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integration are integral to that process.
Specific research priorities include:

(1) Development of measures of
independence and community
integration that are consumer sensitive
and that measure the impact of the
environment and accommodation on
these outcomes; and

(2) Evaluation of strategies to promote
independence, inclusion, and
participation.

Research on Physical Inclusion

Housing, transportation,
communication, and architectural
barriers limit the physical inclusion of
persons with disabilities. Lack of
funding also affects access to these
necessary community supports and
funding constantly changes because of
policy decisions at the Federal and State
levels. Specific research priorities
include:

(1) Identification and evaluation of
models that facilitate physical
inclusion, including the development
and evaluation of supported housing
and transportation models that are
consistent with consumer choice; and

(2) Investigation of the impact of
managed care on access to services and
equipment that provide support for
physical inclusion.

Research on the Impact of the ADA

The impact that the ADA has had or
will have on participation in society
currently is unknown. It is important to
identify the obstacles to optimal
achievement of the goals of the ADA.
Specific research priorities include:

(1) Evaluation of the impact of the
ADA on community participation of
persons with disabilities and on the
achievement of independent living and
community integration outcomes;

(2) Examination of questions of
accessible infrastructure, employment
patterns, civic participation,
recreational activities, societal attitudes,
and policies to determine what post-
ADA policy initiatives may be required
to attain full participation by persons
with disabilities; and

(3) Analysis of the extent to which the
ADA has affected other public policy
initiatives.

Research on the Impact of Technological
Innovation

While the potential benefits of
technological innovations are often
assumed, there also are potential issues
about accessibility, equity, and
application of communications
technology and how these issues affect
independent living and community
integration. Specific research priorities
include:

(1) Assessment of the impact of
applications of telecommunications
innovations on independent living and
community integration outcomes;

(2) Identification of barriers to
participation in the community,
including those resulting from
inequitable distribution of technology or
reduction of interpersonal contact; and

(3) Exploration of potential innovative
applications of telecommunications and
information technologies to expand
opportunities for informed choice,
independence, communication, and
participation.

Research On Increasing Personal
Development and Adaptation

NIDRR previously has funded
personal skills development training to
assist people with disabilities to live in
the community. This training includes
skills related to behavior management,
communication, and productive work.
In the area of behavior management for
people with mental retardation and
mental illness, strategies have focused
on minimizing ‘“‘challenging behaviors.”
Specific research priorities include:

(1) Identification of strategies that
promote development of self advocacy
skills, including social and
communication tools to assist people
with disabilities to live in community
settings;

(2) Analysis of the influences of
environmental factors in developing
positive behavioral support models;

(3) Development of cost-effective
techniques to foster the capacity of
providers, educators, and families to
prevent or respond to challenging
behavior; and

(4) Assessment of the potential role of
technology in promoting personal
development and adaptation in
community settings.

Research on Personal Assistance
Services

It is important to test hypotheses
about the role of personal assistance
services (PAS) in promoting community
integration, return to work, health
maintenance, and conversely, in saving
health care and institutionalization
dollars. The relative value of different
PAS systems for disabled individuals of
varying ages, disability types, ethnic
groups, and personal independence
goals is unknown. Although research
has demonstrated the impact of
consumer-directed PAS models on
consumer satisfaction, the relationship
of satisfaction to quality of life and other
outcomes measures needs further
explication. Specific research priorities
include:

(1) Evaluation of the quality-of-life
and cost-effectiveness outcomes of
consumer-directed services;

(2) Analysis of the impact of PAS on
participation in employment; and

(3) Evaluation of the impact of
assistive technology on need for and use
of personal assistance services.

Research on Social Roles

Public policy research is needed to
examine how rules and regulations of
public programs affect achievement of
desired roles by people with disabilities.
Marriage, parenthood, and employment
are among the social roles that are often
discouraged by legislation, regulations,
policies, and practices. Specific research
priorities include:

(1) Investigation and documentation
of the ways in which Federal, State, and
local legislation, regulations, policies,
and practices impact on social role
performance of persons with
disabilities; and

(2) Identification and evaluation of
tools to assist persons with disabilities
in fulfilling their social roles.

Research on Social Integration and Self-
Determination

The abilities to form mutually
rewarding and non-exploitative
friendships, to recognize and express
personal preferences, to evaluate
options and make decisions, to advocate
for oneself, and to adapt to changes in
circumstances are attributes that
contribute significantly to independent
living and community integration.
Specific research priorities include:

(1) Identification and evaluation of
service delivery models that incorporate
individual choice and consumer control
into strategies for achieving social
integration and self-determination;

(2) Development of measures to
evaluate independent living and
community integration in terms of
inclusion, social integration, and self-
determination; and

(3) Assessment of the prevalence of
abuse and violence in community
settings and development of strategies to
minimize their occurrence.

Research on Management Tools for
Centers for Independent Living

NIDRR has previously funded
research on effective management
strategies for centers for independent
living. Continued research in this area
will evaluate the effectiveness of current
systems and address the challenges to
these centers in their expanding roles.
Specific research priorities include:

(1) Development of strategies for
centers for independent living to
succeed in their roles with State



Federal Register/Vol. 63, No. 206/ Monday, October 26, 1998/ Notices

57211

rehabilitation agencies, and other
agencies and groups concerned with
independent living;

(2) Development and evaluation of
strategies for centers for independent
living to design and adapt programs that
address the changing nature of the
disability population; and

(3) Development and evaluation of
strategies for centers for independent
living to respond to increased emphasis
on ADA issues, such as accommodation,
accessibility, and universal design; and

(4) Investigation of applications of
new information technologies in
management of centers for independent
living.

Research to facilitate community
integration and independent living will
focus on strategies to make
communities, social systems, public
policies, and the built environment
more accessible to persons with
disabilities and more supportive of their
independence and participation. In the
new paradigm scenario, the emphasis
will be on supports rather than services,
the managers of support systems will
increasingly be persons with disabilities
themselves, and services originally
designed for application in institutions
will be adapted for use in the general
community.

Chapter 7: Associated Disability
Research Areas

“I make no claim, as other people
with a disability might, that the essence
of what | experience is inherently
uncommunicable to the able-bodied
world. | do not believe that there is
anything in the nature of having a
disease or disability that makes it
unsharable or even untellable” (Irving
Zola, 1935-1994).

Several important issue areas cut
across the four research areas—
Employment, Health and Function,
Technology for Access and Function,
and Independent Living and
Community Integration—described in
the earlier part of this section. Disability
statistics, disability outcomes measures,
Disability Studies, rehabilitation
science, and disability policy research
are all integral to successful completion
of a comprehensive agenda in disability
and rehabilitation research. NIDRR will
fund research efforts in each of these
areas during the next five years to
enhance NIDRR’s overall research
program and contribute to NIDRR’s
achieving its goals of helping people
with disabilities attain maximal
independence. Priorities for each
research area are discussed below.

Disability Statistics

NIDRR has several purposes in
advancing work in disability statistics.
First, it is important to maximize the
usefulness of data currently collected in
reliable national data sets. Second, it is
important to encourage the creation and
analysis of research databases, including
meta-analyses focused on problems
such as employment rates or utilization
of health care or social services. Third,
NIDRR seeks to understand the
composition of a possible emerging
universe of disability created by new
disabilities or socioeconomic variations
in the distribution of existing
disabilities. These changing areas have
implications for both public health and
rehabilitation. Fourth, NIDRR wants to
assist in providing input to the
formulation of national disability
statistics policy, including the
incorporation of measures relevant to
the new paradigm of disability. Finally,
NIDRR recognizes the need for surveys
to be conducted in accessible formats,
and for disability demographic and
statistical data to be readily available to
a wide range of audiences.

Data about the incidence, prevalence,
and distribution of disability and the
characteristics and experiences of
disabled persons, are critical to
planning research and services,
evaluating programs, and formulating
public policy. These data may be
generated by diverse sources such as
national population surveys, program
data collection on participants, and
researcher-compiled data sets relevant
to specific research areas. Other, less
prominent sources include State and
local surveys, advocacy organization
data, and market research data.

Existing data resources are of varying
degrees of completeness and quality,
and are not sufficiently comprehensive
in scope or perspective. None takes into
account the new paradigm of disability
which examines the interaction between
the individual and the environment,
and requires measures of environmental
as well as individual factors that
contribute to disability. NIDRR has
taken a lead role in elucidating the
connection between impairment and the
supports or limitations imposed by the
built and social environments, and will
initiate the process of developing new
survey measures to define disability
accurately and reliably in the context of
both individual and environmental
factors.

Research Priorities for Disability
Statistics

NIDRR will continue to support the
secondary analysis of major national

data sets, especially the Disability
Supplement to the National Health
Interview Survey, identifying
information and connections not
considered by the survey sponsors.
NIDRR’s other focus will be the
refinement of the disability data effort to
reflect new paradigm concepts. Specific
research priorities include:

(1) The elucidation of salient issues or
the stimulation of further research
questions through meta-analyses;

(2) Development and evaluation of
state-of-the art measurement tools that
will assess the complex interactions
between impairment and environment;

(3) Development and evaluation of
strategies to ensure that disability
statistics accurately capture information
on underrepresented minorities and
emergent disabilities;

(4) Development and evaluation of
methods for ensuring the dissemination
of disability statistical data to diverse
audiences; and

(5) Development and testing of
accessible survey instruments and
protocols.

Disability Outcomes Measures

The importance of demonstrating
outcomes across service settings,
programs, and research efforts cannot be
overemphasized, given resource
allocation issues and concerns about
value that operate at every level of our
society. Demonstrating outcomes is an
integral part of NIDRR’s research agenda
now and in the future. For purposes of
discussion, several categories of
outcome measures are presented. In
practice, however, these measures may
not be mutually exclusive.

One area in which significant prior
work on outcomes measures has
occurred is medical rehabilitation. A
number of measures have been
developed and integrated into service
delivery and research settings. Examples
of these measures include impairment
specific measures such as the NIH
Stroke Scale, disability measures like
the Functional Independence Measure
(FIM), and measures of handicap such
as the Craig Hospital Assessment and
Reporting Technique (CHART). Many of
these measures, however, have been
validated narrowly and are not
applicable across disability groups.
Some were developed for hospital
settings and require revision for use in
post-acute programs or in community
settings. The new focus on long-term
outcomes requires measures that can
document changes over time. Use of an
outcomes-based approach also has
ramifications for sample design, in
terms of identifying homogeneous
groups of consumers for comparison
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and using effective risk-adjustment
methodologies. New managed care
approaches have resulted in demands
by people with disabilities for outcomes
monitoring to ensure that quality care
standards are met. This concern for
measurable outcomes, based on quality
standards, also is evident in the payer
community, which has raised questions
about evidence of the efficacy of
treatments.

Expanding the focus of outcomes
research to incorporate measures of
environment and accommodation is
critical to continued implementation of
a new paradigm of disability. At the
present time, our ability to describe the
interaction of individual and
environment is limited by a lack of
validated measures. A number of
conceptual and methodological
concerns must be addressed in
developing such measures. Of particular
relevance is how best to account for the
impact of numerous variables, including
environmental factors, that impinge on
long-term outcomes.

Independence and community
integration have been identified as
overarching NIDRR goals, and NIDRR’s
research initiatives relate directly to
supporting achievement of these goals.
As indicated earlier, some measures of
community integration are already in
use, including CHART and the
Community Integration Questionnaire
(CIQ). These measures, developed for
specific populations, are examples of
tools that might be refined to monitor
and compare progress toward goals of
independence and community
integration.

Distinctly related to functionally
oriented medical outcomes measures are
measures of quality of life. These
measures are conceptually linked to
individual values about living with
disability and include the impact of
rehabilitation and environmental
barriers. A particular challenge in
developing these measures is the
qualitative nature of individual
valuation of life quality and the
difficulty of constructing ways of
comparing individual perceptions.

Research Priorities for Disability
Outcomes Measures

NIDRR will support research and
development activities that increase the
availability of measures across the areas
discussed in this section. Specific
research priorities include:

(1) Refinement of existing measures of
medical rehabilitation effectiveness to
improve assessment of functional ability
by incorporating environmental factors;

(2) Development and evaluation of
measures of independence, community

integration, and quality of life,
especially measures that incorporate the
perspectives of persons with disability;
and

(3) Development of measures for use
in outpatient and community-based
settings.

Disability Studies

The field of disability and
rehabilitation research has not reached
a general consensus on the meaning of
the term ““Disability Studies.” NIDRR
uses the term generally to refer to the
holistic study of the phenomenon of
disability through a multidisciplinary
approach that emphasizes the
perspectives of persons with disabilities
and regards personal experience as
valuable data. The IOM, in Enabling
America, describes Disability Studies as
“the examination of people with
disabling conditions and cultural
response to them through a variety of
lenses, including * * * economics,
political science, religion, law, history,
architecture, urban planning, literature
* * %7 (1997, p. 289). NIDRR believes
that Disability Studies is a natural
complement to the new paradigm,
emphasizing study of the complex
relationship between various aspects of
disability and society, and will enhance
the methodologies and knowledge base
of each involved scientific discipline.

In this respect, the content of
Disability Studies is not unlike that of
other area studies, such as Women'’s
Studies, African-American Studies, or
geographic, regional or ethnic studies
(e.g., Middle Eastern Studies or Islamic
Studies). All of these areas of study
require the convergence of theory,
technique, and methodology from a
range of disciplines to develop an
enhanced understanding of a complex
phenomenon.

Another purpose for the development
of any area of studies is to assure that
the perspective of the group under study
is reflected in the methodology and
body of core knowledge, and that
individuals from the group have the
opportunity to participate in the
development and promulgation of the
methodologies and the curricula. This
also can be expected to lead to an
impact on core disciplines, specifically
an impact that requires development of
theories and hypotheses that do not
ignore the subject population. For
example, Women'’s Studies have
influenced the development and
legitimation of studies of the sociology
of gender within a discipline that 30
years ago relegated the study of women,
when they were studied at all, to home
economics or family relations.
Economists analyzing poverty now must

consider the particular causes and
effects of poverty among women and in
ethnic groups, largely due to the
attention and legitimation of these
subjects by the “‘area studies’ efforts.

NIDRR has three basic purposes for
supporting a program of Disability
Studies. First, disability and
rehabilitation research needs a body of
knowledge that is comprehensive and
holistic, reflecting a range of disability
perspectives, and it needs a larger cadre
of researchers and policymakers familiar
with that knowledge base. Second, the
field of disability and rehabilitation
research needs to develop
methodologies and influence the
theories and practices of a range of
disciplines in order to ensure their
constructive attention to the issues
related to disability, thereby enhancing
the scientific endeavor. Third,
consistent with the goals of the
Rehabilitation Act, as amended in 1992,
especially its principles of inclusion,
integration, and independence, NIDRR
believes it is important to reflect the
perspectives of individuals with
disabilities in studies of disability and
to afford increased opportunity for
individuals with disabilities to
participate in the development of
curricula and methodologies to study
the phenomenon of disability.

Research Priorities for Disability Studies

Specific research priorities for
Disability Studies include:

(1) Development of a theoretical
framework for conducting Disability
Studies and strategies for teaching
Disability Studies at various academic
and non-academic levels;

(2) Compilation of information about
the many forms of extant Disability
Studies, including academic levels,
disciplines involved, course content,
resources, and students; and

(3) Exploration of the feasibility of
developing non-academic courses in
Disability Studies that will facilitate the
study of the experience, history, and
culture of disability in community-
based settings.

Rehabilitation Science

Permeating NIDRR’s research agenda
will be an awareness of opportunities to
construct and test a theoretical
framework for rehabilitation science. As
defined in the 1997 IOM report,
Enabling America, rehabilitation science
is a study of function, focusing on the
processes by which disability develops,
and the factors influencing these
processes. Its goals are to contribute to
better treatment and technology for
persons with disabilities. Rehabilitation
science focuses on factors that lead to
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transitions along a continuum from
underlying pathology to functional
independence, including impairment,
functional limitation, and disability. In
addition, it analyzes physical,
behavioral, environmental, and societal
factors that affect movement along the
continuum (Brandt & Pope, 1997). The
field of rehabilitation has produced a
body of empirical evidence regarding
function and interventions to improve
function. The next challenge is to use
this evidence to produce a body of
scientific and engineering theory that
can be applied to the development of
breakthroughs in functional restoration
techniques.

Research Priorities for Rehabilitation
Science

Specific research priorities for
rehabilitation science include:

(1) Further elucidation of the
enabling-disabling process; and

(2) Exploration of the development
and application of a theoretical
framework for rehabilitation science.
Disability Policy

Public disability policy broadly
defines the participation of disabled
persons in the general benefits society
provides to all citizens, as well as the
parameters of disability-specific
benefits. Public policy has more
significance for people with disabilities
and their families than for many
segments of the population. This
differential impact stems, in part, from
the fact that people with disabilities
must interface with so many different
components of public policy systems,
many of which are conflicting or
inconsistent, such as employment goals
and requirements for income assistance
programs. The larger public policy
context for disability and rehabilitation
research reflects interlinking service
delivery systems in which changes in
one system often have substantial
impact on others. The dilemma for
disability and rehabilitation policy is
that the various systems are not
mutually reinforcing.

The lack of mutual reinforcement
stems from four factors. First, policy
goals may be, to some degree, mutually
exclusive; that is, policies designed to
emphasize one goal may be
implemented only at the expense of
other goals. Second, different policies
are governed by different and
conflicting assumptions about disability
and the role of people with disabilities
in American society. Third, some
service systems lack integration with
other systems and programs needed to
promote continuity between different
parts of people’s lives. Fourth, disability

has been largely ignored in national
science and technology policy. Thus,
underlying conflicts may exist and
result in unintended disincentives to
work and independence.

At the systems and societal levels, the
potential impact of policy initiatives on
persons with disabilities may be even
more significant, although more likely
to go unrecognized. The impact of
telecommunications, the built
environment, health care, and labor
market policies have been discussed in
this Plan.

Research Priorities for Disability Policy

Disability policy research should
examine issues that are national in
scope and that represent intersections of
public interest. Such research should
use national data sets, where possible,
to determine the impacts of policy
decisions on persons with disabilities.
Specific research priorities include but
are not limited to:

(1) Analysis of how the bundling of
income supports with other benefits,
including health insurance and other in-
kind assistance such as housing
subsidies or food stamps, affects
individual decisions to seek or continue
employment;

(2) Evaluation of the impact of
changing social policies toward
parenting, personal assistance services,
tax deductions, or education, among
other factors;

(3) Analysis of the impact of welfare-
to-work initiatives on the well-being of
persons with disabilities or their
families;

(4) Evaluation of the impact of
macroeconomic issues, such as
changing labor force requirements, on
employment opportunities of persons
with disabilities;

(5) Evaluation of the impact of
legislation and policy on employers,
professional service providers, social
service agencies, and direct support
workers in terms of their participation
in employing, serving, or working for
disabled persons;

(6) Investigation and evaluation of the
relevance of frameworks for disability
research, including but not limited to
research on the role of market forces
(balancing supply and demand) on
disability policy;

(7) Investigation of the impact of
national telecommunications and
information technology policy on the
access of persons with disabilities to
related education, work, and other
opportunities; and

(8) Examination of the impact of
national housing policy and building
codes on the living environments and

housing choices of persons with
disabilities and their families.

Related disability research
emphasizes knowledge areas that are
cross-cutting and essential to the
support and refinement of disability
research generally. The common theme
linking disability statistics, outcomes
measures, Disability Studies,
rehabilitation science, and disability
policy is that they all provide essential
frameworks and building blocks that
enable the disability research enterprise
to thrive and to address important
issues in meaningful ways.

Chapter 8: Knowledge Dissemination &
Utilization

“Our mission at the Office of Special
Education and Rehabilitative Services is
to ensure that people with disabilities
become fully integrated and
participating members of society.
Dissemination and utilization are the
tools through which we do this” (Judith
E. Heumann, OSERS Assistant
Secretary).

Overview

Effective dissemination and use of
disability and rehabilitation research are
critical to NIDRR’s mission. Research
findings can only improve the quality of
life of people with disabilities and
further their full inclusion into society
if they are available to, known by, and
accessible to all potential users. NIDRR
supports a strong dissemination and
utilization program that reaches its
many constituencies: research scientists,
people with disabilities, their families,
service providers, policymakers,
educators, human resource developers,
advocates, entities covered by the ADA,
and others. In carrying out this mission,
NIDRR’s challenge is to reach diverse
and changing populations; to present
research results in many different and
accessible formats; and to use
technology appropriately.

The Rehabilitation Act’s 1992
amendments included language
requiring NIDRR to ensure the
widespread distribution, in usable
formats, of practical scientific and
technological information generated by
research, demonstration projects,
training, and related activities. In
addition, NIDRR’s responsibilities were
amended to emphasize wide
dissemination of educational materials
and research results to individuals with
disabilities, especially those who are
members of minority groups or of
unserved or underserved groups. In
addition, the statute requires
Rehabilitation Research and Training
Centers (RRTCs) to serve as information
and technical assistance resources to
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providers, individuals with disabilities,
and others through workshops,
conferences, and public education
programs. Rehabilitation Engineering
Research Centers (RERCs) are required
to disseminate innovative ways of
applying advanced technology and to
cooperate with Tech Act projects to
provide information to individuals with
disabilities to increase their awareness
of options and benefits from assistive
technology.

Effective dissemination employs
multiple channels and techniques of
communication to reach intended users.
This chapter addresses strategies and
techniques to disseminate information
to a wide range of target audiences and
to promote the utilization of this
information. These strategies take into
account a range of uses—conceptual or
practical, total or partial, converted or
reinvented. The strategies also
incorporate innovative technologies to
enhance direct access by diverse groups.
Additionally, this chapter outlines
NIDRR’s proposed research agenda for
dissemination and utilization activities.

The Knowledge Cycle—The Role of
Dissemination and Utilization

The components of the knowledge
cycle are knowledge creation,
knowledge dissemination, and
knowledge utilization. The concept of
the cycle implies continuous interaction
among its parts. At NIDRR, knowledge
creation results from funded research
and training programs, and staff
activities. The challenge of NIDRR’s
dissemination and utilization activities
involves transferring this knowledge,
targeted to specific user populations, to
improve the lives of persons with
disabilities.

Effective dissemination requires
understanding that communication
channels are continually expanding and
range from personal communications to
mass media (e.g., print, radio, television,
the emerging information
superhighway, and the merging of these
and other communications
technologies). To choose the most
effective communication strategy, it is
helpful to identify clearly the intended
audience (e.g., scientists, service
providers, persons with disabilities), the
context for use (e.g., home, work,
community), and the characteristics of
the information to be disseminated (e.g.,
type, use, relative advantage,
compatibility, complexity).

Knowledge utilization activities focus
on ways to facilitate use of research
results, new technologies, and effective
practices or programs. To be used,
knowledge must relate to a perceived
need, must be understandable, and must

be timely. Thus, awareness of potential
uses for the information should
influence research design and materials
development, keeping in mind that
flexibility is important because there
may be unanticipated audiences for the
material. Selecting dissemination
strategies that relay information quickly
is equally important.

The Changing Environment for
Dissemination

The environment in which
dissemination and utilization strategies
operate is being affected by a number of
changes, including technological
innovation, changing etiology of
disability, and an increased emphasis
on the individual’s interaction with the
physical and social universe. These
changes must be factored into future
dissemination and utilization
approaches.

As Paisley notes, ‘“Many of the
problems that challenge knowledge
utilization have changed little since the
1960s and 1970s; however, the
communications environment of
knowledge utilization has changed
dramatically (as cited in Southwest
Educational Development Laboratory,
1996).”” Consumer demand for direct
and rapid access to information, and the
technological capacity to disseminate
information simultaneously and
inexpensively to mass audiences
through electronic media, such as the
World Wide Web, are changing
dissemination and utilization strategies.
The Internet, a beginning step in the
creation of the global information
superhighway, is open to anyone with a
computer, modem, and telephone. The
number, sophistication, and
accessibility of Internet sites serving the
information needs of people with
disabilities are increasing rapidly. These
innovations permit NIDRR projects and
centers to communicate more easily
with larger numbers of targeted users at
all phases of the research process;
however, this proliferation raises
difficult questions about equity, access,
and effectiveness (Southwest
Educational Development Laboratory,
1996, p. 8).

Changes in the prevalence and
distribution of disabilities are
influencing NIDRR’s research. An
emerging universe of disability,
incorporating disability related to
underlying social and environmental
conditions such as poverty, isolation,
and aging, has created new disabilities
and new targets for dissemination of
research findings.

Finally, the importance of an
ecological science model that focuses on
relationships and interactions that

influence, and are influenced by, the
environment of an individual,
organization, or community is receiving
increased recognition. Research affects
society; society, in turn, affects what is
studied and how it is studied. NIDRR
supports research that is issue-based
and flexible to facilitate timely
responses to environmental changes and
timely contributions to society.

Dissemination/Utilization Strategies for
the Future

In response to the needs of
constituencies and to the changing
physical and social environment, future
dissemination and utilization strategies
must build upon successful past
strategies, while capitalizing on the
potential of electronic media and other
telecommunications innovations. These
strategies must provide accessible
formats for new population groups and
for individuals with cognitive or
sensory disabilities. To be successful,
NIDRR grantees need assistance with
early integration of dissemination and
utilization features into research
projects. Efforts will continue to
increase the capacity of consumers to
access and use research-based
information. Finally, NIDRR will
support research that will determine
effective dissemination methods and
evaluation techniques.

In the section that follows, a number
of dissemination and utilization
activities are proposed. These proposed
activities reflect NIDRR’s concerns
about the importance of dissemination
in making research usable to its
constituencies.

Dissemination of Research Findings

NIDRR, in order to enhance
dissemination of research, will
undertake a number of activities,
including a national information center,
creating databases, developing
consumer partners, providing
specialized assistance to grantees, using
electronic media, targeting new
audiences, and evaluating
dissemination methods.

Establishing a National Information
Center

NIDRR will establish a national
dissemination center to address long-
term dissemination and utilization
objectives for individuals, groups, and
communities representing diverse
geographic, multicultural, and socio-
economic populations. This center will
provide technical assistance to grantees
in improving their dissemination
activities; conduct selected national
dissemination projects; and serve as a
resource on dissemination theory, new
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techniques, and evaluations of
dissemination strategies. The center will
maintain a web site and will work with
groups of NIDRR grantees—for example,
the Model Projects for Spinal Cord
Injury—to develop accessible, special-
focus web sites. In addition, the center
will:

(1) Publish research findings in
refereed journals for the academic
community;

(2) Translate complex research
findings into accessible language and
format, in consumer-oriented
publications;

(3) Maintain a library and information
center, such as the National
Rehabilitation Information Center
(NARIC), with archival and
bibliographic retrieval capacity; and

(4) Determine markets for NIDRR-
funded research products and
appropriate strategies for reaching these
markets.

Using Databases and Key
Publications. To support knowledge
dissemination and extend the
availability of research products, NIDRR
will:

(1) Maintain a database of assistive
technology products, such as
ABLEDATA, that is accessible to
consumers and service providers, and is
available on the Internet;

(2) Make key publications, such as
NIDRR’s Program Directory and
Compendia of Research products,
available on the Internet; and

(3) Establish a management database
to track dissemination activities and to
identify research results suitable for
further dissemination.

Developing Consumer Partnerships

To enlist the target populations in
ensuring that disseminated research
findings are relevant, accessible, and
useful, NIDRR will:

(1) Explore the potential for
developing partnerships with
independent living centers and State
Vocational Rehabilitation agencies to
identify, repackage, and market
information specific to their needs;

(2) Provide technical assistance to
community organizations or public
agencies to facilitate the adaptation of
research findings into practical use; and

(3) Provide technical assistance and
training to consumers and consumer
organizations on accessing, interpreting,
and using new information, including
training on use of electronic information
sites and on providing feedback to the
research process.

Providing Specialized Assistance To
Grantees In Their Dissemination Roles

NIDRR Centers and other grantees are
important information resources; and, to

enhance their productivity in
disseminating the results of their
research, NIDRR will:

(1) Promote the publication of
research findings in scientific journals
and in consumer-oriented publications;

(2) Provide technical assistance for
“translation” and marketing;

(3) Develop inter-center and inter-
project linkages for routine
communication and sharing of
information;

(4) Assure timely availability of
research findings and products in usable
form for targeted user groups; and

(5) Provide technical assistance on
dissemination and utilization processes
to constituency groups.

Using Electronic Media and
Telecommunications

Exciting developments in information
technology greatly enhance the
possibility of reaching more research
information users in efficient and
effective ways, and to capitalize on this
potential, NIDRR will:

(1) Explore the feasibility of an Online
Disability News Service, focusing on
government-funded research data;
funding opportunities; updates from the
legislative, judicial, and executive
branches of government; awards;
achievements; current issues; and
problem solving attempts;

(2) Initiate activities to improve the
portrayal of individuals with disabilities
in the media, including specialized
media efforts directed toward the
Nation’s youth or diverse cultural
groups;

(3) Examine the role of distance
learning approaches in dissemination;

(4) Explore communications strategies
for effective Internet searches for
disability-related information, including
directories of sites and a thesaurus of
key words; and

(5) Provide technical assistance and
training to consumers and consumer
organizations on accessing, interpreting,
and using new information, including
training on use of electronic information
sites. Emphasize ways to increase the
skills and access of elderly and minority
consumers to the Internet and other
electronic media.

Reaching Out to New Audiences

The changing nature of disability and
of the disabled population require
thoughtful efforts to reach new
audiences. To facilitate these efforts,
NIDRR will:

(1) Ensure the accessibility—both in
format and content—of all products
disseminated by NIDRR and its grantees.
This may include the use of alternate
formats (e.g., Braille, large print,

audiotape, captioned videos) or the use
of language appropriate for persons with
cognitive impairments or who are non-
English speaking;

(2) Improve dissemination of
information from NIDRR-funded
projects to consumer audiences of
culturally diverse backgrounds as well
as elderly people, newly disabled
individuals, and other people with
disabilities who may not be reached by
traditional dissemination methods;

(3) Target general audiences that
influence the opportunities available to
persons with disabilities. These general
audiences include employers,
manufacturers, educators at all levels,
economic development and planning
personnel, service establishments, the
media, and policymakers at local, State,
and national levels; and

(4) Explore ways to involve people
with disabilities in all aspects of the
research cycle.

Evaluation of Dissemination Methods

Finally, while commercial media
efforts are regularly evaluated, little has
been done to assess the effectiveness of
research dissemination strategies in the
disability field. Given the central
importance of dissemination to its broad
constituency, NIDRR will:

(1) Conduct projects to advance
theories in dissemination and
utilization and to evaluate the
application of the various dissemination
and utilization approaches; and

(2) Test methods for measuring the
utilization and impact of research
results for different target audiences.

Chapter 9: Capacity Building for
Rehabilitation Research and Training

Overview

To ensure that research improves the
lives of individuals with disabilities,
NIDRR will support efforts to enhance
the capacity of the field to conduct
research that is scientifically excellent
and relevant to the concerns of disabled
individuals, service providers and the
science community. This research will
be based in the contextual paradigm of
disability, emphasizing cross-
disciplinary efforts and participatory
research that take into account trends in
science and society, and that are
reflective of disability culture. Capacity
building involves training those who
participate in all aspects of the
disability research field, including
scientists, service providers, and
consumers. While NIDRR’s programs
have made significant contributions to
creating the disability and rehabilitation
research capability that exists in our
Nation today, it will be necessary to
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refocus the content, and, to some extent,
the structure of those programs to meet
the emerging needs of science and
consumers. NIDRR will make creative
use of funding mechanisms to meet
these challenges.

Priorities in Capacity Building

NIDRR interprets its capacity-building
responsibilities as multifaceted.
NIDRR’s principal statutory mandate for
training is to support advanced
instruction for researchers and service
providers. NIDRR also has an implied
mandate, strengthened in the 1992
Amendments, to train consumers in the
applications of new research knowledge
and in the uses of assistive technology.
To advance the disability and
rehabilitation field, NIDRR will expand
the scope of its capacity-building
activities to:

(1) Raise the level of rigorous
gualitative and quantitative research
and increase the use of state-of-the-art
methodologies by providing advanced
training in disability-related research for
scientists, including those with
disabilities and those from minority
backgrounds;

(2) Train rehabilitation practitioners
in the application of research-generated
knowledge and new techniques;

(3) Develop the capacity of
researchers to conduct research that
explicates disability as a contextual
phenomenon;

(4) Prepare researchers to conduct
Disability Studies that are holistic,
interdisciplinary, and cognizant of the
cultural context of disability;

(5) Develop the capacity of
researchers to conduct studies in new
settings, (e.g., homes, work places,
schools, recreational facilities,
community-based organizations); and

(6) Train consumers, family members,
and advocates in the use of research
findings, in part to facilitate
participatory research efforts.

Additional information on each of
these priority areas is provided in the
following sections.

Training for Advanced Research Studies

It is crucial to NIDRR’s mission that
research in disability and rehabilitation
reflect sound science practices, using
rigorous qualitative and quantitative
methods. Adherence to sound
methodology and research design
strengthens the credibility of NIDRR’s
research and, consequently, the ability
of NIDRR’s constituencies to use the
research findings in advocacy, service
delivery, and policymaking. To this end,
NIDRR will increase its emphasis on
scientific rigor in generating research
agendas and in reviewing research

applications. Scientific rigor may
encompass methodological approaches
such as controlled studies, longitudinal
studies, or increased sample size.
Constructing carefully defined
hypotheses tied to theory is an
important element in improving
research methods. For qualitative
research efforts, rigor includes strict
adherence to analytical frameworks,
improved data collection methods, and
careful selection of subjects.

The capability to conduct first-rate
research depends on several factors: a
commitment to learning the multiple
skills required for designing scientific
studies, selecting appropriate research
methods, analyzing data, and
interpreting findings. NIDRR will
continue its support of research training
initiatives, including those that target
research training opportunities for
minorities and persons with disabilities.
This training focus reflects NIDRR’s
commitment to participatory research
methods that enhance the relevance of
research findings.

Training in Application of Research
Findings

NIDRR Rehabilitation Research and
Training Centers (RRTCs) will advance
further the statutory requirement to
train service providers in application of
research findings to real-world needs of
persons with disabilities. Training can
occur at many levels, including pre-
service, graduate, and in-service. NIDRR
will support training aimed at
transferring research findings into
practical use. Such training must be
sensitive to the rapidly changing service
delivery environment, which is de-
emphasizing inpatient care and
experiencing growth in post-acute and
community settings.

Training in New Paradigm Research

As discussed throughout this Plan,
the new paradigm conceives of
disability as a function of the interaction
between impairments and other
personal characteristics and the larger
physical, social, and policy
environments. Unidimensional and
static measures of function,
improvement, outcomes, and other
aspects of disability and the
rehabilitation process will not be
sufficient.

Any paradigm of science that limits
research to modification of the person’s
functions without including an equal
emphasis on changing the person’s
environment is not an approach that can
capture the important phenomena
associated with living as a disabled
individual. Nor will it accommodate
scientific and social advances in the

multiple, interactive sectors of society
that will characterize life in the next
century. Although developments in both
the biological and biomechanical
sciences will bring new treatments and
devices that will improve personal
functions, these advances must be
adjusted to meet the demands of the
person living in his or her environment
of choice doing activities that are of
significance to that individual.

A framework for asking new questions
for NIDRR-funded research has been
provided by the major provisions of the
ADA. Researchers must develop
measures that capture the contributions
of the social and physical environments
to the disability. The need for
researchers capable of investigating and
explicating disability in context, and
explaining the adapting process, has
several implications for the research
training endeavor. The training must:

(1) Emphasize interdisciplinary
research and design of methodologies
that can test complex hypotheses;

(2) Attract researchers from
disciplines not usually involved with
disability and rehabilitation research.
These include law, economics,
architecture, business, marketing,
demographics, public policy, and
administrative sciences, among others;

(3) Incorporate an understanding of
disability policy and Disability Studies
among researchers in all disciplines;

(4) Apply the principles of the ADA—
universal access and accommodations—
in all research areas;

(5) Include consumers in the research
endeavor; and

(6) Focus on the *“‘adapting process,”
which comprises changes in individual
performance in response to a physical
limitation, and changes in the
environment to better accommodate
individual needs.

The interaction of these changes
provides the basis for understanding
how best to proceed in improving
participation for people with
disabilities.

Supporting Disability Studies

The cultural context of disability is a
key element in the emerging field of
Disability Studies. Major societal
changes have influenced how disability
is perceived by those with disabilities
and by those who study persons with
disabilities. Persons with disabilities are
now viewed as individuals who are
adapting to challenges (e.g., personal
assistance services, assistive technology
use, access, accommodation, civil
rights) in their response to society (e.g.,
sociopolitical analysis of activism,
disability culture, independent living),
and in society’s response to them (e.g.,
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stigma, policy, economics,
transportation, housing). The merging of
these issues into an encompassing
academic area is the genesis of
Disability Studies.

In Disability Studies, there is a
convergence of theory, technique, and
methodology from a range of disciplines
to develop an enhanced understanding
of a complex phenomenon. The
perspective of the subject group in
Disability Studies is reflected in the
methodology and body of core
knowledge. Individuals from the subject
group must have the opportunity to
participate in the development and
promulgation of the methodologies and
the curricula. NIDRR has four long-term
objectives for providing priority support
to this area:

(1) Creation of a body of knowledge
that is comprehensive and holistic;

(2) Training of a cadre of researchers
and policymakers familiar with that
knowledge base;

(3) Inclusion of the perspectives of
individuals with disabilities in
designing curriculum and research to
reflect the experiences of persons with
disabilities; and

(4) Creation of opportunities for
individuals with disabilities to study, in
a variety of settings, the history, politics,
economics, sociology, literature, culture,
psychology, and other aspects of
disability.

Increasing Capacity for Research Under
New Conditions

The research questions and the types
of training needed for rehabilitation
professionals will change as the
paradigms of science change and
economic realities force reductions in
the duration of rehabilitation service
programs. Many rehabilitation
researchers today are accustomed to
conducting research in hospital-based or
other clinical sites, applying
methodologies and protocols developed
in these traditional settings. In the
future, sites for conducting research and
for training new rehabilitation scientists
will be homes, work places, schools,
recreational facilities, and community-
based support programs. This change
involves adapting to reduced access to
subject and control groups, working
with paraprofessionals and disabled
peers in the data collection effort, and
working with shared or preexisting
databases. Future research on the
effectiveness of interventions will be
conceptualized, developed, tested,
implemented, validated, and evaluated
at venues other than hospitals,
rehabilitation facilities, clinics, and
other traditional service delivery sites.

Increasing Consumer Capacity and
Participatory Research

Consumers and consumer
organizations have important roles in
the research endeavor, including
planning research priorities, assessing
real-world relevance, and educating
researchers in the realities of their
aspirations, needs, obstacles, and daily
living conditions. Consumers must also
review and evaluate research findings
and reinterpret them for application to
their lives. Finally, consumers can
disseminate and advocate for research.
The disabled individual as a whole
person operating in a given environment
is the focus of NIDRR’s research, and it
is important that individuals with
disabilities willingly provide data about
themselves in the role of research
subjects.

Consumers are more likely to trust the
research endeavor if they believe it is
relevant to their needs or if they believe
it is conducted with appropriate
sensitivity to their concerns. NIDRR will
continue to take an active role in forging
cooperative partnerships between
researchers and the disability
community. These endeavors must
feature an honest and respectful
exchange of knowledge and seek
cooperative endeavors around common
ground. Study of the social, contextual,
and environmental aspects of disability
provides a promising impetus for the
new, strengthened partnership. NIDRR
will support participatory research and
Disability Studies as strategies to
achieve the goals of an informed and
active consumer community. Education,
training, awareness, and partnerships
are among the techniques that will be
used to address this goal.

NIDRR has supported the principle of
appropriate and effective participatory
research, that is, research that
incorporates the perspectives and efforts
of persons with disabilities.
Participatory research is evaluated by
standards of scientific excellence and
real-world relevance. NIDRR grantees
have developed a number of innovative
approaches to implement this principle
of participatory research. Additional
study of participatory research concepts,
fundamental principles, operating
guidelines, and most appropriate
applications will enhance its future use.
NIDRR will sponsor research on the
conditions under which participatory
research enhances the process and
improves the products of research.
NIDRR will sponsor research,
development, demonstration, and
dissemination efforts to enhance the
understanding of participatory research
applications and techniques.

Funding Mechanisms to Enhance
Capacity Building

Clearly, there has been a shift in the
social and scientific paradigms used to
define, study, and explain disability.
Consequently, the training models,
research methods, and issues studied
also must change. Funding excellent
research projects depends, to a large
extent, on the quality of grant
applications. In turn, the subject matter
and quality of research reflect the
competencies the investigators acquired
in their training. The context for
training is nested in the types of
programs funded by NIDRR. NIDRR will
expand these existing mechanisms—
Rehabilitation Research and Training
Centers (RRTCs), Advanced
Rehabilitation Research Training Grants
(ARRTS), Switzer Fellowships, New
Scholars Program, and the Minority
Enhancement Programs—to help meet
future challenges.

Rehabilitation Research Training
Centers

NIDRR has a long tradition of funding
projects at universities, medical
rehabilitation facilities, and vocational
and social service agencies. Enhancing
the capacity to conduct disability and
rehabilitation research requires
planning and coordination of three key
components of research training:
mentors and trainers, relevant topics,
and appropriate sites. NIDRR Centers
have the critical mass of expertise and
knowledge to provide:

(1) Advanced, experiential training for
researchers;

(2) Classroom training for researchers
and clinicians, at undergraduate and
graduate levels;

(3) Short-term training to teach
scientists new methodologies;

(4) In-service training for
rehabilitation practitioners;

(5) Training for consumers, their
families, and representatives in
implications and applications of new
research-based knowledge;

(6) Community-based training in
Disability Studies and related areas,
particularly in those centers with a
strong focus on independent living,
community integration, and policy
issues;

(7) Education and training in
disability professions and in disability
research for individuals with disabilities
and for minority individuals; and

(8) Training of rehabilitation

educators and educators in a range of
related disciplines.
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Advanced Rehabilitation Research
Training Grants

ARRTSs will provide advanced
research training that integrates
disciplines; teaches research
methodology in the environmental, or
new paradigm, context; and promotes
capacity for Disability Studies. These
training programs must operate in
interdisciplinary environments and
provide training in rigorous scientific
methods.

Mary Switzer Fellowships

These fellowships will augment
scholarly knowledge in the field and
function in an integrative capacity to
define new frontiers of disability and
rehabilitation research. NIDRR plans to
provide more opportunities for
interaction among the fellows and for
exposure to established researchers and
policymakers.

New Scholars Program

This program will recruit
undergraduates with disabilities to work
in NIDRR-funded centers and projects to
expose them to disability and
rehabilitation research issues, while at
the same time providing work
experience and income. This program,
operated in affiliation with the Dole
Foundation, is an innovative private/
public partnership aimed at generating
interest in research careers for persons
with disabilities.

Minority Enhancement Program

This program will focus on
Historically Black Colleges and
Universities and institutions serving
primarily Hispanic, Asian, and
American Indian students. NIDRR will
evaluate this program to determine the
extent to which it is achieving the
objectives of Section 21 of the
Rehabilitation Act, and to implement
necessary strategies to enhance
outcomes.
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