Five Modelsfor Thinking About Disability:

Implications for Policy Responses

H. Rutherford Turnbull 11l and Matthew J. Stowe

This article advances five models for thinking about disability. Each has
various degrees of relevanceto policy, and each reflects variousdisciplines
that affect policy. The article defines each model, indicatesthedisciplinesor
other sour ces of the model, and demonstr atestherelevanceof eachto policy.
Thefive modelsare Human Capacity, Public Sudies, Cultural Sudies, Ethical
and Philosophical Studies, and Technology Studies

In this article, we describe a meta-cognitive
approach to thinking about disability and about
societal and policy responses to disability. Thisarticle
connects the previous articles about core concepts
and taxonomies to these discipline-based models, ex
emplifying how the professions that are most salient
to the policy-making processes reflect societal
responses to disability and thereby affect policy. It
also sets the stage for the next article on possible tools
to usein policy analysis. Full citations to the statutes
and cases referenced in this article are contained in
the Matrix article (thisissue).

The Benefit of Multiple
Methodologies

One of the benefits of having conducted research
on core concepts by using more than one
methodology and by relying on respondents from
different disciplines (law, medicine, socid
welfare, education, psychology, political science,
public adminigtration, religious studies, and human
development) is that different ways of thinking
about the subject under investigation became
apparent. For example, alega and policy analysis
methodology (careful study of the statutes and
case law) suggested thinking about core
concepts-and thus about disability-in terms of
constitutional rights, statutory entitlements, and
case law decison-making. On the other hand, a
quditative methodology (using focus groups and
individud interviews) suggested a social science

way of thinking about core concepts and thus about
disability.

Asaresult, we began to ponder the different
ways in which people think about disabilities.
Two questions presented themsdves

1. Do lawyers and policy andysts think about
disability in different ways than do
traditiondly trained social scientists? If s, do
they aso act differently than each other when
cdled upon to "do something' about
disability, such as identify the core concepts
of disability policy? The answer seemed (and
dtill seems) obvious: Yes.

2. What difference does it make that different
people bring different disciplines and ways of
thinking about disability and society to the
tasks of generating and then implementing
policy?

This article addresses these questions.

Confirming the Answer to Question 1

To confirm that different ways of thinking
yield different approaches to policy, we needed
to go no further than the data we acquired from
the focus groups and individua interviews on
core concepts. In these data, we found responses
that clearly reflect different ways of thinking and
acting. The responses of researchers reflected
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their origind disciplines, such as law, hedth
policy, disability demographics, or program
evauation. Likewise, executive officidsin federd
and state agencies looked at their roles and at
policy through the eyes of public adminigtrators.
In addition, because more than one of those
administrators were parents of children with
disabilities or were themselves people with
disabilities, they also provided "extra' perspec-
tives. Similarly, regiona or locad adminigtrators
approached problems with the professona
perspectives of socia workers, physicians,
psychologists, or educators, such approaches
were different from the approaches of a state
executive agency director (in the same state)
who was trained as a lawyer but is related to
and powerfully influenced by a psychiatri<t.

Thinking About Hovto Think
About Disability

The result of this grasp of the obvious-people
think about the same concept from different
backgrounds and perspectives is that we began
to ponder how one might think about disability.
In particular, as we began to link our analyses of
documents and qualitative research responses to
the core concepts and then to the Professiond,
Condtitutiond, Ethicd, Administrative, and
Fisca Principles, we began to develop a prelim-
inary framework about how professonds,
policy leaders, families, and individuds think
about disability.

In this article, we set out five models for
understanding and thinking about disability. We
also indicate which core concepts seem to be most
clearly associated with each model. As we have
argued, the core concepts are intertwined with
the Congtitutional, Ethical, and Adminigtrative
Principles, but we do not identify those Principles
because this has been sufficiently illustrated in
Figure 2 in the Taxonomy article (this issue).
These models are not complete, nor do we provide
themin great detail. They do, however, seem
to offer a useful preliminary framework for
understanding (@) the perspectives that people
bring to mlicy debates and (b) what underlies the
policies and their core concepts. For example, if
physicians think about disability from a different
perspective than, say, educators, they invariably

will propose different "solutions' to the fact of
disability, to the lives of people with disabilities
and their families, to the ways in which
professonas should interact with families and
other professionals, and thus to the core concepts
that should shape policies and the policies them:
selves (as expressed in the statutes and cases in
the Matrix).

Physicians may adopt a "medicd” modd,
educators and psychologists may adopt a
"developmenta” mode, and rehabilitation
specidists and technology developers may adopt
a "technologica" modd. Likewise, physicians may
be less apt to alow parents and children, or other
professionals, to become full partners with them
in  decison-making, whereas  educators
(especidly early interventionists) may be more
schooled toward the concept of full partnership.

TheFive Models

Thefollowing list is our proposd of five modds
for how peaple think about disability and disability
policy:

Mode of Human Capacity Studies
Modd of Public Studies

Mode of Culturd Studies

Model of Ethical and Philosophical
Studies

5. Modd of Technology Studies

E N

Utility of the Five Models

Before describing the five moddls, it is appropriate
to note why they are useful to individuas who
want to create policy, implement it, or evaluate
its implementation. In other words, what
difference does it makethat acertain model exists?
The answer to this question is fairly
straightforward. Persons who approach palicy,
whatever their model maybe, should ask two basic
questions. First, does the particular policy under
consideration advance one or more of the relevant
core concepts? If so, how well does it do that
job? The purpose of these two questions is to
conform the policy to the core concepts, or in
other words, to reduce the disparity between
them.

For example, if an andyst is concerned with
policy whose purposeisto increase the capacity of
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individuds with dissbilities or their families to
live independently, to be economicdly sdf-
aufficient, to participate in the mainstream of
American life, or to have equa opportunity to
achieve any of those goals (as the Individuals with
Disabilities Education Act [IDEA], Pat C,
explicitly intends), then the andyst is putting the
model of human development into play and
should focus on the core concepts most closaly
associated with that modd. If the analys is
concerned with a policy whose purpose is to
increase the capacity of a service-provider
system to respond to the needs of people with
disabilities and their families (as Part C of
IDEA does), then the andyst is putting the
model of public studies into play and should
focus on the core concepts most associated with
that modd!.

Focusing on the core concepts associated
with a particular modd is only the first step for
the andyst. The second is to track these
concepts into the Matrix and use the statutes
and cases associated with the particular concept as
aguide for the following:

to know how Congress has approached
the policy in the padt,

to draft legidation or regulations (using
the language of existing statutes as
"boilerplate”’ or as guiddines for the
draft),

to know what other statutes exist that also
may bear on the particular policy under
consideration, and

to know how the courts have interpreted
the existing statutes.

Thus, the modd leads to one or more
core concepts. The core concepts lead to the
Matrix, with its rdlevant statutes and cases. The
relevant statutes and cases are the foundations
for cregting legidation, regulations, or
evauation procedures.

Model of Human Capacity Studies

The Modd of Human Capacity Studies deds
generally with the sciences of human
development: how individuas acquire various
capacities. There are a least three submodels:
medical/public health, psychological, and
educational. Each has played and continues to

play alarge part in disability policy and ser vices
and thus in the impact that core concepts and
partnerships have on family qudity of life.

The medicd/public  hedth  submodel
generaly regards the person with a disability as
having a disease or condition that renders him or
her "sick" and that is properly addressed through
the usua means whereby physicians treat their
patients. There are two aspectsto the medical/public
hedlth modd: physical medicine and psychiatry.

That physical medicine and psychiatry have
played sgnificant roles in disahility policy and in
the lives of families cannot be doubted. Initidly,
they were a source of the institutionalization and
eugenics movements (the origind "medica [or
"disease’] modd™); they also were the setting for
the debate concerning the sanctity and the
qudity of life of newborns with disabilities.
They have been the foundations for various
interventions (such as psychopharmacy and
electro-convulsive shock treatment) that have
been dternatively praised, condemned, and
accepted (with procedur al safeguards
surrounding their use).

The medical model was the bedrock for the
provisons of Title XIX (Medicaid) of the Socid
Security Act that allot federal funds to the states
so that these funds may be used to maintain
acceptable standards of habilitation and treat-
ment in inditutiond and community-based
settings. In this respect, it has been transformed
into a public health (wellness-promoting) model.
There can be no doubt that medical and related
hedlth interventions are oftentimes highly
effective responses to the physical, cognitive,
emotional, or behavioral impairments that
individuals experience. Core concepts related to
the medica/public hedth submodd are
prevention and amelioration, privacy and
confidentiality, individualized and appropriate
services (treatments), and a concept that arises
from the origina theory of the deingtitutiondiza-
tion efforts, namely, to reform the ingtitutions
(and to prevent people from being admitted and to
secure the discharge of those who are aready
inditutiondlized). This concept is protection
from harm.

Because one of the Professional Principlesin
the field of medica and public hedth policy is
autonomy, this core concept comes into play as
wel, but in higoricaly interesting ways. In the
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fidd of medica and public hedth policy, au
tonomy has two "edges” and they sometimes
conflict. On one sde is the physician's duty to
respect the choices of the patient (person with
disability or family), where legd rules regarding
patient consent come into play. On the other side
is the physician's duty to exercise his or her own
judgment-to be an autonomous professional
concerning what treatment is warranted, what to
tell the patient concerning the course of
treatment, and whether to even securethe patient's
consent to treatment (the therapeutic privilege
rule; see Natanson V. Kline and Canterbury v.
Spence). Only recently has the patient-autonomy
side been paramount; for many years, the
"doctor-knows-best" approach prevailed.

IDEA contains at least two examples of the
medical/ public hedth submodd: an evauation
of the student's physica and developmenta
characteristics and provision of health-focused
related services (1SD v. Tatro and Cedar Rapids
CSD v. Garrett F. [ 1999 ). Likewise, this
submodel appears in the Medicaid provisons, in
the digibility <andards for Supplementa
Security Income, and in the treatment
standards related to "Baby Do€" children in the
Child Abuse Prevention and Treatment Act
(1988).

The psychological submodel regards behavior
as a learned consequence to externd stimuli. It
holds that in order to modify behavior, it will be
necessary to control the environments and the
conditions within these environments that
produce behavior. These conditions include
relaionships between the individud with a
disability and others. The psychologica submodel
gave rise to the intervention known as applied
behavior analyss and, more recently, to the
intervention known as postive behaviora
supports.

Just as IDEA reflects the medical/public
hedth submodd, so too it reflects the
psychologica submode in its requirements for a
nondiscriminatory  evauation  (including a
psychologica evauation) of the student, and in
the use of agpplied behaviora andysis and its
newer version, postive behaviora supports,
when a child's behavior impedes his or others
learning or when the child is subjected to
discipline. Indeed, the most recent definition of
the term mental retardation requires that the

person lack adaptive skills and behaviors in
order to be classfied as having the disability
(American Association on Mental Retardation,
1992). The core concepts associated with this
submodel are the ones associated with the
medical/public  hedlth submodel, with the
addition  of empower ment/participatory
decision-making.

The educational submodel holds that
everyone can learn; there is no such person as one
who isineducable; and that, accordingly, dl people
who are of school age have aright to attend school
if even one such person has the right © attend
school. This submodel arose from research on
language acquisition, was the foundation for the
assertion in the early right-to-education cases that
al children can learn (PARC v. Commonwealth),
and currently is expressed in IDEA's zero-reject
principle and in the landmark case on
educability (Timothy W. v. Rochester School
District). In this respect, this submodd is
associated with the core concept of
antidiscrimination.

The education submodel is aso reflected in
IDEA's principle of nondiscriminatory evaluation
and especially in the requirement for an evauation
of a student's cognitive capacities. It is adso
inherent in IDEA'S provisions that the student
with a disability should have access to the genera
curriculum where, it is assumed, the student will
learn certain skills (with accommodations) that
will lead to an independent, economically sdif-
aufficient, productive, and fully participatory life.
This submodel thus is associated with the core
concepts of integration, productivity and
contribution, and autonomy (independence).
It is responsible for a variety of teaching
techniques tailored to the needs and capacities of
the student, which collectively are expressed as
individualized and appropriate education and
related ser vices.

Model of Public Sudies

The Mode of Public Studies subsumes various
disciplines that are linked to each other because
each is basically concerned with the relaionship
between government and individuas. Along
with the Model of Human Capacity, this was the
most dominant way of thinking about disability in
the United States during the 20th century,
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especialy during the last 30 years of it. Thisis
not difficult to understand: The civil rights
revolution that began when advocates for African
American studentsinsisted that racially segregated
education is inherently unequa set the precedent
for the disability-rights movement, which began
in earnest in the early 1970s when advocates for
peoplewith disabilities successfully established the
rights to education and tabilitation in the least
restrictive (most normal) settings. The core
concepts associated with this model are
antidiscrimination, autonomy, liberty, privacy
and confidentially, integration, cultural
responsiveness, service coordination and
collaboration, empower ment/participatory
decisionmaking, professional and system
capacity-building, and classification.

The Modd of Public Studies contains Sx
submodels: law, political science and philosophy,
political economy, demographics, public
administration, and social welfare. None is
entirely separate from the others; in fact, they tend
to overlap significantly.

Thelaw submodel is concerned with the rules
of a community-particularly the rules that derive
from governments and their enforcement. It
regards disability as an unaterable trait that thus
should not be the basis for invidious treatment
by governments; this is the core concept of
antidiscrimination and is expressed in Section
504, the Americans with Disabilities Act (ADA),
and IDEAs zero-rgject principle.

The law submode aso regards disability as
acondition that should evoke a positive response
by government. As such, its concerns are with the
substantive rights and entittements of people
with disabilities and their families, and with the
procedures whereby those rights and entitlements
are made available and their denia is remedied.
One need look no farther than IDEA, Section
504, and ADA ("reasonable accommodations');
the Socia Security Act (especidly thetitlesrelated
to income-support and hedth-care, i.e,
Medicaid, Supplemental Security Income, and
Socia  Security/Disabled  Individuas-Medicare);
the Rehabilitation Act (vocationa rehabilitation
Fvices), ad the Asidive Tecdhndogy Ad of 1998
(access to assistive technology) to find examples of
the "postive" law submodd. In the postive law
provisons one finds the core concepts of
autonomy, integration,

empower ment/participatory decision-making,
and arguably, privacy and liberty.

Political science is the sudy of how
governments work (the practice of government)
and of the inditutions of government; political
philosophy is concerned with how to deploy or
limit public (governmental) power so as to
maintain the sanctity and quaity of life of the
governed. The political science and philosophy
submodel  conceptudizes disability as a human
condition that should be addressed through
political processes and that justifies, or does not
justify, various governmental responses.

Accordingly, some practitioners of this
submodel are concerned with whether the
majoritarian democratic processes are available to
people with disabilities and their advocates, and, if
0, how and with what results. Other
practitioners are concerned with the nature and
extent of the claims that people with disabilities
legitimately may make on others and on the body
politic; their issues are ones of the philosophy of
government as applied to people with disabilities.
Whatever the precise concern of the political
scientist, the core concepts involved in this area
are antidisrimination, autonomy, privacy and
confidentially, liberty,
empower ment/participatory decisionmaking,and
classification (beneficiary ® [i.e., digibility] ®
determinations).

In disability law, al statutes that create claims
(rightsand entitlements), and the bases on which
such clams are justified or advanced, express
something about political philosophy. The same
is true of concerns about many other issues:

majoritarian decision-making and

remission to majoritarian processes (see,
e.g., Parhamv. J.R.and Olmstead v. L.C,
where certain aspects of disability policy
were settled by the U.S. Supreme Court but
where other aspects were |€eft to state
legidatures to address);

the principles of federalism and separation
of powers (Alden v. Maine, Kimel v. Board
of Regents, and University of Alabama v.
Garrett);

the principle of judicia deferenceto
professiona judgment, also known asthe
doctrine of presumptive vaidity (Board of
Education v. Arline, Board of Education v.
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Rowley, Bragdon v. Abbott, Cedar Rapids
Community School District v. Garret F.,
Irving 1SD v. Tatro, Southeastern
Community College v. Davis, and
Youngberg v. Romeo); how the clamsand
interests of one group of individuals are
resolved when they conflict with the
claims and interests of other groups of
people (asin the school-safety laws and
decisons, e.g., Honig v. Doeand IDEA, 20
U.S.C. § 1415(k)); and

"zones' of privacy and the relationship
between private family decision-making
and the public interest (asin IDEA
provisions condoning parental placement
of students with disabilities into or within
special education or in the recent case of
Troxel v. Granvillethat upheld the parenta
right to refuse visitation by grandparents).

Political economy is the study of the waysin
which economics and government politics
interact. The politicad economy submode
addresses disability from the bases of (a) the
alocation of resources in the public and private
sectors of a nationd or subnational economy and
(b) the maximization of effectiveness, efficiency,
and choice (responding to the needs and
preferences of individual consumers). It comes
into play in such diverse arenas as the following:

- decisions to include some people as
beneficiaries of programs and thereby to
exclude athers,

- Congressiond resolutions calling for "full
funding" of IDEA,

- the arguments around "unfunded
mandates' (such as Section 504 and ADA's
antidiscrimination provisons),

- the debates over near-term and long-term
costs and benefits of educating or
providing services to people with
disabilities, decisions about how to
allocate education funds (e.g., the
provisionin § 1413 (8)(2)(C) of IDEA to
alow loca educationa agenciesto use fed-
eral funds to reduce their local
contributions or to improve systems of
specia and general education-these being
provisons that blunt local oppostion to
special education and that create

incentives for general education place-
ments), and

- decisionsto have federa funds for specia
education alotted based on U.S. Census
data and poverty levels (20 U.S.C. §
1411(e)-apolicy that acknowledges
disproportionate placement of poor
students into specia education and the
co-prevalence of poverty and disability).

For thissubmodel, antidiscrimination and
classification arethe most obvioudy involved core
concepts.

Demographics is the sudy of human
populations, including ther sze, growth,
densty, and didribution, and it relies on
satistics concerning birth, marriage, age, income,
dissase and disability, and human life. This
discipline is concerned with population trends
and the digribution of people throughout the
nation or parts of the nation.

The incidence and prevalence of disability
and where people with disabilities and their
families move and why are especidly relevant
factors in this discipline. When policy leaders
identify certain "magnetic’ school didricts as
atracting a disproportionately large number of
students with disabilities (because the districts
offer a particularly desirable level of services), or
when they grapple with population projections
(such as those that attend the increase in the
number of students with autism or attention-
deficit/hyperactivity disorder, the number of
"Baby Doe" children who survive into their school-
age years, or the number of persons with
disabilities or elderly who claim SSI/Medicaid or
Medicare benefits, respectively), they are
discussing demographics. When they
acknowledge that some service-provider digtricts
(whether entire states or loca/regiona digtricts
such as locd educational agencies) are more or
less resource-rich than others (the "zip code"
factor) they are spesking in termsof geography (and
of political science, aswell). In this submodd, the
core concepts are antidiscrimination and, to a
lesser degree, individualized and appropriate
services and service coordination and
collaboration.

Public adminigration is the <sudy of
government organizations and their relationships
to other government organizations, it is
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concerned with how these organizations work and
how they can be made more effective and efficient
in carrying out the responshilities assgned to
them by appropriate branches of government. This
submodel addresses how policiesare administered,
that is, how authorized services are implemented
and why those who are charged with
implementation act in various ways when
providing or denying services to pegple with
disbilites and their  families.  Public
adminigration enters the policy readm in various
forms, often under IDEA: School improvement
grants (20 U.S.C. §§ 1451-1456), the emphasison
integrated research-training-dissemination
capacities (20 U.S.C. § 1461), and the provisons
for comprehensve systems of personne
development (20 U.S.C. 88 1451-1456) reflect a
concern with the administration of services.
Related to public administration are the core
concepts of capacity-building (at the system
level), service coordination and collaboration,
individualized and appropriate services, and
accountability.

Likewise, efforts to create wrap-around
programs for students with emotiond disabilities
and their families (under the Children's and
Communities Mental Health Systems Improvement
Act) or initiatives to establish intersector/agency,
schoal-linked, or community-linked integration of
services aso reflect concerns about the
administration of public programs. The most
relevant core concept is coordination and

collaboration, although empowerment/
participatory decision-making comesinto
play aswell.

Social welfare is the field of human service
that is generally amed a enriching and
enhancing individua and group development or
a dleviating adverse socia and economic con-
ditions. This submodel proceeds from a
purposefully  "caring” or  “"empowering"
perspective about people with disabilities and
their families. Thus, the principle of human
investment is reflected in IDEA and especialy in
its provisons for an agppropriate education (one
that builds on the student's capacities while it
aso amdiorates his or her disabilities), and the
principle of empowerment (or at least of shared
decison making) isreflected in IDEA's provisions
for parent and student participation in decison-
making (as reaffirmed by the Court's decision in

Board of Education v. Rowley). Inthisarena, the
concern is with the core concepts of autonomy,
privacy and confidentially, liberty, integration,
cultural responsiveness,
empower ment/participatory decision-
making, and classification.

Model of Cultural Studies

This mode approaches disability and the role of
the individua and family affected by disability
from the perspective of how they are viewed
within their particular society. Unlike the Model of
Human Capacity Studies, it is only very
tangentidly, if a dl, concerned with
understanding the causes of disability that may lie
within the person and thus with the intervertions
that maybe addressed specificaly and sometimes
soldy to the individud. Instead, it is more
concerned with how people with and without
disabilities regard the fact of disability, with
how disability is conceptudized by various
cultures, and with how disability is expressed or
portrayed through the various modes of expression
available to a culture or group of people. The
core concepts associated with this model are
cultural responsiveness, classification, family
integrity and unity, family centeredness,
autonomy, liberty, and protection from harm.
There arefive submodels: cultural anthropology,
sociology, literature, the performing arts, and
history.

None of these submodels, however, ems
particularly useful to those who generate,
implement, or evduate policy. Instead, each
seems much more useful to researchers (partic-
ularly those outsde the disability studies field)
who want to understand the nature and purpose
of policy as it appliesto people with disabilities
and their families. Thus, these submodels are
explanatory rather than directive.

Culturd anthropology is the sudy of
human cultures and specific societies; it is
concerned with their socia structures, language,
religion, art, and technology. In terms of disability,
this submode seeks to understand how and why a
culture responds to disability. For example, in
regards to language, consider how the term
retardates has been superseded by the phrase
persons with mental retardation and how such
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words asidiot, cretin, fool, lunatic, madman, and
imbecile have morphed from use in the scientific
community to a generad usage that carries
powerful pejorative meanings. Likewise, in art,
compare Velasquez' compassionate treatment d
dissbility [dwarfism, regarded as a disability in
the 17th century] in his Las Meninas and The
Dwarf of Don Juan Calabazas, and Goyaslatter-
year paintings of the blind and deaf and arguably
intellectually impaired peasants, with Picasso's
disdanful treatment of the skeletal Madman/El
Loco.

Culturd anthropology thus relates to the
meanings that society gives to impairments and

by extenson to the structures of society.
Specificaly and contemporaneoudly, it relates to
discussions about such IDEA issues as who has
power in the schools to include or exclude a
student from special education, attach a particular
disability label to the student, make decisons
about a sudent's program o study (the
Individudlized Education Program [IEP]), or
determine the degree of access to the general

curriculum that a student will have. It also comes
to bear in the IDEA requirement that a student's
IEP team must give specia consideration to a
student's hearing impairment and to that student's
need to associate with teachers and peerswho are
deaf or hearing impared (20 USC. §
1414(d)(3)(B)). This is an acknowledgement that
gpeciadlized modes of communication among
individuals who are a deaf or have a hearing
impairment is a culturd trait that is not dissmilar
to other linguistic traits, and that those who use
various specidized languages such as American
Sign Language are members of a subculture and
have every right to associate with each other
rather than being required to assimilate into a
gpeaking world. When courts defer to the
judgments that prafessionals make about who has
a disability and what the consequences of that
decision are for the person and for others (see the
cases cited above, under the Public Studies
Modd), they are affirming the power that
professionals and their "guilds' have.

Sociology is the sudy of the origin,
development, and structure of societies and the
behavior of individuas and groups. Under its
large umbrella fall such disciplines as "American
studies' and its associated "women's studies' and
"dissbility studies," each of which is concerned

with power, status, and the role of unaterable trait
in the assgnment of power and status within any
given society at any particular time. Accordingly,
it is proper to anayze IDEA (especidly its
parent-and student participation provisons [20
U.SC. § 1414(a)-(d)] and the rights that
professionals have to classify a student into or out
of specia education and to write an IEP for a
student [20 U.S.C. § 1414(a)-(d)]) as an exercise
in power and an expression of power relative to
the traits of an individua. Likewise, when Section
504 and ADA prohibit discrimination based
solely on the undterable (disabling) trait of an
individual, they reflect the concern of sociologists
with the dlocation of power within society.

Literature dedls with the written and ora
expressions of ideas and experiences, including
ideas about disability and people with
disabilities, whether written from an
"objective" or "outsde' perspective or from a
persond, subjective, and "indde' perspective.
These expressons are both reflective and
directive; they reflect what a culture thinks about
disability and they shape that thinking as well. In
shaping that thinking, they influence policy
concerning people with disabilities.

To read Daton Trumbo's antiwar polemic
Johnny Got His Gun (1970), Carson McCullers
The Heart Is a Lonely Hunter (1940), David
Keyes FlowersforAlgernon (1966), H. G. Wells
The Country of the Blind and Other Stories
(1996), Herman Mévilles Moby Dick (1999),
John Steinbeck's Of Mice and Men (1937),
Dylan Thomas The Hunchback in the Park
(1957) or even Ken Kesey'sOne Flew Over the
Cuckoo's Nest (1962) is to read the thoughts of
an "outsider" about physical disability, deafness,
blindness, mental retardation, or even
psychiatric disability because each is written by
a person who does not have a disability.
Indeed, to read the Court's decisons as
"literature’-as the written expression of the
Justices' ideas and experiences-is to have a
different understanding of how they frame
disability (see, for example, the "pro-feminist
perspective' in Bragdon v. Abbott and the "pro-
capitalist perspective” in Sutton v. United
Airlines).

Moreover, to read the postmodern literature
that is the direct expresson of the voice of pegple with
dstlies (Kingdey & Levitz, 1994; Rousso,
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OMadlley, & Severence, 1988; Williams, 1992) or
their families (such as A. P. Turnbull & Turnbull's
Parents Speak Out, 1978; Boggs, 1976; Buck,
1950; Dybwad, 1990; Meyer, 1995,1997; Miller,
1994; Powell & Gallagher, 1993; Santelli, Poyadue,
&Young, 2001; Turnbull, 1996) is to reed the "in-
sder" perspective. Neither perspective is
inherently more vauable than the other in terms
of how it shapes a culture's perspective about
disability and the public policy response to
disability. Some works may be more persuasive,
but that fact does not make other writing less
vauable.

The peforming arts includes theatre,
radio/TV/movies, panting, sculpture, musc,
dance, and other comparable professons and
means for expressing what the artist believes,
feels, and wants to communicate. Asin literature
and disability studies, the portrayd of disability
by people who do not have disabilities and by
those who do have disabilities or have personal
experiences with it provides clues into and shapes
how a society responds to the fact of disability.
The National Theatre of the Deaf is a self-
reflective cadre of performers. Such playsas
The Miracle Worker (Gibson, 1957; about the
deaf: blind Helen Kdller), Children of a Lesser
God (Medoff, 1982; aso about deafness), and The
Elephant Man (Montagu, 1971; about physical
disability/facid disfigurement), and even popular
movies such as Rain Man (Guber & Levinson,
1988; about autism), tell their viewers about
disability and shape their viewers attitudes-and
perhaps their responses-to policy issues.

History has to do with the understanding of
(i.e, the interpretation and "sense making" of) the
past, of the events, individuads, trends, and
movements that have had a significant impact
on the past and will affect the future. It
encompasses many different kinds of study-
economics, politics, biography, and, of course, the
history of ideas and of professions. History in the
disability context is especidly concerned with the
ways in which people with disabilities and their
families have been regarded and treated. Thus,
such semina works as Burton Blatt's exposes
(Christmas in Purgatory [Blatt & Kaplan,1974],
Exodus From Pandemonium [1970], and The
Family Album [Blat, McNaly, & Ozolins,
1978]; Erving Goffman's Sigma (1986) and
especidly his Asylums (1961); David Rothman's

The Discovery of the Asylum (1971); Joseph
Shapiro's No Pity (1993); and J. David Smith's
Minds Made Feeble (1985) play animportant role
in chronicling society's treatment of people with
disabilities and in shaping policy responses to
disahility.

Model of Ethical and Philosophical Studies

This model is concerned with the ethics and
philosophies that shape the Cultura Studies and
Public Studies models. Ethics is the study of
mora standards and how they affect individual
and group conduct. Its concerns are with the "right
and wrong" of decisons about people with
disabilities and their families, that is, about the
morality of decisons affecting them. The core
concepts associated with this model are
protection from harm, prevention and
amelioration, autonomy, and cultural
I esponsiveness.

Theology is the sudy of rdigion, and
religion refers to people's beliefs and opinions
concerning the existence, nature, and worship of
one or more deities and those deities intervention
in the universe and in peoples lives. Religion is
concerned with how people think about deities
and how that thinking affects their behavior
toward people with dsahilities, their families, and
the societies in which disability exists. Under this
area fal debates about "wrongful life' and
"wrongful birth" cases, about the qudity and
sanctity of life, about the essential attributes of
being human, and &bout the rightfulness
wrongfulness of aborting a fetus diagnosed as
having a disability or at risk of being born with a
disability. These debates are cast in terms of what
is "mordly/ethicaly right* or what "God"'
commands our personal, societal, and policy
responses to be.

Like the Cultura Studies Modd, this model
shapes one's understanding about the existential or
metaphysical meaning of disability. Unlike the
former, however, it does apply to policymaking,
policy implementation, and policy evauation. It
requires the policy leader, administrator, and
researcher/ evaluator to ask whether the policy at
issue sufficiently reflects the "right” (the ultimate
right, not the legd right) that ethical precepts or
religious ethics value. It should be noted that there
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are varying interpretations of what is right and
not right to do as a matter of religious or
ethical/philosophical practice, and that there are
disagreements even within the same religious
tradition about what is right. A question that
dedls with the ultimate right/wrong invokes other
guestions about outcomes. If some action is
ultimately right, what consequences flow from it?
Such a question (in terms of disability) can be ar+
swered by referring to the core concepts: If they are
the benchmarks for resuits, then what isright is; in
part, what advances these core concepts.

Model of Technology Studies

This modd is concerned with the "built" or
"congtructed" ervironment, with the physicd
world that people with disabilities and their
families inhabit. The core concepts associated
with this mode ae antidiscrimination,
productivity, integration, appropriate and
individualized services, and capacity-building.
This modd is smilar to the Human Capacity
Studies Model and the Public Studies Modd in
that it has been applied directly in disability
policy-making and service provison. Accordingly,
those who come to disability policy from the
technology mode background will want to ask
whether the moddl and its application advance
one or more of the core concepts. Asin the other
models, the effort is to identify the outcomes
that result from the core concepts and to
measure the policy in question according to
whether it is appropriate to advance a core
concept (or more than one) and whether the
policy does so. (These are the questions we ad-
dressin the article on tools.)

Three submodels of this modd are
architecture, industrial engineering, and
ergonomics. Traditionally, architecture has been
the discipline primarily involved in this modd,
with concerns related to how and why physica
structures are created and whether they afford or
deny access for people with disabilities. Industrial
engineering is the study and practice of designing
industrial  operation, and ergonomics is the
study and practice of how a workplace and the
equipment used there can best be designed for
comfort, safety, efficiency, productivity, and
trangportation/mobility of people with disabilities.

These sciences are concerned with access to
the structures in which people carry out various
activities and with the immediae "ingde'
environments in which people with disabilitieslive,
work, learn, recreate, and carry out other activities
with the usability of the exteriors and interiors of
a structure by the person with a disability. They
are manifest in the "universal design” principle
and create person-friendly structures and
environments, applying some of the science of
space exploration (where the space capsules must
be caefully desgned to accommodate the
astronauts and their activities) and some of the
science of industrial engineering (such as how to
maximize work production) so as to be accessible
to and effective for a person with a disability.
These aspects of this model are responsible for
the accessibility and reasonable accommodations
provisons of Section 504 of the amendments to
the Rehabilitation Act and of ADA. Thismoddl is
associated  with  the core concepts  of
antidiscrimination (that is, with "access') and
integration and productivity (that is, with the
results of access).

Technology has two facets, the first being
assistive technology and the second being
computer technology. Both are concerned with
assgting the person with a disability and the
person's caregivers (including families and others)
to use or adapt off-the-shelf devices or to create
customized devices and services, including
computers, the purpose of the devices and
sarvicesis to restore lost or impaired functions, to
prevent other functions from deteriorating, and
to compensate for functions that cannot be
restored or preserved. In policy, the so-caled
"tech act" (Assigtive Technology for Individuas
with Disabilities Act), the reated-services
provisons of IDEA, and the reasonable
accommodations provisons of Section 504 and
ADA expressthisaspect of the Technology Studies
Mode. The concern is with the core concepts of
productivity, integration, individualized and
appropriate services, capacity-building (that is,
building the capacity of the individud, through
individudized services, to be productive and
integrated), and prevention (in its secondary and
tertiary meanings).
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Conclusons

We have argued that there are various ways of
thinking about disability; various models that
reflect how any one of us conceptuaizes
disability as a condition, how any one of us re-
sponds to that condition in others, and how
any one of us and, ultimately, how al of us,
through the policy-making processes-respond
to people with disabilities and the clams they
assert. We have based these modelsin part on the
perspectives that our respondents shared as they
engaged in focus groups or individua interviews
related to the core concepts of disability policy.
We a s0 have based these model s on the statutesand
cases that we set out in the Matrix.

By no means have we been comprehensive
in describing the policies (statutes and cases) that
attach to these models or in exemplifying the
models. We have, however, suggested that the
perspectives of policy leaders and of their
congtituents do ultimately reflect how they--and
how "we the people'--think about disability and
thus how we structure our public policy
responsesto it and to people who have disabilities
(or, more accurately, to people we regard as
having or not having disabilities). The thrust of
our argument is sSmply that one cannot
understand the understructures of the core concepts
of disability policy without dso acknowledging
and beginning to understand the ways in which
we and others think about disability.

Finally, we have argued that for each of the
models, there is a practical issue: How does the
modd and its way of thinking relate to the
outcomes for people with disabilities and their
families? Such a question assumes that
individuals who ded with policy in any aspect
with these various modds in mind will,
deliberately or not, reach some conclusions about
people with disabilities, their families, and the
policiesthat should apply to them.

In reaching these conclusions, that is, in
coming to the "so what" chdlenge, they can
advance the interests d people with disabilities
and their families by connecting to the core
concepts. Is it appropriate for their thoughts
about disability to relate to a core concept? We
think so, because thinking implies action, and
action in policy should be related to what is core

about disability and family. If the answer is
"Yes, it is appropriate for what | am thinking to
be connected to a core concept,” then the next
question will be: "How well do | connect my
thoughts to my actions?'



