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I nt roductory Note

The paper that follows this brief introduction was
originally submtted for a class in Research Design at UCLA. This
course was part of program of study in public health supported by
a post-doctoral fellowship fromthe Agency for Health Research
Quality (AHRQ while | was on a sabbatical |eave in 2000-2001
The explicit goal of my participation in this programwas to
di scover sonme area of the conceptual framework of public health
i n which teaching and research about different nodels of
disability could be conduct ed.

In taking the classes, | not only discovered an intense
resi stance to the investigation of disability, but also a strong
hostility to the inclusion of this topic in the field of public
heal th. The reason for the conflict between traditional training
in public health and the issue of disability would require an
expl anation too lengthy to be included in this introduction

The assignnent for an early class was to wite a research
desi gn. Anot her purpose of this paper was to form part of the
foundati on for an environnental conponent of a research paradi gm
that m ght conpl enent or supplenment clinical nodels for the
i nvestigation of health-related issues. The exanple of health-
care utilization was chosen as a topic that m ght be of
particular interest to health professionals. The paper
submitted was based on the compn-sense observation that the
presence of environnental barriers nmay pose a deterrent to
medi cal treatnent for disabled people. As a result, areas with
such barriers had lower |levels of utilization than in conparable
areas with fewer barriers. In any event, the paper apparently was
given a failing grade. | did not receive any credit for the
cour se.

My concern is neither with the grade that | received nor
with the fact that UCLA eventually invoked an obscure stipulation
to prevent me fromreceiving a degree after the conpletion of ny
t wo-year course of study. | am di sappointed that my efforts were
rebuffed and that any institute would engage in this type of
di shonor abl e conduct .

VWhat is nost disturbing about these events, however, is the



failure or refusal of education progranms in public health to
address the inportance of research on the environmental conmponent
of disability within the confines of their discipline. This
posture could i npede the necessary progress of conprehensive
research that is vital to the study of disability in the future.

During the last quarter of the twentieth century, an
i nnovati ve perspective began to chall enge the dom nant paradi gm
that had shaped the study of physical disability for many years.
Prompted by several factors including parallel devel opments in
the civil rights and wonen's novenents, the increased acceptance
of social science research in health services, and the grow ng
prom nence of disabled scholars in many academ ¢ di sciplines, the
concept of disability gradually shifted froma trait that
revol ved excl usively about organic inpairnments to a phenonenon
deternmined at |least in part by surrounding social and cultura
factors. This trend pronoted a nounting recognition that the
enabling or disabling features of the environment need to be
i ncluded in any analysis of factors influencing the use of health
care facilities by disabled people.

Backgr ound
These devel opnents were reinforced and extended by ot her
events. In 1973, Congress finally enacted a version of the
Rehabilitation Act containing the first nmajor ban on
di scrim nation against disabled citizens in Section 504, which
was copied alnmost directly fromthe Civil R ghts Act of 1964.1
The failure of several presidential adnministrations to issue
regul ations to inplenment Section 504 inspired disabled people to
engage in a series of sit-ins and protests2-3 which provided the
foundations for a continuing disability rights novenent. 4
Henceforth, many of these citizens would not accept a restricted
role as the passive recipients of nedical or rehabilitation
services; instead, proclaimnmng the slogan "nothing about us
Wi t hout us,"5 some disabled individuals began to ask both socia
and bi onedical scientists to explore the environmental dinension
of disability.

Definitions

In addition, many researchers seened increasingly receptive
to a possible change in the conceptualization of disability.
Traditionally, disability had been defined as "a form of
inability or limtation in performng roles or tasks expected of
an individual within a social environnent."6 Wthin this
formul ation, there seened to be three distinct definitions that
perm tted observers to focus on (a) nedically diagnosed
i npai rments or "inability"; (b) vocational perfornmance; or (c)
social discrimnation, respectively.7-9 Any interviews conducted
in the proposed research, therefore, will include questions that
operationalized each of these definitions - i.e., work
disability, or limtations "in the amount or kind of work that
you can perforn; functional disability, or an inability to
engage in a "mgjor life activity"; and socio-politica
di sability, or the social discrimnation elicited by the
stigmati zi ng perception of visible or |abeled physica



di fferences; and the interrelationships of these concepts will be
exam ned

Al t hough there are no existing data that would permt
personal inpairnments and environnmental barriers or facilitators
to be neatly severed, a prelimnary finding that the increased
preval ence of environnental barriers is related to a decreasing
use of health care facilities - as an exanple - could be regarded
as an inportant step toward the conceptual clarification of this
rel ati onship.

Vari ous conbi nati ons of definitions and operational neasures
have been used in previous studies. In the major avail abl e study
of disability and the use of health care for secondary
conditions, for exanple, statistics were calculated on the basis
of functional limtations in everyday life, restrictions on mgjor
life activities, and a list of diagnostic categories frequently
associated with inpairnents. 10 This is one of few assessnents that
focused on the "working-age" popul ation of persons with
disabilities between 21 and 65 years old. 11

I ncreasi ngly, however, researchers have begun to center
attention on the exogenous or environnental variables that can
contribute to any of the outcones inplied by the three ngjor
definitions of disability including debilitating functiona
limtations, extraordinarily high rates of joblessness, and
discrimnation elicited by stigmatized bodily differences.1-14 As a
result, a growi ng nunber of scholars eventually began to accept a
perspective that regards disability as a product of interactions
bet ween i ndi vi dual s and the environnment; hence, disability can be
readily interpreted as the effect of a disabling environment as
wel | as organic inpairments. 15-16

Anot her event that has undoubtedly contributed to increased
demands for a neasurenment of disability enconpassing an
envi ronnental conponent as well as physiol ogi cal assessnents was
the Wrld Health Organi zation (WHO) project to create an
International Classification of Inpairments, Disabilities, and
Handi caps (I CIDH).17 Although this plan originally reserved the
category of "Handi cap"” for disadvantages that "refl ect
interaction with and adaptation to the individual's surroundi ngs"
and subsequent deliberations focused on the concepts of
"environment” and "participation,” the second or beta version of
the International Classification of Functioning and Disability
rel eased by WHOL8 seened to subvert the environmental concepts
whi ch had supposedly been accepted previously. 19-20

As a result, sone disabled professionals have begun to seek
ot her fornul ations including the environnmental dinension as one
el enent of a general assessnent of disability that night be
incorporated in a wi de range of studies. Several disabled
schol ars have drawn fromtheir experience with the ICIDH plan to
start to develop a framework for environnental neasures of
disability. One proposal, for exanple, has noved beyond a sinple
unidirectional chart to an interactive nodel (see Figure 1) of
i mpai rments, disabilities, and environnental obstacles.?21

A report issued by the Institute of Medicine also enphasized
envi ronnental characteristics as prom nent features of a node
for Rehabilitation Science and Engi neering.22 Thus, it appears
likely that environnental categories will eventually becone a
necessary el enent of an adequate measure of physical disability.



Assessnent of Rel evant Evidence

In addition to the conceptual devel opnents that have
underscored the grow ng significance of environnental factors as
part of the measurenent of disability, many schol ars began to
realize the potential value of this independent variable for
research on nmany issues. The collection of data on such -
exogenous barriers and facilitators - has unfortunately been
prevented by the prior failure to operationalized the
envi ronnental di mension of the definition of disability in sanple
surveys such as the Health Interview Surveys (H'S) conducted by
the National Center for Health Statistics or the Survey of |ncone
and Program Participation (SIPP) of the U S. Bureau of the
Census. But the extent to which environnmental characteristics
shape the everyday lives of disabled people may be readily
inferred fromthe recognition that no individual can seek
avail abl e resources for any purpose unless such a person
possesses the nmeans of reaching the desired | ocation, or sinply
"getting fromhere to there."

Since the environmental conponent of disability has not been
enbraced thus far by established fields of study having an
interest in disability such as nedicine, rehabilitation, public
health, or related professions, this topic also has not yet been
fully indexed in standard or conputerized bibliographies and
dat abases. In fact, the principles of etiology, or causation,
that nold the nedical nodel for research as well as treatnent
regardi ng health conditions tend to center on diagnostic
classifications that may or nay not reflect either functiona
capacities or vulnerability to environnental obstacles.

In addition to scattered research in diverse disciplines
rangi ng fromarchitecture and ergononics to nedi cal sociol ogy and
policy analysis, the only field that has enbraced the
envi ronnental perspective is the enbryonic area of disability
studi es which - despite an active nenbership in the Society for
Disability Studies - has not yet begun to supply a comrercia
foundation for the conpilation and di ssem nation of a serialized
data base. As a result, the information needed to support this
new envi ronnental initiative must be gl eaned from a conprehensive
under st andi ng of nultidisciplinary analyses in disability
st udi es.

Testi noni al evidence indicates, however, that many di sabl ed
peopl e do not even have accommodations in their own hones which
woul d permit themto | eave their dwellings or "back bedroons,"
where they are frequently concealed frompublic view. O hers
cannot | eave the confines of a restricted area because of
i naccessi bl e steps, wal kways, and intersections; or the |lack of
verbal or visual information about environnents that |ie beyond
the real mof daily routines. And, even if they could navigate
di stant streets or sidewal ks, an extraordinary proportion of
di sabl ed residents do not have access to public or private
transportation via notor vehicles, which customarily are not
desi gned by manufacturers to pernt access by disabled drivers or
passengers.

At present, even estimates or approxi mati ons of the extent
to which such obstacles forma permanent and insurnountable
barrier to the activities of disabled citizens are not avail able
due to the absence of prior attenpts to collect data on these
subj ects. Confusion about this matter also is exacerbated by the



exi stence of 49 different definitions of disability in current
Federal statutes.23 Both the pressing need and the crucial nature
of this information, therefore, seemto provide substantia
support for the initiation of research that would begin to
address this problem

Wil e any anal ysis of the degree to which environnental
barriers or facilitators constrain the free novenent of disabled
citizens is alnost precluded by the failure of earlier surveys to
gat her data about this topic, sone initial assessnents night be
i nferred from denographi c information obtained through questions
about individual traits that have previously been enployed to
delineate this segment of the popul ation. According to the best
avail abl e estimtes, approximately 35-46 nmillion Anericans |ive
wi th disabling conditions. 24

In conparison with other stignatized and di sadvant aged
groups, disabl ed peopl e have the highest rates of unenpl oynent,
poverty, and wel fare dependency in nost societies. Early
statistics - which have remai ned essentially unchanged - indicate
t hat about three-fifths of disabled Americans |ive below the
poverty line, and nore than two-thirds are unenpl oyed in al nost
al | advanced industrialized nations including the United States. 25
The extent to which each of these problens are produced or
exacerbated by environnent barriers is, of course, presently
unknown. But there appear to be anple grounds to surnise that
j obl essness, poverty, and welfare m ght be related to probl ens
such as a lack of transportation or alternative nmeans of noving
froma disabled person's domcile to other sites in the
conmuni ty.

Yet the determination of Congressional representatives and
government policy makers to curb discrimnation and to grant
di sabl ed persons equal rights eventually culmnated in the
passage of the Anericans with Disabilities Act (ADA) in 1990
This | aw extends the prom ses of Section 504, designed for
prograns receiving "substantial Federal financial assistance," to
al nost all areas of community life including public
accommodat i ons which are covered by Title Il of the ADA. Wile
an early survey reveal ed that nearly ninety per cent of
institutions affected by anti-discrimnation provisions of the
Rehabilitation Act still were not in conpliance with the statute
Il ong after the regul ati ons had been promul gated, 26 there have been
few subsequent studies of inplenentation or conpliance with the
ADA.

Evi dence about the observance of ADA requirenents for the
renoval of environnental barriers in nost localities, however,
can be secured fromvarious sources. In some localities, for
exanmpl e, information about these accommpdations - including both
t he renoval of physical and attitudinal obstacles and the
i ntroduction of facilitators that prompote the activities of
di sabled citizens - m ght be discovered in the files of nunicipa
engi neers or in the adm nistrative orders of city officials. In
nearly every conmunity, however, pertinent objective facts can be
obt ai ned t hrough the conpletion of checklists by trained ADA
surveyors as well as local persons with disabilities.

While the prior |ack of available data concerning
i mpl ementation or conpliance prevents the use of ADA mandates per
se as independent variables in the proposed research, these
provi sions of the |law do provide a val uable standard for



deternmining the presence or absence of environmental barriers in
sel ect ed nei ghborhoods or communities. In particular, the

regul ations issued by the U S. Architectural and Transportation
Barriers Conpliance Board (ATBCB) will be adopted for assessing
the relative nunber and severity of environnental barriers in
these areas as the mmjor independent variable in the proposed

st udy.

Al t hough there seens to be no consensus in the comunity of
di sability schol ars about concepts used in previous research
agai nst which construct validity m ght be nmeasured, the
opportunity to compare the results of the proposed research with
the official requirenents of governnent policy could be
interpreted as yielding an increase in the general validity of
t he study.

I nformati on about exogenous obstacles such as steps or
staircases for wheelchair users, inconplete verbal directions for
people with vision inpairnents, and inconplete visual directions
for persons with hearing inpairnents, will be conputed to form an
i ndex of environnmental barriers. Conversely, of course, data
regar di ng exogenous vari ables that pronote the activities of
di sabl ed adults such as accessible public transportation, the
availability of readers for blind students and enpl oyees, CAP, or
sign-language interpreters for deaf individuals will be conpiled
to forman index of environnental facilitators.

Revi ew of Rel evant Prior Research

The purpose of the proposed research is to exam ne the
ef fect of environnental barriers or facilitators on the use of
health care facilities by adults with physical disabilities. The
pressing need for the study is demonstrated not only by the
absence of any previous investigation of the correlation of these
vari abl es but also by the lack of prior exam nations either of
the environnmental dinension of disability or of the use of health
care facilities by disabled adults. As indicated by the report by
Fougeyrol | as21 derived from his experience with debates about the
| CI DH and the nodel devel oped for Rehabilitation Science and
Engi neering, 22 nost research incorporating the environmenta
conmponents of disability has not yet advanced beyond an initia
nodel - bui | di ng st age.

Patrick27 al so has fornul ated a general nodel of health
promotion for people with disabilities that includes the socia
and physical environnent, but there are hardly any enpirica
studies thus far that attenpt to neasure the effects of the
envi ronnent configurations on the attitudes or behavior of
di sabl ed people. Research on the use of health care facilities of
di sabl ed adults has been only slightly nore plentiful. An early
study reported that a sizeabl e percentage of disabled persons
experienced difficulty in securing health insurance and in
| ocati ng know edgeabl e physi ci ans and personal assistants or
attendants. 10

Figure 1
Envi ronnental Barriers or Facilatators
Envi r onnment al Abilities Organi c
or Syst ens

Characteristics Disabilities I mpai rment s



I nteraction

Adapted from P. Fougeyrollas, L. Noreau, H Bergeron, R
Cloutier, S-A Dion and G St-Mchel, "Social Consequences
of Long Term Inpairnments and Disabilities: Conceptua
Approach and Assessnent of Handicap," International Journa
of Rehabilitation Research, vol. 21 (1998), p. 130.

An investigation of barriers to health-pronoting activities
for disabled individuals, which clainmed that only one survey item
about inpairment was directly related to the person's disability,
also failed to include any direct questions about environnental
barriers or facilitators.28 Another analysis of potential support
for health pronotion by di sabl ed people concentrated al nost
sol ely on personality correl ates instead of environnenta
characteristics.29 Additional research has denonstrated, however,
that environnental obstacles often inpede efforts by disabl ed
peopl e to obtain screening and preventive health services. 30

Only one survey of environmental inpedinments to the care of
di sabl ed persons centered on the interiors of the exam ning roomns
of 62 physicians in Harris County, Texas.31l None of the existing
studi es of environmental influences on nedical treatnment for
di sabl ed adults has included any assessment of areas outside
bui | di ngs or paths from nearby residences to the office suites of
physi ci ans. 32

Met hods
The principal techniques for conpiling and anal yzi ng
i ndependent variables in the proposed research will entail the

use of Geographical Information Systens (G S). Wiile the earlier
use of aggregate data in health services research frequently was
i npeded by the difficulty that areal units reporting pertinent
informati on were too large to permt neaningful analysis,33 GS
now provi des a neans of reaggregating and nmani pul ati ng nmassi ve
anount s of geographic data to achi eve significant research
obj ectives. OQther anal yses have indicated that a conbination of
popul ati on data, health care data, and financial data in G S
could be valuable in local planning for health services. 34

In this proposed study, the major task of fulfilling
research purposes will entail the use of ArcView, Arclnfo, Mp
Info, and rel ated software. The heterogeneous devel opnent and
applications of A S has hindered efforts to fornulate a precise
definition of the procedure, but three of the npbst crucia
elenents of G S are spatial analysis, database nanagenent, and
conmput er cartography.35 G S all ows aggregate data to be displ ayed
both nunerically and spatially.

A possi bl e by-product of the spatial representation of the
proportion of domiciles occupied by disabled residents in
di fferent nei ghborhoods or cities, of course, could assist in
resolving a persistent controversy about the "ghettoization" of
disability.36-38 Alternatively, as Dear and Wl ch have noted,

Some status groups are noticeably uninvolved in struggles
over territory. Their |lack of defined - and hence defensible
space for collective consunption mrrors their |ack of



cohesion as a distinct group. . . . For the physically

di sabl ed, the social reproduction process is anchored in a
pervasive, culturally-defined conception of acceptable
bodily images. . . . In many ways, the continuing plight of
the physically disabled provides an archetypal account of
the problens facing any group wishing to break the nmoul d of
the soci o-spatial reproduction process. 39

Research about this topic, therefore, nmay not be able to unravel
conpl ex problems such as the distinction, if any, between organic
i rpai rments and the socio-political definition of disability; but
it could assist in clarifying nunerous issues about related

probl ens including the political representation of non-
territorial mnorities.

A difficult dilemma in the proposed application of GS,
however, involves the selection of appropriate units of analysis.
Since statistics based on earlier definitions of disability
generally are not reported below the | evel of counties or states,
sonme alternative nmethod nmust be enployed to exam ne rel evant data
from smal | er geographic areas. The nethodol ogi cal problens of the
design for the proposed research are, of course, further
conplicated by the absence in every jurisdiction in the U S. of
any known list of disabled people that m ght otherw se serve as a
frame for draw ng random sanpl es.

Sanpl i ng Consi derati ons

An initial inportant decision that had to be made concerning
the sel ection of independent variables for the proposed research
t herefore, depended in part upon a careful evaluation of the
extent to which this study needed to be based on random sanpling
techni ques. On the one hand, probability sanpling would certainly
provide a firmer enpirical basis for the results of the study.
Especially in the case of research that seeks to introduce or
extend a new fornul ati on of the nmgjor independent variable, such
as an environnental | y-based definition of disability, the
incentive to gain increased prestige fromthe adoption of
conventi onal approaches to sanpling may be extraordinarily
strong. On the other hand, there is no conpelling theoretical or
policy-related reason to attenpt to extrapol ate the findings of
the proposed study to any |ocal, state, national, or
i nternational popul ation of disabl ed people.

Sone observers m ght even consider the adverse inpact of
environnental barriers on the struggle of disabled people for
desired resources to be prima facie evidence extendi ng beyond the
need for statenments of formal hypot heses or conclusions. The
consci ous decision to eschew the advantages of a nethodol ogy
founded on probability sanpling and to rely instead on techniques
t hat use aggregate data and non-random sel ecti on procedures,
despite potential attacks on its credibility, seemed both
appropriate and justifiable. In fact, the primary purpose of the
proposed research is to discover intriguing patterns in the data
and to generate formal hypotheses for subsequent Investigation.
This orientation also nmight reduce the costs of the proposed
study. Thus, a nulti-staged non-probability sanpling design
seenmed to be best suited to the objectives of this study.

Because the plan to utilize aggregate data in Geographica
I nformation Systems precluded the choice of individuals as units



of analysis, an early step in the process of this investigation
al so seened to revol ve about the relative advantages or

di sadvant ages of adopting smaller or |arger geographical areas as
a basis for further analysis. The mmjor options appear to be

nmuni ci palities, census tracts, or sone other reconbination of
city block statistics as well as rural townshi ps.

Census tracts were originally devised to facilitate the
study of urban nei ghborhoods, which were conceptualized in the
early twentieth century as relatively circunscribed geographic
areas with a popul ati on between 3,000 and 6, 000 residents. 40
Anot her recent anal ysis of the advantages of G'S for health care
pl anni ng reconmended a concentrati on on nei ghborhoods cont ai ni ng
a popul ati on between 10,000 and 25, 000 peopl e which nmay enconpass
the catchnment areas of many | ocal physicians. 41

Geographical Information Systens have been utilized in prior
research on geographic access to general practitioners.42 Sone
recent trends indicate, however, that patients may go beyond the
of fices of the nearest physicians or hospitals to seek nedica
treatment. Moreover, the distances that patients are willing to
travel for medical attention seemto depend on perceptions of
their own health conditions and the types of treatnent
avai l abl e. 43

One investigation of conmputer nmaps and aggregate nunerica
data from census tracts in Riverside, California, found that,
whil e several neasures of intellectual inpairnment, behaviora
retardation, socioeconom c status, and ethnic characteristics are
highly interrelated, the distribution of physically disabled
residents in the conmunity was not closely associated with any of
these variables. 44 Clearly, additional research is needed to
di sent angl e denographi c and other variables to assess such
concentrations in different geographic areas.

By contrast, since conmunities conprise the snall est
jurisdictions that adopt public policy regarding environnental
obstacles or facilitators, the appraisal of variations in
progranms and practices for barrier renoval at this level could
contribute to an inproved understandi ng of the inpact of
political decisions upon the activities of disabled residents.
But the goal of exami ning aggregate data fromdifferent
government jurisdictions to assess the effects of public policy
may al so be achieved through the use of smaller units such as
bl ock statistics or census tracts. As a result, the proposed
research will utilize a nmulti-staged stratified non-probability
sanmpl e of bl ocks or census tracts to fulfill its principa
obj ecti ves.

Anal ytic Strategies and Data Col | ection

Since nmuch of the design of the proposed research is
contingent of the availability of appropriate data concerning the
dependent variable, a brief assessnment of critical issues that
need to be clarified and explained in this study al so nust be
granted pronm nent attention. As Figure 2 illustrates, the
princi pal nodel for assessing environnmental barriers or
facilitators related to disability2l can be appropriately fit into
t he dom nant nodel concerning the use of health care. 45

As an initial step in the analysis of this subject, census
tracts containing both the offices of general practitioners and a
relatively large residential area will be conpiled. A list of



such office addresses in various cities is readily avail abl e,

al though G'S software may be required to reconcil e di screpancies
bet ween the boundaries of census tracts, postal codes, electora
precincts, 46 and other areal units. By ensuring that all numerica
nmeasures are obtained fromthe smallest avail abl e sources of data
such as census tracts or reaggregated city block statistics, this
process permts a detailed investigation of correlations between
denographic attributes such as soci oeconom c status, race or
ethnicity, and information about the preval ence of disability,
environnental barriers, and the use of health care facilities
derived from ot her sources.

Figure 2
An Addition to an Energi ng Model of Health
Care Utilization by Adults
with Physical Disabilities

Popul ati on Heal t h
Envi ronment Characteristics Behavi or Qut cones
Health Care Environnent al Personal Perceived
Barriers or Heal t h Heal t h
System - Facilitators: Pr edi sposi ng Practices Status;
Envi ronment al Characteristics | Eval uat ed
Ext er nal Characteristics; Existing Need Use of Heal t h
Organi c Systens Resources Heal t h St at us;
Envi ronnent | npai rnents; Servi ces Consuner
Abilities or Sati s-
Disabilities - faction
| NTERACTI ON

Adapted from Ronald M Andersen, "Revisiting the Behavioral Mode
and Access to Medical Care: Does It Matter?" Journal of Health
and Soci al Behavior vol. 36 (March, 1995), pg. 8.

Since census tracts are the primary units of analysis for
this study instead of individuals and since no attenpt will be
made to extrapolate the findings to individual traits, the
procedure al so avoids the dangers of the nuch-touted "ecol ogi ca
fallacy."47 The design of the proposed research, therefore, seens
especially conpatible with the use of statistics such as
regression analysis which is based on an effort to determine the
contribution of separate independent variables such as the
preval ence of environnental barriers, denographic
characteristics, and other neasures to the explanation of the
variance in the dependent variable, or the use of health care
facilities disabled adults. Another statistical approach is the
anal ysis of variance which is founded on neasures to determne
whet her variance within the independent and dependent vari abl es
is greater than or less than the variance between such vari abl es
could also be applied to this research

The cooperation of physician having offices in the selected

census tracts will also be requested in |ocating patients with
mobility or sensory inpairnents, especially those living within
the sane tract. Everyone contacted during this research will, of

course, also be assured of strict adherence to the principles of
anonymty an confidentiality as well as respect for the decision



to participate or to withdraw fromthe study at any tine. In
order to secure a broad range of functional limtations, no
attenpt will be nmade to rate the degree or severity of the

i npai rment as a threshold for inclusion or exclusion fromthe
project. To reduce expenses, however, the boundaries of the
selected tracts will be used to establish the geographic area
within which nost data will be coll ected about disabled patients,
environnental barriers or facilitators, and the use of health
care facilities unless this procedure fails to yield a sufficient
nunber of disabled patients for meaningful analysis.

One possible exception to the usual ratios between patients
and physicians may be indicted by the conplaints of many disabl ed
i ndi vi dual s that nedical doctors often concentrate on the vain
effort to "fix" or "cure" their primary disabilities to the
negl ect of secondary illnesses and conditions. "Sone
prof essionals who are heavily grounded in the traditional nedica
nodel, with its enphasis on 'curing' the patient, may find it
frustrating to work with people they cannot 'fix'."48 The prinmary
focus of the proposed research will concentrate on efforts by
di sabl ed adults to seek nedical treatnent for so-called
"secondary conditions,” unrelated to the person's disability.

A Del phi survey of professionals involved in prograns for
di sabl ed people found that "secondary conditions" are often
identified as a nore inportant problemthan hospital readm ssions
or other concerns.49 Prelimnary contacts with |ocal practitioners
in the proposed study, however, nmay be acconpani ed by a request
for an additional interview that would center on the physician's
attitude toward the significance of disability and their
perceptions of the performance of professional responsibilities
for a disabled patient. Data obtained fromthese interviews could
permt the exam nation of a sub-hypothesis that the physician's
vi ews about the treatnent of disability m ght be related to the
nunber of disabled patients in their practice.

The focus on "secondary conditions," however, may exclude
many specialists as well as the disabled patients who visit them
regularly regarding their primary disabilities. If it is
necessary to obtain a |larger number of disabled patients for the
purposes of this study, patients with inpairnments who reside
out side the census tract will be contacted for interviews. But
the survey of environnental barriers and facilitators, which may
be conducted sinultaneously with the attenpt to identify disabled

people for interviews, will remain largely confined to the
sel ected census tract. The neasure of health care utilization
will reflect a conbined index fromthe records of physicians and

the statenments of disabled patients.

Since a significant interest in the proposed research al so
i ncl udes di sabl ed people who do not utilize |ocal health care
facilities, the interviews of disabled patients reported by
physi cians in selected census tracts will be suppl enented by
simlar questions to be posed to disabled residents identified by
ot her neans. In particular, the technique of "snow- bal

sanmpling,"” in which each disabl ed respondent will be asked to
furni sh the nanes and addresses of other disabled people in the
comunity, will be adopted for this purpose.

To curb excessive costs, this practice - along with separate
requests for the names of disabled residents from know edgeabl e
| ocal informants such as directors of independent living centers



(I'LCs), heads of social service agencies, and | eaders of advocacy
groups - will continue through no nore than two iterations. Wile
t he absence of a known |ist of disabled persons in rel evant
nei ghbor hood or communities precludes the use of probability
sanpl i ng nethods, the disabled residents identified through such
interviews can be expected to yield a substantial amunt of
val uabl e dat a.

Gai ni ng physical entrance to a nedical office is a conplex
endeavor for a person with a nobility or sensory inpairnent that
i nposes heavy responsibilities not only on disabled patients who
nmust reach the designated |ocation but also on physicians who
m ght be expected to provide val uabl e advi ce about issues such as
accessibility and durabl e nedical equipnment.50 In an effort to
devel op a conprehensi ve exam nation of the probable effects of
environnental barriers and facilitators on the use of health care
facilities by disabled adults, several techniques will be
enpl oyed to provide a useful benchmark for future research on
this topic.

For each di sabled resident of the selected tract, a path

will be created to map the shortest distance between the domicile
of the disabled individual and the office of the nearest genera
practitioner. This path will be exam ned and travel ed by the

di sabl ed resident and a researcher to determ ne the nunber of
environnental barriers and facilitators encountered al ong the
route. The results of both assessnents will then be conpared with
the separate findings of independent ADA surveyors applying
checklists based on ATBCB regul ati ons. Each of these processes
wWill increase the reliability of the data obtained in this

i nvestigation.

The differences between these nmeasures al so may provi de an
i ndi cation of the extent to which disabl ed residents becone
cogni zant of these environnental characteristics or, conversely,
of the extent to which they sinply becone part of "taken-for-
granted" surroundi ngs51 that may be avoi ded and unchal |l enged in
their own nei ghborhoods. Mre inportantly, the total nunber of
environnental barriers or facilitators fromeach of the paths in
the census tract conprises an index that can be adopted as the
principal independent variable in the proposed research.

These neasures will be supplenmented by surveys of |oca
physi ci ans and di sabl ed patients and other disabled patients
identified by "snowball sanpling" or simlar nmethods. A prinary
objective of the interviews will be to nove beyond objective
measure of accessibility and to expl ore perceptions of such
i ssues. Conceivably, for exanple, the preval ence of environnenta
barriers that restrict access to health care facilities nmay have
a less determ native effect on the utilization of health care
t han | ong-standi ng vi ewpoi nts about the extent of such barriers.
I f disabled people have a deep-seated perception that barriers
restrict their access to these facilities, they nmay be | ess
inclined to seek health care there, regardl ess of the objective
situation.

These net hods, of course, also provide an unusua
opportunity to explore another nmeasure of reliability as well as
the rel ati onshi p between perceptions and actual circunstances.
Hence, while the inclusion of interviews in the research design
may be an expensive and tinme-consum ng process, the potentia
val ue of data that can be gathered through this nethod seenms to



over shadow t he costs.

I ntervening Variabl es

Whi |l e the dependent variable will of course consist of
standard neasures of the use of health care facilities that have
been | argely devel oped for other purposes, sone of the expected
associ ati ons between environnental barriers and the use of health
care facilities also may be nodified by several intervening
vari abl es that are worthy of careful consideration.

Both the size of the conmunity and the size of the disabled
popul ation in the area under investigation, for exanple, would
seemto represent logical criteria for stratification. Hence, a
listing of urban, suburban, and rural conmmunities that accurately
reflects their respective portions of the general population wll
be adopted in each of four broad regions of the country -

Nort heast, M dwest, South, and West - for the selection of census
tracts that contain medical offices as well as residential areas,
which will becone the ten principal research sites for the
proposed investigation.52

In part, these regional influences - because |ocal "refornt
governnments (characterized by admi nistrative hierarchies based on
civil service rather than patronage, nonpartianship, and at-1|arge
representation) tend to predonminate in the West and South instead
of the M dwest and Northeast - also introduce a politica
di mension in this study. In addition, "formof |ocal governnent"
m ght be included as a separate intervening variable in the
proposed research. Perhaps the nost inportant intervening factor
that may assist in exam ning the inpact of public policy on
environnental barriers or facilitators, however, can be gl eaned
fromthe findings of a previous study of state and |ocal |aws
about disability -which disclosed that "Denocratic strength in
conpetitive states and a history of positive governance are the
primary determ nants of ... disability rights [aws."53

In research within the discipline of political science,
factors |ike party strength, political conpetitiveness, the
rel ati ve abundance of comrunity resources, and a record of
progressive legislation are usually considered attributes of the
political process that often are associ ated, especially at the
| ocal level, with the adoption of public policies as an "outcome"
vari able. There is no persuasive reason, however, to prevent
these characteristics from being enpl oyed as intervening or
i ndependent variables in the analysis of topics such as
government support for barrier renoval prograns. Since the
provi sions of the ADA ostensibly represent a uniform nationa
policy on this subject, state and |ocal statutes represent the
only possible variations in official requirements concerning
barrier renoval .

The investigation of this intervening or independent
vari able, therefore, could yield valuable information about two
i mportant questions: (1) Does public policy, especially in |oca
or state neasures, have any effect on the inplenentation or
enforcenent of significant comunity activities such as barrier
renmoval ? (2) Can the enactnment of |ocal |aws concerning
disability be regarded as indicators for the amount of effort and
resources devoted to the fulfillment of related policy objectives
i ncluding barrier renoval ?



Hypot heses

The general outline and thrust of the overall research
design, therefore, seens to be nost compatible with the use of
statistical techniques such as analysis of variance or regression
analysis to assess the significance of correlations that nay be
detected in the data to be collected. Such measures nust be
interpreted cautiously, of course, because the data are not be
obtained froma probability sanple and, of course, they cannot be
assuned to reflect a nornmal distribution. Nonetheless, the
proposed research can yield valuable data to stimulate further
i nvestigations of a topic that has sel dom been exani ned
previously.

The principal or major hypothesis of the proposed study can
be stated as foll ows:

(A) The use of health care facilities by disabled adults in
each of the selected localities will be inversely related to the
preval ence of environnmental barriers within nmedical offices, on
the paths to such facilities, and throughout these comunities
and nei ghbor hoods.

(B) Sub-hypotheses of the initial phase of the analysis
revol ving about definitions of disability simlarly predict:

(1) The categorization of disability on the basis of
visible or |abeled bodily differences or the conbination of both
attributes which may elicit discrimnatory reactions fromothers
is apt to be nore closely related through ecol ogi cal and
psychol ogi cal influences to the index of environnmental barriers
as well as a failure to use health care facilities than the
criteria founded on everyday functional limitations or
restrictions on major life activities.

(2) Moreover, the examination of correlations between
data that reflect each of the three definitions of disability
coul d be expected to indicate that the classification based on
visible or |abeled differences m ght be nore strongly associ ated
with functional limtations and constraints on major life
activities than functional limtations and constraints on major
life activities and are correlated with each ot her

(C) The use of GS software permts a test of another sub-
hypot hesi s:

(1) The spatial display of the residential |ocations of
di sabl ed people will reveal an increasing "ghettoization" or
geographic concentration of this segment of the popul ation

(2) Furthernore, despite the reported evidence from
census tracts in Riverside, California, the growi ng tendency of
di sabled residents to cluster in inner-city nei ghborhoods will be
strongly related to data that reflect decreasing soci o-econom c
status and increasing popul ati ons of African-Anerican and Latino
i nhabi tants.

(3) The size of the group of disabled patients served
by | ocal physicians will also be nore closely related to the
understandi ng of disability-related issues displayed by the
doctors than to the nunber of disabled residents living in their
cat chment areas.

(4) The relative preval ence of environmental barriers -
both within and outside medical offices - will also be nore
closely related to the use of health care facilities by disabled
adults than other factors that mght restrict conventional access
to health care such as soci o-econom ¢ status, enploynent,



i nsurance coverage, and simlar traditional variables.

(5) The principal difference between the disabled
patients of |ocal physicians and their counterparts who do not
seek health care can be explained by the influence of
environnental barriers or facilitators upon these two groups of
di sabl ed people. And this influence may al so be nmitigated or
intensified by additional factors such as prevailing favorable
attitudes about experience with a disability, residence in cities
with non-"reform' governnmental institutions in the Northeast, a
preval ent assunption that public policy can nold comrunity.

Al npost all of the major hypotheses in this research proposa
could be substantially nodified or reinforced by the intervening
or independent effects of variables such as size of the city,
region of the country, formof |ocal government, or other
conditions favorable to the enactnent and inplenentation of |oca
or state disability rights statutes.

Directions for Future Research

The testing of these hypotheses can be expected to yield
interesting patterns that may provide significant directions for
further research. In addition to the extent to which each of the
separ ate i ndependent vari ables may contribute to the explanation
of the variance in the dependent variable concerning the use of
health care facilities by disabled adults, the general findings
of the proposed research could conceivably add to an
understandi ng of the role of social interactions or socia
support in achieving or maintaining personal health.

Per haps one of the nost significant facts to energe froma
survey of a random sanpl e of di sabled Anericans was the evidence
fromthe first Harris poll in 1986 that they were nuch | ess
li kely than their nondi sabl ed counterparts to engage in various
forms of social participation such as neighborly visiting,
shoppi ng at supermarkets, attending concerts or novies, and
meeting with conmunity organi zations. 54 These facts appear to take
on added significance in view of the general and grow ng
agreenent that social activities conprise a crucial elenment of
good heal t h.

The environmental obstacles - and perceptions of such
barriers - that disabled people have encountered in the use of
health care facilities as well as other aspects of comrunity life
probably has had a danpening effect on the social and physica
health of this segnment of society. The proposed research
therefore, may constitute a crucial initial step in assessing the
effects of social isolation and confinenment on actual health of
di sabl ed peopl e.

Policy Inplications

Government officials are constantly asked to eval uate
conpeting demands for limted public resources. As a result, for
exanpl e, political decision-nakers may want to di scover the nost
ef fective nmeans of providing needed health care for disabled
citizens on the sane basis as the nondi sabl ed portion of the
popul ati on; but they nmight also question whether such a goal can
be achi eved nost effectively by enphasi zing the removal of
envi ronnental barriers or by stressing increased subsidies for
exi sting prograns such as Medicaid or Medicare which are
supported by the social welfare policies that established



Suppl emrent al Security Incone (SSI) and Social Security Disability
I nsurance (SSDI), respectively. Hence, data that m ght contribute
to the resolution of this policy dilemm could have inportant

i nplications for government budgets as well as civil rights.
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