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“As a result of pervasive poverty, discrimination, lack of access, and abuse, people with disabilities are less likely than their able-bodied counterparts to go to restaurants, supermarkets, movies, malls, sporting events, attend religious services, socialize with friends, family, and neighbors, or engage in politics. Given this lack of participation in mainstream life, only one out of three people with disabilities, compared to two out of three of their “temporarily able-bodied” colleagues, say they are very satisfied with their quality of life.”

Francine J. Lipman 2003
“When we started WID (in 1983), we had identified two primary issues in the United States that we thought would be our first priorities … One was personal assistant services … The other one was Social Security disability benefits. That was one of the biggest problems facing disabled people. It was preventing them from becoming employed, preventing them from moving into greater situations of independence; was their absolute dependence on Social Security disability benefits and the rigidity that was built into the system.” 
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Executive Summary
We seek a deeper inquiry into what Americans with disabilities expect of social insurance roles in the 21st Century, with focus on health care coverage and employment. The paper calls for an expanded national discussion to transform Social Security, Medicare and disability tax policies, as needed to increase employment rates of people with disabilities.
We encourage people to talk to each other about poverty and disability. Let us talk about ways to fix what is broken, and strengthen what is working. To sharpen the discussion, we present issues and recommendations focused on programs in America’s social insurance systems, in particular, Social Security and Medicare. Second, we discuss related tax credit policies. The discussion is in the context of increasing employment outcomes of people with disabilities.
1. We posit that social insurance should directly insure for employment of people with disabilities, alongside the wage replacement insurance it provides in the Social Security Disability Insurance program. A deeper, wider discussion could lead to transformed social insurance programs to strengthen a proposed, new Earnings Replacement Insurance program. The U.S. could increase employment supports for America’s business people and workers with disabilities with a second new, equally important Earnings Support Insurance program.
2.
We seek to increase use of the tax code to neutralize costs for the employment of people with disabilities. Recent reviews of existing disability related tax credits, including review by the Government Accountability Office (GAO) and by Professor Francine L. Lipman, reveal the abysmally low use of the tax code to increase employment and earnings of people with disabilities. We feature Professor Lipman's design for a dollar for dollar tax credit to pay for employer reasonable accommodations, building on requirements in the Americans with Disabilities Act (ADA). We also propose expansion of existing tax provisions, redesigned to help offset the costs of disability-related health care expenditures for both employers and individuals.

We present principles and frameworks for discussion. We discuss unresolved tensions in the relationships between disability rights, social insurance and tax policies. We discuss views on social insurance and disability rights as evolving process, as well as systems with fixed outcomes over time.
We call for a policy analysis of the current Social Security Disability Insurance program from a variety of perspectives and within a large context. Social insurance public policy is of enormous importance to people with disabilities and their families. The paper is not a fully developed proposal. It is a call and a discussion for one. The objective of the paper, through community-based discussions in 2006, is to build consensus on transformational reform that supports and sustains increased employment of Americans with disabilities of all ages. Consensus built from discussions with the widest range of stakeholders should result in needed legislation or regulatory change.
I. Rethinking Social Insurance Programs
Social Security and Medicare are the family package of insurance benefits serving us as the successful bedrock of U.S. health coverage, income security related to work incapacity, and retirement.
  We seek to contribute to a long running debate in ways that might help to strengthen what works, focus equal attention to fix what is broken, and foster better understanding of which is which. The larger dialogue we seek to contribute to must include a comprehensive review of the most relevant up-to-date research. In addition, it must seek the opinion, experience and input from end users of benefits and wage earners with disabilities.

“Traditionally, social insurance, both in the United States and abroad, encompasses broad-based systems for insuring workers and their families against economic insecurity caused by loss of income from work and the cost of health care. Key features of social insurance are the broad pooling of risk and the equitable sharing of financial risks across the population.  Social insurance includes Social Security, Medicare, unemployment compensation and workers' compensation.”


National Academy of Social Insurance
New Elements for Social Insurance
We seek designs for U.S. social insurance to collect revenues that insure for employment, as social insurance has done successfully for health care, retirement and wage replacement insurance.
We look at social insurance from a post integrationist view (Lipman 2003), not a post entitlement view. In other words, we are looking at social insurance and its disability beneficiaries before, during and after entitlement to current pre-retirement wage replacement programs such as Social Security Disability Insurance (SSDI). Today, pre-retirement wage replacement programs include valued family benefits to widows and children as well as to the family wage earners.
Earnings Replacement Insurance
Earnings Support Insurance

We propose designing a new Social Security Earnings Replacement Insurance program (ERI) with similar goals, objectives and designs now found in the Social Security Disability Insurance (SSDI) program. At the same time, we propose that Congress create a parallel Social Security Earnings Support Insurance program (ESI) for non-retired beneficiaries with impairments, to meet the needs of those who are preparing for, ready for or engaged in competitive employment at living wages above the legal minimum wage.
The second, new insurance program would be attractive to those planning work, seeking work or returning to work, with reliable supports and rules. Combined, the two program model could provide benefits to families who have experienced risks with employment due to impairments, or have experienced a significant break in wage earning due to impairments, or the death of a wage earner.
We seek an analysis and discussion of at least three possible ‘two program model’ designs:

1) Access to Earnings Support Insurance is allowed to those who are already beneficiaries of Earnings Replacement Insurance.

2) Access to Earnings Replacement Insurance is for those who can access Employment Support Insurance first, and to those who apply directly for Earning Replacement Insurance.
3) Access to one or the other insurance program is available directly through consumer directed application and award procedures.
As we develop in section IV. Frameworks for Discussion, the overarching reason for discussing these designs is that, since enactment of Social Security Disability Insurance for work disability
 fifty years ago this year, Congress has been amending SSDI work incentive rules without measurable success.
Congress may be “fixing” the wrong program.
Examples of Services in the Proposed ESI and in ERI programs
We outline services one might find in a two program model of social insurance for working age youth and adults with impairments.

A full set of services and public and private delivery modes would be developed for each design 1), 2), or 3) above, as steps to a developed transformational social insurance proposal.
Employment Replacement Insurance, ERI
For those awarded wage replacement benefits, ERI would provide a package of progressively indexed monthly income support, immediate access to health care coverage (Medicare and/or other needed health coverage), “cash cliff” work rules when a beneficiary returned to work on their own, and/or with resources and support outside Social Security programs. Employment outcomes of ERI beneficiaries would be largely self-initiated and encouraged, but not program supported beyond at least providing 12 months of full cash benefits after employment begins. After an eventual cessation of benefits and program eligibility due to employment, ERI beneficiaries with long-term impairments could access ERI or ESI services without a new application.
Employment Support Insurance, ESI
ESI would provide benefits and financial planning services; seamless, guaranteed access to health coverage; and/or other supports as needed to students and adults with a disability who are not enrolled in ERI. Students would be aware of ESI services and ERI services as part of the Individual Education Plan during school years.
ESI would provide gradual ramps off cash benefits or other work friendly and user friendly income support designs for ERI beneficiaries who transfer over to ESI services, to include Ticket to Work Program services. Eligibility remains for services for those with long-term impairments, irrespective of asset development, as long as self-directed work activities and outcomes are in play for any level and pattern of paid work.

ESI design could include required linkage with other state and federal programs, and different types of partnerships with business.
In an early intervention context, Earnings Support Insurance (ESI) design could provide new strategies for those with proof of denied services related to disability. ESI strategies could include accessing guaranteed health care coverage for those denied Social Security disability benefits or Medicaid at certain levels of denial. 
ESI services could provide needed services for those denied access or who have no access to employer sponsored health coverage but the person works, or wants to work, or change jobs with documented needs for health care coverage, personal assistance and other services.

Example:
ESI finds seamless access to health coverage options, including paying premiums if needed, to someone who is employed, job seeking or changing jobs in the early stages of Multiple Sclerosis.

Example:

ESI rules could include relaxing standards for state Medicaid buy-ins so that applicants could access health coverage at earlier stages in the progression of an impairment.

In a post entitlement context, after award of Earnings Replacement Insurance benefits (SSDI today), new Earnings Support Insurance strategies would guarantee, insured long term services needed to support work activities, and patterns of work activities unique to each beneficiary working or planning to return to work.

Examples: 
ESI benefits and financial planning services would be provided to beneficiaries laid off from work, or losing work for other reasons, in order to continue access to needed disability or health care related services, as they apply for mainstream unemployment insurance and seek reentry into the workforce.

As practiced for decades in New York State worker compensation insurance coverage, ESI beneficiaries have indefinite access to health care coverage post employment without means testing rules.

ESI Services could be provided within state vocational rehabilitation agencies, where other generic employment services are provided to the public, in conjunction with business, at Employment Networks of the Ticket to Work program, and at non-profit sites in the community. Transformational program design would be consumer directed. ESI services would be reliable, viable, understandable, diverse and predictably available.

A “no wrong door” services model related to work and impairments, backed by a social insurance financing model, could be combined to produce new results regarding the long-term earnings capacities of Americans with work impairments.
Risk is shared between the insured and the insurer. While health care coverage is presumed available for all who request it, employment and other marketplace related support services should include being competitive, adaptive, innovative.
From the authors’ and WID’s direct experience in this field, a two program design may better match and support work, and wage replacement needs, over the ordinary course of living with a disability.

Cost/benefit analysis would be one of several tools applied to allow indefinite eligibility for beneficiaries in either of the new programs.

~~~

Analysis of and access to existing private, public, mainstream and IDEA educational, vocational rehabilitation and other employment support pathways are critical components to understand how a new social insurance model that insures for employment would work. This two plan insurance model must support, not supplant mainstream educational and vocational systems by design, and be person centered. The two-plan model incorporates issues of perception, cultural competency, work expectations and peer counseling from the earliest school years forward and throughout life.
Supplemental Security Income Program, SSI
Social Security also administers the Supplemental Security Income program. SSI provides monthly cash benefits, which comes with Medicaid in most states, for those without a strong work history, who have limited means, and are found disabled according to the same Social Security rules as in the SSDI program. The SSI and Medicaid programs would remain similar to what they are in the short term under this proposal.
After award of SSI benefits today, most recipients who then earn wages pay FICA Social Security Trust Fund payroll taxes. These contributions can support a later eligibility for SSDI, depending on individual factors. In WID’s proposed new two plan insurance model, the program rules for the SSI program for youth and adult recipients with a disability would be realigned over time to fit seamlessly within the new insurance programs. 
SSI recipients who work at any level of earnings or who cannot work have an equal stake in this discussion based on equity and social insurance principles.
Early intervention strategies for youth and others on SSI, potentially at risk of being on SSI, or eligible for Childhood Disability Benefits in Title II of the Social Security Act, would be realigned, incorporated into and compliant with the two plan insurance model over time.
Seamless Access to Health Care Coverage
 

“For one group in our society, access to health care is a tremendous barrier to employment. People with significant disabilities – not just people who use wheelchairs, but people with HIV/AIDS and other chronic illnesses and hidden disabilities – are often excluded from private insurance and frequently have health care needs that only Medicaid and Medicare can support. But to get this public insurance coverage, they must declare themselves ‘unable to work.’ For these people, the systems governing health and employment are in conflict.”
 Susan M. Daniels, Ph.D., Former Deputy Commissioner
 Social Security Disability and Income Support Programs

Social Security disability income changes would be built on providing seamless, continuous access to health care coverage for current Social Security disability beneficiaries, and those at risk of becoming beneficiaries. Seamless refers to continuous access to needed and appropriate health care coverage when the (potential) beneficiary is earning income and when not earning income. Proposals to refinance Medicare, Medicaid and employer sponsored group health coverage should be included in the needed analysis and implementation.

This paper focuses immediate attention on earnings replacement insurance, earnings support insurance and tax credits. Health coverage linkage to the paper’s income support transformation is an immediate, key concern. Improved social insurance financing structures could relieve employers and employees of the current, complex multiple tax burdens that fund private, employer sponsored health coverage and Medicare and Medicaid through FICA, business and income taxes. More robust trust fund revenues generated from transforming these finance structures could fund a Medicare program of diverse health benefits, including personal assistance and long term care services, for all Americans, as they move in and out, or retire from the workforce, depending on market forces, education, training and individual supports.

“Americans should have a health care system where everyone participates, regardless of their financial resources or health status, with benefits that are sufficiently comprehensive to provide access to appropriate, high-quality care without endangering individual or family financial security.

A defined set of benefits is guaranteed, by law, for all, across their lifespan, in a simple and seamless manner; the benefits are portable and independent of health status, working status, age, income, or other categorical factors that might otherwise affect insurance status.

Individuals’ security is assured: as defined in law, changes in circumstances cannot be used to limit full access to benefits.
Financing Health Care that Works for All Americans
This and other of the recommendations contained here call for actions that will require new revenues to provide some health care security for Americans who are now at great risk. The opinion polls we examined, the community meetings we held, and the web based surveys and comments we received, all showed large majorities of people willing to make additional financial investments in the service of expanding the protection against the costs of illness and the expansion of access to quality care.”

These are some of the recent Interim Recommendations of the Citizens’ Health Care Working Group, set up and authorized by the Medicare Modernization Act of 2003. The reader is encouraged to add comments to their work at the contact information below. Massachusetts recently enacted new law to provide more universal access to health coverage. Larger states like California have strong initiatives underway for single payer health care coverage (SB 840 Kuehl, pending).

“Health security for all Americans shouldn’t be a pipe dream. It is the American Dream. How do we achieve that dream? Simple: By making improvement and expansion of Medicare the route to universal health insurance in the United States.

Medicare does need upgrading; Medicare does do too little to help those younger than 65. But the solution isn’t to tear down Medicare; it’s to build up the program to make it a stable foundation for providing health care for all Americans without access to good workplace coverage. Just as it was in 1965, Medicare is the most effective, most attractive, most viable avenue to reach universal health insurance.”

Clearly, transformational thinking is taking place in many sectors of American life. We have learned well from major initiatives such as the Americans with Disabilities Act that consensus is one thing, actual reform is a more formidable objective. Had leaders been bipartisan in the early 1990s, perhaps we would have universal health care in place now.
WID calls on the disability community to take the time to map out 21st century economic goals and objectives, including defining what roles social insurance can play. WID believes that the U.S. needs a transformational level of reform to achieve goals in these areas.

II.
Rethinking Disability Tax Credits

Since the early 1980’s, the United States started down an economic policy track that believes that taxing wealth is immoral, and that the answer to all major problems lies in the tax code, largely by offering credits and deductions to the wealthiest segments of society. In 2006, households with income over $1 million will receive an average tax-cut of more than $111,000 from the tax cuts enacted in 2001 and 2003, or nearly 150 times the average tax cut of $748 that middle-income households would receive.
 If made permanent, these tax cuts will cost nearly three times as much, over the next 75 years, as the 75-year deficit in Social Security.

In some cases, tax solutions have become stimulants to our nation’s economy. “No less than in other spheres of life, the tax system’s role in employment, asset accumulation and the concentration or distribution of wealth is fundamental.”
  Yet, the tax code’s ability to rectify inequities, social ills and inequalities, particularly for people with disabilities, has been largely ineffective. We provide an overview of several current tax credits for the disability population, including reasons analysts have offered why they have not reached their intended or full potential. We discuss recommendations that increase use of the tax code. These are newer ideas needing exploration to further the goals of economic self-sufficiency for individuals with disabilities.

Background on Disability Tax Credits

In a detailed study by the General Accountability Office (GAO)
 released in December 2002, three existing federal tax incentives to support and accommodate workers with disabilities were evaluated, including their utilization rates, namely:

The Disabled Access Credit (I.R.C. § 44);

The Barrier Removal Deduction (I.R.C. § 190); and,

The Work Opportunity Credit (I.R.C. § 51).

The Disabled Access Credit allows small businesses a credit of as much as $5,000 to help defray the costs of accommodations including equipment needed to comply with the ADA.

The Architectural and Transportation Barrier Removal Deduction allows businesses that remove various physical and transportation barriers to improve access by "handicapped or elderly" persons to deduct those costs, as opposed to depreciating them, up to $15,000 per year.

The Work Opportunity Tax Credit allows businesses that hire members of targeted groups, including Supplemental Security Income (SSI) recipients, who are most often people with disabilities, and persons referred by state vocational rehabilitation agencies, to claim a tax credit of as much as $2,400 for qualifying first-year wages paid to the employee.

There has been speculation and thorough recent analysis
 as to why these incentives have been underutilized. They include lack of knowledge on their existence, complexity involved in claiming the credits or deductions, and the need to raise the worth of the incentives to provide a true stimulus to reach the accommodation, access and employment goals intended.

The GAO study drew these conclusions: 

1) Insufficient data exists to determine what effectiveness the three tax incentives have in increasing employment of workers with disabilities.

2) Improving government education and outreach efforts, and clarifying the tax provisions would not assure a substantial improvement in the employment of workers with disabilities. 

3) An increase in tax benefits reduces tax revenues; but an increase in taxable income and a reduction of government benefits potentially mitigates the lower tax revenue. 

4) There is concern that enhancing tax incentives might increase the abuse of tax incentives. 

5) Increasing the amount of the tax benefits may provide employers with enhanced benefits, who are already claiming the incentives, without increasing employment or accommodation of workers with disabilities. 

6) The GAO summarized its report by concluding that “increasing outreach, eligibility, or the maximum dollar amount allowed to be claimed for the incentives may increase their usage; however, it is not known whether the costs of such changes would be offset by improvements in the employment and accommodation of workers with disabilities.” 

The Earned Income Tax Credit (I.R.C. § 32), commonly referred to as the EITC, was not studied by the referenced GAO report. Working people with earned income of up to $36,000 in 2005, qualified for this credit. If a person qualified based on income and family composition, he or she received a refund even when they did not owe any income taxes for the year. 

Generally, a tax credit comes off the total amount of taxes owed, but cannot be larger than that amount. With the EITC, the government will pay the surplus, up to a certain amount. While not specifically targeted to workers with disabilities, the IRS Stakeholder Partnership, Education & Communication office is actively reaching out to people with disabilities. As awareness and availability of free tax preparation services targeted to disability organizations increases, more workers with disabilities will reap the benefits of this refundable tax credit. EITC also supplies an excellent example of a refundable tax credit that helps alleviate some of the inequities and difficulties faced by low-income wage earners. Continued outreach and education to the disability community is needed to further promote its use, especially concerning the ramifications of the EITC on benefits.

Designs for New Tax Credits

Consolidation of Current Tax Credits to create the new Reasonable Accommodation Tax Credit
Francine Lipman, in “Enabling Work for People with Disabilities:  A Post-Integrationist Revision of Underutilized Tax Incentives,” an article originally published in the American University Law Review, discussed a variety of options designed to increase the efficacy of incentives. According to Lipman, redesigning and simplifying incentives is the most effective way to increase utilization and decrease the misperceptions regarding their burden on business. By consolidating the Disabled Access Credit and the Architectural and Transportation Barrier Removal Deduction, Lipman presents a signature recommendation, the reasonable accommodation tax credit:

“To accomplish this goal, the two rather cumbersome accommodation tax provisions will be redesigned as one simplified tax credit, in the form of the new expanded disabled access credit. In addition to combining the two provisions into one streamlined tax credit, the new credit will provide tax benefits using preexisting definitions from the ADA rather than by supplementing and qualifying these existing definitions and adding unnecessary complexity and confusion. Finally, the revised disabled access credit must not be burdensome for employers to claim. Similar to the old disabled access credit and the barrier removal deduction, the revised disabled access credit will require nothing more than claiming the tax credit annually on the IRS tax form.  The amount of the credit claimed, however, must be increased.”







Francine Lipman, 2003

This new reasonable accommodation tax credit would be enhanced to reach all non-tax exempt employers, regardless of business size or tax liability. Moreover, any accommodation expense would be considered “eligible access expenditures” without a dollar limit, and the credit would be refundable, not limited to the amount of a taxpayer’s tax liability. Employers are reimbursed, dollar for dollar, for any reasonable accommodation expenses required under the ADA irrespective of the amount of the business’ tax liability. This renders reasonable accommodation, and the employment ensuing for that person with a disability, cost neutral. “Accordingly, the redesigned tax provision shifts all employer costs of accommodation required under Title I of the ADA from private businesses and disabled people to society.”

  

Due to documented higher costs of people with disabilities living and working in their communities, specialized treatment beyond simple integration and reasonable accommodation is necessary to equalize the rights and well being of those with and without disabilities. If society is dedicated to the emancipation of people with disabilities, post-integrationists argue that the financial costs must be shifted from people with disabilities to society as a whole. Society has exacerbated the cost of disabilities by creating inaccessible communities and fostering intolerance and discrimination; now, society must pay the full price of undoing its damage. To achieve legitimate equal opportunity and employment for people with disabilities, society “must eliminate the cost-based incentives to discriminate by funding reasonable accommodations fully.”
 In addition to the altruistic desire to provide equal rights for citizens, public funding for these costs benefits anyone who, at any unplanned moment, could become disabled. In this context, the tax credit shares a compatibility with the goals of social insurance.
Employer and Personal Tax Credits for Disability Related Medical Expenses
In the area of services, the unit costs of working, learning, living and fully participating with a disability may frequently be higher in dollar terms. 
The sign-language interpreter, the reader, the attendant services provider, the computer trainer with specialized knowledge of the interface between complex networked systems and access technology–each of these represent costs that must be paid for by someone. Most of these costs also have great investment value, and often yield or save far more than they cost, but regrettably, neither the tax system nor any accounting or evaluation procedure used by government tracks or recognizes these benefits. Moreover, the tax law often fails to acknowledge the add-on costs incurred by people with disabilities in relation to activities that are in principle tax-favored.

As people with disabilities become successfully employed, they often face a Catch-22 of risking loss of government sponsored health coverage, and realities that employer sponsored benefit packages may not provide for their needs. Ironically, public health care benefits, Medicare and Medicaid, cover more services and necessities than volatile and changing private insurances in many states. A prime example is Personal Assistant Services (PAS). While more states are offering more flexible and self-directed dollars through Medicaid and Medicare plans, employer based insurances often do not cover these essential services. These expenses are frequently a necessity to gainful employment. They may not be considered reasonable accommodations, or covered through employer-sponsored health insurance, leaving the worker with a disability to personally bear significant costs.

We present two potential solutions for discussion:

1) Expansion of IRS Publication 502- Medical and Dental Expenses, including the Health Coverage Tax Credit (HCTC)

Current tax provisions allow for a small subset of the population (government pension recipients) to claim credits for the out-of-pocket expenses incurred in obtaining health coverage. This is currently not inclusive of Medicare, only private insurance. Expansion would require a change in the current definition of populations eligible to claim the HCTC to include workers with disabilities. For example, this expansion would allow individuals participating in state Medicaid Buy-In programs to claim a credit for premiums paid out-of-pocket.

We envision a tax credit (not a deduction) that allows filers to claim expenses currently allowed as health care deductions outlined in the IRS Publication 502, to be expanded into a credit. This allows for the deduction of numerous medical expenses, including but not limited to:

· Capital expenses: home modifications, special equipment installed in the home, etc.
· Vehicles: modifications and certain costs of operation (currently not inclusive of work or recreational transportation)
· Service animals
· Insurance premiums (including Medicare Part B)
· Long-term care services
· Certain Special Education services i.e. tutoring
· Wheelchairs
2) Expansion of the Definition of Reasonable Accommodation to Include Employer Health-Related Expenses

We suggest expanding the previously proposed Reasonable Accommodation Tax Credit (Lipman 2003) to include covering increases in employer health coverage costs when hiring people with disabilities.

We recognize that two of the main barriers to the employment of people with
disabilities are accommodations and potential increased costs of
health care coverage. Hiring an individual with a disability could result in increased health care costs, by forcing entry into high-risk pools or increased premiums. If these costs associated with the hiring of disabled workers were considered reasonable accommodations, eligibility for the enhanced reasonable accommodation tax credit could mitigate these costs. Allowing employers to claim a refundable credit for the documented increases in health care costs
attached to the employment of disabled workers further enhances cost neutrality.

The Reasonable Accommodation Tax Credit (Lipman 2003), including covering workplace PAS, operating in tandem with the personal tax credit, covering services required outside the workplace, yet essential to work, would alleviate much of the burden born by the individual choosing to work, and enhance predictability of responsibilities.

These two proposals - tax credits for individuals and employers for disability - related medical expenses - are intended to be temporary measures until a universal system of health care coverage is a reality. They are designed to alleviate the additional health care expenditures that an employer may encounter when hiring an employee with a disability, while simultaneously attempting to eliminate the health coverage risks faced by disabled workers when contemplating employment. 

Tax Credit Capacity

We think these new tax credit recommendations need scrutiny and analysis. However, we remain cautious and skeptical as to the capacities of the U.S. tax code to rectify inequities in the health coverage arena, particularly for very low-income and low-income populations. Irrespective of how many and to what extent businesses use tax credits, it will not ensure full employment of people with disabilities. If people with disabilities are to realize the promise of emancipation, society must move beyond current levels of integrationism and implement more aggressive measures that redistribute power and material resources in their favor (Lipman).

While the health care crisis facing the U.S. in terms of access and costs
 is a top priority, we feel that the major and sustainable solutions do not lie within the U.S. tax code. Tax credit ‘solutions’ facilitating the entrenched domination by private insurance companies, the pharmaceutical industry, and other private interests, which seem to support delays towards a seamless and universal system of health care coverage, would be irresponsible. As crucial as the health coverage problem is in the lives of people with disabilities, solutions that subsidize private insurance or employers, at the potential peril of “high-risk” populations and many groups of the working poor, will only exacerbate the long-term dangers people with disabilities face.
Being American
Becomes a way out of poverty when ordinary people
 Can work at many different levels, and for when they cannot work.
People with disabilities in the SSDI system who earn more than $800 a month at their jobs risk losing their benefits entirely.  Leaving the disability rolls and taking a job is a real roll of the dice, even with the Ticket to Work Act. Businesses are cutting back on health care, or terminating their plans altogether, but rarely offer the scope and scale of benefits that disabled people truly need.  In effect, the health care system in our country teams with the SSDI system to trap us at home. 
ADA has opened many doors for the disability community.  But to me, the most important door is the one that leads to America's workplaces.  Because I know -- coming from where I started and arriving where I am now -- that everything else we want for our lives depends on gaining greater work opportunities for the disabled men and women of our country.
Some will tell us now is not the time.  The security challenge is too great.  The economy is too weak.  Our demands, however just, must wait until the next election or a later day.

That is nonsense.


Honorable Tony Coelho
III.
Principles

Values and principles of importance to this discussion: 

Work and Benefits

An American context for this discussion is that paid work and receipt of benefits are inseparable components of a whole public policy. Work pays for benefits and benefits support work. Separation of work from benefits has created and increased class divisions in society beyond the merits of separating work activity from receipt of benefits. Both arenas support each other, as well as economic and social well being.

Medicare and Social Security

Medicare and Social Security, based on social insurance principles and funding structures, are the improvable, successful bedrock of U.S. health coverage and income security.
 We seek to sustain, strengthen and propose better linkage with traditional roles, while elevating and expanding a newer role by creating Earnings Support Insurance (ESI).

Health Coverage

Seamless access to health care coverage is presumed necessary, at the least, for the entire cohort of current disability beneficiaries, and those at risk of eligibility, if income support transformation is to succeed over time. Heath coverage program changes need to be implemented and available before implementing changes to income security programs.
Linkage

The federal government should require the needed, funded programmatic linkage to effect and maintain service program changes, between federal, state and private business entities.

Empowerment

“Consumers have the authority to choose from a range of options and to participate in all decisions, including the allocation of resources, that will affect their lives, and are educated and supported in so doing. They have the ability to join with other consumers to collectively and effectively speak for themselves about their needs, wants, desires, and aspirations. Through empowerment, an individual gains control of his or her own destiny and influences the organizational and societal structures in his or her life.”

“The concept of consumer empowerment, as applied to public programs, refers to programs which allow for self-determination, self-advocacy, and active participation in the decision making process at the individual and systems levels.”
 By way of an immediate example, a Social Security Ticket to Work program user should be able to be their own service provider if they so choose.
Do No Harm Phased Implementation

Program changes should be preceded by individual case work with each current program beneficiary, and phased in incrementally and publicly over a period of years to do no harm to a beneficiary or their family, in terms of lack of informed choice, or loss of economic and other well being. 

Unemployment and Economics

“People with disabilities are expected and prepared to participate in economic and workforce activities.”

While a robust economy needs a continuous pool of those who are unemployed,  ready for or preparing for new jobs and market changes, the pool preparing for or available for new employment should be demographically similar to those employed, as well as be a rotating not a fixed population. 

Transformational designs discussed in this paper should be linked with Social Security Trust Fund solvency reforms underway, for equity and economic reasons.

Program Design

“Program design must be accessible, synchronized with other public policy and programs, and understandable to agency staff, consumers of services and others.  This is mandatory to ensure successful employment outcomes and to decrease administrative costs.”

IV.
Frameworks for Discussion
Labor Economics

From a labor economics point of view, the traditional economics framework categorizes adults between the ages of 15 to 64 as employed (working), unemployed (not working but looking for work), and not in the labor force (not working and not looking for work). (Retirement is viewed sometimes as not in the workforce, and sometimes as a separate category that does not usually apply to working aged adults.) 
We advocate following individuals' employment relationships and trajectories over time, rather than assessment just at a particular point in time as our measurement of employment and opportunity.
Second, we seek to specify reasons for not being in the workforce, which includes examples of support or non-support from others, and impairment-related reasons. The usual labor economics categories are not sufficient when studying people with disabilities.  
Systemic barriers to work at any age should permeate this discussion. In terms of human capital, educational level will be important in demonstrating the skills of the population and job-readiness. Other key indicators that may have significance include race, geographic location (region, state, and urban/rural), marital status, and family size.

To consider lifetime employment opportunities for people with disabilities, we need to expand this framework to further illustrate why people are not in the labor force (neither employed nor unemployed) and to consider the long-term trajectories of these categories.
Understanding reasons for not participating in the labor force will inform decisions about target populations.  Some people with disabilities would work given the proper training, health care, accommodations, etc., while other people with disabilities cannot work because of their disabilities (Kaye 2003).
 Other people may not participate in the labor force because of financial stability or otherwise out of choice. While quality of life is an imperative goal for all people with disabilities, for those who cannot work, the mechanisms for achieving this goal are different. For those who can work but currently are not employed, we need to understand the services and incentives that would support employment and the barriers that prohibit and complicate employment. In order to understand issues specific to disability and employment, it would be useful to further distinguish those not in the labor force into those who are voluntarily not in the labor force and those who are involuntarily not in the labor force. It is the latter group that should be the target of policy changes.
Besides a static definition of labor force status, a measure of employment history is key for people with disabilities for several reasons. First, health conditions and disabilities change over time, thus potentially altering ability to work or services and accommodations required. Second, benefits and employment interact over time. We cannot understand the impact of employment on quality of life using a static measure of employment. We suggest using this framework with a more detailed understanding of lack of labor force participation and employment history as we discuss the status of people with disabilities in regards to employment and benefits.
Social Insurance
We seek frameworks to construct accessible, defined, easier to understand, sustainable social insurance programs that integrate health care, income support and employment objectives with those of the Americans with Disabilities Act (ADA). Our thinking is grounded in the U.S. and the international success of social insurance since the mid nineteenth century.
Social insurance success, however, has not found an integrated resonance with the ADA. This paper seeks a dialogue that values social insurance and the ADA as complements to independent and productive living.
There has been over a decade of public discourse, well-funded research, and statutory and regulatory changes to improve the employment rates of Americans with disabilities. Health, benefits, work and disability continue to be researched exhaustively by the Government Accountability Office (GAO), the National Institute on Disability and Rehabilitation Research (NIDRR), the Social Security Administration, the National Council on Disability,
 by foundation-funded research, and by major sectors of higher education and research centers. 
We are not about to reinvent wheels. Extensive research on health care, benefits, work and disability can be found in the references cited in the paper. Readers are encouraged to refer to them.

We have more research and disconnected data than leadership, direction and most important, a national consensus needed to address stagnant unemployment rates of Americans with disabilities.
Current Social Security Definition of Disability

 “For all individuals applying for disability benefits under title II (SSDI), and for adults applying under title XVI (SSI), the definition of disability is the same. The law defines disability as the inability to engage in any substantial gainful activity by reason of any medically determinable physical or mental impairment(s) which can be expected to result in death or which has lasted or can be expected to last for a continuous period of not less than 12 months.” http://www.ssa.gov/disability/professionals/bluebook/general-info.htm 
“The 1965 Amendments to the Social Security Act replaced ‘to be of long-continued and indefinite duration’ with the less stringent ‘to last for a continuous period of not less than 12 months.’ ” (Stapleton, April 2004)

Social Security Disability Beneficiaries
“Despite the money spent to aid people with disabilities, they remain among the nation’s most economically vulnerable.  At the end of 2005, just over 6.5 million workers received Social Security disabled worker benefits—averaging $935 per month—and 1.6 million children received an average of $279 per month as dependents of disabled workers. Social Security benefits are not large, yet benefits are half or more of total family income for about one in two disabled worker beneficiaries.  For one in five, Social Security is almost their entire income.  Those who receive benefits are more likely to be black or Hispanic, over 50, unmarried, without a high school diploma and to be living alone.  Their median family income is about half that of other people age 18-64 and fully one in three is poor or near poor.
The population of “people with disabilities” is extraordinarily broad and diverse and policies need to match this diversity with appropriate supports.  Over a working lifetime, many Americans will experience an impairment that poses a significant impediment to work.  Of 20-year-olds in 2004, one in four women and three in 10 men are projected to become eligible for Social Security disability benefits before they reach retirement age, according to estimates by Social Security’s chief actuary.  The risk of chronic health conditions rises sharply after the age of 50. As more baby boomers pass 50, more Americans will be at high risk of facing significant impediments to work.  At the same time, thousands of young Americans are returning home with devastating war injuries that call for innovative medical intervention and rehabilitation therapy.”

We note a recent trend in how Social Security disability benefits are awarded. The percentage of awards for Social Security SSDI benefits, at the initial claims level, which are based on functional or vocationally related measures, and not based exclusively on the lists of medical conditions, has grown from 18% in 1983 to 51% in 2004, a significant current trend.
  The wage replacement insurance function of SSDI is paying cash benefits for those awards in tune with the applicant’s capacity to function in today’s fast changing work environments. 

A significant proportion of Social Security disability beneficiaries have life long and life threatening impairments. The number of SSDI beneficiaries more than doubled between 1985 and 2004. In the same period, the number of SSI beneficiaries under 18 increased fourfold, and the number of SSI beneficiaries aged 18 to 64 more than doubled. Currently, about 1.4 million disabled beneficiaries receive both Social Security and SSI benefits.

While there are more beneficiaries now than in years past, the incidence of award, that is, the numbers awarded benefits compared to the total numbers insured, has grown from 4.7% in 2000 to 5.6 in 2003, below a high of 7.2% in 1975. While there are many more younger beneficiaries than in years past, the average age of a newly awarded SSDI beneficiary in 2004 was about 50 for both men and women; for SSI, the average age of a newly awarded beneficiary is 43 for a man, and 44 for a woman.
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Figure 1 shows that the majority of SSI disability recipients are between ages 30 and 59, which are prime working ages.
[image: image3.emf]Figure 2. Age Distribution of SSI Recipients (Disability) by Sex
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Figure 2 demonstrates that the distribution of recipients follows the same general shape for males and females.  However, prior to age group 50-59, males are more likely to receive SSI than females.  After age group 50-69, women are more likely to be SSI recipients.  The shift in pattern likely reflects disability incidence patterns.  Males are more likely to have a congenital disability, while females are more likely to have health problems than males later in life.  Also, men have higher mortality rates than women at nearly all ages, so there may be fewer males in the population after age group 50-59.
~~~

As of 2004, Social Security is awarding at least 51% of new SSDI cases based on functional and vocational evidence that the person needs wage replacement insurance. The incidence rate of award, that is, the number of awards compared to the total number insured, is not catastrophic; it has been higher. The wage replacement function of SSDI is performing, too slowly too often, but to the requirements in the Social Security Act, and to the contract with America’s FICA contributions to Social Security.
Work Activity and Current Beneficiaries

In terms of disability beneficiaries who work, Social Security work activity data in both SSI and SSDI remain at marginally tiny rates compared to the overall beneficiary populations. From the always quotable economist Monroe Berkowitz: “The number of beneficiaries who return to work is not significantly different from zero.” 00.5% of SSDI beneficiaries in 2003 and 2004 had a change in disability cash benefit status because of their return to employment.
 For blind and disabled SSI recipients in 2004 at any age, 5.6% had some earned income at given points in time. For those SSI recipients 18 to 64 years old, 7.7% had earned income. Since 2000, all SSI recipients who have earned income have decreased from 6.7% in 2000 to 5.6% by the end of 2004, one of only a very few down turns in this percentage since 1976.

The current rules in the SSDI and SSI programs encourage those found legally incapable of working by passing a strict test to go get a job, setting up conditions not unlike a spinning top.

For those who know about, and understand newer Social Security rules, disability program beneficiaries now have better access to benefits planning services and work incentives information, new Medicaid buy-ins for workers, and longer access to Medicare after employment begins.
 The newer provisions are related to other components and demonstration projects of what Social Security terms its Comprehensive Work Opportunity Initiative, Overcoming Multiple Barriers to Employment. The latest data available
 and recent reviews reveal that tweaking and adding on more Social Security work incentive rules has been a disappointing failure to date.
 Program work rules for the most part have not yet gotten easier to navigate, to understand or to train people about. Highly specialized information services are likely to be found as a key component of a successful employment outcome (Jensen and Silverstein 2005).
It should be noted that such dire assessments could be premature or misleading for demonstrative reasons. Since 2000, the country experienced September 11th
and a recession. Community benefits planners we work with experience agency and customer confusion with changes to benefit programs throughout the first five years, state or federal. Ticket Act advocates have long emphasized that employment support services should be comprehensive, and integrated with each other to increase employment rates. To understate progress over the last six, bumpy years, the Ticket to Work Program, benefits planning services, and Medicaid buy-in program availability has not been uniformly available, well understood or known about due to minimal marketing. At this writing, Social Security is a few months away from implementing new improvements and payment structures to the Ticket to Work Program. At the same time, Medicaid services and funding in state capitols and nationwide is under siege and unstable due to unchecked increases in health care costs. Implementation of new work incentive services has not been uniform.
On a more positive note, Jensen and Silverstein (2005) present data and profiles of pockets of promising practices, wherein developed social service infrastructures (Minnesota), competent benefits planning services (Vermont) and Medicaid buy-in and benefits planning services co-mingle to help produce higher earnings with SSDI and/or SSI populations.
 Ticket Act advocates anticipated these (still not widespread) results when comprehensive services are combined with user friendly methodologies.
Work Capacity, General Populations, Induced Entry and the

Scope of Transformation
To receive Social Security disability benefits, most all beneficiaries have had to show Social Security that their medical condition is so poor they could not possibly work for 12 months or longer at any job, or that the condition is terminal. Recent award trends cited earlier are more likely to factor in functional and vocational measures in the award.
The legal connection between the impairment and access to earnings replacement insurance, however, is not defined as permanent in current law, as we have seen. Social Security schedules regular Continuing Disability Reviews (CDR), medical reviews to determine whether changes, which can occur with anyone, have occurred with current beneficiaries. It is widely known that Social Security medical CDR reviews continue to be chronically behind schedule due to lack of, or variability with, the appropriate funding from Congress.

Some analysts emphasize that language, our terminology, the words and the legal terms we use, contribute to a currently conflicted understanding of the purposes of earnings replacement insurance. The authors also recognize this as a policy environment with cultural competency challenges, and with strongly held but differing views and expectations about the work capacities of those eligible for earnings replacement insurance.

We have not found consensus among experts of what percent of current Social Security disability beneficiaries would increase their earnings if stable, understandable supports helped them realize an employment outcome as a predictable or even a probable financial improvement, reasons any American works. There is a wild range of academic estimates about how many current disability beneficiaries would increase their earnings in the context of a set of preferred reforms, guidelines, principles or constructs. They range from a rebuttable presumption framework or principle that all or nearly all eligible beneficiaries can work with the needed supports available (Stapleton, et al. 2005),
 to detailed estimates that a few percentage points higher than the current small percentages would increase earnings with certain new reforms stabilized, in place and marketed.
 
To recap, we have reviewed data showing demonstrated pockets of beneficiary groups with increased earnings in several states when combined sets of services are known about, available and accessible over a period of years.
“The segregationists who opposed allowing opportunities for integrated vocational functioning in the 1970’s and 1980’s and predicted failure and harm were wrong.  Those who oppose integration today are even more wrong because we now have an increasing body of evidence that, given authentic instruction and reasonable long term and personalized support, individuals with significant disabilities can function successfully and safely in integrated vocational settings over long periods of time (p. 2).”

This statement captures ideologically where advocates and professionals alike need to move toward. We are in the 21st millennium, we have numerous laws passed and research conducted which strongly affirms the right and capacity of persons with significant disabilities to work in the nation’s labor force. There is no reason why individuals with significant disabilities should not contribute to the nation’s productivity and gross national product. There is no reason to exclude these persons from the opportunity to participate in the American dream of greater wealth and economic independence because of a label of severe disability.  Hence the question is:  What will it take to make the work of Brown, et al. (2006) the national norm and advance competitive employment with this as our base standard?

2006 U.S. Census Report on Americans with Disabilities
Set in larger contexts, the new U.S. Census report on Americans with disabilities outlines that the comparative earnings of those using Medicare, Social Security and SSI benefits is markedly lower than others with severe disabilities not using these programs. “Among the 16.9 million people age 21 to 64 with a severe disability, 7.3 million received Medicare, Supplemental Security Income (SSI), or social security, and 9.5 million did not. By comparison, 64.5 percent of the people who were not covered by Medicare or receiving SSI or social security were employed, with median earnings of $15,000, and 13.9 percent of people in the 7.3 million covered by Medicare or receiving SSI or social security were employed with median earnings of $3,700.” We note that the report’s functional description of people with a severe disability includes a condition that made it difficult to remain employed, without that condition being the cause or effect characteristic for having a severe disability (Table 1 of the report).
 
The demographics in each of the two groups compared are highly diverse in age, education and other key, employment related factors. We know that those on the programs referenced have well documented impairments anticipated to last 12 months or longer. We know from decades of direct experience that there are many thousands of tough human stories here. While incomplete without other evidence, the report data may be presenting indications that earnings suppression are characteristics of current social insurance program design, for many socioeconomic, complex reasons, and in the sorry American context that these programs are the current sole accessible provider of vital program services for many in this population.
While employment capacity is not a defining characteristic for having a severe disability in the U.S. Census report, it remains a defining cultural and programmatic characteristic that we have not resolved well enough to provide just, inclusive systems that reduce poverty for large numbers of people.
We recommend the reader to a thoughtful review of the Highlights section of this new U.S. Census report on American with Disabilities, May 2006.  Self reporting data on work and how the report used it is also of note. 

“People with a severe disability more frequently reported an inability to work than a limitation—approximately one-sixth of people with a severe disability (15.8 percent) reported being limited, but not prevented, from working. In contrast, more than half (55.0 percent) reported prevention from working. People with a limitation or prevention from working were not automatically counted as people with disabilities since the answer to this question was not part of the definition of disability.”
 

The important work supports that all Americans need to earn a living are more similar than dissimilar to those that Americans with disabilities need, i.e., health care, education, transportation, etc. The significant size and the diversities of the populations in this paper warrant reforms that keep Americans with disabilities not only working longer, or with increased episodes at higher earnings, but using mainstream supports and services more often, not less often. Induced entry of new beneficiaries into public programs, that is, more people will sign up for programs if we make them more attractive, sometimes called the ‘woodwork effect’, is a red herring relative of being fixated solely on the Social Security “definition of disability” as the source of our problems.
Employer benefit packages, for one example, need financial and programmatic transformation, in the short run and the long run, for inclusionary policies to take hold sustainably.
Induced entry discussions that we have been a part of rarely analyze where people are coming from when thought to be induced into something that is new. Studying what may be wrong with where folks are coming from may be as important as studying induced entry estimates into new programs because you want to change the rules. Induced entry estimates and discussions, in a silo-ed program context, have been dangerous impediments to progress. They are distractions, primarily because they ignore, they mask entirely and they have misdirected us away from the frailty, the chronic uncertainty and other weaknesses built into private and other non social insurance supports that many need routinely in order to work.
Cost and ‘Thinking Through’ Needs for Transformational Reform
In cases where Congress crafted major systems change affecting recipient and beneficiary changes in behavior, including “welfare to work” Temporary Assistance to Needy Families (TANF) reform in 1996, and the Medicare Modernization Act in 2003, Congress front loaded the changes with major outlays of federal funds. These examples are in sharp contrast to the “pay after results” economic model they allowed in Social Security’s early Ticket to Work Program.
Many have agreed that the first years’ failure of the Ticket to Work Program is in part due to Congressional neglect to front load funding to attract private marketplace employment services to the new employment services program.
 
Interest in the investment needed just to shape transformational reform proposals may become a good test of whether or not a policy maker is interested in the flat employment rates of people with disabilities.

Another sobering realization is that the U.S. spends the least amount of money on earnings replacement insurance programs of nations compared. Monthly SSDI cash benefits are a small percent of the prior earnings record of those eligible. “By international standards, U.S. spending on disability benefits is relatively modest.”
 (Reno 2004)
Welfare reform and Medicare Part D nonetheless reinforce universal basics that there is no free lunch. You get some product when you spend the money. Comparable and targeted investment to insure for employment of people with disabilities has not been well organized to that end.
Policy initiatives, inclusive of the early stages of welfare to work in 1996, have lots more experience with shifting people with work impairments around from public and private programs to other public and private programs, than experience investing in us at the front end, or seamlessly from school to work.

Budget and Fiscal Outlook 2007 – 2017
January 2006 Congressional Budget Office (CBO)

For the time it takes to build consensus on major reform, this CBO statement is the necessity that could trigger the inventions needed. The future reality appears certain that if we cannot undertake this high level of discourse soon, with its real hope for transformation, we may have to wait some forty years to have this discourse, and suffer the consequences to large numbers of American families.

“Over the longer term, the aging of the population combined with rapidly rising health care costs will put significant strains on the federal budget. When the first members of the baby-boom generation reach age 62 in 2008, they will become eligible for Social Security benefits. As a result, the annual rate of growth of Social Security spending is expected to increase from about 4.8 percent in 2008 to 6.5 percent in 2016. 
In addition, because the cost of health care is likely to continue to rise rapidly, the annual rate of growth of Medicare spending is projected to increase from 7.4 percent in 2008 (when the prescription drug benefit is fully phased in) to about 8.9 percent in 2016. Similar growth—8.3 percent a year—is projected for Medicaid spending in 2016. Under the assumptions incorporated in the baseline, those three programs together will account for 56 percent of all federal spending by the end of the projection period (up from 43percent in 2006) and 10.8 percent of GDP (up from 8.7 percent this year).
Beyond 2016, those trends are projected to continue. The percentage of the population age 65 or older will continue to increase (from 14 percent in 2016 to more than 19 percent in 2030).
In addition, there is no evidence that the growth of health care costs, which has risen faster than GDP over the past four decades, is likely to slow significantly in the near future. 
As a result, spending for Social Security, Medicare, and Medicaid under current law is expected to claim an even larger share of total outlays. Over the long term, if those trends are maintained, the increasing resource demands of those programs will exert such pressure on the budget as to make current fiscal policy unsustainable.”
Transformation, or pain. We have not located other new or viable options in the literature review to date.

Background on Program Interaction
In 1996, the National Academy of Social Insurance (NASI) produced a seminal milestone on work and disability. It continues to serve as an excellent source of data, analysis and background for those struggling with these issues.

Balancing Security and Opportunity: The Challenge of Disability Income Policy: Jerry L. Mashaw and Virginia P. Reno, eds. 1996; Final Report of the Disability Policy Panel, available at www.nasi.org.
Experts recommend reforms and offer insights on thorny issues in disability benefit policy: defining eligibility; links to rehabilitation and health care; wage subsidies; work incentives; and retirement age policy.

We refer the reader to Chapter 4, Defining Eligibility for Benefits and Services: Distinguishing Programs and Purposes for background on the relationships between vocational rehabilitation, veterans' benefits, the ADA and social insurance, with reference to comparative benefits, services, protections and definitions.
Consumer Control, Problem Complexity and Urgency
NASI, in its new Concept Paper,
 refers to the “overly optimistic or overly pessimistic views about the ability of the U.S. job market to accommodate individuals with significant impediments to work.”
As stated, we have not found consensus from the experts, including beneficiaries, on what level of changed outcomes might be achieved with transformational reform. With understanding of well-documented diversities in beneficiary populations, this proposal seeks the appropriate analysis as to the merits of having two, stable pre retirement social insurance programs, one to insure for work supports, activities and outcomes, the other to provide earnings replacement insurance. 
"Independent Living is not doing things by yourself, 
it is being in control of how things are done."        

                                                                     Judy Heumann
Transformational reform with consumer control could allow the beneficiary to best maximize choices and supports between two clearly defined programs, and allow them to engage in work when managing careers and disabilities. They could clearly understand program expectations in this model versus the current constructs in the SSDI and SSI programs. It will be self-evident what outcomes, conditions and needs the program services are supporting. Features and services in each program would enhance the goal and objectives of that insurance program.
There is immediate, justifiable and understandable fear when the current SSDI and SSI definition of disability is approached. There are corporate, private, stock market, educational and non profit provider conglomerates for which change appears to be and could be a threat to their current financial health. We think this discussion has become a “national economic imperative” that needs immediate attention. We seek to contribute to a dialogue that addresses the fears and the cultural challenges, and which speaks to and with special interests involved.
Given current enrollment growth in disability income programs, solutions that increase employment by definition and design will benefit multiple stakeholders. We are obligated to assess carefully potential and unintended consequences of proposals as stakeholders discuss them.
It is commonplace to think of insuring against the risks of a fire, a theft, an accident, unemployment, a short or long-term disabling condition, or a death. In these contexts, car insurance companies fund research to make safer cars. Health insurance companies and the Medicare Modernization Act fund preventive, proactive health regimens before a more costly medical intervention may be needed. 
Social Security should directly insure against its own financial risks, without apparent, perceived or operational conflicts or harm to paying customers of its earnings replacement insurance policies.

Employment rates of eligible beneficiaries are flat, marginal and poor. Most concur this is neither success, or sustainable. Work incentives that support employment and returns to employment have been seen by some researchers as overall failures to date for these populations. Increased employment has not taken place despite initiatives to support the outcome. It does not automatically follow that the earnings replacement insurance aspects of social insurance is the failure.
We have yet to see a construct that measures what employment “failure” or what employment “success” is. We have not yet found credible, science based estimates of how many beneficiaries would increase their earnings within proposed reform X, Y or Z.  Actuarial or econometric estimates are not behavioral science.
In 2006, as in the 1930s and in the 1950s,
 viable Social Security insurance solutions may arise more from cultural change, nonpartisan leadership and political will than from science or research. These elements may supersede the missing science if we can affect transformational reform.
Instead of a focus on tweaking an endlessly difficult debate, we seek to move forward by elevating employment supports to the level of an insurance program, without doing harm to those with needs for earnings replacement insurance. Some have termed this two plan insurance model “the missing program.” Award of earnings replacement insurance would remain grounded in a strict, functionally based set of criteria and conditions. Eligibility for Social Security Earnings Support Insurance, with one of the three designs, would be for those first found eligible for Earnings Replacement Insurance. Transfer between the two programs would be beneficiary directed by design. The Employment Support Insurance program will be attractive to the beneficiary, with assurances that eligibility and supports are available even with episodic patterns of employment, and well after employment is the norm. A detailed analysis of related post entitlement and post employment benefit program design elements are highlighted and discussed by Jensen and Silverstein (2005).

Many think that the U.S. government and the states provide and pay for employment supports in an incomprehensible, but thoroughly documented, researched maze of conflicting rules and mandates. Federally funded studies from the GAO and Cornell University, as examples, continue to describe the signs and symptoms of their complexities and failures in dreary detail. Despite the research and the documentation, a broad base of Americans have not come to consensus, as a foundation for transformation, on a defined problem statement clear enough for the average person to understand, much less agree with or want to fix. The authors want to help improve that situation.
We live and struggle with the thoughtful realities that American families need health care coverage and access to earnings replacement insurance due to work incapacity. Those markets or needs for program services are not going to disappear because change is needed, proposed or developed. Many concede that we already have a very broken version of universal access to U.S. health care, delivered painfully at the emergency room.
Should we live satisfied with haphazard, unplanned gaps in access to health care coverage, especially for the large numbers of us with well-documented needs for these supports?

The single main reason for filing bankruptcy in the U.S. is medical bills.
 We think lack of access to health care for 46 million Americans is a disability issue.
Must we have to sink into poverty waiting one to two years for access to our wage replacement insurance policy, or longer still for health coverage? We cope with and tweak a system that first builds a slide into long-term poverty as the requirement for any possible earnings supports. This is a pretty costly and expensive methodology.

Language, Social Insurance and Disability Rights
When focused, or for some, fixated on the current Social Security definition of disability, are we focused on the right issue to define the problem statement? 

The Social Security legal definition for award of benefits is in fact a five step process for evaluating, determining and adjudicating access to earnings replacement insurance, called the Social Security Sequential Evaluation Process. It is not an access to a civil right for all who have impairments, or any one of a number of impairments. The terms disability rights and earnings replacement insurance are not synonyms, legally or otherwise. The ADA definition for having a disability does not award someone earnings replacement insurance. They can be and have become cultural synonyms, for example, “I get my disability check on the first.” What is this saying over a period of years, or decades? The language, the words we use may be part of the cause for the illusive lack of consensus as to defining what the problem statement is.
The logos, the “form and meaning” of the word disability has become lost, emptied and orphaned in social insurance and a context of disability rights.

“Inability to work is not medically determinable,” declares David C. Stapleton, a statement
 many agree with. However, is it the right focus for problem definition?  Is it the right statement to build a construct on, or tear one down with? “Determining eligibility (for wage replacement insurance) is not an exact science,” is a statement from a Social Security Administrative Law Judge in the 1980s. The second statement may be a far more accurate characterization of the nature of the award process for wage replacement insurance.
Tell the woman at home from work on her third day with a bout of influenza, and her 24-hour proximity to her bathroom, that her medical condition has nothing to do with her employability for the last three days.

If we can concede that determining eligibility for wage replacement insurance is not an exact science, nor a defined definition, but increasingly a structured, person centered review of multiple factors, multiple factors focused on work function as recent award trends exhibit,
 it is more reasonable to understand how two seemingly identical claims could be adjudicated differently in the same city. The regional variance in award decisions is more understandable. Determining legal access to earnings replacement insurance, and perhaps other preferred constructs, will likely always contain some medically relevant issues, without having to be the core source or the center of eligibility criteria. Stapleton et al. concur.

Equal opportunity in employment is an American civil right. Entitlement access to a particular job is not. Access to a particular job is the net result of a constellation of market driven and time sensitive forces, including skills, luck, health, civil rights protections, health care and other specific factors. 
A lack of capacity to get any job over a period of time is the stuff of earnings replacement insurance, because that is what we have written into a legally constructed insurance policy. 
The insurance policy is a measure that guarantees persons’ pursuit and hopeful enjoyment of their individual rights. It supports independent living, disability rights and participation in society. It is no crime to need the insurance and the insurance is an American value to strengthen. In contrast, if we want to ensure more employability for more people, we should insure for that, without un-insuring policy holders who qualify for and need earnings replacement insurance. One wholly under-discussed challenge is finding innovative, adaptive, creative insurance supports for what is essentially a competitive, market driven outcome, employment. These are fundamental reasons for the discussion and analysis the paper calls for.
Some, perhaps even a majority of policy analysts may have difficulty reconciling and integrating civil rights law with the equally important roles and principles of social insurance. One rarely hears discourse on both systems in the same dialogue.

This lack of reconciliation, and in fact tension between these worlds, may be another root cause of language problems and the inability to craft a clearly defined problem statement. Disability rights are grounded in the civil rights movement, the Bill of Rights, the U.S. Constitution, and the Declaration of Independence’s self-evident and inalienable right to the pursuit of happiness. Social insurance has a rich and long history with strong middle class constituencies in the developed countries where it thrives. We have found and reviewed two policy briefs to date, (Mor 2006) (Seto and Buhai 2006), which analyze tensions between these worlds. There may be a future compatibility of social insurance with civil rights, in ways that serve compatible goals culturally, politically and sustainably. We do not appear to be there now.
Historically, evolution of disability rights and social insurance has been on separate political and cultural tracks.
 Current U.S. demographics and growing social service costs may prohibit these systems from running on quasi-independent tracks much longer. The unchangeable demographics of the 21st century are upon us. To avoid the difficult dialogue about interactions between these two systems may result in targeted constituencies warring with each other and Congress for support services amidst scant resources. We suggest a preferred option of transforming public policy to a more ethically pragmatic understanding of how civil rights and social insurance systems could better serve each other’s goals and society writ large. 
“Is equality enough? Today, many in the disability rights movement are moving towards the conclusion that it is not.87 Even after the ramps are built, the paraplegic must still buy the wheelchair and the specially modified car. Some people with disabilities will be limited in the work they can do and the income they can earn, no matter how extensive the accommodations. Many will never work. Notwithstanding extensive congressional action, people with disabilities continue to be less well-educated and more likely to be unemployed than those without.88 The challenge to the disability rights movement is to formulate a theory that retains the dignity of the civil rights model but acknowledges these special problems.”

Sagit Mor (2006) has studied these two systems and their historical lack of real world synchronization as a needed prelude discussion to transform what are called ‘disability allowances’ in Israel. Her well-researched treatment of the two systems and their recent Israeli history is solid background for understanding similar American tensions. She conjectures why there is no reference to social insurance in Israel’s disability rights legislation:
“A related conclusion might be that the absence of social insurance and economic security from the ERPWD Bill re-exposes the role that neo-liberal ideas and productivity among them still plays in disability policy even among progressive circles: While all services that the Bill enumerates and promotes are designed to support disabled persons in their independent lives and enhance the conditions that allow their productivity, primarily through full employment, disability insurance was perceived (even if indirectly) as giving up productivity. This might mean that the disability rights framework did not entail a challenge to the dominant meaning of productivity and independence but rather adopted it.” 

To need social insurance then, in this rights perspective, we are “less than”, we are not productive, we are not liberated, we are not free, we are without rights, we are dependent or variant themes along these lines. How often do we “hear” people not mention key elements in a debate that they fear does not fit their vision of reality? If social insurance is viewed as giving up productivity, it cannot be a part of our brave new liberated world full of disability rights. So people ignore social insurance as foreign to that brave new world.
  This has not worked at all for us in the U.S.
The tensions between the values and needs for social insurance and equally valid needs for disability rights are not resolved tensions.
We would argue that transformational reform cannot come together without this dialogue moving forward. Sagit Mor (2006) characterizes disability rights as a process more than an outcome. Perhaps when we can view both rights and social insurance as process, not outcomes, we can learn to use both tools productively and together to common goals of equality, with much less poverty and much less injustice. We think this is part of transformational reform.
Linkage
In contrast to congressionally required medical reviews to determine ongoing eligibility for wage replacement insurance, the same federal agency in the same Social Security insurance program encourages use of the Ticket to Work Program, work incentives, benefits planning services and access to health coverage options. Do these services belong, reconfigured or reconstructed, inside Social Security? Should they be separated entirely from Social Security? We propose a distinct Social Security earnings support insurance program. 
Although the Rehabilitation Services Administration (RSA) was a required collaborator in the Ticket to Work Act and Ticket to Work Program, silo-ed federal programs related to these and other matters have not shown the anticipated progress in working well together to meet mandated reform goals. Restructuring does not automatically yield the intended improvements or results, as evidenced after Katrina with recent federal program reconfigurations to prepare for disasters.

These factors underscore the importance of linkage, from a consumer point of view in this context, seamless, understandable access to the supports and services that have been found to support employment. The Olmstead Decision and the Workforce Investment Act require publicly funded services to be delivered in the most integrated setting and within generic services to the general public. Linkage however is a policy concept yet to take hold across federal programs in ways that work for customers or planned outcomes. We highlight poor government performance at all levels after Katrina as a compelling reason why linkage matters, why it has been under valued in practice, and that it is not an automatic byproduct of reform initiatives. 

We challenge the reader to ask whether employment services are being delivered now in constructs that make common sense to beneficiaries. Many beneficiaries, and those needing supports and lacking them at all age levels, may be internally and independently conflicted and uncertain as to purpose, directions and history with their connections and plans to work, as part of the ordinary evolving experience of having a disability.
A key unanswered question from our view may not be whether some or all current work supports are effective, ineffective or the right mix. Rather, is the SSDI program mode of delivering work supports as much a part of the core problem as the services themselves? Are we tuning up a carburetor when car engines no longer run on carburetors?
V. 
Methods for Transformational Public Policy Making
The flat unemployment rate of Americans with disabilities is a call to dialogue with Americans with disabilities, and a call to action by key sectors of American government, business and social services.

Young Americans with a disability and a career in front of them, the demographics of the baby boom generation, that is, more people with disabilities aging, and more people acquiring a disability with age, and America’s rich, diverse marketplace require a new national attention, a new national commitment.

“I am suggesting making this a national economic imperative.”

Gene Sperling, Keynote Speaker

    

White House Conference on Aging

    

Mini Conference on Disability and Aging, July 2005 

National and Regional Convenings
The World Institute on Disability has a sound history of contributing to meetings on public policy matters.  The authors call on the National Council on Disability, the Social Security Advisory Board, the Ticket to Work and Work Incentives Advisory Panel, and Congressional, corporate, and disability community  stakeholders to secure resources and partners
 to create a “national economic imperative.” 
To this end, convene national, regional and televideo meetings to vet proposed changes over a period of time with Americans with a disability, family members, advocates, employers and service providers, as well as with the federal, state and private entities affected.
Americans solve problems. That’s what we do.

We are sharing this paper with state and national stakeholder groups for discussion. Alternate methods of transformational public policy making may surface from stakeholders and contributors of related recommendations.
Convenings Needed
Suggested topic elements and participants for convenings and deliberation: please see this footnote.

1. Social Security ESI and Social Security ERI Eligibility

a. Beneficiaries of all ages
b. Academia and consultants with/without disabilities of all ages
c. Disability and aging advocates, disability run organizations and those run by aging Americans
d. National Council on Disability: (11/30/05 Study on Social Security and Employment)
e. White House Office of Management and Budget
f. White House Conference on Aging stakeholders

g. Social Security: what we know from recent demonstrations

h. Social Security Ticket to Work and Work Incentives Advisory Panel

i. Social Security Advisory Board

j. American Association of Retired Persons: aging with a disability or a job, or both, at 50 or above

k. Virginia Commonwealth University, Cornell University, Rutgers University, University of Kansas, other
l. Potential ESI employment program service providers
i. Jensen/Silverstein
ii. Required RSA and Ticket Program stakeholders
iii. Benefits and financial planning experts

iv. Society of Human Resource Managers
m. ERI program elements

i. National Academy of Social Insurance 
ii. Consortium for Citizens with Disabilities
iii. Social Security Office of the Actuary

n. Other
2. Methods for Required Linkage (as described in Principles)
a. Employers
b. Transportation

c. Housing

d. IDEA, Office of Special Education and Rehabilitation
e. HR from business, Society of Human Resources Managers
f. Equal Employment Opportunity Commission
g. White House Domestic Policy Council, Council of Economic Advisors

h. Other

3. Financing ESI and ERI

a. Employers, UNUM Long Term Care Insurers
b. FICA experts
c. NASI

d. Social Security
4. Refinancing Medicare and Medicaid

a. Health care experts with disabilities

b. State experts from CA, VT, CT and MA (at least) on refinancing health care for all

c. Social Security Advisory Board

d. National Governor’s Association
i. State funding formulae (MMA claw back precedent)

e. National Council of State Legislatures

f. Society of Human Resource Managers
g. Centers for Medicare and Medicaid Services
h. Kaiser; University of California San Francisco, other health care providers

i. FICA and federal general revenue experts

5. Tax Credits for Employers and Workers with Disabilities

a. Workers with disabilities
b. Steve Mendelsohn, Megan O’Neil
c. Francine J. Lipman
d. IRS
e. Gray Davis, other disability tax experts
f. Employers

Summary: Public Policy Proposal and Findings Report

A summary report with proposals, input received about them, and other findings would be presented to the President, Members of Congress, the National Governor’s Association, the National Chamber of Commerce, the media and others with intent for state and federal policy makers to work toward legislative or regulatory changes needed to implement the proposals.                                                   
Appendix #1
Recent Background on Transformation

“Being American: the way out of poverty” discusses real world, applied frameworks from recent policy discussions on poor access to health care and work supports.
In July 2005, pooling the expertise of colleagues in independent living, governmental, and research sectors, the Research and Training Center on Independent Living (RTC-IL), Lawrence, Kansas, sponsored a working group to identify actionable recommendations with measurable outcomes in a 5-10 year horizon that will increase full participation for Americans with disabilities in community life. Specific recommendations addressed transportation, long-term care, employment, health care, and center for independent living resources. 

The Independent Living Working Group Recommendations, funded by NIDRR, were published in an Executive Summary.
 The employment recommendation, as published, reads verbatim as follows:

Employment

Situation
Access to health care and work supports has become extremely complex for many potential users, negatively impacting their health and well-being.

Recommendation
Transform current Social Security, state and private disability income insurance, health care and long-term services programs into a universal work insurance model created by and for all US citizens. Work and work re-entry, early intervention, disability competence training, vocational training, health care, community-based long-term services, benefits program planning, and other supports are presumed and inherent, and available as needed.
To fund this system, all citizens would pay payroll taxes into the universal work insurance model trust fund for services offered through the new program overseen by the agencies that administer provisions of the Social Security Act. Besides measurably increasing the wages and employment outcomes of Americans with disabilities, all Americans would have access to needed health care and work insurance.
Future research to address these issues should include an economic analysis to compare the cost/benefits of work supports versus SSDI and financing options, and cost analysis of tax credits and other incentives for employees with disabilities to sustain current employment.

The related text below on this employment recommendation is quoted verbatim from the Kansas University RTC-IL sponsored Independent Living Working Group subsequent submission to the White House Conference on Aging Mini Conference on Disability and Aging, Washington, DC, July 2005.

· Why is this recommendation needed?

The number of awards annually for Social Security disability program benefits (the Supplemental Security Income Program, SSI, and Social Security Disability Insurance, SSDI), and attendant access to Medicaid or Medicare, increases annually. The numbers who decrease their dependence on these programs due to increased work or return to work has not increased measurably for decades. The patterns are not sustainable. The work incentives from the 1970s to 2005 in these Social Security systems are not having a significantly measurable affect.  

Employers today provide private health coverage and pay taxes into Medicare and Social Security. The recommendation can reduce this disproportionate burden on employers in a sustainable way.

More costly health care services are available to less Americans annually. Public, private, state and federal financing for health care services has become increasingly interdependent. Yet, the use of health care and work supports has become complex to the point of adverse utility, with an unknown as yet impact on health and well being. It has been found that a top reason for filing bankruptcy in recent years in the US is medical costs.

· How would the recommendation be implemented?

All citizens pay payroll taxes (similar to F.I.C.A.) into the universal work insurance model trust fund for services in the policy plans. #1 Research Question: Conduct a thorough study of all financing options that could achieve the goal and recommendations. State and federal governments could contribute a match dollar amount, for example, of all funds received from payroll taxes, to the universal work insurance model trust fund. State and federal contributions pay for services for the currently non-insured portions of the population. Study trust fund solvency enhancement by public investments, using models in practice with state pension plans (research CA and other state employee pension models.)

· What are the obstacles to implementation?

Need for the appropriate analysis for a new wage replacement insurance model to fit the goal of employment as a presumptive outcome for people with disabilities. Elements of the analysis include:
· Eligibility for cash benefit wage replacement insurance is decoupled from medical diagnostics.

· Eligibility for cash benefit wage replacement insurance is based on functionality. 
·  Who would implement the recommendation?
The agencies who administer provisions of the Social Security Act.

· How could it be determined that goals of the recommendation are met?

The goal, recommendations and research seek transformation in the eligibility, financing and universality of social, health and vocational supports and services 1) to sustain long term financing and 2) to measurably increase wages and employment outcomes of Americans with disabilities. All Americans would have access to needed health care and work insurance. Health, well being, quality community living and employment measures would change.
Appendix #2
Related Developments
2006 Working Principles in a Large State
In 2002, California enacted AB 925 (Aroner), the Workforce Inclusion Act, requiring the lead state workforce development and human service agencies to craft and implement a comprehensive strategy to increase the employment rates of Californians with disabilities. 

The California Governor’s Committee on Employment of People with Disabilities approved the policy framework for AB 925’s required Comprehensive Strategic Plan (CSP) in January 2006. The Comprehensive Strategy is under California state government review for approval or further refinements at this writing. 
We share the Introduction to the California Comprehensive Strategic Plan and its Values and Philosophy, as relevant to the discussion.
“Never doubt that a small group of thoughtful committed citizens can

 change the world; indeed, that is the only thing that ever has.”

                                                                                 - Margaret Mead 

Introduction
California is on a path to transform its public services and supports for people with disabilities from a confusing system that includes disincentives to employment, into a coordinated system that supports an individual’s choice to seek employment at any age.  This shift in public policy comes out of a desire to maximize the potential of all citizens as contributing members of society, provide people with disabilities increased options to participate in the workforce, help relieve an overburdened public assistance system, and make productive use of everyone’s talents.  It is important to note that people with disabilities encompass a broad and diverse group of people of all ages including those with apparent and non-apparent mental or physical conditions. 

The promise of the Workforce Inclusion Act, better known as Assembly Bill (AB) 925, is to support people with disabilities in moving to a higher level of equality and integration into the mainstream of society, through paid, competitive employment.  

AB 925 established a statutory framework upon which better-coordinated systems could operate.  It represents a formal acknowledgement by the State of California and the disability community that individuals are better off when working, as long as certain safeguards and supports are in place.
AB 925 designated the California Governor’s Committee on Employment of People with Disabilities (Governor’s Committee) as the coordinating body for this systems-wide change, and charged the Governor’s Committee with developing the Comprehensive Strategy as a framework for carrying out the mandates of the law.

We recognize that a comprehensive employment system must assist youth and adults to enter the workforce, continue in the workforce, and maximize economic impact and benefit as members of that workforce at any age.  In addition, the workforce system must address the needs and interests of all:  the worker, the employer, and the community.  

This Strategy will build such a system.

AB 925 was the result of the ongoing policy dialogue that state and federal policy makers have had with wide ranges of the disability community in California and the nation.  Building on this rich tradition, the California Comprehensive Strategy for the Employment of People with Disabilities is a culmination of input from public and private meetings, conferences, discussions, debates, forums and focus groups.  It contains the voice of California employers, educators, advocates, youth and adults with disabilities, service providers, family members, and government agencies.  
It is a roadmap for fulfilling the promise of AB 925. 

Our Vision 

People with disabilities will be prepared to maximize their self-sufficiency by integrating into the mainstream of a California labor market that is accessible to the diversity of its workers and job seekers.

Our Values and Philosophy

· Universal access is the foundation for all of our efforts. 

· Partnership and collaboration with all stakeholders is the key to achieving our goals.

· Equal opportunity, full participation, independent living and economic 


self-sufficiency are core principles for the development of a workforce system accessible for people with disabilities.

· Employment is an economic and social goal that benefits the individual, the community, and the economy.

· People with disabilities are expected and prepared to participate in economic and workforce activities.

· Public policy at all levels must promote employment incentives and decrease disincentives for both people with disabilities and employers.

· The new employment culture supports the primary relationship being between the employer and the employee with the disability or an individual’s self-employment choice. 

· The business community is a valued partner in providing employment opportunities for people with disabilities.

· Seamless, uninterrupted access to public and private health care enhances an ability to work.

· Services that ensure and support independent living are part of an essential infrastructure to assist people with disabilities to gain and retain successful, competitive employment.
· Regional differences, as well as cultural and language differences often require different approaches to accomplish our goals.

Appendix #3
U.S. Health Care Costs

WID believes that health care coverage be guaranteed for all Americans regardless of employment status. We present selected, current U.S. health care cost data as part of the environmental scan of the issue.

According to the National Coalition on Health Care
, health care spending continues to rise at the fastest pace in U.S. history:
In 2004 (the latest year data are available), total national health expenditures raised 7.9 percent -- over three times the rate of inflation. Total spending was $1.9 Trillion in 2004, or $6,280 per person. Total health care spending represented 16 percent of the gross domestic product (GDP)
.

U.S. health care spending is expected to increase at similar levels for the next decade reaching $4 Trillion in 2015, or 20 percent of GDP
.

In 2005, employer health insurance premiums increased by 9.2 percent - nearly three times the rate of inflation. The annual premium for an employer health plan covering a family of four averaged nearly $11,000. The annual premium for single coverage averaged over $4,000
.

National Health Care Spending


• 
In 2004, health care spending in the United States reached $1.9 trillion, and was projected to reach $2.9 trillion in 2009
.


• 
Health care spending is 4.3 times the amount spent on national defense
.


• 
In 2004, the United States spent 16 percent of its gross domestic product (GDP) on health care. It is projected that the percentage will reach 20 percent in the next decade
.


• 
Although nearly 46 million Americans are uninsured, the United States spends more on health care than other industrialized nations, and those countries provide health insurance to all their citizens
.


• 
Health care spending accounted for 10.9 percent of the GDP in Switzerland, 10.7 percent in Germany, 9.7 percent in Canada and 9.5 percent in France, according to the Organization for Economic Cooperation and Development
.

Employer and Employee Health Insurance Costs


• 
Premiums for employer-based health insurance rose by 9.2 percent in 2005, the fifth consecutive year of increases over 9 percent. All types of health plans -- including health maintenance organizations (HMOs), preferred provider organizations (PPOs) and point-of-service plans (POS) -- showed this increase
.


• 
The annual premium that a health insurer charges an employer for a health plan covering a family of four averaged $10,800 in 2005. Workers contributed $2,713 or 10 percent more than they did in 2004
. The annual premiums for family coverage eclipsed the gross earnings for a full-time, minimum-wage worker ($10,712).


• 
Workers are now paying $1,094 more in premiums annually for family coverage than they did in 2000
.


• 
Since 2000, employment-based health insurance premiums have increased 73 percent, compared to cumulative inflation of 14 percent and cumulative wage growth of 15 percent during the same period
.


• 
Health insurance expenses are the fastest growing cost component for employers. Unless something changes dramatically, health insurance costs will overtake profits by 2008
.


• 
According to the Kaiser Family Foundation and the Health Research and Educational Trust, premiums for employer-sponsored health insurance in the United States have been rising five times faster on average than workers' earnings since 2000
.


• 
The average employee contribution to company-provided health insurance has increased more than 143 percent since 2000. Average out-of-pocket costs for deductibles, co-payments for medications, and co-insurance for physician and hospital visits rose 115 percent during the same period
.


• 
The percentage of Americans under age 65 whose family-level, out-of-pocket spending for health care, including health insurance, exceeds $2,000 a year rose from 37.3 percent in 1996 to 43.1 percent in 2003 - a 16 percent increase
.

The Impact of Rising Health Care Costs


• 
National surveys show that the primary reason people are uninsured is the high cost of health insurance coverage
.


• 
Economists have found that rising health care costs correlate to drops in health insurance coverage
.


• 
Nearly one-quarter (23 percent) of the uninsured reported changing their way of life significantly in order to pay medical bills
.


• 
Almost 50 percent of the American public say they are very worried about having to pay more for their health care or health insurance, while 42 percent report they are very worried about not being able to afford health care services
.


• 
A recent study by Harvard University researchers found that the average out-of-pocket medical debt for those who filed for bankruptcy was $12,000. The study noted that 68 percent of those who filed for bankruptcy had health insurance. In addition, the study found that 50 percent of all bankruptcy filings were partly the result of medical expenses
. Every 30 seconds in the United States someone files for bankruptcy in the aftermath of a serious health problem.


• 
One half of workers in the lowest-compensation jobs and one-half of workers in mid-range-compensation jobs either had problems with medical bills in a 12-month period or were paying off accrued debt. One-quarter of workers in higher-compensated positions also reported problems with medical bills or were paying off accrued debt
.


• 
If one member of a family is uninsured and has an accident, a hospital stay, or a costly medical treatment, the resulting medical bills can affect the economic stability of the whole family
.


• 
A new survey shows that more than 25 percent said that housing problems resulted from medical debt, including the inability to make rent or mortgage payments and the development of bad credit ratings
.


• 
A survey of Iowa consumers found that in order to cope with rising health insurance costs, 86 percent said they had cut back on how much they could save, and 44 percent said that they have cut back on food and heating expenses
.

• 
Retiring elderly couples will need $200,000 in savings just to pay for the most basic medical coverage
. Many experts believe that this figure is conservative and that $300,000 may be a more realistic number.
Appendix #4
Details on Reasonable Accommodation Tax Credit
 “Enabling Work for People with Disabilities” cited in this paper presents a recent, exhaustive, historical review of poorly used, and less known, tax credits related to people with disabilities and increasing employment.
Pages 423 to 426 excerpted here describe the design features that Professor Lipman recommends for providing a tax credit for costs incurred related to any reasonable accommodation as required under the ADA.
(The internal footnotes in this section in her brief were removed for easier access and reading.)
“The redesigned tax provisions will incorporate and expand on

existing concepts in the ADA that put people with disabilities in a

position to demand specialized treatment. For example, under the

ADA, an employee must make any disability “known” to an employer

and request an accommodation. Once an employee makes this

request, the employer must select and implement an effective

accommodation allowing the employee a good faith opportunity to

participate in the process. The revised tax incentive will

incorporate this structure into its design to continue to provide

people with disabilities the opportunity to participate in their

 specialized treatment. Moreover, the redesign will incorporate other

well known provisions of the ADA to avoid the confusion and

complexity of an additional set of rules defining qualifying

accommodations.

b. Simplification of the accommodation tax provisions should facilitate

outreach and increase business usage

Complexity and lack of clarity was another criticism noted by the

GAO; especially regarding the disabled access credit. Simplification

of these provisions should increase usage. If these tax provisions are

simplified, people with disabilities and their employers can better

understand, promote, implement and enjoy the intended benefits.

Moreover, if the tax provisions are simplified, they will be more

transparent and misperceptions regarding their burden on

businesses should be reduced. To accomplish this goal, the two

rather cumbersome accommodation tax provisions will be redesigned

as one simplified tax credit, in the form of the new expanded

disabled access credit. In addition to combining the two provisions

into one streamlined tax credit, the new credit will provide tax

benefits using preexisting definitions from the ADA rather than by

supplementing and qualifying these existing definitions and adding

unnecessary complexity and confusion. Finally, the revised disabled

access credit must not be burdensome for employers to claim.

Similar to the old disabled access credit and the barrier removal

deduction, the revised disabled access credit will require nothing

more than claiming the tax credit annually on the IRS tax form. 

The amount of the credit claimed, however, must be increased.

2. Costs of disability should be borne by society

Business representatives and disability and tax incentive experts

interviewed by the GAO suggested that to increase the use and effect

of the accommodation tax incentives, the incentives should be

enhanced. The suggested enhancements include raising the

 amount of the deduction and the credit, expanding the range of

businesses that qualify for the disabled access credit and the type of

accommodations that qualify for the barrier removal deduction. A

primary post-integrationist principle is that society, and not people

with disabilities, should bear the costs of providing equal benefits for

people with disabilities. Based on this principle, all of the

suggestions made in the GAO report by the parties interviewed will

be incorporated in the new disabled access credit.

The new access credit will be enhanced to reach all employers

covered under the ADA. 

Moreover, any accommodations that employers must make to reasonably accommodate potential and current employees with disabilities under the ADA will qualify as “eligible access expenditures” without any dollar limit. Finally, the

new disabled access credit will not be limited to the amount of a

taxpayer’s tax liability. The new credit will be a refundable tax

credit. This will effectively reimburse employers, dollar for dollar,

for any accommodation expenses required under the ADA

irrespective of the amount of the business’ tax liability. Accordingly,

the redesigned tax provision shifts all employer costs of

accommodation required under Title I of the ADA from private

businesses and disabled people to society.

Notably, the new credit does not apply to business

accommodations for any party other than potential and current

employees. For example, required accommodations under Title III

of the ADA made by businesses with public facilities to accommodate their customers with disabilities are not covered by the redesigned credit. This restriction was made to simplify and focus the credit on

its purpose, which is to motivate employers to hire and retain

employees with disabilities by reimbursing them for every dollar of

required accommodation expenses.” 
 
Appendix #5
Excerpt

D. Emergence of a Human Variation Paradigm 
From
Tax and Disability: Ability to Pay and the Taxation of Difference
Theodore P. Seto & Sande L. Buhai
University of Pennsylvania Law Review

© Copyright 2006 by the University of Pennsylvania Law Review

Vol. 154 May 2006 No. 5
Despite its legislative successes, however, the civil rights model does not fully explain federal disability policy; indeed, it does not even fully explain those laws that most clearly invoke it. The Social Security Act and other “safety net” programs—essential to many people with disabilities—are difficult to reconcile with a simple call for equal treatment. As Bonnie Tucker has noted, there is even a conflict between the civil rights movement’s call for strict equality and the ADA’s accommodation requirements.85 A deaf individual, if treated exactly the same as hearing individuals in a movie theater, classroom, or court proceeding, would effectively be excluded from participation. Mere equal treatment may not result in the integration of people with disabilities into the societal mainstream.86
Is equality enough? Today, many in the disability rights movement are moving towards the conclusion that it is not.87 Even after the ramps are built, the paraplegic must still buy the wheelchair and the specially modified car. Some people with disabilities will be limited in the work they can do and the income they can earn, no matter how extensive the accommodations. Many will never work. Notwithstanding extensive congressional action, people with disabilities continue to be less well-educated and more likely to be unemployed than those without.88 The challenge to the disability rights movement is to formulate a theory that retains the dignity of the civil rights model but acknowledges these special problems. 

Several scholars have attempted to articulate such a theory, which Richard Scotch and Kay Schriner label the “human variation” model. Under this emerging paradigm, problems faced by people with disabilities are viewed 

as the consequence of . . . social institutions . . . having been constructed to deal with a narrower range of variation than is in fact present in any 

given population. Thus those individuals whose mobility, communication, medical needs, or cognition differs from social norms find themselves confronting institutions not well suited to their abilities and potential.89

Society should reexamine its structures, both physical and social, they urge, to accommodate the full range of human variation.90 Harlan Hahn similarly argues that today’s world was designed for people who decision makers view as “normal:”91

Features of the human-made environment that segregate disabled citizens from the rest of the population have not been decreed by immutable natural laws, nor were they produced by historical happenstance or coincidence. They represent conscious choices that had the effect of including some groups, such as the dominant segments of society, and excluding others who were “different” or disabled.92

He advocates a world adapted to the needs of everyone, not just those of the dominant majority.93 Michael Wald notes that the disability rights movement urges “that everybody [be] entitled to an individualized plan that will allow them to fully participate in the economic, political, and social life of their communities.”94

A human variation paradigm would appear to solve many of the problems of the civil rights approach, while retaining much of its normative power. It justifies both a safety net and accommodation on equality grounds. In effect, it invokes John Rawls’ choice from behind the veil of ignorance:95 if it were possible that you might be paralyzed from the waist down, how would you like society to be structured? …
 85Bonnie Poitras Tucker, The ADA’s Revolving Door: Inherent Flaws in the Civil Rights Paradigm, 62 OHIO ST. L.J. 335, 343 (2001). 

86Id. at 344. 

87See, e.g., Samuel R. Bagenstos, The Future of Disability Law, 114 YALE L.J. 1 (2004) (advocating return to something similar to the medical/charity paradigm). 

88While 82% of the general population have more than a high school education, only 37% of people with disabilities fall into that category. Rich, supra note 18, at 39-40. Also, people with disabilities are more than twice as likely to be unemployed as those without disabilities. See Mitchell P. LaPlante et al., Disability and Employment, DISABILITIES STAT. ABSTRACT, Jan. 1996, at 1 (finding an unemployment rate of 13.4% for labor force participants with work disabilities as compared to 5.6% for those without).
89Richard K. Scotch & Kay Schriner, Disability as Human Variation: Implications for Policy, 549 ANNALS AM. ACAD. POL. & SOC. SCI. 148, 155 (1997).
90Id. 
91See Harlan Hahn, Accommodations and the ADA: Unreasonable Bias or Biased Reasoning?, 21 BERKELEY J. EMPL. & LAB. L. 166, 178 (2000) (“Social structures were designed to enhance the prestige and authority of the non-disabled . . . .”). 

92Id. at 174. 

93Id. at 192. 

94Michael S. Wald, Moving Forward, Some Thoughts on Strategies, 21 BERKELEY J. EMPL. & LAB. L. 473, 473 (2000). 

95See JOHN RAWLS, A THEORY OF JUSTICE 136-42 (1971) (advocating the adoption of those principles of justice that would be chosen by actors ignorant of their own particular situation and characteristics). 
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