge: The
Ballet! at the Hawaii Theater Center in Honolulu.
In 1999, comedian and composer Steve Allen
was reportedly writing songs for a stage musical
adaptation. Reed Johnson, “Steve Allen Writes
Songs for ‘Christmas Carol’ Musical,” San
Francisco Chronicle, 24 November 1999. In 2007,
playwright Christopher Durang satirized the
Dickens’s tale. Robert Hurwitt, “‘Christmas Carol’
Meets ‘Wonderful Life’ in ‘Wild Binge,”” San
Francisco Chronicle, 4 December 2007, http://
www.sfgate.com (accessed 4 December 2007).

. “Adopt-a-Child” donors received a statuette of

a disabled child leaning on crutches behind a
small dog. Easter Seals Telethon, 1990.

. Ibid.
. UCP Telethon, 1993.
. William B. Cohen, “Epilogue: The European

Comparison,” in Charity, Philanthropy, and
Civility in American History, ed., Lawrence J.
Friedman and Mark D. McGarvie (New York:
Cambridge University Press, 2003), 393.

Britons: Forging the Nation
1707-1837 (New Haven: Yale University Press,
1992), 59. The London Foundling Hospital cared
for children with many kinds of disabilities,
medically and vocationally rehabilitating some
and providing lifelong maintenance for others.
Alysa Levene, Childcare-Health and Mortality
at the London Foundling Hospital 1741-1800:
“Left to the Mercy of the World” (Manchester:
Manchester University Press, 2007), 165-8.

. The organization officially adopted the name

National Easter Seal Society in 1979. Charles A.
Riley, II, Disability and the Media: Prescriptions
for Change (University Press of New England,

10.

11.

12.

13.

14.

15.

16.

2005), 110-11; Easter Seals Telethon, 1991;
James E. Williams, Jr., “Easter Seals transforms
the telethon,” Fund Raising Management 26,
no. 7 (September 1995): 28-32; Charlotte Snow,
“Rehab Rival: Easter Seals is a Healthcare Force
to be Reckoned With,” Modern Healthcare 27, no.
17 (28 April 1997), 18-19, http://www.lexisnexis.
com (accessed 1 June 2007).

Scott M. Cutlip, The Unseen Power: Public
Relations. A History (Hillsdale, NJ: Lawrence
Erlbaum Associates, 1994), 558-60, 561; Riley,
Disability and the Media, 111-12. Christy’s
illustrations for the 1936, 1937, and 1938 Birthday
Balls program covers are reproduced online at
http://www.disabilitymuseum.org (accessed 7
July 2007).

Scott M. Cutlip, Fund Raising in the United
States, Its Role in America’s Philanthropy (New
Brunswick: Rutgers University Press, 1965), 361,
365-71.

Ibid., 376, 383-7, quotes from 384 and 387;
Richard Carter, The Gentle Legions (Garden
City, NY: Doubleday, 1961), 112; David L. Sills,
The Volunteers: Means and Ends in a National
Organization (1957; repr., New York: Arno Press,
1980), 126-7, 169-70.

David Zinman, “Many Former Poster Kids Lead
Normal Lives Today,” Los Angeles Times, 16
December 1984; David M. Oshinsky, Polio: An
American Story (New York: Oxford University
Press, 2005), 83.

Tony Gould, A Summer Plague: Polio and Its
Survivors (New Haven: Yale University Press,
1995), xi; Oshinsky, Polio: An American Story, 68,
81-3.1In 1974, MDA presented a video monologue
entitled “I Hate People, Especially Children,” in
which an actor personified muscular dystrophy
and, like “The Crippler,” “ominously hovers over
the figure of a healthy child.” The vignette was
written by Budd Schulberg and directed by Jerry
Lewis. Lawrence Joseph Londino, “A Descriptive
Analysis of ‘The Jerry Lewis Labor Day Telethon
for Muscular Dystrophy’” (PhD diss.: University
of Michigan, 1975), 127-8.

See Chapters 7-8. Cutlip, Fund Raising in the
United States, 51; Riley, Disability and the
Media, 111-12; Zinman, “Many Former Poster
Kids Lead Normal Lives Today”; Ellen L. Barton,
“Textual Practices of Erasure: Representations of
Disability and the Founding of the United Way,”
in Embodied Rhetorics: Disability in Language
and Culture, ed. James C. Wilson and Cynthia
Lewiecki-Wilson (Carbondale: Southern Illinois
University Press, 2001), 178-9, 184, 187, 193.

See for instance Shawn Hubler, “After Initial
Anguish, Family of Cerebral Palsy Poster Child


http://www.sfgate.com
http://www.lexisnexis
http://www.disabilitymuseum.org

17.

18.

19.

20.

21.

“HEAVEN’S SPECIAL CHILD”: THE MAKING OF POSTER CHILDREN |

is Picture of Happiness,” Los Angeles Times, 21
January 1990, South Bay edition.

The 1988 Arthritis Telethon paraded photos of
kids with arthritis while a singer urged: “Share
your love with all the children of the world.”
See also Herbert J. Vida, “Dana Point Boy Works
Hard as Arthritis Foundation Poster Child,” Los
Angeles Times, 8 June 1986, Orange County
edition, http://www.proquest.com (accessed 7
July 2007).

Disability Rag 7, no. 2 (March/April 1986): 22;
Dennis Hall and Susan G. Hall, American icons:
An Encyclopedia of the People, Places, and
Things That Have Shaped Our Culture, vol. 1
(Westport, CT: Greenwood Publishing Group,
2006), 574.

For a summary of disability prevalence rates
in the 1990s U.S. population among African-
Americans, Asian-Americans/Pacific Islanders,
Hispanic Americans, and Native Americans as
compared to European Americans see Rhoda
Olkin, What Psychotherapists Should Know
about Disability (New York: Guilford Press,
1999), 19-20.

Naomi Rogers, “Race and the Politics of Polio:
Warm Springs, Tuskegee, and the March of
Dimes,” American Journal of Public Health 97,
no. 5 (May 2007), 784-95; Oshinsky, Polio: An
American Story, 65-7.

MDA Telethon, 1996; “Benjamin Gives Hope to
Others-Again,” Parade (31 August 1997). In 1986,
the MDA poster child for the District of Columbia
was an African-American lad. Anne Simpson,
“People: MDA Poster Child,” Washington Post,
8 May 1986. Service organizations in the black
community supplied volunteers for the disability
charities that may have, over the years, won them
greater attention from those agencies. “First Year
of Service Noted by AKA Chapter,” Los Angeles
Sentinel, 23 August 1979. The Chicago UCPA’s

22.

23.

24,

25.

26.

27.
28.
29.

1991 poster child was a 10-year-old Latino boy.
“Mutual admiration,” Chicago Sun-Times, 8
January 1991.

Scott Kraft, “Poster Child Quest: Cute Isn’t
Enough,” Los Angeles Times, 7 April 1986. See
also Laura Kavesh, “It Takes a Tough Kid to Be a
Poster Child,” Chicago Tribune, 29 March 1985, c
edition. On the March of Dimes selecting poster
children for both medical and cosmetic reasons
see Zinman, “Many Former Poster Kids Lead
Normal Lives Today.”

Kraft, “Poster Child Quest”; David Zinman,
“Critics Say Drives Foster Stereotyping of
Disabled,” Los Angeles Times, 16 December
1984; Kavesh, “It Takes a Tough Kid to Be a
Poster Child”; Fred Rothenberg, “Waking up
Telethon’s Wee Hours,” Toronto Globe and
Mail, 3 September 1982, early edition. In a TV
commercial publicizing “Aisles of Smiles,” he
appeared with his “friend,” that year’s national
poster child. The boy sat on a wheelchair, not
a power chair he could have operated on his
own, but a manual chair pushed by his paternal
benefactor Lewis. The spot created an image
of helplessness and dependency. Likewise, the
1993 MDA extravaganza opened with a musical
number and then showed Lewis approaching
and then bending to embrace the national poster
child who was sitting in a wheelchair.

Easter Seals Telethon, 1993; Kavesh, “It Takes a
Tough Kid to Be a Poster Child.”

Kraft, “Poster Child Quest,” emphasis added. See
also Kavesh, “It Takes a Tough Kid to Be a Poster
Child.”

Kavesh, “It Takes a Tough Kid to Be a Poster
Child.”

Reported on MDA Telethon, 1993.

Easter Seals Telethon, 1991 and 1992.

Zinman, “Many Former Poster Kids Lead Normal
Lives Today.”

41


http://www.proquest.com

CHAPTER 4

Disabling Attitudes: U.S. Disability Law and the
ADA Amendments Act

Elizabeth F. Emens!

This is an uncertain time for disability law
in the United States. To understand why
this is so, we need to start with a bit of his-
tory. In 1990, Congress passed the Ameri-
cans with Disabilities Act (ADA), which
prohibits discrimination (including the
failure to accommodate) in employment,
public accommodations, and government
services. For nearly two decades after that,
the courts made rulings that consistently
narrowed the scope of the ADA’s mandate.
They did this, most obviously, by narrowly
interpreting the term “disability,” thereby
limiting who could bring a claim under the
Act. Responding to this increasing restric-
tion of the ADA, in 2008 Congress passed
the ADA Amendments Act (ADAAA). This
new act attempts to restore a broader
vision of the original ADA by, in particu-
lar, expanding the statutory definition of
disability (§ 12101). Courts so far have had
limited occasions to interpret the revised
language. The question now looms as to
whether that broader vision will survive
the courts.

Public attitudes toward disability played
arole in the fate of the ADA over the nearly
twenty years between its passage and
the new amendments act. Often laws are
passed to keep up with changing societal
attitudes. Other times, such as in this case,
the law is out ahead of attitudes. The gap

between societal attitudes and the law’s
demands led to the narrowing of the stat-
ute in the courts. Although the original
ADA had impressive bipartisan support, it
seems likely that the politicians who voted
for it came together for disparate reasons.
Combine a few who understand disability
as a civil rights issue, with those who see
it through the lens of pity, with those eco-
nomically minded folks who see it as a way
to get people off of welfare and onto the tax
rolls, and you get the ADA.?

When the ADA eventually reached the
courts, it encountered prevailing societal
attitudes towards disability. Judges inter-
preted it more narrowly than the advocates
expected. Because the law was out ahead
of common sense, the courts did what they
often do in such moments: they narrowed
the law to better fit their common sense.?

The question now is whether the revised
ADA will encounter that same fate in the
courts. More than three years have passed
since the new Act went into effect, but
courts have interpreted the revision as
not applying retroactively to events that
occurred before 2009, so there is currently
not much case law. My prediction is that
unless attitudes change, courts will find
new ways to narrow the statute to com-
port with judges’, and society’s, “common
sense.”
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So what is that common sense about
disability? It is commonly assumed that
disability is unfortunate, even tragic, and
at the same time very costly for employ-
ers and for society. Under this view, dis-
ability should be avoided at most costs and
accommodated only at a very limited cost.
There is little sense that disability can have
benefits (to the person with the disability
or those around her), or that accommoda-
tions benefit more than the individual who
requests them. Disability is, in this view,
something we should just keep hoping will
eventually go away if science and medicine
get good enough to cure or eliminate it.° In
the meantime, this common sense might
say, “we” (the nondisabled people, or
sometimes just “people”) should be good
enough, moral enough, to do some things
to help disabled people, but not too much,
lest we drag down society or the economy.

And that is just the beginning. The pre-
vious paragraph is probably a fair charac-
terization of attitudes to the more popular
and relatively more visible forms of dis-
ability such as paraplegia. My use of the
word “popular” here is only slightly sar-
castic; it is no coincidence that a person
in a wheelchair is the symbol for disabled
parking, restrooms, and the like. This is so
because the more popular disabilities are
the ones (like paraplegia) that apparently
affect only a discrete part of a person, leav-
ing open the possibility of competence in
other parts. Such a disabled person might
still be “worth something,” from this trou-
bling perspective.

By contrast, mental or psychiatric dis-
abilities are presumed to affect the whole
person. Many people—disabled and non-
disabled alike—seem utterly unaware that
discrimination against people with psy-
chiatric disabilities is (presumptively) ille-
gal.® Imagine a lawyer who says he recently
hired a new secretary with an impressive
resume, even though she seemed “crazy,”
because the law says he cannot discrimi-

nate on the basis of psychiatric disability. A
friend of the employer might well respond,
“Are you crazy?”

The prevailing “common sense” is
often ignorant about disability. Consider
the “spread effect,” whereby outsid-
ers raise their voices at blind people or
assume a wheelchair signals cognitive dis-
ability. And consider people’s reluctance
to believe in unseen hidden physical dis-
abilities, in light of Elaine Scarry’s insights
about our frequent inability to apprehend,
or even believe, another’s pain (Scarry
1985, 4).7

A caveat is in order, as this is a fairly
gloomy story about what is clearly an excit-
ing legal development. The ADAAA inter-
venes in the developing doctrine on dis-
ability discrimination in important ways,
and the passage of this ambitious legisla-
tion is all the more impressive in a period
characterized more by retrenchment than
expansion of civil rights law. My hope s that
the ADAAA will expand the scope of who is
protected under the law and who obtains
accommodation, through the many legal
and extralegal actors who implement the
law on a daily basis. If the ADAAA success-
fully brings more people with disabilities
into the workplace, then attitudes toward
disability should be improved through
increased contact with a wide range of
people with disabilities and with reason-
able accommodations.®

While laws affect society through many
channels, however, courts play an important
role in shaping the parameters of the law’s
implementation. My concern is that the per-
sistence of negative and ignorant attitudes
to disability will lead courts either to con-
tinue to narrow the scope of the statute, in
defiance of the clear mandate of the ADAAA,
or, more likely, to find new ways to limit
enforcement. I hope to contribute to our
understanding of those negative attitudes by
identifying a number of ways that they inter-
sect with these recent changes to the law.
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From an international perspective, this
is also an auspicious moment to focus
on attitudes to disability, in the wake of
President Obama’s signing of the UN
Convention on the Rights of Persons with
Disabilities (CRPD). The CRPD contains
an “Awareness-raising” article explicitly
requiring states’ parties to promote more
positive attitudes toward disability (ibid.,
art. 8). Whether and how states implement
this directive will depend in part on their
appreciation of the crucial role attitudes
play in the creation and implementation of
disability law. At this critical juncture, this
essay examines U.S. disability law to help
enrich our understanding of attitudes to
disability in the U.S. context and, I hope,
beyond.

INTRODUCING THE ADAAA

It is the intent of Congress that the primary
object of attention in cases brought under the
ADA should be whether entities covered under
the ADA have complied with their obligations
... [rather than] whether an individual’s
impairment is a disability under the ADA.
—ADA Amendments Act of 2008

The ADA Amendments Act (ADAAA)
expressly aims to “carry out the ADA’s
objectives . . . by reinstating a broad scope
of protection” (ADAAA § 12101(b)(1)). In
important ways, the statute has made a
bold attempt to fulfill this aim; in other
ways, however, the ADAAA compromises
the boldest structural aspect of the statute,
fundamentally altering its idea of disabil-
ity and of discrimination. First, let’s revisit
the relevant aspects of the ADA, how the
courts narrowed its protection, and how
the ADAAA intends to intervene.?

The ADA protects against discrimi-
nation on the basis of “disability,” so in
order to bring a claim, the plaintiff must
first qualify as having a “disability.” (ADA
§ 12112(a)). Under the ADA, before the

amendments, the definition of “disability”
was as follows:

(A) a physical or mental impairment that
substantially limits one or more of the
major life activities of such individual;

(B) arecord of such an impairment; or

(C) being regarded as having such an im-
pairment (ibid. §12102(2)).

This language was lifted from a previous
law—the Rehabilitation Act of 1973—which
had not been interpreted restrictively up
until 1990. The ADA’s proponents there-
fore had little reason to think these defini-
tional prongs would later be interpreted as
narrowly as they were.

When courts began hearing ADA cases,
however, they interpreted this definition of
disability strictlyin (atleast) five ways. First,
in Toyota v. Williams (2002), the Supreme
Court expressly required the plaintiff to
meet a “demanding standard” of “disabil-
ity.” Second, consistent with this, courts
interpreted “substantially limiting” restric-
tively: plaintiffs had to show that they were
really really limited in a major life activity
to count as disabled. This approach led to
notorious losses for plaintiffs, such as the
plaintiff whose cancer was posthumously
declared not limiting enough (Long 2008,
218). Third, the Supreme Court held in
Sutton v. United Air Lines, Inc. (1999)
that since “substantially limited” is in the
present tense, plaintiffs who have miti-
gated their disabilities must be considered
in their mitigated state. This excludes any-
one who has successfully mitigated her
disability, such as someone whose con-
tact lenses correct her vision (as with the
plaintiffs in Sutton) or whose psychiatric
medication or prosthesis are fully effective.
Fourth, courts applied a restrictive view of
what counted as a “major life activity.” For
example, activities were typically deemed
not “major” enough if they were not “of
central importance to most people’s daily
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lives” (Toyota). Fifth, courts interpreted
the “regarded-as” prong of the definition
restrictively, in a variety of ways. Most
notably, they required plaintiffs to prove
not only the impairment the employer
regarded them as having, but also precisely
which major life activity the employer
regarded them as substantially limited in.
For instance, to show she was regarded
as disabled, a plaintiff with mild arthritis
would have to persuade a court not only
that her employer thought she had arthri-
tis, but also that her employer thought her
arthritis substantially limited her in some
particular major life activity, such as walk-
ing. Picture plaintiffs attempting to show
that their employers were—lying awake
at night?*—imagining exactly how their
employees’ impairments limited them and
in what activities. An absurd demand.

The ADAAA addresses most of these
problems with the courts’ treatment of the
definition of disability. The findings of the
new law explicitly reject both the “demand-
ing” standard and the highly restrictive
interpretations of the “substantially lim-
ited” language (ADAAA § 12102(4)(E)). The
statute expressly indicates that plaintiffs
are to be considered without regard to
the ameliorating effects of any mitigating
measures (other than ordinary eye glasses
or contact lenses) (ibid.). The ADAAA gives
“major life activity” a clearer and broader
scope, by providing an illustrative list, and
by introducing “the operation of a major
bodily function” (also with an illustrative
list) as another form of major life activity
(ibid. § 12102(2)(A)). Perhaps most strik-
ingly, for the regarded-as prong, the stat-
ute completely removes the need to show
any substantial limitation in a major life
activity. Instead, the plaintiff need only
show that she has been “subjected to an
action prohibited under this Act because of
an actual or perceived physical or mental
impairment” (that is not both minor and
transitory, defined in the statute as hav-

ing “an actual or expected duration of 6
months or less”) (ibid. § 12102(3)(B)).

Though these changes are not compre-
hensive, they are ambitious. But courts may
nonetheless find new ways to undermine
the scope of the statute’s protections, per-
haps by again interpreting “substantially
limits” somewhat narrowly, in the absence
of a statutory definition for the term. How-
ever, this approach would directly con-
travene the ADAAA’s express rejection of
a “demanding standard” for interpreting
“substantially limits.” Alternatively, courts
could raise the bar for proving that one has
an “impairment,” potentially leading to a
highly medicalized inquiry. But these fur-
ther attempts to classify who is in and who
is out would fly in the face of the statute’s
explicit mandate to determine whether
discrimination has occurred.

As the statutory findings indicate, “it
is the intent of Congress that the primary
object of attention in cases brought under
the ADA should be whether entities covered
under the ADA have complied with their
obligations ... .[TlThe question of whether
an individual’s impairment is a disability
under the ADA should not demand exten-
sive analysis.” The ADAAA should therefore
put pressure on courts to examine other
parts of the statute beyond the definition
of disability: who is “otherwise qualified”
to do various jobs, what is “reasonable”
accommodation, and what is an “undue
hardship” that exempts an employer from
providing a requested accommodation. In
the course of addressing these questions,
those courts inclined to keep the scope of
the statute limited may well interpret these
provisions restrictively.

CARVING UP THE DEFINITION OF
DISABILITY: ABANDONING A RADI-
CAL SOCIAL MODEL

[A] physical or mental impairment that sub-
stantially limits major life activities only as a
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result of the attitudes of others toward such
impairment.

—EEOC, Regulations interpreting

“regarded as” disability®

The ADAAA’s move towards a more expan-
sive definition of “disability” seems to reflect
a social model—the idea that disability
inheres in the interaction between impair-
ment and the surrounding social world,
rather than being an individual medical
problem.!! The more expansive definition
should shift the emphasis from just how lim-
ited the individual with a disability is (a med-
ical model), to what happened (discrimina-
tion?) or what should happen (accommoda-
tion?) in interaction with the disability.

In a crucial way, however, the ADAAA
moves away from the social model. One
of the ADA’s boldest features was its equal
treatment of actual disability and regarded-
as disability. The ADAAA, by contrast, sep-
arates actual and regarded-as into two dif-
ferent groups, which are expressly entitled
to different remedies.

Recall the ADA’s definition of disabil-
ity quoted above. All three of the prongs
counted equally as having a “disability.” In
principle, those who fell under the statute
by virtue of actually having an impairment
that substantially limited them in a major
life activity, and those who fell under it
by virtue of being regarded as such, had
the same claim to protection, including
accommodation, under the ADA. (AsIshall
discuss in a moment, courts worked hard
to say otherwise, but nothing in the statute
supported their position.)

Placing actually disabled and regarded-
as disabled under a single rubric affirms
the social model of disability in a fairly
radical way. It says explicitly that others’
perceptions of an impairment can be just
as meaningful and real as an otherwise-
limiting impairment, and consequently
just as deserving of accommodation.?

While the ADAAA carves up the ADA’s
old definition in ways that broaden the
scope of the statute’s protection—a much-
needed development—unfortunately it
also creates two distinct types of disabil-
ity, each with different legal protections
and remedies. The ADAAA largely leaves
the definition of disability as it was, but
then it adds a qualifying phrase to the
third prong, so that it reads as follows: “(C)
being regarded as having such an impair-
ment (as described in paragraph (3))” (ibid.
§ 12102(1)(C)). The paragraph referenced
goes on to explain, as I noted above, that
the regarded-as prong now requires less
than before: a plaintiff counts as regarded-
as having a disability if she was subjected
to an action prohibited under this statute
“because of an actual or perceived physi-
cal or mental impairment whether or not
the impairment limits or is perceived to
limit a major life activity.” So far, so good:
plaintiffs no longer have to jump through
hoops to prove they are regarded-as having
a disability.

The problem in the ADAAA comes with
the later introduction of an exception to
the contexts in which plaintiffs are entitled
to accommodations:

(h) REASONABLE ACCOMMODATIONS
AND MODIFICATIONS.—A covered entity

. need not provide a reasonable accom-
modation or a reasonable modification to
policies, practices, or procedures to an indi-
vidual who meets the definition of disability
in section 3(1) solely under subparagraph (C)
of such section.

In other words, plaintiffs who are only
regarded-as disabled have no right to
accommodation.

Why should an employer accommo-
date someone who is only regarded-as
disabled? Some people may find this
idea absurd—as did some courts. How-
ever, if one accepts a social model of dis-
ability, then an employer’s regarding the
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employee as “substantially limited” in a
major life activity could warrant accom-
modation. For example, someone might
have a limiting impairment but not count
as substantially limited enough to qualify
for ADA protection. In such a case, the fact
that the employer regards the person as
substantially limited enoughwould reason-
ably entitle the person to whatever accom-
modations might help him do his job bet-
ter. Such cases should, however, become
less frequent under the ADAAA, because it
broadens protection for the “actually disa-
bled” prong.

Or, one can imagine a plaintiff who is
both actually disabled, and also regarded-
as disabled, and who would prefer to make
a claim under the regarded-as prong. As
various scholars have pointed out, the ADA
puts plaintiffs in a bind: they must prove
both that they are substantially limited
enough to count as disabled and that they
are nonetheless capable enough to be “oth-
erwise qualified” to perform the essential
functions of the job, with or without rea-
sonable accommodation.

To count as actually disabled under the
ADA, plaintiffs had to prove to the court just
how limited they really are. Some plaintiffs
would surely find this requirement unap-
pealing: what does it mean to perform
one’s limitations in court? We might think
here, by analogy, of the critic Stephen
Greenblatt’s story about refusing a fellow
airplane passenger’s request to mouth the
words “I want to die”; Greenblatt felt it was
too dangerous to form those words, even
as a brief favor to a stranger, because he
was so keenly aware of the ways our per-
formances become us.”® It is easy to see
how a plaintiff might prefer to prove that
someone else thought he was substantially
limited, yet refused to accommodate his
(perceived) limitation, instead of going to
great lengths to prove just how limited he
really is. Hopefully, the expanded protec-
tion of the actual-disability prong will also

lessen this problem, although it will not
eliminate it.

Third, sometimes other people’s atti-
tudes make a condition disabling. Facial
scarring or a missing front tooth might
provoke adverse reactions from others.
Although neither condition creates any
actual functional limitations, others’ reac-
tions could make working or interacting
with some others difficult. An accommo-
dation in this case could involve less inter-
action with customers, or a non-commis-
sion-based sales job instead of one based
on sales commission. Of course, care
should be taken to avoid segregating or
stigmatizing the affected individual.

But all of these scenarios are irrelevant
under the ADAAA, because regarded-as
plaintiffs no longer have any statutory
right to accommodation. They are in their
own category, distinct from the real disa-
bled, and with a limited set of rights and
remedies. Indeed, the interpretive regula-
tions recently issued by the EEOC explic-
itly distinguish between “actual disability”
and “regarded-as disability,” although they
accompany these terms with a disclaimer
that these terms are for “ease of reference
only.”! The statute itself does not employ
these terms, and both types still fall equally
under the definition of “disability.” But the
difference in remedies suggests to me a dif-
ference in the underlying categories. Even
if there are few practical consequences, at
a structural level, distinguishing between
the two categories is a jarring step back
from the more radical social model.

DISTINGUISHING
ACCOMMODATION FROM
ANTIDISCRIMINATION

[T]he normal definition of discrimination—

differential treatment of similarly situated
groups.

—TJustice Kennedy, Olmstead v.

Zimring (1999)
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The ADA defines “discriminate” to “include

. not making reasonable accommoda-
tions to the known physical or mental
limitations of an otherwise qualified
individual with a disability” (ADAAA, §
12112(b)). A failure to accommodate is dis-
crimination under the ADA. And yet, this
remains a contested issue.

Is the ADA doing something really dif-
ferent from the rest (or the heart) of anti-
discrimination law, or is it doing some-
thing fundamentally similar? Much schol-
arly energy has been spent debating this
question (Jolls, 2001; Stein, 2004; Wax,
2003; Karlan & Rutherglen, 1996). In my
view, a final resolution to this debate is
unlikely, because ultimately it seems that
both sides have some merit. On the one
hand, core U.S. antidiscrimination stat-
utes covering classifications like race and
sex—such as Title VII of the Civil Rights
Act of 1964—involve costs to the employer
and changes to policies and practices that
operate like accommodation. For instance,
prohibiting discrimination in hiring may
hurt the employer’s bottom line, if custom-
ers prefer their pizza delivery people to be
white or their flight attendants to be men.
Putting in women’s restrooms in a for-
merly all-male workplace may cost money.
Similar to the ADA, then, Title VII requires
employers to absorb costs and make struc-
tural changes. On the other hand, the ADA
obliges employers to respond to individual
requests byemployeesto change their prac-
tices, requiring a different kind of interac-
tion between employer and employee.

With its two different meanings of “dis-
criminate”—one for actually disabled plain-
tiffs and another for regarded-as disabled
plaintiffs—the ADAAA has further compli-
cated the relationship between discrimina-
tion and the failure to accommodate.

Justice Kennedy makes clear his view
that the ADA is doing something different
than previous antidiscrimination legisla-
tion, in his concurring opinions in two

crucial cases, Olmstead v. Zimring (1999)
and Bd. of Trustees of the Univ. of Ala-
bama v. Garrett (2000), handed down one
year apart. The epigraph above from Olm-
stead—“the normal definition of discrimi-
nation [is] differential treatment of simi-
larly situated groups”—captures his basic
view of discrimination. By this definition,
it does not include the failure to accommo-
date, something he makes clear in these
decisions, as he contrasts that with some of
the newfangled concepts in this arena. In
Garrett, Kennedy grapples with the chang-
ing times. Here is what he tells us about
evolving concepts of “prejudice”:

Prejudice, we are beginning to understand,
rises not from malice or hostile animus
alone. It may result as well from insensitiv-
ity caused by simple want of careful, rational
reflection or from some instinctive mecha-
nism to guard against people who appear to
be different in some respects from ourselves.
Quite apart from any historical documenta-
tion, knowledge of our own human instincts
teaches that persons who find it difficult to
perform routine functions by reason of some
mental or physical impairment might at first
seem unsettling to us, unless we are guided
by the better angels of our nature. There can
be little doubt, then, that persons with men-
tal or physical impairments are confronted
with prejudice which can stem from indiffer-
ence or insecurity as well as from malicious
ill will.

(ibid., 375)

In short, traditional prejudice arises from
malice or hostile animus, as opposed to
other more natural emotions and behav-
iors—“instinctive mechanisms”—that may
lead us to behave in ways that “the better
angels of our nature” would discourage.
“Our” nature, Kennedy tells us, is to be
“unsettled” by people with disabilities.
Butlaw can help: “One of the undoubted
achievements of statutes designed to assist
those with impairments is that citizens
have an incentive, flowing from a legal
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duty, to develop a better understanding,
a more decent perspective, for accepting
persons with impairments or disabilities
into the larger society” (ibid.). The ADA is
a good thing, Kennedy says, because it will
get us “citizens” to accept those “persons
with impairments or disabilities” into our
society.

This is apparently a reason to praise the
ADA—as “amilestone on the path to amore
decent, tolerant, progressive society”—but
it is not sufficient to make the law enforce-
able (ibid.). The forms of prejudice that
involve “the failure to act or the omission
to remedy” just are not enough to enforce
the law against the states:

It is a question of quite a different order,
however, to say that the States in their official
capacities, the States as governmental enti-
ties, must be held in violation of the Consti-
tution on the assumption that they embody
the misconceived or malicious perceptions
of some of their citizens. It is a most serious
charge to say a State has engaged in a pat-
tern or practice designed to deny its citizens
the equal protection of the laws, particularly
where the accusation is based not on hos-
tility but instead on the failure to act or the
omission to remedy . . . (ibid.)

Thus, Kennedy concludes, “[t]he failure of
a State to revise policies now seen as incor-
rect under a new understanding of proper
policy does not always constitute the pur-
poseful and intentional action required to
make out a violation of the Equal Protec-
tion Clause” (ibid.).

In this opinion, Kennedy makes clear his
view that our learning process about “prej-
udice” is as much a hierarchy of types of
prejudice as it is a progression over time to
greater understanding. With disability, we
are not really talking about discrimination.
No, he seems to be saying, discrimination
is the stuff of racism. With disability, we are
talking about the need for charity, perhaps,
or some other (Christian?) virtue typified

by our “better angels” and contrary to our
“human instincts.” With disability, we are
not talking about the kind of bad actions
for which we (should) reserve the word
“discrimination.”

And now that hierarchy of types of prej-
udice is reproduced within disability law,
with the ADAAA’s statutory distinction
between the actually-disabled people who
have one definition of discrimination—
which includes the failure to accommo-
date—and the regarded-as disabled people
who have another definition of discrimina-
tion—which does not include the failure
to accommodate. In this way, the ADAAA
has conceded something to the accom-
modation-is-different camp. Although the
statute still formally includes actually disa-
bled and regarded-as disabled within the
definition of disability, the legal entitle-
ments for each group are now substantially
different.

Some scholars offer a more optimistic
accountoftheADAAA’sreconstructionofthe
regarded-as prong. For instance, one might
read the regarded-as prong as “signal[ing]
long-awaited parity between the ADA and
other civil rights laws . . . [b]y defining ‘disa-
bility’ to include just about everyone on the
continuum of impairments” (Barry 2010,
278). Indeed, the regulations present the
regarded-as prong as the first port of call for
plaintiffs who do not challenge a failure to
accommodate.® This new statutory struc-
ture plainly incentivizes plaintiffs and their
lawyers to bring suit under the regarded-as
prong whenever possible. But will it also
make lawyers less likely to take cases involv-
ing the more difficult, and now severable,
accommodation claims?

Presumably at least some plaintiffs’ law-
yers will attempt to cast what would have
previously been accommodation claims
as antidiscrimination claims. This raises
an interesting conceptual and practical
question: What will happen when courts
confront claims of discrimination that lie
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on the border of “accommodation”? For
instance, is the failure to allow someone
with mild depression to arrive and leave
early one day a week to attend therapy
a failure to accommodate or simple dis-
crimination? What if the employer some-
times allows others to leave early for their
children’s sporting events? This is a clas-
sic selective-sympathy problem. Or con-
sider the problem of structural changes to
the workplace: Is the failure to construct
accessible restrooms for the first disabled
employees—or, in the example mentioned
earlier, women’s rooms for the first female
employees—simple discrimination or does
it fall in the special category of failure to
accommodate? These are just a few exam-
ples of the kinds of dilemmas that straddle
the line between antidiscrimination and
accommodation. I admit I am not optimis-
tic that many courts will give a broad read-
ing to discrimination that is statutorily dis-
tinguished from “mere” failure to accom-
modate.'® On the contrary, this bifurcation
of types of discrimination seems to dove-
tail with Justice Kennedy’s troubling view
that while disability inspires some less-
than-ideal attitudes and actions from “us,”
these new forms of discrimination against
disabled people are not severe enough to
require legal action.

MOVING THE LINE: TURNING
BIDISABILITY INTO DISABILITY

Could we ask, about a concept. . . not so much
‘What does it really mean?’ or ‘Who owns it
and are they good or bad?’, but ‘What does
it do?—what does it make happen?—what
... does it make easier or harder for people of
various kinds to accomplish and think?
—Eve Kosofsky Sedgwick!?

In principle, under the ADAAA, the cat-
egory of disability has expanded to include
those who were previously “not disabled

enough” according to the ADA. The EEOC
calls this the “group whose ‘coverage has
been clarified’ under the ADAAA.”*® This
category could also be called bidisability
(or “bi-ability,” as Ruth Colker would have
it (1996)). It lies in between disabled and
nondisabled, and overlaps with both.
There is no one right way to handle ques-
tions of line drawing and differential treat-
ment across the spectrum of disability.
Sometimes it seems sensible to draw finely
honed distinctions between gradations of
disability for legal purposes, while in other
contexts it may be best to provide common
treatment for various degrees of disability.
Many of those who were bidisabled
underthe ADAwill presumablybe absorbed
within the ADAAA’s broader disability defi-
nition. Bidisability does not (yet) appear to
have any sort of cultural identity—unlike
bisexual or biracial identity—but it is worth
considering what functions this category
nonetheless might have served. I think that
under the ADA before the recent amend-
ments, the not-disabled-enough group
may have been providing a kind of buffer
zonebetween nondisabled and disabled.
This buffer zone was comforting to some
because it seemed to draw a line in the sand
between people who are disabled and peo-
ple who are not. Disability is a threatening
category because, unlike a subordinated
race or sex, anyone can fall into the category
of disabled at any time. As various scholars
have written, the permeability of a subor-
dinated group does not necessarily lead to
empathy from outsiders; on the contrary,
the possibility of falling into a subordinated
group can lead outsiders to fear group
members and to distance themselves from
the category (Yoshino, 2000; Emens, 2004).
This is the idea behind, for example, homo-
phobia: fear of the other in oneself makes
one phobic of the other. Writing about dis-
ability, Harlan Hahn has famously called
this the “existential anxiety” inspired by
disabled others (Hahn 1988, 27-29).
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In-between categories can some-
times provoke this kind of anxiety to an
even greater degree, because it is harder
to distance oneself from categories that
share traits with both ends of a particular
identity spectrum. Kenji Yoshino has, for
instance, argued in this vein that bisexu-
ality threatens both gays and straights,
because both groups are more comfort-
able thinking their positions are fixed and
opposite (Yoshino 2000). The existence of
bisexuality makes it much harder for peo-
ple to prove that they are simply straight
or gay, because the fact of desire in one
direction does not disprove desire in the
other direction (ibid.).

Under this logic, one might think that
the old ADA’s highlighting of what I am
calling the bidisabled would increase exis-
tential anxiety about disability. But rather
than label them as “bidisabled,” the ADA
classified them as “not disabled.” Anyone
who was not “severely restricted” by her
or his impairment was therefore “not disa-
bled,” and the case dismissed. It happened
so frequently under the ADA that I some-
times thought, half seriously, that courts
hoped their performative powers matched
those of the evangelical preacher’s “You
can walk!”—curing the sick by declaring
them healed. The net result was to create
a large buffer zone of legally-designated
“nondisabled” people who occupy the
space between the small group of “actu-
ally” disabled people, and “us.”

The ADAAA tries to eliminate, or at least
shrink and shift, that buffer zone. It aims to
bring us closer to a world in which “[t]here
is no ‘us’ and ‘them’ (Feldblum 2008,
228). If the ADAAA succeeds in folding
many of the bidisabled into the legal cat-
egory of disability, then we might also see
heightened existential anxiety and associ-
ated empathy failures. The question will be
how to turn the attitudinal consequences
of an expanded definition of “disability” in
a more favorable direction—from height-

ened anxiety to a better appreciation of
disability law as a social insurance policy
for everyone.

CODIFYING ASYMMETRY

There is a tradition [of saying] ... in the
acknowledgements sections of academic
books . .. that others, while they might have
contributed to the successful aspects of the
project, are not to be held accountable for a
book’s “main defects[.]” From where I sit . ..
this strikes me as a tradition worth inverting.
If there is anything disabled, queer, or crip
about this book, it has come from my collabo-
rative work with those named above, and
many others. I take responsibility, however,
for the moments when crip energies and ideas
are contained or diluted in what follows, and
I know that others will continue to push the
work of this book, and the movements that
made it possible, beyond those moments of
containment.

—Robert McRuer (2006, p. xv)

Title VII of the Civil Rights Act of 1964, is
largely a “symmetrical” statute, in that it
protects everyone on the basis of some
axis of identity (such as race or sex). By
contrast, the ADA is an “asymmetrical”
statute—it protects one group along a
particular axis and not others. The ADAAA
further entrenches this asymmetry, by
explicitly prohibiting so-called reverse
discrimination claims: “(g) CLAIMS OF
NO DISABILITY.—Nothing in this Act
shall provide the basis for a claim by an
individual without a disability that the
individual was subject to discrimination
because of the individual’s lack of disabil-
ity” (ADAAA § 12201(g)).

Why is this possible for the ADA, when
it is not for Title VII? An asymmetrical
approach is based on an antisubordina-
tion model: it targets interventions to the
groups that have historically been subject
to systematic subordination. By contrast,
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an antidifferentiation approach looks
skeptically upon any use of the protected
classification, even if that aim is to rectify
that history of discrimination. For example,
a university admissions policy based on an
antisubordination model might include
affirmative action measures for groups
who historically lacked access to educa-
tional opportunities based on race or sex.
One based on antidifferentiation would,
by contrast, be more likely to bill itself as
“colorblind” or “sexblind.” Many scholars
(and more than one Supreme Court jus-
tice) have argued that an antisubordina-
tion model for antidiscrimination efforts
would be more sensible for race and sex.
So how do we have an explicit antisubordi-
nation model for disability and not for race
and sex?

Most obviously, there is no constitu-
tional impediment to an asymmetrical
statute in the disability context. For bet-
ter and worse, disability does not have the
constitutional problem presented by race
and sex, both of which are subject to rig-
orous constitutional scrutiny (so-called
heightened scrutiny), which the Court has
applied (nearly) symmetrically to more
and less powerful groups in the context
of, most notably, race. But why would this
explicit anti-reverse-discrimination provi-
sion in the ADAAA notraise hackles or even
get any publicity? Why is no one worried
about, for example, the non-deaf person
denied a job at a Deaf institution?

I think the answer lies in the highly neg-
ative social status of disability, in at least
three ways. First, nondisabled is not yet an
identity category. What is the opposite of
“disabled”? Justice Kennedy calls it “us,”
or “citizens.” Men and whites, although
they have historically been the norm, or
the comparator against which others were
marked as “different,” today can claim a
sex and a race, respectively. By contrast,
I doubt many nondisabled people think
of themselves as “nondisabled” (Bérubé

2002). So long as no one is rushing to claim
“nondisabled” as a primary identity, deny-
ing claims on the basis of this identity does
not appear to violate any aspect of some-
one’s being.

Second, disability is still so widely
regarded as an inferior status that giving
something to this group that no one else
gets can go largely unchallenged. A non-
disabled person who tried to claim the
benefits of a statute designed for people
with disabilities would likely face some
stigma or opprobrium. True, some people
complain that parents seek diagnoses to
get goodies for their children in the educa-
tional context (Kelman & Lester 1997), but
even if this is true for parents, persistent
stigma probably hinders similar efforts by
adults on their own behalf.

Third, and relatedly, disability is so
deeply associated with inferiority that the
specter of an insurrection—in which the
subordinate group takes over and starts
running the farm—is beyond most peo-
ple’s wildest imaginings.'?

The easy prohibition on reverse dis-
crimination claims in the ADAAA high-
lights other manifestations of these reso-
lutely negative attitudes to disability. For
instance, corporate and academic “diver-
sity” initiatives regularly seek applicants
on the basis of race or sex; rarely do they
include “disability” as a sought-after
category. Some recent work makes the
so-called business case for hiring disabled
workers and advertising to people with dis-
abilities (Riley II 2006), and some schol-
ars have described potential third-party
benefits to the workplace and to society of
accommodations requested by individual
disabled people (Stein 2003; Emens 2008).
But however obvious they may be to dis-
ability “insiders,” the broader benefits of
disability and accommodation are still typ-
ically overlooked, including by courts.

People who run diversity initiatives
are (anecdotally) uncomfortable and
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awkward when asked why they have omit-
ted disability. There is sometimes a gen-
eral reluctance to focus affirmative action
efforts on anything other than race—a
concern that bringing in other groups
waters down the attention that needs to be
bestowed on race. But even where diversity
initiatives go further than race, they usually
skip disability.

Lennard Davis has recently argued that
the era of the normal is over, and diversity
is the new normal, except for disability. As
a culture, he says, we celebrate diversity,
until it comes to impairment. There, we
still cling to a medical model; we equate
difference with inferiority. (Davis 2011). I
am skeptical that our cultural affinity for
normality is ending—few people, I imag-
ine, would consider it a compliment to be
called “weird.” But I agree with Davis that
a thin conception of diversity circulates in
the contemporary United States as part
of an affirmative vision of identity and
humanity, and I agree that that affirmative
vision largely excludes disability.

A diversity rationale for integration
affirms difference. In contrast to our stand-
ard antisubordination story of integration,
whichfocusesontheharmsto certaingroups
of historical exclusion and denigration, a
diversity story focuses on the future gains to
society of the rich cultural contributions of
thosewithvaried identities. Although alively
debate surrounds the diversity rationale,
my aim here is not to argue for (or against)
a diversity agenda. Instead, I'd like to exam-
ine what disability’s relative absence from
that agenda means for contemporary U.S.
conceptions of disability.

At a talk I gave recently, a student
raised an example that helps to illustrate
disability’s position in relation to diversity
thinking.?® The student had apparently
not thought much about disability in the
past, but our discussion that day made
her think about the cultural houses at her
undergraduate college. These residen-

tial sites were organized around people’s
interests in different topics, such as the
environment or music. The African-Amer-
ican House was somewhat controversial,
but it was framed around a focus on Afri-
can-American history, which opened it up
to people who were not themselves Afri-
can-American, although most residents
were. The student posited the possibility
of a “Disability House,” and immediately
concluded that such a house would be
even more controversial than the Afri-
can-American House, though she was not
entirely sure why.

I think the reaction the student antici-
pated to a Disability House—and the
absence of Disability Houses on college
campuses—reflects the same attitudes that
lead to the neglect of disability in diversity
initiatives, and to the ADAAA’s easy inclu-
sion of a ban on reverse discrimination
suits. Disability is rarely understood as a
positive state or identity with social or cul-
tural benefits to its bearers or those around
them. This negative perception ignores the
idea of crip culture and the recent explo-
sion of disability-related arts. The era of
widespread institutionalization of people
with physical as well as mental disabilities
is far too recent to conceive of a house for
people with disabilities as anything other
than the product of exclusion or even
warehousing.?! (And as another student
rightly pointed out, “disability houses”
inadvertently materialize all the time, on
campuses and elsewhere, when only one
building or part of an institution is accessi-
ble.) But a Disability House sounds disturb-
ing not only for its historical associations.
Rather, the Disability House is inconceiv-
able because mainstream culture is ill-
equipped to see disability (as opposed to
African-American history) as an issue that
people with disabilities—much less people
without disabilities—could affirmatively
seek out and celebrate.

U.S. law on integration in the context
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of “special education” and of community-
based living for people with mental
disabilities reflects and reinforces this
negative conception of disability. Statutes
and cases in these areas explicitly meas-
ure success by the extent to which people
with disabilities are interacting with peo-
ple without disabilities: the more contact,
the better.?? There are some important his-
torical reasons for this focus, but the legal
language makes the troubling assumption
that interacting with nondisabled people
is an unqualified good. Imagine a simi-
lar discussion about racial integration, in
which one environment was repeatedly
and explicitly deemed superior because
of how much contact it offered with white
people. (Of course, past racial integra-
tion efforts and decisions have effectively
implied exactly that.)

Once one considers the possibility that
people, disabled or nondisabled, could be
drawn to disability—for community, cul-
ture, or concepts—the biases at the heart
of the integration discussion are thrown
into sharp relief. These discussions, in
the disability context, are not framed evern
superficially in reciprocal terms. There is
no consideration of what nondisabled and
disabled offer each other, as equals. Rather,
benefits are almost always seen as traveling
one way—from nondisabled to disabled.
In this light, why would voluntary efforts
to diversify an institution incorporate dis-
ability? Why would an institution choose to
seek out people who would bring costs and
no benefits? And how could a university
have a Disability House that students—
disabled and even nondisabled—would
choose to join? They wouldn’t. Accord-
ing to this narrative, no one would seek
to affiliate with this group, so eliminating
the possibility of lawsuits brought by non-
disabled people alleging discrimination for
not being disabled raises no hackles, and
passes into law unnoticed.

CONCLUSION

every built thing has its unmeant purpose. . .
Every built thing with its unmeant
meaning unmet purpose
every unbuilt thing
—Adrienne Rich, “Powers of Recuperation”

When I heard Adrienne Rich read these
lines in October of 2007, I was finishing an
article on the unintended benefits of work-
place accommodations under the ADA.
“Unmeant purpose” resonated deeply with
my sense of benefits developed for one use
and exapted to another (Emens 2008). The
built world was my frequent focus in that
article, in fact and metaphor.

These lines now reach further. The
“unmet purpose” of the ADA has been my
subject here; indeed, it is the subject of the
ADAAA. Metaphors of the built environ-
ment circulate always in discussions of the
ADA, both challenging and constraining
our thinking about disability. And in this
Essay the broader benefits at issue extend
beyond the workplace and beyond accom-
modations. Our inquiry now reaches
towards the benefits of disability per se,
for diversity efforts or antidiscrimination
concepts, through the possibility of shift-
ing attitudes. What lies ahead, in law and
theory, is only every unbuilt thing.
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Disabling Attitudes, 60 Amer. ]. of Comparative
L. 205 (2012). As part of the condensing, I have
omitted the acknowledgements and much of
the citation material; interested readers might
consult the earlier article. For excellent editorial
assistance with the preparation of this version
of the article, I thank Laura Mergenthal and
Anna Louie Sussman. For useful conversations
and comments on earlier drafts, I thank Rachel
Adams, Samuel Bagenstos, Kevin Barry, Noa
Ben-Asher, Daniela Caruso, Chai Feldblum,
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Katherine Franke, Michael Kavey, Sarah
Lawsky, Laura Mergenthal, Michael Rembis,
Charles Sabel, Michael Stein, Kimberly Walters,
and participants in the Evolutions in Anti-
Discrimination Law in Europe and North
America at Harvard Law School, the Columbia
Law Women’s Association Workshop, and my
Disability Law class in the Spring of 2011.

. For more sustained treatment of the ADA’s
passage, see, for example, Joseph Shapiro,
No Pity 118-19 (1993); Samuel R. Bagenstos,
The Americans with Disabilities Act as Welfare
Reform, 44 Wm. & Mary L. Rev. 921 (2003);
Samuel Bagenstos, Law & the Contradictions of
the Disability Rights Movement (2009).

. The language in the original statute arguably
opened itself up to that narrowing, which the
drafters of the ADA did not recognize because
the same definition in an earlier statute had not
been interpreted narrowly—or received much
scrutiny—from courts. See Feldblum 2000 at
91-92, 113.

. See, e.g., Lytes v. DC Water and Sewer Authority,
572 F.3d 936 (D.C. Cir. 2009). Cf. Jenkins v.
National Bd. of Med. Examiners, 2009 WL 331638
(6th Cir. Feb. 11, 2009) (applying the ADAAA to
a case filed before the ADAAA went into effect
because the relief sought was injunctive).

. Cf. Mary Johnson, Make Them Go Away: Clint
Eastwood, Christopher Reeve & the Case Against
Disability Rights (2003).

. I say presumptively because there are defenses,
such as someone’s inability to perform the
essential functions of her job, or her posing a
direct threat to others in the workplace—the
same defenses available for other disabilities.

. Fora critique of some ways of reading Scarry, see
Tobin Siebers, Disability, Pain, and the Politics of
Minority Identity (unpublished manuscript, on
file with author, October 2011) (“Pain does not
spring from and differentiate the individual. It
does not belong to one person alone. It is a social
invention, external to people, that marks them as
individual. The dominant social representation
of pain in the West is the individual alone in pain
... . What would it mean to conceive of pain
not as an individual or personal emotion—as a
feeling owned by one person—but as a socially
mediated identity, as a product of social forces
operating external to individuals?”).

. There is an extensive literature on the so-called
contact hypothesis, the idea that working side by
side in cooperative ventures can reduce animus
andstereotyping. Foradiscussioninthedisability
context, see, for example, Samuel R. Bagenstos,
“Rational Discrimination,” Accommodation, and

10.
11.

12.

13.

14.
15.
16.

17.

the Politics of (Disability) Civil Rights, 89 Va. L.
Rev. 825, 843-44 & n.55 (2003).

. For more comprehensive treatments, see, for

example, Kevin Barry, Toward Universalism:
What the ADA Amendments Act Can and Can’t
Do for Disability Rights, 31 Berkeley J. Emp. &
Lab. L. 203 (2010); Alex B. Long, Introducing the
New and Improved Americans with Disabilities
Act: Assessing the ADA Amendments Act of 2008,
103 Nw. U. L. Rev. Colloquy 217 (2008).

29 CFR § 1630.2(1)(2).

For useful critical perspectives on the social
model, see, for example, Tom Shakespeare,
Disability Rights and Wrongs 29, 29-53 (2006);
Vlad Perju, Impairment, Discrimination, and the
Legal Construction of Disability in the European
Union and the United States, 44 Cornell Int'l1 L.]J.
279 (2011).

Protecting perceived-as discrimination is not
unique, however; the UK’s Equality Act of 2010 is
an example of ajurisdiction that offers protection
to those perceived to have a protected trait.

The other passenger was going to visit an ailing
relative, and so wanted to make sure that he knew
what it would look like for a person to mouth
those words. See Stephen Greenblatt, Epilogue,
Renaissance Self-Fashioning 255-56 (1983) (“I felt
superstitiously that if I mimed the man’s terrible
sentence, it would have the force, as it were, of a
legal sentence. .. .Iwas aware, in a manner more
forceful than anything my academic research had
brought home to me, of the extent to which my
identity and the words I utter coincide, the extent
to which I want to form my own sentences or to
choose for myself those moments in which I will
recite someone else’s.”).

See 76 Fed. Reg. 16980 (Mar. 25, 2011).

76 Fed. Reg. 16978.

One approach courts may take to reading
“discriminate” narrowly is to insist that plaintiffs
identify “comparators” in order to prove that that
the employer “discriminated” (in the statute’s
newly narrower meaning of that term) rather
than failed to accommodate. For the definitive
treatment of the comparator methodology, and
a discussion of its problems, see Suzanne B.
Goldberg, Discrimination by Comparison, 120
Yale L.J. 728 (2011).

See Clare Hemmings, Bisexual Theoretical
Perspectives:  Emergent and  Contingent
Relationships, in Bi Academic Intervention, The
Bisexual Imaginary: Representation, Identity
& Desire 1, 16 (1997) (quoting Eve Kosofsky
Sedgwick, ‘Bi’, Queer Studies list, QSTUDY-L@
UBVM.cc.buffalo.edu, Aug. 17, 1994: 15:49:34—
0400) (emphases removed).
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18. 76 Fed. Reg. 16987 n.3.

19. A counter example would be Rosemarie Garland-
Thomson'’s reading of Kazuo Ishiguro’s Never Let
Me Go, and particularly the film adaptation, as
dramatizing an anxiety about aworld upside down
in which people with disabilities use nondisabled
people for their own grotesque purposes.
Rosemarie Garland-Thomson, “Habitable
Worlds: Eugenic Spaces and Democratic Spaces,”
The Ethics of Disability Studies Lecture Series,
Columbia University (Feb 25, 2011).

20. Discussion with the Columbia Law Women’s
Association of Elizabeth F. Emens, Intimate
Discrimination: The State’s Role in the Accidents of
Love, 122 Harv. L. Rev. 1307 (2009), (Mar. 23, 2011).

21. One might say that the problem with Disability
House is that disabilities are so diverse; they are
indeed diverse, but a Blind House seems just as
likely to raise these concerns.

22. See, e.g., Individuals with Disabilities Education
Act (IDEA), 84 Stat. 175, as amended, 20 U.S.C.
§ 1412(a)(5) (requiring that participating states
establish “procedures to assure that[,] ... [tlo
the maximum extent appropriate, children with
disabilities ... are educated with children who
are not disabled”); Disability Advocates, Inc. v.
Paterson, 653 F.Supp.2d 184, 208 (E.D.N.Y. 2009)
(saying repeatedly, in a judgment that adult
homes run by the state of New York violate the
integration mandate of Title II of the ADA and
Olmstead, that these “Adult Homes limit the
development of relationships with people who
do not have disabilities”).
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The Politics of Disability



CHAPTER 5

Disabling Postcolonialism: Global Disability
Cultures and Democratic Criticism

Clare Barker and Stuart Murray

As scholars working in both Disability
Studies and Postcolonial Studies, we are
mindful of a number of concerns that arise
when we seek to bring together these two
fields. The first is our desire to explore the
intersections of our interests, and not to
have to hold them at a distance from one
another because of the arbitrary lines that
divide disciplinary areas. Secondly, we
are conscious of the fact that, put simply,
there has been little sustained analysis of
the representation of disability in postco-
lonial literatures and cultures, nor of the
methodological or theoretical bases that
the approaches might share.! From an ini-
tial standpoint, then, there are some basic
and foundational reasons to want to estab-
lish a dialogue between the two fields. The
placement of disability as the active verb
in our title, “Disabling Postcolonialism,”
reflects our feeling that Disability Studies
has the potential to make a more urgent
intervention into contemporary Postco-
lonial Studies than vice versa. As we will
go on to delineate, Disability Studies has
already begun to look toward the impor-
tant work of globalizing its outlook and
methodologies, whereas disability is still
almost completely absent from postcolo-
nial theory and criticism, marking a sig-
nificant exclusion in the field. Even so, as
a whole, contemporary Disability Studies

is not especially perceptive in its articula-
tion of global dynamics and there is much
work to be done, in both disciplines, to
raise awareness and refine research meth-
ods. While, in the broadest terms, postco-
lonial criticism tends to treat disability as
prosthetic metaphor, Disability Studies
problematically transports theories and
methodologies developed within the west-
ern academy to other global locations, pay-
ing only nominal attention to local forma-
tions and understandings of disability. It is
these limitations that we want to address
here: our central aim is to foster productive
exchanges and cross-fertilizations between
the two research fields, addressing silences
that have existed for too long.

It is clear to us that there are signifi-
cant questions at stake when considering
the multiple forces that come together
when we talk of disabling postcolonial-
ism. The temptation to conceive of and
express colonial processes and their con-
sequences—postcolonial resistance, anti-
colonial nationalism, the development of
independent states—using metaphors of
disability is all too obvious. The idea that
both disability and postcolonialism are, at
heart, connected to questions of power is,
of course, not misplaced. But it is an error
to subscribe to a reading of such notions
that thinks predominantly of the power
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relations involved here in terms of easy
models of health, illness, absence, loss,
pathology, charity or victimhood, to name
just the most recognizable of such catego-
ries. These assumptions and tropes fre-
quently haunt the discussion of disability
in postcolonial contexts, but we want to
argue that, in fact, the details within rep-
resentations and narratives of postcolo-
nial disability can also be understood to
reorient, in a fundamental fashion, our
understanding of such disability. We con-
tend that it is in disability’s material loca-
tions, in all their cultural diversity, that we
find potential new forms through which to
express disability experiences.

In this article we outline, through a criti-
cal investigation of the relevant arguments
in each subject area, what we see as the
most significant theoretical contributions
to the disabling of postcolonialism to date.
In addition, we seek to push the integra-
tion of the two fields further by articulat-
ing exactly how we think Critical Disability
Studies needs to adapt its assumptions and
methodologies to include and respond to
postcolonial locations of disability. Here,
we identify a number of key terms and
approaches—situated analysis, cultural
difference, environments of disability,
and representational practices—which we
believe have the capacity to undo the over-
rigid models and vocabularies through
which Disability Studies can sometimes
function. In turn, we feel that an apprecia-
tion of disability, elaborated through these
processes, gives greater detail to the under-
standing of the ways in which postcolonial
cultural representations work. At the heart
of our enquiry, as the second half of our title
implies, is our sense that the integration of
these twin viewpoints can be aligned with
what Edward Said describes as democratic
criticism. Our own interpretation of this
term refers to a critical method that is sensi-
tive to the particularities of disability as it is
experienced in postcolonial societies, and

seeks to further freedom through asserting
and questioning knowledge in the proc-
ess of establishing research methods. We
remain convinced that the best end prod-
uct of such work can make a material dif-
ference to people’s lives, and this convic-
tion is the base for our thinking throughout
what follows.

EDWARD SAID AND PARTICIPATORY
CITIZENSHIP

In terms of potential models that might
aid us in establishing the terms of a pro-
ductive association between postcolonial
and disability scholarship, we want to ini-
tiate the discussion of such a link through
a consideration of the writings of Edward
Said. With its focus on the power differen-
tial between communities in postcolonial
contexts, Said’s foundational work offers
itself as an instructive guide for all man-
ner of academic fields involved in similar
endeavours. Within Disability Studies, both
Tom Shakespeare and Rod Michalko have
used Said’s writings (on identity and exile
respectively) to think through particular
aspects of disability representations and
experiences, and his early and mid-career
work more generally displays the kinds
of critique of power and representational
systems that illuminate similar processes
within disability scholarship. When, in a
1985 interview entitled “In the Shadow of
the West,” Said noted that the “violence” of
the “act of representing (and hence reduc-
ing) others, almost always involves violence
of some sort to the subject of the represen-
tation,” or when he asked “what can we do
outside of this system [of representation]
that enables us to treat it as a productive,
rather than a natural process?” (2005: 40,
44), his observations chime with the semi-
nal work of those, such as David Mitch-
ell, Sharon Snyder, Rosemarie Garland-
Thomson, and Lennard Davis, who have,
since the mid-1990s, sought to unpack the



ways in which stories and images of people
with disabilities have nearly always been
reductive.

The classic Saidian process of critique,
then, is easily aligned, at an appropri-
ate level of abstraction, with the kinds of
work disability scholarship has come to
practise. In addition, we feel that his late
work on humanism, especially in his 2004
text Humanism and Democratic Criticism
(his last completed book, written as Said
himself experienced a significant and
disabling illness), contains perspectives
highly relevant to a discussion of disabil-
ity. As a postcolonial scholar choosing to
stress the values of humanism, a mode of
thinking deeply embedded within a Euro-
pean tradition, Said sought to outline a
working critique that appears counter-
intuitive but has, in fact, radical applica-
tions in terms of global relations. Equally,
we would claim that his articulation of an
idea of the “human,” a topic on which it
is wise to be cautious given the history of
humanism with regard to disability, offers
a provocative but potentially progressive
approach to the workings of disability
in culture. In particular, Said’s stress on
what he calls “participatory citizenship”
provides an inclusive framework within
which questions pertinent to both post-
colonial and disabled identities can be
explored.

For Said, giving detail on this, there is

no contradiction at all between the practice
of humanism and the practice of participa-
tory citizenship. Humanism is not about
withdrawal and exclusion. Quite the reverse;
its purpose is to make things more available
to critical scrutiny as the product of human
labor, human energies for emancipation
and enlightenment, and, just as importantly,
human misreadings of and misinterpreta-
tions of the collective past and present.
(2004: 22)

He goes on:
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In my understanding of its relevance today,
humanism is not a way of consolidating and
affirming what “we” have always known
and felt, but rather a means of question-
ing, upsetting, and reformulating so much
of what is presented to us as commodified,
packaged, uncontroversial, and uncritically
codified certainties.

(28)

Despite the problematic associations
between humanism and disability, then,
it is impossible not to see the potential
of what Said says here for a progressive
method of critique. The processes of “ques-
tioning, upsetting, and reformulating” and
the attention given to “misreadings of and
misinterpretations of the collective past
and present” mirror the variety of disability
movements and their attempts to demand
a sense of “participatory citizenship” when
validating disabled experiences. In addi-
tion, the example of the radical postco-
lonial scholar championing what many
would represent as a conservative set of
ideas asserts what we recognize as the
against-the-grain logic of much of the best
disability writing.

So it is both the detail and the shape
of Said’s thinking that offer a productive
guide for thinking through the connections
between postcolonial and disability schol-
arship. Bill Ashcroft and Pal Ahluwalia,
discussing Said’s late style, note that his
writing on humanism constitutes a desire
“almost single-handedly to re-orient the
understanding of the term away from its
deeply Eurocentric and elitist grounding
to a worldly and multi-faceted considera-
tion of human activity” (2000: 145), and we
respond to this both as postcolonial schol-
ars recognizing the challenge to Eurocen-
tric thinking, and as disability scholars
alive to the notion of “multi-faceted human
activity.” Above all, we find in the possibili-
ties of a “participatory citizenship” ideas
of democracy, agency and method; Said’s
thinking parallels the debates around
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activist rights discourses and the issues of
theorizing disability that are so apparent in
contemporary writing in Disability Studies.
If the Viconian humanism that underpins
Said’s own conception of the term can, in
his words, tell us that “we can really know
only what we make or, to put it differently,
we can know things according to the way
they were made” (2004: 11), then maybe
his own example of intellectual scrutiny
and expression can also help us to think
about what makes “us,” in terms of a com-
plex, inclusive humanity.

But, useful as they are, guiding frames
still need specifics, and for all that the force
of Said’s thinking might inspire ideas about
the connections between disability and the
postcolonial, it is clear that his valorization
of humanism will not work across the huge
variety of global contexts in which disabil-
ity is a social and cultural experience. These
problems highlight once again the limits
of grand theorizing that have bedevilled
Postcolonial Studies since the 1980s and
doubtless will shadow the attempted devel-
opment of Disability Studies as the subject
seeks to expand beyond its traditional Euro-
American base. Mark Sherry has warned of
the dangers of abusing the “rhetorical con-
nections” that exist between disability and
postcolonialism. “Neither disability nor
postcolonialism,” Sherry writes, “should
be understood as simply a metaphor for
the other experience; nor should they be
rhetorically employed as a symbol of the
oppression involved in a completely dif-
ferent experience” (2007: 21). Following on
from this, those practitioners of disability
scholarship who have sought to place dis-
ability within a global or postcolonial con-
text, or have used the languages of iden-
tity politics in a manner common to much
postcolonial writing, have often struggled
with their accounts of the differing kinds of
“experiences” that Sherry highlights here.

The majority of disability scholarship
has emerged from traditions that empha-

size local aspects of social application. In
Europe and the U.K. especially, such work
has stressed the processes of law and gov-
ernance, with a resulting focus on such
issues as community-based social services.
Inthe U.S., where a discourse- and human-
ities-based model has played a greater part
in the development of Disability Studies, it
has nevertheless been the case that Ameri-
can examples have predominated. In both
instances, there has been an understanding
that such models maywell have application
in non-Euro-American contexts (claims for
the social model, for example, assert that
it can adapt to the local variants of other
cultures), but there has been a singular
lack of specificity as to the detail of such
applications, especially as they might take
into account the nature of cultures shaped
by colonization and its consequences. It is
this question of applicability that concerns
us here. In aiming to develop strategies for
postcolonial disability analysis, we aspire
toward future scholarship in which the
nuanced methods we find in much Euro-
American-focused disability criticism are
replicated in work on global disability.

QUESTIONING THE GLOBAL

Disability scholarship that has considered
the value of a revisionist global dimension
has often asserted the potential of such
work in terms of enquiries and questions.
“What do we talk about when we talk about
global bodies?” asks Robert McRuer in the
Epilogue to Crip Theory: Cultural Signs
of Queerness and Disability (2006). His
answer, in part, is to recognize that such
talk involves movement beyond Euro-
American subjects and methods, that the
process of globalizing disability might mark
a move toward the “extension or comple-
tion” of the project that seeks the widest
possible integration of disabled lives and
experiences into majority cultures (201).
At the same time, however, McRuer notes



that this kind of thinking creates an idea of
global bodies that “also comes with its dan-
gers,” observing that “[w]hen a field covers
a larger terrain and purports to be about
everything ... there is always the danger
that trumping, transcending, and even
colonizing will displace the more urgent
work—especially urgent in these times—of
coalition” (201-202), a point equally true
of Postcolonial Studies of course. Overall,
McRuer’s ruminations on what the global
nature of Disability Studies might be open
up anumber ofhighly suggestive avenues—
afurther complication of cosmopolitanism
and global neoliberal institutions, an idea
of “disposable domesticity” (203)—that
invite future work. His intervention in Crip
Theory, though, is still best seen in terms of
such an invitation, an acknowledgement
that more needs to be done.

The same could be said of the cultural
model of disability more generally, par-
ticularly as it is expressed in the formative
work of Sharon Snyder and David Mitch-
ell. In their Cultural Locations of Disability
(2006), the very idea of “location” is one
with obvious appeal to a postcolonial schol-
arship aiming to highlight specific located
examples of disability in cultural contexts,
whether that is within colonial processes of
classification or post-independence rene-
gotiations of citizenship. When Snyder
and Mitchell claim that “[t]he definition of
disability must incorporate both the outer
and inner reaches of culture and experi-
ence as a combination of profoundly social
and biological forces,” we see—in the
space given here to “culture and experi-
ence”—the promise of a productive model
allowing for the cultural difference of post-
colonial disability to find its expression
(7). Yet, for all of the attractiveness of the
shape of the thinking here, the work that
might go on in any global cultural location
of disability remains something gestured
towards, and “cultural locations” appears
more as a phrase than an actual paradigm.
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The conclusion to Cultural Locations of
Disability moves towards thinking through

the issues of the location of Disability Stud-

ies as a subject (its final mini-chapters are

on the institutionalization of Disability
Studies and the development of research

practices, 194-203) and, while we find such

a focus useful, it does not embrace the full

potential that the term “cultural locations”

might suggest.

Indeed, there is a real sense that the
practice of globalizing disability, the imple-
mentation of the suggestion as it were,
actually works to foreground the limits of
current formations of the cultural model.
In reality, we find that asking the question
of how disability is figured in the global,
postcolonial history of the modern points
to the closed parameters of what we think
we know, rather than opening the door to
further scholarship; again, it is still all to be
done, with the precise locations of cultures
of disability still to be found.

Other practitioners of disability scholar-
ship have entered the debate surrounding
culture and representation in ways, and
with methodologies supplied by cognate
disciplines, that should make their use in
any account of postcolonial disability rela-
tively transparent. This is especially the
case with Ato Quayson, a noted postcolo-
nial scholar (on both the specificliteratures
of West Africa and postcolonial culture and
criticism more widely)? before his research
turned toward disability representation in
Aesthetic Nervousness: Disability and the
Crisis of Representation (2007). With its
focus on work by Wole Soyinka and J. M.
Coetzee, among others, Aesthetic Nervous-
ness presents what might seem like a clear
entry into a discussion of specific postcolo-
nial disability narratives. To an extent, this
is the case: Quayson notes, for example,
that Soyinka’s “writing focuses . .. on a set
of ritual dispositions drawn from a tradi-
tional Yoruba and African cultural sensibil-
ity” and that “each of his plays may be read
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as partial allegories of the Nigerian and
African postcolonial condition” (29). Yet
our reading of Quayson’s study overall is
that it does not seek to make links between
disability and postcoloniality at the level of
cultural production. As is in fact obvious
from his title, Quayson’s focus is on ques-
tions of aesthetics and form, and subse-
quently on issues of ethics, and not on the
determining question of how postcolonial
cultures per se represent disability. For all
that it does, Aesthetic Nervousness does not
offer us a model of how we might conceive
the particular interplay of postcolonial cul-
tural history and the depiction of disabil-
ity, whether individually experienced or
socially constructed.

Despite his postcolonial credentials,
then, Quayson does not focus on the ques-
tions of cultural and personal identity and
representation that appear for many as
the central axes of any initial account of
postcolonial disability. At the other end
of the spectrum is Tobin Siebers, whose
commitment to identity politics is iterated
throughout his disability work. “Identity
politics,” he writes in the introduction to
Disability Theory (2008), “remains in my
view the most practical course of action by
which to address social injustices against
minority peoples and to apply the new
ideas, narratives, and experiences discov-
ered by them to the future of progressive,
democratic society” (15). This is language
that has clear connections to the activist
roots of much disability scholarship; it is
also a statement with a clear relevance to
postcolonial contexts in which “injustices”
are countered in the name of “progressive”
and “democratic” social and cultural for-
mations. For Siebers, the category of the
“minority”—whether “minority peoples,”
“minority identity” or “minority studies”—
is essential to the optimism about what he
terms, in Disability Theory, the “future of
identity politics” (70-95). Yet, in his discus-
sions of minorities, Siebers gives virtually

no thought to the processes of globalization
or transnationalism and the production of
minority identity politics that occur as a
consequence of either past empires or the
global hegemonic power of current neo-
liberal formations, especially those of the
U.S. When he notes that “[d]isability stud-
ies has much to offer future discussions of
minority identity and its politics” (95), the
statement comes in the final paragraph of
his chapter on the topic, and it is apparent
that, as with Mitchell and Snyder, Siebers’
work—though obviously sympathetic to
non-American accounts of disability—has
no real sense of what such instances might
entail. Most contemporary disability schol-
arship is, it appears, all in favour of a situ-
ated theory and method that can articulate
the nature of global postcolonial disability,
and is very much aware of the need for such
work to complicate current models of how
disability is experienced and represented,
but it has no real idea of what these proc-
esses might actually look like.

We feel it is time to move beyond the
gesturing toward a future in which non-
Euro-American disability stories, of all
kinds, might be understood. We believe
that detailed and situated analysis is the
way to correct the conditional frame of
such gestures, and furthermore, to return
to McRuer’s question, that such a critical
approach will enable us to think through
what is involved in a concentration on
“global bodies.” In so doing, we would like
this article to build on what we see as the
one recent intervention in disability schol-
arship that does engage with the specifics
of globalized disability, namely Michael
Davidson’s notion of “the work of disabil-
ity in an age of globalization” (168) in Con-
certo for the Left Hand: Disability and the
Defamiliar Body (2008). Like other schol-
ars, Davidson asks the pertinent ques-
tions—“[w]hat might a critical disability
studies perspective bring to the globaliza-
tion debate?”—but he also offers a working



through of some potential answers. Noting
that disability “unsettles a global panacea
for health and human welfare,” he asserts
that it also “defamiliarizes the seemingly
inexorable pattern of capital movement,
information exchange, and market inte-
gration by which globalization is known”
(171, 169). Following this, Davidson’s
concentration on poverty and the distri-
bution of wealth, and his assertion of the
need “to reevaluate some of the keywords
of disability studies . . . from a comparative
cultural perspective” (172), gives detail (in
his accounts of “development” themes in
recent film, or narratives of international
organ sales and transplants, for example)
to the shape of disability theorizing in glo-
bal contexts.

SITUATING DISABILITY CULTURES

Our own analysis aims to supplement Dav-
idson’s globalized perspectives with spe-
cific references to postcolonial contexts,
theory and critical practices. To an extent
this continues the work begun by Pushpa
Naidu Parekh and the contributors to her
special issue of Wagadu on “Intersect-
ing Gender and Disability Perspectives in
Rethinking Postcolonial Identities” (2007),
but we see our scholarship as bringing an
added focus on critical methodology and
the specifics of literary and cultural analy-
ses informed by both Postcolonial Studies
and Disability Studies. The main interven-
tion we intend to make is formulated as a
call to move away from the “modelling”
established as the dominant mode of dis-
ability theorizing at present toward more
nuanced understandings of disability in
relation to cultural difference and situated
experience. We believe that for Disability
Studies to move forward, it is imperative to
interrogate the universal approach to dis-
ability naturalized within the social model
of disability in particular, and in doing so
to enact what might be termed a “decolo-
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nization” of Disability Studies in the vein
advocated by Linda Tuhiwai Smith in her
important book Decolonizing Method-
ologies: Research and Indigenous Peoples
(1999).3

Arif Dirlik’s controversial 2002 critique
of postcolonial criticism up to that date
demonstrated how, “focused on past lega-
cies,” the field was in his opinion “largely
oblivious to its own conditions of exist-
ence and its relationship to contemporary
configurations of power.” Postcolonialism,
he went on, “ignores the ways in which its
interpretation of the past may serve to pro-
mote or, at the least, play into the hands of
a globalized capitalism” (440). It is impor-
tant to recognize that the social model of
disability is similarly laden with priorities,
value judgements and historical perspec-
tives that are by no means neutral or trans-
parent; Disability Studies’ own “past lega-
cies”—its “interpretation of the past” within
a political framework of western minority
rights activism—can equally be accused of
a lack of self-reflexivity regarding its often
relatively privileged “conditions of exist-
ence” within systems of “globalized capi-
talism.” The kind of transnational “disabil-
ity-and-development” projects (Nepveux
and Smith Beitiks 2010) that act in the
name of progressive disability politics to
change attitudes and conditions in the
global South without the necessary aware-
ness of local ideologies and infrastructures
to resist their own neocolonizing effects,
are an offshoot of this embedded political
stance on disability—a version of Gayatri
Spivak’s well-known paradigm of “white
men saving brown women from brown
men” (1999: 287).

Instead of imposing a hegemonic model
of disability, then, and assuming that dis-
ability will function in comparable ways
across disparate cultural texts and con-
texts, contemporary materialist postcolo-
nial criticism gives us the tools to take par-
ticular, situated experiences as the starting
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point for disability analysis, enabling acts
of criticism emerging from and informed by
(rather than applied to) “cultural located-
ness” in the firstinstance. In endorsing this
method we echo the anthropologists Ben-
edicte Ingstad and Susan Reynolds Whyte
who, in Disability in Local and Global
Worlds (2007), seek to orientate disability
research “in the direction of greater differ-
entiation and specificity” (5) instead of the
pursuit of overarching disability models.
“We are interested in people’s own expe-
riences of what is disabling in their world
rather than in some universal definition”
(11), they write—a sentiment that reso-
nates with the increasing emphasis on lived
experience in the humanities-based schol-
arship of Siebers and Snyder and Mitchell.

A vital step toward such analysis is
the recognition that key Disability Stud-
ies concepts, including minority identity,
normalcy, and the relationship between
impairment and disability, are contin-
gent on cultural difference and may be
challenged by situated critical reading
practices. In a variety of postcolonial
contexts, culturally specific beliefs about
embodiment, ontology, communal iden-
tity and belonging continue to shape dis-
ability experiences. For example, many
indigenous communities do not identify
with individualist models of impairment;
in some American Indian cultures, for
instance, “[tthe determination of ‘nor-
malcy’ in health or wellness is dependent
on whether or not the individual is in bal-
ance with all her relations” (Lovern 2008),
including a balance with the natural world.
For Maori in Aotearoa/New Zealand, the
individuality of impairment is similarly
downplayed; “health is viewed as an inter-
related phenomenon rather than an intra-
personal one,” meaning that “Maori are
more likely to link good or bad health with
interpersonal and inter-generational con-
cerns” (Durie 1998: 71, 2). The presence
of indigenous or local “cultural models”

of health and disability demonstrates that
drawing generalized conclusions about the
ways in which postcolonial cultures experi-
ence disability cannot account for either the
ontological or the material conditions which
are formative in constructing disabled lives.

As an agent of biopolitical control, nor-
malcy in particular might not function in
thesamewaysindifferent cultural contexts.
Whereas in the global North, disability the-
orizing works from the assumption that
disability isa minority subject position, and
may focus on what Fiona Kumari Campbell
calls “debates about the purview of citizen-
ship” for disabled people “in advanced
capitalist liberal nation-states,” the case is
very different in some postcolonial nation-
states where there are instead “disputes
regarding the best way to discern the field
of not-disability (i.e. the healthy compara-
tor)” (2009: 34). In contexts of chronic pov-
erty or indigenous dispossession, ill health
and disability may be widespread enough
to shift the thresholds of health and dis-
ability, and in communities experiencing
mass disablement (due to war, disaster, or
industrial accident) people with disabili-
ties often constitute a numerical majority.
“Normal” lived experience in postcolonial
and developing contexts might be disabled
experience, drastically altering the cat-
egorical and exclusionary implications of
“normalcy” and “non-normativity.”

The acclaimed Bengali writer and activ-
istMahasweta Devidramatizes these points
in a powerful short story, “Shishu” [“Chil-
dren”] (1993), which details an encounter
between an idealistic relief officer, Singh,
and an adivasi (tribal) community suffer-
ing from the compound crises of poverty,
political repression, drought and famine.
The narrative climaxes with Singh’s reali-
zation that although “[h]e didn’t have the
stature of a healthy Russian, Canadian, or
American” and he “did not eat food that
supplied enough calories for a human
body,” when placed in context of the



adivasis’ government-sanctioned disable-
ment, his own body—*“the ill-nourished
and ridiculous body of an ordinaryIndian”
(our emphasis)—represents “the worst
possible crime in the history of civiliza-
tion.” By comparison, his “normalcy” (250)
appears as obscene privilege. As Singh’s
“shadow” (250) is cast suggestively over
the disabled and infantilized bodies of
the adivasis, the narrative displays how,
in a deeply stratified postcolonial society
where power is exercised differentially, the
“normate” (Garland-Thomson 1997: 8) is
shadowy, unstable and ultimately elusive.
Who sets the standards of embodied nor-
malcy here? The middle-class relief officer
who rations food parcels? The govern-
ment, whose land repossessions, taxes and
wars have disenfranchised and starved its
resistant indigenous citizens? Or the World
Health Organization, directly invoked by
Singh (250), whose recommendations for
calorie consumption render disabled a
large proportion of India’s population? By
complicating normalcy to the point of dif-
fusion, “Shishu” represents an instructive
parable for disability analysis informed by
postcolonial perspectives. While acknowl-
edging global codes of health and normalcy
as a spectral presence in the adivasis’ lives,
Devi relativizes such universalizing stand-
ards, foregrounding the local inflections
that disable specific bodies in a historicized
context of struggle.

ENVIRONMENT, TRAUMA,
DISABLEMENT

Given that the history of colonialism (and
its post/neocolonial aftermath) is indeed
a history of mass disablement, and that
the acquisition of disability may be tied
into wider patterns of dispossession—the
loss of family, home, land, community,
employment—there is a pressing need, as
we see it, to resist the too-easy censure of
narratives that construct disability as loss.
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We would caution especially against the
blanket rejection and/or critique of medi-
cal discourse and medicalized terminol-
ogy, which may be strategically important
when campaigning for resources and rais-
ing awareness of (neo)colonial abuses.
What individuals in such circumstances
experience as loss should not be rendered
an invalid response by arguments that fail
to recognize the wider contexts and mate-
rial environments in which disablement
occurs.

Any engagement with the environments
in which disability is created, especially
by war or disaster, and the subsequent
involvement of medical practice and dis-
course, invokes the category of trauma. The
relationship between disability and trauma
is one that is often cited explicitly in post-
colonial literary and cultural narratives but
has not yet undergone any sustained criti-
cal analysis. In fact, James Berger describes
a “discursive abyss” (2004: 563) between
disability scholarship and that on trauma,
going so far as to say that “disability stud-
ies exhibits a significant degree of denial
with regard to trauma and loss” (572). This
is perhaps understandable, given the com-
mitment of Disability Studies to changing
perceptions of disability as tragedy or mis-
fortune, but the confluence of disability
and trauma in many postcolonial contexts
raises a number of vital questions that Dis-
ability Studies should posit and attempt to
answer. Do we conceptualize trauma as a
disability? Or, given that the ways in which
individuals acquire disabilities are often
compounded by sociopolitical and cultural
factors, can disability be considered just
one component of the wider category of
“trauma”? How do our assumptions about
this relationship affect the ways in which
disability is treated, administered, repre-
sented, and discussed? There are no simple
answers to these questions but we would
argue that the content of postcolonial nar-
ratives suggests that disability criticism
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should address this absence in pursuit of a
more robust and inclusive theorization of
how “loss” may be constituted within dis-
ability experiences.

This notion of compound trauma raises
the question of whether the term disabil-
ity is adequate in encapsulating the com-
plex manifestations of disabled difference
in specific traumatic settings. Anthony
Carrigan’s work (2010) draws attention to
the particular forms of stigmatization and
exclusion suffered by hibakusha (“explo-
sion-affected people”) in post-Hiroshima/
Nagasaki Japan. Caught between a general
fear of radiation sickness and responses
generated from the cultural memory of the
bombings, the experiences of hibakusha
are continually conditioned by their impli-
cation within the ongoing resonance of a
collective trauma. As they negotiate minor-
ity subject positions, hibakusha potentially
undergo all the forms of oppression, dis-
crimination, coalition and activism that
we recognize as aspects of disability poli-
tics, and yet disability as we know it does
not wholly account for the range of often
fraught interactions between impaired
individuals and a society coming to terms
with a violent and traumatic history. Once
more, the specific cultural and historical
meanings of disability experience in post-
colonial environments challenge the foun-
dational assumptions, and the suitability
of the analytical tools, we would apply to
global disability.

As this example makes clear, the pro-
duction of disability in postcolonial loca-
tions involves complicated relationships
between cultural and environmental fac-
tors. McRuer’s (2010) timely commentary
on the 2010 Haitian earthquake highlights
how the disabilities caused by a seemingly
“natural” disaster are necessarily entan-
gled with economic relations and cultural
discourses that form the legacy of coloni-
alism in the state. Just as we believe that
culture cannot be used as a universal

descriptor for a particular mode of disabil-
ity theorizing, postcolonial disability expe-
riences may similarly trouble “environ-
ment” asitisapplied, in the social model, as
a generic disabling force. The assumption
that, as Siebers puts it, “[t]here is a one-to-
one correspondence between the dimen-
sions of the built environment and its pre-
ferred social body—the body invited inside
as opposed to those bodies not issued an
invitation” (2008: 85), becomes irrelevant
in the context of Haiti. Events there remind
us of the sometimes problematic over-
emphasis within Disability Studies on the
constructedness of environments accord-
ing to able-bodied norms. Indeed, it could
be that the competing claims for territory
and resources, alternative conceptions
of space and place, or the regularity of
destruction in some postcolonial contexts,
require that we rethink what is meant by
disabling environments. Furthermore, the
belief that such environments can be trans-
formed through minority activism, the
removal of barriers, and universal design,
is symptomatic of a deterministic notion of
environmental accessibility which does not
account for environments in which exclu-
sion and inaccessibility are by no means
unique to people with disabilities.

With this destabilization of human-
environment relations in mind, engage-
ments with postcolonial environmental
writing can help develop an understanding
of disabling postcolonial environments.
Rob Nixon points out how “[nJon-Western
environmental movements are typically
alert to the interdependence of human
survival and environmental change” (2005:
243), and postcolonial ecocriticism has
recently begun to direct much-needed
attention toward the ways in which “envi-
ronment” functions as “an integrated net-
work of human and non-human agents
acting historically” (Mukherjee 2010: 5)
rather than simply existing as a stable,
transformable, backdrop to human action



in the postcolony. In fact, many of the cen-
tral issues within postcolonial ecocriti-
cism—the “corporatizing of biodiversity,”
“indigenous land rights, community dis-
placement, ... toxicity, ... urban or poor
rural experience,” “biodegradation,
and ‘engineered environments’,” “nuclear
testing and nuclear pollution” (Nixon
2005: 243-45) to name just a few—have
direct and obvious links to health and dis-
ability issues, whether as causal factors of
disablement or as contexts that exacerbate
the oppression of people with disabilities.
Despite postcolonial ecocriticism’s inter-
est in the contingency and fragility of
human-environmental interactions, how-
ever, it has so far failed to factor the pres-
ence of different human bodies, abilities
and needs into its “network of human and
non-human agents” in any notable way.
Indra Sinha’s Booker Prize-shortlisted
novel Animal’s People (2007) showcases
how a combination of disability and
ecocritical perspectives can illuminate the
complex interrelations inherent to disa-
bling postcolonial environments. A fiction-
alization of the Bhopal industrial disaster
of 1984, when toxic gas killed thousands
of people as well as generating chronic ill-
nesses, disabilities, and reproductive dis-
orders in the years that followed, Animal’s
People broaches the relationship between
environment, disability and the human
in its protagonist’s opening statement: “I
used to be human once” (1). In the novel,
“Animal,” who has a twisted spine and
moves on all fours, politicizes his socially
inscribed dehumanization and is perceived
as “especially abled” (23) due to his unique
perspectives and skilled negotiation of his
environment. Yet rather than focusing on
the presence of disability, Pablo Mukher-
jee’s analysis of the novel stresses the
related concern that to Union Carbide—
the multinational corporation implicated
in Bhopal—the Indian “victims of gas were
expendable because their poverty would
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have doomed them to an early death any-
way” (2010: 155).* Here, in a process Said
would recognize only too well, the chain of
events by which high-risk environments,
poverty, and disability mutually produce
and reinforce one another exemplifies the
relationships of power that systematically
devalue human lives. As a consequence,
Sinha’s novel, like Bhopal itself, invites a
consideration of disability within the wider
discourses of human rights where they
intersect with sudden and violent environ-
mental change.

CONCLUSION: REPRESENTATION,
PARTICIPATION AND DEMOCRACY

Sinha’s deliberately provocative construc-
tion of his protagonist using animalistic
analogies points to another challenge gen-
erated by postcolonial disability writing:
the need to diversify the terms of our formal
analysis. The exposure, problematization,
dismantling and deconstruction of oppres-
sive representational practices—and met-
aphor in particular—remains an incredibly
powerful tool within humanities-based
disability research, but in thinking about
metaphor, we agree with Amy Vidali’s sug-
gestions that criticism should “[refrain]
from policing metaphor” and instead
“linvite] creative and historic reinterpre-
tations” (2010: 34) of figurative language.
This process surely has to include the vary-
ing cultural inflections that attach mean-
ing and resonance to impairment.

While disability is frequently used,
problematically, as a metaphor for the
“damaged” or abject postcolonial body
politic, there are many semantic permuta-
tions to disability representation. Disabil-
ity metaphors may be meaningful not just
as “crutchles]” (Mitchell and Snyder 2000:
49) in the telling of some “other” tale of
postcolonial experience, but as part of
foundational cultural and historical dis-
ability narratives; the depiction of scars
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in narrative accounts of slavery is just one
conspicuous example of this. The situated
reading practices we are proposing aim to
highlight how particular disability experi-
ences can shape cultural histories and are
written into artistic and representational
practices. Centrally, this involves consider-
ation of what analogies might signify to the
(disabled/postcolonial) community they
represent and how they function within a
particular literary form and cultural logic,
rather than the wholesale dismissal of met-
aphor as damaging, ableist or stigmatiz-
ing. Ralph Savarese’s (2010) identification
of “postcolonial neurology” is provocative
evidence of how creative cross-fertiliza-
tions between disability and postcolonial
metaphors can service the most radical
disability agendas. The idea of the “post-
colonial brain,” with its challenge to the
assumptions that come with the terms
postcolonialism or neurology, is, we feel,
exactly the kind of productive criticism that
can come when postcolonial and disability
thinking are allowed to meet with an open-
ness toward their possible interactions.

It is this sense of the radical and possi-
ble that draws us to Edward Said and ideas
of democracy and “participatory citizen-
ship.” For Said, near the end of his own
life and still pursuing the need for a radi-
cal engagement with culture, participation
meant both the production of criticism and
the possibility of democratic agency. “Cri-
tique,” he wrote, “is always restlessly self-
clarifying in search of freedom, enlight-
enment and more agency, and certainly
not their opposites.” Working within such
terms, he observed, “means situating cri-
tique . .. as a form of democratic freedom
and as a continuous practice of question-
ing and accumulating knowledge” (2004:
73, 74). Such statements, we feel, help us
to understand that the knowledge we seek
to bring to bear on thinking about post-
colonial disability requires the scrutiny of
such “continuous questioning” if it is to be

of benefit. And they also remind us that, in
the widest possible sense, “participation”
allows for the formation of a full and inclu-
sive idea of citizenship, one radical and
yet everyday in its appreciation of the real
value of disabled lives.

NOTES

1. For the most developed discussion of these
intersections, see Barker 2011.

2. See, for example, Quayson 1997 and 2000.

3. For Smith, “research” is directly associated with
“theworstexcessesofcolonialism” (1). Hernotion
of “decolonizing” research involves prioritizing
the worldviews of research subjects and
ensuring that the products of research—whether
material, financial, social or epistemological—
are communicated to, and used to benefit, the
communities they represent.

4. In contrast, Michael Davidson’s reading of
Bhopal puts disability at the heart of the disaster
when he wryly uses Union Carbide’s motto,
“Today, something we do will touch your life,”
as the epigraph to his chapter on disability and
globalization (2008: 168).
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CHAPTER 6

Abortion and Disability: Who Should and
Should Not Inhabit the World?

Ruth Hubbard

Political agitation and education during the
past few decades have made most people
aware of what constitutes discrimination
against blacks and other racial and ethnic
minorities and against women. And legal
and social measures have been enacted
to begin to counter such discrimination.
Where people with disabilities are con-
cerned, our level of awareness is low, and
the measures that exist are enforced hap-
hazardly. Yet people with disabilities and
disability-rights advocates have stressed
again and again that it is often far easier
to cope with the physical aspects of a dis-
ability than with the discrimination and
oppression they encounter because of it
(Asch, 1988; Asch and Fine, 1988). People
shun persons who have disabilities and iso-
late them so they will not have to see them.
They fear them as though the disability
were contagious. And it is, in the sense that
it forces us to face our own vulnerability.
Most of us would be horrified if a sci-
entist offered to develop a test to diagnose
skin color prenatally so as to enable racially
mixed people (which means essentially ev-
eryone who is considered black and many
of those considered white in the Americas)
to have light-skinned children. And if the
scientist explained that because it is diffi-
cult to grow up black in America, he or she
wanted to spare people suffering because

of the color of their skin, we would coun-
ter that it is irresponsible to use scientific
means to reinforce racial prejudices. Yet
we see nothing wrong, and indeed hail as
progress, tests that enable us to try to avoid
having children who have disabilities or
are said to have a tendency to acquire a
specific disease or disability later in life.

The scientists and physicians who de-
velop and implement these tests believe
they are reducing human suffering. This
justification seems more appropriate for
speed limits, seat-belt laws, and laws to
further occupational safety and health than
for tests to avoid the existence of certain
kinds of people. When it comes to women
or to racial or ethnic groups, we insist that
it is discriminatory to judge individuals on
the basis of their group affiliation. But we
lump people with disabilities as though all
disabilities were the same and always dev-
astating and as though all people who have
one were alike.

Health and physical prowess are poor
criteria of human worth. Many of us know
people with a disease or disability whom
we value highly and so-called healthy peo-
ple whom we could readily do without. It is
fortunate for human variety and variability
that most of us are not called on to make
such judgments, much less to implement
them.
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It is not new for people to view disability
as a form of pollution, evidence of sin. Dis-
ability has been considered divine punish-
ment or, alternatively, the result of witches’
spells. In our scientific and medical era we
look to heredity for explanations unless
there is an obvious external cause, such as
an accident or infectious disease. Nowa-
days, even if an infection can explain the
disability, scientists have begun to suggest
that our genes might have made us unusu-
ally susceptible to it.

Inasense, hereditary disabilities are con-
tagious because they can be passed from
one generation to the next. For this reason,
well before there was a science of genetics,
scientists proposed eugenic measures to
stem the perpetuation of “defects.”

THE RISE OF EUGENICS IN BRITAIN
AND THE UNITED STATES

Eugenics met its apotheosis under the Na-
zis, which is why many Germans oppose
genetic testing and gene therapy and their
use is being hotly debated in the parlia-
ment. Germans tend to understand better
than people in other countries what can
happen when the concern that people with
disabilities will become social and econom-
icburdens or that they will lead to a deterio-
ration of the race begins to dictate so-called
preventive health policies. They are aware
that scientists and physicians were the ones
who developed the Nazi policies of “selec-
tion and eradication” (Auslese und Ausmer-
ze) and who oversaw their execution. What
happened under the Nazis has been largely
misrepresented and misinterpreted in this
country, as well as among Nazi apologists in
Germany. To make what happened clearer, I
shall briefly review the scientific underpin-
nings of the Nazi extermination program,
which are obscured when these practices
are treated as though they were incom-
prehensible aberrations without historical
roots or meaning—a holocaust.

German eugenics, the attempt to im-
prove the German race, or Volk, by rid-
ding it of inferior and foreign elements,
was based on arguments and policies de-
veloped largely in Great Britain and the
United States during the latter part of the
nineteenth and the beginning of the twen-
tieth centuries. (In what follows I shall not
translate the german word Volk because
it has no English equivalent. The closest
is “people,” singular, used as a collective
noun, as in “the German people is patri-
otic.” But “people,” singular, does not con-
vey the collectivity of Volk because to us
“people” means individuals. Therefore, we
would ordinarily phrase my example, “the
German people are patriotic.”)

The term eugenics is derived from the
Greek word for “well born.” It was coined in
1883 by Francis Galton, cousin of Charles
Darwin, as “a brief word to express the sci-
ence of improving the stock, which is by no
means confined to questions of judicious
mating, but which, especially in the case of
man [sic], takes cognizance of all the influ-
ences that tend in however remote a degree
to give the more suitable races or strains of
blood a better chance of prevailing speed-
ily over the less suitable than they other-
wise would have had” (pp. 24-25). Galton
later helped found the English Eugenics
Education Society and eventually became
its honorary president.

British eugenics counted among its sup-
porters many distinguished biologists and
social scientists. Even as late as 1941, while
the Nazis were implementing their eugenic
extermination program, the distinguished
biologist Julian Huxley (1941)—brother
of Aldous—opened a semipopular article
entitled “The Vital Importance of Eugen-
ics” with the words: “Eugenics is running
the usual course of many new ideas. It has
ceased to be regarded as a fad, is now re-
ceiving serious study, and in the near fu-
ture, will be regarded as an urgent practical
problem.” In the article, he argues that it
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is crucial for society “to ensure that men-
tal defectives [sic] shall not have children”
and defines as mentally defective “some-
one with such a feeble mind that he can-
not support himself or look after himself
unaided.” (Notice the mix of eugenics and
economics.) He says that he refuses to enter
into the argument over whether such “ra-
cial degeneration” should be forestalled by
“prohibition of marriage” or “segregation
in institutions” combined with “steriliza-
tion for those who are at large.” He states
as fact that most “mental defects” are he-
reditary and suggests that it would there-
fore be better if one could “discover how to
diagnose the carriers of the defect” who are
“apparently normal.” “If these could but be
detected, and then discouraged or prevent-
ed from reproducing, mental defects could
very speedily be reduced to negligible pro-
portions among our population” (my em-
phasis). It is shocking that at a time when
the Nazi program of eugenic sterilization
and euthanasia was in full force across
the Channel, Huxley expressed regret that
it was “at the moment very difficult to en-
visage methods for putting even a limited
constructive program [of eugenics] into ef-
fect” and complained that “that is due as
much to difficulties in our present socio-
economic organization as to our ignorance
of human heredity, and most of all to the
absence of a eugenic sense in the public at
large.”

The American eugenics movement built
on Galton and attained its greatest influ-
ence between 1905 and 1935. An underly-
ing concern of the eugenicists is expressed
in a statement by Lewis Terman (1924), one
of the chief engineers of 1.Q. testing: “The
fecundity of the family stocks from which
our most gifted children come appears to
be definitely on the wane. . . . It has been
figured that if the present differential birth
rate continues 1,000 Harvard graduates
will, at the end of 200 years, have but 56 de-
scendants, while in the same period, 1,000

S. Italians will have multiplied to 100,000.”
To cope with this dire eventuality, eugenics
programs had two prongs: “positive eugen-
ics"—encouraging the “fit” (read “well-to-
do”) to have lots of children—and “negative
eugenics”’—preventing the “unfit” (defined
to include people suffering from so-called
insanity, epilepsy, alcoholism, pauperism,
criminality, sexual perversion, drug abuse,
and especially feeble-mindedness) from
having any.

Many distinguished American geneti-
cists supported eugenics, but none was
more active in promoting it than Charles
Davenport, who, after holding faculty ap-
pointments at Harvard and the University
of Chicago, in 1904 became director of the
“station for the experimental study of evo-
lution,” which he persuaded the Carnegie
Institution of Washington to set up in Cold
Spring Harbor on Long Island. His goal was
to collect large amounts of data on human
inheritance and store them in a central of-
fice. In 1910, he managed to persuade the
heiress to the Harriman railroad fortune
to fund the Eugenics Record Office at Cold
Spring Harbor, for which he got addition-
al money from John D. Rockefeller, Jr. He
appointed Harry W. Laughlin, a Princeton
Ph.D., as superintendent and recruited
a staff of young graduates from Radcliffe,
Vassar, Cornell, Harvard, and other elite
institutions as fieldworkers to accumulate
interview data about a large number of so-
called mental and social defectives. The
office and its staff became major resources
for promoting the two legislative programs
that formed the backbone of U.S. eugen-
ics: involuntary-sterilization laws and the
Immigration Restriction Act of 1924.

The first sterilization law was enacted in
Indiana in 1907, and by 1931 some thirty
states had compulsory-sterilization laws
on their books. Aimed in general at the
insane and “feeble-minded” (broadly in-
terpreted to include many recent immi-
grants and other people who did badly on
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1.Q. tests because they were functionally
illiterate or barely spoke English), these
laws often extended to so-called sexual
perverts, drug fiends, drunkards, epilep-
tics, and “other diseased and degenerate
persons” (Ludmerer, 1972). Although most
of these laws were not enforced, by Janu-
ary 1935 some twenty thousand people in
the United States had been forcibly steril-
ized, nearly half of them in California. In-
deed, the California law was not repealed
until 1980 and eugenic-sterilization laws
are still on the books in about twenty
states.

The eugenic intent of the Immigration
Restriction Act of 1924 was equally explicit.
It was designed to decrease the proportion
of poor immigrants from southern and
eastern Europe so as to give predominance
to Americans of British and north European
descent. This goal was accomplished by re-
stricting the number ofimmigrants allowed
into the United States from any one country
in each calendar year to at most 2 percent
of U.S. residents who had been born in that
country as listed in the Census of 1890 (so,
thirty-four years earlier). The date 1890 was
chosen because it established as a baseline
the ethnic composition of the U.S. popula-
tion prior to the major immigrations from
eastern and southern Europe, which began
in the 1890s. Laughlin of the Eugenics Re-
cord Office was one of the most important
lobbyists and witnesses at the Congres-
sional hearings that preceded passage of
the Immigration Restriction Act and was
appointed “expert eugenical agent” of the
House Committee on Immigration and
Naturalization (Kevles, 1985).

RACIAL HYGIENE IN GERMANY

What was called eugenics in the United
States and Britain came to be known as
racial hygiene in Germany. It was the re-
sponse to several related and widely held
beliefs: (1) that humane care for people

with disabilities would enfeeble the “race”
because they would survive to pass their
disabilities on to their children; (2) that not
just mental and physical diseases and so-
called defects, but also poverty, criminality,
alcoholism, prostitution, and other social
problems were based in biology and inher-
ited; and (3) that genetically inferior people
were reproducing faster than superior peo-
ple and would eventually displace them.
Although these beliefs were not based in
fact, they fueled racist thinking and social
programs in Britain and the United States
as well as in Germany.

German racial hygiene was founded in
1895, some dozen years after Galton’s eu-
genics, by a physician, Alfred P16tz, and was
based on much the same analysis of social
problems as the British and American eu-
genics movements were. In 1924, Plotz
started the Archive of Race- and Socio-biol-
ogy (Archiv fiir Rassen- und Gesellschaftsbi-
ologie) and the next year helped found the
Society for Racial Hygiene (Gesellschaft fiir
Rassenhygiene). German racial hygiene
initially did not concern itself with pre-
venting the admixture of “inferior” races,
such as Jews or gypsies, in contrast to the
British and American movements where
miscegenation with blacks, Asians, Native
Americans, and immigrants of almost any
sort was one of the major concerns. The
recommended means for preventing racial
degeneration in Germany, as elsewhere,
was sterilization. Around 1930 even some
German socialists and communists sup-
ported the eugenic sterilization of inmates
of psychiatric institutions, although the
main impetus came from the Nazis. The
active melding of anti-Semitism and racial
hygiene in Germany began during World
War I and accelerated during the 1920s,
partly in response to economic pressures
and a scarcity of available positions, which
resulted in severe competition for jobs and
incomes among scientists and physicians,
many of whom were Jews.
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Racial hygiene was established as an
academic discipline in 1923, when Fritz
Lenz, a physician and geneticist, was ap-
pointed to the newly created Chair of Ra-
cial Hygiene at the University of Munich, a
position he kept until 1933, when he moved
to the Chair of Racial Hygiene at the Uni-
versity of Berlin. Lenz, Eugen Fischer, and
Erwin Baer coauthored the most important
textbook on genetics and racial hygiene in
German. Published in 1921, it was hailed in
areview in the American Journal of Heredity
in 1928 as “the standard textbook of human
genetics” in the world (quoted in Proctor,
1988, p. 58). In 1931, it was translated into
English, and the translation was favorably
reviewed in Britain and the United States
despite its blatant racism, or perhaps be-
cause of it. By 1933, eugenics and racial
hygiene were being taught in most medical
schools in Germany.

Therefore the academic infrastructure
was in place when the Nazis came to power
and began to build a society that gave bi-
ologists, anthropologists, and physicians
the opportunity to put their racist and eu-
genic theories into practice. Looking back
on this period, Eugen Fischer, who directed
the Kaiser Wilhelm Institute for Anthropol-
ogy, Human Genetics, and Eugenics in Ber-
lin from 1927 to 1942, wrote in a newspaper
article in 1943: “It is special and rare good
luck when research of an intrinsically theo-
retical nature falls into a time when the gen-
eral world view appreciates and welcomes
it and, what is more, when its practical re-
sults are immediately accepted as the basis
for governmental procedures” (quoted in
Miiller-Hill, 1984, p. 64; my translation). It
isnot true, as has sometimes been claimed,
that German scientists were perverted by
Nazi racism. Robert Proctor (1988) points
out that “it was largely medical scientists
who invented racial hygiene in the first
place” (p. 38; original emphasis).

A eugenic-sterilization law, drafted
along the lines of a “Model Sterilization

Law” published by Laughlin (the superin-
tendent of Davenport’s Eugenics Record
Office at Cold Spring Harbor), was being
considered in 1932 by the Weimar govern-
ment. On July 14, 1933, barely six months
after Hitler took over, the Nazi govern-
ment passed its eugenic-sterilization law.
This law established genetic health courts
(Erbgesundheitsgerichte), presided over by
a lawyer and two physicians, one of whom
was to be an expert on “hereditary patholo-
gy” (Erbpathologie), whose rulings could be
appealed to similarly constituted supreme
genetic health courts. However, during the
entire Nazi period only about 3 percent
of lower-court decisions were reversed.
The genetic health courts could order the
sterilization of people on grounds that
they had a “genetically determined” dis-
ease, such as “inborn feeble-mindedness,
schizophrenia, manic-depressive insanity,
hereditary epilepsy, Huntington’s disease,
hereditary blindness, hereditary deafness,
severe physical malformations, and severe
alcoholism” (Miiller-Hill, 1984, p. 32; my
translation). The law was probably written
by Dr. Ernst Riidin, professor of psychiatry
and director of the Kaiser Wilhelm Institute
for Genealogy and Demography of the Ger-
man Research Institute for Psychiatry in
Munich. The official commentary and in-
terpretation of the law was published un-
der his name and those of an official of the
Ministry of the Interior, also a medical doc-
tor, and of a representative of the Health
Ministry in the Department of the Interior
who was a doctor of laws. All practicing
physicians were sent copies of the law and
commentaries describing the acceptable
procedures for sterilization and castration.

The intent of the law was eugenic, not
punitive. Physicians were expected to re-
port patients and their close relatives to
the nearest local health court and were
fined if they failed to report someone with
a so-called hereditary disease. Although
some physicians raised the objection that
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this requirement invaded the doctor-
patient relationship, the health authorities
argued that this obligation to notify then
was no different from requirements that
physicians report the incidence of specific
infectious diseases or births and deaths.
The eugenic measures were to be regarded
as health measures pure and simple. And
this is the crucial point: the people who
designed these policies and the later poli-
cies of euthanasia and mass extermination
as well as those who oversaw their execu-
tion looked on them as sanitary measures,
required in this case to cure not individual
patients but the collective—the Volk—of
threats to its health (Lifton, 1987; Proctor,
1988).

As early as 1934, Professor Otmar von
Verschuer, then dean of the University of
Frankfurt and director of its Institute for
Genetics and Racial Hygiene and later the
successor of Fischer as director of the Kai-
ser Wilhelm Institute for Anthropology,
Human Genetics, and Eugenics in Berlin,
urged that patients should not be looked
on, and treated, as individuals. Rather the
patient is but “one part of a much larger
whole or unity: of his family, his race, his
Volk” (quoted in Proctor, 1988, p. 105). Min-
ister of the Interior Wilhelm Frisch estimat-
ed that at least half a million Germans had
genetic diseases, but some experts thought
that the true figure was more like one in
five, which would be equivalent to thirteen
million. In any event, by 1939 some three
to four hundred thousand people had been
sterilized, with a mortality of about 0.5 per-
cent (Proctor, 1988, pp. 108-109). After that
there were few individual sterilizations.
Later, large numbers of people were steril-
ized in the concentration camps, but that
was done without benefit of health courts,
as part of the program of human experi-
mentation.

The eugenic-sterilization law of 1933
did not provide for sterilization on racial
grounds. Nonetheless, in 1937 about five

hundred racially mixed children were ster-
ilized; the children had been fathered by
black French colonial troops brought to
Europe from Africa after World War I to oc-
cupy the Rhineland (the so-called Rhein-
landbastarde).

The first racist eugenic measures were
passed in 1935. They were the Niirnberg
antimiscegenation, or blood-protection
laws, which forbade intermarriage or sex-
ual relations between Jews and non-Jews
and forbade Jews from employingnon-Jews
in their homes. The Niirnberg laws also
included a “Law for the Protection of the
Genetic Health of the German People,”
which required premarital medical ex-
aminations to detect “racial damage” and
required people who were judged “dam-
aged” to marry only others like themselves,
provided they first submitted to steriliza-
tion. The Niirnberg laws were considered
health laws, and physicians were enlisted
to enforce them. So-called positive eugen-
ics was practiced by encouraging “geneti-
cally healthy” German women to have as
many children as possible. They were per-
suaded to do so by means of propaganda,
economic incentives, breeding camps,
and strict enforcement of the law forbid-
ding abortion except for eugenic reasons
(Koonz, 1987).

The next stage in the campaign of “se-
lection and eradication” was opened at the
Nazi party congress in 1935, where plans
were made for the “destruction of lives not
worth living.” The phrase was borrowed
from the title of a book published much
earlier, in 1920, by Alfred Hoche, professor
of psychiatry and director of the Psychiat-
ric Clinic at Freiburg, and Rudolf Binding,
professor of jurisprudence at the Univer-
sity of Leipzig. In their book, entitled The
Release for Destruction of Lives Not Worth
Living (Die Freigabe zur Vernichtung leb-
ensunwerten Lebens), these professors ar-
gued for killing “worthless” people, whom
they defined as those who are “mentally
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completely dead” and those who constitute
“a foreign body in human society” (quoted
in Chorover, 1979, p. 97). At the time the
program was initiated, the arguments fo-
cused on the money wasted in keeping in-
stitutionalized (hence “worthless”) people
alive, for in the early stages the rationale of
the euthanasia campaign was economic as
much as eugenic. Therefore the extermina-
tion campaign was directed primarily at
inmates of state psychiatric hospitals and
children living in state institutions for the
mentally and physically disabled. Jews were
specifically excluded because they were not
considered worthy of euthanasia. (Here,
too, the Nazis were not alone. In 1942, as the
last inmates of German mental hospitals
were being finished off, Dr. Foster Kennedy,
an American psychiatrist writing in the of-
ficial publication of the American Psychiat-
ric Association, advocated killing mentally
retarded children of five and older (Proc-
tor, 1988). The arguments were phrased
in humane terms like these: “Parents who
have seen the difficult life of a crippled or
feebleminded child must be convinced
that though they have the moral obligation
to care for the unfortunate creatures, the
wider public should not be obliged . . . to
assume the enormous costs that long-term
institutionalization mightentail” (quotedin
Proctor, 1988, p. 183). This argument calls to
mind the statement by Bentley Glass (1971)
about parents not having “a right to bur-
den society with a malformed or a mentally
incompetent child.”

In Germany, the propaganda was sub-
tle and widespread. For example, Proctor
(1988, p. 184) cites practice problems in a
high school mathematics text published
for the school year 1935-36, in which stu-
dents were asked to calculate the costs to
the Reich of maintaining mentally ill peo-
ple in various kinds of institutions for dif-
ferent lengths of time and to compare the
costs of constructing insane asylums and
housing units. How is that for relevance?

Although the euthanasia program was
planned in the mid-1930s, it was notimple-
mented until 1939, when wartime disloca-
tion and secrecy made it relatively easy to
institutesuch extreme measures. Twoweeks
before the invasion of Poland an advisory
committee commissioned by Hitler issued
asecretreportrecommending that children
born with Down syndrome, microcephaly,
and various deformities be registered with
the Ministry of the Interior. Euthanasia, like
sterilization, was to proceed with the trap-
pings of selection. Therefore physicians
were asked to fill out questionnaires about
all children in their care up to age three
who had any of these kinds of disabilities.
The completed questionnaires were sent to
three-man committees of medical experts
charged with marking each form “plus” or
“minus.” Although none of these “experts”
ever saw the children, those whose forms
were marked “plus” were transferred to
one of a number of institutions where they
were killed. Some of the oldest and most
respected hospitals in Germany served as
such extermination centers. By 1941 the
program was expanded to include older
children with disabilities and by 1943, to
include healthy Jewish children. Also in
1939, evaluation forms were sent to psy-
chiatric institutions for adults for selection
and so-called euthanasia.

By September 1941 over seventy thou-
sand inmates had been killed at some of
the most distinguished psychiatric hospi-
tals in Germany, which had been equipped
for this purpose with gas chambers, dis-
guised as showers, and with crematoria
(Lifton, 1986; Proctor, 1988). (When the
mass extermination of Jews and other
“undesirables” began shortly thereafter,
these gas chambers were shipped east and
installed at Auschwitz and other extermi-
nation camps.) Most patients were gassed
or killed by injection with legal drugs, but
a few physicians were reluctant to inter-
vene so actively and let children die of slow
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starvation and the infectious diseases to
which they became susceptible, referring
to this as death from “natural” causes. Rel-
atives were notified that their family mem-
ber had died suddenly of one of a number
of infectious diseases and that the body
had been cremated for reasons of public
health. Nevertheless, rumors began to cir-
culate, and by 1941 hospital killings virtu-
ally ceased because of protests, especially
from the Church.

There is a direct link between this cam-
paign of “selection and eradication” and
the subsequent genocide of Jews, gypsies,
communists, homosexuals, and other “un-
desirables.” Early on these people were de-
scribed as “diseased” and their presence, as
an infection or a cancer in the body of the
Volk. Proctor (1988, p. 194) calls this ratio-
nalization “the medicalization of antisemi-
tism.” The point is that the Nazi leaders
shouted anti-Semitic and racist propagan-
da from their platforms, but when it came
to devising the measures for ridding the
Thousand Year Reich of Jews, gypsies, and
the other undesirables, the task was shoul-
dered by the scientists and physicians who
had earlier devised the sterilization and
euthanasia programs for the mentally or
physically disabled. Therefore, nothing
came easier than a medical metaphor:
Jews as cancer, Jews as disease. And so the
Nazi extermination program was viewed
by its perpetrators as a gigantic program
in sanitation and public health. It started
with quarantining the offending organ-
isms in ghettoes and concentration camps
and ended with the extermination of those
who did not succumb to the “natural” con-
sequences of the quarantine, such as the
various epidemics and hunger.

Yet a measure of selection was practiced
throughout the eradication process: It was
still Auslese as well as Ausmerze. At every
step choices were made of who could still
be used and who had become “worthless.”
We have read the books and seen the films

that show selections being made as the cat-
tle cars emptied the victims into the con-
centration camps: to work or to die? That
is where Joseph Mengele, an M.D./Ph.D.,
selected the twins and other unfortunates
to use as subjects for his scientific experi-
ments at Auschwitz, performed in collabo-
ration with Professor von Verschuer, at that
time director of the Kaiser Wilhelm Institute
for Anthropology, Human Genetics, and
Eugenics in Berlin. And von Verschuer was
not the only distinguished scientist who
gratefully accepted the human tissues and
body fluids provided by Mengele. After the
war it became fashionable to characterize
the experiments as “bad science,” but as
Beno Miiller-Hill (1984) emphasizes, noth-
ing about them would be considered “bad”
were they done with mice. What was “bad”
was not their scientific content but the fact
that they were being done with “disenfran-
chised human beings” (p. 97).

PRENATAL TESTING: WHO SHOULD
INHABIT THE WORLD?

I want to come back to the present, but I
needed to go over this history in order to
put my misgivings and those of some of the
Germans who are opposing genetic testing
into the proper perspective. I can phrase
the problem best by rephrasing a ques-
tion Hannah Arendt asks in the epilogue of
her commentary on the trial of Adolf Eich-
mann. Who has the “right to determine
who should and who should not inhabit
the world?” (1977). That’'s what it comes
down to.

So let me be clear: I am not suggesting
that prenatal diagnosis followed by abor-
tion is similar to euthanasia. Fetuses are
not people. And a woman must have the
right to terminate her pregnancy, whatever
her reasons. I am also not drawing an anal-
ogy between what the Nazis did and what
we and others in many of the industrial-
ized countries are doing now. Because the
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circumstances are different, different
things are being done and for different
reasons. But a similar eugenic ideology
underlies what happened then and the
techniques now being developed. So it is
important that we understand how what
happened then came about—and not in
some faraway culture that is altogether dif-
ferent from ours but in the heart of Europe,
in a country that has produced artists, writ-
ers, composers, philosophers, jurists, sci-
entists, and physicians the equal of any in
the Western world. Given that record, we
cannot afford to be complacent.

Scientists and physicians in this and
other countries are once more engaged
in developing the means to decide what
lives are worth living and who should and
should not inhabit the world. Except that
now they provide only the tools, while
pregnant women themselves have to
make the decisions, euphemistically called
choices. No one is forced to do anything.
A pregnant woman must merely “choose”
whether to terminate a wanted pregnancy
because she has been informed that her fu-
ture child will have a disability (although,
as I have said before, usually no one can
tell her how severe the disability will be).
If she “chooses” not to take the tests or
not to terminate a pregnancy despite a
positive result, she accepts responsibility
for whatever the disability will mean to that
child and to her and the rest of her family.
In that case, her child, her family, and the
rest of society can reproach her for having
so-to-speak “caused” that human being’s
physical pain as well as the social pain he
or she experiences because our society
does not look kindly on people with dis-
abilities.

There is something terribly wrong with
this situation, and although it differs in
many ways from what went wrong in
Germany, at base are similar principles of
selection and eradication. Lest this analogy
seem too abstract, let me give a few exam-

ples of how the principle of selection and
eradication now works in practice.

Think of people who have Hunting-
ton’s disease; as you may remember they
were on the list of people to be sterilized
in Germany. Huntington’s disease is a de-
generative disease of the nervous system
and is unusual among hereditary diseases
in that it is inherited as what geneticists
call a dominant trait. In other words, even
people in whom only one of the pair of
genes that is involved with regulating the
relevant metabolic processes is affected
manifest the disease. Most other gene-me-
diated diseases, such as Tay-Sachs disease
or sickle-cell anemia, are so-called reces-
sives: Only people in whom both members
of the relevant pair of genes are affected
manifest the disease. In the case of reces-
sive diseases, people with only one affected
gene are called carriers: They do not have
the disease and usually do not even know
that they carry a gene for it. To inherit a
recessive disease such as sickle-cell ane-
mia, a child must get an affected gene from
each of its parents; to inherit a dominant
disease, such as Huntington’s disease, it is
enough is she or he gets an affected gene
from either parent.

The symptoms of Huntington’s disease
usually do not appear until people are in
their thirties, forties, or fifties—in other
words, after most people who want to have
children have already had one or more.
Woody Guthrie had Huntington’s disease,
but he did not become ill until after he
had lived a varied and productive life, pro-
duced a large legacy of songs, and fathered
his children. At present, there is no cure
for Huntington’s disease, although scien-
tists have been working to find one. How-
ever, a test has been developed that makes
it possible to establish with fair reliability
whether a person or fetus carries the gene
for Huntington’s disease, provided a suf-
ficient number of people in that family is
willing to be tested.
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The existence of this test puts people
with a family history of Huntington’s
disease in an outrageous position: Al-
though they themselves are healthy and
do not know whether they will get the dis-
ease, they must decide whether to be test-
ed, whether to persuade as many of their
relatives as possible to do the same, and
whether to test their future child prenatally
so they can terminate the pregnancy if the
test reveals that the fetus has the gene for
Huntington’s disease. If it does and they de-
cide on abortion, they are as much as say-
ing that a life lived in the knowledge that
one will eventually die of Huntington’s dis-
ease is not worth living. What does that say
about their own life and the lives of their
family members who now know that they
have the gene for Huntington’s disease?
If the fetus has the gene and they do not
abort, they are knowingly wishing a cruel,
degenerative disease on their future child.
And if they refuse the test, they can be ac-
cused of sticking their heads in the sand.
This is an obscene “choice” for anyone to
have to make!

Some other inherited diseases also do
not become evident until later in life, such
as retinitis pigmentosa, a degenerative eye
disease. People with this disease are born
with normal vision, but their eyesight dete-
riorates, although usually not until midlife,
and they may eventually lose their sight.
(People with this disease presumably also
were slated for sterilization by the Nazis be-
cause itis a form of “hereditary blindness.”)
There are different patterns of inheritance
of retinitis pigmentosa, and prenatal di-
agnosis is becoming available for one of
these patterns and being sought for others.
What are prospective parents to do when
confronted with the “choice” of aborting
a pregnancy because their future child
may become blind at some time during its
life?

Another, rather different, problem aris-
es with regard to the so-called neural-tube

defects (NTDs), a group of developmental
disorders which, in fact, are not inherited.
They include anencephaly (failure to de-
velop a brain) and spina bifida (failure of
the spinal column, and sometimes also
the overlying tissues, to close properly)
Babies with anencephaly die before birth
or shortly thereafter. The severity of the
health problems of children who have spina
bifida depends on where along the spinal
column the defect is located and can vary
from life-threatening to relatively mild. The
incidence of NTDs varies geographically
and tends to be higher in industrialized
than in nonindustrialized areas. Women
who carry a fetus with a neural-tube defect
have a grater than usual concentration of
a specific substance, called alpha-feto-
protein, in their blood. A blood test has
been developed to detect NTDs prenatally,
and California now requires that all preg-
nantwomen in the state be offered this test.
The women are first counseled about NTDs
and about the test and then have to sign a
consent or refusal form. If they refuse, that
is the end of it. If they consent, they can
later refuse to abort the fetus even if the test
is positive. This procedure sounds relative-
ly unproblematical, although the require-
ment to sign a refusal form is coercive. (You
cannot walk away; you must say no.) The
trouble is that although the test detects vir-
tually all fetuses who have NTDs, it yields a
large number of false positive results that
suggest that the fetus has a NTD although
it does not.

Let us look at some numbers. In Califor-
nia there are about two hundred thousand
births a year and the incidence of NTDs
is about one per thousand. So, about 200
pregnant women a year carry fetuses with
NTDs and 199,800 do not. However, about
5 percent of women test positive on a first
test. In other words, if all pregnant women
agreed to be tested, 10,000 women would
have a positive test, 9,800 of which would
be false positives. Those 10,000 women
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would then have to undergo the stress of
worrying as well as further tests in order to
determine who among them is in fact car-
rying a fetus with a NTD. And no test will
tell the 200 women whose fetus, in fact, has
a NTD how severe their child’s health prob-
lem will be. All this testing with uncertain
results must be offered at this time, when
health dollars in California, as elsewhere,
have been cut to the bone, and increasing
numbers of pregnant women are coming
to term with little or no prenatal services
of any sort.

The reason I have spelled this problem
out in such detail is to make it clear that in
many of these situations parents have only
the most tenuous basis for making their
decisions. Because of the fear of raising a
child with a serious disability, many wom-
en “choose” to abort a wanted pregnancy
if they are told that there is any likelihood
whatever that their future child may have a
health problem. At times like that we seem
to forget that we live in a society in which
every day people of all ages are disabled
by accidents—at work, on the street, or at
home—many of which could be prevented
if the necessary money were spent, the
necessary precautions taken. What is more,
because of the deteriorating economic
conditions of poor people and especially
women, increasing numbers of babies are
born with disabilities that could easily be
prevented and are prevented in most oth-
er industrialized nations. I question our
excessive preoccupation with inherited
diseases while callousness and economic
mismanagement disable and kill increas-
ing numbers of children and adults.

To say again, I am not arguing against
a woman’s right to abortion. Women must
have that right because it involves a deci-
sion about our bodies and about the way
we will spend the rest of our lives. But for
scientists to argue that they are developing
these tests out of concern for the “quality of
life” of future children is like the arguments

about “lives not worth living.” No one can
make that kind of decision about someone
else. No one these days openly suggests
that certain kinds of people be killed; they
just should not be born. Yet that involves a
process of selection and a decision about
what kinds of people should and should
not inhabit the world.

German women, who know the history
of Nazi eugenics and how genetic coun-
seling centers functioned during the Nazi
period, have organized against the new ge-
netic and reproductive technologies (Duelli
Klein, Corea, and Hubbard, 1985). They are
suspicious of prenatal testing and counsel-
ing centers because some of the scientists
and physicians working in them are the
same people who designed and imple-
mented the eugenics program during the
Nazi period. Others are former co-workers
or students of these Nazi professors.

Our history is different, but not differ-
ent enough. Eugenic thinking is part of our
heritage and so are eugenic sterilizations.
Here they were not carried over to mass ex-
terminations because we live in a democ-
racy with constitutional safeguards. But, as
I mentioned before, even in recent times
black, Hispanic, and Native-American
women have been sterilized against their
wills (Rodriguez-Trias, 1982). We do not ex-
alt the body of the people, as a collective,
over that of individuals, but we come dan-
gerously close to doing so when we ques-
tion the “right” of parents to bear a child
who has a disability or when we draw unfa-
vorable comparisons between the costs of
care for children with disabilities and the
costs of prenatal diagnosis and abortion.
We come mighty close when we once again
let scientists and physicians make judg-
ments about who should and who should
not inhabit the world and applaud them
when they develop the technologies thatlet
us implement such judgments. Is it in our
interest to have to decide not just whether
we want to bear a child but what kind of
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children to bear? If we try to do that we be-
come entirely dependent on the decisions
scientists and physicians make about what
technologies to develop and what disabili-
ties to “target.” Those decisions are usually
made on grounds of professional interest,
technical feasibility, and economic and eu-
genic considerations, not out of a regard
for the needs of women and children.

PROBLEMS WITH SELECTIVE
ABORTION

I want to be explicit about how I think a
woman’s right to abortion fits into this
analysis and about some of the connec-
tions I see between what the Nazis did and
what is happening now. I repeat: A woman
must have the right to abort a fetus, what-
ever her reasons, precisely because it is a
decision about her body and about how
she will live her life. But decisions about
what kind of baby to bear inevitably are be-
deviled by overt and unspoken judgments
about which lives are “worth living.”

Nazi eugenic practices were fairly co-
ercive. The state decided who should not
inhabit the world, and lawyers, physicians,
and scientists provided the justifications
and means to implement these decisions.
In today’s liberal democracies the situa-
tion is different. Eugenic principles are
part of our largely unexamined and un-
spoken preconceptions about who should
and who should not inhabit the world, and
scientists and physicians provide the ways
to put them into practice. Women are ex-
pected to implement the society’s eugenic
prejudices by “choosing” to have the ap-
propriate tests and “electing” not to initi-
ate or to terminate pregnancies if it looks
as though the outcome will offend. And to
a considerable extent not initiating or ter-
minating these pregnancies may indeed
be what women want to do. But one reason
we want to is that society promises much
grief to parents of children it deems unfit to

inhabit the world. People with disabilities,
like the rest of us, need opportunities to act
in the world, and sometimes that means
that they need special provisions and con-
sideration.

So once more, yes, a woman must have
the right to terminate a pregnancy, what-
ever her reasons, but she must also feel em-
powered not to terminate it, confident that
the society will do what it can to enable
here and her child to live fulfilling lives. To
the extent that prenatal interventions im-
plement social prejudices against people
with disabilities they do not expand our re-
productive rights. They constrict them.

Focusing the discussion on individualis-
tic questions, such as every woman’s right
to bear healthy children (which in some
people’s minds quickly translates into
her duty not to “burden society” with un-
healthy ones) or the responsibility of scien-
tists and physicians to develop techniques
to make that possible, obscures crucial
questions such as: How many women have
economic access to these kinds of choices?
How many have the educational and cul-
tural background to evaluate the informa-
tion they can get from physicians critically
enough to make an informed choice? It also
obscures questions about a humane soci-
ety’s responsibilities to satisfy the require-
ments of people with special needs and to
offer them the opportunity to participate
as full-fledged members in the culture.

Our present situation connects with the
Nazi past in that once again scientists and
physicians are making the decisions about
what lives to “target” as not worth living by
deciding which tests to develop. Yet if peo-
ple are to have real choices, the decisions
that determine the context within which
we must choose must not be made in our
absence—by professionals, research re-
view panels, or funding organizations. And
the situation is not improved by inserting
a new group of professionals—bioethi-
cists—between the technical professionals
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and the public. This public—the women
and men who must live in the world that
the scientific/medical/industrial complex
constructs—must be able to take part in
the process by which such decisions are
made. Until mechanisms exist that give
people a decisive voice in setting the rel-
evant scientific and technical agendas and
until scientists and physicians are made
accountable to the people whose lives they
change, technical innovations do not con-
stitute new choices. They merely replace
previous social constraints with new ones.
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CHAPTER 7

Disability Rights and Selective Abortion

Marsha Saxton

Disability rights activists are now articulat-
ing a critical view of the widespread prac-
tice of prenatal diagnosis with the intent
to abort if the pregnancy might result in a
child with a disability. Underlying this cri-
tique are historical factors behind a grow-
ing activism in the United States, Germany,
Great Britain, and many other countries,
an activism that confronts the social stig-
matization of people with disabilities.

For disabled persons, women’s con-
sciousness-raising groups in the 1960s and
1970s offered a model for connecting with
others in an “invisible” oppressed social
group and confirming the experience of
pervasive social oppression. (“That hap-
pened to you, too?”) Participants in such
groups began to challenge a basic tenet of
disability oppression: that disability causes
the low socioeconomic status of disabled
persons. Collective consciousness-raising
has made it clear that stigma is the cause.

Effective medical and rehabilitation re-
sources since the 1950s have also contrib-
uted to activism. Antibiotics and improved
surgical techniques have helped to alle-
viate previously fatal conditions. Conse-
quently, disabled people are living longer
and healthier lives, and the population of
people with severely disabling conditions
has increased. Motorized wheelchairs,
lift-equipped wheelchair vans, mobile

respirators, and computer and commu-
nication technologies have increased the
mobility and access to education and em-
ployment for people previously ostracized
because of their disabilities.

Effective community organizing by
blind, deaf, and mobility-impaired citizen
groups and disabled student groups flour-
ished in the late 1960s and resulted in new
legislation. In 1973 the Rehabilitation Act
Amendments (Section 504) prohibited dis-
crimination in federally funded programs.
The Americans with Disabilities Act of 1990
(ADA) provides substantial civil rights pro-
tection and has helped bring about a pro-
found change in the collective self-image of
an estimated 45 million Americans. Today,
many disabled people view themselves as
part of a distinct minority and reject the
pervasive stereotypes of disabled people as
defective, burdensome, and unattractive.

It is ironic that just when disabled citi-
zens have achieved so much, the new re-
productive and genetic technologies are
promising to eliminate births of disabled
children—children with Down’s syndrome,
spina bifida, muscular dystrophy, sickle
cell anemia, and hundreds of other condi-
tions. The American public has apparently
accepted these screening technologies
based on the “commonsense” assump-
tions that prenatal screening and selective



88

| MARSHA SAXTON

abortion can potentially reduce the inci-
dence of disease and disability and thus
improve the quality of life. A deeper look
into the medical system’s views of disability
and the broader social factors contribut-
ing to disability discrimination challenges
these assumptions.

REPRODUCTIVE RIGHTS IN A
DISABILITY CONTEXT

There is a key difference between the goals
of the reproductive rights movement and
the disability rights movement regarding
reproductive freedom: the reproductive
rights movement emphasizes the right
to have an abortion; the disability rights
movement, the right not to have to have an
abortion. Disability rights advocates be-
lieve that disabled women have the right to
bear children and be mothers, and that all
women have the right to resist pressure to
abort when the fetus is identified as poten-
tially having a disability.

Women with disabilities raised these is-
sues at a conference on new reproductive
technologies (NRTs) in Vancouver in 1994.!
For many of the conference participants,
we were an unsettling group: women in
wheelchairs; blind women with guide dogs;
deaf women who required a sign-language
interpreter; women with scarring from
burns or facial anomalies; women with
missing limbs, crutches, or canes. I noticed
there what we often experience from peo-
ple who first encounter us: averted eyes or
stolen glances, pinched smiles, awkward
or overeager helpfulness—in other words,
discomfort accompanied by the struggle to
pretend there was none.

It was clear to me that this situation was
constraining communication, and I decid-
ed to do something about it. I approached
several of the nondisabled women, asking
them how they felt about meeting such a
diverse group of disabled women. Many of
the women were honest when invited to be:

“I'm nervous. Am I going to say something
offensive?” “I feel pretty awkward. Some
of these women’s bodies are so different!”
One woman, herself disabled, said that
she'd had a nightmare image of a disabled
woman’s very different body. One woman
confessed: “I feel terrible for some of these
unfortunate disabled women, but I know
I'm not supposed to feel pity. That’s awful
of me, right?”

This awkwardness reveals how isolated
the broader society and even progressive
feminists are from people with disabili-
ties. The dangerous void of information
about disability is the context in which the
public’s attitudes about prenatal diagnosis
and selective abortion are formed. In the
United States this information void has
yielded a number of unexamined assump-
tions, including the belief that the quality
and enjoyment of life for disabled people
is necessarily inferior, that raising a child
with a disability is a wholly undesirable ex-
perience, that selective abortion will save
mothers from the burdens of raising dis-
abled children, and that ultimately we as
a society have the means and the right to
decide who is better off not being born.

What the women with disabilities were
trying to do at the Vancouver conference,
and what I wish to do in this essay, is ex-
plain how selective abortion or eugenic
abortion, as some disability activists have
called it, not only oppresses people with
disabilities but also hurts all women.

EUGENICS AND THE BIRTH
CONTROL MOVEMENT

The eugenic interest that stimulates reli-
ance on prenatal screening and selective
abortion today has had a central place in
reproductive politics for more than half
a century. In the nineteenth century, eu-
genicists believed that most traits, includ-
ing such human “failings” as pauperism,
alcoholism, and thievery, as well as such



desired traits as intelligence, musical abil-
ity, and “good character,” were hereditary.
They sought to perfect the human race
through controlled procreation, encour-
aging those from “healthy stock” to mate
and discouraging reproduction of those
eugenicists defined as socially “unfit,” that
is, with undesirable traits. Through a se-
ries of laws and court decisions American
eugenicists mandated a program of social
engineering. The most famous of these was
the 1927 U.S. Supreme Court ruling in Buck
v. Bell?

Leaders in the early birth control move-
ment in the United States, including Mar-
garet Sanger, generally embraced a eugenic
view, encouraging white Anglo-Saxon wom-
en to reproduce while discouraging repro-
duction among nonwhite, immigrant, and
disabled people. Proponents of eugenics
portrayed disabled women in particular as
unfit for procreation and as incompetent
mothers. In the 1920s Margaret Sanger’s
group, the American Birth Control League,
allied itself with the director of the Ameri-
can Eugenics Society, Guy Irving Burch. The
resulting coalition supported the forced
sterilization of people with epilepsy, as well
as those diagnosed as mentally retarded
and mentally ill. By 1937, in the midst of
the Great Depression, twenty-eight states
had adopted eugenics sterilization laws
aimed primarily at women for whom “pro-
creation was deemed inadvisable.” These
laws sanctioned the sterilizations of over
200,000 women between the 1930s and the
1970s.2

While today’s feminists are not respon-
sible for the eugenic biases of their fore-
mothers, some of these prejudices have
persisted or gone unchallenged in the re-
productive rights movement today.* Con-
sequently, many women with disabilities
feel alienated from this movement. On the
other hand, some pro-choice feminists
have felt so deeply alienated from the dis-
ability community that they have been
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willing to claim, “The right wing wants to
force us to have defective babies.” Clearly,
there is work to be done.

DISABILITY-POSITIVE IDENTITY
VERSUS SELECTIVE ABORTION

It is clear that some medical profession-
als and public health officials are promot-
ing prenatal diagnosis and abortion with
the intention of eliminating categories of
disabled people, people with Down’s syn-
drome and my own disability, spina bifida,
for example. For this reason and others,
many disability activists and feminists re-
gard selective abortion as “the new eugen-
ics.” These people resist the use of prenatal
diagnosis and selective abortion.

Theresistance toselective abortionin the
disability activist community is ultimately
related to how we define ourselves. As fem-
inists have transformed women’s sense of
self, the disability community has reframed
the experience of having a disability. In part,
through developing a sense of community,
we've come to realize that the stereotyped
notions of the “tragedy” and “suffering” of
“the disabled” result from the isolation of
disabled people in society. Disabled people
with no connections to others with dis-
abilities in their communities are, indeed,
afflicted with the social role assignment of
a tragic, burdensome existence. It is true,
most disabled people I know have told me
with certainty, that the disability, the pain,
the need for compensatory devices and as-
sistance can produce considerable incon-
venience. But the inconvenience becomes
minimal once the disabled person makes
the transition to a typical everyday life. It
is discriminatory attitudes and thought-
less behaviors, and the ensuing ostracism
and lack of accommodation, that make life
difficult. That oppression is what’s most
disabling about disability.

Many disabled people have a growing
but still precarious sense of pride in an
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identity as “people with disabilities.” With
decades of hard work, disability activists
have fought institutionalization and chal-
lenged discrimination in employment,
education, transportation, and housing.
We have fought for rehabilitation and In-
dependent Living programs, and we have
proved that disabled people can partici-
pate in and contribute to society.

As a political movement, the disability
rights community has conducted protests
and effective civil disobedience to publi-
cize our demand for full citizenship. Many
of our tactics were inspired by the women’s
movement and the black civil rights move-
ment in the 1960s. In the United States
we fought for and won one of the most
far-reaching pieces of civil rights legisla-
tion ever, the Americans with Disabilities
Act. This piece of legislation is the envy of
the international community of disability
activists, most of whom live in countries
where disabled people are viewed with pity
and charity, and accorded low social and
legal status. Disability activists have fought
for mentor programs led by adults with dis-
abilities. We see disabled children as “the
youth” of the movement, the ones who of-
fer hope that life will continue to improve
for people with disabilities for generations
to come.

In part because of our hopes for disabled
children, the “Baby Doe” cases of the 1980s
caught the attention of the growing disabil-
ity rights movement. These cases revealed
that “selective nontreatment” of disabled
infants (leaving disabled infants to starve
because the parents or doctors choose not
to intervene with even routine treatments
such as antibiotics) was not a thing of the
past. In this same period, we also took note
of the growing number of “wrongful birth”
suits—medical malpractice suits brought
against physicians, purportedly on behalf
of disabled children, by parents who feel
that the child’s condition should have been
identified prenatally.® These lawsuits claim

that disabled babies, once born, are too
great a burden, and that the doctors who
failed to eliminate the “damaged” fetuses
should be financially punished.

But many parents of disabled children
have spoken up to validate the joys and sat-
isfactions of raising a disabled child. The
many books and articles by these parents
confirm the view that discriminatory atti-
tudes make raising a disabled child much
more difficult than the actual logistics of
care.” Having developed a disability-cen-
tered perspective on these cases, disabled
adults have joined with many parents of
disabled children in challenging the no-
tion that raising a child with a disability is
necessarily undesirable.

The attitudes that disabled people are
frightening or inhuman result from lack
of meaningful interaction with disabled
people. Segregation in this case, as in all
cases, allows stereotypes to abound. But
beyond advocating contact with disabled
people, disability rights proponents claim
that it is crucial to challenge limiting defi-
nitions of “acceptably human.” Many par-
ents of children with Down’s syndrome
say that their children bring them joy. But
among people with little exposure to dis-
abled people, it is common to think that
this is a romanticization or rationaliza-
tion of someone stuck with the burden of a
damaged child.

Many who resist selective abortion in-
sist that there is something deeply valuable
and profoundly human (though difficult to
articulate in the sound bites of contem-
porary thought) in meeting and loving a
child or adult with a severe disability. Thus,
contributions of human beings cannot be
judged by how we fit into the mold of nor-
malcy, productivity, or cost-benefit. People
who are different from us (whether in color,
ability, age, or ethnic origin) have much to
share about what it means to be human.
We must not deny ourselves the opportu-
nity for connection to basic humanness by



dismissing the existence of people labeled
“severely disabled.”

MIXED FEELINGS: DISABLED
PEOPLE RESPOND TO SELECTIVE
ABORTION

The disability activist community has be-
gun to challenge selective abortion. But
among disabled people as a whole, there
is no agreement about these issues. After
all, the “disability community” is as diverse
as any other broad constituency, like “the
working class” or “women.” Aspects of this
issue can be perplexing to people with dis-
abilities because of the nature of the preju-
diceweexperience. Forexample, the culture
typically invalidates our bodies, denying
our sexuality and our potential as parents.
These cultural impulses are complexly in-
tertwined with the issue of prenatal test-
ing. Since the early 1990s, disability rights
activists have been exploring and debating
our views on selective abortion in the dis-
ability community’s literature.® In addition,
just like the general population’s attitudes
about abortion, views held by people with
disabilities about selective abortion relate
to personal experience (in this case, per-
sonal history with disability) and to class,
ethnic, and religious backgrounds.

People with different kinds of disabili-
ties may have complex feelings about pre-
natal screening tests. While some disabled
people regard the tests as a kind of geno-
cide, others choose to use screening tests
during their own pregnancies to avoid the
birth of a disabled child. But disabled peo-
ple may also use the tests differently from
women who share the larger culture’s anti-
disability bias.

Many people with dwarfism, for exam-
ple, are incensed by the idea that a woman
or couple would choose to abort simply
because the fetus would become a dwarf.
When someone who carries the dwarfism
trait mates with another with the same trait,
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there is a likelihood of each partner con-
tributing one dominant dwarfism gene to
the fetus. This results in a condition called
“double dominance” for the offspring,
which, in this “extra dose of the gene”
form, is invariably accompanied by severe
medical complications and early de