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National Council on Disability

An independent federal agency making recommendations to the President and Congress
to enhance the quality of life for all Americans with disabilities and their families.

Letter of Transmittal

September 18, 2012

The President
The White House
Washington, DC 20500

Dear Mr. President:

The National Council on Disability (NCD) is charged with developing an annual report
on the nation’s progress in achieving our national disability policy goals: equality of
opportunity, independent living, full participation and economic self-sufficiency for an
estimated 54 million Americans with disabilities. This is a daunting task. Virtually every
foreign and domestic policy issue has—or should have—a disability angle. Our
engagements in military conflicts, overseas diplomatic efforts, budget decisions,
infrastructure development, enforcement activities, education, health care, employment,
transportation, telecommunications, and emergency preparedness policies all have
direct and indirect impacts on Americans with disabilities—irrespective of whether
decision-makers are aware the far-reaching effects of their daily decisions on people
with disabilities.

NCD’s National Disability Policy: A Progress Report fulfills our mandate by highlighting
recent achievements that show significant progress on disability policy and identifying
areas where action is acutely needed. As charged by statute, this report serves not
merely as a report on NCD’s efforts or even of the federal government, but rather on
significant developments across the nation. While the report focuses on the period
between September 2011 and June 2012, we also seek to contextualize recent
developments to illustrate progress and how progress is often agonizingly elusive. The
material in this report is based on our engagement with stakeholders, actions among
federal agencies and Congress, and NCD’s own policy projects.

With last year’s report, NCD began identifying and evaluating national data sets as a
tool to assess progress with more precision and enable tracking over time.
Unfortunately, there are few updates to those data sets available today. With this year’s
report, NCD provides a high-level, interim policy assessment under the thematic
organizing framework NCD adopted in 2070: Living, Learning and Earning. NCD
adopted these three themes to emphasize that people with disabilities want what all
Americans want: to live free and full lives in communities of their choosing, to learn in
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ways that enrich their lives and enable them to reach their potential, and to provide for
themselves and their families.

A central theme in this report is NCD’s conviction that achieving long-term fiscal stability
requires eliminating outdated and costly policies that trap Americans with disabilities in
cycles of poverty and dependency, and cultivating meaningful opportunities for these
and all Americans to contribute to our nation’s collective well-being. This effort depends
on finding ways to integrate and coordinate the delivery of necessary supports and
services across federal departments, agencies, programs and policies. Unfortunately,
lack of authority and lack of focused effort often conspire to perpetuate fragmentation
and prevent real progress. This report seeks to identify some of the important progress
and challenges in coordinating disability policy and promoting the independence and
self-sufficiency of Americans with disabilities.

NCD has appreciated the opportunity to work with your Administration and Congress in
furthering the goals of the ADA. We are pleased to report that we are making progress,
yet sobered by the magnitude of the tasks that lie ahead. While we recognize that there
are extreme pressures to curtail the federal budget, we hope your Administration and
the Congress will join us in recognizing we must continue to expand opportunities for
people with disabilities to contribute to their fullest potential. Failure to do so not only
jeopardizes the lives of people with disabilities; it also threatens our national recovery.
NCD is a tiny agency with a huge mission, but we are ready to do our part in helping to
make the promises of the ADA a reality.

Sincerely,

Jonathan M. Young
Chairman

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

This annual progress report by the National Council on Disability (NCD) provides a
glimpse at the current state of people with disabilities in the United States. This report
covers the period of summer 2011 through spring 2012 by issue area, and reviews top-
level policy developments affecting people with disabilities, including key federal actions
and state trends. The report notes progress where it has occurred and provides further
recommendations where necessary. The material in this report comes from NCD

stakeholders, federal agencies, and information gathered during NCD policy projects.

The report is organized into three chapters based on the broad policy themes by which
NCD has organized its work since the summer of 2010—living, learning, and earning—
the thought behind which is that all people, including people with disabilities, have the
same fundamental wants and needs—to live, to learn, and to earn. Woven throughout
each themed chapter is an examination of the impact of the current recession and slow
recovery on the lives of people with disabilities, and the unique as well as shared
experiences facing military service members and veterans of all wars. Each chapter
also contains several lists of recommendations for specific actions, primarily for
Congress and the Administration. Many of these recommendations emphasize
enforcement of existing laws, as well as revisions to policies and practices intended to

improve living, learning, and earning opportunities for people with disabilities.

In Chapter One: Community Living, NCD examines to what extent people with
disabilities are included in all aspects of community living—including housing, health
care, emergency management, raising families, and transportation. In Chapter Two:
Learning, NCD begins to consider the impacts of education reforms on students with
disabilities; the effect of No Child Left Behind (NCLB) waivers now and in the future;
bullying prevention; and the elimination of aversives, seclusion, and restraints. In

Chapter Three: Earning, NCD considers the reauthorization of the Workforce



Investment Act; employment disparities among subgroups of people with disabilities;

and unemployment gaps among people with and without disabilities.



Community Living

Introduction

Satisfaction with community living depends on having personal choices, access to
places and information, and the safety and freedom to fully participate in community life.
As millions of people with disabilities know, failure to coordinate various elements of
inclusion means missing out on opportunities to live, learn, and earn in the United
States of America. Successful community living occurs when people have
independence, safety and security, freedom of mobility, freedom of communication,
affordable and accessible housing and transportation, and access to health care and
long-term services and supports. It occurs when citizens with disabilities are involved in
all aspects of community planning and implementation, including emergency

preparedness.

Americans with Disabilities Act (and Amendments)

ADA Standards for Accessible Design

On March 15, 2012, the U.S. Department of Justice (DOJ) announced that regulations
based on revised 2010 Americans with Disabilities Act (ADA) Standards for Accessible
Design had gone into effect.” The 2010 Standards, which underwent extensive review
and numerous open comment periods over more than 10 years, set requirements for
built-in elements at public facilities, including but not limited to courtrooms and detention
facilities, amusement rides, and swimming pools and play areas. The Standards also
clarify requirements for accessible and companion seating at stadiums and other
assembly areas, distribution of accessible hotel rooms among different classes of hotel
rooms provided, overlap between wheelchair accessible rooms and rooms with

communication features, and reach ranges and toilet room dimensions. The new



Standards have been widely heralded by people with disabilities as a significant step

toward realizing the promises of the ADA.

However, the continued challenges in realizing the promises of the ADA were also
evident in a controversy surrounding one element of the new Standards: the
requirement that owners and operators of public swimming pools must acquire and
maintain bolted-down mechanical chair lifts. Although the proposed requirements were
long in the making, announced in 2010 with compliance scheduled originally for March
15, 2012,2 and despite the fact that DOJ provided what appeared to be sufficient
clarification to the proposed swimming pool regulations, owners and operators objected
to the proposed rule before it went into effect. Initially, DOJ extended the deadline for
compliance to May 21, 2012, to respond to this objection. This action raised concerns
among disability advocates that swimming pool owners and operators would seek to set
aside the new requirement. Indeed, measures were introduced in Congress that would
substantially modify the proposed requirement.®> However, on May 24, 2012, DOJ
released two technical assistance documents as part of its effort to continue to educate
covered entities about their obligations under the 2010 Standards. DOJ also announced
that the final rule would go into effect with no change to its requirements, but with an

additional extension for compliance to January 31, 2013.*

Project Civic Access

Launched in August 1999, Project Civic Access is a DOJ initiative to remove barriers
across local governments. In 2011, the Disability Rights Section of DOJ’s Civil Rights
Division reached settlement agreements across the United States to ensure compliance
with the ADA. DOJ also developed technical assistance materials on Title |l and Title IlI
of the ADA, including accessible entry and exit requirements for swimming pools and
spas, revised ADA requirements on ticket sales, and revised ADA requirements

regarding service animals, to assist other localities in reaching this goal.
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Title 1l of the ADA specifically prohibits discrimination on the basis of disability by public
entities. From June 28, 2011, through February 8, 2012, the following municipalities
reached agreements with DOJ to meet the requirements of the ADA by removing
physical and communication barriers that prevent people with disabilities from

participating fully in civic life in their communities:

e February 8, 2012 — Humboldt, Kansas, agreed to make physical modifications to
facilities, improve access to sidewalks, upgrade the telephone relay service, post
notices, improve Web access, and ensure emergency management services,

among other improvements.

e November 22, 2011 — Upshur County, Texas, agreed to appoint an ADA
coordinator, make physical modifications to facilities, improve sidewalk access,
post notices, improve Web access, and ensure emergency management

services, among other improvements.

e September 28, 2011 — Warrenton, Virginia, agreed to survey facilities and
programs to ensure ADA compliance, make physical modifications to facilities,
improve access to sidewalks, install signs, and improve Web access, among

other improvements.

e August 29, 2011 — The Puerto Rico Department of Justice agreed to pay $45,000
to an employee denied a reasonable accommodation. It also agreed to provide
training to employees on the requirements of the ADA, and adopt policies to
ensure that it does not require employees with disabilities to attend meetings at,

or be relocated to, an inaccessible location.

e August 16, 2011 — The Maryland National Capital Park and Planning
Commission and Montgomery County, Maryland, agreed to a wide-ranging series

of accommodations to improve access for people with disabilities.
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e July 26, 2011 — Madison, Indiana, Daviess County, Kentucky, and Norfolk
County, Massachusetts, agreed to make physical modifications to public facilities
and improve access to parking, entrances, assembly areas, and restrooms.
Improvements in effective communication (e.g., Web site and telephone
communications), grievance procedures, polling places, emergency management

procedures and policies, and sidewalks were also agreed on.

e June 28, 2011 — Van Buren County, Arkansas, agreed to improve the
accessibility of sidewalks, transportation stops, and pedestrian crossings; make
physical modifications to facilities; improve access to sidewalks; upgrade the
telephone relay service; post notices; improve Web access; and ensure

emergency management services, among other improvements.

Other ADA Enforcement

In addition to the enforcement activities of Project Civic Access, in the past year, DOJ
and courts around the nation reached agreements or filed suit to ensure access for

Americans with disabilities. These cases included the following:

e On March 30, 2012, DOJ announced a settlement with Trinity Regional Medical
Center in Fort Dodge, lowa, regarding allegations of a failure to provide
appropriate auxiliary aids and services, including sign language interpreters, to
patients who are deaf, resulting in confusion, a lack of understanding of medical
instructions, and long waits. The settlement included a civil penalty, provision of
training to hospital staff regarding the requirements of the ADA, and the adoption
of policies and procedures to ensure prompt provision of auxiliary aids and
services in the future for patients who are deaf or hard of hearing or their

companions.’®

e On March 20, 2012, DOJ announced a settlement with Mountain Valley,

Pennsylvania, Midget Football League following allegations that the league

12



refused to allow a seven-year-old boy with ocular albinism to play football in the
league with a helmet with a tinted visor as an accommodation. Conditions of the
settlement include the requirement that the league develop and implement a

disability rights policy, train league officials on the ADA requirements, and grant

reasonable accommodations.®

On February 1, 2012, DOJ announced a settlement with Henry Ford Health
System in Ferndale, Michigan, regarding allegations of the system’s failure to
provide auxiliary aids and services to enable a patient who is deaf (and visiting
family members who are deaf) at an inpatient psychiatric facility to communicate
effectively with health care providers. The settlement requires staff training on
ADA requirements; development and adoption of policies and procedures
regarding the provision of auxiliary aids and services; and appointment of a
corporate ADA administrator and ADA facilitators at each hospital, clinic, and

health center.’

On June 28, 2011, DOJ announced that it reached a settlement agreement with
Beach Babies Learning Center, LLC, in Old Saybrook, Connecticut. The
agreement resolves allegations the center terminated the enroliment of a two-

year-old child because the child has autism.?

On June 24, 2011, a U.S. District Court jury in Fort Myers found that 7-Eleven
violated the Florida Civil Rights Act and the ADA when it fired Jim Soliday, an

employee who is deaf, after removing his accommodations.®

On May 31, 2011, DOJ reached a settlement with Wells Fargo & Company to
ensure equal access for individuals with disabilities to Wells Fargo’s services
nationwide, including its nearly 10,000 retail banking, brokerage, and mortgage

stores; more than 12,000 ATMs; and telephone and Web site services.'°
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Olmstead Enforcement

Thirteen years ago, the U.S. Supreme Court ruled in Olmstead v. L.C. that Title Il of the
ADA prohibits the unnecessary institutionalization of people with disabilities. In the
words of the Court, services to people with disabilities must be provided “in the most
integrated setting possible.” As states across the country continue to struggle with
budget shortfalls, lawmakers have often contemplated or made cuts to services that
have imperiled the ability of people with disabilities to remain in or transition to the most
integrated setting possible. Actualizing the promise of the Olmstead decision has
become a major component of ADA enforcement. To quote Assistant Attorney-General
for Civil Rights Tom Perez, “Segregating people with disabilities into institutions is as

wrong as segregating African-American children into inferior schools.”™

Recent OImstead decisions include the following:

e On April 12, 2012, DOJ filed a Statement of Interest in Lane v. Kitzhaber,
asserting that “the integration regulation prohibits the unnecessary segregation of
persons with disabilities by public entities in non-residential settings, including

segregated sheltered workshops.”'?

e On January 26, 2012, DOJ concluded an Olmstead investigation in Virginia with an
agreement that Virginia will create approximately 4,200 home- and community-
based waivers over 10 years for people who are on waiting lists for community
services or transitioning from institutional settings. Virginia also agreed to create a
comprehensive community crisis system with a full range of crisis services, including
a hotline, mobile crisis teams, and crisis stabilization programs, to divert individuals

from unnecessary institutionalization or other out-of-home placements.™

e On January 9, 2012, DOJ filed a Statement of Interest regarding a plaintiffs’
challenge to a 20 percent reduction in personal care services provided through

California’s In-Home Support Services (IHSS) program. IHSS is designed to
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enable seniors and people with disabilities to avoid hospitalization and

institutionalization. ™

e In December 2011, DOJ issued a Findings Letter concluding that Mississippi is in
violation of the ADA’s integration mandate to provide meaningful opportunities for

people with disabilities to live in most integrated community settings.'®

e OnJuly 12,2011, DOJ filed an amicus brief supporting California adults with
physical and mental disabilities, who argued that state policies place them at

serious risk and are actionable under the ADA."®

e On July 6, 2011, DOJ announced that it had entered into a comprehensive
agreement with Delaware to resolve violations of the ADA within the state’s

mental health system."

Recommendations

NCD recommends:

1.1 The U.S. Department of Justice should enforce the Americans with
Disabilities Act 2010 Standards for Accessible Design, including
regulations regarding the accessibility of swimming pools, without further

extensions.

1.2 DOJ should maintain and expand its efforts to ensure state compliance
with the Supreme Court’s Olmstead v. L.C., focusing its efforts on the
closure of institutions both large and small and advancing the ADA’s
integration mandate and the application of the OImstead decision in other

types of public programs, such as employment.
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1.3  DOJ should consider mechanisms to expand its enforcement activities in
the context of education, placing particular emphasis on strategic
litigation aimed at addressing issues of segregation of students with

disabilities in public schools, including charter schools.

Developmental Disabilities Assistance and Bill of Rights Act (DD Act)

In 1963, the U.S. Congress passed the Developmental Disabilities Assistance and Bill
of Rights Act, which created an infrastructure of state developmental disability planning
councils, the University Affiliated Centers (now known as Centers of Excellence), and
the Protection and Advocacy system. Within these systems, much has been done to
build both peer and family support programs. These programs have been very helpful,
particularly in states that have closed institutions. This same type of support is important
to create successful transitions from sheltered workshop settings to integrated

competitive employment opportunities.

In 2011, NCD released Rising Expectations: The Developmental Disabilities Act
Revisited, which summarized many of the key accomplishments and challenges of the
DD system as well as considered the existing structure against a backdrop of the
current and future social and policy environments.'® In April 2012, NCD issued a
supplement to the Rising Expectations report, titted Exploring New Paradigms for the
Developmental Disabilities Assistance and Bill of Rights Act, which builds on the former
report by exploring opportunities for the expansion of the DD network infrastructure to
fully realize the goals of the DD Act and to establish a comprehensive policy framework
of clear, consistent objectives across federal agencies and key laws."® The report
makes pointed recommendations for addressing structural challenges to policy,
program, and service coordination. These recommendations were formulated as a
result of a comprehensive literature review of trends, developments, and challenges

since the last DD Act reauthorization in 2000, as well as interviews and focus groups
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with individual stakeholders, including self-advocates, family advocates, researchers,

practitioners, and state and Federal Government officials.

In New Paradigms, NCD recommends restructuring the Federal Government’s response
to disability policy to address and remove the administrative constraints on the
Administration on Developmental Disabilities (ADD) as well as to facilitate more intuitive
coordination of programs, services, and supports. Coincidentally, shortly before the
release of New Paradigms, the U.S. Department of Health and Human Services (HHS)
announced a structural reorganization that brings together several program offices that
provide support for aging and disability communities under a newly created operating
division called the Administration on Community Living.?> NCD is heartened that this
newly created division assists in repositioning and elevating ADD'’s status. However,
coordination of services for populations with intellectual and developmental disabilities

(ID/DD) that are provided outside of HHS will remain problematic until further shifts occur.

Most notably, the newly named Administration on Intellectual and Developmental
Disabilities (AIDD, formerly ADD) continues to lack a direct policy and funding relationship
with key stakeholders who have developed a presence in developmental disability policy
over the past several decades. Although AIDD is the key federal agency within HHS
charged with encouraging and supporting the provision of services to people with
intellectual and developmental disabilities,?' it possesses no funding or policy relationship
with state ID/DD service-provision agencies, the primary entities responsible for
administering services for people with ID/DD at the state level. As a result, AIDD is forced
to pursue its systems change priorities indirectly, through influencing state DD Network
partners, such as the Protection and Advocacy programs, or by working to influence the
Center for Medicare and Medicaid Services. This lack of authority seriously hamstrings

AIDD'’s effectiveness in advancing the goals and values of the DD Act.

NCD urges the creation of a direct relationship with state ID/DD agencies to enhance
AIDD’s ability to drive meaningful change. Such a relationship could take several forms.
Although the Medicaid program is the largest source of funding for state ID/DD
agencies, providing AIDD with a funding stream allocated specifically for systems

17



change grants to state ID/DD agencies would give AIDD valuable leverage to assist
states interested in improving their service-delivery systems but requiring additional
support to do so. Furthermore, a formula grant to state ID/DD agencies administered by
AIDD and geared specifically at data collection activities would provide AIDD with
valuable leverage to establish and hold states accountable for clear metrics and

outcome measures reflecting the values of the DD Act.

Another key gap within the present DD Act programs remains the absence of a statutorily
defined mechanism for AIDD to support self-advocacy organizations—defined as
organizations run by people with intellectual and developmental disabilities speaking on
their own behalf and on behalf of their communities. At the time Congress created the DD
Act programs, the primary stakeholders within the developmental disability world were
family members, researchers, and legal advocates. The current DD Act programs reflect
this in their establishment of a University Center of Excellence on Developmental Disability,
Protection and Advocacy system, and state Developmental Disability Planning Council
within each state. However, the past several decades have seen the emergence of a new
stakeholder group deserving of representation within the DD Act: people with intellectual
and developmental disabilities themselves. Although the self-advocacy movement—defined
as people with disabilities working to advance their community’s interests and speaking on
their own behalf—is not yet sufficiently developed to allow the creation of a federally funded
statewide entity within each state akin to the other DD Network partners, it is nonetheless
capable and deserving of federal support and investment. Self-advocacy organizations
have played a key role in driving systems change and connecting individuals with
intellectual and developmental disabilities to meaningful resources regarding topics as
diverse as benefits planning, relationships and sexuality, housing, deinstitutionalization,
social inclusion, community recreation activities, employment, rights protection, addressing
discrimination, postsecondary education, and a wide variety of other key topics. NCD
believes that Congress should develop a competitive grant program under AIDD for local
self-advocacy organizations, reflecting a similar structure to the Centers for Independent
Living program within the Rehabilitation Services Administration, another successful model

of federal support to organizations run by people with disabilities.
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Recommendations

NCD recommends:

1.4

1.5

1.6

1.7

The University Centers of Excellence on Developmental Disability, Protection
and Advocacy programs, and Developmental Disability Councils, authorized
under the Developmental Disabilities Assistance and Bill of Rights Act, should
coordinate and expand efforts to support expanded peer support to both
families and individuals with intellectual and developmental disabilities moving

from sheltered workshop settings to integrated employment.

DD Network partners should be required to coordinate their planning through
the establishment of a joint strategic planning process under the Administration
on Intellectual and Developmental Disabilities’ review. This would enable AIDD
to select particular areas of emphasis for systems change activities, which in
turn would allow the DD Network partners to pick a particular focus area to
coordinate around, such as building state Employment First infrastructure or

working to eliminate ICF-MRs?? within the state.

Congress should establish a relationship between state ID/DD agencies and
AIDD, providing AIDD with funding for data collection and systems change
grants to state ID/DD agencies and empowering AlIDD to require meaningful
data collection from state ID/DD agencies, which would better enable AIDD to
track progress and promote systems change supporting community

integration at the state level.

Congress should establish a competitive grant program for local self-advocacy
organizations, similar to the Center for Independent Living model, to be
operated through AIDD, which could be a mechanism for both systems

change and for encouraging greater social opportunities for people with ID/DD.
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Section 504 of the Rehabilitation Act

Accessible Currency

On October 3, 2008, United States Court of Appeals for the District of Columbia Circuit
Judge James Robertson issued an historic injunction against the United States
Treasury Department. In a case brought by the American Council of the Blind and other
advocates, Judge Robertson held that the Treasury “violated Section 504 of the
Rehabilitation Act by failing to provide meaningful access to United States currency for
blind and other visually impaired persons.”® The Treasury was ordered to take steps to

make U.S. currency accessible to people who are blind and/or visually impaired.?*

Since that time, the U.S. Bureau of Engraving and Printing (BEP) has worked with the
Treasury Department and DOJ to increase the accessibility of American paper currency.
This process is ongoing, and logistical, technological, and administrative challenges
remain to meet the court’s mandate and guarantee comprehensive and timely
compliance. Questions remain about what the phase-out period should be for the use of
existing currency, and how best to determine ways of maximizing accessibility during

the transition to new tactile currency.
In December of 2011, BEP reported two key developments:

e In consultation with experts and stakeholders, BEP is researching the most
practical method for rendering tactile bills of a denomination larger than $1.00.
With periodic reporting to DOJ, BEP anticipates finalization within the near future

of the shape and type of tactile symbol to be affixed.

e Interim computer applications (including the Eyenote™ application for Apple, a
free download) and development and distribution of more advanced currency

readers will help during the transition period while older inaccessible bills near a
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natural obsolescence. Eventually, new paper currency will include symbols and

raised textural numbers for bills larger than $1.00.%°

Recommendations

NCD recommends:

1.8  The U.S. Bureau of Engraving and Printing should complete research
and set a timetable for commencement of production of tactile currency

within two years.

1.9 BEP should finalize a plan for how to distribute, or support by voucher
application the distribution of easy-to-use handheld currency readers,
which will make existing paper currency audibly accessible. Mandatory
biannual reports submitted by BEP to the District of Columbia Court and
the Department of Justice should be made available to the public, other

agencies, and interested parties.

Housing

In 2006, 2008, and 2010, NCD issued reports?® focused on housing policy for people
with disabilities. In its 2006 and 2008 reports, NCD defined a “livable community” as one
that—

e Provides affordable, appropriate, accessible housing;
e Ensures accessible, affordable, reliable, safe transportation;

e Adjusts the physical environment for inclusiveness and accessibility;
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e Provides work, volunteer, and education opportunities;
e Ensures access to key health and support services; and

e Encourages participation in civic, cultural, social, and recreational activities.

Supportive Housing

Supportive housing is a cost-effective, evidence-based approach of combining
individualized support services with permanent, affordable rental housing to enable people
with disabilities to live successfully in the community, consistent with the Olmstead
decision. On January 4, 2011, President Obama signed the Frank Melville Supportive
Housing Investment Act of 2010%” into law.?® The Frank Melville Act amends the U.S.
Department of Housing and Urban Development (HUD) Section 811 Supportive Housing
for Persons with Disabilities program by authorizing a cost-effective demonstration program
that could triple the number of integrated housing units created through Section 811 without
an increase in the program’s appropriation, reducing bureaucratic barriers and improving
the program'’s efficiency and cost-effectiveness, and authorizing a cost-neutral shift of fiscal
responsibility for the Section 811-funded Mainstream Voucher program to the Housing
Choice Voucher appropriation. The law maintains traditional funding of group homes and
independent living complexes, while creating a new emphasis on multifamily housing to
encourage nonprofit sponsors to set aside up to 25 percent of units in housing
developments for Section 811 supportive housing units developed and owned by a
nonprofit sponsor.?° It also creates a new Project Rental Assistance authority to allow HUD
to delegate award and oversight of Section 811 operating assistance to the states that can
fully fund the initial cost of the units and can show strong collaboration with state health and

human service agencies to address the needs of people with disabilities more holistically.*

On November 16, 2011, HUD announced $749 million in housing funds under its
Sections 202 and 811 Supportive Housing programs for very low-income people with

disabilities and seniors, to assist nonprofits in producing accessible, affordable rental
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housing and facilitate supportive services. The funding enabled the start of construction
or significant restoration of 189 housing developments in 42 states and Puerto Rico that
will result in more than 4,800 households with people with disabilities or seniors gaining

affordable housing with access to support services.*’

On March 28, 2012, HUD issued a Notice of Proposed Rulemaking (NPRM) to amend its
regulations for Section 202 (Supportive Housing for the Elderly Program) and Section 811
(Supportive Housing for Persons with Disabilities Program) to streamline requirements for
mixed-finance developments to attract private capital and expertise to create attractive
and affordable supportive housing developments for seniors and people with
disabilities.** The proposed rules also modernize Section 202 and 811 development
regulations by allowing greater flexibility in the design of the units, extending the
availability of capital advance funds, and making other technical corrections. The NPRM
is the first part of a larger regulatory reform effort of the Section 202 and 811 programs
based on the passage of the Frank Melville Act.>® An additional NPRM is expected out

later this year.

Housing Discrimination

In the past year, HUD announced several charges of fair housing discrimination on the
basis of disability:

e On February 27, 2012, HUD announced that it was charging Bank of America with
discrimination against home buyers with disabilities, in violation of the Fair Housing Act,
for allegedly requiring borrowers who relied on disability income to qualify for loans to
provide statements from their physicians of proof of their disabilities and continuance of
their Social Security payments. The charge was announced in concert with work
conducted by the Federal Financial Fraud Enforcement Task Force’s nondiscrimination

working group. The charge was referred to DOJ for additional action.*
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On October 24, 2011, HUD announced charges against a Florida-based property
owner, management company, and its employees after their refusal to
accommodate the request of a resident with a chronic respiratory illness to move
to a vacant apartment located between an elevator and a nonsmoking unit after a
neighbor’s secondhand smoke had twice resulted in the tenant’s requiring

emergency medical care.®

On October 11, 2011, HUD announced charges against a Utah homeowner
association, property management company, and group of condominium owners
after refusing to accommodate a Gulf War veteran with a disability who required
an emotional support dog. HUD alleges that illegal fees and fines were assessed
for the presence of the service animal and that renewal of the tenant’s lease was

refused until payment was made.>®

On October 11, 2011, HUD also announced charges against the University of
Nebraska at Kearney and several of its employees following their refusal to
permit a therapy dog to live in a university-owned apartment and illegally seeking
information from a student with psychiatric disabilities regarding her treatments,
prescribed medications, and clinical summary. As a result of the university’s
refusal, the student had to move out of university housing and withdrew from the

college.®’

On September 26, 2011, HUD charged the owner and manager of a Washington
trailer park with discrimination on the basis of disability for refusing to make
reasonable accommodations to a “no pets” policy when testers posing as
applicants with disabilities who needed service dogs requested the

accommodation.®®

On August 24, 2011, HUD announced charges against a housing cooperative in
New York as well as two of its employees for their refusal to accommodate an

emotional support animal, which had been doctor-prescribed to assist with daily
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living for a tenant with disabilities. Following the refusal, the co-op refused to

accept the tenant’s rent payments and attempted to evict him.>®

Recommendations

NCD recommends:

1.10

1.11

1.12

1.13

Similar to the Center for Medicare and Medicaid Services’ (CMS)
promising practices resources, CMS and the U.S. Department of Housing
and Urban Development together should collaborate with states to
continually highlight and widely disseminate effective plans, policies, and
practices for coordinating housing with community living/long-term care

supports across state systems, using a consumer-directed approach.

HUD should improve fair housing enforcement of disability rights,
including ensuring that all agencies at the local, state, and federal levels
follow HUD’s guidance to “affirmative further fair housing” for people with

disabilities by reviewing and eliminating obstacles to accessible housing.

HUD should expand accessibility features within registries, such as
features for people with sensory (vision, hearing, tactile), developmental,

and psychiatric disabilities; autism; and environmental sensitivities.

Congress should fund mechanisms for community-based organizations,
such as Centers for Independent Living, Area Agencies on Aging, and
Aging and Disability Resource Centers, to coordinate and maintain
housing information along with community living support and program
information, so consumers can have real choices and make informed

decisions.
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1.14 HUD should work in collaboration with the Department of Justice, the
Administration on Intellectual and Developmental Disabilities, the new
Administration on Community Living and other relevant stakeholders in
both government and the advocacy community to restructure its
programs to reflect consistency with the Supreme Court’s OImstead v.
L.C. decision and the integration mandate of the Americans with
Disabilities Act.

1.15 HUD should step up its efforts to enforce the Fair Housing Act rights of
people with disabilities attending colleges and universities, including

people with intellectual disabilities in nondegree-granting programs.

Home- and Community-Based Services and Supports

CMS Works to Define Community Living

Over the history of Medicaid Home- and Community-Based Services (HCBS), the
Federal Government has worked consistently to incentivize the expansion of HCBS as
an alternative to institutions and nursing homes for people with disabilities. A wide array
of efforts have been undertaken to increase the percentage of Medicaid Long-Term
Services and Supports (LTSS) dollars going to community-based service provision and
to decrease the percentage allocated to institutional care, including the Money Follows
the Person (MFP) program; federal litigation to promote state compliance with the
OIlmstead decision; and substantial advocacy efforts on the part of local, state, and
national disability rights organizations. In response to these efforts, many states have
shifted their Medicaid spending toward HCBS and diminished their spending on

institutional care.

Unfortunately, in response to this shift, certain questions have emerged as to how to

appropriately define what is and what is not HCBS service provision. Certain states and
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providers have attempted to use HCBS funds for services outside the intent or purpose
of the HCBS program, such as gated communities, disability-segregated farmsteads, or
clustered group homes and settings on the grounds of or immediately adjacent to an

institution or nursing home.

In April 2011, the CMS aimed to address this problem through an NPRM proposing a
three-pronged definition of what could and could not be considered a community-based
setting under Medicaid.*® The NPRM set out the following standard: “...HCBS settings:
must be integrated in the community; must not be located in a building that is also a
publicly or privately operated facility that provides institutional treatment or custodial
care; must not be located in a building on the grounds of, or immediately adjacent to, a
public institution; or, must not be a housing complex designed expressly around an
individual's diagnosis or disability, as determined by the Secretary. In addition, we
propose that the settings must not have qualities of an institution, as determined by the
Secretary. Such qualities may include regimented meal and sleep times, limitations on
visitors, lack of privacy and other attributes that limit individual’s ability to engage freely

in the community.”*"

This proposed definition received substantial feedback, both positive and negative,
during the public comment process. As a result, CMS did not issue a final rule defining
HCBS for the 1915(c) waiver, as it had proposed to do. Instead, the agency chose to
revise its proposed definition of “community” (and solicit additional public comment)
within the regulations promulgating the 1915(i) Medicaid state plan option, as
established by the Patient Protection and Affordable Care Act (ACA). In so doing, the
agency indicated its intention to standardize the definition of community across 1915(i),
1915(k), and 1915(c) to ensure a uniform definition of community across every HCBS
funding authority within the Medicaid program. The revised definition of HCBS carried
some positive innovations, such as a requirement that states develop a quality
assurance system utilizing individual outcome measures to monitor provider compliance
with setting requirements and person-centered planning. However, there are also

elements of significant concern in CMS’ new proposed definition, such as an allowance
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for exceptions to the setting and characteristic requirements of HCBS settings on an
individual basis. While a flexibility-based approach may carry benefits, concerns exist as

to the greater possibility of abuse under this model.

Community First Choice Option

On April 26, 2012, HHS finalized the rule implementing the Community First Choice
(CFC) Option of the ACA.*? The CFC Option is a new state plan option under
Medicaid that will allow people to receive health services and support in their
communities more easily rather than in hospitals or institutional settings. The former
have been shown to be more cost-effective and increase the independence and
improve the quality of life of those in need of such services. Absent “setting”
requirements, final regulations effective July 6, 2012, define eligibility, specify services
that must be made available under the CFC Option, call for a self-directed model of
service provision, and confirm that states that opt for the CFC state plan option will
receive an additional 6 percent in Federal Medical Assistance Percentage for the

provision of those services and supports.*

On February 22, 2011, HHS announced $4.3 billion in new funds to help establish and
expand community-based alternatives to institutional long-term care through increased
funding for the MFP demonstration program and the CFC Option programs. Thirteen

new states plus 29 already approved states will together receive more than $45 million
in MFP grants under provisions of the ACA to start programs in their states, with a total
of $621 million committed through 2016. In addition, HHS proposed rules to allow all

states to access a total of $3.7 billion in increased federal funding to provide long-term

services and supports through the CFC Option program.**
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Recommendations

NCD recommends:

1.16 The Center for Medicare & Medicaid Services should further refine its

1.17

1.18

definition of Home- and Community-Based Service provision in
consultation with the disability community to differentiate HCBS more
clearly from congregate care models, utilizing a definition that excludes
gated communities, segregated farmsteads, clusters of group homes,
settings that restrict personal choice and control, and other settings with
the characteristics of an institution. CMS may wish to consider
developing distinct definitions of HCBS for senior citizens and nonseniors

with disabilities.

Congress should explore various mechanisms to further enhance the
Federal Medicaid Assistance Percentage (FMAP) available to Home and
Community Based Services and to reduce the FMAP for Institutional

Services.

Eligible states should adopt and implement the various mechanisms
within the Affordable Care Act supporting the expansion of HCBS,
including the Community First Choice State Option, the State Balancing
Incentive Program and the reauthorized Money Follows the Person

Demonstration Grants.
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Healthy Living

Health Care Disparities

When NCD released its 2009 health care status report on people with disabilities,*
defining disability as a demographic characteristic was still a fairly radical concept, given
that disability—particularly within the health care field—has traditionally been
considered a medical diagnosis, rather than a demographic identifier. Through
extensive community engagement and review of available national disability data, NCD
found that vast disparities exist between people with and without disabilities in access to

health care. The overall findings have seen little change since NCD’s 2009 report.

People with disabilities tend to be in poorer health and to use health care at a
significantly higher rate than people who do not have disabilities. They also experience
a higher prevalence of secondary conditions and use preventive services at lower rates.
People with disabilities experience more problems accessing health care than other
groups, and these difficulties increase for people with the most significant disabilities
and who are in the poorest health. The lack of access to health care has been
associated with increased risk for secondary conditions for people with significant
disabilities.*® Despite these persistent and long-standing problems, people with
disabilities are still not included within the federal government’s definition of “medically

underserved population.”

Since the passage of the ACA in 2010, HHS and other federal agencies and groups
have shown support for the view that disability is a demographic identifier and have
begun to address unique health disparities among people with disabilities. For example,
the 2011 Health Brain Trust, an annual conference sponsored by the Congressional
Black Caucus, included disability as a diversity factor in its sessions about racial, ethnic,
and gender health disparities.*” During that conference, HHS introduced newly formed
teams of internal division and office leaders responsible for addressing health

disparities, including those of people with disabilities. NCD has taken note of these
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efforts and is heartened by these developments. Replication and further development of
these and similar federal efforts are critical in addressing health care disparities,
particularly with regard to the inclusion of people with disabilities in health care data

collection and disaggregation used to inform public policy making.

Insuring People with Preexisting Conditions

A number of the provisions of ACA give people with disabilities great hope for improved
access to health care and health insurance. One ACA provision most heralded within
the disability community has been the prohibition of coverage or eligibility denial on the
basis of preexisting medical conditions or health status. This provision went into effect
September 23, 2010, for children and goes into effect on January 1, 2014, for adults. In
a congressional memorandum released shortly after the passage of ACA, a House
Energy and Commerce Committee investigation found that the four largest for-profit
health insurance companies issued more than 600,000 denials of individual health
insurance coverage due to preexisting conditions during the three years directly
preceding the ACA’s passage and that the number of denials had increased significantly
each of those years, despite a far more modest increase in enrollment applications.*®

These findings underscore the need for this particular ACA provision.

Following passage of the ACA in 2010, 26 states brought a multi-state lawsuit against
the Federal Government, challenging the constitutionality of the requirement that those
who do not have health insurance must purchase it or incur a fine; and the law’s
expansion of the Medicaid program, which was taken up by the Supreme Court. Several
disability and aging groups filed an amicus brief with the Supreme Court in support of
the ACA and specifically the ban on the denial of coverage for preexisting conditions.*°
In one brief, amici warn that without the ability to obtain insurance, individuals with
disabilities are at serious financial and medical risk, and that barriers to access to health
insurance cause postponements in timely diagnosis and treatment until both are more
expensive and less effective.®® On June 28, 2012, in a 5-4 decision, the U.S. Supreme

Court upheld ACA. In its ruling, the Supreme Court found that the requirement that
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individuals must have health insurance or pay a fine was constitutional under
Congress’s taxing authority. While also finding constitutional the expansion of the
Medicaid program, the Court limited the enforcement of those provisions by ruling that
the Federal Government may not remove existing funding from states that do not
Medicaid expand eligibility. As a result, some states may elect to not expand Medicaid,

although federal funding incentives still exist to do so.

Disability Research®’

A growing body of evidence shows the need for patient-centered research in efforts to
assess the relationship between particular interventions, treatments, and other forms of
health care and the quality of life of those receiving them. In addition to questions of
quality, efforts by the Federal Government, health professionals, and others to address,
reduce, and/or contain public health costs must ensure that people with disabilities are

included in planning and implementation.

To accomplish this, federal research funders should serve as a model for private funders by
highlighting various mechanisms to involve people with disabilities throughout the research
process. Involving people with disabilities in the grant review process constitutes a significant
opportunity to enhance the disability community’s role in assessing which scientifically valid
research priorities have the greatest impact on the lived experiences of people with
disabilities and their family members. Furthermore, the use of Community-Based
Participatory Research/Participatory Action Research models—where the population being
studied is involved as a full partner at each stage of the research process—poses significant

opportunities for ensuring greater community relevance and reliability of research findings.

Historically, NCD has called for research that disaggregates data and compares
information on people with disabilities with information on their peers without disabilities.
Similar principles can be applied to traditional vs. nontraditional treatment options. A
positive step forward in the health care arena is that the U.S. Food and Drug

Administration and the Institute of Medicine at HHS highlight the importance of valid and
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reliable measurement of patient-reported outcomes in the evaluation of conventional
and alternative medical products.®? Similar efforts to measure effectiveness and quality
of various health care treatments should be undertaken in consultation and

collaboration with the disability community.

Medicaid Managed Care

This year, NCD undertook efforts to respond to the growing shift away from fee-for-
service and toward managed care payment mechanisms within the Medicaid program.
NCD'’s efforts focused on articulating implications of managed care arrangements in
publicly financed service systems for people with disabilities and on providing guiding

principles for enrolling people with disabilities in managed care plans.

Managed care has historically been used primarily in the context of acute care services
for adults without disabilities. The economic recession and new demonstration authority
within the ACA for integrating services for the dual-eligible population has led more states
to move to adopt managed care models for people with disabilities, in the context of both
LTSS and acute care. A number of states have successfully used managed care models
for their Medicaid systems, including LTSS. However, additional capacity must be built to

ensure that the needs of people with disabilities are met in managed care frameworks.

For example, the issue of quality measurement—critical to successful managed care
contracts—requires elaboration to ensure that indicators adopted to assess health care
quality do not overly medicalize LTSS for people with disabilities. The National Quality
Forum is the nonprofit entity with lead responsibility for determining the measures that
should be recognized as national standards. Among the more than 1,500 measures
approved to date, only a handful are connected to LTSS as opposed to traditional acute
care—and those primarily relate to behavioral health and early childhood

t.53 NCD believes that CMS must undertake efforts to ensure that states

developmen
shifting to managed care models adopt safeguards to ensure that people with

disabilities are not adversely affected.
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Recommendations

NCD recommends:

1.19

1.20

1.21

1.22

The U.S. Department of Health and Human Services should ensure the
inclusion of people with disabilities within the definition of “medically
underserved populations,” as well as within other relevant categories
relating to the acknowledgment of disparities in access to health care and
equal access to research funding and related benefits aimed at

decreasing health disparities.

Prior to approving a state application to implement a managed care
program, the Center for Medicare & Medicaid Services must conduct a
state readiness assessment to determine whether the submitting state
has in place the resources and capacity necessary to effectively
administer and oversee the proposed managed care program, and to
hold managed care entities accountable for their performance. The
readiness assessment must include a review of the state’s plan and
operational capacity, as well as the requirements set out in the contracts

between the state and the managed care entities.

CMS should require states to commission an independent evaluation of
their managed care programs and make the submission of the findings
and conclusions growing out of this evaluation a condition of a state’s

renewal request.

While federal statutes and regulations have established expectations for
ongoing quality assessment and performance improvement programs in
managed care settings, the tools most commonly used for monitoring

quality in Medicaid managed care are primarily focused on acute care and
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1.23

are not relevant to the provision of long-term services and supports for
people with disabilities. CMS must establish a process for ensuring that
measurement tools that are normed on the various sub-populations
enrolled in managed care programs encompassing LTSS can be
employed by states to monitor performance. For example, for the
intellectual/developmental disability population, National Core Indicators is
a nationally recognized tool for monitoring quality of LTSS. Performance
indicators should address key domains such as individual outcomes
(employment, access to and participation in community life, contact with
friends and family), participant rights, and family outcomes. CMS must
ensure that an accessible, disability-competent quality assessment and
performance improvement process is applied to both Medicaid-only
managed care arrangements and managed care arrangements relating to
the dual-eligible demonstration projects authorized under the Affordable
Care Act. HHS should ensure that its research funding agenda does not
curtail or exclude investigations that gather data on the impact of
nontraditional treatment measured against traditional treatments. Choices
among various evidence-based treatments must remain available for all

people with physical and/or mental health care needs.

HHS, placing particular emphasis on the National Institutes of Health,
Agency for Healthcare Research and Quality, and Health Resources and
Services Administration, should work to ensure that its disability research
agenda is aligned with the priorities of the disability community and
meaningfully includes people with disabilities and the organized disability
community at every step, from priority setting and grant review to study
design, data collection, and interpretation of findings. The use of
Community-Based Participatory Research/Participatory Action Research
models and the inclusion of people with disabilities in the grant review

process should both be prioritized toward these ends.
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Military Health Care

Active service members, their family members with and without disabilities, returning
veterans, and veterans of former wars all need reliable and effective health care.
Difficulties with navigating systems, obtaining timely referrals, and encountering
shortages of providers, particularly in the area of mental health, can dramatically affect

those in need of services and supports.

Active Duty Care for Exceptional Family Members (EFM)

For its 2011 report, United States Marine Corps Exceptional Family Members: How to
Improve Access to Health Care, Special Education, and Long-Term Supports and
Services for Family Members with Disabilities, NCD collected stories of the experiences
of the United States Marine Corps community through focus groups and interviews with
caretakers, family members with disabilities, and service providers at three large bases
where many EFM families are assigned: Marine Corps Base Quantico, Camp Lejeune,
and Camp Pendleton.** Active service members, their families, and service providers

told NCD of numerous barriers to meeting health care needs.

Specifically, EFM participants reported encountering (1) inconsistent processes across
military locations for obtaining information about health services, (2) a lack of quality
health care specialists, and (3) difficulty obtaining timely referrals and appointments
near military installations. Family members with disabilities often go untreated when
they are denied access to or are unaware of available help. EFM children often face

shortages of pediatric and mental health specialists.*®

Veterans’ Mental Health Needs

“The statistics are sobering—18 veterans commit suicide each day with
almost a third receiving care from the Department of Veterans Affairs (VA)

at the time of their death.... Each month, there are 950 veterans being
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treated by VA who attempt suicide. What’s more, data from the U.S.

Department of Defense indicate service members took their lives at an

approximate rate of one every 36 hours from 2005 to 2010.”
—Chairwoman Ann Marie Buerkle, Veterans Committee,

Subcommittee on Health, U.S. House of Representatives®

Five years have passed since the U.S. Department of Defense (DoD) sent a Mental
Health Task Force Report to Congress in 2007. The task force based its work on the
vision of transforming military mental health care through four goals: creating a culture
of support for psychological health; a full continuum of excellent care; sufficient and
appropriate resources; and visible and empowered leaders.®” In announcing its
subsequent corrective action plan, DoD stated, “The department is working to provide a
comprehensive integrated system of excellence in prevention and care, to meet the
needs of individual service members and their families throughout the military lifecycle.
We have a strong partnership with the U.S. Department of Veterans Affairs (VA) and the
Department of Health and Human Services (HHS) to build a safety net of care for our
military families.”*® However, despite plans and efforts, the accounts of unmet mental

health needs and often devastating outcomes for veterans with disabilities continue.

While waiting for systems change, litigation can be a viable path by which a number of
veterans receive the mental health service benefits they require. For example, while
fulfilling his U.S. Army role in Iraq, a single father of two was in multiple firefights, and
his vehicle was struck by improvised explosive devices. He was told that he could no
longer serve in the military owing to his post-traumatic stress disorder (PTSD) and was
separated from the military with a low disability rating that denied him TRICARE
benefits. In an historic class action settlement announced in July 2011, he and his

children were restored their veterans’ health benefits.>®

Congress has also focused much attention on the mental health care of thousands of
U.S. veterans and their families through a variety of hearings over the past year.®
These hearings, held in the Senate, in the House, and jointly, have highlighted several

key problems that continue to plague the system, including long wait times for critical
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services and significant mental health staffing shortages.®’ University researchers
reported three years ago that a many veterans with service-connected disabilities live in
rural communities;62 veterans in underserved areas need professionals and facilities for
physical and mental health care. The Rural Assistance Center reports that the primary
barrier facing this rural veterans’ population is the geographic distance from the nearest
VA health facility.®® In some areas, vacancies for mental health care practitioners

serving veterans have been as high as 23 percent.®

In April 2012, the VA announced that roughly 1,600 mental health clinicians—nurses,
psychiatrists, psychologists, and social workers, as well as nearly 300 support staff--
would be added to the VA’s existing mental health workforce.®® NCD acknowledges
reports of VA actions to begin this hiring, with completion targeted for the end of 2012,
and a promise to continue assessing staff needs.®® Also in April 2012,, the VA
announced it had also expanded its mental health services to include marriage and
family therapists as well as licensed professional mental health counselors.®” That same
month, Joining Forces,68 in coordination with the VA and DoD, announced a
commitment from 150 nursing organizations and 500 nursing schools to further educate
more than 3 million nurses on the unique health care needs of service members,
veterans, and their families, with a specific focus on PTSD, traumatic brain injury,

depression, and other combat-related concerns.®®

Life Transition Challenges

Some service members transitioning to civilian status develop health care needs that
affect daily living for them as well as their families, particularly when unmet physical and
mental health needs surface. In March 2012, the House Veterans’ Affairs Committee’s
Subcommittee on Disability Assistance and Memorial Affairs held a hearing to examine
the implementation of the new Integrated Disability Evaluation System (IDES) by DoD
and the VA. IDES was designed to aid wounded warriors and their families in the
transition from active duty to veteran status when, as a result of physical or mental

injuries, a service member’s duty status is at issue. Testimony at the hearing outlined
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ongoing problems with lengthy delays and difficulty navigating the system. IDES pilot

programs significantly decreased the 500-day process time of the system it was

designed to replace, but once IDES expanded to more locations, its process time

lengthened to 500 days as well.”®

Recommendations

NCD recommends:

1.24

1.25

1.26

The Department of Defense and the Veterans Administration should
develop and carry out a plan to ensure continuous availability of physical
and mental health services for all active service members and veterans.
The plan must ensure that people with post-traumatic stress disorder and
traumatic brain injury, which may manifest after leaving the military, have
ongoing access to mental health services both before and after their

military separation.

DoD and the VA should identify and build upon lessons learned from the
model of training veterans to become vocational rehabilitation
counselors, and determine effective ways to apply the principles to

combat the staff shortages in mental health professionals.

Tricare should increase the accuracy and timeliness of information
accuracy and timeliness of information Exceptional Family Members
families receive from TRICARE by instructing case managers to assist
families in accessing services, assigning TRICARE case managers to a
larger proportion of the EFM population, and establishing multiple
communication mechanisms, including a dedicated TRICARE telephone
hotline (staffed 24/7) for EFM families, similar to the Medicare hotline.
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Emergency Management

In 2011, NCD participated in two events that focused on the importance of effective
communication with people with disabilities before, during, and after an emergency.
First, NCD collaborated with the Federal Emergency Management Agency (FEMA)
Office of Disability Integration and Coordination on an inclusive emergency
preparedness conference titled “Getting Real Il,” in September 2011. This conference
highlighted promising practices in inclusive emergency management. To increase
participation in the conference and dissemination of the information, the conference was
webcast via a live stream online.”" In addition to the conference’s 400 attendees (who
came from 37 states and Guam), 2,826 people viewed the webcast, with 80 percent
coming via direct traffic and 10 percent international traffic, primarily from Japan,

Canada, Germany, and the United Kingdom, as well as Africa.

Also in September 2011, NCD held an all-day meeting with FEMA’s Regional Disability
Integration Specialists (RDISs), at which the agencies discussed the current state of
emergency management as well as access for people with disabilities. Later, in
February 2012, NCD and FEMA'’s RDISs held a follow-up conference call to discuss
NCD’s anticipated effective communication report as well as potential for further

collaboration between the agencies.

The lack of enforcement of federal laws affecting people with disabilities is a significant
problem reflected in legal complaints filed. Although DOJ has not reported comparison
data, readers can access settlement agreements resolving complaint-based
investigations and compliance reviews online.”? For example, advocates filed a class
action complaint against New York City for inaccessible evacuation maps, lack of plain
language to clarify messages across levels of understanding, failure to provide sign

language interpreters, and other allegations.”

In addition to the aforementioned events, NCD obtained feedback from stakeholders

regarding the nationwide November 2011 Emergency Broadcast System test.”
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At the writing of this progress report, NCD was beginning a comprehensive report
intended to provide cross-disability perspectives and recommendations for
communication improvements within emergency management practices. NCD proposes
to collect information on the experiences of people with disabilities as they relate to
emergency-related communication; highlight best and promising practices; and
determine recommendations for how emergency communication accessibility for people
with disabilities can be improved. NCD is also looking at current disability laws and
regulations as they pertain to effective communication before, during, and after
emergencies; the enforcement of these laws and regulations; and whether further laws
and/or regulations should be pursued. NCD hopes the information in the report will
motivate and drive emergency planners to improve their ability to provide effective
communication for people with disabilities,” and their parents who also are living with
their own disabilities. NCD anticipates concluding work on this project some time in
2013.

Recommendations

NCD recommends:

1.27 The U.S. Department of Justice, in collaboration with the Federal
Communications Commission as appropriate, must increase the
enforcement of disability laws and regulations as they pertain to effective
communication before, during, and after emergencies for people with
disabilities. Specifically, state and local emergency management officials
must comply with their effective communication legal obligations. In
addition, television broadcasters must adhere to laws and regulations

regarding the accessibility of emergency information.
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Parenting Rights

There are approximately nine million parents with disabilities in the United States, and that
number is expected to grow in this century.”® Currently, many states’ child custody laws
permit a parent’s disability to be an acceptable reason to deny custody or visitation, even in
instances in which a parent with a disability has successfully parented for years prior to an
ended relationship or divorce. After repeatedly hearing of these concerns from NCD
stakeholders and receiving a thorough briefing of the topic at NCD’s regional “Living Forum”
in Portland, Oregon, in May 2011, NCD embarked on a policy project regarding parenting
rights of people with disabilities, which will culminate in a report later this year titled Rocking

the Cradle: Ensuring the Rights of Parents with Disabilities and Their Children.””

In undertaking this research project, NCD identified several areas on which to focus its

research and policy recommendations:

e Overcoming discriminatory presumptions—societal attitudes as well as policies,

practices, and procedures—that people with disabilities are “unfit” to be parents;

e Removing barriers to creating families for people with disabilities (reproductive
health care access, including access to adoption and assisted reproductive

technologies);

e Educating health professionals and the general public about challenges to

parents with disabilities and enforcement of Titles Il and Il of the ADA;

e Making available parenting guidance about children with disabilities similar to

data made available on other special populations;

e Ensuring that child welfare systems will recognize and assume their legal duty to

appropriately serve parents with disabilities and their families; and

e Providing funding for supports needed to serve parents with disabilities.

42



People with disabilities continue to experience significant barriers to creating a family
that their peers without disabilities do not encounter. For example, child welfare
agencies often do not provide parents with disabilities appropriate accommodations to
support child rearing. Family courts also make a priori assumptions about people with
disabilities being unable to raise children simply because of their various disabilities.

These assumptions often result in denial of child custody and other related rights.”®

In addition, federal agencies omit letters of findings and fact sheets on Web sites that
can serve as adoption guidance for parents with disabilities. For example, the Office for
Civil Rights at HHS provides letters of findings and agreements with state entities on the
legal protections for prospective parents of diverse races, colors, and national origins

t.79

seeking to adopt.’” However, it does not give similar guidance concerning the rights of

prospective adoptive parents with disabilities.

NCD'’s anticipated 2012 publication, Rocking the Cradle: Ensuring the Rights of Parents
with Disabilities, will seek to improve understanding and promote the rights of parents
with disabilities and their children. Rocking the Cradle will provide a comprehensive
review of the barriers and supports people with disabilities experience when exercising
their fundamental right to create and maintain families. The report will highlight the
systemic and pervasive discrimination against parents with disabilities. It will provide an
analysis of how federal disability law and policy applies to parents with disabilities within
the child welfare system and the family law system and the systems’ disparate
treatment of parents with disabilities and their children. The report will also review the
impediments prospective parents with disabilities encounter when adopting, both
domestically and internationally, and when attempting to access reproductive

technologies.
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Recommendations

NCD recommends:

1.28 The U.S. Department of Justice should issue guidance to family courts
on their legal obligations pursuant to the Americans with Disabilities Act.
Such guidance must address (1) the applicability of the ADA to custody
and visitation proceedings, (2) the courts’ duty to provide reasonable
accommodations to parents with disabilities, and (3) per se presumptions

of parental incompetence based on disability that violate the ADA.

1.29 The U.S. Department of Health and Human Services and DOJ should
gather annual data on parents with disabilities and their interaction with
child welfare and dependency court systems. Such data must include
(1) disability, (2) exact involvement, (3) services and reasonable

accommodations provided, and (4) outcome.

Transportation

“It is hereby declared to be the national policy that elderly and
handicapped persons have the same right as other persons to utilize mass
transportation facilities and services; that special efforts shall be made in
the planning and design of mass transportation facilities and services so
that the availability to elderly and handicapped persons of mass
transportation which they can effectively utilize will be assured; and that all
Federal programs offering assistance in the field of mass’ transportation
(including the programs under this Act) should contain provisions
implementing this policy.”

—Urban Mass Transportation Act of 1970)%°
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Billy Altom, executive director of the Association of Programs for Rural Independent
Living, cited the statutory language from the Urban Mass Transportation Act of 1970
when he testified at a Senate hearing on challenges and opportunities to accessible
transportation for people with disabilities. He said, “The above 1970 statutory language,
establishing national transportation policy, was written 20 years before the

1990 Americans with Disabilities Act (ADA). We need to use the 1970 Transportation

Act’s words as a challenge and a reminder of promises to keep.”®"

Indeed, transportation continues to be one of the most critical challenges for Americans
with disabilities. Whether to school, to the office, the gym, or the grocery store, “getting
there” is the necessary first step to participating in activities that positively influence
one’s quality of life. Still, for millions of Americans with disabilities, the question “How
will | get there?” remains unanswered. There is no doubt that transportation is one of
the most critical and cherished elements of modern independent living. Urgent attention

and progressive campaigns to increase integrated access are critical.

Ground Transportation

Ground transportation is essential for everyone to access jobs, recreation, shopping,
friends, and family. Consistently positive, accessible transportation experiences are
often indicative of coordination and collaboration among passengers, public and private
transportation providers, human service agencies, and a variety of funding sources.
However, too often, these elements are not coordinated, and resulting barriers to
access confound people’s efforts to find and maintain employment, social integration,

and full participation.

People with disabilities who move to cities may do so in part to take advantage of public
transit; those who live in suburban, rural, or remote areas without access to public
transportation options may face isolation. However, even for people with disabilities who
live in urban centers, subways, buses, paratransit, taxis, and limousine services often

require many improvements to be fully accessible.
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Subway construction and renovations are not routinely carried out with accessibility in
mind. The results are new or renovated stations that fail to include necessary elevator
access or do not extend access to the platform.®? Repeatedly, elevators in existing
subways are closed for safety or mechanical reasons. Gaps between platforms and the
trains may prevent passengers using wheelchairs from entering trains even if they make

it to the platform level.

Paratransit systems continue to be riddled with problems, including overall scarcity,
monumental delays, fare increases, driver failure to assist when needed, and service
eliminations due to budget cuts. The net result of many of these problems is at best
significant delays for some passengers whose busy schedules are regularly
compromised; and at worst, being left completely stranded and isolated due to

eliminated service.

Private urban transportation systems, including taxis and limousines, are equally
unworkable and continue to operate without cross-coordination. People with disabilities
who use service animals are routinely denied access altogether. While London taxis are
100 percent accessible, the New York City (NYC) fleet of more than 13,000 taxis has
fewer than 250 accessible cabs; and but for litigation, NYC’s proposed “green” taxi fleet

would reduce that number to zero.®

In September 2011, the U.S. Department of Transportation (DOT) issued a final rule on
transportation for people with disabilities at intercity, commuter, and high-speed
passenger rail station platforms, which became effective a month later.®* The rule
requires that full-length, level-entry boarding be available at new or altered commuter,
intercity, and high-speed station platforms where no tracks are shared with freight.®
However, where a station is shared with freight, the performance standards are more
flexible. If the station cannot provide full-length level-entry boarding, the rule permits
car-borne lifts, station-based lifts, or mini-high platforms once its plan for meeting the
performance standard is approved by the Federal Transit Administration or Federal Rail
Administration.®® The rule also removes the definition of a “common wheelchair” from

the regulation, as the original concept had come to be applied to exclude certain
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wheelchairs even if train cars and equipment could accommodate them.®’ Although the
disability community was overall quite pleased with the positive developments in the
final rule, many have voiced frustrations with the freight industry’s rejection of level-
boarding platforms, and with questions regarding DOJ’s level of jurisdiction in enforcing

the new provisions.
Public Rights-of-Way

On the 21% anniversary of the ADA, the Architectural and Transportation Barriers
Compliance Board issued proposed guidelines for accessible public rights-of-way and
held two hearings on the guidelines in October and December 2011, during the open
comment period.® The proposed guidelines address sidewalks, pedestrian signals and
crosswalks, and other pedestrian facilities so that their design, construction, or alteration
ensures that they are readily accessible to and usable by people with disabilities. The

comment period for the proposed guidelines closed in February 2012.

Air Travel

Intercity and international travel pose equal difficulties for passengers with disabilities.
The Air Carrier Access Act (ACAA) prohibits discrimination by domestic and foreign
airlines against passengers with disabilities and applies across the entire flying
experience, from reservations, boarding, and deplaning to the way mobility devices are
handled.® However, a lack of personnel training has contributed to ongoing
discriminatory experiences. In fact, the number of complaints filed with the Aviation
Consumer Protection (DOT) alleging discrimination against people with disabilities who
are using airlines has increased in the past two years.® Security checkpoints are often

at a loss for how to deal with passengers with disabilities.

In November 2011, NCD Chairman Jonathan Young presented at an ACAA 25"
anniversary event, held in collaboration with DOT and the Airline Transport Association.

Young cited evidence of progress shown through recent DOT initiatives that address
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issues of access for people with disabilities in U.S. airports to tickets, kiosks, and
foreign travel.®’ However, while acknowledging progress, Young told participants that
people with disabilities continued to be at the mercy and discretion of airlines, and that

more improvements were needed.

Despite progress made by DOT to address areas needing improvement, people with
disabilities continue to report frustrations with basic accommodations, access, staff
training, broken equipment, unequal treatment, disrespect, and overall negative
attitudes displayed by many airport employees.®? In addition, as seen in three DOT fines
imposed on airlines to date, many of these disability-based complaints are not properly

reported.®?

In 2011, NCD met with representatives of the Transportation Security Administration
(TSA\) to discuss concerns of air travelers with disabilities regarding security screenings.®*
As a result, TSA formed an Integrated Product Team to conduct an extensive review of
the sections of the Screening Checkpoint Standard Operating Procedures that apply to
people with disabilities and medical conditions. Additionally, the team is collaborating with
TSA'’s Office of Technical Training on a complete redesign of the training curriculum for
serving passengers with disabilities. NCD applauds TSA for launching the TSA Cares
hotline for airline passengers with disabilities and special medical needs. Passengers can

also now request a TSA official to answer airport screening questions.®®

Other Transportation Accessibility Challenges

The final transportation frontier for people with disabilities lies in America’s suburbs,
rural, and remote areas. People with disabilities who are forgotten time and again include
Alaska Natives and some members of tribal communities on pueblos, rancherias, and

reservations in need of viable road systems, as ground transportation, and air travel.

More than a decade has passed since a key NCD report emphasized that inaccessibility

of transportation is not limited to vehicular barriers. Examples include inaccessibility of
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print-only maps, timetables, signage, announced-only delay or detour information, and
fare and ticket machines.® The breadth of problems related to transportation and the
degree to which they affect the quality of life for Americans with disabilities will require

strong inquiry and modification.

Recommendations

NCD recommends:

1.30 Congress should conduct a hearing to examine the experiences of air
travelers with disabilities, industry best practices, and enforcement
activities by the U.S. Department of Transportation; and develop

corrective actions to make nondiscrimination in air travel a reality.

1.31 The Transportation Security Administration should enforce compliance
with its security screening policies and procedures to ensure the
accessibility of aviation security screenings for all people with disabilities,

including wheelchair users and people with invisible disabilities.

United Nations Convention on the Rights of Persons with Disabilities
(CRPD)

The CRPD was adopted as a response to the reality that while existing human rights
conventions offer considerable potential to protect the rights of people with disabilities,
this potential was not being realized. Around the globe, people with disabilities are still

denied basic human rights and kept on the margins of society.

The CRPD sets out legal obligations to promote and protect the rights of people with
disabilities. It was created, in part, to address an overlooked development challenge.

Approximately 10 percent of the world’s population is people with disabilities (more than
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650 million people), approximately 80 percent of whom live in developing countries.®” The
CRPD seeks to shift the focus away from the perception of people with disabilities as
“objects” of charity, medical treatment, and social protection toward recognizing them as
“subjects” with rights, who are capable of claiming those rights and making decisions about

their lives with informed consent as engaged, valuable, and active members of society.*®

As of April 2012, there have been 110 ratifications and 153 signatories to the CRPD. To
date, there have also been 63 ratifications of the Optional Protocol, including

90 signatories. The international disability community is embracing the new legal
framework in the CRPD. NCD continues to recommend that when the Senate receives
the ratification package, it expeditiously consents to ratify the CRPD. The CRPD
provides the United States with a tool to promote nondiscrimination a