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Executive Summary 

During the past few years, policy makers and researchers have attempted to measure 

the status of people with disabilities compared with others in our society. They want to 

know if the lives of people with disabilities have improved since the passage of 

legislation such as the Americans with Disabilities Act (ADA), the Rehabilitation Act, the 

Individuals with Disabilities Education Act, and the Ticket to Work and Work Incentives 

Improvement Act. In addition to measuring overall status, various efforts are now being 

undertaken to measure the effectiveness and performance of these laws and programs, 

and their impacts on people with disabilities. 

Measuring the status of people with disabilities and the extent to which programs are 

assisting their clients to achieve better outcomes is important for many reasons. The 

number of people with disabilities in the U.S. is large and growing: 49.7 million non-

institutionalized people in the U.S. have disabilities, and about 21.5 million of these are 

working-age individuals (U.S. Census Bureau 2003, reported in Iezzoni and O’Day 

2006; StatsRRTC 2005). These numbers are likely to increase with the aging of baby 

boomers. People who acquire significant physical disabilities in early life are living 

longer than in prior years largely because of medical advancements. Measuring the 

status of people with disabilities is also important because the limited data we have 

indicate that the employment rate, level of household income, and educational 

attainment are low, and the poverty and obesity rates among people with disabilities are 

high compared to their peers without disabilities. Program evaluations, such as those 

conducted by the Government Accountability Office (GAO) and the Office of 

Management and Budget (OMB) also show that disability programs could be improved 

(GAO 2005; OMB 2004). 

There is much we do not know about the lives of people with disabilities. Currently, the 

statistics informing the policy debate are predominantly economic, such as employment 

and household income. Such statistics are helpful, but paint only part of the picture. 

Other quality of life dimensions are substantially overlooked. Although some surveys 

cover topics that are related to some aspects of well-being, such as income, assets, or 



 

 

health insurance status, they do not necessarily reflect other aspects of well-being as 

they would be defined by the target population.  

This report describes what we know about the status of people with disabilities in the 

U.S., and examines current data to assess the extent to which they meaningfully 

measure the well-being of people with disabilities. While much useful data on the status 

of people with disabilities exists, significant knowledge gaps hamper efforts to improve 

their well-being. Additionally, social indicator systems currently used or being developed 

either underemphasize or do not include people with disabilities. No comprehensive 

report exists describing the status of people with disabilities. 

This report proposes a set of statistical indicators to annually measure the status of 

working-age people with disabilities and compare them to working-age people without 

disabilities in the United States. This report focuses on the working-age population of 

individuals with disabilities, defined as those ages 21 to 64, because many federal 

programs focus on employment, making indicators for the working-age population 

particularly relevant. Additionally, the life circumstances of working-age people with 

disabilities differ enough from the circumstances of children, youth and seniors, that 

separate indicators are warranted; indeed, indicator systems already exist for children 

and seniors. The topical indicator set, which can be produced relatively quickly,  

can provide a foundation for the social indicator systems being developed, and 

stimulate public awareness about the status of people with disabilities and the need  

for improvement. 

This report discusses disability as a socio-demographic characteristic. This may not 

reflect the full experience of disability because disability is an interaction between an 

individual with an impairment and the environment, rather than merely a personal 

characteristic. The report uses this language because it allows discussion of the 

disparity between people with and without disabilities in measures of well-being.  
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Social Indicators 

Social indicator systems measure the progress of society as a whole on a given set of 

valued characteristics. Indicator systems can measure attributes of people, institutions, 

the economy, and the physical environment (GAO 2005). Existing indicator systems 

generally cover a particular domain, such as health or education, a particular population 

such as children or the elderly, or cover a particular locality, such as a city or county. In 

2003, the GAO, in cooperation with the National Academies, convened a group of 

national leaders that ultimately began the Key National Indicators Initiative (KNII) to 

develop a comprehensive indicator system for the country as a whole. The goal of the 

initiative is to provide measures that will help Americans assess the nation’s progress in 

key areas, such as economic well-being, health status, and the environment. After 

several years of research at the request of Congress, the GAO recommended in 

November 2006, as part of a report on oversight priorities, that Key National Indicators 

be pursued. 

The designers of the KNII system are using the wealth of existing data from a variety of 

public and private sources to develop a website with data on a set of key indicators that 

cover a wide range of topics from education and business to health and the 

environment. Unfortunately, the surveys used to collect data on many of these topics do 

not contain adequate measures to define disability, or meaningful measures for program 

outcomes. The range of different disability definitions and multiple uses of the term 

“disability” in laws, policies, programs, and data collection instruments make 

comprehensive data on people with disabilities extremely difficult to compile, which 

likely contributes to the fact that there is no comprehensive document that reports on 

the status of people with disabilities in the U.S. This lack of information limits the ability 

to monitor and evaluate the impact of laws, policies and programs on people with 

disabilities, which in turn undermines the nation’s ability to make informed programmatic 

and funding decisions.  

This report presents a brief topical indicator set based upon available data to track key 

indicators over time for people with disabilities. NCD will present current data to 
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populate these indicators in each of its Annual Progress Reports. NCD’s Progress 

Report offers an annual opportunity to feature the topical indicator set, and thereby 

stimulate interest among politicians, policy makers, the press, and the public to focus on 

how people with disabilities are or are not making progress as compared to people 

without disabilities, highlighting their continuing needs. These indicators will also provide 

a foundation for engaging with the KNII as it conducts its planned national civic outreach 

over the next two years. The proposed topical indicator set includes the following: 

Table E.1: Topical Indicator Set 

Employment 
Indicator 1: Employment rate 
Indicator 2: Employment rate by education status 
Indicator 3: Median annual labor earnings of full-time/full-year workers 
Indicator 4: Median annual labor earnings of full-time/full-year workers by education 

status 

Education 
Indicator 5: Percent of people with less than a high school diploma 
Indicator 6: Percent of people with at least a college degree 

Health status and health care 
Indicator 7: Obesity 
Indicator 8: Smoking 
Indicator 9: Health insurance status 
Indicator 10: Failure to get needed care because of cost by poverty status 
Indicator 11: Patients who report that doctors or other health providers always show 

respect for what they have to say 

Financial status and security 
Indicator 12: Median household income  
Indicator 13: Poverty status  

Leisure and recreation 
Indicator 14: Participate in leisure time physical activity 

Personal relationships 
Indicator 15: Always or usually get the social and emotional support you need 
Indicator 16: Marital status 

Crime and safety 
Indicator 17: Violent crimes per 1,000 people  
Indicator 18: Property crimes per 1,000 people  
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Recommendation 1: NCD recommends that the National Institute on Disability 

and Rehabilitation Research (NIDRR) establish and fund a coalition of disability 

policy makers and advocates to: 1) develop a fuller set of indicators that are 

important to people with disabilities, building on the indicators outlined in this 

report (see Chapter 5); and 2) ensure that disability is included as a demographic 

subgroup as the KNII is developed. The KNII offers an important opportunity to 

integrate disability into a larger national indicator system. When completed, the KNII will 

offer individuals who are looking for disability data relatively easy access to existing 

data. It will highlight the importance of including disability as a subgroup in analyzing the 

relative status and progress of the population and highlight gaps in data about people 

with disabilities.  

Recommendation 2: Promote a standard set of disability questions. Some 

important federal surveys have no disability measures. When measures are included, 

they vary across surveys, often yielding inconsistent and confusing results. A common 

core of disability questions on all federal surveys would improve comparability and 

improve the national discourse about disability programs and policy.  

The definition should identify people “who, because of their functional limitations, are at 

risk for the loss or restriction of opportunities to take part in the normal life of the 

community on an equal level with others” (Altman 2006). Questions aiming to identify 

this group should characterize people by the difficulties they have in undertaking basic 

activities, like walking, seeing, and self-care—and not questions asking if they have a 

condition which limits their ability to participate in society, for example to work or attend 

school. The analysis can then determine to what extent people with functional 

limitations are excluded from society. It is also important that the questions ask about 

functioning without assistive devices, since the presence of assistive devices can assist 

people with functional limitations gain access to society. 

Based on ideas developed by the Washington City Group (Madans et al. 2004, Altman 

2006, Mont 2007) and Stapleton et al. (forthcoming), we propose that the set of 

questions used to operationalize this definition meet the following criteria:  
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Be reliable and valid when self-reported; 

Include the smallest number of questions possible to capture the needed concepts; 

Be comparable across different national cultures; 

Focus on functional limitations; 

Not include the word “disability” because it can be interpreted differently based on 

age and other factors; 

Include scaled responses to allow the researcher to identify functioning at  

different levels; 

Identify the length of time the person has had the impairment; and 

Not preclude including other measures of disability for other purposes. 

Including a set of questions meeting these criteria on all national surveys will allow us to 

compare the well-being of people with and without disabilities in each of the domains 

covered by the surveys, and to monitor changes over time in response to changes in 

environmental factors such as the economy and public policy. It would also ensure that 

data available for the general population and reported for other socio-demographic 

groups is also available by disability status. A short common set of questions also would 

allow for comparisons across surveys. 

Recommendation 3: Fully disseminate disability data. Federal agencies and other 

organizations that conduct national surveys, such as the US Census Bureau of Labor 

Statistics and the US Department of Health and Human Services Administration on 

Healthcare Research and Quality, should provide comparisons of people with and 

without disabilities in their aggregated data reports and should, where sufficient data 

exists, offer comparisons of people with disability by gender, race, and other socio-

demographic characteristics. 



 

 

The Status of People with Disabilities 

Some existing surveys probe deeply into certain life domains and are useful for 

measuring the well-being of people with disabilities. Using these data, we identify what 

is known about the status of people with disabilities. To find out what is important, we 

conducted six focus groups with individuals with disabilities, and one focus group with 

service providers. We asked participants what they considered to be important areas in 

which to assess quality of life, and what was important in each area. Based on their 

input, we identified 11 high priority domains or areas of life: employment, education, 

health, financial means, community participation, leisure and recreation, political 

participation, transportation, housing, personal relationships, and technology. Focus 

groups participants also identified 13 crosscutting individual and community dimensions 

that would contribute to a high quality of life.  

Individual dimensions included the following: 

Choice: To have the ability to select from various, acceptable options in important life 

areas, for example: the ability to choose whether and where to work, attend school, or 

participate in civic or community activities; the ability to select among various health 

care providers, insurance companies, and personal assistants; having options regarding 

where and with whom to live and how to spend money; and having the choice to marry 

and have children. 

Spontaneity: To have the ability to make last minute plans to attend community events, 

go out with friends, or visit family. This requires accessible and readily available 

transportation and personal assistance, the ability to use a cell phone, community 

accessibility, and housing constructed to meet universal design requirements. 

Aspirations: To have dreams and set and pursue goals for oneself in life areas such as 

employment, education, health care, or political participation.  
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Empowerment: To have: a sense of self esteem; the ability to advocate for oneself; 

understanding and acceptance of disability; knowledge about legal rights, including 

legislation such as ADA; a voice in programs that affect one’s life; and control  

over finances. 

Quality: To be able to: engage in employment that one finds meaningful; access timely 

and high caliber health care irrespective of insurance coverage; have adequate financial 

resources to afford to participate in community activities; have accessible, reliable 

transportation; and foster close, egalitarian relationships with friends and family. 

Financial means: To have the ability to: purchase high quality services, including 

transportation, housing, and personal assistance; obtain a job that pays a decent wage 

with good benefits; and afford purchases required for leisure time activities. 

Overall satisfaction: This category represents overall satisfaction in each domain; 

fulfillment in employment or education; ability to obtain high-quality health care; safe, 

affordable, accessible housing; participation in community events of one’s choosing; 

and having close relationships with friends and family. 

Community dimensions included the following: 

Inclusion and integration: Participating in employment, education, recreation and 

religious activities along with people without disabilities; inclusion in social activities with 

co-workers; integrated housing and transportation; inclusion in exercise and fitness 

activities; having a feeling of belonging or acceptance; and having relationships with 

people with and without disabilities. 

Assistance and support: Having access to help to meet various needs for 

independence, where “independence” means the opportunity to live outside externally- 

controlled settings, notably institutions; having assistance in making choices; getting 

informal support from family and friends to enable independence; and having access to 

needed coaching and support services in education and employment. 
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Public attitudes: Promoting appropriate expectations by members of the general public 

applied to people with disabilities in employment, education and community 

participation; experiencing high comfort level by members of the general public with 

people with all types of disabilities; having appropriate portrayals of disability in the 

media; increasing public regard of disability as a normal part of life; and being treated 

with dignity and respect. 

Accessibility: Having physical and programmatic accessibility; usability of facilities; 

usable off-the-shelf technology by people with disabilities. 

Non-discrimination: Experiencing fair treatment in employment, housing, education, 

health care, public and private agencies and organizations, lending and voting. This 

category is similar to, but goes beyond, public attitudes to encompass a legal-based 

definition of discrimination. 

Safety/Risk: Safety includes such items as housing located in safe areas and back-up 

system for personal assistance services; risk includes the ability to work without fear of 

benefit loss. 

With this feedback from focus group participants, we reviewed the existing national data 

in each of the 11 domains to report on what is known about the status of people with 

disabilities. While there is some data in each of the domains identified by the focus 

group participants, serious gaps exist in what the nation can measure using current 

data. Most questions related to the crosscutting concepts cannot be addressed with the 

data that are currently available.  

Program Performance Measures 

Program performance indicators, or indicators used for “performance measurement,” 

have a narrower purpose than the societal indicator systems we have been discussing. 

While topical and comprehensive indicator systems attempt to capture the state of 

society, program performance indicators are used by agencies, Congress, and OMB for 
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ongoing monitoring and reporting of program accomplishments, particularly progress 

toward pre-established goals. 

Most current program performance indicators measure the impact of programs on 

participants. They generally do not measure the number of people who could benefit 

from the program but who do not participate either because they do not meet eligibility 

requirements, are unaware that the program exists, or do not use the program because 

of other entry barriers such as inaccessibility or excessive red tape. 

A second limitation of program performance indicators is that they do not account for 

the complex interaction between the program and other factors, such as the economy or 

other public programs. For example, the percentage of vocational rehabilitation clients 

obtaining competitive jobs at closure partly depends on the quality of the services 

delivered, but also depends on the characteristics of the users, the availability of jobs in 

the economy, and the barriers and disincentives to work created by Social Security 

Disability Insurance and other cash and medical benefits. 

A third limitation is that programs serving a broader population tend to report the 

outcomes by all program enrollees, rather than by different demographic subsets of 

enrollees, and do not allow a program to determine the specific impact on people with 

disabilities. Outcome indicators for programs focusing on people with disabilities, 

particularly employment programs, are evaluated based on a narrow range of indicators 

that do not adequately capture the program’s impact on the quality of people’s lives. 

Recommendation 4: Administrative records of all means-tested programs should 

include a disability indicator. Programs that serve individuals with disabilities, such as 

One-Stop Employment Centers, and TANF, should collect data on the number of 

individuals with disabilities who use their programs and compare outcomes between 

program users with and without disabilities. We recommend that the Interagency 

Committee on Disability Research (ICDR) develop a workgroup to establish criteria on 

which the indicator is based. 
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 Recommendation 5: Expand the Job Training Common Indicators. NCD should ask 

the Department of Labor to explore options within its administrative data collection 

system to add questions to the Job Training Common Indicators that more adequately 

capture concepts important to the focus groups, including choice in job; whether the job 

uses the employee’s full talents and abilities; whether the wage is appropriate given 

their qualifications; the extent to which they are satisfied with job conditions (including 

place, facility, co-workers, schedule requirements, accommodations, and opportunities 

for advancement); and whether they have meaningful opportunities to make choices 

about the conditions of their work. 

Recommendation 6: Agencies should consider the effects of programs on non-

participants. Agencies should include participation rates for eligible individuals (or 

potentially eligible individuals) and measures of well-being for those who are denied 

services in their GPRA and PART outcome measures. Improved survey data on people 

with disabilities would help support such measures. 
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Chapter 1: Introduction 

A. 	 Need for the National Disability Performance and  
Indicators Project 

During the past few years, policy makers and researchers have attempted to measure 

the status of people with disabilities as compared to others in our society. They want to 

know if the lives of people with disabilities have improved since the passage of 

legislation such as the Americans with Disabilities Act (ADA), the Rehabilitation Act, the 

Individuals with Disabilities Education Act, and the Ticket to Work and Work Incentives 

Improvement Act. In addition to measuring overall status, various efforts are now being 

undertaken to measure the effectiveness and performance of these laws and programs 

and their impacts on people with disabilities. 

Measuring the status of people with disabilities and whether programs are truly  

assisting their clients to achieve better outcomes is important for many reasons. First, 

about one-fifth of the non-institutionalized population or 49.7 million people report 

disabilities (U.S. Census Bureau 2003 reported in Iezzoni and O’Day 2006). Among 

those of working age, about 21.5 million or 13 percent have some type of disability. 

(See Exhibit 1.1, which presents disability by type, age, education and race among the 

working age population.) 

The disability prevalence rate increases with age. As shown in Exhibit 1.1, seven 

percent of people ages 21–29 have a disability compared to 26 percent of people ages 

60–64. These rates increase even more dramatically for the population over age 65: 30 

percent of people ages 65–74 have a disability, and more than two-thirds (69%) of 

people over age 85 have some type of disability. Because the numbers of elders will 

grow substantially in coming decades, the number of individuals with disabilities is likely 

to increase. People who acquire significant physical disabilities in early life are living 

longer than in prior years largely because of medical advancements. Healthy aging with 
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a disability has become an important clinical consideration and research topic, as 

persons with such conditions as cerebral palsy, polio, and spina bifida increasingly live 

into their seventh decade and beyond (Iezzoni and O’Day 2006). 

Measuring the status of people with disabilities is also important because the limited 

data we have indicate that, in many ways, the status of people with disabilities has 

changed little. They remain below their non-disabled counterparts in many key areas 

where “more is better,” such as employment, household income, and educational 

attainment, and above their counterparts in other areas where a lower rate is preferable, 

such as poverty and material hardship. Other disparities include excess weight, reduced 

physical activity, increased stress, and less frequent mammograms for women over age 

55 with disabilities (Iezzoni et al. 2001; Weil et al. 2002).  

Program evaluations also suggest the need for improvement. The Government 

Accountability Office (GAO) has recently conducted a review of 200 federal programs 

located in 20 agencies that serve individuals with disabilities. It identified the need to 

transform many of the programs it reviewed to keep pace with the changing 

expectations and challenges of the 21st century. In addition to significant program 

redesign, it recommends looking across programs to determine the effectiveness of 

disability programs as a whole (GAO 2005). Such a review requires an examination of 

the entire population of those with disabilities, not just those who receive services from 

the individual programs. 

The Office of Management and Budget (OMB) also sees need for improvement among 

federal programs serving people with disabilities. Through its Program Assessment 

Rating Tool (PART), it continues to mandate outcome measurement as a part of its 

government wide program review. It assesses whether agencies focus on achievable 

outcomes based on long-term goals and benchmarks, and mandates that agencies 

develop a plan of improvement to address deficits. Many of the federal programs that 

serve people with disabilities show need for improvement (OMB 2004).  
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Lack of progress on key indicators for people with disabilities may reflect two problems. 

One is that programs and services for people with disabilities have not kept pace with 

the changing expectations and aspirations of people with disabilities and the new 

realities of the 21st century. The other is inadequacies in our measurement and data 

systems. Although some existing national surveys probe deeply into certain areas and 

could be useful in measuring the well-being and progress of people with disabilities, 

they have several notable limitations, including inadequate definitions of disability and 

failure to measure aspects of life that are very important to people with disabilities. 

According to the National Council on Disability (NCD), policy issues on the forefront of 

the disability agenda, such as long-term care services and employment, require relevant 

and routinely collected measures, accurate data, sophisticated analyses, and both 

broad and well-targeted dissemination (NCD 1998). 

There is much we do not know about the lives of people with disabilities. Currently, the 

statistics informing the policy debate are predominantly economic, such as employment 

and household income. Such statistics are helpful, but paint only part of the picture. 

Other dimensions of quality of life are substantially overlooked. Current survey 

questions do not provide a holistic picture of the disability experience. Although some 

surveys cover topics that are related to some aspects of well-being, such as income, 

assets, or health insurance status, they do not necessarily reflect other aspects of well-

being as they would be defined by the target population. 

Statistics can be a powerful tool for shaping the public debate. Whether viewed as 

“keeping score” or as a “report card,” regular reporting of numbers that can be 

compared over time is a technique for accountability that is likely to stimulate interest 

among politicians, policy makers, the press, and the public. The purpose of this report is 

to develop a set of statistical indicators to annually measure the status of working-age 

people with disabilities in the United States. NCD wishes to describe the status of 

working-age people with disabilities in our society and determine whether current data 

meaningfully measures their well-being. More specifically, the purposes of this report 

are to: 
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Describe the status of people with disabilities in the U.S. based on indicators that 

measure their quality of life; 

Identify gaps in knowledge; 

Identify indicators of well-being that can be used to compare people with and without 

disabilities; and 

Recommend strategies to insure that the federal government has adequate and 

appropriate information to measure the success of its programs and policies and to 

track progress of people with disabilities over time. 

This report focuses on the working-age population of individuals with disabilities, 

defined as those ages 21 to 64. We are focusing on this population for several reasons: 

First, many federal programs focus on employment, making indicators for the working-

age population particularly relevant. Second, the life circumstances of working-age 

people with disabilities differ enough from the circumstances of children, youth and 

seniors, that separate indicators are warranted; indeed, indicator systems already exist 

for children and seniors. (See Appendix A for a fuller discussion of these indicators.) 

Third, including seniors or children may impact the interpretation of the results. For 

example, including seniors, all of whom are covered by Medicare, in an indicator of 

insurance coverage, may mask the differential in levels of private health insurance 

coverage between working-age people with and without disabilities. 

This report refers to disability as a socio-demographic characteristic. This may not 

reflect the full experience of disability because disability is an interaction between an 

individual with an impairment and the environment, rather than merely a personal 

characteristic. The report uses this language because it allows discussion of the 

disparity between people with and without disabilities in measures of well-being. It is 

the approach used to measure the disparity among racial groups. Race, which is 

consistently used as a socio-demographic characteristic, is also a social construction 

(Wilson 2003) and can be viewed as an interaction between personal characteristic and 

social response; we attribute social value to biological characteristics by labeling an 



 

 

individual with a racial identity. This report explores some of these definitional  

issues throughout. 

We begin with a brief review of problems with current measurement systems. 

B. Current Measurement Systems 

No comprehensive indicator system that describes the social conditions of the U.S. 

population exists, but interest in developing such a social indicator system is growing. 

(See Chapter 3.) 

Social indicator systems are one of the chief mechanisms for assessing group status in 

our society. Although social data exist on many important aspects of daily life, there is 

no comprehensive indicator system at the federal level that describes our social 

condition (Miringoff et al. 2003). The official portrait of our nation’s prosperity focuses on 

narrowly-defined economic indicators such as Gross Domestic Product, the rate of 

inflation, the unemployment rate, income per capita, and poverty rates. These economic 

indicators give us a concrete sense of how we are doing as a nation, but important 

aspects of life, such as health status, psychological well-being, environmental factors, 

and others also deserve serious attention. 

Social indicator systems measure the progress of society as a whole on a given set of 

valued characteristics. Indicator systems can measure attributes of people, institutions, 

the economy, and the physical environment (GAO 2005). Indicators are a reflection of 

many factors, such as the scarcity of natural resources relative to the size of the 

population, the state of knowledge and technology, and the structure of governance. 

Indicators also reflect the actions of federal, state, and local governments, a wide array 

of for-profit and not-for-profit entities, and individuals.  

Existing indicator systems generally cover a particular domain, such as health or 

education, or cover a particular locality, such as a city or county. In 2003, the GAO, in 

cooperation with the National Academies, convened a group of national leaders that 
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ultimately began the Key National Indicators Initiative (KNII) to develop a 

comprehensive indicator system for the country as a whole. The goal of the initiative is 

to provide measures that will help Americans assess the nation’s progress in key areas, 

such as economic well-being, health status, and the environment. After several years of 

research at the request of Congress, the GAO recommended in November 2006, as 

part of a report on oversight priorities, that Key National Indicators be pursued. 

Social data currently collected are based on surveys without adequate disability 

measures. No comprehensive report exists on the status of individuals with disabilities 

in America. Government agencies or private organizations that serve particular 

segments of our society use national data to assess and report on the status of 

particular groups. For example the Federal Interagency Forum on Aging-Related 

Statistics produces Older Americans, Key Indicators of Well-Being. The Urban League 

annually publishes The State of Black America to focus upon the status of African 

Americans in the U.S. compared to society as a whole. Kids Count, a project of the 

Annie E. Casey Foundation, tracks the status of children in the U.S., providing 

policymakers and citizens with benchmarks of child well-being. These reports are a 

shorthand way to provide a picture of the group’s status and to educate the general 

public about social issues affecting particular groups. They can call attention to 

particular issues, but policy makers and administrators will need more complete data to 

make informed programmatic and funding decisions.  

Unfortunately, many of the surveys used to collect social data do not contain adequate 

measures to define disability, or meaningful measures for program outcomes. Some 

existing surveys probe deeply into certain life domains and appear to be useful in 

measuring the well-being of people with disabilities in some domains. For example, the 

Cornell University Rehabilitation Research and Training Center on Disability Statistics 

(StatsRRTC) uses the American Community Survey (ACS) to develop “Status Reports” 

that provide demographic and economic indicators in several areas, including disability 

prevalence, employment (full and part-time), personal and household income, poverty 

rate, and education (www.disabilitystatistics.org). But the ACS is constrained by the 
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conceptual and methodological limitations of its disability questions, and because the 

other ACS questions cannot support a complete, holistic set of indicators. Existing 

social measurement systems generally do not include measures that would enable us to 

identify people with disabilities in a consistent and meaningful fashion, or to evaluate 

their quality of life. The range of different disability definitions and multiple uses of the 

term “disability” in laws, policies, programs, and data collection instruments make 

comprehensive data on people with disabilities extremely difficult to compile. This 

contributes to the fact that there is no comprehensive document that reports on the 

status of people with disabilities in the U.S., similar to those mentioned above. The lack 

of data limits that ability to monitor and evaluate the impact of laws, policies and 

programs on people with disabilities, which in turn undermines our nation’s ability to 

make informed programmatic and funding decisions.  

Existing data on people with disabilities is focused on health and economic measures 

and tells us little about other things that people with disabilities think are important.  

Currently available data provide information on some health and economic indicators, 

for example, obesity, employment, income, and assets. However, we know little about 

how people with disabilities perceive the quality of their lives or their social 

environments. Are their lives meaningful and rewarding? Are they content with the 

quality of their lives? Do they feel accepted by their communities? To what extent do 

they feel their opportunities for social participation are equal to those of their peers 

without disabilities? What is their perception of programs, such as those that provide 

rehabilitation, housing, health care and income support? These are questions for which 

little information is available to answer them. 

Although this report focuses on outcome measurement to support indicator systems for 

working-age people with disabilities, many of the limitations we find are common to 

other indicator systems. In particular, they often do not take the perspective of the target 

group—how their lives are actually lived and how they perceive their own well-being.  
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Limitations on outcome measurement for people with disabilities apply in other contexts 

as well. Most importantly, programs serving people with disabilities are evaluated based 

on outcome measures that often poorly reflect outcomes important to their clients. For 

instance, a program’s success might be based on an employment placement rate 

relative to a benchmark (Projects with Industry, Department of Labor Customized 

Employment Grants); the percent who are employed for at least 90 days (vocational 

rehabilitation), increases in client earnings (Medicaid Buy-In programs); or reduced 

expenditures (Medicaid Home and Community-Based Waiver programs). These do not 

adequately capture the program’s impact on the quality of people’s lives, and are 

therefore insufficient to assess the true value of the program.  

Given the inadequacies of existing indicators as just described, we can anticipate that 

the search for a workable indicator system for persons with disabilities will entail 

considering complex concepts, and ultimately will require some compromises toward 

practical recommendations. The next section outlines how this report tackles  

those challenges. 

C. Organization of the Report 

Chapter Two sets the context for review of performance measurement systems, by 

providing a framework for discussing disability and social indicator systems. The 

chapter also provides a brief history of social indicator systems and a discussion of the 

role social indicator and program evaluation systems can play in measuring quality  

of life. 

Chapter Three reviews existing and emerging social indicator systems. Because no 

comprehensive national system yet exists, it focuses on the Key National Indicators 

Initiative (KNII). It also highlights lessons learned from a similar initiative in Canada. 

Chapter Three also reviews topical and population-specific systems related to health, 

education, aging, and race. 
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Chapter Four reviews available data on the status of people with disabilities and 

identifies gaps in our current knowledge. To identify knowledge gaps, we conducted six 

focus groups with individuals with disabilities, and one focus group with service 

providers. We asked them what they considered to be important areas in which to 

assess quality of life. Based on their input, we identified 11 high priority domains or 

areas of life, including employment, education, health, financial means, community 

participation, leisure and recreation, political participation, transportation, housing, 

personal relationships, and technology. Focus group participants commented on  

what aspects of each area were important. With this feedback, we reviewed existing 

data in each of the 11 domains to report what is known about the status of people  

with disabilities.  

Chapter Five proposes a set of topical indicators to be used to compare people with and 

without disabilities in important life domains over time. These 18 indicators, along with 

the most recent data to populate them, provide a snapshot of the status of people with 

disabilities and a foundation for engaging with the KNII discussed in Chapter Three.  

Chapter Six discusses the use of indicators in measuring the performance of federal 

programs. The chapter describes the Program Assessment Rating Tool (PART), the 

primary government-wide effort to measure program outcomes, as well as other 

program evaluation initiatives. We review several initiatives based on measures that 

assess the quality of life for program participants, including the National Core Indicators 

Project, the Supported Work Indicators, and others. Most of these indicators have 

focused on evaluating specific providers but they can be valuable in development of 

broader program evaluation measures. 

Chapter Seven lists the recommendations that arise out of review, both those related to 

national indicator systems and those related to other data collection efforts.  

Appendices A–G provide additional information on many of the issues covered in  

this report. 
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Exhibit 1.1: 
Characteristics of the Working-Age 

Population with Disabilities  
(Ages 21–64) 

Category 
Number or 
percentage 

Total Working-Age Population 169.8 million 
Number with any Type of Disability 21.5 million 
Percentage of Total Population with any Disability 13% 

Disability type* 
Sensory Disability 3% 
Physical Disability 8% 
Mental Disability 4% 
“Self-care” Disability 2% 
“Go-outside” Disability 3% 
Employment Disability 7% 

Race 
White 12% 
Black/African American 17% 
Native American 23% 
Asian 6% 
Other Race or Multiple Races 12% 

Age (years) 
21–29 years  7% 
30–39 years  10% 
40–49 years  12% 
50–59 years  19% 
60–64 years  26% 

Educational attainment 
Less than High School 24% 
High School Diploma or Equivalent 15% 
Some College 12% 
Bachelor’s Degree or More 6% 

*Types of disability total more than “any disability” because an individual may have more than one  
 type of disability. 

Source: Unpublished statistics generated by A. Houtenville using 2005 ACS data. 
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Chapter 2: Framework for Discussion of Social  
Reporting Systems 

The purpose of this chapter is to establish the context and provide a framework for a 

discussion of performance measurement systems. We begin with key definitions and a 

brief history of social measurement systems. We discuss the purpose of social indicator 

systems and the role social indicator and program measurement systems can play in 

measuring the status of the population.  

A. Concepts and Definitions  

In this report, we use the following key concepts and definitions: 

Indicator: a quantitative measure of economic, environmental, social, and  

cultural condition. 

Indicator system: an organized effort to assemble and disseminate indicators. 

Topical indicator system: brings together indicators on a related set of issues, 

such as health or transportation. 

Comprehensive key indicator system: a collection of indicators on a broad range 

of economic, environmental, social, and cultural issues. 

Indicators and indicator systems are the building blocks to measure quality of life and 

evaluate program effectiveness. They are used to measure three types of outcomes:  

Individual Outcomes: Individual outcomes express the impact of a particular 

intervention on a particular individual. For example, an employment outcome might 

express the impact of vocational rehabilitation (VR) services on a VR client. Clinical 

outcomes express the impact of a particular intervention or course of medical 

treatment, such as physical or speech therapy, drug regimens, surgery, or drug 

treatment, on an individual. A measure of clinical outcome might be the number of 

pneumonia hospitalizations after a public immunization campaign. Program and 

societal outcomes reflect individual outcomes. This report focuses on indicators of 
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interest at the federal level such as program outcomes and social indicators and 

does not review clinical outcome systems. 

Program Outcomes: Program performance and outcome indicators focus on the 

effect of a particular government program on its users or those who meet program 

eligibility requirements. They are used for ongoing monitoring and reporting of 

program accomplishments, particularly progress toward pre-established goals. For 

example, an outcome indicator of a state’s vocational rehabilitation program collects 

data on how many clients find employment, whether the employment is full or part-

time, the wage rate, whether health insurance or other benefits are provided, and the 

amount of funds spent per case. 

Societal Outcomes: Social indicator systems measure the progress of society as a 

whole on a given set of indicators; e.g., economic, education, health, or home 

ownership. Social indicator systems can answer vital questions including, How are 

we doing as a country, as a state, or as a locality? How do we compare to others 

and how do specific subgroups compare to the population as a whole? Such 

indicators help us assess the position and progress of an entire jurisdiction or group, 

not just the performance of any one program. 

Both societal indicators and program performance indicators play important roles in 

ensuring a responsive and accountable government. Social indicators measure societal 

progress; program performance indicators measure the impact of specific programs on 

people’s lives. But the distinction is sometimes blurry. A social indicator answers a 

“societal outcome” question, such as “Do people have the ability to travel where and 

when they want to go using transportation that is affordable?” For people with 

disabilities, many factors play into the answer—the nature of the individual’s disability, 

their personal family resources, available public transportation, affordable vehicle 

modifications for people with physical impairments, available personal assistants or 

volunteer drivers, mobility training for people who are blind or have cognitive disabilities, 

and availability of assistive technologies. No single agency is responsible for ensuring 

that all of these needs are met.  
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Statistics and the U.S. Department of Health and Human Services Administration on 

Healthcare Research and Quality, should provide comparisons of people with and 

without disabilities in their aggregated data reports and should, where sufficient data 

exists, offer comparisons of people with disability by gender, race, and other socio-

demographic characteristics. 
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Chapter 5: Key Disability Indicators 

A. Introduction 

In this chapter, we propose a set of topical indicators intended to measure the progress 

of people with disabilities in important life domains over time. Data for the 18 indicators 

in the proposed topical indicator set can be produced relatively easily and quickly for 

NCD’s annual Progress Report, and will provide a foundation for the Key National 

Indicators Initiative (KNII) discussed in Chapter Three. Including a topical indicator set 

on people with disabilities in NCD’s Progress Report offers an annual opportunity to 

focus on the movement of people with disabilities in relation to their goals as well as 

their continuing needs. Whether viewed as “keeping score” or as a “report card,” such 

regular reporting of numbers that can be compared over time is a technique for 

accountability that is likely to stimulate interest among politicians, policy-makers, the 

press, and the public. 

We begin this chapter by identifying critical features of social indicator systems and how 

the proposed set of indicators addresses each feature. We then present each of the 18 

proposed indicators, along with a brief rationale for selecting the measure, and the 

strengths and weaknesses of each. 

B. Desirable Features of the Disability Topical Indicators 

A number of authors have listed critical features of social indicator systems (Hagerty et 

al. 2001; JCCI 2006; Lane 1992). Below, we present a composite list of desirable 

characteristics along with commonly accepted statistical principles. We also describe 

how we have used these characteristics to select the proposed set of indicators. 

Defined by Stakeholders 

In general—The indicator set must capture the concept of “well-being,” as defined by its 

potential users. The set of indicators should measure quality of life based on what a 



 

 

74 


diverse group of community members agrees is important, in relation to the priorities in 

the community’s shared vision or goals. The indicators, taken together, should 

approximately encompass the totality of life experience, and each indicator should 

encompass a substantial but discrete portion of the aggregate (Hagerty et al. 2001). 

In the proposed set—To obtain stakeholder input, we held a series of focus groups 

whose participants identified 11 domains and several dimensions within each domain 

they considered important to a high quality of life. Our goal was to select at least one 

indicator in each of the 11 domains, however, a lack of data in several domains made 

achieving this goal impossible. 

Objective and Subjective Measures  

In general—Both subjective and objective indicators are necessary, but neither is 

sufficient to encompass the totality of life experiences. Many researchers have 

demonstrated that objective indicators of QOL often do not correlate highly with their 

subjective counterparts (Hagerty et al. 2001). Lane (1992) argued that, because quality 

of life is a function of expectations, if we focus entirely on subjective measures we risk 

accepting the “wantlessness of the poor and the acquiescence of the exploited.” If  

we focus entirely on objective measures we might overlook important benchmarks  

of well-being. 

In the proposed set—Although available data on subjective measures is extremely 

limited, we have included both objective measures (employment rate, educational level) 

and subjective measures (perception of whether physicians show respect for patient 

opinions, presence of emotional support) among our topical indicators. Data on 

additional subjective measures could be included as they become available. 

Measurable, Reliable and Valid  

In general—Data for the indicator must be available on a regular basis from a credible 

source. The data must be collected, compiled, and calculated in the same way each 
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year. The metric must be able to function as a discriminative instrument (differentiating 

people who have a better quality of life from those who have a worse one) as well as an 

evaluative instrument (measuring how much the quality of life has changed over time or 

in response to a particular intervention). The indicator trend line should respond 

relatively quickly and noticeably to changes in the quality of life. Users must be able to 

identify differences in scores that correspond to trivial, small, moderate, and large 

differences. If the measure fluctuates over time, we must be relatively sure that this 

corresponds with a fluctuation in the quality of life and not be a statistical artifact.  

In the proposed set—For the NCD indicator set we included data that meets the 

following criteria: 

Data can be obtained relatively easily from existing government sources; 

The indicator is measured relatively frequently (annually or bi-annually); 

The survey has an adequate sample size to be statistically reliable; 

Comparison data for people with and without disabilities is available; and 

The identifier for persons with disabilities is not based solely on “work limitation” 

questions, such as those in the CPS. 

Understandable 

In general—If the indicator trend line moves upward or downward, a diverse group of 

people in the community should agree on whether the quality of life is improving or 

declining. For an example that does not fulfill this feature, if the rate of enrollment in the 

food stamp program increases, it is not clear whether that indicates that the program is 

serving a greater portion of people in need (a positive) or that the need is increasing  

(a negative). 

In the proposed set—There does not seem to be any ambiguity in the interpretation of 

potential changes in the direction of each of the proposed set of indicators. 
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Comprehensive 

In general—Together, the set of indicators should address as many domains as 

possible to paint a comprehensive picture of the quality of life for people with disabilities.  

In the proposed set—We have included data from as many domains identified by the 

focus groups as possible, given the limitations of existing data noted in Chapter Four.  

Leading and Lagging Indicators  

In general—Some people argue that social indicator systems should be forward thinking 

(how do you feel about the future?) because leading indicators enable a proactive  

policy response. Others suggest that lagging indicators, those that focus on current 

status or past trends, should be used so that responses reflect their current situation 

(JCCI 2006). 

In the proposed set—There is little leading indicator data for people with disabilities 

that meet the criteria we have established, so we have limited our indicator set to 

lagging indicators. 

C. The Indicators 

Exhibit 5.1 presents the proposed set of indicators for working-age people with and 

without disabilities for annual monitoring by NCD. In the following sections, we  

present a brief rationale for each indicator, and discuss their respective strengths  

and weaknesses. 
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Exhibit 5.1: 

Indicators for Working-Age People with and without Disabilities  
for Annual Monitoring by NCD 

Employment 
Indicator 1: Employment rate 
Indicator 2: Employment rate by educational attainment 
Indicator 3: Median annual labor earnings of full-time/full-year workers 
Indicator 4: Median annual labor earnings of full-time/full-year workers by educational 

status 

Education 
Indicator 5: Education less than a high school diploma 
Indicator 6: Education of at least a college degree 

Health status and health care 
Indicator 7: Obesity 
Indicator 8: Smoking 
Indicator 9: Health insurance status 
Indicator 10: Failure to get needed care because of cost, by poverty status 
Indicator 11: Doctors or other health providers always show respect for what the  

patient has to say 

Financial status and security 
Indicator 12: Median household income  
Indicator 13: Poverty status  

Leisure and recreation 
Indicator 14: Participation in leisure time physical activity 

Personal relationships 
Indicator 15: Social and emotional support always available 
Indicator 16: Marital status 

Crime and safety 
Indicator 17: Violent crimes per 1,000 people  
Indicator 18: Property crimes per 1,000 people  
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1. Employment 

Rationale for inclusion: Employment and earnings are the measures most commonly 

used to assess the economic productivity of society and the well-being of individuals. 

Employment can promote financial well-being, including escape from poverty, and 

integration. Employment was identified by our focus groups as a strong indicator of 

social acceptance and positive personal identity. 

During the last 30 years, legislation and policies related to individuals with disabilities, 

including the Americans with Disabilities Act, the Ticket to Work and Work Incentives 

Improvement Act, and the New Freedom Initiative, have emphasized increased 

independence and economic self-sufficiency (Stapleton et al. 2006). Growing from the 

social/environmental model of disability that emphasizes the role of the environment in 

the disability experience, these laws and programs, along with technological and other 

innovations, have opened up new employment opportunities. The employment rate of 

working-age individuals is an important measure of our progress in meeting the goals of 

full opportunity and inclusion embodied in this legislation.  

Employment and earnings are correlated with educational attainment (Becker 1993). 

Our focus groups expressed the desire to find employment appropriate to their level of 

experiential and educational qualifications and wages equivalent to their coworkers in 

similar positions. While we cannot compare wages by occupation between people with 

and without disabilities, we can compare annual labor earnings by education level 

between the two groups. Therefore, we have included the employment rate and mean 

annual earnings by education level for full-time, full-year workers.  
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Indicator 1: Employment Rate  

Exhibit 5.2: 

Employment Rate of Working-Age People, 2005 

Description: This figure is a bar graph showing the employment rate of people with and  
without disabilities age 21–64 in 2005 as 38% and 78%, respectively. 

Source: 2005 American Community Survey data reported in 2005 StatsRRTC Disability Status reports. 
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Indicator 2: Employment Rate by Educational Attainment  

Exhibit 5.3: 

Employment Rate by Educational Attainment, Ages 21–64, 2005 

Description: This figure is a bar graph that compares individuals with and without disabilities with less than 
high school graduation, or who are high school graduates, or with some college or an associates degree, or, 
finally, with a bachelor’s degree or higher. The employment rate increases with each increased level of 
education: 25% of people with disabilities and 66% of people without disabilities who are less than high 
school graduates are employed. The figures for high school graduates are 36% and 76%, for some college 
or Associate’s degree they are 36% and 76% and for those with Bachelor’s DegrEees or higher, the 
employment rate increases to 55% for people with disabilities and 83% for people without disabilities. 

Source: Unpublished statistics generated by A. Houtenville using 2005 American Community Survey data. 
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Indicator 3: Median Annual Labor Earnings of Working-Age People Who Work 

Full-Time/Full-Year 

Exhibit 5.4: 

Median Annual Labor Earnings of Full-Time/Full-Year Workers  
Ages 21–64, 2005 

Description: This is a bar graph showing median annual labor earnings of people with and without 
disabilities, ages 21–64, as $30,000 and $36,000, respectively. 

Source: 2005 American Community Survey data reported in 2005 StatsRRTC Disability Status reports. 
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Indicator 4: Median Annual Labor Earnings for Full-Time/Full-Year Workers by 

Educational Attainment 

Exhibit 5.5: 

Median Annual Labor Earnings of Full-Time/Full-Year Workers Ages 21–64, 
by Educational Attainment, 2005 

Description: This bar graph shows the median annual labor earnings of full-time/full-year workers by 
educational attainment and disability. People who are less than high school graduates have a median 
income of $22,000 per year regardless of disability status. As the educational status increases, the disparity 
between people with and without disabilities increases. For people with and without disabilities, high school 
graduates have annual earnings of $27,000 and $30,000; people with some college or an Associate’s 
degree have earnings of $32,000 and $35,000, and people with Bachelor’s degrees or higher have annual 
earnings of $47,000 and $54,000, respectively. 

Source: Unpublished statistics generated by A. Houtenville using 2005 American Community Survey data. 
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Strengths, weaknesses, and alternatives 

The data are reliable. These data are from the ACS, which has a large sample size 

and disability questions that have been tested by the U.S. Census Bureau’s cognitive 

questionnaire lab. See Appendix D for a fuller description and strengths and 

weaknesses of the ACS and other surveys.  

The ACS does not allow for reporting statistics over time prior to 2005: Although 

the ACS has been fielded annually since 1996, data prior to 2005 are based on samples 

designed for testing purposes rather than the full national sample of three million 

households. Thus, data prior to 2005 is not directly comparable to data from 2005 

forward. We considered using the employment rate and earnings from the NHIS 

because it would allow NCD to develop a time series. However, we rejected this 

alternative because the ACS includes the employment rate of people with disabilities in 

its tables on its website and because the Statistics RRTC monitors the ACS value. 

Reporting the employment rate from the NHIS would require data programming 

expertise, making the ACS a much more promising data source going forward. 

Employment versus unemployment rate: The employment rate is defined as the 

number of people who were working in the two weeks before the survey (or had a job 

but were on vacation) divided by the total population. The denominator includes people 

who did not want to work at that time, e.g., because they were attending school full-time 

or raising children, so it may not be an accurate measure of the percent of people who 

want to work or who are currently looking for work.  

An alternative to the employment rate is the unemployment rate, which is calculated by 

dividing the number of people who are “unemployed” by the number “in the labor force.” 

In this calculation, only people who are actively looking for a job are included in either 

the numerator or denominator. Thus, it excludes people who are not looking for a job 

either because they are discouraged and have given up, or because of work 

disincentives in income support policies. There is a great deal of debate about whether 

the employment rate or the unemployment rate is the appropriate measure of 
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employment outcomes for people with disabilities (Stapleton and Burkhauser 2003). We 

have chosen the employment rate in order to capture the status of the whole population 

with disabilities, not just those who are actively searching for employment.  

In the employment rate calculation, an individual is considered “employed” if he or she 

worked at all, even a very minimal amount in the two weeks prior to the survey. We 

considered using a measure of the percent of people who were employed full time for 

the full year. However, given that the flexibility of part-time or intermittent work is 

important for many people with disabilities, we have opted to focus on the overall 

employment rate. 

The employment rate in any particular survey may vary from other surveys because of 

differences in the definitions of disability and employment used. However, finding a rise 

or fall in the employment rate when the same definitions are used over time is generally 

indicative of a societal trend (Stapleton and Burkhauser 2003).  

2. Education 

Rationale for inclusion: Jobs and careers that provide a living wage, benefits, and 

meaningful upward mobility are generally predicated on high levels of educational 

attainment. Focus group participants mentioned other inherent values of education for 

improving quality of life, such as expanding learning and cultural experiences, 

expanding social contacts and promoting integration. 

For persons with disabilities, a stronger positive correlation is demonstrated between 

level of education and rate of employment than is found in the general population 

(Stodden 2002). Lower educational attainment places students with disabilities at 

greater risk of unemployment or underemployment. Therefore, we include indicators to 

measure level of educational attainment. 
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Indicator 5: Percentage of Working-Age People with Less Than a High  

School Diploma 

Exhibit 5.6: 

Percentage of Working-Age People with Less Than a High School Diploma, 2005 

Description: This is a bar graph showing people, ages 21–64, with and without disabilities, with less than 
high school graduation. These numbers are 25% and 12%, respectively. 

Source: 2005 American Community Survey data reported in 2005 StatsRRTC Disability Status reports. 
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Indicator 6: Percentage of Working-Age People with at Least a  

College Degree 

Exhibit 5.7: 

Percentage of Working-Age People with Bachelor’s Degree or Higher, 2005 

Description: This is a bar graph showing that 13% of people with disabilities between ages 21–64 have a 
Bachelor’s degree or higher, compared with 30% of people with no disability. 

Source: 2005 American Community Survey data reported in 2005 StatsRRTC Disability Status reports. 

Strengths, weaknesses, and alternatives  

We would like to include the high school graduation rate as an indicator. However, there 

are multiple methods used to calculate the graduation rate (Seastrom et al. 2006) and, 

as noted previously, it is not possible to compare graduation rates of students with and 

without disabilities. 

The focus groups identified integration into mainstream educational opportunities as an 

important priority. Healthy People 2010 monitors progress toward this goal with the 

percent of special education students who are included in the regular classroom more 

than 80 percent of the day. We chose not to include this measure because it has 

several important limitations:  
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The accuracy of the IDEA data is a function of the quality of the data systems in 

each school district and has many documented inconsistencies between states and 

over time (Westat 2006a, 2006b). 

The statistic includes students who qualify for services under IDEA and have 

Individualized Education Plan (IEPs). Although the federal law defines who should 

qualify for IDEA, there is evidence that the criteria are not applied uniformly across 

different racial and ethnic groups, across states or over time (Coutinho et al. 2002; 

Hosp and Reschley 2003; NCD 2000). Approximately one-fourth of SSI beneficiaries 

ages 14 to 17 did not report any participation in special education programs (Loprest 

and Wittenburg 2005). 

The percentage of IDEA students who are included in the classroom for more than 

80 percent of the day increased from 33 percent to 54 percent between 1991 and 

2005 (IDEA Part B trend data table B4A). During the same period, the number of 

students who qualify for IDEA has increased from 7.7 percent to 9.1 percent of all 

students (IDEA Part B trend data table A). It is difficult to identify whether the 

increase in inclusion is a result of a true increase in inclusion or an expansion of 

eligibility to include less “severe” populations who are more likely to be included in 

the regular classroom (NCD 2000).  

3. Health Status and Health Care  

Rationale for inclusion: Americans are becoming increasingly concerned about their 

own health and the quality of the health care system that serves them. The health of 

people with disabilities can range from excellent to poor. The health status of people 

with disabilities in part reflects the quality of the health care system and health care 

prevention programs. We include obesity as an indicator not only because it is a leading 

cause of preventable chronic disease, but because it also has its own disabling effects 

and causes or contributes to other disabling conditions such as arthritis, diabetes, and 

cardiovascular disease. In addition to causing disability, obesity is also positively 

associated with having a disability. It is a leading cause of secondary disabling 

conditions (Weil et al. 2002) that can be more dangerous for people with disabilities 
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than for others (Iezzoni and O’Day 2006). Obesity can interfere with work, maintaining 

independence and participating in community activities. 

The dangers of smoking are also well established. People with disabilities have higher 

rates of smoking than the general public, yet doctors query people with disabilities  

less often about smoking and other risky behaviors (Iezzoni et al. 2001; Iezzoni and 

O’Day 2006). 

Health insurance coverage is linked to the quality of care individuals receive. For those 

without health insurance, chronic conditions are often neglected or poorly managed 

medically, further worsening disease and disability (Institute of Medicine 2004). 

People with and without disabilities are insured at similar rates, however, people with 

disabilities tend to rely more heavily on the public health insurance programs (Medicare 

and Medicaid).  

People with disabilities also report that affordability is a key component of quality health 

care, irrespective of whether they have insurance coverage, because their needs often 

outstrip the benefits allowed (Iezzoni and O’Day 2006). We therefore recommend an 

indicator comparing individuals above and below the federal poverty level who fail to get 

needed care because of cost. 

Respect between health care provider and patient is crucial to the strong and trusting 

relationship necessary for high quality health care. Doctors are often the gatekeepers 

who provide access to specialty care, prescriptions for adaptive equipment, and 

document eligibility for social and financial services. Failure to take time to listen to 

patients’ concerns can damage the relationship and lead to poor clinical outcomes 

(Iezzoni and O’Day 2006). Because people with disabilities tend to use the health care 

system frequently, subjective measures as to whether doctors show respect and listen 

to what they have to say may be an important indicator of quality health care. 
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Indicator 7: Obesity 

Exhibit 5.8: 

Obesity among Working-Age People, 2006 

Description: This is a bar graph showing that 38% of people with disabilities between ages 21–64 have body 
mass indices that classify them as obese, compared with 23% of people without a disability. 

Source: Authors’ tabulations of 2006 Behavioral Risk Factor Surveillance Survey. 
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Indicator 8: Smoking  

Exhibit 5.9: 

Percentage of Working-Age People Who Smoke Tobacco Daily 

Description: This is a bar graph showing that 23% of people with disabilities between ages 21–64 smoke 
tobacco at least once per day compared with 16% of people without disability. 

Source: Authors’ tabulations of 2006 Behavioral Risk Factor Surveillance Survey. 
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Indicator 9: Health Insurance Status 

Exhibit 5.10:  

Health Insurance Status, Working-Age People, 2005 

Description: This bar graph compares the percentage of people with and without disabilities, aged 21–64 
who have private health insurance, public health insurance, other health insurance, and are uninsured. 
People with disabilities are much less likely than people without disabilities to have private insurance 
(46% compared to 74%) and much more likely to have Medicare or Medicaid (33% compared to 4%). The 
two groups are similar in coverage by other insurance (5% and 3%) or being uninsured (17% and 19%). 

Note: The coverage categories are mutually exclusive: An individual with multiple sources of coverage 
is assigned to the earliest category. Thus, a person with both private and Medicare coverage would be 
assigned to the private category. This coding practice follows a convention in health care research that 
the order of the categories (as listed above) reflects in a general way the “quality” of the coverage. 

Source: Unpublished statistics generated by G. Hendershot, 2005 National Health Interview Survey. 
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Indicator 10: People Who Failed to Get Needed Care Because of Cost, by  

Poverty Status  

Exhibit 5.11:  

Percentage of Working-Age People Who Reported That They Failed to Get Needed 

Medical Care Because of Cost, by Poverty Status, 2005 


Description: This bar graph shows people with and without disabilities below and above the federal poverty 
level who failed to get needed care because of cost. Of those below the poverty level, 29% of people  
with disabilities said they failed to get care as compared with 14% of people without disabilities. The  
corresponding figures for those above the poverty level are 17% and 5%. 

Source: Unpublished statistics generated by G. Hendershot 2005 National Health Interview Survey. 



 

 

 

  

  
 

 

 

93 


Indicator 11: Patients Who Report That Doctors or Other Health Providers Always 

Show Respect for What They Have to Say 

Exhibit 5.12: 

Percentage of Patients Ages 18–64 Who Report That Doctors or Other Health 
Providers Always Show Respect for What They Have to Say 

Description: This is a bar chart comparing patients ages 18–64 who report that doctors always show respect 
for what they have to say, by disability status. The numbers are 57% for people with disabilities and 63% for 
people without disabilities. 

Source: Medical Expenditure Panel Survey 2004 reported in Healthy People 2010. 

Strengths, weaknesses, and alternatives 

The data are valid and reliable: Data from the Behavioral Risk Factor Surveillance 

Survey (BRFSS) and the National Health Interview Survey (NHIS) have adequate 

sample sizes, strong disability measures, and are reported in Healthy People 2010. 

Medical Expenditure Panel Survey (MEPS) data drawn from a nationally representative 

subsample of households that participated in the prior year’s National Health Interview 

Survey. (See Appendix C for a fuller description of these surveys.)  

Measures: The NHIS has three measures of lack of health insurance coverage: 

currently (uninsured at the time of interview), intermittent (uninsured at least part of the 
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12 months prior to interview), and long term (uninsured for more than a year at the time 

of interview). We chose the intermittent measure because the optimal situation is to 

have continuous coverage of the population. People who have only intermittent 

coverage are at risk for inconsistent and lower quality health care; those who do not 

currently have health care will be included in this measure.  

The MEPS is the predominant source of data on health care costs (total and out-of-

pocket). However, the Agency for Health Care Research and Quality (AHRQ) does not 

include disability status as a subgroup characteristic in either its regularly produced 

tables or as an option in its extensive MEPS data retrieval system. Unlike the data for 

indicator 10 (doctors or other health providers always show respect for what patients 

have to say), which is aggregated and reported regularly by Healthy People 2010, no 

entity regularly reports health care costs for people with and without disabilities using 

data from the MEPS. The public use micro data are difficult to use and analyses of 

those data are beyond the scope of this project. 

4. Financial Status and Security 

Rationale: It is often said that, “money does not buy happiness.” But few would dispute 

that there is a relationship between an adequate income and quality of life. Poverty 

rates for people with disabilities are at least twice as high as for people without 

disabilities (StatsRRTC 2005). Poverty rates are high despite the fact that almost nine 

million working-age adults with disabilities receive income support from the Social 

Security Disability Insurance (SSDI) and Supplemental Security Income (SSI) programs.  

The presence of a disability can affect the financial status of the entire household, not 

just the person with a disability. The poverty rate measure is based on household 

income. We recommend indicators comparing the household incomes of people with 

and without disabilities and the percentage of households below the poverty level.  
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Indicator 12: Median Household Income of Working-Age People  

Exhibit 5.13:  

Median Household Income of Working-Age People, 2005 

Description: This is a bar chart showing the median household income of people ages 21–64 with and 
without disabilities as $35,000 and $61,500, respectively. 

Source: 2005 American Community Survey data reported in 2005 StatsRRTC Disability Status reports. 
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Indicator 13: Poverty Status of Working-Age People  

Exhibit 5.14:  

Poverty Rate Among Working-Age People, 2005 

Description: This is a bar chart showing the poverty rates of people ages 21–64 with and without disabilities 
as 25% and 9%, respectively. 

Source: 2005 American Community Survey data reported in 2005 StatsRRTC Disability Status reports. 

Strengths, weaknesses, and alternatives 

The poverty rates reflect the official definition used to compute the federal poverty 

thresholds for families of various sizes and age composition. The official definition does 

not take into account the additional expenses many people with disabilities face, such 

as accessible housing or assistive technology (She and Livermore 2006). 

5. Leisure and Recreation and Personal Relationships 

Rationale: Focus group participants stressed the importance of participation in leisure 

and recreation activities, either as individuals on their own or with other members of 

their communities. However, there is little data on this topic that meets the criteria 

outlined in Section B above. The only relevant data we can identify is available from 

the NHIS. These data measure participation in leisure time physical activity. Because 
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physical activity is so important to an individual’s overall health, we propose the NHIS 

measure as one measure of recreation. 

Focus group participants stressed the importance of personal relationships in obtaining 

a high quality of life. We have selected two measures in this domain: marriage and 

obtaining needed social and emotional support. 

Focus group participants said they aspired to strong, close, emotionally supportive 

relationships with people with and without disabilities, or said these relationships were 

essential for their well-being. Many also aspired to getting married and raising children. 

A person with a disability who is in a committed relationship is more likely to get informal 

support that is limited or unavailable from formal government programs. Such support 

can be more acceptable to the person with a disability, delivered more conveniently and 

efficiently, and can cost less, than formal support. Additionally, couples can share 

household and other chores based upon their abilities, e.g., a person who has difficulty 

going outside the home can handle cooking and cleaning, leaving the shopping to the 

partner. Economies of scale can also be achieved by living together—sharing rent and 

food—that make living together more economical than living separately. 
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Indicator 14: Participate in Leisure Time Physical Activity 

Exhibit 5.15:  

Percentage of Working-Age People Who Participate in Leisure Time Physical 
Activity, age 21–64, 2005 

Description: This bar graph shows that 44% of people with disabilities participate in leisure time physical 
activities, as compared to 65% of people without disabilities. 

Source: Unpublished statistics generated by G. Hendershot 2005 National Health Interview Survey. 
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Indicator 15: Always or Usually Get the Social and Emotional Support You Need 

Exhibit 5.16:  

Percentage of Adults Who Report that They Always or Usually Get the Social and 
Emotional Support They Need, 2006 

Description: This bar chart shows that 66% of adults with disabilities and 77% of adults without disabilities  
report that they always or usually get the social support they need. 

Source: Author’s tabulations of 2006 Behavioral Risk Factor Surveillance Survey. 
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Indicator 16: Marital Status  

Exhibit 5.17:  

Marital Status of Working-Age Adults Ages 21–64 

Description: This bar chart compares individuals ages 21–64, with and without disabilities, who were 
never married, are now married, or are widowed/divorced/separated. People with disabilities are  
less likely to be currently married than people without disabilities (49% compared to 61%), more likely  
to be separated, divorced, or widowed (28% compared to 15%) and almost equally likely to be  
never married (23% compared to 24%). 

Source: Unpublished statistics generated by A. Houtenville using 2005 American Community Survey data. 

Strengths, weaknesses, and alternatives  

Participation in leisure time physical activity measures participation in activities  

such as exercise, sports or physically active hobbies. It is not a strong indicator of 

participation in a wide range of leisure and recreation activities that may not involve 

physical exertion. 

The marriage measure we have selected may not be a good proxy for strong personal 

relationships for two reasons: First, the strength of the spousal relationship varies 

among couples; some are strong and emotionally supportive and some are not. 
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Second, the marriage indicator does not reflect relationships of couples who provide 

each other with significant emotional support but are not married. This issue may be 

particularly significant among people with disabilities who may choose not to marry to 

avoid losing SSI benefits. For example, two individuals living on SSI will receive a  

lower payment as a married couple than their combined individual SSI payments. 

Individuals on SSI with Medicaid coverage are likely to lose these benefits if they marry 

a working spouse. 

6. Crime and Safety 

Rationale: Focus group participants mentioned personal safety as a pertinent 

dimension of several domains, including housing (living in a safe area), transportation 

(waiting for public transportation at night or in isolated areas), and personal assistance 

(being victimized by an assistant). 

The National Crime Victimization Survey, conducted by the Department of Justice, 

Bureau of Justice Statistics, has included a disability indicator similar to the ACS 

indicator on their National Crime Victim Survey, as of January 2007. Data on this 

indicator will be released in late 2008, based on the data collected in 2007.  

Indicator 17: Violent Crimes per 1,000 People With and Without Disabilities.  

(Violent crime is the sum of rape, robbery, simple and aggregated assault)  

Data Source: National Crime Victimization Survey. 

Indicator 18: Property Crimes per 1,000 People With and Without Disabilities. 

Data Source: National Crime Victimization Survey. 

Strengths, weaknesses, and alternatives 

The National Crime Victimization Survey has a large sample size and the new disability 

questions seem well designed. As a result, the survey has the potential to fill a gap in 

our knowledge of the prevalence of victimization among people with disabilities.  
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7. Domains for Which There Are No Indicators  

Our focus groups identified other domains, including community participation, political 

participation, housing, transportation, and technology. We were unable to identify data 

in these domains that met the criteria we outlined in Section B above. We briefly 

summarize the data limitations in each of these domains below. Appendix D contains a 

fuller description of available data and limitations. 

Community participation: The limited data we have on community participation is 

generally available from surveys that are conducted only sporadically or conducted by 

non-governmental entities such as NOD/Harris. 

Political participation: Most of the information we have on political participation of 

people with disabilities comes from private, non-governmental surveys such as the 

NOD/Harris survey and the Pew Research Center for the People and the Press. The 

CPS is the only large, ongoing national survey that includes questions about political 

participation. The CPS has a core survey and monthly supplemental surveys. Each 

year, the November supplement queries about recent voting behavior. A different 

supplemental survey (the March supplement) asks whether the respondent has a 

“health problem or disability which prevents them from working or which limits the kind 

or amount of work they can do.” This question from the March supplement is the only 

way to define disability in the CPS. In order to calculate the voting behavior of people 

with disabilities compared to those without disabilities, an analyst needs to merge the 

two supplements. However, because of the sampling frames, only about one-third of the 

people in the March Supplement are asked the question from the November 

supplement. Thus, reporting voting behavior using the CPS violates two of the criteria 

identified above. First, disability is defined based on work limitation and second, 

retrieving the data is not easy. Both issues can be addressed by including additional 

questions about disability on the CPS and administering those questions in the core 

survey rather than in a supplement. 
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Transportation: There is no ongoing measure of transportation use by people with 

disabilities or their perceptions of available transportation. The only source of 

information on this topic, the Department of Transportation Bureau of Transportation 

Statistics 2002 National Transportation Availability and Use Survey, has not  

been repeated. 

Housing: We considered using the ACS measure of the number of individuals with 

disabilities living in congregate care facilities as a proxy measure of integration. 

However, we do not believe the measure provides unambiguous information about 

quality of life. Although most would agree that living in a large facility is undesirable, 

smaller group homes, also defined as congregate care facilities, often provide high 

quality care and may be more desirable than other options, such as living with aging 

parents. In addition, living in a congregate care facility is an improvement over 

homelessness. We also considered the ACS measure of home ownership, but found it 

to be problematic. The survey asks if the respondent lives in an owner-occupied 

dwelling, which does not accurately measure home ownership. 

Technology: Every two years the CPS includes questions on one of the monthly 

supplements about computer ownership, internet access, and internet use. Using these 

data to track access to technology for people with disabilities has the same limitations 

as those noted above for voting behavior. 

In this chapter, we have proposed and illustrated 18 societal indicators spanning seven 

domains of importance to people with disabilities—employment, education, health and 

health care, financial security, leisure and recreation, personal relationships, and crime 

and safety. While one domain (leisure and recreation) had only one indicator, all others 

have at least two. Our illustration of each indicator used only one recent year of data. 

For the future, at least two time points would be shown for each indicator, providing 

evidence of trends in direction. 

The chapter also highlighted the strengths and weaknesses of the proposed measures; 

further discussion is provided in the Appendices to this report. Finally, we identified five 



 

important domains for which no adequate indicator can be proposed at this time. In 

each area, there is clear potential for development of one or more status indicators, 

given sufficient interest by policy-makers. 

From this promising beginning toward a comprehensive set of indicators to  

monitor the status of people with disabilities, we turn next to focus on Program 

Performance Indicators. 
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Chapter 6: Program Performance Indicators 

Program performance indicators, or indicators used for “performance measurement,” 

have a narrower purpose than the societal indicator systems we have been discussing. 

While topical and comprehensive indicator systems attempt to capture the state of 

society, program performance indicators are used by agencies, Congress, and OMB for 

ongoing monitoring and reporting of program accomplishments, particularly progress 

toward pre-established goals. 

Most current program performance indicators measure the effect of programs on 

participants. They generally do not measure the number of people who could benefit 

from the program but do not participate either because they do not meet specific 

eligibility requirements, are unaware that the program exists, or do not use the program 

because of other entry barriers such as inaccessibility or excessive red tape. There are 

a few exceptions. The food stamp program monitors the participation rates of eligible 

households, and the chronic disease prevention programs monitor the national rate of 

chronic diseases. 

A second limitation of program performance indicators is that they do not provide 

enough information to evaluate the impact of the program. They do not account for the 

complex interactions between the program and other factors such as the economy or 

other programs. For example, the percentage of vocational rehabilitation clients 

obtaining competitive jobs at closure partly depends on the quality of the services 

delivered, but also depends on the characteristics of the users, the availability of jobs in 

the economy, and the barriers and disincentives to work created by Social Security 

Disability Insurance and other cash and medical benefits. 

Because of the limitations of performance measures for evaluation purposes, many 

agencies conduct specific program evaluations to identify opportunities to improve the 

program, ascertain the extent of the program’s effectiveness, increase the public’s 

general knowledge about the program or topic, or guide decisions on resource 

allocation within the program (GAO 1998). Performance measurement focuses on 
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whether certain objectives have been achieved, but cannot determine the extent to 

which the program contributed to that achievement. 

Program evaluations typically use comparison groups and empirical methods to assess 

the “counterfactual”—the extent to which the objectives would be achieved in the 

absence of the program or a program feature. A full evaluation requires an examination 

of a broader range of information on program performance and program context, as well 

as a comparison or control group, or some other method to assess the counterfactual. 

Comparison of actual to counterfactual performance measures can play a central role in 

a program evaluation, but actual performance measures on their own generally do not 

provide enough information to assess the value of the program itself. Program 

evaluations are generally conducted sporadically because they are too expensive and 

technically demanding to conduct on a routine basis (GAO 2005). 

A. Existing Program Performance Measurement Systems 

The government uses two performance measurement systems: The Government 

Performance and Results Act of 1993 (GPRA) and the Office of Management and 

Budget’s Program Assessment Rating Tool (PART). GPRA mandates that each federal 

agency develop a strategic plan with outcome-related goals and objectives; develop 

annual performance plans with output-and outcome-related goals; and report annually 

on progress toward achievement of these. GPRA was criticized for allowing agencies to 

focus on outputs (the quantity of the product or service provided) rather than outcomes 

(the results of providing the service), which led OMB to insist on outcome measures  

for PART. 

PART assesses whether agencies focus upon achievable outcomes based upon long-

term goals and benchmarks and mandates that agencies develop an improvement plan 

to address deficits. The PART process requires agencies to answer 26 questions about 

the program purpose and design, strategic planning, program management, and 

program results and to develop and report quantifiable indicators. Generally, agencies 

report between one and twelve outcome measures, several efficiency measures, and 
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occasionally several output measures. OMB makes these evaluations publicly available 

at http://www.whitehouse.gov/omb/expectmore/. 

GAO recently conducted a review of 200 federal programs located in 20 agencies that 

serve individuals with disabilities. About half of these programs serve only people with 

disabilities, while the rest have eligibility criteria other than disability (GAO 2005). 

Focusing on the outcome measures in the PART evaluations of 40 programs 

(Appendix F), half of which serve only people with disabilities and half of which serve 

people with disabilities within a broader population, we found that the two types of 

programs had significant limitations in how outcomes for people with disabilities were 

measured. 

Indicators for programs serving only people with disabilities: Outcomes of 

disability programs tend to be evaluated based on a narrow range of indicators that are 

generally inadequate to assess the true value of the program because they do not 

adequately capture the program’s impact on the quality of people’s lives. For example, 

employment and training programs use the following “job training common measures:”  

Entered Employment-Percentage employed in the first quarter after program exit. 

Retained Employment-Percentage of those employed in the first quarter after exit 

that was still employed in the second and third quarter after program exit.  

Increased Earnings-Percentage change in earnings: (i) pre-registration to post- 

program; and (ii) first quarter after exit to third quarter. 

While these measures are a great improvement over simply recording whether a 

program’s client entered employment at one point in time, they are limited. The 

measures do not capture dimensions of employment that the focus groups identified as 

important, such as whether the job is appropriate to their aspirations and long term 

goals or is considered to be worthwhile; whether it uses their full talents and abilities; 

whether the wages are appropriate given their qualifications; the extent to which they 

are satisfied with job conditions (including place, facility, co-workers, schedule 
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requirements, accommodations, and opportunities for advancement); and whether they 

had meaningful opportunities to make choices about the conditions of their work.  

Education programs tend to focus on rates of retention, graduation, and subsequent 

employment. Although those measures are a reasonable proxy for the quality of 

education, they do not address the issue of choice or affordability.  

In other areas, the PART measures reflect quality of life (OMB 2004): 

Veterans Disability Compensation monitors “the percent of compensation recipients 

who perceive that VA compensation redresses the effect of service connected 

disability in diminishing the quality of life.” 

Veterans Pension measures “the percent of pension recipients who believe that  

the processing of their claim reflects the courtesy, compassion, and respect due to  

a veteran.” 

 Developmental Disabilities Grant Programs measure the percentage of individuals 

with developmental disabilities who are independent, self-sufficient and integrated 

into the community, as a result of State Council efforts. 

Federal Transit Administration—Formula Grant Programs measures accessibility— 

the percentage of bus fleets that are ADA compliant (lift-equipped, ramp-equipped, 

or low floor) and the percentage of key rail stations that are ADA compliant. 

While these measures do not directly quantify any of the quality of life measures 

identified in the focus groups, the first two measure the extent to which the client is 

being treated with dignity and the third measures integration, all of which were identified 

as important dimensions by the focus groups.  

One other program, the Assistive Technology Alternative Financing Program (AFP), has 

formally recognized the importance of measuring the program’s impact on quality of life. 

They have not yet established those measures, “…but a web-based outcomes reporting 

system is being developed through the AFP technical assistance grant. This system will 
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collect information to address the program’s purpose, including data on how AFP loans 

have helped transform the lives of people with disabilities in employment, education and 

independent living” (OMB 2004). Although this is a laudable goal, outcome indicators 

alone will be insufficient to establish the impact of the program on people’s lives.  

As described above, to do so requires some method for estimating the 

counterfactual (OMB2004). 

Indicators for programs that serve people with disabilities within a broader 

population: Outcome indicators tend to report the outcomes of all program enrollees 

rather than for different socio-demographic subgroups of enrollees. They do not allow a 

program to determine the specific impact on people with disabilities. While some 

means-test programs, such as Medicaid and the Food Stamp Program, have special 

eligibility categories for people with disabilities and monitor the enrollment of people in 

these categories, many programs do not include any measure of disability in their 

administrative records. For example, Temporary Assistance to Needy Families (TANF) 

does not track recipients with disabilities, even though there is extensive evidence that a 

large percentage of TANF families include parents and/or children with some disabilities 

(Zedlewski 1999; GAO 2002). Disability status might be an important determinant of 

TANF eligibility and enrollment. Disability status may also have an impact on ability to 

find work and transition out of the program. Although there have been non-agency 

efforts to look at disability prevalence among TANF recipients (Zedlewski 1999; GAO 

2002), our understanding of the experiences of people with disabilities in TANF is 

limited because state programs and the federal Agency for Children and Families do not 

routinely monitor this subpopulation. 

B. 	 Integrating Quality of Life Concepts into Program  
 Performance Measures 

Current performance measures used for PART and GPRA do not address the 

dimensions identified by our focus groups such as choice, empowerment, and 

aspirations. However, there are several emerging initiatives that use some of these 

dimensions to monitor and improve the quality of providers and small programs. We 
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mention them here because they provide a model of the type of issues that could be 

included in program performance measurement.  

The most promising practice to integrate quality of life concepts into program 

performance measures is from the Centers for Medicare and Medicaid Services (CMS), 

in collaboration with the National Association of State Directors of Developmental 

Disabilities Services (NASDDDS) and the Human Services Research Institute (HSRI). 

CMS developed the HCBS Quality Framework, which focuses attention on outcomes of 

home and community-based services that CMS believes are important, such as person- 

centered planning and delivery; supporting participants in the exercise of their rights; 

and participant access to services. The framework is not regulatory; states have the 

option to implement it as they wish.  

 NASDDDS, in conjunction with HSRI, has converted these concepts into National Core 

Indicators (NCI). The current set of performance indicators includes approximately 100 

consumer, family, systemic, cost, and health and safety outcomes. Sources of 

information include consumer surveys (with questions addressing empowerment and 

choice issues) family surveys (with questions addressing satisfaction with supports), 

provider surveys (with questions addressing staff turnover), and state systems data 

(with questions addressing expenditures and mortality). Currently, 23 states and two 

sub-state developmental disability agencies are using the indicators. Using data from 

the consumer survey, the NCI coalition computes statistics for each state, which allows 

for a comparison among states (HSRI and NASDDS 2006). Outcome measures include 

the following: (A full list is shown in Appendix G.)  

The proportion of people who report that their service coordinators asked about  

their preferences; 

The proportion of people who have friends and caring relationships with people other 

than support staff and family members; 

The proportion of people who control their own budgets; 
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The proportion of people who report having been provided options about where to 

live and work; and 

The proportion of people who are able to see their families and friends when 

they want. 

The major barrier to using outcome measures of this type for program monitoring is that 

the only way to collect this type of information is through lengthy surveys with program 

participants, which is usually prohibitively expensive to do on a regular basis and could 

impose a significant burden on respondents. 

C. Conclusions and Recommendations 

Recommendation 4: Administrative records of all means-tested programs should 

include a disability indicator. Programs that serve individuals with disabilities, such as 

One-Stop Employment Centers and TANF, should collect data on the number of 

individuals with disabilities who use their programs and compare outcomes between 

program users with and without disabilities. We recommend that the Interagency 

Committee on Disability Research (ICDR) develop a workgroup to establish criteria on 

which the indicator is based. 

Recommendation 5: Expand the Job Training Common Indicators. NCD should ask 

the Department of Labor to explore options within its administrative data collection 

system to add questions to the Job Training Common Indicators that more adequately 

capture concepts important to the focus groups, including choice in job; whether the job 

uses the employee’s full talents and abilities; whether the wage is appropriate given 

their qualifications; the extent to which they are satisfied with job conditions (including 

place, facility, co-workers, schedule requirements, accommodations, and opportunities 

for advancement); and whether they have meaningful opportunities to make choices 

about the conditions of their work. 



 

 

Recommendation 6: Agencies should consider the effects of programs on non-

participants. Agencies should include participation rates for eligible individuals (or 

potentially eligible individuals) and measures of well-being for those who are denied 

services in their GPRA and PART outcome measures. Improved survey data on people 

with disabilities would help support such measures. 
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Chapter 7: Conclusions and Recommendations 

This report describes what we know about the status of people with disabilities in our 

society and examines current data to ascertain whether it meaningfully measures their 

well-being. While much useful data on the status of people with disabilities exists, 

significant knowledge gaps hamper efforts to improve their well-being. Additionally, 

social indicator systems currently used or being developed do not provide specific 

information about people with disabilities; therefore, no comprehensive report exists on 

the status of people with disabilities. 

This report proposes a set of statistical indicators to annually measure the status of 

working-age people with disabilities, and compare them to working-age people without 

disabilities in the United States. The topical indicator set, which can be produced 

relatively quickly, can provide a foundation for the social indicator systems being 

developed and stimulate public awareness about the status of people with disabilities 

and the need for improvement. 

Recommendations fall into two categories: social indicators and program indicators. 

Social Indicators: Social indicator systems are one of the chief mechanisms for 

assessing group status in our society. Although social data exist on many important 

aspects of daily life, there is no comprehensive indicator system at the federal level that 

coherently describes our social condition. 

In 2003, the Government Accountability Office, in cooperation with the National 

Academies, began the Key National Indicators Initiative (KNII) to develop a 

comprehensive indicator system for the country as a whole. The goal of the initiative is 

to assess the progress of our nation in areas that are important to the citizenry. They 

are using the wealth of existing data from a variety of federal sources to develop a 

website with data on 30 “key” indicators and several hundred secondary indicators.  



 

 

 

Unfortunately, many of the surveys the KNII will use to collect social data do not contain 

adequate measures to define disability or meaningful measures for program outcomes. 

Some existing surveys probe deeply into certain life domains and are, in principle, 

useful in measuring the well-being of people with disabilities. But they are constrained 

by the conceptual and methodological limitations of their disability questions and do not 

probe into areas of life important to focus group participants. Existing social 

measurement systems generally do not include measures that would enable us to 

identify people with disabilities in a consistent and meaningful fashion, or evaluate their 

quality of life. Current data cannot support a complete, holistic set of indicators. This 

lack of data makes monitoring and evaluating the impact of laws, policies and programs 

on people with disabilities impossible, which in turn undermines our ability to make 

informed programmatic and funding decisions. 

Data on individuals with disabilities has various limitations that impact its usefulness in 

measuring quality of life. The definition of disability is quite complex and varies among 

different federal and state laws, public programs, insurance plans, and organization, 

which means that surveys do not all use the same definition. Some of the survey 

definitions are particularly problematic, most notably the “work limitation” definition. 

Answers are likely to be sensitive to characteristics of the economic or physical 

environment and are likely to differ among individuals with different circumstances and 

the same level of impairment. 

Another problem is that, although people from diverse racial or ethnic backgrounds 

constitute a disproportionate share of the disability community and sometimes have a 

unique set of needs, they are often not adequately represented in surveys. Many large 

surveys, where it is likely to be possible to describe this subpopulation statistically, do 

not cross-tabulate race-ethnicity with disability status. A final problem is that there are 

few surveys with the same question, the same disability indicators and the same 

sampling methodology across time that do not use the problematic work definition 

discussed above, so it is difficult to track progress over time. 

114 




 

 

 

 

  

 

Program Performance Indicators: Programs that focus on individuals with 

disabilities, as well as programs that serve individuals with disabilities within a broader 

population, have significant limitations in how outcomes for people with disabilities are 

measured. In programs serving a broader population, outcome indicators tend to 

report the outcomes of all program enrollees rather than of different demographic 

subsets of enrollees. Thus, they do not allow a program to determine the specific 

impact on people with disabilities. Outcome indicators for programs focusing on 

people with disabilities, particularly employment programs, are evaluated based on a 

narrow range of indicators that do not adequately capture the program’s impact on the 

quality of people’s lives. 

Recommendations: We make the following recommendations to NCD: 

Recommendation 1: NCD recommends that the National Institute on Disability 

and Rehabilitation Research (NIDRR) establish and fund a coalition of disability 

policy-makers and advocates to: 1) develop a fuller set of indicators that are 

important to people with disabilities, building on the indicators outlined in this 

report (see Chapter 5); and 2) ensure that disability is included as a subgroup 

characteristic as the KNII is developed. The KNII offers an important opportunity to 

integrate disability into a larger national indicator system. When completed, the KNII will 

offer individuals who are looking for disability data relatively easy access to the data. It 

will highlight the importance of including disability as a subgroup in analyzing the 

relative status and progress of the population and highlight gaps in data about people 

with disabilities.  

Recommendation 2: Promote a standard set of disability questions. Some 

important federal surveys have no disability measures. When measures are included, 

they vary across surveys, often yielding inconsistent and confusing results. A common 

core of disability questions on all federal surveys would improve comparability and 

improve the national discourse about disability programs and policy.  
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The definition should identify people “who, because of their functional limitations, are at 

risk for the loss or restriction of opportunities to take part in the normal life of the 

community on an equal level with others” (Altman 2006). Questions aiming to identify 

this group should characterize people by the difficulties they have in undertaking basic 

activities, like walking, seeing, and self-care—and not questions asking if they have a 

condition which limits their ability to participate in society, for example to work or attend 

school. The analysis can then determine to what extent people with functional 

limitations are excluded from society. It is also important that the questions ask about 

functioning without assistive devices, since the presence of assistive devices can assist 

people with functional limitations gain access to society. 

Based on ideas developed by the Washington City Group (Madans et al. 2004, Altman 

2006, Mont 2007) and Stapleton et al. (forthcoming), we propose that the set of 

questions used to operationalize this definition meet the following criteria:  

Be reliable and valid when self-reported; 

Include the smallest number of questions possible to capture the needed concepts; 

Be comparable across different national cultures; 

Focus on functional limitations; 

Not include the word “disability” because it can be interpreted differently based on 

age and other factors; 

Include scaled responses to allow the researcher to identify functioning at  

different levels; 

Identify the length of time the person has had the impairment; and 

Not preclude including other measures of disability for other purposes. 

Including a set of questions meeting these criteria on all national surveys will allow us to 

compare the well-being of people with and without disabilities in each of the domains 

covered by the surveys, and to monitor changes over time in response to changes in 

environmental factors such as the economy and public policy. It would also ensure that 



 

 

 

 

data available for the general population and reported for other socio-demographic 

groups is also available by disability status. A short common set of questions also would 

allow for comparisons across surveys. 

Recommendation 3: Fully disseminate disability data. Federal agencies and other 

organizations that conduct national surveys, such as the US Census Bureau of Labor 

Statistics and the U.S. Department of Health and Human Services Administration on 

Healthcare Research and Quality, should provide comparisons of people with and 

without disabilities in their aggregated data reports and should, where sufficient data 

exists, offer comparisons of people with disability by gender, race, and other socio-

demographic characteristics. 

Recommendation 4: Administrative records of all means-tested programs should 

include a disability indicator. Programs that serve individuals with disabilities, such as 

One-Stop Employment Centers, and TANF, should collect data on the number of 

individuals with disabilities who use their programs and compare outcomes between 

program users with and without disabilities. We recommend that the Interagency 

Committee on Disability Research (ICDR) develop a workgroup to establish criteria on 

which the indicator is based. 

Recommendation 5: Expand the Job Training Common Indicators. NCD should ask 

the Department of Labor to explore options within its administrative data collection 

system to add questions to the Job Training Common Indicators that more adequately 

capture concepts important to the focus groups, including choice in job; whether the job 

uses the employee’s full talents and abilities; whether the wage is appropriate given 

their qualifications; the extent to which they are satisfied with job conditions (including 

place, facility, co-workers, schedule requirements, accommodations, and opportunities 

for advancement); and whether they have meaningful opportunities to make choices 

about the conditions of their work. 

Recommendation 6: Agencies should consider the effects of programs on non-

participants. Agencies should include participation rates for eligible individuals (or 
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potentially eligible individuals) and measures of well-being for those who are denied 

services in their GPRA and PART outcome measures. Improved survey data on people 

with disabilities would help support such measures. 

118 




 

 

119 


References 

Altman, B (2006). Measuring disability in a survey or census context: Parallel work 
advancing the field. Presentation at 2006 StatsRRTC State-of-the-Science Conference: 
The future of disability statistics: What we know and need to know. Washington, DC. 
October 5, 2006. 

Atkinson Charitable Foundation (2007, March). Canadian index of wellbeing. Retrieved, 
May, 2007, from http://www.atkinsonfoundation.ca/ciw/CIW_Brief_March_2007_MEDIA.pdf  

Becker, G.S. (1993). Human capital: A theoretical and empirical analysis, with special 
reference to education. University of Chicago Press. 

Bennett, C., Lenihan, D.G., Williams, J. and Young, W. (2001). Measuring quality of life: 
The use of societal outcomes by parliamentarians. Ottawa, Canada: KTA Centre for 
Collaborative Government. 

Burkhauser, R.V., Daly, M., Houtenville, A., and Nargis, N. (2002). Self-reported work 
limitation data: What they can and cannot tell us. Demography, 39(3), 541-555. 

Carlson, D., and Ehrlich, N. (2005). Assistive technology and information technology 
use and need by persons with disabilities in the United States, 2001. U.S. Department 
of Education, National Institute on Disability and Rehabilitation Research. Retrieved 
May, 2007, from http://www.ed.gov/rschstat/research/pubs/at-use/at-use-2001.doc 

Coutinho, M.J, Oswald, D.P., and Best, A.M. (2002, February). The influence of socio- 
demographics and gender on the disproportionate identification of minority students as 
having learning disabilities. Remedial and Special Education, 23(1), 49-59. 

Cummins, R.A, Eckersley, R., Pallant, J., Van Vugt, J., Misajon, R. (2005). Developing a 
national index of subjective wellbeing: The Australian Unity Wellbeing Index. Social 
Indicators Research. 64(2),159-190. 

Diener, E. and Suh, E. (1997). Measuring quality of life, economic, social, and 
subjective indicators. Social Indicators Research, 40, 189–216. 

General Accounting Office (1998, April). Program evaluation, agencies challenged by 
new demand for information on program results (Publication No. GAO/GGD-98-53). 

General Accounting Office (2002, July). Welfare reform, outcomes for TANF recipients 
with impairment (Publication No. GAO-02-884). Retrieved May, 2007, from 
http://www.gao.gov/new.items/d02884.pdf 

General Accounting Office (2003, May). Forum on key national indicators (Publication 
No. GAO 03-672SP).  

Government Accountability Office (2004, November). Informing our nation: Improving 
how to understand and assess the USA’s position and progress (Publication No.  
GAO-05-01). 

Government Accountability Office (2005). Federal Disability Assistance: Wide Array of 
Programs Needs to be Examined in Light of 21st Century Challenges (Publication No. 



 

  

 

 

 

 

120 


GAO-05-626). Retrieved March, 25, 2007, from http://www.gao.gov/new.items/ 
d05626.pdf 

Government Accountability Office (2005b, October). Performance Budgeting, PART 
focuses attention on program performance but more can be done to engage Congress 
(Publication No. GAO-06-28).  

Hagerty, M.R., Cummins, R.A., Ferriss, A.L., Land, K., Michalos, A.C., Peterson, M., et 
al. (2001). Quality of life indexes for national policy: review and agenda for research. 
Social Indicators Research, 55, 1–96. 

Hale, T. W. (2001). The lack of a disability measure in today’s Current Population 
Survey. Monthly Labor Review, 124(6), 38–40. 

Harris Interactive, Inc. (2000). 2000 N.O.D./Harris survey of Americans with disabilities. 
New York: Author. 

Harris Interactive, Inc. (2004). 2004 N.O.D./Harris survey of Americans with disabilities. 
New York: Author. 

Healthy People 2010 (2007, April). Data 2010...the Healthy People 2010 Database. 
Center for Disease Control and Prevention. Retrieved July, 2007, from 
http://wonder.cdc.gov/data2010/ 

Hoenig, C. (2007b, May 18th). Informing society in the 21st Century. Presentation to the 
National Academy of Public Administration. Washington, DC. 

Hosp, J.L, Reschly, D. (2003). Referral rates for intervention or assessment: A meta-
analysis of racial differences. Journal of Special Education, 37. 

Human Services Research Institute (HSRI), National Association of State Directors of 
Developmental Disabilities Services (NASDDS). (2006, May). Consumer outcomes 
phase VII final report fiscal year 2004–2005 data. http://www.hsri.org/docs/ 
786_P7_CS_05_final.pdf  

Iezzoni, L.I., Davis, R.B., Soukup, and O’Day, B. (2003). Quality dimensions that most 
concern people with physical and sensory disabilities. Archives of Internal 
Medicine,163, 2085-2092. 

Iezzoni, L.I., McCarthy, E.P., Davis, R.P., Harris-David, L., and O’Day, B.L. (2001). Use 
of screening and preventive services among women with disabilities. American Journal 
of Medical Quality, 16(4), 135-143. 

Iezzoni, L.I., and O’Day, B.O. (2006). More than Ramps: A Guide to Improving Health 
Care Quality and Access for People with Disabilities. Oxford University Press.  

Institute of Medicine. (2004, January). Insuring America’s Health: Principles and 
recommendations. Washington DC: IOM. Retrieved July 10, 2007 http://www.iom.edu/ 
CMS/3809/4660/17632.aspx 

Jacksonville Community Council Inc. (2006). 2006 Quality of life progress report. 
Jacksonville, Florida. Retrieved May, 2007, from http://www.jcci.org/statistics/ 
statistics.aspx 



 

 

Laidlaw, S. (2007, February 19). A richer way of measuring wealth: New well-being 
index would complement traditional GDP. Toronto Star. Retrieved May, 2007, from The 
Atkinson Charitable Foundation website, http://www.atkinsonfoundation.ca/updates/ 
Document_1171911881843 

Lane, R. E. (1992). The market experience. Cambridge, England: Cambridge University 
Press. 

Loprest, P., and Wittenburg, D. (2005, May). Choices, challenges, and options: Child 
SSI recipients preparing for the transition to adult life. The Urban Institute. 

Madans, J.H., Altman, B.M. and Rasch, E.K. Mbogoni, M., Synneborn, M., Banda, J. 
Me, A., and DePalma, E. (2004). Washington Group position paper: Proposed purpose 
of an internationally comparable general disability measure. Retrieved July 25, 2007 
http://www.cdc.gov/nchs/about/otheract/citygroup/WG_purpose_paper.doc  

McCormick, B.P. (2000). People with disabilities—National Survey of Recreation and 
the Environment. National Center on Accessibility. Retrieved April 30, 2007 from 
http://www.ncaonline.org/rec-leisure/nsre.shtml 

McMenamin, T.M., Hale, T., Kruse, D., and Kim, H. (2005, August). Designing questions 
to identify people with disabilities in labor force surveys: The effort to measure the 
employment level of adults with disabilities in the CPS. Bureau of Labor Statistics. 
Retrieved July 25, 2007 from http://www.bls.gov/ore/pdf/st050190.pdf  

Michalski, J.H. (2002). Quality of life in Canada: a citizen’s report card. Ottawa, ON: 
Canadian Policy Research Networks. 

Miringoff, M., Miringoff, M.L., and Opdycke, S. (2003). Social indicators: What we need 
to make them count. U.S. General Accounting Office. Retrieved, May 2006, from 
http://www.gao.gov/npi/sicount.pdf 

Mont, D. (2007). Measuring disability prevalence (Social protection discussion paper no. 
0706). The World Bank. 

National Council on Disability (1993, April 26). Meeting the unique needs of minorities 
with disabilities: A report to the president and the congress. Washington, DC. Retrieved 
May, 2006, from http://www.ncd.gov/newsroom/publications/1993/minority.htm 

National Council on Disability (1998, April 1). Reorienting disability research. Retrieved 
July 31, 2007, from http://www.ncd.gov/newsroom/publications/1998/reorienting.htm 

National Council on Disability (2000). Back to school on civil rights. Retrieved July 11, 
2007 from http://www.ncd.gov/newsroom/publications/2000/backtoschool_1.htm 

National Council on Disability (2005). The current state of transportation for people with 
disabilities in the United States. Retrieved July 31, 2007, from http://www.ncd.gov/ 
newsroom/publications/2005/current_state.htm 

National Postsecondary Student Aid Study (2006). Profile of undergraduates in U.S. 
postsecondary education institutions: 2003-04. Retrieved May, 2007, from the National 
Center for Education Statistics website, http://nces.ed.gov/pubs2006/2006184.pdf 

121 




 

 

122 


National Urban League (2007). The State of Black America 2007: Portrait of the Black 
Male. Silver Spring, MD: Beckham Publications Group. 

Office of Management and Budget (2004). Detailed information on the assistive 
technology alternative financing program assessment. Retrieved May, 2007, from 
http://www.whitehouse.gov/omb/expectmore/detail/10002074.2004.html 

Rehabilitation Research and Training Center on Disability Demographics and Statistics 
(StatsRRTC). (2005). 2005 Disability status reports. Ithaca, NY: Cornell University.  

Russell, B. (1945). A history of western philosophy and its connection with political and 
social circumstances from the earliest times to the present day. New York: Simon and 
Schuster. 

Russell, J.N., Hendershot, G.E., LeClere, F., and Howie, L.J. (1997, Nov 13). Trends 
and differential use of assistive technology (No. 292). Hyatsville, MD: Center for 
Disease Control and Prevention, National Center for Health Statistics. 

Seastrom, M., Chapman, C., Stillwell, R., McGrath, D., Peltola, P., Dinkes, R., and Xu, 
Z. (2006). User’s guide to computing high school graduation rates, Volume 1: Review of 
current and proposed graduation indicators. National Center for Education Statistics. 

She, P. and Livermore. G. (2006). Material hardship, disability, and poverty among 
working-age adults. Cornell University: Rehabilitation Research and Training Center for 
Economic Research on Employment Policy for Persons with Disabilities: Research 
Brief. Retrieved July 15, 2007 from http://digitalcommons.ilr.cornell.edu/edicollect/1223/  

Silverstein, R., Julnes, G., and Nolan, R. (2005). What policymakers need and must 
demand from research regarding the employment rate of persons with disabilities. 
Behavioral Sciences and the Law, 23, 399-448. 

Stapleton, D.C., and Burkhauser, R. (Eds.). (2003). The decline in employment of 
people with disabilities: A policy puzzle. Kalamazoo, MI : W.E. Upton Institute. 

Stapleton, D.C., O’Day, B.L., Livermore, G.A., and Imparato, A.J. (2006) Dismantling 
the poverty trap: disability policy for the twenty-first century. The Milbank Quarterly, 
84(4), 701-732. 

Stapleton, D.C., She, P., and Livermore, G. (forthcoming). Options for improving the 
National Disability Data System. Working Paper. Ithaca, NY: Cornell University RRTC 
on Disability Statistics and Demographics. 

Stodden, R.A. (2002, July 8). A framework for sharing research findings and 
implications. In National Summit Proceedings: Supporting individuals with disabilities 
across secondary, postsecondary education, and employment. Conference sponsored 
by the National Center for the Study of Postsecondary Educational University of Hawai`i 
at Manoa. 

Treasury Board of Canada (2006). Canada’s performance 2006: The government of 
Canada’s contribution. Retrieved May, 2007, from http://www.tbs-sct.gc.ca/report/ 
govrev/06/cp-rc02_e.asp#_Toc151520491  

U.S. Census Bureau (2003). Characteristics of the Civilian Non-institutionalized 
Population by Age, Disability Status, and Type of Disability 2000. 



 

 

 

 

123 


U.S. Census Bureau (2006). American Housing Survey for the United States: 2005 
(Report No. H150/05). Washington, DC: U.S. Government Printing Office. Retrieved 
May, 2007, from http://www.census.gov/prod/2006pubs/h150-05.pdf 

U.S. Department of Housing and Urban Development (2003). Trends in worse case 
needs for housing. 1978-1999. Retrieved May, 2007, from http://www.huduser.org/ 
publications/PDF/trends.pdf 

U.S. Department of Transportation, Bureau of Transportation Statistics (2003). Freedom 
to travel (Publication No. BTS03-08). Washington, DC. Retrieved May, 2006, from 
http://www.bts.gov/publications/freedom_to_travel/pdf/entire.pdf 

U.S. Department of Transportation, Federal Transit Administration, National Transit 
Summaries and Trends. (2006). Annual report 2006. Retrieved July, 2007, from 
http://www.bts.gov/publications/transportation_statistics_annual_report/2006/html/chapt 
er_02/table_h_07.html 

Walker, D.M. (2007). Improving performance, transparency, and accountability through 
use of key national indicators. Presentation to OECD workshop on indicators for 
developing, monitoring, and analyzing agri-environmental policies. March 19, 2007. 
(GAP-07-642CG). 

Weil, E., Wachterman, M., Davis, R.B., O’Day, B., Iezzoni, L.I., and Wee, C.C. (2002). 
Obesity among adults with disabling conditions. Journal of the American Medical 
Association, 288, 1265-1268. 

Westat (2006a, October). OSEP data fact sheet: Environments. U.S. Department of 
Education: Office of Special Education Program. Retrieved July 26, 2007 from 
https://www.ideadata.org/docs/bfactsheetedenvirs.pdf  

Westat (2006b, October). OSEP IDEA, Part B data collection. U.S. Department of 
Education: Office of Special Education Program. Retrieved July 26, 2007 from 
https://www.ideadata.org/docs/bdatahistory.pdf  

Wilson, W. J. (2003). Jobless ghettos: The social implications of the disappearance of 
work in segregated neighborhoods. In T.E. Ore (Ed.) The social construction of 
difference and inequality: Race, class, gender, and sexuality (2nd Edition). McGraw-Hill. 

Zedlewski, S.R. (1999). Work activity and obstacles to work among TANF Recipients. 
Washington DC: The Urban Institute. Accessed July 15, 2007 from 
http://www.urban.org/url.cfm?ID=309091 



 

124 




 

 

 

 

125 


	 •

	 •

Appendix 

Mission of the National Council on Disability 

Overview and Purpose 

The National Council on Disability (NCD) is an independent federal agency with 15 

members appointed by the President of the United States and confirmed by the 

U.S. Senate. The purpose of NCD is to promote policies, programs, practices, and 

procedures that guarantee equal opportunity for all individuals with disabilities 

regardless of the nature or significance of the disability and to empower individuals 

with disabilities to achieve economic self-sufficiency, independent living, and inclusion 

and integration into all aspects of society. 

Specific Duties 

The current statutory mandate of NCD includes the following: 

Reviewing and evaluating, on a continuing basis, policies, programs, practices, and 

procedures concerning individuals with disabilities conducted or assisted by federal 

departments and agencies, including programs established or assisted under the 

Rehabilitation Act of 1973, as amended, or under the Developmental Disabilities 

Assistance and Bill of Rights Act, as well as all statutes and regulations pertaining 

to federal programs that assist such individuals with disabilities, to assess the 

effectiveness of such policies, programs, practices, procedures, statutes, and 

regulations in meeting the needs of individuals with disabilities. 

Reviewing and evaluating, on a continuing basis, new and emerging disability policy 

issues affecting individuals with disabilities in the Federal Government, at the state 

and local government levels, and in the private sector, including the need for and 

coordination of adult services, access to personal assistance services, school 

reform efforts and the impact of such efforts on individuals with disabilities, access 

to health care, and policies that act as disincentives for individuals to seek and  

retain employment. 
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Making recommendations to the President, Congress, the Secretary of Education, 

the director of the National Institute on Disability and Rehabilitation Research, and 

other officials of federal agencies about ways to better promote equal opportunity, 

economic self-sufficiency, independent living, and inclusion and integration into all 

aspects of society for Americans with disabilities. 

Providing Congress, on a continuing basis, with advice, recommendations, 

legislative proposals, and any additional information that NCD or Congress deems 

appropriate. 

Gathering information about the implementation, effectiveness, and impact of the 

Americans with Disabilities Act of 1990 (ADA) (42 U.S.C. § 12101 et seq.). 

Advising the President, Congress, the commissioner of the Rehabilitation Services 

Administration, the assistant secretary for Special Education and Rehabilitative 

Services within the Department of Education, and the director of the National 

Institute on Disability and Rehabilitation Research on the development of the 

programs to be carried out under the Rehabilitation Act of 1973, as amended. 

Providing advice to the commissioner of the Rehabilitation Services Administration 

with respect to the policies and conduct of the administration. 

Making recommendations to the director of the National Institute on Disability and 

Rehabilitation Research on ways to improve research, service, administration, and 

the collection, dissemination, and implementation of research findings affecting 

people with disabilities. 

Providing advice regarding priorities for the activities of the Interagency Disability 

Coordinating Council and reviewing the recommendations of this council for 

legislative and administrative changes to ensure that such recommendations are 

consistent with NCD’s purpose of promoting the full integration, independence, and 

productivity of individuals with disabilities. 

Preparing and submitting to the President and Congress an annual report titled 

National Disability Policy: A Progress Report. 
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International 

In 1995, NCD was designated by the Department of State to be the U.S. government’s 

official contact point for disability issues. Specifically, NCD interacts with the  

special rapporteur of the United Nations Commission for Social Development on 

disability matters. 

Consumers Served and Current Activities 

Although many government agencies deal with issues and programs affecting people 

with disabilities, NCD is the only federal agency charged with addressing, analyzing, 

and making recommendations on issues of public policy that affect people with 

disabilities regardless of age, disability type, perceived employment potential, economic 

need, specific functional ability, veteran status, or other individual circumstance. NCD 

recognizes its unique opportunity to facilitate independent living, community integration, 

and employment opportunities for people with disabilities by ensuring an informed and 

coordinated approach to addressing the concerns of people with disabilities and 

eliminating barriers to their active participation in community and family life. 

NCD plays a major role in developing disability policy in America. In fact, NCD originally 

proposed what eventually became ADA. NCD’s present list of key issues includes 

education, transportation, emergency preparedness, international disability rights, 

employment, foster youth with disabilities, vocational rehabilitation, livable communities, 

and crime victims with disabilities. 

Statutory History 

NCD was established in 1978 as an advisory board within the Department of Education 

(P.L. 95-602). The Rehabilitation Act Amendments of 1984 (P.L. 98-221) transformed 

NCD into an independent agency. 




