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7 NATIONAL COUNCIL ON DISABILITY

An independent federal agency working with the President and Congress to increase the
inclusion, independence, and empowerment of all Americans with disabilities.

Letter of Transmittal

July 26, 2002

The President
The White House
Washington, DC 20500

Dear Mr. President:

On behalf of the National Council on Disability (NCD), I am pleased to submit NCD’s National
Disability Policy: A Progress Report, as required by Section 401 (b)(1) of the Rehabilitation Act
of 1973, as amended.

This report covers the period from December 2000 through December 2001, the end of the first
session of the 107th Congress. It reviews federal policy activities by issue areas, noting progress
where it has occurred and making further recommendations where necessary to the executive and
legislative branches of the Federal Government.

Disability is not the experience of a minority of Americans. Rather, it is an experience that will
touch most Americans at some point during their lives. Today, more than 54 million Americans
have disabilities, a full 20 percent of the U.S. population. About half of these individuals have a
severe disability, affecting their ability to see, hear, walk, or perform other basic functions of life.

Significant barriers, however, still exist for individuals with disabilities who try to participate
fully in American society. People with disabilities want to be employed, educated, and active
citizens in the community. Unfortunately, on average, Americans with disabilities have a lower
level of educational attainment and are poorer and more likely to be unemployed than those
without disabilities. In today's global economy, America must be able to draw on the talents and
creativity of all its citizens.

In your New Freedom Initiative, you laid out a blueprint to increase investment in and access to
assistive technologies and a high-quality education and to help integrate Americans with
disabilities into the workforce and into community life. This initiative comes at a time when
many disability advocates are expressing concern about the future of disability policy. NCD will
work with your Administration and Congress to ensure that every individual with a disability has
access to the American dream.

With strong, representative, and experienced leadership and open, ongoing input from the
disability community, we can meet the challenge to make the most of the opportunities facing us

1331 F Street, NW DO Suite 850 O Washington, DC 20004
202-272-2004 Voice O 202-272-2074 TTY O 202-272-2022 Fax @ www.ncd.gov
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at the start of your new Administration. NCD has completed over the past several years civil
rights policy evaluations directly related to the disability policy areas addressed in the New
Freedom Initiative. NCD invites you and your Administration to draw on the research and studies
conducted by our agency for information on how and where executive agencies can act to the
maximum benefit of their consumers.

NCD stands ready to work with you and stakeholders inside and outside the government to see
that the public policy agenda set out in the attached report, in Achieving Independence, in a series
of civil rights monitoring studies published as NCD reports, and in the New Freedom Initiative is
implemented.

Sincerely,

o =4

Marca Bristo
Chairperson

(The same letter of transmittal was sent to the President Pro Tempore of the U.S. Senate and the
Speaker of the U.S. House of Representatives.) :

For sale by the Superintendent of Documents, U.S. Government Prinling Office
Internet: bookstore.gpo.gov  Phone: toll free (866) 512-1800; DC area (202) 512-1800
Fax: (202) 512-2250 Mail: Stop SSOP, Washington, DC 20402-0001
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PART 1

Executive Summary

Introduction. The National Council on Disability’s (NCD) 2001 annual progress report marks a
turning point in public policy, with the advent of a new national Administration. Such moments
in our history not only offer great hope for innovation and reform but also require a sense of
continuity, necessitating perspective and awareness of what has come before and a recognition of

the continuity and complexities underlying policy in all spheres.

To help link the past and the future, NCD provides an overview of some of the major public
policy initiatives in disability during the decade of the 1990s. These initiatives can be grouped in
three areas: civil rights, service delivery programs, and technology. Although the various works
differ in accordance with their goals and contexts,. the body of work constituting the statutory
record of the 1990s reflects an overarching and unifying conceptual framework that gives the

laws much in common.

Among the key features these diverse laws have in common are the recognition that issues of
concern to Americans with disabilities, such as the design of our public buildings and
communications infrastructure, can no longer be addressed in isolation from the general society;
the fact that consumer participation is a key element in the effective operation of all programs
and laws; the awareness that advocacy resources and technical assistance are critical to the
success of all initiatives; and the belief, in areas ranging from employment to education to
housing, that society benefits by the inclusion of Americans with disabilities in the mainstream

institutions of society.

The laws have also recognized that the allocation of the costs of nondiscrimination and inclusion
are often as important as any assessment of the total amount of such costs. For that reason, the
laws also have in common various mechanisms aimed at ensuring that the burden of access and

equality will not unduly fall on a narrow range of institutions or entities. Equally, the costs of
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policy not only must be reckoned in the sense of what is required to achieve various goals but
also must include a sophisticated awareness of both the costs of inaction and the indirect benefits

of various measures and strategies.

NCD has played an important, ongoing role in identifying issues and barriers, bringing key* .-
actors from within and without government together, and providing objective, unbiased data
from which policy can be reliably-derived or better understood. This role is discussed from a

historical standpoint and as it relates to the demands of this new era.

If continuity is important, it must alert us to our collective failures as well as remind us of our -
successes. A series of NCD reports has documented failures in enforcement across a.broad
spectrum of programs and laws. Without credible enforcement, even the best laws become
ineffective. Just as we know that laws in other areas are not self-executing, so must we carry this
awareness into the disability policy arena. With energetic enforcement, the sincere efforts of
most can be honored, the dereliction of the few can be addressed, and the goals of public policy -

can-be effectively and consistently advanced.

Census 2000 and Disability Statistics. Problems continue to be associated with widely used . -
disability employment and other data, including issues surrounding the collection and analysis of

relevant and reliable statistical data on America’s population with disabilities.

The findings of the 2000 Census, together with those of other compilations relating to the
employment status of Americans with disabilities, have been severely questioned on
methodological and validity grounds. The accuracy of these data are critically important in an era
of evidence-based policy beéause misleading information can lead to misguided or premature

public policy decisions.

Federal agencies extensively use and underwrite the costs of disseminating a great variety of

disability data. Whereas people should be entirely free to use whatever data and data sources they
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see fit, public money should not be used to support the dissemination of suspect findings and

conclusions.

Similarly, in other areas of disability research, new barriers have emerged to the collection and
analysis of reliable data. These barriers range from the new definitions of disability crafted by the
courts under various statutes to the problems associated with measuring function as it relates to

employment, education, or independent living when assistive technology is taken into account.

The report recommends that the Federal Government review and rationalize the range of
statistical efforts and test proposed new measurement techniques and research practices to ensure

their reliability before they are put into widespread use.

Civil Rights. A perceived hostility toward disability on the part of the courts, congressional
proposals that would treat disability civil rights laws differently and more harshly than any other
laws, and other factors have combined to create a sense of great unease and fear among
America’s population with disabilities. In light of persistent under enforcement of civil rights
laws and lax‘} monitoring of the requirements of service programs, the report examines each of the

major areas where erosion in civil rights protections has occurred or is seriously foreseen.

Major areas addressed and explained are court decisions dramatically restricting the applicability
of the Americans with Disabilities Act (ADA); lack of coordination among agencies or of
material progress in key enforcement areas identified over recent years as needing reform; failure
to include persons with disabilities among those protected by hate crimes laws; failure to stem
genetic discrimination by employers and insurers that disproportionately affects persons with
hidden disabilities; the need for continued outreach to people with disabilities from diverse
cultural groups who face cultural, linguistic, and other barriers to full participation in society and
who interact with the issues posed by societal reactions to their disabilities; court decisions
outside the ADA that adversely impact access to the courts by persons with disabilities and, in

the aggregate, can be characterized as reflecting a closing of the courts to individual citizens; and
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the need for greater outreach to the disability community by the Department of Justice in
formulating its interventions through amicus curiae briefs in Supreme Court and other major

federal court cases involving the rights and interests of Americans with disabilities.

Education. As the Individuals with Disabilities Education Act (IDEA) faces reauthorization, we
must carefully assess the implications of our approach to education for students with disabilities
and sensitively apply the policy initiatives central to the No Child Left Behihd Act .
(NCLBA)—the reauthorization of the Elementary and Secondary Education Act. At the same
time, the successes of special education should not be overlooked, and the widely documented
need for more effective monitoring and enforcement should be borne in mind under any revised

framework.

In addition to the issues surrounding implementation of NCLBA and a review of NCD’s
comprehensive IDEA assessment study, NCD specifically deals with the charge of the
President’s Commission on Excellence in Special Education; the key issues and controversies
involved in IDEA reauthorization, including student discipline; minority overrepresentation
among students receiving special education services; parental involvement and due process;
use of assistive technology; universal design and access to mainstream school technology,
instructional materials, and media; disability harassment; full funding; and accountability of

schools for the educational outcomes of special education students.

Health-Care. NCD has a long record of activity, research, and involvement in the area of health
care and access to medical resources and services. Against this background of interest and
expertise, the current congressional and national debate over the Patients’ Bill of Rights raises
important questions for what inclusion means for people with disabilities in the health care

realm.

In connection with this proposed legislation, the report identifies issues and offers analysis and

recommendations concerning coverage of all privately insured persons; access to specialized



care; point-of-service options; continuity of care; standing referrals; timely and accurate
information, including accessible information, regarding details of coverage and available
options for treatment; access to clinical trials and availability of clinical trials for assistive
technology or other nonpharmaceutical interventions and modalities; grievance procedures;

medical necessity determinations; and mental health parity.

Beyond this proposed patients’ rights legislation, the report deals with the status of efforts to
identify and treat persons with mental health conditions in the criminal defendant and prison "
population; the problem of balancing pain-relief promotion with the avoidance of assisted
suicide; the need for reforms in Medicare and the procedural vehicles available for carrying out
the necessary review of current program rules; and the potential applicability of telemedicine to

persons with disabilities, who are likely to be among its most frequent users.

Long-Term Services and Supports. Taking the unprecedented interagency effort culminating in
the Department of Health and Human Service’s December 2001 Olmstead implementation report
as its point of departure, NCD reviews the Administration’s continuing support for the Supreme ‘
Court’s Olmstead decision and draws out implications; analyzes the major premises of the report
as a basis for clarifying the issues and options it raises; discusses the economics of Olmstead as
these relate to national policy favoring institutional versus community-based living and.care for
all Americans, including those who are elderly and those of a younger age with disabilities; - -
discusses some of the other, specific programmatic initiatives addressed in the report and in other
expressions of Administration policy; considers the implications of broad-based policy changes
favoring community-based and in-home services and care for the private long-term care
insurance and other non—-Medicaid recipient populations; and addresses the role of Social
Security Disability Insurance (SSDI) and other programs of particular concern to people with

disabilities in the context of social security reform.

Youth. Although such issues as housing, education, health care, and even employment are

important for everyone, within each of these areas are some subjects of particular concern and
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- importance for our youth with disabilities. One key example is school-to-work transition
services, as required by both the federal Rehabilitation Act and IDEA. Widely recognized to be
inadequate, despite notable successes in certain localities, these services are crucial for the ability

of students with disabilities to enter adult services and employment after leaving school.

NCD discusses chronic transitioning problems and suggests several remedial approaches, such as
establishing system-to-system continuity in the availability of assistive technology; cost-shifting
between rehabilitation and education agencies; and the implementation of joint accountability

between the service systems for the success of transition services and programs.

Employment. As it is for society as a whole, employment is a cherished goal for most Americans
with disabilities, but one that continues to elude all too many. Implicating the education,
vocational training, health care, and transportation systems as they do, the barriers to increased
employment for people with disabilities are as complex and multifaceted as those faced in any
area of policy, even as enhanced employment becomes the ever-more central objective of so

much public policy in the disability area.

For this reason, NCD’s discussion of this subject begins with an appraisal of the importance of
interagency coordination, focusing particularly on the potential of the new Office of Disability
Employment Policy to spearhead the necessary effort. Related to the discussion of statistics,

NCD also examines the sources and role of statistics in the employment policy sector.

Major new initiatives in employment policy are also dealt with, including issues surrounding the
implementation of the Ticket to Work and Work Incentives Improvement Act; recent federal
hiring initiatives to expand opportunities for persons with psychiatric disabilities; federal
initiatives to ensure the availability of information about the provision of reasonable
accommodations in governmental employment; and concerns regarding the accessibility and
responsiveness to work-aspirants with disabilities of the resources and services of one-stop career

centers.
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From the standpoint of the broadest possible perspective, two other issues are covered: the proper
role of the Federal Government in ensuring that those operating under federal contracts, grants,
or licenses adhere to principles of nondiscrimination and accessibility; and the role of
employment tax incentives for both workers with disabilities and businesses in stimulating

opportunities and heightening the prospects for success and job tenure.

Welfare Reform. As Congress and the nation prepare to fashion this year the reauthorization of
the 1996 welfare reform law, a number of questions about the intersection between welfare and
disability, as well as about the use and coordination of resources, emerge as needing discussion
and answers. To the degree that states are obliged to meet return-to-work and related targets
under the welfare system currently in effect, NCD notes that effective identification of recipients
with disabilities and coordination with other programs in meeting their needs can contribute to
the ability of states to meet their employment goals. Such attention can also facilitate the
effective entry into employment of persons with caretaker responsibilities for children or other

family members with disabilities.

NCD recommends that the new law include clear provisions, incentives, and mechanisms to
assist state welfare reform systems in reaching out to vocational rehabilitation, developmental
disabilities, and other programs to identify and marshal the resources and expertise that will
contribute to the quality of work with persons with disabilities among those receiving or at risk .

of needing welfare supports.

Housing. Housing plays a role in every aspect of people’s lives, from the amount of discretionary
money available for meeting other needs to the time and distance involved in going to work to
the quality and availability of a wide range of community resources. Affordable housing is in
short supply for many Americans, but for people with disabilities, the scarcity is exacerbated by

inaccessibility and all too often by discrimination.
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Based on the definitive findings of its November 2001 report Reconstructing Fair Housing, NCD
reviews the status of fair housing and equal opportunity laws and practices, including the
organization of the fair housing laws’ enforcement effort; complaint-handling and case-
processing procedures; funding of fair housing resources; enforcement of fair housing laws;
mediation alternatives to litigation; disposition of aged cases that have remained unresolved in
the enfbfcement system for prolonged periods of time; and such related matters as the role of
“visitability” in housing policy and the benefits to be expected from the Department of Housing

and Urban Development’s (HUD) fair housing survey.

The progress report then addresses related issues, such as means for increasing the supply of
affordable and accessible housing; expanding the use of housing vouchers; and stimulating home
ownership, including proposals to galvanize market forces on behalf of accessible design; and

_providing incentives for the availability of mortgage financing for persons with disabilities.

Transportation. For many Americans with disabilities who cannot drive or who, if they could
drive, do not have the resources for the adaptive driving controls, lifts, telescopic systems, or
other assistive technology that may be necessary, accessible transportation represents one of the

chief barriers to participation in economic and community life.

Air travel presents its own set of vexing issues. Implementation of the Air Carrier Access Act has
long involved a delicate balancing of nondiscrimination and security concerns. In the wake of the
tragedy wrought by terrorism in September 2001, implementation of this law has become all the

more difficult and, at the same time, more and more important.

NCD describes the issues that have emerged and the problems reported around the country by air
travelers with disabilities, many of whom have been inconvenienced and some endangered by
misapprehensions and suspicions on the part of security screening personnel that appear to have
little to do with the imperatives of security. NCD recounts these concerns, based on the reports

reaching it, and makes proposals for additional measures on the part of the Department of
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Transportation (DOT) to ensure that the ability of Americans with disabilities to travel by air will

not be unduly restricted.

Although agreements and requirements have been set in place for establishing timetables and
performance standards for the implementation of accessibility for travelers with disabilities on |
intercity buses, grounds exist for concern regarding the Speed, adequacy, and universality of
compliance. NCD discusses these concerns and makes recommendations for the follow-up and

monitoring necessary to make certain that the legal and societal expectations in this area are met.

NCD also makes recommendations for improved collaboration between the Department of
Justice (DOJ) and the DOT in the implementation and enforcement of civil rights laws bearing
on transportation. NCD’s major report on the ADA, Pro)m'ses to Keep, disclosed significant
shortcomings in the ability of the DOJ and DOT to work together in enforcement, including the
DOT’s referral of cases to the DOJ when other methods for solving problems proved unavailing.
As in other areas of the law, enhanced coordination plays a large role in enforcement, and

methods for increasing this coordination are at hand.

The President’s New Freedom Initiative discusses some of the transportation issues affecting
people with disabilities and was followed up by budget recommendations for a variety of pilot
demonstration and competitive programs aimed at improving transportation access and options
for people with disabilities. Regrettably, some of these initiatives did not meet with initial
approval by Congress. NCD recommends that Congress reconsider its decisions in this area and
delineate a range of transportation strategies and modalities that these innovative programs

ideally ought to include.

Although we travel today much as we did 50 years ago, research and innovation in transportation
are emerging as important elements of our future. Innovative personé.l transportation vehicles are
being introduced and will come into greater use with time, but by no means is it certain that these

innovations will prove as meaningful to people with disabilities as they could. To maximize their



relevance to all Americans, NCD makes recommendation for the testing and evaluation of these
new devices and designs by and with people with disabilities so the developers can be informed,
at a time when modifications in the service of accessibility should still be possible, of the extent
to which these devices currently and prospectively can meet the needs of persons with

disabilities.

Paratransit remains a concern for many of its users, according to anecdotal reports coming in
from around the country. NCD recounts the most frequently heard of these complaints and

problems and makes suggestions for how these services can be monitored and improved.

Technology and Telecommunications. Giving birth to what we call the information society, the
so-called technological revolution has changed our lives more dramatically and irrevocably than
almost any other force or set of developments. Whereas the general assumption is that this is a
democratic revolution with benefits and opportunities for all, for many people with disabilities
some new technologies are as much or more a barrier to than a source of access and inclusion.
The cellular telephone is a great boon to many, but for people who use hearing aids, problems of
incompatibility have made cell phones largely inaccessible and unusable. The graphical user
interface has vastly enhanced access to high-speed data and pictures, but if Web sites are not
designed with persons who use speech access in mind, these ubiquitous technologies become '
impenetrable walls blocking access to the wealth of information and opportunity the Web

conveys.

Because the implementation of Section 508 of the Rehabilitation Act in mid-2001 was a
watershed for assistive and accessible technology, NCD reviews the experience of operating
under this statute thus far and discusses the issues that have emerged in the operation of the law
to date. NCD makes proposals for oversight, technical assistance, and outreach and discusses the

applicability of the law to telecommuting by federal employees.

10



Distance learning has made the benefits of education and training available to many people who
could not otherwise obtain them. But again, these benefits may prove illusory to computer users
with disabilities unless accessibility is taken into account in the design of the software and course
materials. Based on the work of a national commission, NCD discusses the issues involved and
makes continuing recommendations designed to ensure that no one is excluded from the promise

of this new modality.

The so-called e-rate, providing grants and subsidies for Internet access to schools and libraries, is
one of the most important innovations of the Telecommunications Act of 1996. But those entities
receiving such subsidies or cash grants have not been required to make their resources accessible
to students or library patrons with disabilities. NCD reviews the history of efforts to correct this

and calls on the Federal Communications Commission (FCC) to propose reforms.

Another key provision of the Telecommunications Act is Section 255, which requires
telecommunications equipment and services to be accessible to individuals with disabilities
where readily achievable. Based on research and experience under the law, NCD id_entiﬁes a
number of barriers to its effectiveness and recommends reforms in such areas as enforcement and
the apparent distinction the law makes between voice communication, which is covered by the
law, and the communication of data or pictures, which appears not to be covered by it and hence
is subject to no accessibility requirements. NCD offers recommendations for studying and

remedying this anomaly.

A wide variety of activities are encompassed under the concept of e-government. NCD discusses
the implications, achievements, and management of the variety of measures and strategies
involved as they relate to access to governmental information and programs by persons with

disabilities.

Recent developments in copyright law may bring intellectual property and disability access

rights into collision in cyberspace. NCD describes the 