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Introduction

The National Council on Disability (NCD) is convening the National Summit on Disability Policy 2010 on July 25-28, 2010. The Summit will bring together people with disabilities and stakeholders—including federal, community, and private sector disability experts—to confer and chart a course for continuing policy improvements. A set of 10 working papers has been developed to provide background information for the key topics folded into the three broad pillars of Living, Learning, and Earning.  The 10 working papers address: civil rights, health care, education, employment, housing, transportation, technology, emergency management, statistics and data, and international affairs. 

Each paper summarizes key policy accomplishments and highlights current issues in its topic area. For issues that cut across topics, major discussion was limited to one paper to avoid duplication. Authors completed systematic literature reviews and environmental scans, drawing heavily from NCD reports to collect information for the working papers, and worked collaboratively with NCD to finalize the content. 

Scope

To be a leading democracy in the information age means producing objective, independent, scientifically grounded, and widely shared quality information on where we are and where we are going, on both an absolute and relative basis, including comparisons to other nations. 

David Walker President and CEO of the Peter G. Peterson Foundation/Former Comptroller General of the United States

Accurate and reliable statistics are a powerful tool in research, policymaking, program evaluation, and advocacy. Statistics are used to frame the issues, monitor current circumstances and progress, judge the effectiveness of policies and programs, make projections about the future, and predict the costs of potential policy changes. Accurate and reliable statistics depend on the collection of accurate and reliable data. In the 20 years since the passage of the Americans with Disabilities Act (ADA), there has been significant progress in the collection of data on people with disabilities. Yet the lack of detailed, policy-relevant data remains an obstacle to effective practice, program evaluation, and policy analysis. This working paper discusses (a) the importance of disability statistics and how they relate to the 2010 Summit and the other working papers, (b) progress made since the passage of the ADA, and (c) the need for further improvement in the collection of data about people with disabilities.
Significant Policy Accomplishments

Disability statistics are a vital resource, whether they are derived from survey data, administrative records, a public entity such as the U.S. Census Bureau, or a private entity such as the National Organization on Disability/Harris Interactive collaboration.  Statistics are often used to set the stage for a conversation about critical issues. For instance, speeches about disability-related issues often start by citing the estimate of a population of 54 million people with disabilities living in the United States from the 1992/93 Survey of Income and Program Participation (SIPP). Although the statistic is clearly recognized as old and an underestimate since it does not include people living in institutions, it can be used to substantiate the importance of the issue at hand and inspire the audience.  

Critical actions such as the allocation of federal and state government funds to regional and local entities depend on the availability of statistical data. For instance, statistics from the 2000 Census were used under the Rehabilitation Act to distribute funds to ensure that comparable public transportation services were available for all segments of the population as required by the ADA. Similarly, statistics have been used to allocate funds under the Older Americans Act, under the Federal Transit Act, under the Housing and Urban Development Act, under the Job Training Partnership Act, and under the Medicare and Medicaid programs (United States Census, 2000). Accurate statistics are necessary to ensure that funds are allocated to those individuals and communities that are in need.

Statistical data are also used to measure or monitor status or progress. For many years, statistical indicators have been used to provide information about social and economic conditions and trends. For example, economic indicators, like measures of the gross domestic product (GDP) and the unemployment rate, were developed in the late 1930s in response to the lack of data during the Great Depression. The oft-cited poverty rate was developed in the 1960s to monitor progress in the War on Poverty. These indicators are still used to direct policy and public discourse about these critical issues. Moreover, the development and use of such indicators were widely promoted in 2003, when the U.S. Government Accountability Office (GAO), in cooperation with the National Academies, convened a group of national leaders that began the Key National Indicators Initiative (KNII) to develop a comprehensive indicator system that would provide statistics to assess the nation’s progress in key areas, such as economic well-being, health status, and the environment (NCD, 2008). This effort is now known as the State of the USA and can be summed up as an attempt at “getting the fewest, best numbers and quality data, in one Web site, that our society needs to tell where we are really making progress, where we are falling behind, where we have stalled or even where we just don't know enough” (State of the USA, 2009).
The planning, implementation, and evaluation of programs designed to address specific phenomena also depend on the availability of reliable statistical data. It has become more commonplace for surveillance systems to be established to provide ongoing systematic collection, analysis, and interpretation of detailed data. While similar to indicators, these systems offer more targeted information about the phenomenon that programs and policy were designed to address. 
The use of statistics to monitor the effectiveness of government policies and programs related to disabilities has been driven in part by the Government Performance Results Act (GPRA) and in part by the strong advocacy of many disability-related organizations. The Social Security Administration (SSA) sets and monitors annual targets related to the processing of disability claims in terms of several disability statistics. The Rehabilitation Services Administration (RSA) uses numerous statistics to measure the performance of the 80 state vocational rehabilitation (VR) agencies. The Office of Special Education Programs (OSEP) tracks the performance of the states with a broad set of statistical measures. 

In this context, data related to disabilities have taken on an increasingly important role in the creation of new policies and the reform of existing policies. Expenditure and utilization data are particularly important as they are necessary to address the all-important question of cost. Budget scoring is an approach used to address this question which relies heavily on the existence of up-to-date, high quality, detailed data. For example, the 1994/95 National Health Interview Survey-Disability Supplement (NHIS-D) was used in 1997 by the Congressional Budget Office (CBO) to estimate the cost of the proposed Medicaid Community-Based Attendant Services and Supports Act (MiCASSA) to be between $10-20 billion per year. Subsequently, using the 2001 SIPP panel and a revised set of assumptions about the need for attendant services, LaPlante, Kaye, and Harrington (2007) estimated a substantially lower cost for the program—between $1.4 and $3.7 billion a year.  

NCD, GAO, and other agencies have questioned whether disability-related policies and programs have achieved success. Is the U.S. system of federal disability policies and programs designed to address current conditions in the lives of its citizens in an effective manner? Do we have the data to allow leaders to make informed decisions? As stated in NCD’s “National Disability Policy: A Progress Report” from 2005, “[s]tatistics increasingly lie at the heart of public policy and represent the chief source of data on which policy is based. No longer can anecdotes or emotions suffice to guide programs and expenditures. In this era of growing insistence on evidence-based data, the accuracy and completeness of our statistics thus become more important than ever.” Disability statistics, and the data to support them, should be seen as a part of the policy infrastructure. They are needed to support policy efforts related to the other topic areas covered by the 2010 Summit: employment, education, health care (including mental health), transportation, housing, technology/telecommunications, emergency management, civil rights, and international affairs.  

Population Statistics and Survey Data

The passage of the ADA ushered in a new way of viewing disability policy, one that focuses on all aspects of life rather than just the inability to work. As a result, the nation’s data collection needed to be upgraded to include more than work limitation questions that suited work-related social insurance programs. In the report “Achieving Independence: The Challenge for the 21st Century”, NCD recommended that “all federal statistical activities that include data collection and reporting for other groups, such as minorities and women, include the category of people with disabilities, using a definition based on ADA.” Two of the most important sources of federal statistics are the decennial census and the Current Population Survey (CPS), which is used by the Bureau of Labor Statistics (BLS) to track the national labor force on a monthly basis. In the last few years, the data collected about people with disabilities by both of these surveys have been substantially improved.  

In 1986, NCD’s report titled “Toward Independence” cited various estimates placing the number of Americans with disabilities to be between 20 million and 50 million individuals, and noted the lack of a precise and reliable overall estimate of the population size due to differing operational definitions of disability, divergent sources of data, and inconsistent survey methods. NCD urged the Census Bureau to incorporate into the decennial census some questions that would identify people with various types of physical and mental impairments in the U.S., as opposed to questions focusing on work limitations. The intent was to ensure that the data needed to generate a more accurate profile of the population with disabilities would be available to inform federal policy, planning, and service delivery (NCD, 1986).
Interagency efforts along these lines met with some success with the inclusion of more comprehensive disability questions on the 2000 Census long-form and the decennial census long-form’s replacement, the on-going annual American Community Survey (ACS). The number of disability-related questions increased from two to six questions.  Unfortunately, the questions, which were not validated in advance, were found to be invalid after the survey was fielded (Stern, 2003 and Stern and Brault, 2005). Subsequently, a new set of disability-related questions was designed and validated for use in the ACS. These questions were added to the survey in 2008. While the original set of questions addressed limitations in vision and hearing in a single sensory-related question, the revised set of questions addressed each separately.
The power of the ACS lies in the fact that it collects data from samples that are large enough to permit the generation of estimates at the state and local levels. According to the ACS, there were 275,749,000 civilians ages five years and over who were living in the community in the U.S in 2007. Of these individuals, 41,199,000 were estimated to have a disability—a disability prevalence rate of 14.9%. The prevalence rate was highest in West Virginia (23.7%) and lowest in Utah (11.8%).  

ACS data are known to underestimate the total number of people with disabilities. First and foremost, children under 5 years old and those who are not civilians are purposely not sampled. Moreover, the estimates derived from the ACS that are disseminated do not account for the people with disabilities who live in institutions. It is the case that people living in institutional and non-institutional group quarters have been sampled since 2006. However, those samples are not large enough to permit the generation of reliable estimates. It is also worth noting that the disability prevalence rates are greater for people living in institutions than in other settings.

ACS data also support the generation of estimates for subgroups defined by such characteristics as sex, race/ethnicity, and age. Knowing the disability prevalence rates for such subgroups will be particularly important to anticipate the impact of the changing demographic profile of the nation. 

Employment Statistics

In 1997, the BLS included disability-related questions in the CPS in order to produce monthly estimates of the employment status of people with disabilities, using the ADA’s broader conception of disability (NCD, 1997). This change had been encouraged by NCD as well as others inside and outside the government, and later bolstered by Executive Order 13078. In 2008, after considerable efforts to develop and test alternative questions, the BLS incorporated into the CPS the same six disability-related questions that were used in the ACS.  
Figure 1 contains the unemployment rate of civilians ages 16-64 with and without disabilities. In October of 2008, the unemployment rate for people with disabilities was 12.0%. In other words, 12.0% of the labor force with disabilities was actively looking for work but not working. The unemployment rate of people with disabilities was twice the unemployment rate of people without disabilities (6.0%). In general, the monthly unemployment rates of people with and without disabilities have followed the same time trend. 
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Source: Bureau of Labor Statistics, http://www.bls.gov/cps/cpsdisability.htm.

 By May 2009, the unemployment rate of people with disabilities rose by 2.8 percentage points to 14.8%, while the unemployment rate of people without disabilities rose by 3.0 percentage points to 9.0%.  

It is important to note that an individual must be either working or actively looking for work to be considered as in the labor force. Individuals that have given up the search for work are not considered to be in the labor force, and therefore, are not considered in the calculation of the unemployment rate. As a result, the unemployment rate could decrease if more people decided to stop looking for work, and thereby, leave the labor force. For this reason the BLS publishes the labor force participation rate and the employment-to-population ratio (a.k.a., the employment rate). The labor force participation rate represents the number of persons in the labor force (working or actively looking for work) as a percentage of all persons. The employment-to-population ratio is the number of persons working as a percentage of all persons within a given population.
The addition of disability-related questions in the CPS allows for the generation of statistics related to the many of the topics addressed in the 2010 Summit via the periodic CPS supplements related to voting, school enrollment, and computer access/usage. Together, annual local estimates from the ACS and the monthly national employment statistics from the CPS are valuable tools to monitor the size, composition, and economic participation of people with disabilities.

Health Statistics

In 2002, two disability-related questions were added to the Behavior Risk Factor Surveillance Survey (BRFSS) on a permanent basis. Since 1984, the BRFSS has been used to track health conditions and risk behaviors in the U.S., and for producing state-level statistics on a range of topics including smoking, alcohol consumption, immunization, health insurance coverage, and access to health care.
Program Statistics

Consistent with the employment goals of the ADA, several federal programs have addressed the employment of people with disabilities. The Ticket to Work and Work Incentives Improvement Act of 1999 (TWIIA) addresses the disincentives to work created by some government programs. In evaluating the effect of TWIIA, agencies have collected data and/or shared data. For example, the SSA conducted a survey of all working-age disability insurance (DI) and Social Security income (SSI) recipients, focusing on work-related issues and participation in multiple programs. Similarly, in an interagency collaboration, Center for Medicare and Medicaid Services (CMS) obtained employment data from SSA in order to evaluate the Medicaid Buy-In program (Stapleton and Thornton, 2009).  

In addition, disability-related data are being collected in association with numerous SSA demonstration programs including: Accelerated Benefits, Benefit Offset-Four-State Pilot, Benefit Offset-National Demonstration, Homeless Outreach Projects & Evaluation (HOPE), Mental Health Treatment Study (MHTS), and the Youth Transition Demonstration (YTD). These demonstration programs are designed to collect experimental and quasi-experimental data to evaluate the impact of potential policy changes on the lives and employment of people with disabilities.

Such agency initiatives and collaborations to collect and share data to facilitate program evaluation and policy demonstrations, while not systematic, do help answer the difficult question of whether the design of our system of federal disability policies and programs adequately addresses current conditions in the lives of citizens with disabilities.
Current and Emerging Issues

Population Statistics 

In its report “Reorienting Disability Research,” NCD recommended that statistics by disability status “should be included in all federal data collections that collect data on gender and race/ethnicity.” Now that the Census Bureau and BLS have a set of valid and reliable disability questions, it is time to include these disability measures in all federal and federally supported data collection efforts. Questions pertaining to disability are currently being included in the American Housing Survey (AHS), tested in the National Health Interview Survey (NHIS), and considered for inclusion in the SIPP. Disability measures need to be included on other data collection instruments, such as the Consumer Expenditure Survey (CEX) which is a BLS survey that collects the data used to  calculate the spending power of various groups; the Survey of Consumer Finance (SCF) which is a Federal Reserve survey concerning income, assets, and savings patterns in the U.S.; and the Panel Study of Income Dynamics (PSID) which is a longitudinal survey conducted by the University of Michigan and supported by the National Institute on Aging (NIA) to collect data on health, economic, and social behavior. 

While the inclusion of disability measures in general population surveys is important, it may not be sufficient to identify the unique experiences and circumstances of people with disabilities; there needs to be a more systematic collection of data on people with disabilities and the communities they live in. Perhaps a survey like the NHIS-D, which was fielded 15 years ago, should be fielded. The type of data collected by the NHIS-D could help people understand and monitor the barriers to the full participation of people with disabilities. The Canadian Participation and Activity Limitation Survey (PALS) provides an example of how the United States could expand its disability data collection. PALS is fielded every seven years, is linked and timed with the Canadian Census, and asks in-depth questions on unmet need related to government services and social supports.

Dissemination

It is not enough to collect population-based statistics; these measures need to be interpreted in a meaningful manner and disseminated in a systematic and inclusive manner. In “Keeping Track: National Disability Status and Program Performance Indicators,” NCD recommended that “Federal agencies and other organizations that conduct national surveys, such as the Census Bureau, BLS, and the U.S. Department of Health and Human Services Agency on Healthcare Research and Quality, provide comparisons of people with and without disabilities in their aggregated data reports, and where sufficient data exists, offer comparisons of people with disability by gender, race, and other socio-demographic characteristics.”
In addition, as the State of the USA indicator set continues to be developed and expanded, it may be possible to have disability integrated into a larger national indicator system and the national policy discourse (NCD, 2008). When completed, the indicator set could offer individuals who are looking for disability data relatively easy access to up-to-date statistics. The disability advocacy and research communities must be active to ensure that disability is included as a subgroup characteristic as the indicator set moves forward.

Program Statistics  

It is critical that all government programs collect data on people with disabilities. In its 2005 publication “National Disability Policy: A Progress Report,” NCD recommended that the Office of Management and Budget (OMB) incorporate measures for identifying disability-related variables in its review of all management data practices and procedures and of all data-collection instruments. Many programs, including One-Stop Employment Centers and Temporary Assistance to Needed Families (TANF), the Food Stamps program, and the Housing Choice Voucher program, provide critical services to people with disabilities despite not having disability as their primary focus.  All of these programs should collect data on the number of individuals with disabilities that use their services and compare outcomes between program users with and without disabilities.  Data are also needed in critical policy areas that directly impact the lives of people with disabilities. With regard to specific policy issues, in its report titled “The State of 21st Century Long-Term Services and Supports,” NCD describes specific data needed to support long-term services and supports (LTSS). For example, Congress needs data on LTSS costs and utilization for individuals across the spectrum of disabilities under age 65 to develop a sustainable and affordable LTSS policy. In addition, Congress needs data about the LTSS workforce so it can anticipate the impact of the changes being predicted in the nation’s demographic profile (e.g., a decrease in the population of informal caregivers that could add costs up to $200 billion a year).
Research is needed on the different public and private cost-sharing scenarios that focus on the under-age-65 population with disabilities and the relationship between public financing and private insurance to develop affordable products that insure against future risk of developing or being born with a disability.

Without such data, it is difficult to predict the future demand for LTSS and know how to reform current programs and financing to ensure that individuals with disabilities have the resources and supports to live in the least restrictive environment.

The data needed to develop policies regarding the employment of people with disabilities by the Federal Government are limited. The limitation stems from the fact that information about disability is collected when a person begins employment. People who experience the onset of a disability after starting work are not identified. As a result the annual report that the Office of Personnel Management (OPM) is required to submit to Congress about progress under the Federal Equal Opportunity Recruitment Program contains information on the representation of minorities within the Federal Government and the best practices of federal agencies, but it does not include data on employees with disabilities. The reporting requirements for employees with disabilities should be on par with other represented groups (NCD, 2009).
With regard to the ADA itself, the lack of data makes it is difficult to ascertain progress made in the past and present. Data are not systematically collected about such matters as the accessibility of public accommodations and commercial facilities or participation by people with disabilities in important civic activities, such as serving in public office, participating in government advisory committees, and performing community service (NCD, 2007).  

Closing

Since the passage of the ADA, there have been tremendous advances in the collection of disability-related data. Consistent with the ADA, new disability measures have been developed to represent a fuller characterization of disability, as opposed to representing disability solely through work limitations. These questions are now a part of perhaps the two most important surveys in the United States, the CPS and ACS, and there are discussions underway to include these questions in other national surveys.  

Also consistent with the ADA, new programs stemming from TWIIA and demonstration programs focusing on the active participation of people with disabilities in the labor force have resulted in the collection of new data to evaluate how government programs can reduce the barriers faced by people with disabilities.  

However, there is much work to be done. The existence of high quality disability statistics is not enough. There needs to be a continuing effort to promote the effective dissemination and utilization of disability statistics in characterizing the status and capabilities of people with disabilities, evaluating programs, and analyzing policy options. This effort will need to involve more than the traditional statistical agencies. All agencies and initiatives must seek the collection of disability statistics that reliably answer the key questions: as designed, does our system of federal disability policies and programs effectively address current conditions in the lives of our citizens? Do we have the data to allow our leaders to make informed decisions?
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