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I. Introduction

A majority of Social Security disability beneficiaries depend solely on public forms of health coverage such as Medicaid and Medicare, with private health coverage being underutilized. There are several reasons why limiting health coverage to public programs may not best serve this population. First, using only one source of health coverage has proved to be inadequate for many beneficiaries. Medicaid recipients may not receive some of the optional benefits such as prescription medications, face restrictive income and asset requirements (Sheldon, n.d.) and encounter limited physician choice (Goodman & Livermore, 2004). Until the Medicare Modernization Act, Medicare beneficiaries had to pay for prescription medications out-of-pocket. Although many beneficiaries have benefited from public health coverage, the recent economic challenges faced by states in particular have put these programs at jeopardy of being reduced or eliminated. Many states have begun implementing creative solutions to public spending on health care, most commonly through premium payment programs such as Health Insurance Premium Payment (HIPP) programs and State Children’s Health Insurance Programs (SCHIP)
. Sheldon states “Despite the tremendous work incentives, offered through extended Medicare, section 1619(b) Medicaid, and the Medicaid Buy-In, beneficiaries often need to look to employer-funded private insurance contracts to meet all or part of their needs” (Sheldon, n.d.). However, private insurance alone will likely be inadequate to meet the health care needs of people with disabilities, but a combined use may be one answer.

While this trend may be challenging, public programs have historically allocated resources to private insurers. Currently, the most obvious use of public funds for private coverage is the Medicare Modernization Act of 2003. But the combination of using public and private health coverage for people with disabilities has a history that includes Medicare + Choice (managed care), Medigap, Medicaid Section 1115 Waivers (managed care), HIPP, SCHIP and the latest Health Insurance Flexibility and Accountability (HIFA) initiatives (Silow-Carroll & Alteras 2004a). One of the strategies used by states to cover the growing population of the underinsured and uninsured is through the use of public funds for employer-sponsored group health coverage. 

Many Social Security beneficiaries remain unaware of their current ability to access employer-sponsored health coverage. To compound the problem, there has been little public education on this availability and the health coverage laws associated with it (Tucker, 2003). As some beneficiaries are taking advantage of the innovative programs mentioned above, (Medigap, HIPP, etc.), others remain excluded from private health coverage due to discriminatory restrictions such as pre-existing exclusionary periods and the medical underwriting rampant in individual plans. While states engage in contracts that fund private health coverage, the insurance industry is left largely unregulated and free to impose discriminatory practices on individuals who would like to access a private insurance product. No one has thoroughly addressed why private insurers enjoy the advantages of excluding individuals with perceived high-cost conditions while using public tax dollars in their business. 

The paper sets a framework of the health coverage options available to people with disabilities, illustrating the historic intersectionality between public and private health coverage. Following this analysis is a discussion of the problems faced by using private health coverage under the current system. Finally, a list of recommendations is provided to combat these barriers through accountability.

II.
Medicaid 

The most commonly cited reasons beneficiaries offer for not engaging in work activity are the perceived and real risks of losing or jeopardizing health care benefits. Catherine Kelly Baird, of the California Governor’s Committee on the Employment of People with Disabilities describes this concern among beneficiaries: “the big scare is always jumping out of a safety net because they are afraid they will lose their benefits and never be able to get back on.” Many Social Security beneficiaries have no knowledge of the programs available to support their work efforts such as the Medicaid Buy-In and Health Insurance Premium Payment (HIPP)
 programs. Due to the state of the economy and a political shift towards federalism, public health programs are at risk of being cut back. As a result, states are inventing ways to reduce public spending by cost-sharing with private insurers
. The Health Insurance Premium Payment (HIPP) program was enacted in 1990 under section 1906 of the Social Security Act in an attempt to save public funds. The Health Insurance and Flexibility and Accountability (HIFA)
 waivers also combine Medicaid funding with private health insurance with the goal of covering more people (Ryan, 2002). Both HIPP and HIFA require the use of employer-sponsored coverage with Medicaid which can increase access to health coverage and support return-to-work efforts by Social Security beneficiaries. 

The Medicaid Buy-In and HIPP are optional programs and both face challenges in returning beneficiaries to work. Logically, both of the programs share similar problems including income and asset restrictions. But, specifically HIPP has unique obstacles such as difficulties with multiple payers and inflexible private health coverage rules that thwart enrollment. 

Analysis

Medicaid is a comprehensive program providing benefits including prescription drug coverage, personal assistance services, assistive devices, rehabilitation services, durable medical equipment, and mental health services. In some states, additional employment supports are provided including case management, supported employment services and assistive technology (Goodman & Livermore, 2004), while others have elected to provide premium assistance for those who qualify through Health Insurance Premium Payment programs.

Income & Asset Requirements. One of the major disadvantages of Medicaid’s Buy-In program includes differences in income and asset requirements across states. Under the Balanced Budget Act (BBA), states could allow beneficiaries to earn income up to 250% of the Federal Poverty Level (FPL). However, many states authorized a much smaller income threshold. The Medicaid Buy-In maintained the restrictive asset requirements that are set at the Supplemental Security Income (SSI) standard of $2,000 ($3,000 for a couple) (Goodman & Livermore 2004). A state HIPP program may also have its own set of income and assets requirements.

According to Goodman & Livermore (2004), low participation rates could be reversed by relaxing income and asset requirements. There are three areas where income requirements can be changed to increase enrollment and employment options in the Medicaid Buy-In: (1) spousal deeming, (2) unearned income restrictions, and (3) use of the countable income calculation (Goodman & Livermore, 2004). Spousal deeming places a limit on the amount of income a family can earn to enroll in the Buy-In. Many states have set unearned income limits that have restricted enrollment among beneficiaries. States punish workers when their pensions, Social Security retirement, or other IRS approved retirement products earned from working make them ineligible for Medicaid services. Longmore illustrates the restrictions Medicaid has on retirement.

As I try to plan for retirement, I face the reality that federal and state disability benefit programs regard retirement pensions as unearned income. Should I retire and receive my pension, I will incur a huge “share of cost” payment out of my pocket before any government financial assistance can help pay for my ventilators or personal assistance services. The “share of cost” will likely be so high that I will not qualify for any government aid at all. Yet my pension will not cover my ordinary living expenses and the costs I will face annually in disability-related expenses. This is not the price to pay for a career in education.

These limitations on unearned income also hinder HIPP participants in taking advantage of the benefits that accompany employment. 

Using the countable income calculation to determine eligibility in the Buy-In impedes enrollment by excluding beneficiaries with higher earned and unearned income (Goodman & Livermore, 2004). Baird believes the Social Security Administration can increase employment by raising income limits. This problem is not specific to the Buy-In. Because the majority of Buy-In participants are Social Security Disability Insurance (SSDI) beneficiaries, many are weary of working due to the cash cliff. If a beneficiary works above Substantial Gainful Activity (SGA) of $830 ($1,380 for blind) they will lose their benefits. Under these circumstances beneficiaries do not work at their full capacity. Goodman and Livermore (2004) suggest that the SSDI program implement a benefit offset program similar to the Supplemental Security Income (SSI) program. This is one of many reasons why the Buy-In has not been as successful as previously anticipated. Asset restrictions may also thwart Medicaid Buy-In enrollment. The Buy-In and HIPP attempt to provide a work incentive for beneficiaries while at the same time individuals are unable to accumulate assets for the purchase of a home, car or college (Goodman & Livermore, 2004).

Programmatic Problems. While the Medicaid Buy-In provides a new opportunity for beneficiaries to engage in work activity, eligibles will encounter problems with the program, such as the unavailability of providers accepting Medicaid (Goodman & Livermore, 2004.) This is one area where HIPP programs can alleviate this problem as access to employer-sponsored coverage can provide wider access to providers. 
Not all Buy-In programs across the nation provide the same pharmaceutical benefits. Some limit the number of prescriptions an eligible can receive while others use restrictive formularies (Goodman & Livermore, 2004). The Medicare Modernization Act (MMA) of 2003 covers prescriptions for individuals receiving both Medicare and Medicaid - dual eligibles. However, it is unclear how the MMA will impact the Medicaid Buy-In, as many eligibles enroll in the program for the prescription drug coverage. The MMA prohibits dual eligibles from accessing Medicaid prescription drug coverage supported by federal funds. Catherine Chambliss questions the viability of the Medicaid Buy-In program with the Medicare Modernization Act on the horizon. “A lot of folks are going to our Buy-In program because they want prescription drugs. When that’s replaced [by the MMA] they won’t go to our Medicaid Buy-In program.” But, while the Medicaid Buy-In faces a threat to survival, HIPP programs may become more attractive with the possibility of receiving better prescription drug coverage offered through an employer’s insurance plan.

Health Insurance Premium Payment (HIPP) Programs

The state-run HIPP programs can provide beneficiaries with access to private employer-sponsored health coverage through premium payments. The beneficiary can use employer-sponsored coverage and use Medicaid for any services not covered under the employer’s plan.

Enrollment. While some states, such as Texas and Pennsylvania (Government Accounting Office, 1997), have succeeded in enrolling large numbers of eligibles in HIPP, the majority of states have experienced only modest enrollment. The most obvious reason why eligibles have not enrolled in HIPP programs as expected is due to the lack of availability of employer-sponsored health coverage (Williams, 2003). Employer-sponsored coverage has been on the decline over the past several decades. Fewer employers are opting to provide health coverage to employees, specifically those who occupy low-wage or part-time positions.

Another reason HIPP enrollment has been low across states is the difficulty in identifying potential enrollees (Government Accounting Office, 1997; Tollen, 1999). Medicaid offices charge eligibility workers with identifying potential HIPP enrollees. This has become problematic for several reasons. First, not all eligibility workers have knowledge about HIPP. Second, eligibility workers who do know about their states’ HIPP program often lack the level of knowledge necessary for identifying potential enrollees. Medicaid eligibility workers have found it difficult to determine which beneficiaries have access to employer-sponsored health coverage (Government Accounting Office, 1997; Tollen, 1999). Eligibility workers can identify potential HIPP enrollees during Medicaid’s initial enrollment and redetermination periods (Government Accounting Office, 1997). But, most eligibles do not disclose their access to employer-sponsored health coverage because they fear they will lose Medicaid eligibility (Government Accounting Office, 1997; Tollen, 1999). Eligibles also want to protect their confidentiality of participating in Medicaid from their employer (Tollen, 1999). Compound these problems with complex private health coverage rules for enrollment adds to the confusion and ambivalence in participating in the program. 

Employers also play a role in the low enrollment rate in HIPP programs. To pay premiums, Medicaid requires information about the employers’ health plans. Many employers fail to respond to requests for health insurance information for Medicaid eligibles (Government Accounting Office, 1997; Williams 2003; Silow-Carroll & Alteras, 2004b). Without the employers support eligibles cannot utilize HIPP. Thus, eligibles cannot access the full array of health services they may be eligible for. 

Private Health Coverage Enrollment Periods. Individuals can enroll in employer-sponsored health coverage during three periods: initial enrollment, open enrollment and special enrollment. Upon beginning employment individuals have the opportunity to enroll in their employer’s plan(s). Open enrollment is the period when all employees can enroll or change health insurance plan(s). If an employee has health coverage at the date of hire, the individual can enroll in the employer’s plan during the special enrollment period. It’s rare that a beneficiary’s Medicaid enrollment coincides with either an initial, open or special enrollment period. This can result in a long wait to enroll and use services provided by the employer-sponsored health plan (Government Accounting Office, 1997 and (Silow-Carroll & Alteras, 2004b). 
Cost Savings. The major reason Congress authorized HIPP programs was for the projected cost-savings to Medicaid. Individuals with high cost conditions could save Medicaid dollars by enrolling in employer-sponsored group health coverage, where the employer plan would be the first payer and Medicaid second. Any services not covered under the employer plan would then be filled in by Medicaid – “wrap around services.” Thus, the financial burden would be distributed between both private and public health coverage.
On the surface, HIPP programs could better manage Medicaid spending. But states found it difficult to operationalize a “cost effectiveness” standard establishing how much money would be saved by enrolling an individual in private health coverage. In order for an eligible to qualify for a HIPP program, the cost of premiums, wrap around services and administrative costs could not exceed the costs of enrolling in Medicaid alone (Tollen, 1999; Government Accounting Office, 1997; Silow-Carroll & Alteras, 2004b). 

Many employers provide coverage to an entire family at one price. Medicaid, on the other hand, pays for each family member separately (Government Accountability Office, 1997). Employers tend to pay a portion of health coverage premiums for employees and often times their dependants. This can lower the states’ responsibility to pay for the entire premium (Government Accounting Office, 1997; Williams 2003). “Costs for smaller families will have a harder time qualifying than larger ones. The employer-sponsored insurance cost is typically the same for small and large families, but state costs for direct coverage are higher for large families, making it easier for them to qualify for premium assistance” (Williams 2003, p. 13; Tollen 1999). States that currently have a HIPP program are experiencing problems such as low utilization and minimal cost savings (Government Accounting Office, 1997). Developing a “cost effectiveness” standard has been elusive for many states. How much do states actually save after premiums, wrap around services and administrative costs have been paid (Tollen, 1999) has been difficult for states to evaluate.

Comprehensive Coverage. A benefit of HIPP programs is “wrap-around coverage”. Those services not included in an employer-sponsored plan can be covered by Medicaid (Government Accounting Office, 1997). Using HIPP can allow beneficiaries to have greater access to physicians, which is absent from using the Medicaid Buy-In alone. For dual eligibles, this may mean better choice to prescription drug coverage if this option is covered under the employer’s group plan. This ensures that beneficiaries have access to a broad range of services and will help with employee retention. 

Pennsylvania’s HIPP program has enrolled over 21,000 and has saved $76.3 million in Medicaid dollars in 2003 alone (Silow-Carroll & Alteras, 2004b). Currently, only 11 HIPP programs have been implemented (State Coverage Initiatives, 2004).

Administrative Costs. Medicaid beneficiaries may not want to disclose access to employer-sponsored health overage because enrolling in the HIPP program is viewed as extra paper work (Government Accounting Office, 1997). This suggests that enrolling in yet another program may be cumbersome and unappealing to Social Security beneficiaries. Alana Theriault, recently unemployed, describes the difficulty in using public and private health coverage. 
I received my final paycheck on November 30th, am back on SSI and have applied for SSDI, continued health insurance under COBRA, and for assistance from the HIPP program. I will attempt some self-employment to be eligible for the 250% California Working Disabled program [Buy-In]. Fortunately, I am someone who knows the system well enough to understand and navigate this trap I'm in. I worry a lot about those who can't do this level of self-advocacy, and I am very worried about my future.

Catherine Kelly Baird also remarked on the complexity of using California’s Health Insurance Premium Payment program “The whole eligibility thing is a real disincentive to the employer and people with disabilities. It just gets so complicated that someone could go to work and end up spending all their money on psychotropic drugs or something.” One way to remedy this is through benefits planning training. 

Multiple Payer Problems. Under current federal law, private insurers must be the primary payer when individuals are enrolled in a combination of private health coverage, Medicare and/or Medicaid. Medicare becomes the second payer and Medicaid the third. Multiple party payer disputes surface when Medicaid, Medicare and private health coverage are accessed simultaneously. Anecdotal information on the difficulty of using multiple sources of health coverage can demoralize Social Security beneficiaries and limit their willingness to participate in the labor market.
Recommendations

1) Using authority in Section 1902(r)(2) of the Social Security Act (42 U.S.C. Sec. 1396a(r)), provide incentives to states to eliminate asset requirements in the Medicaid Buy-In (authorized under the Balanced Budget Act and the Ticket-to-Work and Work Incentives Improvement Act) and Health Insurance Premium Payment programs. There is a disconnect between returning to work and not being able to take full advantage of employment benefits such as saving money (Goodman & Livermore 2004) during and after work years (retirement).

2) Exempt retirement products from unearned income requirements in Medicaid for those who reach 65. Means testing rules for those who used any work incentives to earn a pension, a Social Security retirement benefit or other IRS retirement product (IRA, 401K, etc.) must be re-examined, waived, exempted or modified to support return to work during a lifetime. To help achieve this recommendation, expand the Section 1902(r)(2) of the Social Security Act (42 U.S.C. Sec. 1396a(r)) authority to apply to the SSI 1619 provision.

3) Enforce section 1906 of the Social Security Act requiring all states to pay premiums, deductibles and coinsurance on behalf of Medicaid beneficiaries eligible for enrollment in employer-sponsored group health plans when it is cost-effective (GAO/HEHS-97-159, p. 1.)

4) Include Medicaid eligibility as a special event allowing eligibles to access employer-sponsored health coverage during a special enrollment period in Health Insurance Premium Payment programs (Government Accounting Office, 1997).

5) Require insurance policies regulated by a state to consider Medicaid eligibility as a “qualifying event” in Health Insurance Premium Payment programs. (Government Accounting Office, 1997).

6) Outreach to employers and employees about HIPP (Williams, 2003; Tollen 1999).

7) Provide funding for the establishment, maintenance and outreach for HIPP programs nationwide. This is one way to provide support and provide more equitable cost sharing between public and private health coverage options, and to provide wrap around services, such as prescription drug coverage (Government Accounting Office, 1997).

8) Train Medicaid eligibility workers, BPAO, VR and CBOs, Employment Networks (in the Ticket Program) to use HIPP with Buy-In eligibles (Tucker, 2003).

9) Outreach to insurance agents. Many insurance agents who serve small businesses work on a commission. If they inform workers about a HIPP program this may increase the likelihood that an individual will sign up for the employer’s plan (Tollen, 1999).

10) Implement Cross-Agency trainings that address the use of public and private health coverage for Social Security beneficiaries (Tucker, 2003).

III.
Medicare

Statement of the Problem

Medicare has not provided full comprehensive coverage since its inception in 1965. Medicare Part A includes hospital insurance and Part B provides medical insurance outside of a hospital setting for doctor visits, some durable medical equipment, and short term hospice care after a hospitalization. Part A and Part B require deductibles, co-payments, monthly premiums, and for many, some other form of supplemental health coverage. With widely differing access rules and availability at state and county levels, Medicare managed care plans through health maintenance organizations (HMO) are available, now called Medicare Advantage Plans. As recently as 1997, it was reported that there are no broadly based studies that focus specifically on the experience of the nonelderly disabled population in Medicare managed care.”
 Medicare Part A (free of cost) can supplement an available employer-sponsored health coverage plan for at least 8.5 years after a return to work for SSDI beneficiaries.

Medicare beneficiaries have supplemented this insurance with Medi-Gap private insurance, Medicare Savings Programs and/or Medicaid. Supplemental Medi-Gap private insurance coverage available for fee-for-service Medicare (Original Medicare) have increased complexities with navigating Medicare over the years, while providing added services and assistance with co-pays, coinsurance and premiums. Publicly funded, means tested Medicare Savings Programs provide similar types of cost sharing support for some low income beneficiaries. With the advent of the Medicare Modernization Act (MMA 2003) Medicare now has a prescription drug discount card as the Center for Medicare and Medicaid Services (CMS) plans implementation of Medicare’s new voluntary outpatient prescription drug benefit effective January 1, 2006.

Medicare is available to Social Security Disability Insurance (SSDI) beneficiaries 29 months after the SSDI award’s onset of disability date (24 months after the SSDI cash benefits begins). The medical eligibility for Medicare and Medicaid based on disability is the same for most eligibles. Those receiving services from both are called dual eligibles or Medi-Medi in some circles. As noted in the Medicaid section, today most all Medicare beneficiaries receiving publicly funded prescription drug services apply for or receive Medicaid for these needs.

 Medicare beneficiaries with earnings can be eligible for Medicaid by paying an out of pocket “spend down” share of cost, by reducing their assets, through the SSI 1619(b) program, or by paying a premium in a Medicaid Buy-In. State data sets available for Medicaid Buy-In enrollees show that these enrollees (51,989 as of December 2004)
 are workers with disabilities who are at least 75% likely to be dual eligible beneficiaries.

The MMA statute requires that most dual eligibles will get most of their drug benefits from Medicare, or other public or private insurance, but not Medi-Cal prescription drug services which use federal funds, effective January 2006.
 Prescription Drug Plans (PDP) may each offer different formularies, premiums and co-payments. If a dual eligible does not choose a PDP, MMA permits the Secretary of Health and Human Services to automatically enroll an individual in a drug plan in their area.

There are an estimated seven million duals, 17 percent of all Medicare beneficiaries and 19 percent of all Medicaid enrollees.
 Over half of the dually eligible population is in poor or frail health and over 40 percent have a cognitive or mental impairment. In 2002, duals accounted for nearly half of Medicaid’s total spending on prescription drugs ($16 billion out of $33 billion).
 Moving a vital and complex segment of health coverage from Medicaid to Medicare for duals presents formidable cost and administrative burdens to state Medicaid and the Centers for Medicare and Medicaid Services. The changes are already presenting some months of uncertainty to SSDI beneficiaries planning a return to work or enrolled in a Medicaid Buy-In.

It is important to note here the following program interaction. Any SSI recipient who works and pays FICA taxes earns Social Security work credits (quarterly periods of a year with $900 or more in earnings) which, should their work effort fall below monthly Substantial Gainful Activity levels, can make them eligible for Social Security Disability Insurance (SSDI), that is, dually eligible for as long as they are disabled according to Social Security rules. The younger the SSI recipient who works, the faster they can become dual eligible, and eligible for Medicare. SSI recipients under the age of 24 with 1.5 years (or six quarters) of work credits can become eligible for SSDI, and then Medicare. The younger the SSI recipient, the more important the need(s) for sound benefits planning around work and planning for the changes in health coverage that work can trigger.

The 2006 MMA drug benefit provides a dizzy array of means tested subsidies and low-income assistance that will take time to understand and apply on an individual basis. Full and partial government subsidy categories will provide financial assistance with the MMA drug benefit premiums, deductibles, and annual out of pocket payments for prescription drugs. Out of pocket expenses without these subsidies, on top of a monthly premium and an annual deductible, could be as high as $3,100 in 2006. The full or partial subsidies are applied depending on income and asset rules. An SSDI beneficiary is automatically deemed eligible for the Full Subsidy if it is found that the person is dual eligible, an SSI recipient or in a qualifying Medicare Savings Program.

The MMA Full Subsidy available to dual eligibles, SSI recipients and Medicare Savings Program enrollees covers only the most cost efficient Prescription Drug Plan (PDP) from the federal government.
 If the PDP formulary available with a Full Subsidy is not adequate to the disabled beneficiary’s medical needs, the beneficiary can purchase the difference in a secondary PDP or seek out needed coverage with employer-sponsored or other private prescription drug coverage. “For both dual eligibles and other low-income beneficiaries, the low-in-come subsidy only covers plan premiums where they are equal to the “low-income benchmark premium.” The low-income benchmark premium is the weighted average of premiums for basic prescription drug coverage among plans in the beneficiary’s geographic area. Beneficiaries who wish to choose a higher-cost plan will have to pay the difference (between the low-income benchmark premium and the higher-cost premium) themselves." (FamiliesUSA, 2004)

The MMA drug benefit program is “voluntary” (except for duals with no other source of prescription drug coverage), marketplace driven and creates new needs for sound, proactive and localized benefits planning services for SSDI beneficiaries. 

Like the HIPP program, MMA makes a significant and increased commitment to public funding for private health care services. As in existing regulatory requirements found in other sectors of national public policy incorporating the use of federal funding, increased public funding reinforces the paper’s focus that public and private/employer-sponsored health coverage should be required to provide improved, seamless and integrated services for all, including Social Security beneficiaries who enter the workforce. Medical underwriting practices and pre-existing condition exclusionary periods become questionable forms of wholesale discrimination in an industry enjoying increased federal funding (National Council on Disability, 1993). 

Finding an appropriate PDP for an SSDI beneficiary planning to work presents new challenges above and beyond learning, understanding and using existing SSDI Trial Work Period work rules. There are expected to be financial penalties for delayed enrollment in an MMA PDP. While beneficiaries can expect to face a wide variety of PDP program premiums, benefit design, formularies and preferred drug lists, there are also expected to be an annual lock-in for beneficiaries to their plan of choice in 2006. Beneficiaries will also need to begin tracking out of pocket expenses for prescription drugs to comply with the PDP of their choice.
 If eligible for the Full Subsidy, CMS plans to deem them eligible, and working with state Medicaid agencies, to automatically enroll them in the Full Subsidy, leaving the enrollment in a cost effective PDP with a formulary meeting the individual’s prescription drug needs as a major unresolved issue at this writing.
 “Key factors influencing the degree of change for dual eligibles are the definition of therapeutic classes and categories and the standards for drug plan formularies.”

Analysis

The authors have recognized for some time that the level of benefits risk management people with disabilities need is not practical or possible without sufficient planning and accurate information. Barbara Otto had the following to say about the increasing amount of information advocates need to know to help beneficiaries:

The benefits planning projects’ understanding [of] federal Social Security programs and Medicare is only half of the equation for work – they need to understand Medicaid, state cash assistance programs, supplemental programs.

The Medicare recommendations that follow also reflect longstanding National Council on Disability support for the principles of nondiscrimination, comprehensive-ness, appropriateness, equity and efficiency with the delivery of public and private health care services to people with disabilities.

Recommendations

1) Beneficiaries should have access to medically necessary drugs; processes and procedures for developing drug formularies should be open and transparent; and adequate regulatory protections should be provided for all potential restrictions on access, including drug formularies, preferred drugs lists, and prior authorization requirements.

2) Maintain strong requirements prohibiting plans from discriminating against beneficiaries with chronic illness in terms of formulary design and structure of the plan.

3) Provide detailed guidance to prohibit cost containment measures in alternative benefit plan designs that would impede patient access to appropriate medicines.

4) Implement special protections for those dually-eligible for Medicaid and Medicare and those enrolled in state pharmaceutical assistance programs to ensure continued access to their medications when they transition to the Medicare drug benefit.

5) Understanding the new Medicare means testing subsidy tiers in conjunction with accessing an MMA Prescription Drug Plan containing the appropriate formulary for an SSDI beneficiary’s needs is a new benefits planning workload for 2005 and beyond. MMA creates the new CMS Center for Beneficiary Services to administer Medicare Advantage, the prescription drug benefit, and beneficiary information activities.
 The Social Security Benefits Planning, Assistance and Outreach (BPAO) grant program should be elevated to an integrated, federal grant making responsibility, combining resources and oversight from HHS, CMS, OSERS, DOL and the Department of Education. To develop the federal grant making capacity, explore how BPAO and existing state programs such as California’s model Health Information, Counseling and Advocacy Program (HICAP, Department of Aging)
 and Medicaid Infrastructure Grants, could be better coordinated, integrated and funded to serve those under 65 as well as those approaching retirement with a work history.

6) Eliminate the 24 month wait for Medicare. Pending US Senate bill S.2566 would amend title II of the Social Security Act to phase out over ten years the 24-month waiting period for disabled individuals to become eligible for Medicare, to include eliminating the waiting period for individuals with life-threatening conditions. Eliminating the 24 months wait for Medicare could enhance seamless access to health coverage and could support earlier return-to-work efforts and planning.

7) As secondary payer when employer-sponsored health coverage is available, Medicare access is available to SSDI beneficiaries for at least 8.5 years after a return to work, as provided in the 1999 Ticket to Work Act. In this context, relax the Medicare home bound rules for home health care; provide Durable Medical Equipment (DME) that can be used outside the home; and, provide rehabilitation services that maintain as well as restore functioning levels.

IV.
Employer-Sponsored Health Coverage

Statement of the Problem

Andrew Batavia (1993) weighed in on health care and the ADA eleven years ago: “The ADA . . . does not fully resolve the issue of access to affordable health insurance for people with disabilities,” many of whom remain excluded from obtaining affordable private health care coverage (p. 46). Today it appears that “many individuals with disabilities face significant barriers to employment that operate well before they are ever in a position to be discriminated against by an employer” (Bagenstos, p. 13, 2004). A significant barrier has been lack of access to affordable, comprehensive employer-sponsored health coverage. The lack of access results from multiple factors, including widespread declines in employer-sponsored health coverage, rising costs of health care services, increases in managed care, and employer misperceptions about health care costs of people with disabilities.
Decline in Employer-Sponsored Health Coverage

Relative enrollment in employer-sponsored health coverage has been on the decline. Americans with employer-sponsored coverage fell from 70.1 percent in 1987 to 64.2 percent in 2002.
 The effect has disproportionately affected workers with disabilities (Bagenstos, 2004), who are less likely to be covered than workers without disabilities (Lustig et. al., 2003). The reported overall declines in employment rates of both men and women with disabilities
 have left higher numbers of people with disabilities without access to employer-sponsored coverage. The downturn in the economy has resulted in higher unemployment and has led to the unavailability of employer-sponsored coverage. More likely while public health care has provided a safety net for people with disabilities, this has not necessarily been the case for people without disabilities, leaving people in the latter group among the ranks of the uninsured. The uninsured, who are less likely to use preventive health and discover health complications early (Wolman et. al., 2004) are at risk of becoming disabled, and are less likely to participation in employer-sponsored health coverage. These cumulative trends demand a closer examination of what impedes “access to adequate health insurance” so that these impediments can be mitigated.
Rising Costs of Health Coverage

Rising costs of employer-sponsored health coverage are a major barrier to access to health care for people with disabilities.
 While workers often turn down employer-based health coverage, it is often for lack of affordability. Even those employees who choose to enroll often become unable to pay for the fees they incur (Hanson et. al., 2003). During the past four years, the average premium costs for workers have risen at least three times faster than average earnings in 35 states.
 These cost increases have affected employers as well. During the past century, employee benefits have increased from 3% of employers' payrolls in 1929 to 41% in 1993.
 Employers, however, have been able to shift the costs to employees through higher employee out-of-pocket costs and reduced coverage and choice (Lustig et. al., 2003). Increasing costs also come at the expense of the public. Total federal and state tax credits for employer-sponsored health insurance are projected this year to be in excess of 200 billion dollars.
 
Increase in Managed Care

A response to rising costs has been an increase of the cost-cutting restrictions prevalent in managed care.
 Managed care often excludes the needs of people with disabilities by favoring acute over chronic conditions.
 Gaps in coverage result that are often unavoidable—given both the lack of plans available
 and of the lack of choice made available by these plans.
 For instance, doctor-patient groupings left one in four without a doctor that understands his or her disability. Approximately 36 percent reported “having skipped medication doses, split pills, or gone without filling a prescription altogether to save money” despite having insurance.
 The inadequacies and constraints are reminiscent of a past, failed Welfare model. 
It is the agency...not the recipient, who decides what life goals are to be followed, what ambitions may be entertained, what services are appropriate, what wants are to be recognized, what needs may be budgeted, and what funds allocated to each. In short, the recipient is told what he wants as well as how much he is wanting. (tenBroek et. al., pp. 809, 831, 1966)

These gaps in health care mirror the effects caused by a lack of any insurance, which impact families, communities, and the nation (Wolman, Miller 2004). While rising costs are driving the increase in managed care, this increase has not prevented costs from rising higher.
 A lack of competition among insurers has perpetuated increases in both costs and the management of care.

Attitudinal Barriers to Employing Individuals with Perceived High Cost Conditions

Especially given increasing costs all around, the question of disincentives to employing people with disabilities remains: are such disincentives imagined or real? It has been speculated that the ADA has caused a drop in the employment of people with disabilities. “Because accommodations are perceived to be costly, the ADA gave employers an incentive to refuse to hire people with disabilities; because it is difficult to enforce the statute effectively at the hiring stage, employers were likely to act on that incentive” (Bagenstos, p. 11, 2004).  With the Health Insurance Portability and Accountability Act (HIPAA) and its guaranteed issue of offered health coverage for all employees, the concerns of employers with regard to perceived health insurance may seem understandable. However, costs and benefits must be examined. Workers with employer-sponsored health coverage have less job turnover and absenteeism than do workers who do not. Also, workers with access to certain health care services, particularly care for depression, have higher productivity than workers without access to these benefits. Thus it would seem that increased health care services would be a cost-effective investment. Moreover, this investment would be relatively modest: guaranteed issue provisions would have a small impact on premiums, two to four percent, which is unlikely to result in substantial premium increases for those currently purchasing insurance (Harrison et. al, 1998).

Recommendations

1) As the literature has widely shown that uninsurance and underinsurance exist at a cost to the health of those directly impacted, but to the finances of the community at large (Hanson et. al., 2003, Kaiser Family Foundation, 2004, and Wolman et. al., 2004), we recommend research of the specific, annual costs borne by individuals, providers, and the government resulting from uninsurance and underinsurance.

2) Expand access to health coverage through high-risk subsidized pools to be made available regardless of work status (Hanson et. al., 2003, Kaiser Family Foundation, 2004). Prior initiatives have been small and temporary, but would likely be successful if given larger, permanent subsidies (Glied et. al., 2004). By making such pools available regardless of work status, barriers to health care would be short-circuited for those persons who otherwise lack adequate care due to the barriers that unemployment and underemployment pose.

3) Reform health insurance industry’s individual market by prohibiting (1) medical underwriting, (2) exclusions for pre-existing conditions given the increasing inaccessibility of adequate employer-sponsored health coverage, especially to persons with disabilities (Kaiser Family Foundation, 2004, NCD study, 1993). Moreover, the federal government funds programs such as Medicare Part D and Health Insurance Premium Payment programs, Medicare managed care, and thereby private health coverage. Both medical underwriting and pre-existing exclusions are discriminatory practices, and thus should be eliminated since such practices should not be sustained with public funds. This recommendation, which amounts to extending the scope of HIPAA to include individual health insurance, asks that there be accountability of public funds.

4) Conduct outreach to human resources departments to mitigate misperceptions of the disincentives to hire persons with disabilities. Darlene Unger (2002) among others has written that “human resource professionals play a pivotal role” in integrating persons with disabilities into the workforce. Even modest successes in reducing misperceptions should perpetuate since, as she notes, “employers who have previous experience with workers with disabilities report more favorable perceptions of persons with disabilities and a willingness to hire persons with disabilities” (p. 8).  

5) Given that increased or “managed” competition offers employees a wider array of carriers and plan designs, more individual choice, informed choice, and choices of delivery, Congress should enact strong incentives for employers to create and join multiemployer, multicarrier health insurance exchanges (Enthoven, Alain C., 2003 and Goff, 2004). Moreover, as Chollet et. al (2000) has shown, there are correlations between higher concentrations within group insurance markets and higher rates of small employer coverage, so it would seem that this recommendation would not only increase the quality of employer sponsored health care and decrease its cost, but would also increase coverage.

V.
Conclusion

This paper reveals a disturbing level of tension, growing complexity and lack of clear policy directions involving four critical themes: 

· private sector expansion of health services in publicly funded health care to serve populations for whom predicting behavior and costs are not grounded in extensive research;

· acute public and private needs for health care cost containment;

· chronic changes with public and private health program interaction(s) without a grounded understanding of their affects; and,

· the universally desired outcome of healthy aging adults, youth, workers with and without disabilities, and those too disabled to engage in paid work. 

An illustrative example of the disturbing tension: summative points on the recommendation to eliminate the 24 month wait for Medicare:

The cost of eliminating the waiting period might be reduced by expanding the criteria under which Medicare becomes secondary to other insurance and by encouraging the retention of private insurance policies when possible…It is clear that proposals to eliminate the waiting period involve a fundamental change in the responsibilities of various payers. Explicit discussions are needed among policymakers about the respective roles of public and private payers in funding care for the disabled population...Unfortunately, little is known about the experiences of beneficiaries during the waiting period to inform such discussions.

The Government Accountability Office (GAO) presents a clear fiscal forecast in 2003:

GAO’s most recent long-term budget simulations continue to show that demographic trends and rising health care spending will drive escalating federal deficits and debt, absent meaningful entitlement reforms or other significant tax or spending actions.  …while additional economic growth will help ease our burden, the potential fiscal gap is too great to grow our way out of the problem. …proposals to enroll beneficiaries in private health plans must be designed to encourage beneficiaries to join efficient plans and ensure that Medicare shares in any efficiency gains. 

On Medicaid and Medicare program interaction: 

 For dual eligibles, …fragmentation and discontinuity of care is further exacerbated by the complicated and sometimes conflicting rules governing the Medicare and Medicaid programs. … Since each program has strong incentives to shift financial responsibility to the other, care is rarely coordinated. … Funding streams and coverage rules often dictate where a beneficiary will receive care, even if it is inconvenient, inefficient, and unsafe. Because neither program is ultimately responsible for the performance of the entire system, and information systems are poorly consolidated, the potential for continued fragmented, ineffective, and reimbursement-driven decision-making is high.

The stakeholders supporting health care cost containment as well as those vying for a larger private role in public health care would seem to be those who would support more choice in health care plans, and so, from the literature, net predictably more diverse marketplaces that might drive down cost, and increase quality outcomes. Yet, the private sector, and managed care in particular, are more prone to mergers in health care than increasing choices. The literature may be providing evidence that substantive economic forces are at best, at play, or worse, in conflict, that cripple or avoid health care’s solvency and delivery problems for the foreseeable future. 

A net result is uncertainty and risk taking for beneficiaries seeking to make informed choices and improve inclusionary outcomes such as competitive employment. We found insufficient supports in today’s complex health care service delivery systems to incentivize a customer’s informed choice, to provide encouragement to trade the devil they know for the one they don’t. 
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Appendix #1

Paul Longmore

November 20, 2004

“Since 1993, I have been a faculty member in the history department at San Francisco State University, now holding the rank of full professor. I have no use of my arms, limited use of my right hand, and use a ventilator because of a severe spinal curvature. I employ aides in my home to do the housekeeping and to assist me with tasks like showering, shaving, dressing, and eating.

 
These costs average $45,000 a year. I use dental and eye employer-sponsored health coverage. Medi-Cal pays for my ventilators and for medical care related to post-polio syndrome and high blood pressure. I borrowed money to pay for my power wheelchair myself, rather than using Medi-Cal. I have also paid out of my own pocket for other doctor visits, most frequently visits to an ear, nose, and throat specialist who does not take Medi-Cal. Medi-Cal In-Home Supportive Services

Necessity forced me to continue to meet eligibility rules for the Supplemental Security Income (SSI) program called 1619(b), allowing continued access to Medi-Cal for workers with disabilities. Throughout my adult life I have paid my personal assistants through Medi-Cal’s In-Home Support Services program. Without this health related coverage, I would not have been able to have a career as a history professor. SSI 1619 has enabled me to live independently and work at my career and passion in life. 1619(b) allowed Paul to work and continue Medicaid eligibility.

As I try to plan for retirement, I face the reality that federal and state disability benefit programs regard retirement pensions as unearned income. Should I retire and receive my pension, I will incur a huge “share of cost” payment out of my pocket before any government financial assistance can help pay for my ventilators or personal assistance services. The “share of cost” will likely be so high that I will not qualify for any government aid at all. Yet my pension will not cover my ordinary living expenses and the costs I will face annually in disability-related expenses. This is not the price to pay for a career in education.”

Appendix #2

Alana Theriault

December 17, 2004

“I have Spinal Muscular Atrophy, a congenital progressive neuromuscular disease which affects all of my voluntary muscles. I have extremely limited use of my left hand, and slightly more use of my right hand with which I drive a motorized wheelchair, use a mouse with adaptive software to type, hold a ventilator tube to my mouth, and feed myself as energy allows. I hire assistants 9 hours a day for personal care, cooking, housekeeping, errands and clerical tasks.

I have been on SSI and no-share-of-cost Medi-Cal since I was 15 and living in a nursing home in Santa Clara, CA. At age 16, in 1982, I moved to Berkeley, CA and have since been living there independently. In-Home Supportive Services (IHSS) has funded my personal care throughout this time, currently in the amount of $2,688 per month. 

I entered the workforce in the mid-80’s doing non-profit telephone fundraising for a short time, and then peer counseling, advocacy and independent living skills training at the Center for Independent Living. To present, I have held numerous direct service and management jobs in the non-profit sector. Because my earned income became consistently high enough to reduce my SSI payments to $0 in 1995, I have maintained my Medi-Cal under 1619b, and so continue to be eligible for IHSS and to have my numerous HMO co-payments covered.

In 1996 my father went on disability with a terminal diagnosis. He collected SSDI until he died 9 months later. This threw my support services into jeopardy by threatening to make me eligible for 75% of SSDI benefits because I'm an Adult Child with a Disability. As soon as my father went on benefits, and now because of my own earning history, I have had to keep my monthly gross income above SGA to prevent me from becoming eligible for his and now my SSDI and the Medicare with which it comes.

Medicare carries no long-term community-based care provisions that are comparable to those made available to Medicaid beneficiaries in California. If I applied for Medi-Cal and IHSS without SSI, I would have to pay an exorbitant share-of-cost. The more I earn, the higher my share-of-cost would be, removing all incentive to earn more unless I were to immediately triple my income; unlikely working in the non-profit sector where higher wages only come from longer hours and more physical and mental stress. I can't manage either. We don't get raises. 

Since February 2002 I have been fighting a life-threatening series of bacterial infections. I have had 2 surgeries, weekly visiting nurses, and frequent I.V. antibiotics administered at home and work. I am in my 22nd month of this costly regimen, in addition to my normal personal assistant services, wheelchair repairs, and ventilator rentals. In many of these months my total care cost have exceeded $10,000, not including surgeries and hospitalizations. Most of this has been paid for by insurance provided by my employer. 

I have worked 26-30 hrs/week throughout this illness with only one short leave of absence that was carefully timed to keep me above SGA. I used all my vacation time, and borrowed ahead into sick leave. On days that I felt better I worked overtime so I could collect comp hours to use when I was sick. I worked and vomited in the bathroom; I worked sleep deprived and in pain. I could not use State Disability Insurance to take a significant leave, even though I pay for it just like my co-workers do. SSA considers such benefits to be unearned income and so would drop my earnings below SGA. I believe these are indeed benefits that I have earned, and I resent not having access to them. I am very tired, though, and have finally quit my job. I received my final paycheck on November 30th, am back on SSI and have applied for SSDI, continued health insurance under COBRA, and for assistance from the HIPP program. I will attempt some self-employment to be eligible for the 250% California Working Disabled program, but it offers me little comfort because it is scheduled to sunset in 2008. I don't have even one month of money saved to cover my basic care needs. I'm not allowed to save that much money under SSI resource limits.

Fortunately, I am someone who knows the system well enough to understand and navigate this trap I'm in. I worry a lot about those who can't do this level of self-advocacy, and I am very worried about my future.

This is an increasing dilemma being faced by significantly disabled workers across the country. As technology has allowed more of us to work, and medical advances have enabled us to outlive our parents, programs that were designed to protect us, now hurt us and jeopardize our independence and sometimes our very lives.”

End Notes

� Many states have begun to use SCHIP money to fund the uninsured, usually the parents of the children being insured. SCHIP has provided premium assistance to families who have access to employer-sponsored health coverage, but are unable to afford it (Goody, Mentnech and Riley, 2002).





� “In 1990 . . . Congress, added section 1906 to the Social Security Act, requiring states to pay premiums, deductibles, and coinsurance on behalf of Medicaid beneficiaries eligible for enrollment in employer-based group health plans when it is cost-effective to do so.” (Government Accounting Office, 1997; Silow-Carroll & Alteras 2004b). While all states were required to implement a Health Insurance Premium Payment (HIPP) program (Williams, 2003), in a 1997 Amendment, the program became optional (Slesser, 2004). There is very limited but effective success for Health Insurance Premium Payment programs (HIPP). Pennsylvania’s HIPP program has enrolled over 21,000 and has saved $76.3 million in Medicaid dollars in 2003 alone (Silow-Carroll & Alteras, 2004b). Currently, only 11 HIPP programs have been implemented (State Coverage Initiatives, 2004).





� Medicaid funds have been used for private health coverage through three programs: Section 1115 Waivers, Health Insurance Premium Payment (HIPP) programs and Health Insurance Flexibility and Accountability (HIFA) initiatives. Section 1115 Waivers were authorized under the Social Security Act to test new projects (Ryan 2002, p. 2). Recently, 1115 Waivers have been used by states to test managed care in their Medicaid program. States found that converting Medicaid from fee-for-service to managed care, saved a significant amount of money. 





� In 2001, the Health Insurance Flexibility and Accountability (HIFA) initiative was created to “expand insurance coverage to more Americans through innovative approaches, including the kind of health insurance options available in the private sector” (Ryan 2002, p. 3). HIFA waivers are thought to be “a good strategy to control costs and reach more of the working poor- who often do not have access to health insurance through their employers-is the merging of public and private funding to purchase health coverage” (Ryan 2002, p. 6). HIFA waivers are yet another way to distribute responsibility for covering underinsured and uninsured populations, including Social Security beneficiaries. HIFA is an additional avenue to support premium assistance programs. It is too early to tell what impact HIFA waivers will have as only two states have thus far been approved for a waiver. Both Arizona and California are in the exploratory process of examining the cost effectiveness of using public funds to access private employer-sponsored health coverage (Ryan 2002).





� Disabled Medicare Beneficiaries in HMOs, by Marsha Gold, et al., Health Affairs, Vol. 16., Number 5, The People-to-People Health Foundation, Inc., September/October 1997.





� The Ticket to Work and Work Incentives Improvement Act extended Medicare Part A free of cost for 4.5 years after an SSDI beneficiary loses eligibility for SSDI by completing the Extended Period of Eligibility in the SSDI work rules.





� The MMA voluntary prescription drug discount card and its low-income transitional assistance ($600 credits for 2004 and 2005) are temporary programs for which most dual eligibles are not eligible. As the discount card sunsets December 2005, details of this card are not considered germaine to the study.


� Comprehensive Person-Centered State Work Incentive Initiatives, Work Incentives Project, George Washington University & The Center for the Study and Advancement of Disability Policy, December 2004.





� GEARING UP: States Face the New Medicare Law, Is Your State Ready for 2006?, An Introduction to What the New Medicare Part D Prescription Drug Benefit Means for Medicaid, by: Marc Steinberg, Health Policy Analyst, Families USA available online at � HYPERLINK "http://www.familiesusa.org" ��www.familiesusa.org�, September 2004.





� Implications of the Medicare Prescription Drug Benefit for Dual Eligibles and State Medicaid Programs, by Karen Tritz, Congressional Research Service, CRS Report to Congress, May 6, 2004, Washington, DC.





� Kaiser Commission on Medicaid and the Uninsured, “Dual Enrollees: Medicaid’s Role for Low-Income Medicare Beneficiaries,” February 2003, 1; � HYPERLINK "http://www.kff.org/content/2003/4091/" ��http://www.kff.org/content/2003/4091/�.





� Dual Eligible for Medicare and Medicaid: Two for One or Double Jeopardy?, by Jennifer Ryan and Nora Super, National Health Policy Forum Issue Brief No. 794, September 30, 2003.





� For more information on SSA work credits, see � HYPERLINK "http://www.socialsecurity.gov" ��www.socialsecurity.gov�





� A readable digest of the full and partial subsidies and other Medicaid implications of MMA can be found in : GEARING UP: States Face the New Medicare Law, Is Your State Ready for 2006?, An Introduction to What the New Medicare Part D Prescription Drug Benefit Means for Medicaid, by: Marc Steinberg, Health Policy Analyst, Families USA available online at � HYPERLINK "http://www.familiesusa.org" ��www.familiesusa.org�, September 2004.





� Tricia Neuman, The Henry J. Kaiser Foundation presentation on MMA, January 2004, National Press Club, Washington, DC.





� GEARING UP: States Face the New Medicare Law, September 2004, � HYPERLINK "http://www.familiesusa.org" ��www.familiesusa.org�.





� Implications of the Medicare Prescription Drug Benefit for Dual Eligibles and State Medicaid Programs, by Karen Tritz, Congressional Research Service, CRS Report to Congress, May 6, 2004, Washington, DC.





� Disability Perspectives and Recommendations on Proposals to Reform the Medicaid and Medicare Programs, National Council on Disability (NCD), Washington, DC, November 8, 1995.





� (1), (2), (3), and (4) from December 2004 DRAFT Letter from Senators Olympia J. Snowe and Blanche L. Lincoln to Mark McClellan, M.D., PhD, Administrator, Centers for Medicare and Medicaid Services (CMS).





� Overview of the Medicare Prescription Drug, Improvement, and Modernization Act of 2003, Congressional Research Service, CRS Report for Congress, Updated December 9, 2003.





� The CA Health Insurance Counseling and Advocacy Program (HICAP) assists individuals and families with Medicare problems and other health insurance concerns. Over 600 trained and registered volunteer counselors provide objective information on Medicare, Medicare supplement insurance, managed care, long-term care planning and health insurance. Community education, individual counseling and some legal services are available in all 58 counties. � HYPERLINK http://www.aging.ca.gov/html/programs/hicap.html ��http://www.aging.ca.gov/html/programs/hicap.html�.


 


� Ticket to Work and Work Incentives Advisory Panel, Annual Report to the President and Congress, Year Four: “The Federal training of beneficiaries and service providers about employment and health support programs mandated by the (Ticket) Act is inadequate...The Panel recommends that Congress direct the (Social Security) Commissioner to work closely with other Federal and State systems to develop and implement a national training plan. Congress should also designate the additional funds needed for training and technical assistance”. Further, from the same report: p.18, “The Panel recommends that Congress fund the BPAO and PABSS Programs at the following levels: 1. Increase (annual) funding for the BPAO Program to $46, 000.000”  � HYPERLINK "http://www.ssa.gov/work/panel" ��www.ssa.gov/work/panel�





� In Glied et. al., 2004. For some corroborating figures, note that “Employer-sponsored health coverage among those under 65 has dropped from 69.2% in 1987 to 65.8% in 1999” (Davis, p. 5, 2002); that the proportion of the nonelderly population with employer-sponsored insurance decreased by nearly three percentage points, from 67.8% to 65.1%, between 2000 and 2002 (Hoffman et. al., 2004); and that more than five million people became uninsured between 2000 and 2003 (Gould 2004). Also note that job losses do not alone fully explain the decline in employer health care coverage, as jobholders also experienced a drop in coverage from 58.9% to 56.4% (ibid).





� “Numerous studies have found that the employment rate for people with disabilities declined or remained stagnant throughout the 1990s—a period that overlapped with both the implementation of the ADA and a booming economy. The variety of possible definitions of ‘disability’ makes it hard to compare numbers across studies, but the trend is clear. When ‘disability’ is defined as an impairment that imposes limitations on any life activity, the employment rate for working-age people with disabilities declined from 49% in 1990 to 46.6% in 1996, according to the federal government's National Health Information Survey (NHIS). When ‘disability’ is defined more broadly—as a diagnosed impairment simpliciter—the employment rate for working-age men with disabilities fell from 84.7% in 1990 to 77.3% in 1996, while the employment rate for working-age women with disabilities stayed relatively stagnant at just over 63% during that period, according to the NHIS. And when ‘disability’ is defined more narrowly, as an impairment that specifically limits the life activity of working, the employment rate for working-age men with disabilities fell from 42.1% in 1990 to 33.1% in 2000, according to the federal government's Current Population Survey, which provides data that can be compared across the entire decade; the employment rate for working-age women with disabilities fell from 34.9% to 32.6% over that period, according to the same measure” (Bagenstos, pp. 10-11, 2004). 





� “The primary reason people are uninsured is because health insurance is unaffordable to them—a problem even for those in the workforce, and particularly for those from low-income families. About one-third of the nonelderly population comes from low-income families (less than 200% of the poverty level, or about $29,000 for a family of three in 2002), yet they comprise almost two-thirds of the uninsured” (Hoffman et. al., p. 393, 2004). 





� In Stoll et. al., 2004. For a related finding, see Gabel et. al., 2003, where it is noted that premiums rose by nearly 14 percent in 2003, during a third consecutive year of double-digit increases. A related finding shows that effect upon individual payments: in August 2003, a fewer percentage of single policy enrollee co-payments amount to less than $20 per physician visit and larger percentages of enrollee co-payments were in each of the higher dollar value brackets than in January 2002 (Kaiser Family Foundation, 2004).





� In Lustig et. al., 2003, where it should also be noted that employers are being charged increased costs: insurers averaged a cost of $4,000 per worker for health insurance in 1999 but projected an increase to $6,000 in 2003.





� “The voluntary employer-sponsored system for providing health insurance is a costly one… Sheils and Haugt estimate that in 2004, the total federal and state tax expenditures associated with this favorable treatment of job-based coverage are projected to be about $209.9 billion. The federal expenditures estimate of $188.5 billion includes more than $122 billion for tax-favored treatment for employer health plans and the revenues forgone from Social Security and Medicare Hospital Insurance payroll taxes (more than $66 billion). Although the average health benefit tax expenditure is projected to be $1,482 per family, the tax benefits are skewed toward higher income families. About 26.7 percent of all federal tax expenditures will go to families with annual incomes of $100,000 or more (only about 14 percent of the population), while families with incomes below $50,000 will receive only 28.4 percent of the federal tax expenditures. These families represent 57.5 percent of American families,” (Glied et. al., 2004).





� “From 2002 to 2003, nearly all of the health plans studied reported increasing consumer cost-sharing requirements to control escalating premium costs” (Mays et. al., p. 7, 2004).


� Miller et. al. finds that while HMO quality-of-care results varied for the general population, Medicare HMO enrollees with chronic conditions faced unambiguously poorer care than those cared for by non-HMO providers (1997). Bagentos explains that “largely in response to perceived problems of adverse selection, private health insurance often places severe limitations on coverage for disabling conditions. Insurers frequently offer policies that are subject to ‘exclusion waivers,’ which bar reimbursement for any treatment for particular named conditions. When they do not exclude coverage altogether, insurers often impose annual or lifetime caps on the permitted reimbursement for specific conditions or classes of conditions. These caps frequently are set far below the amount that would be necessary to pay for even minimally sufficient care for the targeted conditions” (p. 14, 2004). He elaborates: “the acute-care orientation of private health insurance creates a number of gaps in coverage that have a significant effect on individuals with disabilities. Individuals who experience disabling injuries or strokes, for example, typically find that their insurance does not cover the rehabilitative therapy they need. Individuals with disabilities who need other forms of ongoing therapy—such as those with hearing impairments who need speech therapy—have a similar experience. Private insurers will pay for such therapy when it is a short-term response to an acute condition, but not when it is a continuing response to a chronic condition. Similarly, private insurers often do not cover, or do not adequately cover, durable medical equipment and assistive technologies. The failure of private insurers to cover the costs of hearing aids is widely documented. Individuals with limb amputations also frequently have difficulty obtaining coverage for their prostheses. Insurers often invoke the ‘medical necessity’ concept to refuse to pay for more advanced (and more functional) prostheses where less expensive (and less functional) prostheses are available. The same ‘medical necessity’ issue often arises when individuals with mobility impairments seek reimbursements for wheelchairs” (ibid, p. 15). 


� The availability of choices among health plans is dependent on the size of the firm: nearly 70 percent of small firms (each having 3-199 workers) and 20% of firms with 5,000 or more provide no choice among plans (Glied et. al., 2004).





� Even when workers do have choice, the range of choices is usually limited, often to a high-cost range of selection. Workers who cannot obtain the type of coverage they want may be worse off than otherwise, and for this reason often reject coverage altogether (ibid).





� “Uncovering The Health Challenges Facing People With Disabilities: The Role Of Health Insurance.” In the survey, 95% of respondents had insurance. 





� Mays et. al. notes that plans continue to increase copayment and deductible levels, continuing a trend of 2000–2001 (2004); Enthoven notes “Managed care annual premium increases of 15–20 percent and in some cases more in 2003” (2003).





� “‘Managed care is dead’ cried some of our leaders. Really? Last year there was a 19% increase in managed care covered lives, bringing the total number of Americans enrolled in these plans to 168.5 million by the end of 1996. That represents approximately 75% of all insured Americans. Doesn't sound like a dying industry to me. Even more significant is that three companies now control nearly 50% of all the managed care business: Magellan, Value Behavioral Health, and Merit Behavioral Care. Such power in the hands of so few allows for incredible influence. Mergers and acquisitions are likely to continue to consolidate the industry making our challenge to change policies even more formidable,” (Is the Tide Really Turning? 1997). Perhaps as a consequence, “only about 6 percent of the insured workforce had a choice of carriers and thereby reaped the full economic reward for choosing economically” between health plans (Enthoven, 2003).





� The Cost of Eliminating the 24-Month Medicare Waiting Period for Social Security Disabled-Worker Beneficiaries, Gerald F. Riley, PSPH, Social Science Research Analyst, Office of Research, Development, and Information, Centers for Medicare and Medicaid Services (CMS), printed in Medical Care, Journal of the Medical Care Section, American Public Health Association, © 2004 Lippincott and Wilkins, Inc. 





� MEDICARE Financial Challenges and Considerations for Reform, April 2003, GAO-03-577T.


 


� Dual Eligible for Medicare and Medicaid: Two for One or Double Jeopardy?, by Jennifer Ryan and Nora Super, National Health Policy Forum Issue Brief No. 794, September 30, 2003
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