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Abstract

A soci ol ogi cal overview of the devel opnment of the rights
novenent is provided. The novenent arose to conbat the
oppressive marginalization of persons with disabilities. It
sought both to enpower themto take control of their own
lives and to influence social policies and practices to
further the inclusion of individuals with disabilities into
the societal nmainstream It developed in three phases. In
the first phase, a definition of both what the problemis
and of what its sources are, was offered. In the second, a
consensus was established and acted upon as to a collective
solution to the problem In the third phase, it responded to
the aftermath of new policies and practices.
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Thi s paper provides a sociol ogical overview, based on the
work of Fuller & Myers (1941), Bluner (1971), Muss (1975), and
Spector & Kitsuse (1977), of the devel opment of a particular
soci al nmovenent, the disability rights novenent in the United
States. O course, the United States is but one of the many
countries in which such a novenent has arisen (See: Charlton
1998; Newel | 1999; Cooper 1999; Jayasooria 1999; Hayashi and
Masako, 2001; and CGottlieb, 2001). As with many social novenents,
the disability rights novenment arose to offer solutions to a
social problem viz., the oppressive marginalization of persons
with disabilities. Its solution is basically, albeit not
entirely, twofold. First, to enpower persons with disabilities to
take control of their own lives; and, second, to influence socia
policies and practices so as to further "the integration and ful
i nclusion of individuals with disabilities into the nainstream of
Anerican society," as is now put in federal |aw (anended
Rehabilitation Act of 1973, Title VII, Chapter 1, Section 701).

The disability rights novenment, while by no neans a
nmonolith, is one whose slogan may well be that cited by Charlton,
“Not hi ng about us wi thout us," an expression he traces (1998: 3)
to an international disability rights conference. In sum then
disability rights novenents seeks to replace oppression with



enpower nent, and, marginalization with full inclusion

As with the devel opnent of any social novenent, that of the
di sability rights novenent can be said to develop in phases
(Fuller & Myers 1942, Bluner 1971, Muss 1975: 57-70, and Spector
& Kitsuse 1977). In particular, the disability rights novenent
can be said to entail three phases: 1) definition of the problem
2) solutions; and 3) aftermath. In the first phase, the novenent
offers a definition of the problemwhich involves a statenent of
both what the problemis, and what its sources are. In the second
phase, a consensus is established and acted upon that not only is
sonmet hi ng wrong, but that something ought to be done about it on
a collective, not individual, basis. CGenerally, the second phase
can be said to end with the enactnent of appropriate law, i.e.
| aw whi ch seeks to redress the grievances identified by the
novenment and |legitinates solutions it supports. |ndeed, the
"vol une and depth" of such appropriate |aws may well be, as Muss
(1975: 70) suggests, "the nost inportant indicator of the
"success' of a social problens-nmovenent." Neverthel ess, the
second phase may al so spawn sol utions invol ving non-governnent a
organi zations as wel|l.

In the case at hand, the disability rights novenent, the
first two phases entail the establishment of a consensus that
wi t hout the protection of the law, persons with disabilities wll
be subject to an oppressive marginalization; and that the
adopti on of new public policy and practices are needed to
elimnate, or at |east reduce, the problem It also spawned the
| ndependent Living Myvenent.

Unfortunately, even years after the successful conclusion of
its second phase, social nmovements often find problens have been
nore often aneliorated than solved. Mreover, solutions to old
probl enms can bring new problenms in their wake. There is, then, a
third phase of a social novenment, that of dealing with the
aftermath of new policies and practices. The aftermath generally
i nvol ves dealing with both remmants of the old problem e. g.
some oppressive nmarginalization renmains, and new probl ens, that
arise out of conditions created by the solution, perhaps,

i ncludi ng a backl ash seeking a return to the status quo ante. For
exanple, affirmative action attacked discrimnatory coll ege

admi ssions practices, but, in its wake, came questions about the
abilities of the students adnmitted as a result of affirmative
action. Consequently, in sone places, notably California,
affirmative action itself cane to be seen as a problemto be

el i m nat ed.

Of course, the devel opnent of a social novenent nmay be
uneven. Calls for governnmental action nay cone before there is a
cl ear understanding of the problemthe action is to solve. Sone,
for exanmple, would argue that those who call for school vouchers
paid for by the state or federal government have not shown how
vouchers will help and/or that the state of Anmerican schools
warrants such "drastic" action. In sum a sociological analysis
of the devel opment of a social novenent need not be a socia
hi story of its devel opment. What follows, then, is a
soci ol ogi cal, but, not necessarily a chronol ogical, analysis of
the disability rights novenent.

Phase |: Definition of the Problem



As indicated above, a social novenent seeking the sol ution
of a social problemw |l devel op an understanding of the problem
and sources. That is, the nmovenent will define the problem by
expl ai ning both what it thinks is wong, and what it regards as
the sources of the problem (see: Fuller & Myers 1941, Bl uner
1971, and Spector & Kitsuse 1977: 130-158). In the case of the
disability rights novenent, the problemis that persons with
disabilities are margi nalized and, consequently, oppressed. The
sources of these problenms, as with related problens such as
raci sm and sexism are said to be both constituted on a persona
or interpersonal |evel and constructed by institutional practices
(Aiver 1990: 82-83). That is, fromthe standpoint of the
disability rights novenent, the oppressive marginalization of
persons with disabilities is, in part, rooted in the prejudices
or m sconceptions, but, also, in the good intentions, in the
m nds of persons without a disability as they are nmanifest in
their interactions with persons with disabilities.

However, it is also rooted and constructed by the dom nant
or hegenonic i deas and practices, which Berger & Luckmann (1966:
45) terma "plausibility structure”. Such a structure provides
for unobtrusive control of the prem ses upon which decisions are
rendered pl ausi bl e and, thus, acceptable (see: Perrow 1986
128-130). That is, the dom nant ideas and practices, the
plausibility structure, by virtue of its control over the
definition of the situation of persons with disabilities, enables
ot herwi se decent people to adopt policies and programs which they
regard as reasonable, plausible, but, which the novenment views as
a mgj or source of the oppressive marginalization of persons with
disabilities. Consequently, "the oppression of people with
disabilities does not [always] derive froma backward set of
attitudes."” To the contrary, "it is the product of [the] doni nant
cul ture" which even though often well-neani ng, neverthel ess,
"margi nal i zes people" with disabilities (Charlton 1998: 82).

Mar gi nal i zati on and Oppression

Inits first phase, the disability rights novenent, as noted
above, defined the claimthat persons with disabilities are: 1)
subj ect to marginalization; and 2) are, consequently, oppressed.
In this phase, then, marginalization was first identified and its
oppressive nature exposed. And in order to understand the
probl enms encountered by persons with disabilities, the
disabilities rights novenents nmkes inportant distinctions
between: 1) inpairnment and disability, and, 2) stigmatization and
mar gi nal i zati on.

The disability rights novenment generally accepts the
definitions of "inpairnment" and "disability" offered by UPIAS
(Union of the Physically Inpaired Agai nst Segregation 1976: 14 as
gquoted in Barton 1998: 56). Specifically, "inmpairnment” is the
condition of a person "lacking part or all of |inmb, organ or
mechani sm of the body." "Mechani sns of the body" may be sight,
heari ng or sone higher cognitive function such as reading.
"Disability" is "the disadvantage or restriction of activity
caused by a contenmporary social organization which . . . excludes
[ peopl e with physical inpairnents] fromparticipation in the
mai nst ream of social activities."

Soci al organi zation is here understood as a conbi nati on of
t he prevailing node of doing things, the social structure, and



the prevailing ideas of what is right, normal or otherw se
appropriate behavior, the normative structure. The socia
structure refers to how things are done; the normative order, to
how t hey ought to be done. The social structure and/or the
normative order nmay reflect not only prevailing wisdom but
prevailing prejudices and stereotypes.

In any case, where floors above the ground floor of a
bui l di ng can be reached by use of a stairway, the use of stairs
is part of the social structure as well as that of the building' s
physi cal structure. \Were use of any other nmeans of entry is seen
as inproper or inappropriate sloth, use of the stairs may al so be
part of the normative order. Were elevators are widely avail able
in addition to stairs and an acceptabl e node of entry to upper
floors, then using stairs may not be part of either the socia
structure or the normative order. Furthernore, paraplegia, which
is an inpairnment in any case, is rendered a disability only where
el evators are not available or their use frowned upon

The distinction between inpairnment and disability is nmade
very clear in the classic study of the place of deaf people in
t he mai nstream of the towns of West Tisbury and Chil mark,
Massachusetts (Groce 1985). In these towns, there were many
peopl e who were congenitally deaf. However, since everyone in
t hese towns spoke sign | anguage, they were not disabl ed, they
were not excluded fromthe mainstream of social activities in
their respective towns. Conversely, |eft-handedness may be a
disability where, as was noted in recent testinony before New
York City's city council (Bumiller 2000: B4), door handles,
banni sters, guard rails, or a conputer nouse, are designed for
ri ght-handed people. However, it is not an inpairnent as no
"“l'inmb, organ or nechani sm of the body" is |acking.

Social attitudes may al so exclude individuals fromthe
mai nstream of society and, thus, disable them Left-handed people
were once suspect. The term "sinister"” derives fromthe Latin for
"on the left hand" (Urdang 1968: 1228). And teachers used to do
their utnopst to encourage, even require, |eft-handed students to
write with their right hand. Clearly, then, the status of a
particul ar condition nay change over time.

Poor eyesight and the consequent use of corrective lenses is
a case in point. That is, "spectacles are [now] a necessary aid
for many with a visual inpairnent, but they have been so
"nornalized that wearing glasses [or contact |lenses] is no
| onger regarded as a mark of a disabled person . " (Barnes,

Mer cer & Shakespeare 1999: 25).

“Inmpai rnent," then, is a physical or biological condition
i ncludi ng, of course, cognitive inmpairnent. "Disability," is a
soci al condition, part and parcel of the prevailing socia
organi zation. Wiile certainly desirous of the elimi nation of both
i mpai rments and of disabilities, the disability rights novenent
focuses on the latter.

In addition to the distinction between inpairment and
disability, the understanding of the disability rights novenent
is also inforned by the distinction between stigmatization and
mar gi nal i zation. Stigmatization is the process whereby an
i ndi vidual cones to be viewed as having "an attribute [a stigng]
that is deeply discrediting" (Goffman 1965: 4). "The centra
feature of the stigmatized individual's life . . . is a question
of . . . "acceptance.' Those who have dealings with hinf/her]



fail to accord hinf/her] the respect and regard which" would
ot herwi se be their due (Coffnman 1965: 8).

Mar gi nal i zation is the process whereby one is kept outside,
on the margins of, activities in the mainstream of one's society.
It is a process which denies one effective "citizenship
resources . . . [and] access to education, enploynment, housing
and other areas of . . . life" (WIllianms 1998: 17). In short, a
mar gi nal i zed person is excluded fromthe mainstreamof the polity
and econony of his/her society. Mreover, marginalization
deprives one of autonony over one's life.

Stigmatizati on and margi nalization are each a process which
wor ks to exclude persons with inpairments fromparticipation in
the mai nstream of social activities. Each, then, is a process
whi ch di sabl es people. The essential difference between the two
is that stigmatization generally occurs in the realmof prinmary
groups, those involving face-to-face interpersonal encounters
such as with famly, friends, between neighbors or infornma
groups in an otherwi se fornmal work setting where interaction
typi cally spontaneous, informal and personal” (M chener &

Del amat er 1999: 318).

Mar gi nal i zati on generally occurs in the real mof secondary
groups, those in which interactions "tend to be fornmal
i mper sonal and non-spont aneous” (M chener & DeLamater 1999: 318)
such as in a bureaucracy. Moreover, narginalization generally
refers to one's relationship to the econony and the polity of
one's own society. Thus, in a marginalized world, "enployers turn
away qualified and conmpetent workers sinply because they are
di sabl ed" (Hunt 1998: 14). It is also a world in which public
policy concerning people with disabilities is established, e.g.
at school board neetings, without their participation in the
policy making process; a world, in which with respect to people
with disabilities, nuch about themis indeed done w thout them

While the disability rights novement would prefer that
people with disabilities are neither stigmatized nor
mar gi nal i zed, given its primary concerns with the exercise of
econonic and political rights, the rights to a job and to having
a voice, the rights to autonony, self-sufficiency (independence)
and self-determination, it has "not found stigma a hel pful or
useful concept."” The analysis of stigmatization focuses on
primary or interpersonal relations, and not on political or
economic rights (Oiver 1990: 68). The nobvenent, then, focuses on
mar gi nal i zati on.

The goal of the disability rights novenent is, then, the
elimnation, or at |east anelioration, of the disabling
mar gi nal i zati on of persons with inpairnents, and, thereby, to
enpower themto influence social policies and practices so as to
further the integration and full inclusion of individuals with
disabilities into the mainstream of American society.
Concomitantly, it is to facilitate their taking control of their
own lives. That is, the goal is to enable persons with
disabilities to be productive, contributing citizens who "choose
a way of life that confronts all the options and risks throughout

life that are inherent to living in, rather than outside
[on the margins of] society" (Brisenden 1998: 26). Thus, the
nmovenent's goal is to create a society in which persons with
disabilities can truly say, "we are able to take responsibility
for our owmn lives, . . . do not need or want [others] to mmnage

is



our affairs; we best understand what is best for us; we . .
control our own organizations and progranms and influence
government fundi ng, public policy, and econom c enterprises that
directly affect us" (Charlton 1998: 128). In order to attain its
goal, then, the novenent has sought, first to explain why

mar gi nal i zation is oppressive, and, then, to identify its root
source.

From the standpoint of the disability rights novenent, the
right and ability to exerci se autonony over one's own life is the
basi c, defining, characteristic of what it means to be human
Mar gi nal i zati on (and, for that matter, stigmatization) is,

t herefore, oppressive. It is dehumanizing in that it deprives
persons with disabilities of their autonony, their ability both
to make their own neani ngful choices, free of unwarranted
constraint, and to carry themout. Furthernore, since, as

i ndi cated above, narginalization precludes one from confronting
the risks that are inherent inliving a life and the failures
that selecting a poor risk can bring, it is oppressive. "Wthout
the possibility of failure, the disabled person lacks . . . the
ultimate mark of humanity, the right to choose for good or evil™
(DeJdong 1983: 20). The disability novement, then, can be seen as
an "incarnation of an old thenme in Arerican life the idea of

sel f-hel p" or autonony (Zola 1983: 49). "There has," as Varela
(1983: 48) observes, "always been soneone, sonewhere fighting
agai nst laws, attitudes and practices that restrict persona
autonony, " and are, thereby, oppressive.

To succeed in the fight against such oppression, the
nmovenment needed to denonstrate that the oppression of persons
with disabilities is "related to an ideol ogy or group of
i deol ogi es which justify and perpetuate” it (Abberley 1967: 7).
That is, to succeed as a social novenent, the disability rights
novenment had to identify the ideas which exert unobtrusive
control over the prem ses defining the i ssues which concern them
It needs to do so because these controlling ideas constitute a
structure of policy and practice, i.e., a plausibility structure
which renders it plausible for ordinary, well-intentioned people
to accept and put into practice ideas which the novenent regards
as oppressive.

The disability rights novenent has generally identified the
medi cal or rehabilitative nodel of disability as the main basis
for regarding inpairnent, and, the ensuing disability, as a
personal tragedy rather than as a the result of socia
oppression. Thus, the nedical or rehabilitative nodel makes it
pl ausi bl e, through control of premises as to the nature of being
di sabl ed, for otherwi se well-intentioned people to see as
accept abl e what the novenent regards as oppressive, viz., the
mar gi nal i zati on of people with disabilities as people in need of
i ndi vi dual care and not as people in need of collective efforts
to ensure their rights as citizens.

The Medi cal Moddel as an Oppressive Plausibility Structure

The focus of the nedical nmodel is, of course, on inpairnent,
t he physical or biological condition of people with disabilities.
Mor eover, the nedical nmodel views inpairnent as a condition which
can be, and, nore inmportantly, ought to be repaired, after which
the individual may be rehabilitated and returned to "nornal
life,” or as close to it as possible. In other words, the nedica



nodel treats a person with an inpairnent as one would a person
with a illness such as neasles. Consequently, the nedical nodel
calls for a person with an inpairnent/disability to act as a sick
person or patient is expected to act, that is, to assunme the
"sick role."

The "sick role," as described in Parsons' classic
description (1951: 436-437) consists of four conponents. The
first two provide a sick person with "privileges and exenpti ons"
(Parsons 1951: 437; see also Crewe et al. 1983: 17). These
exenptions are: 1) "the exenption from norma

responsibilities . . . relative to the nature and severity of the
illness [or inpairnent];" and 2) the exenption from noral
accountability for the illness [inpairnent] (Crewe et al p. 17).

That is, there is no expectation that one can take care of
oneself and nor is there the expectation that one can do what
needs to be done. The second exenption provides "a bridge to the
acceptance of 'help'" (Parsons 1951: 437). Indeed, given the
second two conponents of the sick role, the "acceptance of
"hel p'" becones obligatory.

The last two of the four conponents of the sick role
identified by Parsons define the obligations which a "sick" or
i npai red person is expected to assunme in order to preclude
abusi ng his/her privileges and exenptions. Specifically, the
i mpaired (sick) person is: 1) obligated "to want to 'get wel
and to define "being ill as itself undesirable" (Parsons 1951
437); and 2) obligated "to seek technically conpetent help
[usual ly] that of a physician and to cooperate with hinf/her] in

trying to get well" (Parsons 1951: 437). As a consequence

of these obligations, the inpaired, or so-called sick person, is
expected to view being inpaired (sick) as "an unfortunate state

to get out of as expeditiously as possible" (Parsons p. 437).
In other words, the "sick role is intended to be a tenporary one"
(Crewe et al. 1983: 17) of dependency on the nedical profession
to aneliorate or cure.

The nedi cal nodel, then, constitutes a plausibility
structure, a set of policies and procedures, whose inplicit
prem ses, nanely, those defining the privileges and obligations
of the sick role, unobtrusively control, indeed, oppress, persons
wi th inpairnents and render them di sabled and dehumani zed.
Unfortunately, "the sick role cancels the [inpaired] person's
obligation to take charge of his or her own affairs." Indeed, it
encourages them "to accept the dependency under the sick role as
normative for the duration" of the inpairnment (Crewe et al 1983:
17).

However, as Kassenbaum & Baumann suggest (1965: 18), where
the "illness" or inpairment is "not tenporary, . . . [sick] role-
expectations are clearly inapplicable.” An inpairnent, of course,
may be anything but tenporary, it may exist for a lifetinme.

Mor eover, defining the problenms facing persons with disabilities
as a "nedical problem presunes a corresponding solution . . . the
dom nation of [their] lives by a vast arny of allied [nedical or
heal t h] professionals" (Barnes et al., 1999: 25). The inpaired
(sick) person is, then, passive, acted upon, by technically
conpetent health professionals, rather than active on his/her own
behal f. Consequently, there is a form of paternalism which, as
Charlton (1998; 53) notes, works to view "people with
disabilities . . . [as] unable to take responsibility for their



own lives." In short, the sick role works to deprive an inpaired
person of the autonony, the control of one's own affairs, which
is the defining mark of human personhood.

Inits initial phase, then, the disability rights novenent
cane to view the nmedi cal nodel as oppressive, a mmjor source of
the exclusion fromthe mainstream of society, the domain of
heal t hy, uni npaired people; and, therefore as a major source of
the oppressive marginalization of people with inpairnents. Inits
second phase, the novenent sought to undercut the hegenony of the
nmedi cal nmodel and to replace it with a new nodel. It also called
for legislation which would enable those with disabilities to
claimtheir rights as citizens and to attain a productive role in
the nation's econony and for the creation of independent |iving
centers in which the new nodel would be enpl oyed and whi ch woul d
enpower those with disabilities as citizens with a productive
role in the nation's econony.

Phase 11: Proposed Sol utions

In all, the disability rights novenment proposed solution to
t he problem of the oppressive marginalization of people with
disabilities entails a three pronged approach: 1) the
i deol ogi cal, challenging the nmedi cal nodel and proposing to
replace it with a new one, the social nodel, as the proper nodel
for understanding disability; 2) the l|egislative, proposing new
laws, e.g., the Anericans with Disabilities Act (ADA), to
guarantee the rights of those with inpairnments; and 3) the
organi zational, proposing the creation of |ndependent Living
Centers in which those with inpairments are be responsible for
their own success (or failure).

The Soci al Mde

The ol d, nedical nodel, as noted above, is a plausibility
structure, i.e., a set of policies and procedures, whose preni ses
unobtrusively control the lives of people with inpairnents.
Indeed, it is a structure which oppresses such persons by
rendering them di sabl ed and dehumani zed. Specifically, according
to the medi cal nodel, the problens facing persons with a
disabilities are, sinply, nedical problems. Medical problens, of
course, call for treatnent by an array of medical professionals.
Submi ssion to professional treatnment, as viewed by the nedica
nodel , renders the inpaired (sick) person passive, unable to
exhibit the defining mark of personhood, the control of one's own
affairs. Consequently, the disability rights novenent views the
nmedi cal nodel as oppressive, a nmgjor source of the exclusion of
people with inpairments disabilities fromthe nainstream the
putative domain of "healthy," uninpaired people.

In the view of the disability rights novement, then, the
medi cal nodel is part of the problem not the solution. A
solution would require that the nodel be replaced. Efforts to
replace it were twofold. First, efforts were made to denobnstrate
that not only was the nedical nodel oppressive, as noted above,
but, when applied to a person with a disability, it was based on
a false prenm se and, therefore, inappropriate. Second, a new,
soci al, nodel was proposed to replace the old, nedical, nodel.
The new nodel was designed to be |iberating, not oppressive, a
basis for inclusion, not marginalization



The nedi cal nodel was shown to be inappropriate in that it
posits that the condition, the inpairment or "illness," in
gquestion is tenporary. Thus, according to the medical nodel, a
person with an inpairment could plausibly or reasonably be asked
to forgo control of one's own life, handing that control over to
the nedi al professional who would treat the condition, the
i mpairment. After all, the condition was only "tenporary" and
woul d be cured soon enough. Consequently, the pain of being
deprived of autonony, of control over one's life, the usual price
for the "privilege" of receiving nedical treatnent for a
si ckness, woul d be tenporary. Under the nedical nodel, the pain
of losing one's autonony is analogous to pain followi ng a serious
operation, or to the side effect of an otherw se beneficial,
short-1lived, nedical treatment: unwanted, unpl easant, but
unavoi dabl e, and, thus, an acceptabl e, consequence of a
successful treatnent. However, many, if not nobst, inpairnents are
forever.

Bl i ndness, nultiple sclerosis, devel opnental disorders, for
exanple, are rarely cured. Thus, if the nmedical nodel prevails, a
person with an inpairnment mght, justifiably, be asked to forgo
hi s/ her autonony forever. Those in the disability rights novenent
did not wish to pay such a price, especially, when the treatnment
of an inpairment as a tenporary msfortune or ailnent, rather
than as what it so often, a long-term even lifetinme, condition
is considered a "mis-treatnent."

The denobnstration that the nedical nodel which, while
suitable for a truly tenporary, short-lived msfortune, is
unsui t abl e when applied to those with a |long-term i npairnment was
a key facet of the disability rights novenent's efforts to
provi de an ideol ogical basis for its efforts to provide a
solution to the problens facing those with disabilities. A
second, key facet was to offer its own nodel of what disability
is and of howto respond to it. Indeed, followi ng Turner's (1969:
391) observation, the disability rights novement could only be a
"a significant social novenent" if it could offer "a revision in
the manner in which . . . people |ook at sone m sfortune," here
[ ong-terminpairnment, "seeing it . . . an injustice which is
intolerable in society."

The revision offered by the novenent, the social nodel,
holds that disability is not a tolerable, necessary result of an
i ndi vidual's inpairnent, but sonmething created, in large part, by
a society's response to the inpairnment. Indeed. it is a society's
response to an inpairnment which di sables a person, not the
i mpai rment itself. Moreover, such a societal response brings with
it the injustice of unwarranted denial of the autonomy of people
with an inpairnment. Moreover, if, as the disability rights
novenment contends, disability is a social oppression, "then
di sabl ed people will be seen as the collective victinms of
society rather as individual victinms of circunstance (O iver
1990: 2). Moreover, if disability is a result of societally
i nduced oppression, societal action, such as passing appropriate
laws, would be called for to facilitate the elimnation, or, at
| east, reduction, of that oppression. It was inportant, then, for
t he novenent to offer a new definition, a new nodel of
disability.

The new nodel, as indicated above, is based on two prem ses:
1) social conditions convert an inpairment into a disability, not



the inpaired person; and, 2) the focus of efforts on behal f of
those with a so-called disability should be rooted in respect for
t heir personhood, i.e., on their ability and right to make their
own, autononous, decisions as to howthey are to live with their
so-called disability, and not on the inpairnent per se. That is,
it is not the "welfare of the handi capped” that is at issue, but
"the human rights of people with disabilities" (Charlton 1998:
115).

In other words, the first prenmise of the social nodel is
that disability is both a social construction and a socia
creation (see; Oiver 1990: 82-83) Disability is constructed,

i ndi vidual ly and collectively, as a consequence of views held by
peopl e without a disability and expressed both in hostile socia
attitudes and in the stigmatization of those with a so-called
disability in interpersonal encounters or primary relationships.
However, disability is also a social creation in that it is a
consequence of the |laws, policies and institutionalized practices
of society evident in the restrictions faced by those with
disabilities in the secondary rel ati onshi ps which characterize
the polity and the econony. In short, the first prenmise is that
disability is not the direct result of inpairnment, but of socia
restrictions. Such restrictions may, for exanple,

occur as a consequence of inaccessible built environnents
[no ranps or lifts to provide access for the handi capped],
guestionabl e notions of intelligence and social conpetence
[the inmpaired are al so stupid and i nconpetent, unable to
care for thenselves], the inability of the genera

popul ation to use sign | anguage, the |ack of reading
material in Braille or hostile public attitudes to people
with non-visible disabilities [such as nental illness]
(Aiver 1990: xiv).

In short, people with inpairnments "are di sabled by a society that
is geared to the needs of those who can wal k, have perfect sight
and hearing, can speak distinctly, and are intellectually

dext erous” (Brisenden 1998: 23).

VWhat ever the specific restriction, the social nodel views
disability as a form of oppression. Mreover, it views "disabled
persons . . . as the collective victins of an uncaring or
unknowi ng society rather than as individual victins of
circunstances [such as inpairnment] (diver 1990: 2). Thus, while
not denying "the significance of inpairment in people's lives

[it] concentrates on those social barriers which are
constructed 'on top of' inpairnent" (Barnes et al. 1999: 2). In
short, the social nodel holds that "people with . . . inpairnents
are disabled by society's blatant failure to acconmodate to their
needs" (Barnes et al. 1999: 2). Such failure, of course,
mar gi nal i zes people, preventing their access to the activities of
the mai nstream of society. \Wiere the social nodel's first prem se
is accepted, however, inclusion would replace narginalization

The second prenise of the social nopdel is that people with
i mpai rments can and shoul d take control of their own |ives as
much as possible. That is, above all, their personhood, their
ability to be autononous, to make their own choices, free of
unwarranted constraint, and to carry them out, nust be respected.
This prem se is augnented by the view that everybody, with or



Wi t hout inpairnments have a range of things they can and cannot
do, "a range of abilities both nmental and physical that are

uni que to the individual" (Brisenden 1998: 23). Moreover, the
soci al nodel renders it plausible to reject policy and practice
based on the view that the inpairment itself should primarily
informone's conception of a person with an inpairment. That is,
it renders it inplausible for the personhood, the "humanity [to
be] stripped away and the person . . . obliterated, only to be
left with the condition" (Charlton 1989:54). People are not, as
Charlton (p. 54) notes, to be "described by a noun 'the blind,"'
"the deaf,' 'the disabled,'" their person equated totally with
their "condition." To the contrary, the social nodel calls for
the autonony of all to be respected, regardl ess of the degree or
form of inpairnent.

Anong the reasons for such a call is that inpairnents nay be
such as to require nedical treatnment for extended periods, even
for life. Were the nmedical nodel to be applied, as noted above,
that inpaired person woul d becone a patient for life, expected to
passively accept the treatnment offered, no questions asked, their
autonony held in abeyance. However, the social nodel with its
focus on autonomy calls for a "shift fromcure to care"” (Zola
1983: 54) and a recognition that treatnment should "no | onger

i nvol ve the doctor doing and the patient receiving."
Of course, the prem se does not call for one "to oppose good

physical functioning . . . [but, sinply to] stress choice, risk
and sel f-determ nation" (Varela 1983: 44). However, it does hold
that "for treatnment to succeed at all, . . . the patient ha[s] to

be an active participant” (Zola 1983: 54). Mdreover, the second
prem se, the prem se of autonony, calls for the recognition that
persons with an inpairnment should be allowed, indeed, encouraged
to make "decisions for thensel ves based on many other factors as
wel | as nedical ones" (Brisenden 1998: 25) and calls also for al
to value the autonony or independence of a person with an

i mpai rment and "ask how this can be assisted and pronoted without
taking the right of control away from the individual"
(Brisenden's 1998: 25).

VWere the social nodel proffered by the disability rights
nmovenent is adopted, people with disabilities would be enpowered,
not oppressed, and included, not marginalized. O course, the
movenment recogni zed that an inproved ideol ogy would not suffice
to advance its cause. Legislation to guarantee the rights of
those with inpairnments woul d al so be needed, as would the
creation of so-called Independent Living Centers in which those
with inpairments woul d be responsible for their own success (or
failure).

Legi sl ati on to Enpower and | ncl ude

The history of the efforts of the disability rights novenent
on behalf of legislation which would facilitate the attai nment of
its twin goals of the inclusion and enpowernment of persons with
disabilities can be said to begin in the 1950s. Specifically, it
can be traced (Varela 1983: 35) to the "paral yzed veterans .
fighting for nore parking spaces, and for nore accessible
commodes . . ." and to the fight by people with disabilities "for
| ocal and state accessibility | aws throughout the 1950s."

The first significant federal |egislation advancing the
goal s of the nmovement cane in 1965 with the creation of the



Nati onal Commi ssion on Architectural Barriers to the
Rehabilitation of the Handi capped. The Commi ssion was to "study
t he problems involved in making all federal buildings accessible
to disabled citizens" (Varela 1983: 36).

However, the inport of the work of the Commi ssion on such
problenms is not limted to problens of access. As Varela (1983:
36) observes, "the work of the Commi ssion, and, nore inportantly,
of disabled activists . . . [changed] attitudes toward disability
. The change was from "an enphasis on services (that is,
on doi ng sonet hing about 'those people')" to "an enphasis on
civil rights (that is, the notion that once certain obstacles
were renoved, disabled people would be able to do a ot nore for
t hensel ves than society had i magi ned)" (Varela 1983: 36). In
short, efforts to include those with disabilities becanme efforts
to enpower themas well. Mbreover, the notion that environnental
obstacles and not just the inpairment of individuals were worthy
of attention rendered it plausible to seek the enactnent of |aws
and regul ations that would do so. In other words, "environnenta
vari abl es, unlike individual characteristics can be rectified
t hrough | egi sl ative and admini strative action” (DeJong 1983: 25).

In 1968, the Architectural Barriers Act was passed. It
stipulated that any facility built with or nmerely receiving
federal funds had to be accessible to all. However, enforcenent
was mninmal (Varela 1983: 36). Fortunately, the Rehabilitation
Act of 1973, in a provision welconed by the disability right
novenent, established the Architectural and Transportation
Barriers Conpliance Board (A&TBCB) to investigate and enforce
conpliance with established standards. Unfortunately, it "never
received the funding it needed to enforce the I aw or even to
investigate all . . . violations . . . reported by disabled
consuners” (Varela 1983: 37). Nevertheless, the fight for
accessibility did advance the cause of the disability rights
novenment. |t hel ped make it clear that barriers included "social
political and intellectual obstacles, as well as physical ones"
(Varel a 1983: 37).

Mor eover, the 1973 Rehabilitation Act contained provisions
in addition to the establishment of the A&TBCB whi ch were
i mportant to the novenent (Varela 1983: 40-41). It required the
establ i shnment, by state rehabilitation agencies, of selection
met hods that woul d ensure that people with severe inpairnments
were not excluded fromthe agency's prograns. In effect, then,
the Act nade it clear that no inpairnment, no natter how severe
was to be allowed as a consequences of a state agency's denial of
services to becone a disability. In addition, the 1973 act
i ncl uded provisions for client rights and for civil rights.
Specifically, Section 504 prohibited discrimnation against
persons with so-called disabilities by any federally supported
program Thus, Section 504 was inportant to persons with so-
called disabilities "who were |ooking for jobs . . . who wanted
to use the sane clinic as everyone el se, who wanted the sane
choi ce of apartnments, and who wanted to get into the polling
pl aces on el ection day" (Varela 1983: 42), who wanted sinply to
be an autononous, contributing nmenber of society.

The next step in the history of |legislation to enpower and
i nclude people with inpairnments was the passage of I|ndividuals
with Disabilities Education Act (IDEA, originally called the
Education for All Handi capped Children Act of 1975, P. L.



94-142). |IDEA set "forth a conprehensive schene" to ensure "two
basi ¢ substantive rights of eligible children with disabilities .

" These were: "(1) the right to a free appropriate public
education, and (2) the right to that education in the |east
restrictive environnent"” (National Council on Disability 2000:
28). The law applied in every state that receives federal funds
under IDEA and to all public agencies authorized to provide
speci al education and related services in a state that receives
such funds. The Act was anended and reauthorized in 1997 (NCD
2000 30-31).

In 1978, the Rehabilitation, Conprehensive Services and
Devel opmental Disabilities Amendments (P. L. 95-602) of the 1973
Rehabilitation Act were passed. The anmendnments evi nced Congress
endor senent of the autonony prem se of the social nmodel described
above. That is, the Anmendnents acknow edged that persons with
disabilities should be involved in formng the policies and
practices which affect their lives. Specifically, it mandated
that a grant for an independent living center "provi de assurances
t hat handi capped i ndividuals be substantially involved in [the]
policy direction and managenment of such center, and will be
enpl oyed by such center” (P. L.. 95-602 as quoted by Varela 1983:
46) .

Many, if not nobst, however, view the enactnent of the
Anericans with Disability Act (ADA) in 1990 as the crowning
achi evenent of the disability rights nmovenent. That act (P. L
101- 336) extended provisions of the Rehabilitation Act of 1973
and the 1978 anendnents well beyond the earlier application to
federally supported progranms and the state rehabilitation
agencies and of the IDEA to special education. Indeed, it
"codified into law i nportant principles that would henceforth
govern the relationship between [Anerican] society and its
citizens with disabilities . . . [and] altered public discourse
about disability and about the role of people with disabilities
in Arerican society" (National Council on Disability 1997b: 4-5).

It did so, first, by, in effect, making the marginalization
the exclusion of people with inpairnments fromthe mainstream of
society in the United States, illegitimte. Specifically, it
decl ared that "people with disabilities are an integral part of
soci ety and, as such, should not be segregated, isolated, or
subjected to the effects of discrimnation"” (National Council on
Disability 1997b: 4). Furthernore, it sought to enable "people
with disabilities to take charge of their lives . . . by
fostering enploynent opportunities, facilitating access to public
transportati on and public accommpdation, and ensuring the use of
our nation's comuni cation systenl (National Council on
Di sability 1997b: 4). Moreover, the principles of the ADA can
serve as a basis to test and chall enge public policies and
practices not consistent with those principles and even to denmand
t hey be changed. The ADA, then, "upholds the principle that each
i ndi vidual has the potential, and deserves, the right to
participate in, and contribute to, society" (National Council on
Disability 1997b: 5).

In the words of President Bush, at the signing cerenpny,
"The Act . . . will ensure that people with disabilities are
gi ven the basic guarantees [of] . . . [i]ndependence, control of
their lives, [and] the opportunity to blend fully and equally
into the . . . npsaic of the Anerican mainstream (Nationa



Council on Disability 1997b: 58). In short, ADA enacts the slogan
of the disability rights novement, "nothing about us, w thout
us," into | aw and renders the oppressive marginalization of
people with inpairments illegal and, perhaps, even un-Anerican
or, at |east, unacceptable to the nminstream of Anerican
society..

I ndependent Living Centers

Wth the articulation of the social nmodel and the passage of
the Rehabilitation Act of 1973 as anended in 1978, |DEA (1975)
and ADA (1990), the ideological and |egislative components of the
disability rights novenent's threefold programto solve problens
facing people with disabilities were in place. The third
conponent, the organizational, remained. It calls for the
creation of independent living centers in which those with so-
called disabilities would both be enpowered to nake their own
efforts to enter society's nmainstreamand to be responsible for
the success (or failure) of their efforts.

The first independent living center was incorporated in
Berkeley in 1972. It was run by people with inpairnments who
approached "their problens as social issues"” and nade
"integration into the community its chief goal"™ (Shapiro 1993
[1981]: 53-54). A simlar center began operations in Boston in
1974 (Dedong 1983: 8). The 1978 anmendnents to the Rehabilitation
Act provided statutory authorization for independent living
services (DeJong 1983: 10) and, as noted above, al so provided
support for independent living centers. There are now nmany such
centers of varying types (Frieden 1983: 65ff.) throughout the
United States and el sewhere (Tate & Lee 1983).

Despite variations in their particular programs, independent
living centers, define "independence as the freedomto choose”
(Kasnitz & Shuttleworth 1999: 14) and accept as a goal the
provi si on of services needed, in a given |local community, by
people with so-called disabilities which "increase their own
sel f-determ nation and to mninmze dependence on others" (Frieden
1983: 62). The services offered to attain that goal may include
"housi ng assi stance, attendant care, readers and/or interpreters,
peer counseling, financial and |egal advocacy, and comrunity
awar eness and barrier-renoval programs" (Frieden 1983: 64). Such
servi ces are, of course, consistent with the ideol ogy of the
disability rights novenent, the social nodel of disability, in
that they focus on the environnmental factors inportant in the
determination of whether or not an inpairnment becones a
disability. Such services are also consistent with the socia
nodel by striving to avoid what DeJong (1983: 22) calls "the
dependency-i nduci ng features of the relationship between
prof essional and client." Thus, centers seek to mininze
dependence on the intervention of health professionals, be they
physi ci ans or physical therapists, and to maxi m ze use of
advocacy, peer counseling and self-help to renove physical
soci al and ot her environmental barriers.

Furthernore, while recognizing "the inportance of self-care,
mobi ity and enpl oynent, independent |iving has enphasized a
| arger constellation of outconmes" (DeJong 1983: 24). Thus, for
exanpl e, centers regard gai nful enploynment as but "one of severa
ways a person can becone i ndependent” and recogni ze that a person
may al so be productive through "contributions to famly and



comunity life" (Tate & Lee 1983: 111). Furthernore, while health
prof essionals "tend to define independence in ternms of self-care
activities such as washing, dressing, toileting, cooking and
eating w thout assistance" (diver 1990: 91), independent I|iving
centers do not. They "define independence differently, seeing it
as the ability to be in control of and nake deci sions about one's
life, rather than doing things alone or without help" (Qiver
1990: 91). Thus, in sonme instances, the significance of self-care
is questioned in an individual living center. For exanple, it may
be noted that a "person who can get dressed in fifteen m nutes

wi th hurman assi stance and then be off for a day of work is nore

i ndependent than the person who takes two hours to dress and then
remai ns honebound"” (DeJong 1983: 24).

More generally, the concept of independence is redefined
"such that services that make our environment accessible (e.g.
personal care assistance, sign |anguage interpretation) are
regarded as pronoting i ndependence rather than reflecting
dependence" (Robertson 1998: 34). Simlarly, "adaptive equi pnent
[whi ch] enable a broader sphere of activity" are viewed as
i berating (Robertson 1998: 34). Thus, "one is not 'confined to a
wheel chair,' but 'uses a wheelchair'" (Robertson 1998: 34). The
disability rights novenent, then, tends not to define
"i ndependence," as is commonly done, in terns of a totally self-
reliant, self-sufficient individual who needs nobody and coul d
live alone in the wilderness. (See: Bellah, Madsen, Sullivan,
Swidler & Tipton 1985; Slater 1971). To the contrary, the
novenent recogni zes the inevitability of interdependence in a
nodern soci ety (see also: Reindal 1999, Ells 2001, and Smith
2001). Indeed, as Crewe & Harkins (1983: 328) observe, "None of
us living today in Western society is entirely independent." Few
bake their own bread, make their own clothes or build our own
homes. In short, "everyone has a place sonewhere on the conti nuum
bet ween conpl ete dependence and conpl ete i ndependence" (Crewe &
Har ki ns 1983: 328). Consequently, the novenent does not regard
i ncreasi ng i ndependence as an increase in how nmany tasks one can
do by one's self, but rather as an increase in one's autonony,
i.e., an increase in one's ability to nake one's own deci sions
and carry them out

In sum then, individual living centers hold, with Zola
(1982: 396), that "(I)ndependent living must include not only the
qual ity of physical tasks we can do, but the quality of life we
can lead." Thus, the goal of an independent living center is to
i mprove the quality of the life of persons with inpairments by
assisting themin overcom ng barriers which underm ne one's
autonony by frustrating one's ability to carry out one's
deci si ons. When that goal is attained, the disability rights
novenment can clai m success.

It can claimthat the three aspects, the ideol ogical, the
| egislative and the organi zational, of its programto elim nate,
or at least alleviate, the problenms which people with
di sabilities face has succeeded. That is, with both the
establ i shnent of organizations, nanely, independent |iving
centers, whose operations are consistent with the ideology, the
soci al model, preferred by the disability rights novement and the
passage of supportive |egislation which the novenent fought to
have enacted, the disability rights novenent can be said to be
have been successful



The aftermath of its success ideologically, legislatively
and organi zationally, has not, however, meant the novenent i s now
trouble-free. To the contrary, despite, or nore accurately
because of, its success the disability rights novenment now finds
new probl ens, often the unintended consequence of their own
efforts, nust be addressed.

Phase I1l: Aftermath

Even in the aftermath of its success, the disability rights
movenment still encounters problens. Sone are the unanticipated or
uni nt ended consequences of one or another of its successes. For
exanpl e, the new i deol ogy, the social nodel, renders it difficult
for those in the novenent to join others to seek what many regard
as needed refornms. Furthernore, new | egislation makes many
positive results possible, but the quality of enforcenent may,
neverthel ess, be wanting. Finally, a consciousness raised by the
suggesti on of new organi zati onal forms, such as independent
living centers, may lead to a | evel of self-confidence which, in
turn, leads to forgoing some previous forns of aid and sone
previous alliances or potentially val uable new ones. In short,
despite its success, and, in sone instances, because of it, the
aftermath of success in the realns of ideology, |egislation and
organi zation, still finds problens in need of attention if future
success is to be attained.

Aftermat h of Adopting the Social Mde

One of the central tenets of the social nodel of disability
may be stated rather forthrightly: "Disability is not nmeasles. It
is not a nedical condition that needs to be elim nated fromthe
popul ati on" (Rioux 1994: 7). In other words, the social nodel
rejects the notion that disability is a disease, or even that it
is primarily a nedical condition

One consequence, perhaps unexpected or unintended, of such
rejection is that the disability rights novenent finds itself
uni nvol ved in many discussions of reformin the health care
system whi ch coul d benefit people with disabilities. Managed care
is one such reform Rejection of the nmedical nodel has also |ed
t he novenent to oppose legislation, e.g., unlinited abortion
rights and the I egalization of assisted suicides or euthanasia.
supported by nmany who were allies when the novenent | ooked to for
support of its own causes and concerns (Watson 1993).

Since the nmovenent still has unfinished business which may
requi re Congressional action, not supporting those who once
supported it nmay not be wise. It can so weaken the coalition
supporting legislation the disability rights novement wants that
such legislation will not pass. Legislation is, after all
generally the result of the action of strong coalitions. For
exanpl e, the Ticket to Work and Work I ncentives | nprovenment Act
of 1999 (P.L. 106-170) which hopes to provide opportunities for
persons with disabilities to be productive citizens, was enacted
following "the inexhaustible effort of the disability conmunity's
grassroots organi zations . . . to bring this bipartisan neasure
to fruition" ( National Council on Disabilities 1999b: 1).

Bi parti san neasures require coalition building. Anything which
weakens a needed coalition, weakens the novenent's ability to
bring about the enactnent of needed | aws.



Specifically, as Watson (1993: 4) suggests, the l|lack of
i nvol venent in discussions of such health care refornms as nmanaged
care is, in part, because the disability rights nmovenment, which
"worked so hard for so long to separate the issues of health and
disability," has had "to be extrenely careful about how it
brought them back together." Consequently, the disability rights
novenment has "not offered any substantial neasures for containing
costs . " or any alternative to nanaged care (Watson 1993: 7).
I ndeed, it has not been deeply involved in the discussion of what
the best health care or managed care system m ght be. There is
concern that such involvenent mght lead to the appearance of
supporting a medical, rather than social, nodel of disability.
Thus, "(w)hen health policy is the topic of discussion, the
disability [rights] novenent is generally not at the table"
(Watson 1993: 3).

The disability rights novenent has, however, been invol ved
in attenpts to linmt the right to have an abortion and to |imt
| egal i zed assisted suicides or euthanasia. Advocates of
disability rights my base their opposition to unlinited abortion
rights, on the fear that the absence of linits renders abortion
on the grounds of anticipated inpairnment perm ssible (Barnes et
al. 1999: 222). In an era of ammiocentesis and ultrasound
scanners accurate predictions can i ndeed be made as to whether a
neonate will have an inpairnment such as spina bifida. The
justification of the abortion of a fetus with an inpairnent is
generally that a child with a disability "places an excessive
burden on the worman/fam|ly/society . ." (Barnes et al. 1999
222). Such a justification, however, may well frighten people who
have grown up with the inpairnment in question (Watson 1993: 6),
especially since many of them|live rewardi ng and reasonably
i ndependent |ives (Al derson 2001.). At |east sonme may fear that
"it is a small step fromdenying life to a fetus who nm ght be
born with an inpairnent to denying rights to one who al ready has
a simlar inpairnment" (Barnes et al. 1999: 222). Such fear has
been furthered by the suggestion by the noted phil osopher Peter
Si nger (2001) that it may not always be wong to intentionally
take the life of an innocent human being such as a severely
di sabl ed newborn (see al so: Vehmas 1999, Callahan 2001, Conrad
2001, Marzano-Parisoli 2001).

Sim lar grounds are given for opposing assisted suicide or
eut hanasia. That is, people with disability may, for exanple,
fear that it is also a small step fromshutting off the
respirator for a conatose person to assisting, or encouraging,
the suicide of one with a severe inpairnent (Watson 1993: 6). The
Nati onal Council on Disability (NCD), an independent federa
agency, while acknow edgi ng (NCD 1997a: 3), "the benefits of
perm tting physician-assisted suicide are substantial and should
not be discounted,"” stated that, "the dangers of pernmitting
physi ci an-assi sted sui ci de are i mense. "

The Council (1997a: 3) also noted that "as society has
frequently nmade it clear that it believes [people with
disabilities] would be better off dead, or better that they had
not been born," people with disabilities have grounds to fear
they woul d be "anobng the nost |ikely candidates for ending their
lives" via an assisted suicide or euthanasia. Furthernore, NCD
doubted that the programs and resources needed to ensure that
anyone contenpl ati ng an assisted suici de was aware of other



options could be made avail able. The promise to provide such
needed prograns, resources and options "strikes many people with
disabilities as . . . very shallow' (NCD 1997a: 4). They know,
the Council added, "that all too often the prograns are few, the
resources are too limted, and the options nonexistent" (NCD
1997a: 4).

Aftermat h of Legislative Successes

The laws which the disability rights novenent worked to pass
mark a great step forward in the struggle to end the oppression
and marginalization of those with disabilities. However, as
Kei ser (1999) found in an exam nation of the disability program
within Social Security, laws require interpretation. Mreover,
| aws are not self-enforcing. Conpliance is not apt to be
uni versal . For exanple, a report conducted on behalf of the
Nati onal Council on Disability found (NCD 2000: 11) "every state
was out of conpliance with IDEA [Individuals with Disabilities
Educati on Act] to sonme degree." Mreover, the report finds that
states have failed to neet their obligation to ensure conpliance
with core provisions of the act at the local |evel and that "far
too often” children with disabilities and/or their famlies find
they have to file conplaints on their own to ensure that the | aw
is foll owed (NCD 2000: 11).

Simlar problenms, no doubt, exist with respect to Section
504 of the 1973 Rehabilitation Act and the Anericans with
Disabilities Act (ADA). However, the federal governnent nade
greater progress in the years 1990-1994 i medi ately follow ng the
passage of ADA than after that of Section 504 (West 1996: 4).
Neverthel ess, the federal governnent |acks an overall strategy to
coordi nate the efforts of the "[o]ver nine federal agencies .
significantly involved in inplenmentation" of ADA, e.g., for
provi di ng technical support, investigating conplaints and
litigating when necessary (West 1996: 4). In a simlar vein, the
NCD (2002a) notes, "the federal agencies charged with enforcenent

under ADA, to varying degrees, have been overly cauti ous,
reactive," and, as did West, "lacking any coherent and unifying
nati onal strategy." Mreover, such enforcenent efforts as there
have been "are | argely shaped by a case-by-case approach based on
i ndi vi dual conplaints rather than an approach based on conpliance
nmoni toring and a cohesive, proactive enforcenment strategy"”
(National Council on Disabilities 2002a). So, even in the
aftermath of the enactnent of wel cone |egislation such ADA,
probl ens renain.
Probl ems encountered by those seeking the enforcenent of

ADA may, however, go deeper than a | ack of coordination anong
federal agencies. |Indeed,."frontier or energent issues" are
encountered and found "to be controversial, conplex, unexpected,
and chal | engi ng" (NCD 2002a). Such problenms may stem from
possi bl e conflicts anong the fundanental values inplicit in the
act (Koppel man 1996; see also Pfeiffer 1994, Clegg 1999). Such
val ues include equality of opportunity, beneficence and
ef ficiency (Koppel man 1996: 196). Disputes in which these val ues
may come into conflict include: the allocation of health care,
the nmeaning of "qualified but disabled" when applied to persons
with mental disabilities, nodifications in testing and licensure
procedures for persons with inpairnments, and the possibility of a
backl ash with respect to accommpdati ons nade simlar to that



whi ch pl agues affirmative action on behalf of people of color
(Koppel man 1996: 196-205). Until there is a "better idea of how
to understand or rank these values when they conflict," Koppel man
(1996: 196) notes, "the meaning and inplications of the ADA s
prom se of protection and opportunity for" persons with

di sabilities cannot be known.

In addition, key concepts in the ADA and sinmilar acts are
difficult to define. These include "nondi scrimnation,"
"reasonabl e accommdation," and "readily achi evabl e" adjustnents
to the needs of an individual with a disability. |Indeed, even the
term "disability" can be hard to define in a particular case. The
Nat i onal Council on Disabilities, not surprisingly (NCD 1997b
Appendi x F), has its own working definitions of these and ot her
i mportant terns. Nevertheless, final, binding definitions wll
require i nnunmerabl e discussions on the |ocal |evel between an
enpl oyer and enpl oyee or between a parent and a school board and,
of course, Suprene Court rulings.

The | ast, of course, need not please the disability rights
nmovenment. For exanple, in a series of early cases (Sutton v.
United States Air Lines, Inc. (No. 97-1943), Al bertsons Inc. v.

Ki rki ngburg (No. 98-591) and Murphy v. United Parcel Service Inc.
(No. 97-1992)), the Court "ruled that ADA does not protect people
who have conditions or disabilities that are being corrected with
medi cati on or assistive devices such as eyegl asses" (Nationa
Council on Disabilities 1999a: 2). It is possible, therefore,

that contrary to what those in the disability rights novenent

m ght wi sh, "people with treatable conditions such as epil epsy,

di abet es, and bi pol ar disorder [are] outside the law s
protection, as well." (NCD 1999a: 2)

Later Supreme Court rulings have also not all been pleasing
to the novenent. In one such case, (Board of Trustees of the
University of Alabama v. Garrett, 531 U S. 356 (2001)), the
Court, in the view of a report to the National Council, (NCD
2002b), "devastatingly stripped the right of state workers to sue
their enpl oyers for noney damages for violations of Title | of
ADA, which prohibits enploynent discrimnation against people
with disabilities.” In another ruling, (Toyota Motor
Manuf acturing, Kentucky, Inc. v. Wllians, 122 S.C. 681 (2002)),
the Court, in what the NCD (2000b) views as "inordinately
restrictive view of what is required to denponstrate disability
under ADA," held "that Congress intended to create a denandi ng
standard for neeting the definition 'disabled and suggests that
peopl e nust be visibly and functionally unable to performin
certain specific, socially expected ways before they are entitled
to the protection of the ADA." (NCD 2002c).

Anot her, nore recent decision, Chevron U S.A v. Mario
Echazabel (No. 00-1406) the Court held that an enpl oyer may
deci de whether that the risk of a given job is too great for a
person with a disability even if the person is willing to take
the risk, can performall job functions and poses no threat to
anybody el se. The decision was declared "appal ling" by the NCD
The basis for doing so, is mndful of key elenments of the socia
nodel . Specifically, a NCD spokesperson, declared that the
unani nous decision "not only curtails the civil rights of people
with disabilities to equal enploynment opportunity, but
egregiously infringes upon on their human right to assune the
risk and responsibility for their own decisions"” (NCD 2002e).



However, a nore favorabl e decision was reached in Equa
Enmpl oyment Opportunity Conmmi ssion (EEOC) v. Waffle House,

Inc. (122 S. Ct. 54 2002). That decision holds that an arbitration
"agreenment between an enpl oyer and an enployee to arbitrate

enpl oynent -rel ated disputes . . . does not bar EEOC from pursuing
victimspecific judicial relief [under ADA] on behal f of an

enpl oyee" (NCD 2002d).

In sum while it is clear that the enactnent of the 1973
Rehabilitati on Act, the |IDEA and the ADA, are nomentous
acconplishments, to which the disabilities right novenent may
point with pride, the aftermath of their enactnment has not always
been fol |l owed by neani ngful conpliance. In addition, unresolved
questions as to just what the val ues undergirding these | aws and
key terns nmean in a particular case remain. Many of these nmmtters
will be raised and resol ved over and over again in negotiations
with countless school officials, governnment officials and
busi ness people at all levels. Some resolutions nmay require
Suprene Court rulings. Many, or even nobst, such resolutions and
rulings, in all likelihood, will enable those with disabilities
to retain the "raised consciousness” and pride instilled by the
success achi eved at independent |iving centers.

Aftermat h of Successful |ndependent Living Centers

A successful independent living center is one in which
people with disabilities take control of their own |ives, neke
their own decisions and, perhaps with assistance, carry them out
In short, a successful center is a center replete with autononmous
i ndi vi dual s who, while inpaired, resist being disabled, that is,
resi st being oppressed and margi nalized. As such success becones
nore and nore common and nore and nore visible, it serves to
rai se the consci ousness of people with disabilities both wi thin
and outside the centers. As Charlton (1998: 118) notes, a "raised
consci ousness involves a change in consci ousness whereby the
(false) notion of disability as a pitiful, nedical condition has
been replaced by the (true) awareness of disability as a socia
condition (parentheses original)." Two |likely consequences of
such a rai sed consciousness are: 1) an enpowered consci ousness,
and 2) the replacement of feelings anong people with an
i mpai rment of shanme with feelings of pride in who and what they
are.

First, as success breeds success, as awareness of the socia
sources of disability, and as nore and nore people with
i mpai rments act autononously, their raised consciousness may be
transfornmed i nto enpowered consci ousness. Enpowered consci ousness
"means acting together to enpower others" and an insistence on
"active, collective contestation for control over the necessities
of life: housing, school, personal and fanmily rel ationshi ps,
respect, independence, and so on" (Charlton 1998: 119). That is,
nmore and nore people becone activists in their own lives and on
t he behal f of others.

Of course, not every one will do so. Indeed, the very
success of the disability rights novenent neans not quite as nmany
may be needed to nmintain nonentum as was needed to get started.
Mor eover, insofar as understanding of the disability rights
movenment is, as Robertson (1998: 32) suggests, "infornmed not only
by the experience of disabled people (sic), but by the civi
ri ghts novement, novenents of African-Anericans and ot her



mnority groups, the wonen's rights novenent and by the current
novenent for gay and lesbian rights,” it is to be expected that a
peri od of success will be foll owmed by one of quiescence on
disability rights issues nmay foll ow

In addition to engendering an enpowered consci ousness, a
rai sed consci ousness can al so engender pride, rather than shane,
on the part of those with inpairnents, as to who and what they
are. That is, they may take pride in those aspects of their
respective selves which mark themas "different fromthe rest of
soci ety" but, yet, contribute to maki ng them who they are. One
result may be the devel opnent of a positive self-identity
enbracing all aspects of one's self, impaired and uninpaired
alike. In other words, rather than viewing an inpairnent as a
deficit, "people with inpairnents would view their respective
i mpai rments as part of [a] whole, conplete self " (Robertson
1998: 32) in which they take great pride.

Such pride may, as with any pride, nerely precede a fall
or, at least, what people would take to be a fall. For exanple,
sonme peopl e who are deaf refuse cochlear inplants. Such inplants
i nvol ve placing a conputerized device into the ear. The device
carries signals to the brain which interprets them as sounds,

t hereby, enabling one who is deaf to hear. Many reject the
operation because it suggests that "deafness is a pathol ogy,
something to be corrected or elimnated" (Shapiro 1993 [1981]:
224; see al so Lane 1992: 203-238).

For those who accept deafness as "part of a whole, conplete
sel f," such an operation is not necessary. Many in the hearing
comunity may regard accepting deafness, when it is not necessary
to do so, is rather odd, even inconprehensible. However, as the
acceptance of the autonony of those with so-called disabilities
is accepted, the acceptance of their right to choose their own
identity may will grow as well. Perhaps, at sonme point the
recomendati on of the National Association of the Deaf, an
advocacy group, that there be a ban on cochlear inplants in
children "so they could grow up and then decide to choose a deaf
identity or a hearing one" (Shapiro 1993 [1981]: 224) will seem
nei t her odd nor inconprehensible (see also: Hollins 2000).

O course, viewing one's disability as part of a conplete
self and the high self-esteemthat such a view brings may have
results in addition to resisting attenpts to elimnate the
disability. It can lead to people with so-called disabilities
i ncreasingly view ng thenmsel ves "as nenbers of a distinct
mnority, possessing a unique and valuable culture" replete with
its own synmbols, rituals and val ues (Robertson 1998: 32). |ndeed,
Wi thin such a culture, consciousness may be raised to the point
where all, as Hahn (1988:27) suggests, remember that "history
di scl oses abundant proof that images of beauty have changed
continually, and that physical differences or disabilities
soneti nes have been considered attractive and appealing.” In
short, "disability can be beautiful." Moreover, such a culture
coul d support the social (inclusion) and political (enpowernent)
agenda of the disability rights novenent. It could al so support
the argunent "that, as with wonmen and bl acks," those with
disabilities "have reached that point in history where having
been there is essential to determ ning where to go" (Zola 1983:
57). 1If so, the goal expressed in the slogan of the disability
ri ghts nmovement, "nothing about us, w thout us,"” has been



realized to a significant extent.
Sunmmary

The disability rights novenment has, then, nmoved through the
t hree phases typical of social novenents. First, it has defined a
probl em the oppressive marginalization of people with
disabilities, and identified its sources in the domnmi nant ideas
and practices, the hegenonic plausibility structure, which
constitute the nedical nodel of disability.

In its second phase, the nmovenent nmoved successfully on
three fronts, the ideological, the |egislative and the
organi zational, to solve the problens of those with disabilities.
Specifically, it proffered a social nodel of disability which
has, to an inportant degree, replaced the nedical nodel. It
supported | egislation, such as the Anericans with Disabilities
Act (ADA), which has been enacted into | aw to advance the
i nclusion of those with disabilities into the mainstream of
Ameri can society and enmpowered themto act effectively and
productively within it. The novenent hel ped create a new form of
organi zation, the independent living center, to assist those with
di sabilities when they need assi stance.

Inits third phase, the afternmath of its success, the
disability rights novenent has found their support of a socia
nodel of disability can lead themto stand on the sidelines on
some inportant issues, such as health care reform and to oppose
positions taken by groups whose support they need to build an
effective, pro-disability rights coalition. Mrreover, in the
aftermat h of success on the legislative front, the novenment has
found that, as with all laws, the laws it hel ped enact are not
al ways well or forcefully applied and that the neaning of its key
terms may not be settled. Indeed, it is likely their application
will need to be negotiated, by countless individuals with
disabilities and their advocates, over and over again with
countl ess school officials, |ocal, state and federal governnent

of ficials and business people at all |evels.
Neverthel ess, the success of independent living centers
shoul d provi de the needed advocates and help instill a pride and

confidence in those with disabilities, both individually and
collectively, sufficient to insure that they are so included and
so enpowered within nmainstream of Anerican society that nothing
about themw Il ever again be done w thout them
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