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Abstract

In this paper, | discuss aspects of the recent history
of disability research in the United States,
particularly in the social sciences, that reflect the
evol ving nature of disability politics and
correspondi ng public policies and prograns. Current
novenents in research are discussed in the context of
the social organization of professional and scientific
research on disability and rehabilitation.

I nt roducti on

The goal of social research is to explain (and perhaps
predict) the relationships among the facts of social life - how
the circunstances of individual lives and events are shaped by
| arger social forces. C. Wight MIIls (1961) called this the
i ntersection of history and bi ography. For those of us who assune
that we live in a social, political, and econom c world that
follows rules and exhibits certain consistent patterns, the
chal | enge of research is to discern those rules and patterns
within what WIliam James called the bl oom ng, buzzing confusion
of social life.

We can recogni ze generi c net hodol ogi es, procedures,
assunptions, and concerns that underlie social research. At the
same time, various social science disciplines |look to different
institutions, to the econony, the polity, or kinship and
religious systens, for the foundations of causality. They al so
rely on different theoretical assunptions about the nature of
human choi ce or social action, and enploy different
nmet hodol ogi cal strategies for | earning about what is going on in
the world. (OF course, to true postnoderns, the world is
unknowabl e, and research is largely a matter of opinion based on
personal experience and good research depends on the authenticity
of the researcher. (Turner, 2001, 257-258))

Hi storical and Conceptual Roots:
t he Soci ol ogy of Disability Know edge



In the past few decades, there have been trenendous advances
in social science research on disability, often in association
with the evolution of public policy on disability. Sone of the
recent work has been the result of increased funding for
disability research fromthe federal governnent and nuch of such
fundi ng has been focused on topics that were supportive of mmjor
federal disability programs. For exanple, over its history the
National Institute for Disability and Rehabilitati on Research has
tended to fund applied research in professional rehabilitation
practice and rehabilitation engineering that was related to the
federal -state vocational rehabilitation (VR) program O course,
disability experience and disability policy are not unrelated. As
a society our concepts of disability are significantly related to
the inplicit and explicit assunptions about disability built in
to public policy. (Scotch, 1984) Harlan Hahn (1987, 182) has
written of "the fundanental fact that disability is ultinately
defined by government policy. In other words, disability is
essentially whatever public | aws and prograns say it is."

Forty years ago, American disability research largely relied
on concepts and nodel s from nedi cal and vocational rehabilitation
which typically viewed disability froma medical nodel rooted in
t he perspective of the provider of health and rehabilitative
servi ces and/or an econom ¢ nodel which associates disability
with incapacity as neasured by the ability to work and the
rel ated need for public support and benefits (Hahn, 1985). Since
much of the research was done in relation to diagnosis and
treatment in the course of service provision or eligibility for
services and/or benefits, we knew very little about the
characteristics and experiences of people with disabilities in
their everyday |ives, outside of their roles as patients or
clients, in which their inpairments were usually the centra
focus.

The limted focus of nuch disability research was
exacerbated by the personal and social separation between
researchers and clients. Mdst of those conducting the research
did not thensel ves have significant inpairments, while npst
people with disabilities found it difficult to obtain the
educational and training credentials to join the professiona
ranks of researchers.

Al t hough the experience of disability was not a nmajor factor
in setting the agenda or providing a conceptual context for
disability research, a very inportant factor was the grow ng
availability of funding for research that flowed fromthe
evol ving federal -state vocational rehabilitation (VR) program
Changes in that programtypically have been driven by the
priorities of a network of disability policy entrepreneurs
(Percy, 1989, 24-29) that included the senior |eadership of the
executive branch agency that adm nistered the VR program the
Rehabilitative Services Adm nistration; the legislative staff of
key Congressional commttees; and outside advocates who, unti
the late 1970s, primarily were representatives of disability
service providers and professional associations such as the
Nati onal Rehabilitation Association. (Scotch, 1984)

Saad Nagi (1991), long a key figure in disability research
writes, "Early attenpts at conceptualizing disability and its
di mensi ons were pronmpted by influences from several sources.
Three are particularly inportant: rehabilitation, chronic



di seases, and conpensation and insurance benefits." Nagi goes on
to describe the key role of funding for disability research

provi ded under the various iterations of the federal VR Acts.
Research supported through the VR program i ncl uded surveys whose
purpose was to estinmate the preval ence of "illness and disability
resulting fromchronic disease by diagnosis, degree and duration
of disability" (quoted in Nagi, 1991, p. 312). These surveys used
nmeasures that were based on limtations in the ability to perform
activities of daily living, limtations in overall functiona
capacity, and limtations on the ability to work, keep house, or
attend school

Such neasures built incapacity into the basic concept of
disability and often led to overly detern ned nodels in which for
people with disabilities, their inpairnent was the central aspect
of their lives. For exanple, in 1980 the Wrld Health
Organi zati on (WHO) published an international classification
schenme for inpairnment, disability, and handicap (I1ClIDH) that
primarily utilized nedical/functional concepts associated with
i mpai rment. Although the scheme did incorporate considerations of
soci al and econoni c di sadvantage, these were interpreted as
linked to inpairment rather than environnent. (Fujiura and
Rut kowski -Km tta, 2001)

Adrienne Asch and M chelle Fine (1988, 8-12) have sunmmari zed
the assunptions built into nuch of disability research in socia
psychol ogy and t hese assunptions might be seen as representative
of how disability was conceptualized in other disciplines as
wel | :

1. It is often assuned that disability is |located solely in
bi ol ogy, and thus disability is accepted uncritically as an
i ndependent vari abl e;

2. Wen a disabl ed person faces problens, it is assunmed that
the inpai rnent causes them

3. It is assuned that the disabled person is a "victint

4. It is assuned that disability is central to the disabled
person's sel f-concept, self-definition, social conparisons, and
reference groups; and

5. It is assumed that having a disability is synonynous with
needi ng hel p and soci al support.

A simlar inclination toward nedical nodels of disability
may be found in traditional rehabilitation research. To sone
extent this is a natural extension of the inherent professiona
perspective of behavioral science with which rehabilitation
researchers typically identify, but the margi nal acadeni c and
scientific status of the field of rehabilitati on conpared to nore
established scientific fields nay reinforce the field' s adherence
to the | anguage and culture of natural science. Nathan G azer
(1974) has noted that aspiring devel oped occupati onal groups
(which he refers to as the "m nor professions") seek |egitinacy
by adhering closely to the approaches and procedures of high
status fields such as nedicine.

In 1985, Joseph Stubbins wote that

The acadeni ¢ and research under pi nning of psychosocial and
vocational rehabilitation is largely enpirical, atom stic,
and neagerly informed by theory. ... there is little that



bi nds the pieces together to provide definition and
direction to rehabilitation as a field of study. As a
consequence, the academic literature reflects little

awar eness of devel opnents in the phil osophy of science that
have been stirring in the social sciences and nore
significantly, howits own epistenology has influenced the
content of its research. (392-3)

He continued, witing that "as [rehabilitation] researchers and
counselors, they would like to be viewed in the nold of natura
science. So |long as they evade the social, economc, and
political setting of their subject matter, they could succeed in
sustaining an imge of neutrality.” (393)

The Growth of a Sociopolitical Mde
for Disability Research

Wil e the nedical nodel of disability and the perspective of
service providers donminated disability research for many years, a
nore conceptual ly inportant conponent of the grow ng body of
disability research has been stinulated by the emergence of new
research paradigns that flow fromthe personal (and political)
experience of having a disability and by the evolving field of
disability studies. Alternative views to the nedical nodel always
have been present, particularly anong people with disabilities
t hemsel ves.

Asch and Fine (1988) note that in 1948, Roger Barker wote
about disability in mnority group ternms and Al an Meyerson
commented on the inportance of social and psychol ogical factors
in the "problens of the handi capped” (both cited on pp. 6-7). In
1964, for a study of decision-making in the Social Security
Disability Insurance program (SSDI), Saad Nagi devel oped a
framewor k that distinguished inpairnents and functiona
limtations fromdisability. The latter concept, to Nagi
i ncorporated aspects of the environnment into the concept of
disability including how the individual with an inpairnment and
his or her significant others defined the inpairnment and how
expectations for the individual were affected by it as well as
characteristics of the environment, including physical and
soci ocul tural barriers (Nagi, 1991, 315).

A nore wi despread paradigm shift in conceptualizing
disability occurred in disability research began in the late
1970s and early 1980s. The new paradigmwas referred to as a
mnority group nodel, a sociopolitical nodel, or a disability
studi es perspective. Simlar research directions in the United
Ki ngdom canme to be called the social nodel of disability. Al
versions shared a set of conceptual assunptions that disability
was (at least) jointly determ ned by the environnent as well as
the inpairment and that people with disabilities constituted a
mnority group that was politically and socially oppressed.
Associated with this perspective was the conviction that nost
probl enms associated with disability could best be addressed
t hrough sel f-advocacy and the renoval of disabling environnenta
barriers such as cultural beliefs that stigmatized, public
policies that provided perverse incentives that made it difficult
to live independently and technol ogy and physical structures that
effectively excluded people with disabilities.



Since the experience of disability was at the conceptua
core of the enmerging nmodel, supplanting observation by
pr of essi onal service providers, nore subjective methodol ogi es
were necessarily involved as was the formal participation of
people with disabilities in research as informants and
consultants (Brown, 2001). Investigators with disabilities
assuned nore central roles in research activities and approaches
such as participatory action research (PAR) were adopted to
i nvol ve people with disabilities in all phases of the research
process (Wiyte, 1991).

In many instances, qualitative approaches were enployed to
exam ne the perspective of people with disabilities in the
definition of concepts, the identification of problens, and the
eval uation of service and policy options. Because there is no
singl e experience of disability in general, or even of any single
type of inpairnment, in qualitative research the significance of
disability varies according to how each individual constructs
meani ng for her inpairment and exami ning that nmeaning requires a
sense of rapport that Max Weber called "verstehen" (Ferguson
Ferguson, and Taylor, 1992). Ironically, incorporating the
perspective of many people with disabilities has often refocused
attention on barriers and opportunities |ocated in the
envi ronnent rather than on inpairnment alone. For exanple, in the
| andmar k survey of people with disabilities conducted by Louis
Harris and Associates in 1985, many people with disabilities
cited discrimnation as a najor explanation for the unenpl oynent
or under enploynment (Louis Harris and Associ ates, 1986).

As the focus shifted fromthe inpairment and the individua
to the social context of the individual, there was increased
i nvestigation of environmental barriers, cultural depictions,
policy constraints, and the social and political novenents that
emanated fromthe disability comunity. This work often invol ved
an array of enpirical techniques, including nore open-ended
personal interviews, ethnographic observation, institutional and
| egal anal ysis, and archival and historical research
Quantitative research was affected by the devel opi ng
sociopolitical nodel as well as survey instrunents were devel oped
to better reflect the expressed concerns of people with
di sabilities in non-nedical arenas of everyday life in the
community (Al tman, 2001).

The devel opnent of this paradigmwas | ed by a nunber of
disability scholars outside of the rehabilitation establishment.
Most of the leading figures involved with this shift were largely
i ndependent of the rehabilitation field. Many were schol ars who
t hemsel ves had disabilities and who had been active in the
growi ng soci al nmovenments for independent |iving and disability
rights. For exanple, political scientist Harlan Hahn proposed a
sociopolitical definition of disability and exan ned how public
policy was inextricably linked to our understanding of disability
(Hahn, 1985). David Pfeiffer contributed anal yses that built on
his experiences as a political scientist and a community activist
(Pfeiffer, 1977). Irving Kenneth Zola, whose work in nedica
soci ol ogy al ready had exam ned nedi cal practice fromthe
perspective of the patient, wote about the social and politica
construction of disability while reexam ning his own experience
as a polio survivor and a participant with the self-help novenent
in health (Zola, 1982), and ant hropol ogi sts such as Nora G oce



and Jessica Scheer exam ned the varying roles played by people
with disabilities in conmmunity life. (G oce, 1985; Scheer and
Groce, 1988) Historian Paul Longnore helped to reveal the little
known history of political activismanong people with
disabilities (Longnore and Umansky, 2001), while psychol ogi st
Adrienne Asch has explored the relationship between disability
and social science (Asch and Fine, 1988a), gender (Asch and Fine,
1988b), and nedical ethics (Asch and Parens, 2000).

By the | ate 1980s, researchers from across the socia
sci ences and humanities were reexam ning disability through the
| enses of their own disciplines and | ending support to socially
and politically oriented concepts of disability organized around
the subjective experience of people with disabilities. It was
frequently difficult for researchers adopting the energing
soci al / sociopolitical perspective to publish in established
rehabilitation journals whose peer review processes favored nore
traditional research paradi gns, yet a nunber of cross-

di sciplinary journals, including several with public policy
orientations, published special issues in the m d-1980s that
presented conpil ati ons of research that incorporated the
perspective of people with disabilities.

Wthin this network of established and energi ng schol ars,
disability research frequently was |inked nore closely to
political advocacy and independent |iving novenents than it was
to the provision of rehabilitative or health services by
professionals. In the San Francisco Bay area, the World Institute
on Disability (WD) was founded in the late 1980s by novenent
activist | eaders Ed Roberts and Judy Heumann. WD-affiliated
researchers such as Sim Litvak and Devva Kasnitz conducted
i nportant studies of issues of concern to the novenent such as
personal assistance services and i ndependent |iving.

Institutional focal points for sharing these new research
initiatives devel oped as well. A group of sociologists fromthe
western United States created an interest group on chronic
illness, inpairnent, and disability in the early 1980s whose
neeti ngs brought together scholars froma variety of socia
science disciplines fromacross the U S. This group refornmed as a
nati onal research society which ultimtely becanme the Society for
Di sability Studies (SDS) whose nenbership grew to include a great
many scholars fromthe humanities and the arts. There | ong had
been humani sts and artists who had explored the experience and
cul tural neanings associated with disability. A significant
nunber of these scholars and artists had strong ties to
disability activist novenents and presented their work in
novenent publications as well as nore traditional venues. Sone
were affiliated with academ c institutions while others worked
i ndependently or created new institutional forums for their work
and for networking with their peers.

A disability research newsletter founded by Irving Kenneth
Zola in the early 1980s evolved into the research journa
Disability Studies Quarterly (DSQ which attracted an
i nternational and interdisciplinary audi ence. Followi ng Zola's
death in 1994, David Pfeiffer assuned the position of DSQ editor
and the publication becane fornmally affiliated with SDS. In the
foll owi ng years, the publication changed its format, attaining
t he appearance of an established academ ¢ journal, while
retaining its links to political advocacy and to exam ning the



experience of disability froma consciously diverse set of
approaches. Like SDS, DSQ included research and creative
expression from humani sts, disability activists, and creative
artists.

As DSQ was developing in the U S., the British journa
Disability and Society developed in sinmlar directions although
in a format that was nore like a traditional scholarly
publication. The journal has published a great deal of research
by disability scholars fromaround the world, primarily fromthe
perspective of the social nodel of disability that was supportive
of the ains of the movenments for independence and disability
rights. (The large and inportant body of disability theory
contributed by British and other non-Anerican schol ars of
disability is not addressed in this paper.)

There have been nunerous instances of overlap between the
two worl ds of disability research and these have grown
substantially in the past decade. I n Washington, DC, the Nationa
Rehabilitation Hospital has served as a center of policy-oriented
research on the experience of disability while retaining strong
ties to the rehabilitation cotmmunity. At the University of
Arkansas' Departnent of Rehabilitation, then research director
Kay Schriner founded the Journal of Disability Policy Studies
(JDPS) which has featured policy-oriented research of interest to
bot h consuners and providers of services. In the |ate 1990s, JDPS
became a publication of Pro-Ed, a publisher of journals for
speci al education researchers and providers and its editorship
passed to two professors of special education. Although
affiliated with institutions associated with nore traditiona
research paradi gns, JDPS appears to have retained its eclectic
perspective. The I CIDH cl assification schene that had been
devel oped in a largely nedical nodel in 1980 was revised in 1999
to expand consideration of restrictions on social participation
(Fujiura and Rutkowski-Km tta, 2001) although these revisions
have remai ned unsatisfactory to a nunber of critics working from
the perspective of disability studies. (See, for exanple,
Pfeiffer, 1998.)

Rehabilitati on Research Redux

Despite increasing recognition of the sociopolitica
perspective by researchers in rehabilitation in recent years, a
signi ficant proportion of the studies conducted over the past
decade in acadenic research and training centers and bei ng funded
by federal research agencies such as the National Institute of
Disability and Rehabilitation Research (NIDRR) has continued to
draw on a nore traditional nodel of disability research. Wile
such work has led to significant advances in the lives of nany
people with disabilities (National Institute of Disability and
Rehabilitati on Research, 2001, 4), the body of enpirical research
on di sabling environnents within the field of rehabilitation has
been far slower to develop relative to research bei ng conducted
in the social sciences and public policy studies. Thus research
on the environment of disability has been referred to in current
NI DRR publications as the "new' paradi gmof disability, despite
t he decades of work by schol ars holding a sociopolitica
perspective noted earlier in this paper

Further, since nuch of the published research in disability



studi es that has focused on environnental factors has been
conceptual and/or anecdotal, concerns persist anpbng research
gat ekeepers such as peer reviewers and research administrators
about the rigor of such endeavors.

These concerns nmay be reinforced by disconnects in
professional training. While the research tradition in
rehabilitation has consciously borrowed nethodol ogi cal and
epi st enol ogi cal approaches fromthe fields of nedicine, clinica
psychol ogy, education, and engi neering, research on broader
contextual effects in these fields has often been marginalized
conpared to such work in the social sciences. Observations and
research nethodol ogi es that are well accepted and consi dered
quite rigorous to a sociol ogist, anthropologist, or politica
scienti st may appear fuzzy, subjective, or unscientific to
sonmeone trained in clinical or experinental research nmethods. Yet
the significance of conplex and often subjectively charged
concepts such as disability, equity, oppression, or
reasonabl eness nust be addressed to understand how environments
constrain or enmpower individuals with disabilities and that
signi ficance may only be understood through the study of meaning,
identity, and culture as it operates in the world experienced by
people with disabilities. In nunmerous instances, established
rehabilitation researchers have struggled to develop reliable and
ri gorous environnental neasures w thout drawi ng on the work of
scholars in the social sciences and disability studies.

One ongoi ng study that denonstrates what can be gained from
the appreciation of conplexity and attention to prior work in
disability studies is the Meaning of Disability Study being
conducted by investigators at the Disability Statistics Center at
the University of California, San Francisco (Miullan et al.

2001). The goal of the study is to develop nore appropriate and
conpl ex neasures that identify people with disabilities and
exam ne their experiences for use in survey research. Draw ng on
key concepts fromresearchers in disability studies, the

i nvestigators conducted a series of 14 focus groups with a
variety of people who self-identify as having disabilities and
have anal yzed the discussion in ternms of a nunmber of thenes
identified as inportant by participants, including problemtic
soci al interactions with others, managenent strategies for
sol vi ng probl ens associated with participation in everyday life,
and ways of "doing things differently" to attain daily

obj ectives. These findings will ultimately used to construct
survey itens that identify aspects of disability in nore
appropriate ways than those currently in use in mgjor federa

st udi es.

Concl usi on

Disability research is at an opportune nonment where nany of
the ideological tensions within the broader research comunity
are waning. Long-time critics of traditional approaches have had
new opportunities to contribute to changes in the research
establishnent. It would be naive to expect a heterodox consensus
in the foreseeable future, but nmore diverse dial ogues about what
constitutes conceptually and met hodol ogi cally sound research are
taki ng pl ace than has ever been the case. Al of us can learn
fromthese discussions by sharpening our own points and



consi dering the perspective of others. The know edge that is
gai ned fromthe host of research that has been initiated in
recent years should have | asting consequences for the research
community, for nore appropriate public policy initiatives, and
for the lives of many people with disabilities.
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