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Introduction

The ADRC program calls for the aging network to broaden its target population and closely coordinate with the disability network to establish seamless systems for consumers and their caregivers to access information and long-term services ad supports.  While members of the aging network may have experience serving adults with disabilities through Medicaid waivers and state-funded programs, there often exists separate information and service delivery systems in which long term support services for older adults and younger adults with disabilities are fragmented, administered by multiple agencies and sustained by numerous funding streams.  A more integrated system may:

· reduce confusion on the part of consumers and providers in obtaining needed information and services; 

· improve the continuum of support across lifespan and settings; 

· enhance informed decision-making about the range of long term support options; and

· improve the management of public resources. 

The ADRCs supported under this program must serve the elderly population and at least one of the following major target groups by the first quarter of the second year: (a) individuals with physical disabilities; (b) individuals with serious mental illness; and (c) individuals with mental retardation/developmental disabilities.  As the first part in a series of briefs pertaining to long term support for individual with disabilities, this paper focuses on supporting individuals with physical disabilities. 

This brief provides background information on characteristics of individuals with physical disabilities, describes the major information and service needs of this population, and the existing supports and services system, including philosophical similarities and differences in supporting younger adults with physical disabilities as compared to the older adult population.  The brief also addresses implications for grantees in serving this population and provides additional resources to facilitate ADRC planning and operations.  

Defining the Physically Disabled Population

The definition of “physical disability” varies under federal and state statute and across community programs.  Definitions may take into account diagnosis, level of functioning, and/or age.  For example, a physical disability may be the result of a congenital condition or due to illness or injury that occurred at some point in an individual’s life.  Conditions may include paraplegia, quadriplegia, blindness, deafness, multiple sclerosis, muscular dystrophy, and spina bifida, among others.  Definitions of physical disabilities based on level of functioning are typically based on an individual’s need for assistance with some activities of daily living or a combination of activities of daily living and instrumental activities of daily living.  
Age criteria may also vary.  Adults with physical disabilities are commonly defined as being between the ages of 18 and 64, although some programs may serve 16 and 17 year olds as well.
  Individuals aged 65 and older are often no longer characterized as physically disabled by service programs, but rather are served by programs targeting the elderly.  In some states, there is discontinuity for persons with disabilities who “age out of a program.” In other states, there have been efforts to ensure a greater continuum of care, such as in the instance when the state has separate PD and elderly waivers, changes have been made to include the provision that those being served under the PD waiver could choose to access its services after turning 65. 

Variations in Federal and State Law

Different definitions of physical disability exist under federal law.  The Americans with Disabilities Act (ADA) and the Rehabilitation Act define disability somewhat differently.  Under the ADA disability definition, for example, a physical impairment is defined broadly as: 

“Any philosophical disorder or condition, cosmetic disfigurement, or anatomical loss affecting one or more of the following body systems: neurological, musculoskeletal, special sense organs, respiratory (including speech organs), cardiovascular, reproductive, digestive, genitourinary, hemic and lymphatic, skin, and endocrine.”

Under the ADA, the impairment must substantially limit one or more major life activities. Under Supplementary Security Income (SSI) and Social Security Disability Insurance (SSDI), the two major federal disability income programs, eligibility is based on yet another definition of disability. Since Medicaid is partially state funded, some states use different disability standards.  Definitions of physical disability vary among state-funded programs as well. In Wisconsin, for example, the definition of physical disability as defined in Wisconsin statute is: 

“A physical condition, including an anatomical loss, or musculoskeletal, neurological, respiratory or cardiovascular impairment, which results from injury, disease or congenital disorder and which significantly interferes with or significantly limits at least one major life activity of a person.”

The Federal Statutory Definitions of Disability also defines disabilities under various programs.
  In general, since the definition of disability in the Social Security Act (SSA) is the most stringent, definition of disability typically defaults to that of the SSA.  For example, when applying for housing, the Public Housing Authority accepts the SSA Award Letter as proof of disability. A summary of specific program definitions of disability can be found in Table 1. 

This variability of definitions poses challenges for the public and government systems. At the system level, this may result in inconsistencies in eligibility, inequitable benefits, maldistribution of resources, and inhibited access to needed services and supports.  And from the standpoint of individuals with disabilities and their families, this variability means that they must face an inflexible system and negotiate across several program silos with the risk of falling through the cracks. 
Profile of Individuals with Physical Disabilities
Selected characteristics of the disabled population were analyzed using data from wave 5 of the 1996 Survey of Income and Program Participation.
  The survey provides data on the disabled population, in general, as well as data relevant to the physically disabled population. This section provides an overview of the broader disabled population based on these estimates and then focuses on selected characteristics of the adult physically disabled population.  For greater detail, corresponding data tables can be found at the end of this Issue Brief. 
Persons with Disabilities

Figure 1 shows that almost 20 percent of the total U.S. population have a disability of varying degrees of severity.  Females are slightly more likely to have a disability than males, and Asians and Hispanics are less likely to have a disability than Whites and Blacks (see Figure 2).  
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Source: The Lewin Group analysis of the U.S. Census Bureau, Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August - November 1997.
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Figure 2: The Likelihood of Having a Disability
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5; August - November 1997.
Note: Individuals were considered to have a severe disability if they: used a wheelchair, a cane, crutches, or a walker; or had any other mental or emotional condition that that seriously interfered with everyday activities; or received federal benefits based on an inability to work; had Alzheimer’s disease, or mental retardation or another developmental disability; or were unable to perform or needed help to perform one or more functional activities, ADLs, IADLs, work around the house or difficulty working at a job or business.
As shown in Figure 3, the likelihood of having a disability increases with age—nearly eight percent of individuals under the age of 15 have a disability, 17% of those aged 15 to 64 years old, and 55% of those aged 65 and over.  Also, the severity of disability increases with age.
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5; August – November 1997.

Note: Individuals were considered to have a severe disability if they: used a wheelchair, a cane, crutches, or a walker; or had any other mental or emotional condition that that seriously interfered with everyday activities; or received federal benefits based on an inability to work; had Alzheimer’s disease, or mental retardation or another developmental disability; or were unable to perform or needed help to perform one or more functional activities, ADLs, IADLs, work around the house or difficulty working at a job or business.
Functional Limitations

Figure 4 shows the presence of selected disability characteristics, such as difficulty in seeing, hearing conversation and using stairs, among three age cohorts.  Similarly, Figure 5 presents the distribution of ADL and IADL limitations among individuals with disabilities.  Of persons with disabilities aged 15 and older, 18 percent reported having difficulty with at least one ADL and 27 percent had difficulty with one or more IADLs.  The types of ADL limitations, the need for personal assistance with ADLs/IADLs, and the number of ADLs/IADLs for which assistance is needed varies among age cohorts.  
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5; August – November 1997.
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5; August – November 1997.
Figure 6 shows that many individuals with physical disabilities also have other types of disabilities.  For instance, 2.5 percent of persons aged 25 to 64 years and 4.4 percent for persons 65 years and over have both a physical and a mental disability; 6.8 percent of persons 65 years of age and older have a combination of communication, physical and mental disabilities. 
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August - November 1997.

Living Arrangements

With respect to living arrangements, adults aged 25 to 64 years with a severe disability are less likely to be a householder or a spouse of a householder and more likely to live with an unrelated individual than adults with less severe or no disability (see Figure 7).  They are also 4.5 times more likely to live in public or subsidized housing compared to individuals in the same age group with no disability. 
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of  the Survey of Income and Program Participation (SIPP), Wave 5; August – November 1997

Note: Individuals were considered to have a severe disability if they: used a wheelchair, a cane, crutches, or a walker; or had any other mental or emotional condition that seriously interfered with everyday activities; or received federal benefits based on an inability to work; had Alzheimer's disease, or mental retardation or another developmental disability; or were unable to perform or needed help to perform one or more functional activities, ADLs, IADLs, work around the house or difficulty working at a job or business.

Income and Employment
As Figure 8 demonstrates, the likelihood of receiving welfare benefits, of having low levels of income, and living in poverty increases with the presence of a severe disability. Individuals with disabilities generally earn less income than non-disabled individuals. While 80 percent of the severely disabled aged 25 to 64 years old have an individual income less than $20,000 per year and almost 28 percent live in poverty, 44 percent of the non-disabled population in that age group have an income less than $20,000 a year and about eight percent live in poverty.  
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of  the Survey of Income and Program Participation (SIPP), Wave 5; August – November 1997.

Note: Individuals were considered to have a severe disability if they: used a wheelchair, a cane, crutches, or a walker; or had any other mental or emotional condition that seriously interfered with everyday activities; or received federal benefits based on an inability to work; had Alzheimer's disease, or mental retardation or another developmental disability; or were unable to perform or needed help to perform one or more functional activities, ADLs, IADLs, work around the house or difficulty working at a job or business.
Individuals 21 to 64 years old with a severe disability have an employment rate of 31.4 percent and median earnings of $13,272, compared with 82 percent and $20,457 for those with less than severe disability, and 84.4% and $23,654 for those with no disability.  As shown in Figure 9, among all working adults aged 25 to 64 years with disabilities, approximately 12 percent have disability-related employment problems, 11 percent are limited in the kind or amount of work that can be done, 7 percent have difficulty remaining employed or finding a job, and 6 percent  re unable to work due to a disability. 
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Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program  Participation (SIPP), Wave 5: August - November 1997.
HCBS Population Tool: The Lewin Group has developed a modeling instrument called the “HCBS Population Tool” which can be used to generate more state- and regional-specific data on the physically disabled by age and income level.  ADRC grantees may contact their TA lead if they desire this resource.  

Information and service needs 

Adults with physical disabilities and their informal caregivers have a variety of information and service needs.  While some younger adults’ needs are similar to older adults with disabilities, there are unique information and service needs related to younger populations and the type of physical disability to consider when collaborating with the disability network and implementing responsive programs.  For example, in supporting younger adults with disabilities to function at a maximum level of independence in the community, there is often a greater emphasis on assisting them to obtain or retain employment. 

It is important to keep in mind that young people with disabilities are generally looking for the same things that other young adults are looking for like recreation, social activities, friends, sex, hanging out, fitting in, getting around, going to college, going to work, getting married, and having kids.  However, younger adults with disabilities also have unique needs in relation to employment supports, housing, transportation, and assistive technology, to name a few.
In general, the types of information and services that younger adults with physical disabilities may need include the following: 

· Income maintenance. Federal programs such as Social Security Disability Insurance (SSDI), and Supplemental Security Income (SSI), which provide monthly cash payments to persons with disabilities who are deemed incapable of “substantial and gainful employment.”  Private disability insurance policies may also support individuals with disabilities. 

· Health insurance. Younger individuals with disabilities may have health insurance coverage through their parent’s policies.  However, private coverage often discontinues when dependents reaches a certain age (anywhere from 18 to 25).  Medicare and Medicaid coverage is available to recipients of SSDI and SSI, respectively.  It is important to note that Medicaid does not require states to offer dental benefits to individuals over 21.  Other barriers to health care for people with disabilities include health care facilities that are not accessible and facilities that do not have the trained staff or equipment to serve people with disabilities.
  
· Housing options. A range of housing options exist for adults with physical disabilities. The most appropriate option may depend on the accessibility and affordability of the option, as well as the degree of independence desired. Options include living independently, living with family, small group homes, Community Based Residential Facilities, Residential Care Apartment Complexes, other assisted living facilities or larger institutions such as nursing homes.  Depending on the option chosen, information on individual financial responsibility, housing vouchers and rental assistance may facilitate independence for the physically disabled.

· In-home Supportive Services.  Both domestic and personal care in-home supportive services can assist people with physical disabilities to live independently. Domestic services include household chores while personal care services include tasks, such as assistance with activities of daily living.
· Assistive Technology and Home Modification. Assistive technology is any device used by an individual with a disability to maintain or improve the individual’s level of functioning. It enables individuals to participate more fully in aspects of life that they may previously have had difficulty accessing. A wide range of assistive technology is available, including speech recognition software, specialized keyboards, touch-screens, wheelchairs, and hearing aids. Home modifications also increase independence for individuals with physical disabilities by converting an individual’s home to facilitate tasks and reduce the risk of accidents. Examples of home modifications include the installation of grab bars in bathrooms and ramps to facilitate access to entryways. http://wata.org/ and http://www.homemods.org.
· Education and Training. Information on education and training is a common need for individuals with physical disabilities and their caregivers. Individuals may want information on the causes and repercussions of a particular impairment. Additionally, caregivers often desire training on how to best care for their loved one with a physical disability. Training for people with disabilities can also allow them to better understand how to hire supports and manage their available funds, which better enables them to manage their own care. 
· Employment.  Some adults with physical disabilities may experience difficulty securing employment, or may need assistance in the process. Programs offering employment assistance, such as vocational rehabilitation, provide individuals with a wide range of supports that may aid individuals with physical disabilities. Examples of services include, but are not limited to: vocational evaluation; job training; job placement; supported employment; and transition services for students.  Under Social Security “work incentive” rules, individuals may work without losing their rights to cash benefits and Medicare or Medicaid.  The rules are different for Title II and Title XVI of the Social Security Act, but under both programs they may provide: continued cash benefits, continued help with medical bills, help with work expenses, or vocational training.
 
· Workplace Personal Assistance Services.  Workplace personal assistance services are accommodations that enable individuals with disabilities to perform their job. The type of services provided vary depending on a person’s disability, but may include acting as a sign language interpreter, reading aloud papers for the visually impaired, or retrieving files that are out of reach.  http://www.dol.gov/odep/pubs/ek97/personal.htm
· Transportation.  Individuals with physical disabilities may need assistance with medical and non-medical transportation.  Younger adults, in particular, may desire assistance to promote community inclusion.  Individuals using wheelchairs may need specialized transportation, while others may simply need fare assistance to use public transportation. Additionally, individuals may need information on how to obtain disabled parking permits.  

· Respite Care.  Respite support for caregivers of individuals with physical disabilities includes a range of in-home and out-of-home options.  Day services may be a good option to stimulate socialization, however in some communities, adult day services are geared toward older adults and may not be as appropriate for younger individuals.  Caregivers may need emergency respite care, or may need extended respite in order to attend a funeral, go on vacation, or visit a sick loved one.  Caregivers should be made to feel that using respite services is a normal need so that they do not carry guilt about leaving their loved one in someone else’s care.

· Legal and Financial Services.  Physically disabled individuals and their caregivers may need assistance with legal and/or financial services. Examples of some legal services include issues such as potential job discrimination, wills, housing issues, or abuse. Financial services may include tax help or financial planning services. 
· Futures planning. Individuals with physical disabilities, and their caregivers, need information on planning for the future. Futures planning can be described as planning for an individual’s whole life. By working together with family, friends, and staff, an individual with a physical disability can develop a plan that will assist him or her maintain his or her desired level of independence, as well as assure families that their loved one has the needed supports throughout his or her life. Some possible topics that may arise in a discussion on futures planning include: transitioning from a school environment to a work environment; ensuring that your loved one receives care after you die; maintaining private pay status for as long as possible; identifying potential obstacles that may hinder the achievement of goals; and identifying potential opportunities that will help an individual achieve his or her goals.  See http://www.peatc.org/helpfulinfo.htm#Transitioning and http://www.partnersinpolicymaking.com/curriculumplanning.html for more information.
· Support Groups. Information on support groups can help people with disabilities and their caregivers better cope with an impairment. Support groups can be condition- or diagnosis-specific, or may be more general. Support groups allow the individual to meet others with similar conditions and challenges and express feelings and concerns in a non-judgmental atmosphere. Similarly, support groups can be an excellent way for caregivers to learn to manage the stress that comes with supporting an individual with a physical disability.
· Local Recreational Activities.  Information about recreational activities available to adults with physical disabilities is often overshadowed by other needs. However, recreational activities provide individuals with physical disabilities an opportunity to be part of the community. While some individuals may choose to participate in activities or sports with the general population, others prefer activities with other individuals with physical disabilities. In addition to the psychological benefit of these activities, sports and other physical activities are essential to the physical health of many disabled individuals as well. See http://www.disabilityresources.org/SPORTS-GENERAL.html and http://www.ncpad.org/ for more information. 
Existing System of Services and Supports for Adults with Disabilities

The service system for individuals with disabilities can be described as a cadre of services and supports.  The system comprises federal government benefits and programs, state and local government services, residential services, and consumer and advocacy groups.  Federally administered benefits, such as Medicaid and Supplemental Security Income, provide access to health care and income support for many low-income adults with disabilities.  “One-Stop” employment support centers partner other organizations, such as Vocational Rehabilitation agencies, to help persons with disabilities enter or re-enter the workforce.   Local Centers for Independent Living offer a broad range of localized support, services, and advocacy.  Meanwhile, national and local consumer and advocacy groups, such as ADAPT, provide services and advocate on behalf of their members.  These groups work to educate and inform the public about the lives of people with disabilities, their challenges, needs, rights, and capabilities.  

Table 1 describes some of the major components of the supports and services system for adults with physical disabilities. As shown in the table, persons with disabilities must navigate among a variety of public and private programs and systems.  The lack of integration and coordination among the numerous programs and services means that people with disabilities often must rely on a system of care and support dependent on many different sources.  Multiple funding streams, each with different age, financial and functional eligibility requirements can make it difficult to access appropriate and timely services as people’s needs and life circumstances change.  The adequacy and comprehensiveness of the support system often hinges on the level of knowledge and perseverance of the individual with the disability or his or her family.  
Focus on Self Direction and Independent Living

Independent Living refers to a well-organized movement among persons with disabilities designed to enhance self-esteem and self-determination, as well as the socio-economic resources available to choose and maintain individual, independent lifestyles.
  Historically, recipients of disability supports and services had very little control over who provided care and in which setting.  Over the last thirty years, the philosophy of consumer direction or self direction in long term care has gained momentum.  The shift toward self direction came about in the United States largely through the efforts of disability rights advocates, who brought widespread attention to the issues confronting people with long term support needs.  In the 1970s, Centers for Independent Living opened around the country with a mission to support people with disabilities to lead more independent lives.  These were also centers of political advocacy, and their grassroots leaders argued persuasively that people with physical disabilities should have the right to receive care in more appropriate home and community based settings, and should have greater control over their own care.
  A watershed was achieved with the passage of the Americans with Disabilities Act (ADA) in 1990.  The ADA established federal protection for the civil rights of persons with disabilities and has given great momentum to the national movement toward fully integrating people with disabilities into society.  

Disability advocates maintain that consumers generally have more expertise concerning their own care needs than medical or social service professionals and therefore, consumers should be able to choose the type of supports they need and direct the delivery of those supports.  The philosophy of self direction is based on the following premises:

· Consumers are capable of assessing their own needs and preferences

· Most supportive services are not medical or highly technical, and do not require extensive training or external monitoring 

· Long term supports and services should be designed primarily to enhance quality of life

· Support services should facilitate integration with community to the extent desired by the consumer
Self-direction extends to family and other members of an individual’s support network.  In practice, self-direction is a vehicle for meeting the unique needs and preferences of both the individual and his or her family/support network, with the overarching goal of enhancing quality of care and quality of life.  

Furthermore, disability advocates argue that long term support or personal assistance is fundamentally different than acute medical care, and should not necessarily be delivered within the traditional medical model.  They argue that it is important to “demedicalize” long term disability conditions because many people with disabilities do not require regular medical services.  Often, it is not “care” that they require; rather it is assistance with the every day activities of living, education and support finding employment.
  
Many advocates for the aging share this same philosophy, and the ADRC initiative is based on the concept of choice and consumer direction.  However, one of the biggest issues ADRCs may face is the perception of differences in the aging and disability populations.  For example, younger people with disabilities may not consider themselves as having needs in common with the elderly because they are not toward the end of their lives.  They may believe, perhaps mistakenly, that elderly people are more willing to give up control to their families, whereas younger people will not identify with wanting to be “taken care of.”  Young people with disabilities may not be able to do everything for themselves but most want to be in complete control of how things are done.  They want to have a sense of future.  A younger person may need personal care for the rest of their life but they see it as a means to get up and then they are able to get around independently.  

Different Disability Perspectives

Even among persons with disabilities, there is tremendous variation in type of disability, background, personal experience and the services and supports desired.  Consumer perspective on the support system will often vary by type of disability, age of onset, and stage of life.  For example a 30-year-old with a congenital disability, such as spina bifida, is likely to have quite a different perspective on the disability system than a 50-year-old who was recently paralyzed in a car accident.  The two may have similar physical limitations, but the 30-year-old has had a lifetime of experience with the disability support system.  He will be a savvy consumer and will most likely expect and desire to have a large degree of control over support services.  An ADRC may be most helpful to him in providing information about employment opportunities and local recreational activities.  On the other hand, the 50-year-old will probably be less familiar with the service options available to her and may desire more guidance.  She may need more immediate assistance with physical rehabilitation, home modifications and personal assistance services.  
There are even differences in attitude and outlook among people with similar disabilities about the meaning of disability.  There is a segment of the young disability population, in particular, that does not identify with their disability.  For example, the director of a Center for Independent Living in Maryland told us about a woman he knows with a sufficient amount of cerebral palsy as to make it obvious, but who does not identify at all with being disabled.  Nor does she associate with others who have any kind of disability.
  
One of the most dramatic examples of a philosophical split in the disability community occurs around deafness.  There are many deaf individuals who identify themselves as part of a cultural and linguistic minority.  They do not see deafness as a disability at all, but rather view it as a unique identity and one that is cherished in the Deaf World community.  Individuals who identify themselves as part of the Deaf World will not be interested in services that are characterized as disability supports.
  However, an ADRC might be able to help them make social linkages, find local recreational activities, or deaf community housing options.  If an ADRC hopes to reach the deaf community in these ways, it will be important to have someone on staff who can sign.  Other individuals, for example, adults with late onset hearing loss, are more likely to see deafness as a significant physical disability.  They may be more interested in medical and technological supports, such as hearing aids and speech therapy.  
ADRCs should be aware that advocacy and support organizations in their communities may have different and sometimes opposing viewpoints and philosophies about the disability populations they serve.  For example, there are different advocacy and support organizations for deaf individuals that approach this issue from different perspectives.   Similarly, there have historically been philosophical differences among advocates for the blind.  In 1961, the American Council of the Blind was founded by members who disagreed with the philosophy and advocacy strategies of the National Federation of the Blind.   
Private Pay Consumers

Included in Table 1 are many supports and services that are available to individuals with disabilities who can pay for services privately.  However, public programs have traditionally dictated the kinds of supports and services available for persons with disabilities.  Persons with long term disabilities may only be “private-pay” consumers in the short term.  Depending on the type and intensity of the supports they require and their ability to work, most will eventually exhaust their private resources and rely to some extent on public systems.  Futures planning, particularly for people with recent onset disabilities, is an important service the ADRCs can offer either directly or through close coordination with disability providers. Information about options and individual counseling can help people make judicious decisions about what kinds of supports and services to purchase, which can help to delay entry into the public system.

Implications for ADRC Grantees 

Fragmentation in the system

Although considerable progress has been made toward self direction, the fragmentation of the financing and delivery of needed supports for persons with disabilities hampers their ability to live independently and direct their own care.  Transitions in and out of the system for adults with disabilities can be particularly difficult, especially as an individual moves in from the child support systems and later out into the aging system.  The aging population faces the same problem of fragmentation and lack of cohesion in the long term care system.  However, it is important to keep in mind that the perspectives on the supports and services system of these two groups are likely to be very different.  Partnering with the disability network offers an opportunity to develop more coordinated, efficient and responsive systems. 

Potential areas to collaborate around systems change: 

· Discuss state and local processes of gaining access to information and service delivery system from the consumer’s perspective, 

· Identify strengths and weaknesses in the current system, including areas of duplication and gaps

· Identify inconsistencies across programs regarding eligibility and service benefits

· Streamline the assessment and screening infrastructure

Defining physically disabled

Each ADRC serving the physically disabled will need to define the physically disabled population they will serve.  Some ADRC grantees may desire to use the existing definition of physical disability compatible with their state’s Medicaid program.  Because there are so many existing definitions, grantees should consider the implications of defining physically disabled too broadly or too restrictively. While defining it too broadly could lead to an abundance of service needs not considered or insufficient resources to serve the population, defining it too restrictively may lead to a large proportion of the physically disabled not being able to access services through the ADRC.  

Grantees will need to balance the need to target limited resources with the desire to eliminate service delivery silos.  Persons found eligible on the basis of physical impairment, for example, may also be cognitively impaired.  Likewise, a physically disabled person’s immediate need for supports and services may not be directly related to the physical disability, but may be the result of mental illness or a substance abuse problem.  ADRCs will want to consider the impact on service access made by the exclusion of assistance based on certain types of disabilities.  Likewise, if ADRCs choose to be more inclusive of persons with multiple types of disabilities,  required resources and the extensiveness of coordination with other community providers will need to be considered.  

Understanding similarities and differences in serving PD compared to elderly 

Programs responsive to the needs and preferences of adults with physical disabilities need to reflect an understanding of who the population is, including similar and unique needs. It is advisable for grantees to engage the disability network to identify information and service needs at the local level, involving consumer advocates.  By continuing to involve the disability community throughout program planning, implementation, and ongoing efforts, ADRCs will ensure that the services they provide, as well as the manner in which they are provided, are well-suited to the populations they are serving.  

Potential strategies include: 

· Refocusing the mission broader than AAAs alone, more inclusive of persons with disabilities and an emphasis not only on service delivery, but also on planning and advocacy  

· Actively involving individuals with disabilities and their supports in ADRC design and operations
· Conducting marketing and outreach appropriate to different disability cohorts (specific outreach strategies were addressed during the June 2004 grantee standing call)  
http://www.adrc-tae.org/tiki-page.php?pageName=Past+TA+Events#June
· Refining legislative and program terminology to be disability-friendly 

· Ensuring Web sites meet “508 Bobby Approved” standards

Collaboration with state/local disability network

There are a number of considerations in developing a system that appropriately accommodates the long-term support needs of individuals and their families across ages and disabilities.  In trying to partner with the disability network, the aging network may potentially face some opposition in the process of ADRC planning and implementation.  For example, the ADRC program may be perceived as competition for scarce resources.  There may also be the perception that the aging network lacks knowledge and commitment to younger adults with disabilities.  How deeply held these beliefs are will often depend on existing relationships and the influence of advocates.  

The maxim of disability rights advocates, “nothing about us without us” typifies the strongly-held values of self-advocacy and inclusiveness. It will be important to consider ways to partner with the disability network that demonstrate inclusiveness and a commitment toward shared goals, but acknowledgment of unique aspects of supporting younger adults with disabilities.   In addition to meeting with local agencies to determine what information and service needs exist, grantees may want to meet with the local disability networks to build a strong collaboration.  An important step toward partnering is to develop a shared vision for supporting people with physical disabilities.  To build trust with the disability community, the ADRC grantees will want to consider including a range of partnering organizations (both in focus and philosophy) that reflect the diversity among people with disabilities.  

At a One-Stop Career Center in Maine, collaboration with partner organizations strengthened after working together to develop a shared vision and goals. Furthermore, workers stopped referring to partner agencies by the name of the agency, and instead referred to the functions that the agency performed.  See http://www.onestops.info/printpage.php?page=practice1
for more information.  Additionally, at a Portland, Maine One-Stop Career Center, staff created an information booklet on the functions of each partnering agency so that staff were better informed of what each agency’s focus, which helped build collaboration among the agencies. See http://www.onestops.info/printpage.php?page=practice2 for more information.

Potential areas for collaboration:

· Relocation and diversion efforts to assist individuals at risk of institutional placement in achieving preferred levels of care

· Identifying critical pathways for younger adults with disabilities - creating formal linkages between and among the major pathways to long term support to ensure that individuals have the information they need to make informed decisions about their support options

· Working together on state and local advocacy issues (e.g., in Clackamas County, Oregon, the aging and disability networks worked closely to develop a local adult foster home program in which the adult disability advocates helped to ensure high quality without being overregulated) 

· Building a wider array of services that are highly coordinated, and potentially developing affordable housing and transportation consortiums

· Mutual sustainability – leveraging existing and potential resources (monetary and non-monetary) to create sustainable programs, including the use of volunteers

Leveraging other grants serving the physically disabled

ADRC programs should look to leverage other grants that may be supporting individuals with physical disabilities in some capacity.  This may allow grantees to broaden their definitions of physically disabled and provide the opportunity to serve more people.  Possible grants to look toward include:

· Systems Change grants Nursing Facility Transition Grants, 
· Community-integrated Personal Assistance services and Supports Grants, 
· Independence Plus Grants, 
· Money Follows the Person Grants, 
· Quality Assurance/Quality Improvement Grants, 
· Medicaid Infrastructure Grants, and 
· the Demonstration to Maintain Independence. 

Additional Resources for Grantees 

Definitions and terminology used in programs supporting individuals with disabilities

· ResCare, at http://www.rescare.com/web/Main/Glossary.asp
· U.S. Department of Labor, Office of Disability Employment Policy, at http://www.dol.gov/odep/pubs/ek00/glossary.htm
· Ohlone College, at http://www.ohlone.cc.ca.us/org/dsps/dspsfacultyhandbook/glossary.html  

Tips on disability etiquette

· National Organization on Disability, at http://www.nod.org/content.cfm?id=152
· Community Resources for Independence, Pennsylvania, at http://www.crinet.org/etiquette.php
Labor resources

· U.S. Department of Labor's Office of Disability Employment Policy (ODEP), at http://www.dol.gov/odep/welcome.html 

· National Center on Workforce and Disability, at http://www.dol.gov/odep/ncwd/ncwd.htm
· Work Support , at http://www.worksupport.com
· Career One Stop, at http://www.careeronestop.org
· The Job Accommodation Network, at http://www.jan.wvu.edu/links/ADAq&a.html
· Onestops.info, at http://www.onestops.info
More federal resources

· DisabilityInfo.gov is a federal Web site of disability-related government resources, at http://www.disabilityinfo.gov
· National Council on Disability, at http://www.ncd.gov
· National Library Service for the Blind and Physically Handicapped Reference Circulars, Library of Congress, at http://www.loc.gov/nls/reference/circulars/physical.html#internet
· Social Security Administration, at http:// www.ssa.gov.  Also see: A Summary Guide to Social Security and Supplemental Security Income Work Incentives for People with Disabilities, at http://www.socialsecurity.gov/work/ResourcesToolkit/redbook_page.html 

· U.S. Department of Education Rehabilitative Services Administration (RSA), at http://www.ed.gov/about/offices/list/osers/rsa/index.html
· U.S. Department of Housing and Urban Development, at http://www.hud.gov/groups/disabilities.cfm
More online resources

· Disability Resources Monthly’s Disability Resources on the Internet, at http://www.disabilityresources.org
· Human Services Research Institute (HSRI), at http://www.hsri.org
· Independency First, at http://www.independencefirst.org/%5Cphysicaldisabilitiesm-s.asp
· Independent Living Research Utilization (ILRU), at http://www.ilru.org
· The Consortium for Citizens with Disabilities, at http://www.c-c-d.org
· The Institute for Community Inclusion at the University of Massachusetts, at http://www.communityinclusion.org
· Louisiana Disability Information Resource, at http://www.ladir.org/phpBB2/links.php
Table 1: Service System for Adults with Disabilities
Federal Programs and Benefits
	Benefit
	Administering Agency / Organization
	Description of Service Provided
	Eligibility Requirements
	Program Definition of Disability
	Varies by state and/or locality?

	Supplemental Security Income (SSI)

(Title XVI of Social Security Act)
	Social Security Administration (SSA)
	Minimum monthly income 


	Individuals over age 65 OR who are disabled or blind AND who meet assets requirements, a US Citizen (or meet the requirements for non-citizens) AND who have unearned income below Supplemental Security Income levels.  SSI recipients may earn above the substantial gainful activity level while their benefit is reduced dollar for dollar up to a specific point.  Once they exceed the “break even point,” they may continue to earn at higher levels only up to a capped amount called the “Section 1619(b) threshold.”  
	SSA definition: The inability to engage in substantial gainful activity because of a medically determinable physical or mental impairment, which can be expected to result in death or last for a continuous period of at least 12 months.
 


	Yes, the amount of SSI varies from state to state. Each state determines if they will supplement Federal Benefit Rate (FBR). These amounts may be adjusted annually to account for cost of living changes. The Section 1619(b) threshold is state specific.

	Medicaid
	Center for Medicare and Medicaid Services (CMS) and state governments
	Health insurance coverage
	Low-income individuals.  In most states, Medicaid coverage comes with SSI.  However, some states use more restrictive income and resource standards, and disability definitions
	Many states use SSA’s definition of disability to determine Medicaid eligibility.  Some states use alternative definitions. These “209b” states have at least one eligibility requirement more restrictive than the SSI program.
  
	Yes, eligibility standards and benefits vary by states.  State Medicaid programs are administered according to federally approved state plans.

	Social Security Disability Insurance (SSDI) (Title II of Social Security Act)
	Social Security Administration (SSA)
	Wage replacement income (based on average lifetime earnings)
	Individuals who have paid FICA taxes and meet Social Security's rules for disability - payable to disabled workers; their widows or widowers; their children under 18; and their adult children who have been disabled since childhood
	SSA definition: The inability to engage in substantial gainful activity because of a medically determinable physical or mental impairment, which can be expected to result in death or last for a continuous period of at least 12 months.
 
	No, SSDI is an entirely federal program and is available to legal residents in all 50 states, US Districts and US Commonwealths.

	Medicare
	Center for Medicare and Medicaid Services (CMS)
	Health insurance coverage 
	Individuals over age 65 and some individuals with disabilities under 65. Medicare (Part A and Part B) comes with SSDI after an individual has been eligible for SSDI cash benefits for 24 months


	SSA definition: The inability to engage in substantial gainful activity because of a medically determinable physical or mental impairment, which can be expected to result in death or last for a continuous period of at least 12 months.
 
	No, Medicare is an entirely federal program.  Eligibility standards and benefits are the same nationwide.

	Medicaid Buy In Program

(expanded by Ticket to Work and Work Incentives Improvement Act 1999)
	Center for Medicare and Medicaid Services (CMS) and state governments 
	Medicaid coverage (through extension of benefits or “buy-in” program)
	Individuals with disabilities, who except for their income and resources, would otherwise be eligible for SSI and/or individuals with a “medically improved disability” who no longer qualify as disabled under SSI definition
	SSA Definition: The inability to engage in substantial gainful activity because of a medically determinable physical or mental impairment, which can be expected to result in death or last for a continuous period of at least 12 months.
 
	Yes, not every state participates in the Medicaid Buy In program.  Among participating states, eligibility standards and benefits vary.

	Ticket to Work and Self Sufficiency Program

(authorized by Ticket to Work and Work Incentives Improvement Act 1999)
	Social Security Administration (SSA) with state and local Employment Networks 
	Employment and vocational services, cash benefits, Medicaid or Medicare 
	Individuals who receive SSI or SSDI have the option to use their “ticket” to receive services from an employment network.
	SSA Definition: The inability to engage in substantial gainful activity because of a medically determinable physical or mental impairment, which can be expected to result in death or last for a continuous period of at least 12 months.

	Yes, employment networks, and the services they offer, vary by state and locality.

	Supportive Housing for Persons with Disabilities
	Department of Housing and Urban Development (HUD) and local non-profit organizations
	Rental assistance for independent living units, condominium units or small group homes
	A household, which may consist of a single qualified person, which has very low-income (within 50 percent of the median income for the area) and at least one member that is 18 years old or older and have a disability
	A physical or mental impairment that substantially limits one or more major life activities; has a record of such impairment; or is regarded as having such an impairment.

	Yes, Public Housing Authorities are highly localized both by state and by region of state (i.e., county, city, etc.).  

	Mainstream Housing Vouchers for Persons with Disabilities
	Department of Housing and Urban Development (HUD) and local public housing agencies
	Rental vouchers to ensure families pay no more than 30% of monthly income on rent.
	Families that include a disabled person and are income eligible.  Local PHA compares the family’s annual income (gross income) with the HUD-established very low-income limit or low income limit for the area.
	A physical or mental impairment that substantially limits one or more major life activities; has a record of such impairment; or is regarded as having such an impairment.

	Yes, Public Housing Authorities are highly localized both by state and by region of state (i.e., county, city, etc.).  


State and Local Services

	Resource
	Organization
	Description of Service Provided
	Target Population / Eligibility

	Centers for Independent Living 

(Title VII of Rehabilitation Act of 1973)
	Private non-profit organizations, grant funded primarily through the U.S. Department of Education Rehabilitative Services Administration.  
	Information and Referral, independent living skills training, peer counseling and individual and systems change advocacy 
	CILs typically provide a range of services to a variety of disability groups.  Consumers are not charged for services.  Benefits and services depend on financial resources, quality and availability of resources.

	State Disability Boards and Councils 

State Disability Boards, regional and local Disability Boards 
	Councils or Boards are generally comprised of government officials, community leaders, service providers and consumers.
	Advises government authorities on disability service issues, monitors compliance, and advocates for people with disabilities to ensure that they are integrated within the community
	Advocates for and protects the interests of all persons with disabilities.

	Workforce Investment Boards and “One-stops”  (mandated by Workforce Investment Act of 1998) 
	State Workforce Investment Boards develop 5 year state plans.  Local boards oversee the local system, designate One-Stop operators and monitor system performance.  State Boards must include partnership with State Vocational Rehabilitation Agency.
	Employment  resources, which may include training, education, career counseling and job placement
	Program funds are targeted at 3 groups: adults, dislocated workers and youth.  Core services for adults have no eligibility requirement. “Intensive services,” such as case management, are offered to individuals who are unable to find employment using core services.  One-stops are required to include resources and supports for disabled adults, but services vary widely by state.

	State Vocational Rehabilitation agencies

(Title I of Rehabilitation Act of 1973)
	State agencies, in coordination with state Workforce Investment Board, funded in part through the U.S. Department of Education Rehabilitative Services Administration.
	Vocational rehabilitation services
	Persons with a mental, physical or learning disability that interferes with the ability to work. The disability need not be so severe as to qualify the person for SSDI or SSI benefits, and recipients of SSDI or SSI are presumed to be eligible for services


Consumer Groups, Advocacy Organizations and Online Resources

	Entity
	Web Site
	Description / Key Activities
	Target population / Location

	ADAPT (American Disabled For Attendant Programs Today)
	http://www.adapt.org
	Advocacy efforts focus on promoting services for people with disabilities in the community, as opposed to institutions or nursing homes.  Has a long history of organizing in the disability community and using civil disobedience and similar non- violent direct action tactics to achieve its goals.
	All persons with disabilities.  Branches located in almost every state.

	DisabilityInfo.Gov
	http://www.disabilityinfo.gov
	Links to and information about federal laws, federal government services and programs for persons with disabilities organized into topic areas such as employment, education, housing, transportation, and health
	Information tailored for persons with disabilities, policy makers, state and local service providers

	Disability Resources, Inc.
	http://www.disabilityresources.org
	Monitors publications, on line services, and other information resources every month and disseminate information about books, pamphlets, magazines, newsletters, videos, databases, government agencies, nonprofit organizations, telephone hotlines and on-line services that provide free, inexpensive or hard-to-find information to help people with disabilities live independently.
	All persons with disabilities, consumer focused.  Local resources and information for every state available from national website.

	American Council of the Blind
	http://www.acb.org
	Serves as a representative national organization of blind people; seeks to elevate the social, economic and cultural levels of blind people, improve educational and rehabilitation facilities and opportunities.  Seeks to encourage and assist all blind persons to develop their abilities and seeks to promote greater understanding among the public of blindness and the capabilities of blind people.
	Blind persons and their families.  Email discussion and information lists.

	National Federation of the Blind
	http://www.nfb.org
	National consumer and advocacy organization offers public education, information and referral services, literature and publications, aids and appliances and other adaptive equipment, advocacy services and protection of civil rights, and development and evaluation of technology.
	Blind persons and their families.  Affiliates in every state.

	Brain Injury Association of America
	http://www.biausa.org
	National advocacy group and resource for information, research, and publications about brain injury.  Offers consumer’s guides to treatment and rehabilitation options.
	Individuals with brain injuries and their families.  State affiliate offices in almost every state.

	United Cerebral Palsy
	http://www.ucp.org
	National research and advocacy organization sponsors research, offers information about developmental disabilities and public policy, and resources for persons with disabilities.  
	Individuals with Cerebral Palsy, other developmental disabilities, and all persons with disabilities.  99 affiliates in 36 states and D.C.

	Alexander Graham Bell Association for the Deaf
	http://www.agbell.org
	National organization offers advocacy, publications, financial aid and scholarships, and numerous programs and services to promote the use of spoken language by children and adults with hearing loss. 
	Individuals with deafness/hearing loss and their families.  Chapters in several states.

	National Association of the Deaf
	http://www.nad.org
	National membership and advocacy organization and offers information about Deaf culture and community, American Sign Language, protection of legal rights, and employment and educational opportunities.
	Deaf persons and their families.  Local resource information available to members.

	State and private Deaf residential schools
	
	Deaf residential schools often serve informally as community centers for Deaf adults in the area.  They often facilitate access to many services for Deaf adults in the community, such as, job training, networking opportunities, child care, and recreational clubs
	Deaf children, alumni, members of the local Deaf community.

	Muscular Dystrophy Association
	http://www.mdausa.org
	Voluntary health agency/ partnership between scientists, professionals and Hospital-affiliated clinical services, health research, summer camps, community programs.
	Individuals with muscular dystrophy.  MDA pays for medical services for functionally qualified individuals, if no other insurance or policy covers them.

	National Multiple Sclerosis (MS) Society
	http://www.nationalmssociety.org
	Supports more MS research, offers services for people with MS, provides professional education programs, and furthers MS advocacy efforts.   
	Individuals with multiple sclerosis.  Chapters in every state.

	Spina Bifida Association of America
	http://www.sbaa.org
	National membership organization offers information, research, publications, and other resources about spina bifida.
	Individuals with spina bifida and their families.  Group members (chapters) in almost every state.

	National Spinal Cord Injury Association
	http://www.spinalcord.org
	National membership organization educates and seeks to empower survivors of spinal cord injury and disease to achieve and maintain the highest levels of independence, health and personal fulfillment.
	Individuals who have sustained spinal cord injuries, families, policy makers, public at large.  21 chapters and 19 support groups in communities nationwide.


Table 2: Individuals with Disabilities by Severity, Age, Gender, and Race/Ethnicity

[image: image10.wmf]Total

Number

Percent

Number

Percent

Number

Percent

Age

All ages

267,665

52,596

19.7

32,970

12.3

10,076

3.8

Under 15 years

59,606

4,661

7.8

2,256

3.8

224

0.4

15 to 24 years

36,897

3,961

10.7

1,942

5.3

372

1

25 to 44 years

83,887

11,200

13.4

6,793

8.1

1,635

1.9

45 to 54 years

33,620

7,585

22.6

4,674

13.9

1,225

3.6

55 to 64 years

21,591

7,708

35.7

5,233

24.2

1,280

5.9

Total 15 to 64 years

175,995

30,454

17.3

18,642

10.6

4,512

2.6

65 to 69 years

9,555

4,291

44.9

2,930

30.7

777

8.1

70 to 74 years

8,514

3,967

46.6

2,407

28.3

898

10.5

75 to 79 years

6,758

3,897

57.7

2,565

38

1,140

16.9

80 years and over

7,237

5,325

73.6

4,170

57.6

2,525

34.9

Total 65 and over

32,064

17,480

54.5

12,072

37.6

5,340

16.7

Gender

Male

130,985

24,331

18.6

14,754

11.3

4,149

3.2

Female

136,680

28,265

20.7

18,216

13.3

5,927

4.3

Race/Ethnicity

White, Non-Hispanic

193,234

39,478

20.4

23,627

12.2

7,413

3.8

Black

34,369

7,338

21.3

5,382

15.7

1,495

4.3

Asian/Pacific Islander

9,159

1,192

13

776

8.5

223

2.4

Hispanic

30,086

4,151

13.8

2,906

9.7

820

2.7

All severities

Severe

Needs assistance


Note:  Individuals were considered to have a severe disability if they: used a wheelchair, a cane, crutches, or a walker; or had any other mental or emotional condition that seriously interfered with everyday activities; or received federal benefits based on an inability to work; had Alzheimer’s disease, or mental retardation or another developmental disability; or were unable to perform or needed help to perform one or more functional activities, ADLs, IADLs, work around the house or difficulty working at a job or business. 

Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August – November 1997.
Table 3: Disability Among Individuals 15 and older

[image: image11.wmf]Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Total Population

208,059

100.0

36,897

100.0

139,098

100.0

32,064

100.0

Disability Status

With a disability

47,935

23.0

3,961

10.7

26,493

19.0

17,480

54.5

Severe

30,714

14.8

1,942

5.3

16,700

12.0

12,073

37.7

Less than Severe

17,221

8.3

2,019

5.5

9,794

7.0

5,408

16.9

No disability

160,124

77.0

32,936

89.3

112,604

81.0

14,583

45.5

Seeing/Hearing/Speaking

With a disability

14,613

7.0

608

1.6

6,963

5.0

7,042

22.0

Severe

2,883

1.4

121

0.3

1,174

0.8

1,588

5.0

Less than Severe

11,731

5.6

487

1.3

5,789

4.2

5,454

17.0

Had difficulty seeing words/letters

7,673

3.7

202

0.5

3,594

2.6

3,877

12.1

Had difficulty hearing conversation

7,966

3.8

262

0.7

3,400

2.4

4,304

13.4

Had difficulty with speech

2,270

1.1

277

0.8

1,176

0.8

818

2.6

Walking/Using Stairs

With a disability

25,138

12.1

619

1.7

11,717

8.4

12,803

39.9

Severe

14,698

7.1

251

0.7

5,883

4.2

8,563

26.7

Less than Severe

10,441

5.0

367

1.0

5,833

4.2

4,240

13.2

Had difficulty walking

19,465

9.4

443

1.2

8,938

6.4

10,084

31.4

Had difficulty using stairs

19,757

9.5

461

1.2

9,223

6.6

10,073

31.4

Used a wheelchair

2,155

1.0

95

0.3

843

0.6

1,216

3.8

Used a cane/crutches/walker

6,372

3.1

54

0.1

2,141

1.5

4,176

13.0

Selected Physical Tasks

With a disability

18,071

8.7

419

1.1

8,803

6.3

8,849

27.6

Severe

7,964

3.8

194

0.5

3,372

2.4

4,399

13.7

Less than Severe

10,107

4.9

226

0.6

5,431

3.9

4,450

13.9

Had difficulty lifting/carrying 10 lbs.

15,198

7.3

336

0.9

7,098

5.1

7,764

24.2

Had difficulty grasping objects

6,758

3.2

187

0.5

3,560

2.6

3,012

9.4

Special Aids

Used a wheelchair

2,155

1.0

95

0.3

843

0.6

1,216

3.8

Used a cane/crutches/walker

6,372

3.1

54

0.1

2,141

1.5

4,176

13.0

Used a hearing aid 

3,972

1.9

95

0.3

880

0.6

2,997

9.3

Total (15 years and over)

15 to 24 years

25 to 64 years

65 years and over 


Note:  Individuals were considered to have a severe disability if they: used a wheelchair, a cane, crutches, or a walker; or had any other mental or emotional condition that seriously interfered with everyday activities; or received federal benefits based on an inability to work; had Alzheimer’s disease, or mental retardation or another developmental disability; or were unable to perform or needed help to perform one or more functional activities, ADLs, IADLs, work around the house or difficulty working at a job or business. 

Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August – November 1997.
Table 4: Functional Status of Disabled Individuals Aged 15 and Older

[image: image12.wmf]Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Activities of Daily Living

With an ADL limitation

8,672

4.2

185

0.5

3,928

2.8

4,559

14.2

Needed personal assistance

4,052

1.9

144

0.4

1,603

1.2

2,304

7.2

Did not need personal assistance

4,620

2.2

40

0.1

2,325

1.7

2,254

7.0

Had difficulty getting in/out of bed/chair

6,179

3.0

142

0.4

2,960

2.1

3,078

9.6

Had difficulty taking a bath or shower

4,957

2.4

124

0.3

2,017

1.4

2,816

8.8

Had difficulty getting around inside

3,680

1.8

96

0.3

1,412

1.0

2,171

6.8

Had difficulty dressing

3,541

1.7

134

0.4

1,551

1.1

1,856

5.8

Had difficulty getting to/using the toilet

2,297

1.1

104

0.3

830

0.6

1,363

4.3

Had difficulty eating

1,497

0.7

88

0.2

587

0.4

822

2.6

Instrumental Activities of Daily Living

With an IADL limitation

12,940

6.2

453

1.2

5,578

4.0

6,910

21.6

Needed personal assistance

9,444

4.5

359

1.0

3,880

2.8

5,204

16.2

Did not need personal assistance

3,496

1.7

93

0.3

1,697

1.2

1,706

5.3

Had difficulty going outside alone

8,583

4.1

238

0.6

3,312

2.4

5,033

15.7

Had difficulty doing light housework

6,455

3.1

175

0.5

2,735

2.0

3,545

11.1

Had difficulty preparing meals

4,739

2.3

206

0.6

1,838

1.3

2,695

8.4

Had difficulty managing money/bills

4,636

2.2

288

0.8

1,946

1.4

2,402

7.5

Had difficulty taking prescriptions

3,821

1.8

237

0.6

1,547

1.1

2,037

6.4

Had difficulty using the telephone

2,863

1.4

142

0.4

948

0.7

1,774

5.5

Need for Personal Assistance

Number of ADLs or IADLs for which assistance was needed

1 or more

9,851

4.7

372

1.0

4,140

3.0

5,339

16.7

1

3,508

1.7

112

0.3

1,581

1.1

1,815

5.7

2

1,723

0.8

54

0.1

774

0.6

896

2.8

3 or more

4,620

2.2

206

0.6

1,786

1.3

2,628

8.2

Number of ADLs for which assistance was needed

1 or more

4,052

1.9

144

0.4

1,603

1.2

2,304

7.2

1

1,453

0.7

25

0.1

568

0.4

861

2.7

2

712

0.3

21

0.1

354

0.3

337

1.1

3 or more

1,887

0.9

99

0.3

681

0.5

1,106

3.5

Number of IADLs for which assistance was needed

1 or more

9,444

4.5

359

1.0

3,880

2.8

5,204

16.2

1

3,777

1.8

106

0.3

1,698

1.2

1,974

6.2

2

1,843

0.9

62

0.2

779

0.6

1,002

3.1

3 or more

3,824

1.8

192

0.5

1,403

1.0

2,229

7.0

Total (15 years and over)

15 to 24 years

25 to 64 years

65 years and over 


Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August – November 1997.
Table 5: Selected Employment Characteristics Among Individuals Aged 15 and Older

[image: image13.wmf]Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Working at a Job

Total population age 16 to 64

172,030

100.0

32,932

100.0

139,098

100.0

na

na

With disability-related employment problems

18,475

10.7

1,679

5.1

16,796

12.1

na

na

Has had difficulty remaining employed or finding a job

11,286

6.6

933

2.8

10,354

7.4

na

na

Limited in kind or amount of work that can be done

16,874

9.8

1,408

4.3

15,466

11.1

na

na

   Prevented from working at a job

9,699

5.6

581

1.8

9,117

6.6

na

na

   Not prevented from working at a job

7,175

4.2

826

2.5

6,349

4.6

na

na

Program Participation

Under 65 and covered by Medicare

4,346

2.1

76

0.2

4,270

3.1

na

na

Under 65 and received SSI

4,009

1.9

614

1.7

3,396

2.4

na

na

Total (15 years and over)

15 to 24 years

25 to 64 years

65 years and over 

0

20000

40000

60000

80000

100000

120000

140000

160000

180000

200000

Working at a Job

Total population age 16 to 64

With disability-related employment

problems

Has had difficulty remaining

employed or finding a job

Limited in kind or amount of work

that can be done

   Prevented from working at a job

   Not prevented from working at a

job

Program Participation

Under 65 and covered by Medicare

Under 65 and received SSI

Total (15 years and over)

Number

Total (15 years and over)

Percent Distribution

15 to 24 years Number

15 to 24 years Percent

Distribution

25 to 64 years Number

25 to 64 years Percent

Distribution

65 years and over  Number

65 years and over  Percent

Distribution


Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August – November 1997.
Table 6: Type of Disability for Individuals Aged 15 and Older

[image: image14.wmf]Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Number

Percent 

Distribution

Disability Domains

With a disability in one domain

27,952

13.4

2,437

6.6

16,137

11.6

9,377

29.2

Communication

2,940

1.4

241

0.7

1,851

1.3

848

2.6

Physical

21,077

10.1

882

2.4

11,868

8.5

8,326

26

Mental

3,935

1.9

1,314

3.6

2,418

1.7

203

0.6

With a disability in two domains

13,582

6.5

681

1.8

7,079

5.1

5,823

18.2

Communication and physical

7,544

3.6

150

0.4

3,111

2.2

4,282

13.4

Communication and mental

727

0.3

133

0.4

457

0.3

137

0.4

Physical and mental

5,312

2.6

398

1.1

3,511

2.5

1,403

4.4

With a disability in three domains

4,294

2.1

177

0.5

1,949

1.4

2,168

6.8

Domain(s) not identified

2,107

1

666

1.8

1,328

1

112

0.4

No disability

160,124

77

32,936

89.3

112,604

81

14,583

45.5

15 years and over

15 to 24 years

25 to 64 years

65 years and over 


Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August – November 1997.
Table 7: Selected Characteristics of Disabled Individuals 
Aged 25 and Older, by Age and Severity

[image: image15.wmf]Severe

Less than 

Severe

None

Severe

Less than 

Severe

None

Total (thousands)

16,700

9,794

112,604

12,073

5,408

14,583

Percent distribution

100

100

100

100

100

100

Relationship

In married-couple family

52.4

65.5

70

47

54.6

62.3

Householder or spouse

46.1

63.4

66.3

42

52.2

60.1

In other family

14.2

11.9

10

8.2

5.8

5.3

Householder

12.2

10.3

8.4

7.2

5.4

4.8

Unrelated individual

33.4

22.6

20

44.8

39.6

32.5

Lives alone

17

13.1

10

36.8

35.2

28.1

Perceived Health Status

Very good or excellent

14.5

39.7

75.1

8.8

25.9

50.7

Good

26.6

39.5

22.3

23.2

41.3

38.7

Fair or poor

58.9

20.8

2.6

68

32.8

10.5

Health Insurance Coverage

With health insurance

82.8

83.7

84.6

99.4

99.6

98.8

Private or military

47.5

79.7

82.3

67

78.1

79.7

Medicare

25.6

na

na

95.8

97.2

94.6

Both Medicare and private or military

10.6

na

na

65.6

76.2

76.4

Medicaid

32.5

4.8

2.7

18

8

5

Both Medicaid and Medicare

9.6

na

na

15.7

7.5

4

No health insurance

17.2

16.3

15.4

0.6

0.4

1.2

Education

Not a high school graduate

32.6

15

10.7

46.2

34.6

25.9

High school graduate

34.8

34.6

30.7

28.8

33.6

35.4

Some college

23.2

32.3

30.1

16.2

18.6

21.1

College graduate

9.4

18.2

28.5

8.8

13.2

17.6

Program Participation

Cash assistance

24.4

2.6

1.2

11

4.4

2.6

SSI

20.3

na

na

10.7

4.1

2.5

Other cash assistance

5.8

2.6

1.2

0.6

0.4

0.1

Food stamps

16.2

3.8

2.1

6.7

2.3

1.3

Public/subsidized housing

9.2

2.8

1.9

7.2

3.7

1.9

Individual Income (Annual Rate)

Less than $20,000

80.2

50.1

43.7

83.5

72.6

68.4

$20,000 to $39,999

14

31.8

32.5

13.1

21.3

22.9

$40,000 to $59,999

3.6

11.3

13.3

2.4

3.5

5.1

$60,000 to $79,999

1.4

3.7

5.6

0.7

1.6

1.6

$80,000 and over

0.9

3

4.9

0.4

1

2.1

Poverty Status

In poverty

27.9

10.4

8.3

16.6

9.1

6.9

Not in poverty

72.2

89.6

91.7

83.4

90.9

93.1

25 to 64 years old

65 years old and over


Note:  Individuals were considered to have a severe disability if they: used a wheelchair, a cane, crutches, or a walker; or had any other mental or emotional condition that seriously interfered with everyday activities; or received federal benefits based on an inability to work; had Alzheimer’s disease, or mental retardation or another developmental disability; or were unable to perform or needed help to perform one or more functional activities, ADLs, IADLs, work around the house or difficulty working at a job or business. 

Source: The Lewin Group analysis of the U.S. Census Bureau, 1996 Panel of the Survey of Income and Program Participation (SIPP), Wave 5: August – November 1997.





























































































































































































































































































































































































































































































� 	Kansas HCBS PD Waiver, for example, serves individuals 16-64 with a physical disability. 


�  	TAM I-2.2(a)(i), TAM II-2.2000, TAM III-2.2000, 28 CFR 35.104.


� 	� HYPERLINK "http://www.dhfs.state.wi.us/LTCare/FunctionalScreen/PDdefinition.pdf" ��http://www.dhfs.state.wi.us/LTCare/FunctionalScreen/PDdefinition.pdf�.


� 	� HYPERLINK "http://www.icdr.us/documents/definitions.htm" ��http://www.icdr.us/documents/definitions.htm�.


� 	Wave 5 data were collected from August to November, 1997. 


� 	The Center for Universal Design and the North Carolina Office on Disability and Health, “Removing Barriers to Health Care: A Guide for Health Professionals,” available online at: � HYPERLINK "http://www.fpg.unc.edu/~ncodh/rbar" ��http://www.fpg.unc.edu/~ncodh/rbar�


� 	� HYPERLINK "%20http:/%20socialsecurity.gov/disability/professionals/bluebook/general-info.htm" �� http:// socialsecurity.gov/disability/professionals/bluebook/general-info.htm�.


� 	� HYPERLINK "http://www.ric.org/community/glossary.php" ��http://www.ric.org/community/glossary.php�


� 	Nancy Eustis, “Consumer Directed Long Term Care Services: Evolving Perspectives and Alliances,” Generations, vol. xxiv, no. 111 (2000): 10-11.


� 	A.E. Benjamin, “Consumer-Directed Services at Home: A New Model for Persons with Disabilities,” Health Affairs, vol 20, issue 6 (2001): 3-4 and Robyn Stone, “Providing Long Term Care Benefits in Cash: Moving to a Disability Model,” Health Affairs, vol 20, issue 6 (2001): 2-5.


�  	Stephanie Thomas, “A Disability Perspective on Home Health Care,” ADAPT, available online at: � HYPERLINK "http://www.adapt.org/homehealth.htm" ��http://www.adapt.org/homehealth.htm�.


� 	Personal communication with Frank Pinter, Maryland Center for Independent Living


� 	Harlan L. Lane , Robert Hoffmeister , Ben Bahan , Benjamin J. Bahan, A Journey Into the Deaf World, San Diego, CA: Dawnsign Press, 1996.


� 	 Included in Disability Evaluation Under Social Security is a listing of impairments that meet SSA’s standards, however, SSA accepts other conditions if other criteria are met.(� HYPERLINK "http://www.ssa.gov/disability/professionals/bluebook/2003-version.pdf" ��http://www.ssa.gov/disability/professionals/bluebook/2003-version.pdf�)
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