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I. Introduction

A. Background and Purpose of the Article

Society has historically imposed attitudinal and institutional barriers that subject persons with disabilities to lives of unjust dependency, segregation, isolation, and exclusion. Attitudinal barriers are characterized by beliefs and sentiments held by nondisabled persons about persons with disabilities. Institutional barriers include policies, practices, and procedures adopted by entities such as employers, businesses, and public agencies.

Sometimes these attitudinal and institutional barriers are the result of deep-seated prejudice.
 At times, these barriers result from decisions to follow the “old paradigm” of considering people with disabilities as “defective” and in need of “fixing.”
 At other times, these barriers are the result of thoughtlessness, indifference, or lack of understanding.
 It is often difficult, if not impossible, to ascertain precisely why the barriers exist.

In response to challenges by persons with disabilities, their families, and other advocates, our nation’s policymakers have slowly begun to react over the past quarter of a century. They have begun to recognize the debilitating effects of these barriers on persons with disabilities and have rejected the “old paradigm.”

A “new paradigm” of disability has emerged that considers disability as a natural and normal part of the human experience. Rather than focusing on “fixing” the individual, the “new paradigm” focuses on taking effective and meaningful actions to “fix” or modify the natural, constructed, cultural, and social environment. In other words, the focus of the “new paradigm” is on eliminating the attitudinal and institutional barriers that preclude persons with disabilities from participating fully in society’s mainstream.

Aspects of the “new paradigm” were included in public policies enacted in the early 1970s.
 Between the 1970s and 1990, lawmakers further defined and society further accepted the “new paradigm.”
 In 1990, the “new paradigm” was explicitly articulated in the landmark American with Disabilities Act (ADA)
 and further refined in subsequent legislation.

Many people have documented the historical mistreatment of persons with disabilities. Others have described and analyzed the ADA as a civil rights statute that prohibits discrimination in the areas of employment, public services, public accommodations, and telecommunications. Few people have stepped back to consider the fundamental beliefs and core policies that were reflected in the 1970s legislation, explicitly articulated in the ADA, and further refined in subsequent legislation. Taken as a whole, these efforts have critical implications regarding the design, implementation, and evaluation of programs and policies that affect persons with disabilities.

The purpose of this Article is to provide an Emerging Disability Policy Framework consistent with the “new paradigm” that can be used as a lens or guidepost
 to design, implement, and evaluate generic,
 as well as disability-specific, public policies and programs to ensure meaningful inclusion of people with disabilities in mainstream society.

To this end, this Article is targeted to the needs of several audiences. This Article offers a guidepost for designing, implementing, and assessing generic, as well as disability-related programs and policies for federal, state and local policymakers, as well as for persons with disabilities, their families, and their advocates. For researchers, this Article provides a benchmark for studying the extent to which generic and disability-specific policies and programs reflect the “new paradigm” and achieve its goals. For service providers, this Article provides a lens for designing, implementing, and evaluating the delivery of services to persons with disabilities. Finally, for college and university professors teaching courses that include disability policy, this Article provides a framework for policy analysis.

B. Research Approach and Activities

The research methodology applied in developing the Emerging Disability Policy Framework involved a comprehensive review and analysis of authoritative materials on disability policy, including statutes, regulations, and legislative and regulatory histories. The purpose was to discern the fundamental values, principles, and policies inherent in these laws and the extent to which they are consistent with the fundamental goals of disability policy.

In order to validate the Emerging Disability Policy Framework, analyses and interpretations were subject to peer review by key stakeholders in the outcomes of disability policy. These stakeholders included policy makers at the federal, state, and local levels; persons with disabilities, their families, and advocates; researchers; service providers; and other experts in disability policy.

C. Structure of the Article

This Article includes nine sections. This introduction is followed by a description of the types of laws affecting persons with disabilities. The next six sections of the Article describe the various components of the Emerging Disability Policy Framework:

· Rationale and Statement of Findings

· Precept and Overarching Goals

· Definitions of Disability

· Core Policies

· Methods of Administration

· Model Support Programs

The Article concludes with an audit—a checklist of questions that stakeholders can use to assess the extent to which generic, as well as disability-specific, programs or policies reflect the concepts of the Emerging Disability Policy Framework. Throughout the Article, references are made to specific laws. These references are not intended to be exhaustive; rather, they are intended to be illustrative of a particular point. The specific examples in this Article provide exemplary illustrations from various contexts, such as civil rights, education, employment and health care.

Specifically, Section II provides an overview of the types of laws affecting persons with disabilities, such as civil rights statutes, entitlement programs, formula and discretionary grants, regulatory statutes, and legislation allowing appropriation of funds. 

Section III provides examples of rationales, known as statements of findings, for selected policy initiatives. The rationale includes the historical treatment of persons with disabilities, the nature of the problem to be addressed, why the issue is important and why change is needed, and the role of various entities in designing, implementing, and evaluating the changes.

In Section IV, the Article articulates the precept that disability is an immutable characteristic and, like race and gender, is a natural and normal part of the human experience that in no way diminishes a person’s right to participate fully in all aspects of society. Section IV also lists the four overarching goals of disability policy articulated in the ADA—“equality of opportunity, full participation, independent living, and economic self-sufficiency.”

Section V provides several definitions of disability. For purposes of civil rights statutes, the various definitions are used to determine whether an individual is part of the protected class. Definitions for formula grant and entitlement programs are used to determine eligibility.

In Section VI, the Article describes the key concepts that further define and clarify the four overarching goals of disability policy described in Section IV. These key concepts are referred to as “core policies.”

Section VII describes the administrative and accountability provisions (such as monitoring enforcement, procedural safeguards, outcome measures, methods for financing programs, and training) that maximize the likelihood that the “core policies” of the Emerging Disability Policy Framework are implemented correctly. These provisions are referred to as “methods of administration.”

Section VIII explains the support programs (such as systems-change initiatives and research and technical assistance) included in the Emerging Disability Policy Framework, designed to ensure that initiatives conform to best practices.

As described previously, Section IX is the concluding audit—a checklist of questions that stakeholders can use to assess the extent that generic, as well as disability-specific, programs or policies reflect the components of the Emerging Disability Policy Framework: rationale and statement of findings, precept, goals, definitions and eligibility criteria, core policies, methods of administration, and support programs.

Appendix 1 sets out (in a narrative outline form) many of the key components of the Emerging Disability Policy Framework described in the paper. The first Appendix also reiterates general questions for analyzing the extent to which generic and disability-specific programs and policies reflect the Emerging Disability Policy Framework. Appendix 1 can be used as a lens or guidepost to design, implement, and evaluate generic, as well as disability-specific, public policies and programs to ensure meaningful inclusion of people with disabilities into mainstream society. Since the Appendix is designed for use as a free-standing document, it includes its own table of contents. Appendix 2 describes major disability-related legislation enacted between 1956 and 2000. Appendix 3 includes descriptions and references to web sites for federal disability-related legislation, regulations, and court cases. Appendix 4 includes a glossary of acronyms used throughout the paper.

II. Categories of Laws Affecting Individuals with Disabilities

Stakeholders who identify problems affecting persons with disabilities and who seek to ameliorate these problems through legislation must consider the most appropriate and politically expedient legislation available.

Current laws affecting people with disabilities can be arranged into the following five general categories:

· Civil rights statutes,

· Entitlement programs,

· Discretionary grant-in-aid programs,

· Regulatory statutes, and

· Miscellaneous provisions that include appropriations, tax legislation, and loans. 

For example, some laws, such as entitlement programs, guarantee eligible individuals a specified level of benefits. These laws require that the legislative body appropriate funds sufficient to meet the entitlement. Other laws, such as discretionary grant-in-aid programs, provide benefits only to the extent that the legislative body decides to exercise its discretion to appropriate funds to, in turn, pay for the benefits.

The type of law stakeholders pursue depends on their purposes and priorities. For example, persons with disabilities tend to favor legislation that entitles or guarantees them benefits regardless of legislative funding priorities. On the other hand, policymakers who are primarily concerned with budget issues tend to disfavor legislation that offers guarantees or entitlements and instead prefer grant programs that allow funding discretion.

Some laws cross over into more than one category. Some laws are both civil rights statutes and discretionary grant-in-aid programs. For example, under Part B of the Individuals with Disabilities Education Act (IDEA), children with disabilities are entitled to a free appropriate public education consistent with the Equal Protection Clause of the Fourteenth Amendment to the U.S. Constitution. It is thus a civil rights statute. In addition, Part B of IDEA is a grant-in-aid program providing financial assistance to states.

This section describes each of the five general categories of laws. In addition, the section provides examples of major disability-specific and generic laws for each category.

A. Civil Rights Statutes

The first category of laws includes federal civil rights statutes that prohibit covered entities (such as state or local governments, and businesses) from discriminating against individuals on the basis of or by reason of disability. These laws are permanent in nature because they do not expire on a certain date. Federal agencies play a key role with respect to the administration of these civil rights statutes, including policy development, complaint resolution, monitoring, and enforcement. Nothing in these federal civil statutes precludes a state or local community from adopting additional protections.

Examples of civil rights statutes include:

· The Americans with Disabilities Act (ADA), which prohibits discrimination on the basis of disability in employment, public services (including transportation), public accommodations and telecommunications.

· Section 504 of the Rehabilitation Act of 1973, which prohibits discrimination by recipients of federal aid, such as hospitals, universities, and public schools.

· The Fair Housing Act of 1968 as amended in 1988, which adds persons with disabilities to the groups that are protected from discrimination in multi-family housing and ensures that persons with disabilities may adapt their dwelling place to meet their needs.

· Part B IDEA, which guarantees all children with disabilities a free and appropriate public education, in accordance with the Equal Protection Clause of the Fourteenth Amendment to the U.S. Constitution.

B. Entitlement Programs

The second category of laws affecting people with disabilities involves “open and close ended” entitlement programs.

“Open-ended” entitlement programs guarantee eligible individuals a specified level of benefits. As more people become eligible for the program, costs automatically rise. These programs are often referred to as “mandatory spending” programs because Congress must appropriate sufficient funds to pay for the benefits. Examples include:

· Social Security Disability Insurance (SSDI) Program
Title II of the Social Security Act, which authorizes a program of federal disability insurance benefits for workers who have both contributed to the Social Security Trust Fund and become disabled (or blind) before retirement age. Spouses with disabilities and dependent children of fully insured workers are also eligible for benefits upon the retirement, disability, or death of the primary beneficiary. This program, which is commonly referred to as the Social Security Disability Insurance (SSDI) program, is administered by the Social Security Administration.

· Supplemental Security Income (SSI) Program

Title XVI of the Social Security Act, which establishes the Supplemental Security Income (SSI) program, a federally administered cash assistance program for individuals who are aged, blind, or disabled and meet a financial needs test (income and resource limitations).

· Medicare Program

Title XVIII of the Social Security Act, which establishes the Medicare program. Medicare provides health insurance benefits for elderly persons and certain persons with disabilities (e.g., workers with disabilities receiving SSDI benefits). Title XVIII is divided into three parts. Part A authorizes hospital insurance benefits; Part B provides for supplemental medical insurance benefits; and Part C contains miscellaneous provisions, including coverage for end-stage renal disease.

· Medicaid Program

Title XIX of the Social Security Act, which establishes the Medicaid program.
 Medicaid is the nation’s major public financing program for providing health and long-term coverage to low-income persons. Medicaid is a state-administered, means-tested entitlement program that is financed by the state and federal governments. Within federal guidelines, states set their own income and asset eligibility criteria for Medicaid. Federal assistance is provided to states for coverage of specific groups of people and benefits through federal matching payments based on the state’s per capita income.

Medicaid covers a broad range of services to meet the needs of beneficiaries. Federally mandated services include: inpatient and outpatient hospital; physician; midwife and certified nurse practitioner; laboratory and x-ray; nursing home and home health care; early and periodic screening, diagnosis and treatment (EPSDT) for children under age twenty-one; family planning and ambulatory services offered by rural health clinics; and federally qualified health centers.

States have the option of paying for additional services such as prescription drugs, personal assistance services, prosthetic devices, hearing aids, and intermediate care facilities for the mentally retarded.
 States also have the option of limiting the amount, duration, and scope of such services as long as adequate care is provided.

The Secretary of Health and Human Services is authorized to grant waivers to allow a state to, among other things, offer Medicaid-reimbursable home and community-based services and supports (other than room and board) to certain individuals who, in the absence of such services, would require institutional care. These waivers are authorized when the costs (in the aggregate) under the waiver do not exceed the cost of providing institutional care to the target population.

A “close-ended” entitlement program does not create an individual guarantee or entitlement to assistance; rather it provides a state or other entity with a fixed allotment of funds over a specified period of time. In other words, unlike under the mandatory spending programs, individuals receive benefits only to the extent that funds are available. Examples include:

· Vocational Rehabilitation Program

Title I of the Rehabilitation Act of 1973, which assists states in operating a comprehensive, coordinated, effective, efficient, and accountable program of vocational rehabilitation for persons with disabilities.
 At a minimum, states are entitled to last year’s appropriation plus an inflationary increase.

· Children’s Health Insurance Program

Title XXI of the Social Security Act, otherwise known as the State Children’s Health Insurance Program (CHIP), which guarantees $40 billion to states until 2007 to provide health insurance for low-income children who do not qualify for Medicaid, including children with disabilities.

C. Discretionary Grant-in-Aid Programs

Discretionary grant-in-aid programs comprise the third category of laws affecting people with disabilities. These programs provide supplementary federal financial assistance to support specified activities carried out by other entities, such as state and local public agencies and private agencies. Some discretionary grant programs are specifically targeted at meeting the needs of persons with disabilities; others are generic and are targeted at specified populations or purposes, which include, but are not limited to, meeting the needs of persons with disabilities.

There are two types of discretionary grant-in-aid programs: formula programs and competitive grant programs. Both types of grant programs are subject to annual appropriations by Congress. These programs are referred to as “discretionary” because Congress may appropriate whatever amount of funds it deems necessary or adequate.

1. Formula Grant Programs

Formula grant programs support ongoing activities of and foster systemic change by state or local government agencies or nonprofit organizations. A “formula” is expounded by the legislation and specifies the exact amount of funds each entity will receive.

Examples of formula grant programs to state and local agencies that are targeted specifically at meeting the needs of individuals with disabilities include:

· Public Education
Part B of IDEA, which provides financial assistance to state and local educational agencies to help those agencies meet their constitutional responsibilities to provide a free and appropriate public education to children with disabilities.

· Early Intervention
Part C of IDEA, which assists states in the implementation of a statewide, comprehensive, coordinated, multidisciplinary, interagency system of early intervention services for infants and toddlers with disabilities and their families.

· Employment Services
Part B of Title VI of the Rehabilitation Act of 1973, which assists states in developing collaborative programs with appropriate entities to provide supported employment services for individuals with the most significant disabilities. Such individuals require ongoing support services to enter or retain competitive employment.

· Independent Living Services
Part B of Title VII of the Rehabilitation Act of 1973, which assists states in providing, expanding, and improving the provision of independent living services.

· State Developmental Disabilities Councils
Part B of the Developmental Disabilities Assistance and Bill of Rights Act, which supports State Developmental Disabilities Councils in each state to assist individuals with developmental disabilities by promoting their independence, productivity, integration, and inclusion into the community.

Some formula grant programs allocate a specified amount to a state and then target funds to nonprofit organizations within each state, focusing exclusively on meeting the needs of persons with disabilities. Examples include:

· Statewide Networks for Centers for Independent Living
Part A of Title VII of the Rehabilitation Act of 1973, which provides financial assistance to develop and support statewide networks for centers for independent living.

· Protection and Advocacy Systems
Part C of the Developmental Disabilities Assistance and Bill of Rights Act, which supports protection and advocacy systems in each state to protect the legal and human rights of individuals with developmental disabilities.

Examples of generic formula grant programs that include specific references to or set-asides for individuals with disabilities include:

· Job Training
Title I (Workforce Investment Systems) of the Workforce Investment Act of 1998, which provides workforce investment activities—like job training—through state and local workforce investment systems, that increase employment and enhance the productivity and competitiveness of the United States.

· School Reform
School reform legislation (e.g., Goals 2000: Educate America Act), which encourages comprehensive state and local school reform based on high expectations and standards.

· Early Childhood Education
Early childhood education includes programs like Head Start, which provides comprehensive services to economically disadvantaged preschool children and their families.
 Recipients must ensure that at least ten percent of program participants are children with disabilities.

· Social Services

The Social Service block grant program (under Title XX of the Social Security Act), which enables participating states to, among other things, provide special services to persons with disabilities and reduce or prevent inappropriate institutional care.

· Maternal and Child Health

The Maternal and Child Health Services block grant (under Title V of the Social Security Act),
 which enables states to provide and promote family-centered, community-based coordinated care, particularly for children with special health care needs.

2. Competitive Grant Programs

A second category of discretionary grant-in-aid programs involves awards based on competition, rather than on a formula. Typically, a federal agency will announce the existence of a competition and publish requests for proposals. Applicants then submit proposals, which are often subject to peer review by experts in the field. Finally, the federal agency announces the grant awards.

Competitive grants allow entities to develop a better understanding of a problem, create new knowledge, or train persons to provide necessary services. In addition, the need for federal assistance can best be determined by considering specific information provided in grant applications. Examples include:

· Rehabilitation Research
Research, demonstration projects, and training and related activities with respect to individuals with disabilities, which is funded by the National Institute on Disability and Rehabilitation Research (NIDRR)
 and was established under Title II of the Rehabilitation Act of 1973.

· Assistive Technology
The Technology-Related Assistance for Individuals with Disabilities Act of 1988, which provides assistance to states in developing and implementing a consumer-responsive comprehensive statewide program of technology-related assistance for individuals with disabilities.

· University Affiliated Programs
Part D of the Developmental Disabilities Assistance and Bill of Rights Act, which provides grants to university-affiliated programs to promote independence, productivity, integration, and inclusion into the community of individuals with developmental disabilities through, among other things, interdisciplinary training and information dissemination.

· Medical Research
Medical research (e.g., gaining a better understanding of autism) is funded by the National Institute of Health, and is authorized under Title IV, Part A of the Public Health Services Act.

· ADA Technical Assistance

The ADA authorizes technical assistance to individuals with disabilities and covered entities. NIDRR funds ten Disability and Business Technical Assistance Centers to help entities comply with the ADA.

· Training of Educators
Subpart 2 of Part D of IDEA supports preservice and inservice training of general educators as well as special educators, related services personnel, and early intervention personnel.

· Training of Parents
Section 682 of IDEA supports parent training and information centers.

· Work Incentive Outreach Program
Section 1149 of the Social Security Act, added by the Ticket to Work and Work Incentives Improvement Act,
 directs the Commissioner of the Social Security Administration to establish a community-based work incentives planning and assistance program to disseminate accurate information regarding work incentives.

Sometimes, programs start on a small scale as competitive grant programs and are then amended to become formula grants when the appropriation increases. One example is the following:

Section 509 of the Rehabilitation Act of 1973, which provides assistance to support a system in each state to protect the legal and human rights of individuals with disabilities who need services and are ineligible for other similar programs. The program changed from a competitive to a formula grant when appropriations exceeded $5.5 million.

D. Regulatory Statutes

The fourth category of laws affecting people with disabilities includes regulatory legislation that provides minimum protections for a class of persons (including, but not limited to, persons with disabilities). Examples include:

· Voter Registration
The National Voter Registration Act of 1993 requires states to provide enhanced voter registration services at locations where driver’s licenses, public assistance, and state disability-related services are provided.

· Family Leave
The Family and Medical Leave Act, among other things, allows workers to take up to twelve weeks of unpaid leave to care for newborn children, newly adopted children, and family members with serious health conditions. It also permits workers to take the same leave to recover from their own serious health conditions.

· Telecommunications
Section 225 of the Telecommunications Act of 1996 requires that telecommunications equipment and services be accessible to persons with disabilities if readily available.

E. Miscellaneous Category of Laws, Including Appropriations, Tax Legislation, and Loans

The fifth category of laws affecting people with disabilities includes appropriations bills that provide the funding for various programs. These bills and the accompanying reports often direct various departments and agencies to spend discretionary funds in a specified fashion, including addressing the needs of persons with disabilities.

In addition, the tax code is sometimes used to enhance opportunities for individuals with disabilities directly, or to provide incentives for covered entities to comply with existing responsibilities. Examples include:

· The Disabled Access Tax Credit,
 which provides tax credits to small businesses for expenses incurred in becoming compliant with the Americans with Disabilities Act.

· The Targeted Jobs Credit,
 which provides tax credits for hiring new employees with disabilities who are referred by vocational rehabilitation and other specified agencies.

III. Statement of Findings and Rationale

Once stakeholders have determined the category of legislation that is most appropriate and politically expedient, they must carefully construct a rationale, known as a “Statement of Findings,” for the proposed legislation. A well-constructed Statement of Findings includes four major items:

1. A description of the historical treatment of persons with disabilities, 

2. A summary of the nature of the problem addressed by the proposed legislation, 

3. Guidance as to why the issue is important and why change is needed, and 

4. An explanation of the role of various entities in designing, implementing, and evaluating the legislation.  

A well-constructed Statement of Findings facilitates enactment of the legislation by convincing policymakers of its merits. Once the legislation is enacted, the rationale provides a clear statement to guide implementation of the law.

Examples of Statements of Findings from three statutes are described below.

The ADA (civil rights legislation) includes the following in the Statement of Findings:

1. some forty-three million Americans have one or more physical or mental disabilities, and this number is increasing as the population as a whole is growing older;

2. historically, society has tended to isolate and segregate individuals with disabilities, and, despite some improvements, such forms of discrimination against individuals with disabilities continue to be a serious and pervasive social problem;

3. discrimination against individuals with disabilities persists in such critical areas as employment, housing, public accommodations, education, transportation, communication, recreation, institutionalization, health services, voting, and access to public services;

4. unlike individuals who have experienced discrimination on the basis of race, color, sex, national origin, religion, or age, individuals who have experienced discrimination on the basis of disability have often had no legal recourse to redress such discrimination; 

5. individuals with disabilities continually encounter various forms of discrimination, including outright intentional exclusion, the discriminatory effects of architectural, transportation, and communication barriers, overprotective rules and policies, failure to make modifications to existing facilities and practices, exclusionary qualification standards and criteria, segregation, and relegation to lesser services, programs, activities, benefits, jobs, or other opportunities;

6. census data, national polls, and other studies have documented that people with disabilities, as a group, occupy an inferior status in our society, and are severely disadvantaged socially, vocationally, economically, and educationally;

7. individuals with disabilities are a discrete and insular minority who have been faced with restrictions and limitations, subjected to a history of purposeful unequal treatment, and relegated to a position of political powerlessness in our society, based on characteristics that are beyond the control of such individuals and resulting from stereotypic assumptions not truly indicative of the individual ability of such individuals to participate in and contribute to society; 

8. the Nation’s proper goals regarding individuals with disabilities are to assure equality of opportunity, full participation, independent living, and economic self-sufficiency for such individuals; and

9. the continuing existence of unfair and unnecessary discrimination and prejudice denies people with disabilities the opportunity to compete on an equal basis and to pursue those opportunities for which our free society is justifiably famous, and costs the United States billions of dollars in unnecessary expenses resulting from dependency and non-productivity.

In the employment context, when Congress enacted the Rehabilitation Act of 1973, it included, among other things, the following findings:

1. Congress finds that—

A. [W]ork 

i. is a valued activity, both for individuals and society; and 

ii. fulfills the need of an individual to be productive, promotes independence, enhances self-esteem, and allows for participation in the mainstream of life in America;

B. as a group, individuals with disabilities experience staggering levels of unemployment and poverty;

C. individuals with disabilities, including individuals with the most severe disabilities, have demonstrated their ability to achieve gainful employment in integrated settings if appropriate services and supports are provided; 

D. reasons for the significant number of individuals with disabilities not working, or working at a level not commensurate with their abilities and capabilities, include—

i.
discrimination;

ii.
lack of accessible and available transportation;

iii.
fear of losing health coverage under the medicare and medicaid programs . . . or fear of losing existing private health insurance; and

iv.
lack of education, training, and supports to meet job qualification standards necessary to enter or retain or advance in employment . . . .

In education, Congress included, among other things, the following findings in the IDEA:

2. Before the enactment of the Education for All Handicapped Children Act of 1975 (Public Law 940142)—

A. the special education needs of children with disabilities were not being fully met;

B. more than one-half of the children with disabilities in the United States did not receive appropriate educational services that would enable such children to have full equality of opportunity;

C. 1,000,000 of the children with disabilities in the United States were excluded entirely from the public school system and did not go through the educational process with their peers . . . .

    * * *

4. However, the implementation of [IDEA] has been impeded by low expectations, and an insufficient focus on applying replicable research on proven methods of teaching and learning for children with disabilities.

* * *

6. While States, local educational agencies, and educational service agencies are responsible for providing an education for all children with disabilities, it is in the national interest that the Federal government have a role in assisting state and local efforts to educate children with disabilities . . . and to ensure equal protection of the law.

7(A). The Federal government must be responsive to the growing needs of an increasingly more diverse society.

IV. Statement of Precept and Overarching Goals

In addition to the inclusion of a “Statement of Findings” section, most major disability-specific legislation enacted into law since 1975 includes a statement of precept and goals. As with the “Statement of Findings,” a well-constructed precept and statement of goals further facilitates enactment of the legislation by convincing policymakers of the merits of the legislation. Once the legislation is enacted, the precept and goals provide clear statements to guide implementation of the law. In addition, the precepts and goals provide guidance when there is uncertainty over legislative intent.

Sometimes, the statements of precept and goals are part of the “Statement of Findings” section; other times, they are included as a separate section, sometimes referred to as the “Purpose” section or “Statement of Policy.”

The precept of disability policy and examples of goal statements, which are included in disability-specific legislation, are set out below.

The precept of disability policy is the following:

[D]isability is a natural part of the human experience that in no way diminishes the right of individuals to—

A. live independently

B. enjoy self-determination

C. make choices

D. contribute to society

E. pursue meaningful careers and 

F. enjoy full inclusion and integration in the economic, political, social, cultural, and educational mainstream of American society . . . .

The ADA includes the following statement of policy articulating our Nation’s goals regarding people with disabilities: “[T]he Nation’s proper goals regarding individuals with disabilities are to assure equality of opportunity, full participation, independent living, and economic self-sufficiency for such individuals . . . .”

The Rehabilitation Act of 1973, as amended, includes important statements of policy that are applicable to all disability policy.
 These statements are consistent with the goals of disability policy articulated in the ADA.

1. The goals of the Nation properly include the goal of providing individual with disabilities with the tools necessary to—

make informed choices and decisions, and

achieve equality of opportunity, full inclusion and integration into society, employment, independent living and economic and social self-sufficiency for such individuals.

2. All programs must be carried out in a manner consistent with the principles of:

respect for individual dignity, personal responsibility, self-determination and pursuit of meaningful careers based on informed choice of individuals with disabilities;

the inclusion, integration and full participation of the individuals; 

support for the involvement of an individual’s representative such as a parent, a family member, a guardian, an advocate, or an authorized representative if an individual with a disability requests, desires or needs such support; and 

support for individual and systemic advocacy and community involvement.

The IDEA includes, among other things, the following statements of policy that focus both on the rights of children with disabilities and the rights of parents:

Over twenty years of research and experience has demonstrated that the education of children with disabilities can be made more effective by:

having high expectations for such children—and ensuring their access in the general curriculum to maximum extent possible;

strengthening the role of parents and ensuring that families of such children have meaningful opportunities to participate in the education of their children at school and at home.

The Developmental Assistance and Bill of Rights Act includes important statements of policy applicable to persons with developmental disabilities and their families that are consistent with the goals articulated in the ADA:

c. POLICY—It is the policy of the United States that all programs, projects, and activities receiving assistance under this Act shall be carried out in a manner consistent with the principles that—

1. individuals with developmental disabilities, including those with the most severe developmental disabilities, are capable of achieving independence, productivity, and integration and inclusion into the community, and often require the provision of services, supports and other assistance to achieve independence, productivity, and integration and inclusion;

2. individuals with developmental disabilities and their families have competencies, capabilities and personal goals that should be recognized, supported, and encouraged, and any assistance to such individuals should be provided in an individualized manner, consistent with the unique strengths, resources, priorities, concerns, abilities, and capabilities of such individuals;

3. individuals with developmental disabilities and their families are the primary decisionmakers regarding the services and supports such individuals and their families receive and play decisionmaking roles in policies and programs that affect the lives of such individuals and their families;

4. services, supports, and other assistance are provided in a manner that demonstrates respect for individual dignity, personal preferences, and cultural differences;

5. specific efforts must be made to ensure that individuals from racial and ethnic minority backgrounds enjoy effective and meaningful opportunities for full participation in the developmental disabilities service system;

6. recruitment efforts within developmental disabilities at the level of preservice training, community training, practice, administration and policymaking must focus on bringing larger numbers of racial and ethnic minorities into the field in order to provide appropriate skills, knowledge, role models, and sufficient manpower to address the growing needs of an increasingly diverse population;

7. with education and support, communities can be responsive to the needs of individuals with developmental disabilities and their families and are enriched by the full and active participation and the contributions by individuals with developmental disabilities and their families; and 

8. individuals with developmental disabilities should have access to opportunities and the necessary support to be included in community life, have interdependent relationships, live in homes and communities, and make contributions to their families, community, State, and Nation.

V. Definitions of Disability

In addition to constructing a Statement of Findings and the precept and overarching goals of the legislation, stakeholders must define who will be protected or will benefit from the proposed legislation.

All laws include definitions of key terms. The definition of disability is drafted to accomplish the purposes of the legislation. For this reason, the term “disability” may be defined differently in every piece of legislation. Civil rights statutes, for example, require a definition of disability to determine which individuals will be protected by the legislation. The definition of who is a person with a disability is also included in a formula grant and an entitlement program to determine which individuals are eligible for benefits or services.

Examples of definitions from civil rights statutes, entitlement programs, and discretionary grant-in-aid programs are listed below.

The definition of disability included in the ADA and section 504 of the Rehabilitation Act of 1973 (civil rights statutes) is sufficiently broad to reflect the three types of discrimination that people with disabilities face—discrimination based on one’s impairment, discrimination based on a history of having an impairment (even though the individual no longer has the impairment), and discrimination based on being regarded as having an impairment (even though the individual does not actually have that impairment).

Therefore, the definition of “disability” in the ADA includes three prongs to reflect these three types of discrimination. The ADA specifies that the term “disability” means, with respect to an individual, “a physical or mental impairment that substantially limits one or more of the major life activities of such individual; a record of such an impairment; or being regarded as having such an impairment.”
 The identical definition is applicable to section 504 of the Rehabilitation Act of 1973.

The ADA also includes definitions of the term “qualified individual with a disability.” For the purpose of Title I of the ADA (relating to employment), the term means “an individual with a disability who, with or without reasonable accommodation, can perform the essential functions of the employment position that such individual holds or desires.”
 For the purpose of Title II of the ADA (public services), the term means: 

[A]n individual with a disability who, with or without reasonable modifications to rules, policies, or practices, the removal of architectural, communication, or transportation barriers, or the provision of auxiliary aids and services meets the essential eligibility requirements for the receipt of services or the participation in programs or activities provided by a public entity.

The definition of disability for an adult in the SSI program (an entitlement program providing income support for low-income individuals with disabilities) is defined in the following manner:

3.A. An individual shall be considered to be disabled for purposes of this subchapter if he is unable to engage in any substantial gainful activity by reason of any medically determinable physical or mental impairment which can be expected to result in death or which has lasted for a continuous period of not less than twelve months (or, in the case of an individual under the age of 18, if he suffers from any medically determinable physical or mental impairment of comparable severity).

B. For purposes of subparagraph (A), an individual shall be determined to be under a disability only if his physical or mental impairment or impairments are of such severity that he is not only unable to do his previous work but cannot, considering his age, education, and work experience, engage in any other kind of substantial gainful work which exists in the national economy, regardless of whether such work exists in the immediate area in which he lives, or whether a specific job vacancy exists for him, or whether he would be hired if he applied for work. For purposes of the preceding sentence (with respect to any individual), “work which exists in the national economy” means work which exists in significant numbers either in the region where such individual lives or in several regions of the country.

C. For purposes of this paragraph, a physical or mental impairment is an impairment that results from anatomical, physiological, or psychological abnormalities which are demonstrable by medically acceptable clinical and laboratory diagnostic techniques.

The term “disability,” as it relates to children under the SSI program, is defined as follows:

C.i. An individual under the age 18 shall be considered disabled for the purposes of this title if that individual has a medically determinable physical or mental impairment, which results in marked and severe functional limitations, and which can be expected to result in death or which has lasted or can be expected to last for a continuous period of not less than 12 months.

ii. Notwithstanding clause (i), no individual under the age 18 who engages in substantial gainful activity (determined in accordance with regulations prescribed pursuant to subparagraph (E)) may be considered to be disabled.

The definition of “disability” included under Part B of the IDEA, under which a child is entitled to special education and related services necessary to address his or her unique needs, is limited to children:

A. In general. The term “child with a disability” means a child—

i. with mental retardation, hearing impairments (including deafness), speech or language impairments, visual impairments (including blindness), serious emotional disturbance (hereinafter referred to as ‘emotional disturbance’), orthopedic impairments, autism, traumatic brain injury, other health impairments, or specific learning disabilities; and 

ii. who, by reason thereof, needs special education and related services.

B. Child Aged 3 Through 9. The term ‘child with a disability’ for a child aged 3 through 9 may, at the discretion of the State and the local educational agency, include a child—

i. experiencing developmental delays, as defined by the State and as measured by appropriate diagnostic instruments and procedures, in one or more of the following areas: physical development, cognitive development, communication development, social or emotional development, or adaptive development; and 

ii. who, by reason thereof, needs special education and related services.

The definition included under Title I of the Rehabilitation Act of 1973 (the vocational rehabilitation program) is limited to an individual with a disability who:

[H]as a physical or mental impairment which for such individual constitutes or results in a substantial impediment to employment; and can benefit in terms of an employment outcome from vocational rehabilitation services provided pursuant to title I, III, or VI.

Under Title I of the Rehabilitation Act of 1973, an individual is eligible for services if the individual “is an individual with a disability . . . and requires vocational rehabilitation services to prepare for, enter, engage in, or retain gainful employment.”

The term “developmental disability,” under the Developmental Disabilities Assistance and Bill of Rights Act (supports Developmental Disabilities Councils, Protection and Advocacy Systems, and University Affiliated Programs), means the following:

The term “developmental disability” means a severe, chronic disability of an individual 5 years of age or older that—

A. is attributable to a mental or physical impairment or combination of mental and physical impairments;

B. is manifested before the individual attains age 22;

C. is likely to continue indefinitely;

D. results in substantial functional limitations in three or more of the following areas of major life activity—

i. self-care;

ii. receptive and expressive language;

iii. learning;

iv. mobility;

v. self-direction;

vi. capacity for independent living; and

vii. economic self-sufficiency; and 

E. reflects the individual’s need for a combination and sequence of special, interdisciplinary, or generic services, supports, or other assistance that is lifelong or extended duration and is individually planned and coordinated, except that such term, when applied to infants and young children means individuals from birth to age five, inclusive, who have substantial developmental delay or specific congenital or acquired conditions with a high probability of resulting in developmental disabilities if services are not provided.

VI. Core Policies

Once the rationale and goals for the proposed legislation are specified and definitions of disability have been established, it is critical for stakeholders to specify the core policies. These statements of core policies are vital because they describe the scope and limitations of the protections. In addition, the core policies describe the nature and type of benefits as well as the circumstances under which benefits and services will be provided.

The numerous core policies can best be understood when they are organized under the four goals of disability policy articulated in the ADA—equality of opportunity, full participation (empowerment), independent living, and economic self-sufficiency.

Examples of core policies from various categories of legislation affecting people with disabilities are provided below.

A. Equality of Opportunity

The first goal of disability policy articulated in the ADA is equality of opportunity. For purposes of this paper, the goal is accomplished through the following four broad categories of policies:

· Individualization and Interdisciplinary Assessments,

· Genuine, Effective, and Meaningful Opportunity: 

Accommodations, Auxiliary Aids and Services, and Program Accessibility,

· Genuine, Effective, and Meaningful Treatment: Modifications of Policies and Procedures, and 

· Treatment in the Most Integrated Setting Appropriate.

1. Individualization and Interdisciplinary Assessments

A fundamental concept in disability policy is the importance of focusing on the individual and the individual’s unique needs. Decisions must be based on the unique strengths, resources, priorities, concerns, abilities, and capabilities of each person with a disability, including individuals with the most significant disabilities. It is essential that decisions be based on facts relevant to the individual and objective evidence, not on generalizations about all people with disabilities or all people with a particular disability. Decisions cannot be based on fear, stereotypes, or generalizations. Thus, individualized, fact-specific, case-by-case inquiry is a core principle of disability policy. 

Similarly, if an individual with a disability and a nondisabled person both require and are eligible for a service, such as child care, the person with a disability should not be denied the services simply because he or she has a disability. People with disabilities must be judged on the basis of objective criteria and facts, not fear, ignorance, prejudice, or stereotypes. In other words, agencies must use definitions and eligibility criteria that result in even-handed treatment between a person with a particular disability and other similarly situated individuals, including nondisabled persons and persons with other disabilities.

Generic programs (such as job training, welfare, child care, Head Start) must provide universal access, and thereby serve qualified individuals with disabilities instead of simply referring all people with disabilities to disability-specific programs.

Accurate fact-specific, case-by-case inquiries often require individualized assessments and evaluations. In turn, these assessments and evaluations often require interdisciplinary approaches performed on a timely basis by teams of qualified individuals. To ensure the effectiveness and reliability of these assessments, they must be conducted across multiple environments, including “real” settings where the individual functions, as well as clinical settings. In making these fact-specific decisions, it is necessary to use information provided by the individual with a disability and the person’s family or representative.

Once the stakeholders identify and agree to the goals, objectives, services, and accountability measures, this agreement is memorialized in an individualized plan.

In the civil rights context, under section 202 of the ADA and section 504 of the Rehabilitation Act of 1973, the concept of individualization means that “no qualified individual with a disability shall, by reason of such disability, be excluded from participation in or denied the benefits of the services, programs, or activities of a public entity, or be subjected to discrimination by any such entity.”
 In addition, the ADA regulation
 and the section 504 coordination regulation
 specify that a public entity, in providing any aid, benefit, or service, may not, on the basis of disability:

deny a qualified individual with a disability the opportunity to participate in or benefit from the aid, benefit, or service; unequally treat a qualified individual with a disability in participating in or benefiting from the aid, benefit, or service; otherwise limit a qualified individual with a disability in the enjoyment of any right, privilege, advantage or opportunity enjoyed by others receiving the aid, benefit, or service.

In the employment context, Title I of the Rehabilitation Act of 1973 requires an individualized plan for employment.
 These plans are jointly agreed to and signed by eligible individuals with disabilities (or their representatives in appropriate situations) and vocational rehabilitation counselors. These plans are based on assessments performed by qualified personnel and existing data, including data provided by the individual with a disability.

In the educational context, under the IDEA, making individualized determinations includes providing special education and related services to a child with a disability in accordance with an individualized education program developed by a team of persons, including the parents of the child and, where appropriate, the child.
 These decisions are based on comprehensive individualized evaluations completed by interdisciplinary teams performed in multiple environments.
 The evaluation is conducted to determine whether the individual has a disability and is in need of special education and related services, as well as to pinpoint the types of services needed.

In the health care context, under the Early and Periodic Screening, Diagnosis, and Treatment Program (EPSDT),
 states must adopt a comprehensive process through which individual children are screened for health deficiencies and, where appropriate, further diagnosed, and treated (to the extent medically necessary services are required to treat the condition). Screening services include, among other things, a comprehensive health and developmental history (including assessment of both physical and mental health development and a comprehensive, unclothed, physical exam).

Another key concept in disability policy is to serve all individuals with disabilities, including individuals with the most significant disabilities, and to give priority to those persons when funds are limited. 

Historically, public and private entities excluded persons with the most significant disabilities from receiving services made available to nondisabled persons and persons with moderate disabilities. A prime example was many states’ exclusion of children with significant disabilities from public education. For instance, the State of Maine actually had a policy that authorized the local school superintendent of schools to exclude “any child whose physical or mental condition make it inexpedient for him to attend.”

In 1975, the IDEA was enacted, including a “zero reject” policy under which all children with disabilities, including those with the most significant disabilities, are entitled to a free and appropriate public education.
 Congress adopted this policy to conform to the Equal Protection Clause of the Fourteenth Amendment to the U.S. Constitution, under which all children with disabilities should enjoy the same right to receive a free public education as all nondisabled children. For children with the most significant disabilities, public “education” is defined broadly to include care, treatment, living facilities, and rehabilitation.

The vocational rehabilitation program presumes that all persons with disabilities, including those with the most significant disabilities, can benefit from vocational rehabilitation services in terms of an employment outcome. To deny services to a person with a disability, a state agency must demonstrate by clear and convincing evidence (the highest standard of proof used in civil actions) that an individual is incapable of benefiting from vocational rehabilitation services.
 When a state is unable to serve all eligible individuals, it must adopt an “order of selection” under which it first serves those individuals with the most significant disabilities.

Entitlement programs, such as the SSI program (income support for low-income individuals with disabilities),
 have always targeted individuals with the most significant disabilities as intended beneficiaries. 

2. Genuine, Effective, and Meaningful Opportunity: Accommodations, Auxiliary Aids and Services, and Program Accessibility

Eliminating gross exclusions and denials of the same treatment to all 

individuals is insufficient to assure genuine, effective, and meaningful opportunity for certain individuals with disabilities. For some individuals with disabilities, adjustments to regular programs, separate or different treatment, or the provision of support services may be necessary in order to ensure that an opportunity is genuine, effective, and meaningful for those individuals. It may be necessary to provide services based on the unique needs of the individual rather than on the basis of the needs of the “average” person. For example, it may be the “same” opportunity to provide verbal directions to a person who is deaf and to a nondisabled person. The opportunity, however, is not genuine, effective, and meaningful unless there is an accommodation to ensure that the person who is deaf receives the communication (e.g., is provided with a qualified sign language interpreter).

In the civil rights context, the ADA regulation
 and the section 504 coordination regulation
 generally set forth the concept of effective and meaningful opportunity. A covered entity may not, on the basis of disability, provide a qualified individual with a disability with a benefit or service that is not as effective as that provided to others. When action is necessary to provide qualified individuals with disabilities with benefits or services that are as effective as those provided to others, it is acceptable to provide different or separate treatment.

Specific applications of the “effective and meaningful” standard are also included in the ADA and section 504 coordination regulations:

A reasonable accommodation must be provided to employees in order to remove workplace barriers unless it would result in an undue hardship to the employer.

Programs in existing facilities must be accessible and new buildings must be readily accessible to and usable by individuals with disabilities.

Appropriate auxiliary aids and services must be provided by covered entities, including communication accessibility and the provision of materials in accessible formats.

In addition, an entity cannot place a surcharge on a particular individual with a disability or any group of individuals with disabilities to cover the cost of measures, such as the provision of reasonable accommodations, auxiliary aids, and services.
 Furthermore, the regulations include a provision that an individual with a disability is not required to accept an accommodation, aid, service, opportunity, or benefit provided under the ADA.

In the education context, the concept of “effective and meaningful opportunity” is reflected in the IDEA as the right of every child with a disability, regardless of the nature or severity of the disability, to receive a free and appropriate public education (FAPE).
 This right includes, among other things, the right to be taught by educators who have the skills and knowledge necessary to meet the needs of children with disabilities and the adoption by local school districts of promising practices, materials, and technology to aid children with disabilities.

In the employment context, to ensure “effective and meaningful opportunity” to benefit from vocational rehabilitation, Title I of the Rehabilitation Act of 1973 describes a broad range of vocational rehabilitation services that a program must provide for an individual with a disability. Examples of services include rehabilitation technology services, interpreter services, and on the job or other related personal assistance services provided while an individual with a disability is receiving vocational rehabilitation.

In the health care context, the EPSDT program specifies that a state must guarantee that eligible children receive all medically necessary services required to treat a medical condition.
 The state may satisfy this obligation directly or through contract or other arrangements with service providers.

3. Genuine, Effective, and Meaningful Treatment: Modifications of Policies and Procedures

Public policy in legislation establishes specific rules and procedures of general application to individuals meeting specified criteria. What happens, however, when the rule itself or the application of a rule has the purpose or effect of denying an individual with a disability genuine, effective, and meaningful opportunity to benefit from the program, service, or activity on the basis of the individual’s disability?

An important tenet of disability policy is that rules of general applicability must be modified to take into consideration the unique needs of individuals with disabilities (rather than be based on needs of the “average” person) unless the modification would fundamentally alter the nature of the service, program, or activity. To apply this tenet, it is critical to look behind a rule of general applicability to ascertain its purposes and policy objectives. It is necessary to determine whether a reasonable modification to the rule will enable the individual with a disability to satisfy the underlying purposes, functions, and policy objectives of the rule. It may also include adopting separate or different rules when necessary to ensure genuine, effective, and meaningful opportunity. In other words, it is critical that there be a level playing field for both individuals with disabilities and nondisabled individuals.

In the civil rights context, the ADA regulation
 and the section 504 coordination regulation
 specify that a public entity shall make reasonable modifications to its policies or procedures when the modifications are necessary to avoid discrimination on the basis of disability, unless the public entity can demonstrate that making the modifications would fundamentally alter the nature of the service, program, or activity. For example, an entity might adopt a rule specifying that it will only cash checks for persons who have a valid driver’s license. The purpose of the rule is to ascertain that the persons cashing the check are who they purport to be. Since people who are blind cannot drive and, therefore, do not have driver’s licenses, this rule has the effect of denying them a genuine opportunity to take advantage of the check-cashing service. The ADA and section 504 require that the entity modify its rule, for example, by accepting a different form of photo identification.

Another example would be if an entity adopts a “no animal” rule in its facility. In order to accommodate persons with disabilities, the rule must be modified to allow for “service dogs,” unless the service dog could be shown to pose a direct threat to the health of others.

In the educational context, the modification of rules for disciplining children with disabilities must ensure that such children are not inappropriately excluded, segregated, or denied services on the basis of their disabilities.
 At the same time, the modified rule must ensure that the underlying functions and purposes of these rules (for example, keeping the schools safe and conducive to learning, holding children responsible for their actions, and preventing inappropriate behavior from recurring) are not fundamentally altered.

4. Treatment in the Most Appropriate Integrated Setting 

Maximum appropriate integration and inclusion of an individual with a disability consistent with the individual’s unique needs is another fundamental tenet of disability policy. In the civil rights context, the ADA statute recognizes that “historically, society has tended to isolate and segregate individuals with disabilities . . . and such forms of discrimination against individuals with disabilities continue to be a serious and pervasive social problem.”
 

The ADA regulation specifies that although special treatment or different programs may be required in some instances in order to ensure genuine opportunity, the provision of unnecessarily separate or different services is discriminatory.
 For example, a person who can benefit from the generic jobs program (a program providing services to persons with or without disabilities) in a state cannot be sent automatically to the vocational rehabilitation program (a program serving only persons with disabilities) if the individual qualifies for services in the generic program with the provision of reasonable auxiliary aids.

The ADA regulation also specifies that a public entity must administer services, programs, and activities in the “most integrated setting appropriate” to the needs of qualified individuals with disabilities.
 The preamble to Title II defines this requirement to mean “a setting that enables individuals with disabilities to interact with nondisabled persons to the fullest extent possible.”
 The section 504 coordination regulation includes a provision that is identical to the provision in the ADA regulations.
 

In the education context, the IDEA specifies that:

To the maximum extent appropriate, children with Disabilities . . . are educated with children who are not disabled, and special classes, separate schooling, or other removal of children with disabilities from the regular educational environment occurs only when the nature or severity of the disability of a child is such that education in regular classes with the use of supplementary aids and services cannot be achieved satisfactorily.

The IDEA regulations require that services be provided in the least restrictive environment (requiring that a continuum of program options be provided) consistent with the unique needs of the child with a disability.

In the social services context, the Developmental Disabilities Assistance and Bill of Rights Act defines “inclusion and integration” to mean:

The use by individuals with developmental disabilities of the same community resources that are used by and available to other citizens; living in homes close to community resources, with regular contact with citizens without disabilities in their communities; the full and active participation by individuals with developmental disabilities in the same community activities and types of employment as citizens without disabilities, living, learning, working and enjoying life in regular contact with citizens without disabilities; and having friendships and relationships with individuals and families of their own choosing.

Under the Medicaid program, states may apply for a waiver to allow home- and community-based placements in lieu of placement in institutional settings.
 

B. Full Participation—Empowering Individuals and Families

The second goal of disability policy articulated in the ADA is full participation by individuals with disabilities, their families, and their representatives in decisions affecting their lives at the individual and systems level. Full participation is achieved by empowering individuals with disabilities and their families and advocates. Empowerment includes the concepts of self-determination, self-advocacy, real and informed choice, and active participation in the decision-making process.

At the individual level, full participation includes involvement in decisions concerning, among other things, whether, when, and where to receive services and supports, which services to receive, by whom services should be provided, and which measures of progress should be used.

At the systems level, the concept of full participation requires various forms of citizen participation in the design, implementation, and evaluation of programs and policies, including public hearings, consideration of public comment, and the use of advisory committees/councils. The trend in federal legislation is to provide these advisory committees with more consumer direction and control. In fact, in some cases, legislation includes consumer-controlled councils (consisting of a majority of persons with disabilities), which make individuals with disabilities equal decision-making partners with professionals and agency officials. This includes encouraging joint responsibility with the government agency for the development of a state plan.

In the vocational rehabilitation program under Title I of the Rehabilitation Act of 1973, the individual with a disability (or the individual’s representative as appropriate) and a qualified vocational rehabilitation counselor must jointly agree to and sign an individualized plan for employment.
 The state vocational rehabilitation counselor must afford the individual the opportunity to exercise informed choice in selecting an employment outcome, the specific vocational rehabilitation services to be provided under the plan, the entity that will provide the vocational rehabilitation services, and the methods used to procure the services.

Title I of the Rehabilitation Act of 1973 also directs the establishment of a State Rehabilitation Council. The functions of the Council include, in partnership with the designated state unit, developing, agreeing to, and reviewing state goals and priorities, and evaluating the effectiveness of the vocational rehabilitation program and reports of progress.
 A majority of Council members must be persons with disabilities. Under Title VII of the Rehabilitation Act of 1973, the state vocational rehabilitation director and the chair of the statewide independent living council must jointly develop the state plan relating to independent living services and centers for independent living.

In the social security context, the Ticket to Work and Self-sufficiency program
 provides a “ticket” to specified recipients of the SSDI program and the SSI program to obtain vocational rehabilitation. The disabled recipient may assign the “ticket” to any service provider of his/her choice within the employment network that is willing to accept the assignment. In addition, the Ticket to Work and Work Incentives Improvement Act establishes a Ticket to Work and Work Incentives Advisory Panel.

In the educational context, Part B of the IDEA requires that parents become partners in the process of developing their child’s individualized education program (IEP) and participate in the child’s placement process.
 Whenever appropriate, the IEP team must also include the participation of the child with a disability.
 A state may provide for the transfer of rights under the IDEA from parents to children with disabilities when children reach the age of majority.
 Part B also requires that the state advisory committee consist of a majority of persons with disabilities or parents of children with disabilities.

Under Part C of the IDEA,
 infants and toddlers and their families are entitled to a family-directed assessment of the resources, priorities, and concerns of the family and the identification of the supports and services necessary to enhance the family’s capacity to meet the developmental needs of the infant or toddler. The individualized family service plan must be developed by a multidisciplinary team, including the parents.

The philosophy of self-determination is articulated in the Developmental Disabilities Assistance and Bill of Rights Act.
 The term “self-determination” is defined as:

[A]ctivities that result in individuals with developmental disabilities, with appropriate assistance, having—

The ability and opportunity to communicate and make personal decisions; 

The ability and opportunity to communicate choices and exercise control over the type and intensity of services, supports and other assistance the individuals receive;

The authority to control resources to obtain needed services, support and other assistance; The opportunity to participate in, and contribute to, their communities; and 

Support, including financial support, to advocate for themselves and others, to develop leadership skills, through training in self-advocacy, to participate in coalitions, to educate policy makers, and to play a role in the development of public policies that affect individuals with developmental disabilities.

Under the Protection and Advocacy for Mentally Ill Individuals Act:

[F]amily members of individuals with mental illness play a critical role in being advocates for the rights of individuals with mental illness where: (1) the individuals are minors, (2) the individuals are legally competent and choose to involve the family members, and (3) the individuals are legally incompetent and the legal guardians, conservators, or other legal representatives are members of the family.

In the Medicaid program, real choice is still unavailable in many states for those individuals with disabilities who prefer services (such as personal assistance services) in community-based settings rather than in institutions. This is because personal assistance services is an optional benefit under Medicaid and many states do not provide these services at all, or do not provide these services on a statewide basis. Most states, however, are increasing choice by taking advantage of the “home and community-based” waiver option for providing community-based services to targeted groups, often on less than a statewide basis.

C. Independent Living

The goals of “full participation” and “independent living” are closely related and overlap to some degree. Full participation, or empowerment, focuses on the role of the individual and the family with respect to the provision of services and supports by public and nonprofit agencies.

The goal of fostering independent living articulated in the ADA includes enabling the individual to live in the community and participate in community activities through support for independent living skills development and specialized planning, support for long-term services and supports, including personal assistance services and supports, and the provision of cash assistance.

The philosophy of independent living includes the philosophies of consumer control, peer support, self-help, self-determination, equal access, and individual and system advocacy.

1. Independent Living Skills Development and Specialized Planning

To enhance opportunities for persons with significant disabilities to live independently in the community and effectively participate in community activities, federal programs provide training, resources, peer counseling, and support.

Title VII of the Rehabilitation Act of 1973 establishes centers for independent living and provides support for state efforts to provide, expand, and improve the provision of independent living services.

Independent living services, as defined in the Rehabilitation Act of 1973, include:

Training in individual and systems advocacy;

Services related to securing housing or shelter, including services related to community group living and adaptive housing services;

Mobility training;

Training in the use of assistive technology devices and services and other supportive services and supports;

Training in the management of personal assistance services;

Training in the use of public transportation; and

Training to develop skills specifically designed for youth with disabilities to promote self-awareness and esteem, develop self-empowerment skills, and explore career options.

In the education context, the IDEA was amended in 1997 to include preparation for “independent living” as one of the primary purposes of the legislation.
 The child’s individualized education plan and transition plan must include strategies for preparing children with disabilities for independent living.

The Developmental Disabilities Assistance and Bill of Rights Act sets forth as one of its primary purposes supporting efforts to enhance the “independence” of persons with developmental disabilities.

2. Long-Term Services and Supports, Including Personal Assistance Services and Supports

Long-term services and supports are necessary to enable certain persons with disabilities to live in the community. Personal assistance services and supports are a significant form of long-term services. “Personal assistance services” include a range of services, provided by one or more individuals, designed to assist an individual with a disability to perform daily living activities on or off a job, that the individual would typically perform if not for the disability. Such services must be designed to increase the individual’s ability to perform everyday activities on or off such job.

In the employment context, Title I of the Rehabilitation Act of 1973 authorizes the expenditure of funds to support personal assistance services while the individual is receiving other vocational rehabilitation services.

In the health care context, personal assistance services may be provided (optional, not mandatory benefit) to individuals with disabilities under the Medicaid program,
 and frequently are included as part of Home and Community Based Services waivers.
 

3. Cash Assistance and Other Programs of Assistance

The provision of cash assistance under the SSI and SSDI programs is designed, in part, to enable a person to remain in the community rather than live in an institution.
 Additional examples include housing assistance
and Food Stamps.

D. Economic Self-Sufficiency

The fourth goal of disability policy, as articulated in the ADA, is to foster economic self-sufficiency—economic security, stability, and productivity of persons with disabilities. Federal legislation accomplishes this goal through:

· Systems providing employment-related skills (education and training);

· Cash assistance programs that include work incentive provisions; and

· Tax policy that provides incentives to employers to hire persons with disabilities, and deductions and credits for disability-related expenditures that enable a person with a disability to work.

1. Systems Providing Employment-Related Services and Supports

In the education context, the IDEA was amended in 1997 to include preparing youth with disabilities for “employment” as one of the primary purposes of the legislation.

In the employment context, Title I of the Rehabilitation Act of 1973 provides assistance to enhance the employability of individuals with disabilities through the provision of vocational rehabilitation services.
 Recent amendments to Title I require that the vocational rehabilitation program be an integral component of a statewide workforce development system under the Workforce Investment Act.

2. Cash Assistance Programs and Other Programs of Assistance that Include Work Incentives

SSI law includes incentives for SSI beneficiaries with disabilities to work, including earned income disregards and permission for these individuals to remain eligible for Medicaid (which in some states enables these individuals to continue to receive personal assistance services).
 The 1997 amendments to the law allow states to increase the income limit for Medicaid coverage of certain SSI beneficiaries (families with income up to 250% of the federal poverty guidelines), and enable these individuals to buy into Medicaid by paying a portion of premium costs.
 Under the Ticket to Work and Work Incentives Improvement Act, states may establish one or two new optional Medicaid eligibility categories under which individuals can buy into Medicaid.
 Under the first option, states may cover individuals who, except for earnings, would be eligible for SSI. If a state provides Medicaid coverage to individuals described in the first option, the state may also provide coverage to employed persons with disabilities (aged sixteen to sixty-four) whose medical condition has improved, but who continue to have a severe medically determinable impairment. Under both of these options, states may establish uniform limits on assets, resources, and earned and unearned income (or both) for this group that differ from the federal SSI requirements. In addition, the Ticket to Work and Work Incentives Improvement Act authorizes a state to apply to the Secretary of Health and Human Services for approval of a demonstration project under which a specified maximum number of individuals who are workers with a potentially severe disability can buy into Medicaid.

3. Tax Policy

The Disabled Access Tax Credit provides tax credits to small businesses for expenses incurred in complying with the ADA.
 The Targeted Jobs Credit
 provides tax credits for hiring new employees with disabilities referred by vocational rehabilitation and other specified agencies.

VII. Methods of Administration

After stakeholders have provided the rationale and goals for the proposed legislation, established definitions of disability, and specified the core policies, they must then consider the inclusion of administrative or accountability provisions. These provisions, which are referred to as “methods of administration,” include such provisions as monitoring and enforcement to ensure implementation, procedural safeguards to ensure that individuals are afforded due process of law, outcome measures to determine the impact of the legislation, and methods for financing programs.

These methods of administration are designed to maximize the likelihood that the rights afforded by the civil rights statutes are realized and the services and benefits made available under entitlement and grant-in-aid programs are provided and implemented in accordance with best practices. Examples of methods of administration from various categories of legislation affecting people with disabilities are provided below.

A. Methods of Administration, In General

The criteria and methods used for administering a program, service, or activity (i.e., official written policies and the actual practices of an entity) must be consistent with the rights and needs of individuals with disabilities and their families.

In the civil rights context, the ADA regulation specifies that:

a public entity may not, directly or through contractual or other arrangements, utilize criteria and or methods of administration: (i) That have the effect of subjecting qualified individuals with disabilities to discrimination on the basis of disability; (ii) That have the purpose or effect of defeating or substantially impairing accomplishment of the objectives of the public entity’s program with respect to individuals with disabilities; or (iii) That perpetuates the discrimination of another public entity if both public entities are subject to common administrative control or are agencies of the same State.

This provision prohibits both blatantly exclusionary policies or practices and nonessential policies and practices that appear neutral but have the effect of denying genuine, effective, and meaningful opportunity. 

A similar provision is set out in the section 504 coordination regulations.
 Regulations issued by the Department of Labor implementing section 504 of the Rehabilitation Act of 1973 (as well as other civil rights statutes) include, in the job training context, a provision describing the obligations to develop “Methods of Administration,” which must be in writing and reviewed and updated on a periodic basis.

At a minimum, the Methods of Administration must describe how the state and recipients will:

· Appoint equal opportunity officers;

· Provide notice and communications;

· Provide data information collection, maintenance and quantifiable analysis of records and data kept;

· Review policies, practices, procedures, and implementation;

· Conduct and carry out investigations, oversight, monitoring (including development of monitoring instruments), and enforcement (including prompt corrective action, or, as necessary, applying sanctions when noncompliance is found);

· Carry out complaint processing; and
· Conduct equal opportunity training.
B. State and Local Plans, Applications and Waivers

State entitlement programs and many grant-in-aid programs, particularly formula grant programs, require the submission of state and local plans or applications, which describe how the public agency plans to satisfy the program’s applicable requirements in the form of grant terms and conditions.
 Waivers provide exemptions or alternative methods of implementation, including testing new or innovative strategies for providing services.

C. Monitoring and Enforcement by Government Agencies

Federal laws specify monitoring and enforcement responsibilities of public agencies. In several instances, congressional concern over past or potential noncompliance by state and local grantees has prompted the inclusion of special monitoring and enforcement directives and procedures within the statute. These procedures apply to enforcement by the federal government with respect to compliance by the state, as well as to enforcement by state agencies with respect to compliance by local agencies. For example, the 1997 amendments to the IDEA provide the Secretary of Education with authority to withhold all or some funds (including withholding funding of administrative salaries) when violations by state educational agencies are found (including failure to comply with the terms of any agreement to achieve compliance between the Secretary and a state within timelines specified in the agreement).
 The Secretary of Education may refer the matter to the Department of Justice for appropriate enforcement action.

State educational agencies also have the authority to withhold funds in whole or in part.
 In addition, the IDEA requires that the public be notified when enforcement action is contemplated by the state educational agency.
 Further, local educational agencies must make available to parents of children with disabilities and the general public all documents relating to compliance by the agency.

Section 504 of the Rehabilitation Act of 1973 is administered by an Office for Civil Rights in each federal department or agency. The agency has authority to, among other things, investigate and resolve individual complaints and conduct monitoring reviews of compliance by recipients of federal aid.
 The agency may also order agencies to take remedial action.

Comparable authority exists for federal agencies—such as the Department of Justice and the Equal Employment Opportunity Commission—that are responsible for enforcing the ADA.

D. Procedural Safeguards

Many of the laws covering individuals with disabilities, particularly civil rights laws (such as the ADA, section 504 of the Rehabilitation Act of 1973, and the IDEA) include procedural safeguards to ensure that means exist for remedying violations of an individual’s guaranteed rights. Procedural safeguards include:

· The right to receive a notice of rights;

· The right to examine records;

· The right to file a complaint;

· Mediation and other forms of nonadversarial dispute resolution;

· Administrative due process hearings and administrative review;
 and

· Redress through a private right of action in court, including damages and the awarding of attorneys fees to prevailing parties.

Entitlement programs also include procedural protections. For example, the SSI program provides for administrative review, appeal to a federal district court, and limited attorney’s fees for a prevailing claimant.

Under the Medicaid program, Medicaid beneficiaries have a right to the following: (1) a hearing before an impartial decision-maker concerning denials, reductions, terminations, or delays in Medicaid benefits, (2) a written decision within ninety days, and (3) an appeal to a state court.

E. Accountability for Results (Outcome Measures)

Many programs require that grantees report program performance as part of an annual evaluation.

In the education context, the 1997 amendments to the IDEA go a step further by requiring the establishment of specific performance goals and objectives.
 Such goals and objectives must promote the purposes of the Act and be consistent, to the maximum extent appropriate, with other goals and standards for nondisabled children established by the State. The IDEA also ensures that individuals with disabilities are included in general state- and district-wide assessments,
 with appropriate modifications where necessary.

The IDEA also provides that a child’s individualized education program must include a statement of how the child’s progress toward the annual goals will be measured, and how the child’s parents will be informed regularly by means such as periodic report cards.

In the employment context, Title I of the Rehabilitation Act of 1973 directs the Commissioner of the Rehabilitation Services Administration to establish standards and performance indicators for vocational rehabilitation programs.
 Additionally, the legislation authorizes the Commissioner to withhold funds if a state falls below established standards until the state agrees to enter into an approved program improvement plan.

Accountability provisions may also require specific information that is of particular concern to policy makers. For example, the 1997 amendments to the IDEA require reporting of expulsion and suspension rates for children with disabilities compared to nondisabled children to determine whether there are significant discrepancies among school districts in their approach to disciplining children that may result from failure to implement the law.
 These amendments specifically require that school districts report disproportionate identification of and placement of children with disabilities on the basis of race.

Some generic programs are similarly beginning to include specific outcome measures for persons with disabilities. For example, the School-to-Work Opportunities Act of 1994 provides for the establishment of a system of performance measures for assessing state and local school-to-work programs that requires, among other things, reporting of outcomes disaggregated for students with disabilities.
 The Workforce Investment Act specifies that each state must prepare an annual report on its progress in achieving state performance measures, including performance indicators for individuals with disabilities.
 The Workforce Investment Act also includes incentives for states that exceed expectations in their programs and integration.

Many states have adopted school reform measures in recent years that include, among other things, statewide performance goals and objectives, as well as state- and district-wide assessments. The law requires that these reforms must include goals for individuals with disabilities. In many states, the methods for administering these programs failed to address the needs of children with disabilities. In 1997, the IDEA was amended to ensure that states adopted performance goals and objectives and that state- and district-wide assessments included children with disabilities and provided appropriate accommodations, where necessary.

F. Representation at the Individual and Systems Level

Congress has provided for the establishment of and support for entities whose responsibilities include advocating for and representing persons with disabilities whose rights have been abridged. Every state has a protection and advocacy system for persons with developmental disabilities authorized under the Developmental Disabilities Assistance and Bill of Rights Act.
 In addition to these protection and advocacy systems for persons with developmental disabilities, federal law also provides protection for persons with mental illness under the Protection and Advocacy for Mentally Ill Individuals Act.
 Importantly, persons with disabilities not otherwise eligible for assistance under these programs may receive assistance under the Protection and Advocacy of Individual Rights, codified in section 509 of the Rehabilitation Act of 1973.
 Furthermore, protection and advocacy services are authorized for persons needing assistive technology under a set-aside included in the Assistive Technology Act of 1998,
 disabled SSI and SSDI beneficiaries,
 and persons with disabilities who are clients or applicants for assistance under the Rehabilitation Act of 1973 (Client Assistance Program).

Part C of Title VII of the Rehabilitation Act of 1973 authorizes centers for individual living to provide advocacy and individual representation.

Parent training and information centers are authorized under the IDEA to, among other things, help parents to understand their rights under the Act and to participate in decisionmaking processes.

G. Single Line of Responsibility/Coordination and Collaboration Among Agencies

Many programs place accountability for their administration on a single agency to avoid “buckpassing,” and prescribe the type of organizational structure that must be established. For example, under the Medicaid program, every state must designate a single agency responsible for implementing the program.
 The state educational agency must administer the IDEA program,
 and the state must designate a sole state agency to administer the vocational rehabilitation program under the Rehabilitation Act of 1973.

At the same time, many of these programs provide mechanisms for ensuring interagency linkages and coordination. Linkages are particularly critical between programs targeted at persons with disabilities and generic systems that include persons with disabilities as program beneficiaries. These provisions are designed to ensure that no one “falls between the cracks.” Legislation also includes provisions for ensuring that all agencies (including those which are not the agency responsible for implementing a particular program) pay their fair share for services, which an individual may be entitled to under multiple funding authorities.

For example, the 1997 amendments to the IDEA elaborate in painstaking detail the responsibility of the Governor to ensure the development of mechanisms for, among other things, sharing financial responsibility for services required under the act that may also be required under other legislation.

Title I of the Workforce Investment Act
 and the recent amendments to the Rehabilitation Act of 1973
 also specifically detail the need to develop memoranda of understanding by identifying the respective roles of various agencies providing job training and employment-related services for persons with disabilities.

In 1988, the Medicaid legislation was amended. The changes clarified the circumstances under which Medicaid reimbursement would be available for covered services that were included in a child’s “individualized education program” or “individualized family service program” for infants and toddlers with disabilities under the IDEA.

H. Service Coordination

Often, individuals with disabilities and their families require a comprehensive array of services and supports. These services and supports, however, may be authorized under separate federal or state programs, which have distinct eligibility rules. This array of requirements often places a burden on individuals and families. It is critical that the focus of public policy be on service coordination and the provision of case management to assist and enable individuals with disabilities and their families to receive the rights, procedural safeguards, and authorized services under the various programs.

For example, Part C of the IDEA provides for the identification of the service coordinator in the Individualized Family Service Plan for infants and toddlers with disabilities and their families.
 The coordinator is chosen from the profession that is most immediately relevant to the child’s or family’s needs and should be otherwise qualified to carry out all applicable responsibilities under Part C.
 The service coordinator is responsible for the implementation of the Individualized Family Service Plan and coordination with other agencies and persons.
 

Specifically the regulations define “service coordination” to mean:

a.1. . . . the activities carried out by a service coordinator to assist and enable a child eligible under this part and the child’s family to receive the rights, procedural safeguards, and services that are authorized to be provided under the State’s early intervention program.

2. Each child eligible under this part and the child’s family must be provided with one service coordinator who is responsible for—

i. Coordinating all services across agency lines; and

ii. Serving as the single point of contact in helping parents to obtain the services and assistance they need.

3. Service coordination is an active, ongoing process that involves—

i. Assisting parents of eligible children in gaining access to the early intervention services and other services identified in the individualized family service plan;

ii. Coordinating the provision of early intervention services and other services (such as medical services for other than diagnostic and evaluation purposes) that the child needs or is being provided;

iii. Facilitating the timely delivery of available services; and 

iv. Continuously seeking the appropriate services and situations necessary to benefit the development of each child being served for the duration of the child’s eligibility.

b. Specific service coordination activities. Service coordination activities include—

1. Coordinating the performance of evaluations and assessments;

2. Facilitating and participating in the development, review, and evaluation of individualized family service plans;

3. Assisting families in identifying available service providers;

4. Coordinating and monitoring the delivery of available services;

5. Informing families of the availability of advocacy services;

6. Coordinating with medical and health providers; and 

7. Facilitating the development of a transition plan to preschool services, if appropriate.

In 1985, the Medicaid program was amended to provide case management services.
 However, the amendment allows such services on less than a statewide or comparable basis to targeted groups.
 Case management services must be provided under the EPSDT program when they are medically necessary.
 The Medicaid program also authorizes Medicaid agencies to enter into cooperative arrangements with State Maternal and Child Health agencies when waiver services are provided to children.

I. Financing Service Delivery

In order to ensure that agencies do not adopt schemes for financing service delivery that have the effect of denying equal opportunity or the accomplishment of other goals of disability policy, legislation includes specific rules prescribing and proscribing agency conduct.

In the education context, the IDEA includes several provisions which ensure that educational agencies adopt criteria and methods of administration that achieve policy objectives enumerated in the legislation as well as in other laws. 

For example, over the years, several states have adopted criteria and methods for reimbursing local school districts for serving students with significant disabilities requiring services that cost substantially more than services provided to nondisabled students. These states were providing significant reimbursement to local school districts for placing children with significant disabilities in schools outside the district. The same district, however, received little or no reimbursement if it served the same children with significant disabilities in community schools. The policy effectively violated the requirement that children with disabilities be educated in the most integrated setting appropriate. The IDEA was amended in 1997 to make such state reimbursement policies illegal.

J. Privacy, Confidentiality, Access to Records, and Informed Consent

Legislation typically contains provisions protecting confidentiality of records
 and requiring informed consent
 before entities take certain actions affecting persons with disabilities. In the advocacy context, protection and advocacy systems can be thwarted in their efforts to ascertain whether allegations of abuse and neglect of residents with disabilities residing in residential facilities are real if they are not provided reasonable access to individuals with disabilities and their records. Thus, the legislation gives protection and advocacy systems access, at reasonable times and locations, to any resident of any facility that is providing services, supports, and other assistance to such resident as well as access to necessary information.

K. Comprehensive System of Personnel Development and Personnel Standards

Most of the state formula grant programs require that state and local entities responsible for implementing the law achieve comprehensive systems of personnel development to ensure that personnel providing services to persons with disabilities are knowledgeable about state-of-the-art practices.
 These programs also require that personnel satisfy certain minimum qualification standards.

L. Racial, Ethnic, and Linguistic Diversity

The trend in disability policy is to recognize and be responsive to the growing needs of an increasingly more diverse society. For example, the law specifically requires that data is reported to determine if significant disproportionality based on race is occurring in a state with respect to identification and placement.

Under the Rehabilitation Act of 1973,
 the Commissioner of the Rehabilitation Services Administration and the Director of the National Institute on Disability Rehabilitation Research must reserve a specified amount of funds for expanding outreach to minority entities. The activities may include making awards to minority entities to conduct research, training, technical assistance, or a related activity. The state plan must describe outreach procedures to identify and serve all individuals who are minorities.

Under Part B of the Developmental Disabilities Assistance and Bill of Rights Act, Developmental Disabilities Councils must, among other things, develop a coordinated “array of culturally competent services.”
 “Culturally competent” includes “services, supports, or other assistance that are conducted or provided in a manner that is responsive to the beliefs, interpersonal styles, attitudes, language and behaviors of individuals who are receiving services, and in a manner that has the greatest likelihood of ensuring maximum participation in the program.”

M. Fiscal Provisions

Most federal programs prohibit grantees from lowering the fiscal support they previously provided for an activity before they received federal funds. For example, the IDEA includes both “supplement, not supplant”
 as well as “maintenance of effort”
 provisions. The supplanting provision prohibits an entity from replacing state and local funds with federal funds. The maintenance of effort provision requires that an entity allot at least the amount of funds it allotted in the previous year for a specified purpose.

In addition, several laws include “payor-of-last-resort” provisions requiring public agencies to exhaust other funding streams before using funds authorized under a particular program.

N. Financial Management and Reporting Provisions

Grantees must comply with administrative provisions designed to ensure that grant funds are spent in an effective and efficient fashion. Provisions include fiscal control and fund accounting, periodic reporting of financial transactions, recordkeeping, and access for auditors.

VIII. Program Supports

Stakeholders provide the rationale and goals for the proposed legislation, establish definitions for disability, specify the core policies, and develop methods of administration provisions. In addition, stakeholders must ensure that initiatives conform to the best practices and are state-of-the-art. They accomplish this by adopting program supports, such as grants, to support systemic change, research, training, and technical assistance.

Examples of program supports from various categories of legislation affecting people with disabilities are provided below.

A. Systemic Change

Grants designed to support systemic change include:

· The Technology-Related Assistance for Individuals with Disabilities Act of 1988, which provides assistance to states to develop and implement a consumer-responsive comprehensive statewide program of technology-related assistance for individuals with disabilities.

· Subpart 1 of part D of the IDEA, which assists state educational agencies and their partners in reforming and improving their systems for providing educational and early intervention to improve educational results for children with disabilities.

· Section 672 of the IDEA, which authorizes support for statewide projects designed to improve the quality of special education and related services for children with significant disabilities.

· Parts B, C, and D of the Developmental Disabilities Assistance and Bill of Rights Act, which supports systemic change by Developmental Disabilities Councils, Protection and Advocacy Systems, and University Affiliated Programs.

· Part C of Title VII of the Rehabilitation Act of 1973, which supports systemic change by Centers for Independent Living.

· Section 203 of the Ticket to Work and Work Incentives Improvement Act,
 which authorizes the Secretary of the Department of Health and Human Services to develop and establish state infrastructures to support working individuals with disabilities.

B. Training of Persons with Disabilities and Their Families

Grant programs that support training of persons with disabilities and their families include section 682 of the IDEA, which supports training and information centers for parents of children with disabilities,
 as well as the Developmental Disabilities Assistance and Bill of Rights Act, which supports Developmental Disabilities Councils, protection and advocacy systems, and Centers for Independent Living. In addition, the Ticket to Work and Work Incentives Improvement Act establishes a community-based work incentives planning and assistance program under the Social Security Act for the purpose of disseminating accurate information to individuals about work incentives.
 Finally, the Commissioner of the Social Security Administration is authorized to make grants to protection and advocacy systems for work incentives assistance to disabled beneficiaries.

C. Personnel Preparation and Training

Grant programs also support personnel preparation and training. Examples include:

· Part D of the Developmental Disabilities Assistance and Bill of Rights Act supports interdisciplinary programs operated by universities or by public or nonprofit entities associated with a college or university. It also provides a leadership role in the promotion of independence, productivity, and integration and inclusion into the community of individuals with developmental disabilities.

· Subpart 2 of part D of the IDEA supports pre-service and inservice training of general educators, special educators, related services personnel, and early intervention personnel.

· Title III of the Rehabilitation Act of 1973 provides training to ensure that skilled personnel are available to provide rehabilitation services to individuals with disabilities.

D. Research, Demonstrations, Technical Assistance, and Dissemination of Information

Grant programs also support research, demonstrations, technical assistance, and dissemination of information. Examples include:

· Title II of the Rehabilitation Act of 1973, which establishes the National Institute on Disability and Rehabilitation Research (NIDDR);

· Part D of the IDEA;

· Research funded by the National Institutes of Health authorized under Title IV of the Public Health Services Act.

IX. Conclusion

This section includes general questions for analyzing the extent to which disability-specific and generic programs or policies reflect the statement of findings rationale, precept, goals, definitions, core policies, methods of administration, and program supports set out in the Emerging Disability Policy Framework. In other words, this section of the paper serves as a guidepost for evaluating, expanding, and improving the design and implementation of public policies affecting persons with disabilities.

Answering these questions may entail, among other things, reviewing previous studies, reports and current data, conducting analyses of proposed and final policy pronouncements, and surveying stakeholders. Not all questions articulated in this section are applicable to all programs and policies. For example, some questions may only be applicable to generic programs serving persons with and without disabilities.

A. Questions Relating to Statement of Findings and Rationale

Is the program long-standing, undergoing major reform, or new? If new, does it replace an existing program?

Was the program established on a sound premise?

Has the program historically excluded persons with disabilities or specific categories of persons with disabilities? For example, has a policy, procedure, or accepted practice historically disqualified persons with significant disabilities from receiving services, or has a generic program automatically referred all persons with disabilities to disability-specific programs?

Is there a history of segregation of persons with disabilities into specific slots or components of the program?

Is there a history of denial of genuine, effective, and meaningful services in the program?

Is there a history of ensuring that people with disabilities enjoy choice in assessments, planning, services provided, selection of service providers, and measures of progress?

Is there a history of fostering independent living and ensuring self-sufficiency?

What efforts have been made to ascertain the prevalence of persons with disabilities among the prospective pool of eligible recipients of a generic program?

What efforts have been made to ascertain the scope of unmet need?

Is the public agency considering the historical treatment of persons with disabilities in the development of new policies and procedures and in the methods of administration it uses?

B. Questions Relating to Core Precept

Does the program include a statement articulating the core precept on which it is based? Is the core precept of the program consistent with the precept of disability policy: that disability is a natural and normal part of the human experience that in no way diminishes a person’s right to participate fully in the program, consistent with the unique strengths, resources, priorities, concerns, abilities, and capabilities of the individual?

C. A Question Relating to Overarching Goals

Do the goals of the program reflect the goals of federal disability policy articulated in the ADA—equality of opportunity, full participation (empowerment), independent living, and economic self-sufficiency for persons with disabilities?

D. Questions Relating to Definition of Disability

Does the definition of disability reflect the purposes of the particular legislation?

How does the definition of disability relate to definitions used in other programs?

Does it relate to the definition used in section 504 and the ADA?

E. Questions Relating to Core Policies

1. Questions Relating to Equality of Opportunity

a. Individualization

Do the policies and procedures governing eligibility and application for and delivery of services under the program:

· Account for the unique strengths, resources, priorities, concerns, abilities, and capabilities of each person with a disability, including individuals with significant disabilities?

· Account for the added dimension of poverty?

· Use definitions and eligibility criteria that result in even-handed treatment between a person with a particular disability and other similarly situated individuals, including nondisabled persons and persons with other disabilities?

· Satisfy the broad, nondiscriminatory eligibility criteria by ensuring universal access to generic programs for persons with disabilities?

· Support and promote the treatment of persons with disabilities as individuals based on facts and objective evidence and not based on generalizations, stereotypes, fear, ignorance, or prejudice?

· Enable people to make fact-specific decisions, use interdisciplinary assessments performed by qualified personnel, conduct timely assessments across multiple environments, and use information provided by the individual with a disability and the person’s family or representative?

· Use individualized plans to identify and describe needs, goals, objectives, services, and accountability measures?

b. Genuine, Effective, and Meaningful Opportunity

Do the policies and procedures governing eligibility and application for and delivery of services under the program offer opportunities that are genuine, effective, and meaningful? This includes:

· Providing “appropriate” services and supports designed to meet the unique needs of the individual, not the needs of the “average” person.

· Making reasonable modifications to policies, practices, and procedures, unless it would fundamentally alter the nature of the program.

· Providing auxiliary aids and services, unless it would result in an undue hardship to the covered entity.

· Providing reasonable accommodations to employees, unless it would result in an undue hardship to the covered entity.

· Making a program physically accessible.

· Providing communication accessibility.

c. Inclusion and Integration

Do the policies and procedures governing eligibility and application for and delivery of services under the program foster the inclusion and integration of persons with disabilities, or do the policies and procedures unnecessarily or unjustifiably isolate or segregate persons with disabilities?

2. Questions Relating to Full Participation

Do the policies and procedures governing the program foster the empowerment of persons with disabilities, real and informed choice, and active participation in decision-making process at the individual and system level (including self-advocacy)?

More specifically, do the policies and procedures governing the program foster:

· Active involvement and real and informed choice of the individual with a disability in areas including:

· Opportunity to receive information about policies that affect the individual?

· Assessments?

· Planning?

· Services?

· Selection of service providers?

· Measures of progress?

· Active involvement and real and informed choice of family members and other representatives (under appropriate circumstances) in decisions affecting the individual with a disability and the family, including:

· Opportunity to receive information about policies that affect the individual?

· Assessments?

· Planning?

· Services?

· Selection of service providers?

· Measures of progress?

· Active involvement in policy decisions at the system level (respecting the design, implementation, and evaluation of a program), including:

· Consideration of input from consumers?

· Participation on governing boards and councils?

· Joint sign-off on policies by governing board/council?

3. Questions Relating to Independent Living

Do the policies and procedures governing the program foster the ability and capabilities of individuals with disabilities to live independently through support for independent living skill development, including:

· Training in individual and systems advocacy?

· Service related to securing food, clothing, and shelter?

· Training the management of personal assistants and the use of assistive technology?

· Specialized planning for transitioning to independent living?

Do the policies and procedures governing the program enable the person with a disability to live independently through the provision of long-term services and supports (e.g., consumer-directed personal assistance services and supports or assistive technology devices and services)?

Do the policies governing the program enable the person with a disability to live independently in the community with the aid of cash assistance or other forms of assistance?

4. Questions Relating to Economic Self-Sufficiency

Do the policies and procedures governing the program foster the economic security, stability, and productivity of persons with disabilities consistent with their actual (not perceived) capabilities, strengths, needs, interests, and priorities through support for:

Systems that include universal access to generic services as well as access to specialized services and supports as an integral component of the system?

Training, education, and employment of choice (including self-employment)?

Ongoing on-the-job supports?

Specialized planning (e.g., transition planning for children in high school)?

Cash assistance programs that reflect the goal of maximizing economic self-sufficiency, including policies that provide incentives to work (e.g., waive or modify income and resource limits, and retain eligibility for acute and long-term services and supports)?

F. Questions Relating to Methods of Administration

1. Questions Relating to State and Local Plans, Applications, and Waivers

Does the plan/application include specific policies and procedures governing implementation for persons with disabilities?

Do waiver requests have the effect of enhancing or diminishing opportunities for persons with disabilities? For example, is a waiver request designed to test new strategies for delivering services that reflect the goals of disability policy articulated in the ADA? Or is the waiver request based on “perceptions” that individuals with disabilities cannot succeed or participate in the program or assessment generally applicable to nondisabled persons?

Does the plan/application explain how people with disabilities and their representatives were involved in the process of completing the plan/application?

In addition to the inclusion of an assurance of nondiscrimination, does the plan/application include specific policies and procedures relating to implementation of the program consistent with section 504 of the Rehabilitation Act of 1973 and the ADA?

2. Questions Relating to Monitoring and Enforcement by Government Agencies

What are the respective roles and responsibilities of federal, state, or local agencies for monitoring and enforcement?

Does the monitoring instrument developed by the government agency include specific inquiries related to persons with disabilities? What are they?

Does the government agency use a monitoring instrument for ascertaining compliance with section 504 of the Rehabilitation Act of 1973 and the ADA? If so, what is included?

Do on-site monitoring reviews include assessments relating to meeting the needs of persons with disabilities and ensuring nondiscrimination?

What sanctions are available and used? Under what circumstances?

What incentives are available and used?

How are findings of noncompliance used by the agency? Are findings of noncompliance used for purposes of ongoing continuous quality improvement reviews?

What remedies are available?

Is there a complaint resolution procedure that includes complaints involving discrimination on the basis of disability?

3. Questions Relating to Procedural Safeguards for Individuals, Their Families, and Representatives

Do the policies and procedures governing the program provide:

Notice of rights?

Examination of records?

The right to file a complaint?

The use of mediation and other forms of dispute resolution?

Administrative due process hearings and administrative review?

Redress through private right of action in court, including remedies and the awarding of attorneys’ fees to prevailing parties?

4. Questions Relating to Accountability for Results (Outcome Measures)

Does the agency include outcome measures that address issues of specific relevance to persons with disabilities?

Does the agency disaggregate data so the agency can determine whether its program is meeting the needs of persons with disabilities or persons with specific categories of disabilities as part of a process of continuous improvement?

5. Questions Relating to Representation at the Individual and Systems Level

Does the public agency provide support for representation and advocacy at the individual and systems level? If so, does that support include backing for systems providing protection and advocacy, and self-advocacy training?

6. Questions Relating to Single Line of Responsibility/Coordination and Linkages Among Agencies

Is there a single agency (state or local) responsible for implementing the program for all beneficiaries, including persons with disabilities? If not, how does the agency ensure compliance for persons with disabilities?

Does the agency require the assignment of an individual who will be responsible for ensuring implementation of the program for persons with disabilities, particularly with respect to implementation of the program consistent with section 504 of the Rehabilitation Act of 1973 and the ADA?

Has the agency developed policies and procedures for collaboration among agencies to ensure meaningful and effective delivery of necessary services to persons with disabilities, including cost sharing arrangements?

7. A Question Relating to Service Coordination (Case Management)

Has the agency developed policies and procedures for service coordination to ensure that individuals with disabilities, particularly those with the most significant disabilities, receive the services they need, particularly where services are provided by multiple agencies?

8. Questions Relating to Financing Service Delivery

Does the system for allocating funds among agencies and service providers facilitate or thwart accomplishment of the goals articulated in the ADA and the policies that effectuate the goals? For example, does the outcome-based reimbursement scheme used to pay service providers recognize and reward those who serve persons with the most significant disabilities and who, therefore, cost more than the average recipient of services (risk adjustment)?

Is the network of service providers adequate to address the needs of persons with disabilities eligible for assistance under the program?

Is the financing system for services (e.g., personal assistance services, assistive technology) consumer-directed?

9. Question Relating to Privacy, Confidentiality, Access to Records, Informed Consent

Does the agency include specific policies and procedures protecting the rights of persons with disabilities to privacy? Confidentiality? Access to Records?

Does the agency include specific policies and procedures requiring informed consent?

10. Questions Relating to Comprehensive System of Personnel Development

Does the agency include specific training components regarding the implementation of its program (e.g., policy, “promising practices,” and resource allocation) for persons with disabilities?

Does the agency include specific training for its personnel regarding implementation of its program consistent with section 504 of the Rehabilitation Act of 1973 and the ADA?

11. A Question Relating to Responsiveness to Cultural Diversity

Does the agency include policies and procedures that address the special needs of persons with disabilities from diverse cultural backgrounds?

12. A Question Relating to Fiscal Provisions

Do the “supplement, not supplant” and “maintenance of effort” provisions ensure continuation of funding from state and local sources for services provided to persons with disabilities?

13. A Question Relating to Financial Management and Reporting

Do the fiscal control and fund accounting procedures enable oversight with respect to the provision of funding for persons with disabilities consistent with legislative intent?

G. A Question Relating to Program Supports

To the extent an agency supports efforts to improve the quality of services provided through initiatives, such as systems change grants, training, research, technical assistance, demonstrations, and information dissemination, do these initiatives include specific components or specific initiatives that address the unique needs of persons with disabilities?

Using the above questions and explanations of policy expounded in this paper, stakeholders will be better equipped to remove the attitudinal and institutional barriers that have traditionally subjected persons with disabilities to lives of unjust dependency, segregation, isolation and exclusion. Through the Emerging Disability Policy Framework, individuals with disabilities will be able to fully participate in society’s mainstream.
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