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The origins of the Asecond wave@ of the social and political movement of people 

with disabilities are often traced to the dissatisfaction in the early 1970=s of disabled 

college students at the University of Illinois and the University of California, Berkeley, 

who refused to reside in nursing homes or hospitals. Many of them sought to form 

centers for independent living that would meet their basic needs outside medical or 

institutionalized housing. The founder of the independent living movement was Ed 

Roberts, a Berkeley graduate student who later became director of the California 

Department of Rehabilitation under Governor Jerry Brown. 

Significant precedents for the independent living movement, however, had 

already been recorded in the careers of other disabled Americans such as Helen Keller, 

Franklin D. Roosevelt, and Paul Strachan, whose efforts to reduce the unemployment of 

disabled workers were blocked by government agencies. In fact, the legacy of disabled 

citizens has been marked by numerous unacknowledged struggles to fulfill cherished 

values like liberty, equality, and personal dignity or pride. 

The conjunction of independent living and disability rights as principal 

components of the recent movement of disabled Americans resulted from several 

influences. Early drafts of the bill that was to become the Rehabilitation Act of 1973, 

which was vetoed twice by President Nixon, included a provision for independent living 

services for persons who were so Aseverely@ disabled that they were not considered 

feasible for vocational placement. The most prominent feature of the law that was finally 

enacted, however, was Section 504, added almost as an afterthought to forbid 

discrimination on the basis of disability in federally supported programs. When 

government officials realized that the cost of enforcing this prohibition could be even 

greater than the expense of independent living plans, they delayed signing the 
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administrative regulations for Section 504 until April of 1977, when disabled protestors 

occupied the offices of the Department of Health, Education, and Welfare in Washington, 

San Francisco, and elsewhere. These protests marked the birth of the disability rights 

movement, which continued to press for the passage and implementation of the 

Americans with Disabilities Act (ADA) as well as other goals. Independent living 

centers were not funded until 1978. 

While few disability rights activists would probably acknowledge this distinction, 

the emphasis on civil rights that eventually led to the adoption of the ADA created a 

different agenda than the concept of independent living. Some of the major ingredients 

of independent living programs included peer counseling, a registry of personal assistants 

or attendants, accessible transportation, appropriate housing referrals, advocacy 

especially in relation to government benefits, skills training, and information about 

assistive technology. Several independent living centers (ILCs) even have special units 

for other activities such as wheelchair repairs. As a result, many ILCs have adhered to a 

Asocial service@ model; and there have been complaints that programs are dominated by 

nondisabled professionals, despite stipulations that a certain proportion of employees or 

board members must be persons with disabilities. Leaders of the National Council on 

Independent Living (NCIL) have frequently supported the goals of the disability rights 

movement; but, at the local level, ILCs seldom have been active in public battles to 

implement anti-discrimination measures. By contrast, disabled plaintiffs seeking civil 

rights have encountered strong resistance in the courts; for example, 92 percent of ADA 

employment discrimination cases have resulted in a victory for employers. Thus, some 

advocates have suggested that the movement might begin to discuss new remedies such 

as a disability allowance, or a fixed subsidy to be issued to all people with disabilities in 
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recognition of the fact that they must incur increased costs due to the inhospitability and 

inaccessibility of an environment designed exclusively according to nondisabled 

standards, instead of social services or civil rights. 

Nonetheless, the quest for independent living and disability rights has already 

yielded some enduring contributions. Most importantly, there has been increased 

recognition that disability is a product of interactions between individuals and the 

environment. Hence, disability is defined primarily as a disabling environment rather 

than as personal defects or deficiencies. This sociopolitical definition has the potential to 

prompt extensive changes in many areas including enhanced self-esteem, methods of 

professional treatment or practice; and the interpretation of discrimination or civil rights 

statutes. Although an attempt was made to incorporate this new perspective in at least 

two of three prongs in the ADA definition of disability, judges have tended to follow the 

popular social convention of defining disability based on impairments or functional 

limitations/loss. Even though the sociopolitical definition has become the foundation of 

the Aminority group@ model of disability, few major efforts have been made to assess the 

nature and extent of discrimination elicited by stigmatizing (visible or labeled) bodily 

characteristics that are comparable to differences in skin color, gender, or other 

identifiable traits. Perhaps most people still think about disability in terms of diagnostic 

classifications, even though such categories imply almost nothing either about the 

functional capabilities possessed by an individual or about the amount of discrimination 

that might be evoked. As a result, there is a pressing need to develop measures of 

stigmatizing attributes, environmental barriers, and participation by disabled citizens in 

ordinary social activities that would be compatible with the sociopolitical definition of 
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disability. These appraisals could become the basis of both a new paradigm and a new 

academic discipline of disability studies in elementary, secondary, and higher education. 

The impact of independent living and disability rights has been curtailed by the 

prevalent power of the medical model that has frequently contributed to confusion about 

the concepts of illness, sickness, impairment, and disability. This paradigm has often 

been characterized by willingness to grant Apatients@ an exemption from ordinary social 

obligations provided that they submit to professional intervention and authority in order 

to pursue the goal of full recovery. For permanent disabilities, of course, complete 

recovery is impossible; and many disabled persons have had problematic or 

unsatisfactory encounters with medical and other professional authorities. Hence, the 

development of indigenous leadership for the movement of disabled citizens has been 

hampered by the dominance of nondisabled professionals, which has provoked the 

slogan, ANothing about us without us.@ The lack of generational continuity among the 

disabled minority has reinforced the power of the medical model to justify eliminating 

children and aging adults with disabilities by invoking Aquality of life@ criteria. At least 

part of the rationale for these practices, which pose a direct threat to the lives of all 

disabled people, probably can be ascribed to the reluctance of medical researchers to 

subordinate the aim of fixing impairments to the goal of extending life. Thus, aging 

people who are almost certain to acquire a significant disability with increased longevity 

may be discouraged by prevalent medical notions from recognizing disability as a life 

experience that can offer a means of gaining a different and creative view of their 

surroundings. Furthermore, the predominate influence of clinical assumptions has 

precluded an investigation of the speculation that, due to the stress and exertion needed to 

survive in an unaccommodating and inhospitable environment, the actual informal policy 
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in most western societies for coping with the problems of disabled citizens is untimely 

death. 

In addition, the medical paradigm has had a crucial effect on the levels of 

functioning or personal appearance that are implicitly presumed to be indispensable 

prerequisites for citizenship in this society. The clinical focus on fixing organic 

impairments has diverted attention away from the requirements of the Ataken-for-granted@

built environment which was designed exclusively for the nondisabled. While few health 

professionals might be prepared to admit it, this approach also encompasses 

presuppositions about Anormality@ and bodily perfectionability, if not perfection, that 

trend to equate disability with deviance or dysfunctionality. Almost no attempts have 

been made to measure human capacities in an environment constructed according to the 

principles of universal design. 

An important goal that seems to combine the concepts of independent living and 

disability rights is reflected by the movements for deinstitutionalization and other forms 

of desegregation. Although the belief that disabled children and adults could be housed 

most appropriately in residential institutions began in the early nineteenth century and 

flourished for more than one hundred years thereafter, the revelation of scandalous 

abuses led to the closing of large facilities such as Willowbrook in New York and to the 

creation of Agroup homes@ for people with developmental and other disabilities. Perhaps 

exposing the unfavorable attitudes that lie beneath a thin veneer of paternalism, this 

move was greeted by intense NIMBY (Not In My Back Yard) opposition that has only 

been partially quelled by judicial intervention. In addition, organizations such as 

ADAPT (which now stands for American Disabled for Attendant Programs Today) have 

switched their earlier drive for accessible public transportation to risk arrest and 
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punishment in a campaign to redirect funds from nursing homes so that aging and other 

disabled people can hire their own assistants or attendants and live in their own homes. 

At the other end of the life span, strivings for integration or Amainstreaming@ or 

Ainclusion@ have centered primarily on schools. Most young people were excluded from 

elementary, secondary, and higher education, for a variety of reasons, prior to the 

changes in the mid-seventies produced by two appellate court decisions and 

Congressional passage of P.L. 94-142, which subsequently became known as IDEA 

(Individuals with Disabilities Education Act). Nondisabled parents and researchers, 

however, have tended to play a more predominant role in educational controversies than 

adults with disabilities. 

Perhaps the most endemic problem faced by disabled Americans is poverty. 

Three-fifths or more live below the poverty line. Part of the explanation for this pattern 

can be ascribed to low transfer payments in social welfare programs, which many 

disabled women and men are compelled to seek due to the lack of alternative means of 

securing reimbursement for extraordinarily high medical expenses. (This dilemma could 

be at least somewhat mitigated by the adoption of the Awork disincentives@ bill passed by 

the U.S. Senate in June of 1999.) Another reason for their economic oppression is the 

unemployment rate, which usually hovers about two-thirds, even among disabled adults 

who are eager and able to work. During World War II, while nondisabled, young, 

heterosexual, white or Anglo males were in the military, the demand for industrial labor 

produced a reduction in joblessness among disadvantaged groups, including disabled 

workers, who were hired by waiving the requirement that new employees must pass 

physical exams. When veterans returned, these requirements were reinstated. The 

interpretation for pervasive unemployment, therefore, can only be found in the prejudiced 



	Page 8


and discriminatory attitudes of employers and in the dynamics of a capitalist economy 

which devalues the talents of disabled citizens. 

The principal remedy for the difficulties confronting people with disabilities 

probably will require an organized constituency of disabled voters commensurate with 

the size of this group in the American population (estimated variously at 40-50 million, 

depending upon the definition employed). The formation of this voting bloc may, in 

turn, depend upon the development of a positive sense of personal and political identity 

as disabled advocates and upon the realization that the experience of living with a 

disability can be both a major source of creativity and a valuable resource for the advise 

and treatment of future generations. The path to the solution of the problems of the 

disabled minority could rest upon a process of empowerment that entails efforts to 

dislodge existing professional authority. 

