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The American Network of Community Options (ANCOR) is the national organization of more than 850 private providers of supports and services to more than 380,000 individuals with mental retardation and other disabilities throughout the nation.  For nearly 40 years, ANCOR has represented at the national level private providers who offer community living and employment supports and services to people with significant disabilities.  Throughout its history, ANCOR has been a staunch advocate for quality long-term supports to people with disabilities in their communities. ANCOR appreciates this opportunity to provide written testimony to the Ways and Means Subcommittee on Health.

First, ANCOR extends appreciation to Chairwoman Nancy Johnson for convening this hearing and for the subcommittee’s attention on this important national issue.  ANCOR will provide brief comments in the following five areas:

1. Diversity of Individuals in Need of Long-Term Care

2. Intersection of Multiple Federal Financial and Medical Services

3. Workforce Crisis Affecting Delivery of Long-Term Care

4. Need for Multiple Public and Private Options

5. Sustained National Dialogue

ANCOR believes that how our nation frames public policy is in large measure due to the questions asked and/or problems identified which in turn determine how we arrive at answers and solutions contained in the public policy . To aid the Subcommittee in its work, ANCOR suggests that their work include addressing the following questions:

1. Who needs long-term care?  (i.e, breadth and scope of populations, individual characteristics; differences and similarities)

2. Who pays for long-term care?  (i.e, intersection of public and private health and financial mechanisms, private income and savings, Social Security cash benefits, state and federal programs)

3. Who delivers long-term care? (i.e., state and local governments, family and friends as caregivers, institutional and community-based agencies, paid staff)

4. What public programs assist in providing long-term care? (i.e., housing, transportation, social services)

5. What private means are currently available to help finance and deliver long-term care?

6. What public and private options need to be created to ensure availability of long-term care for those who need it?

7. What constitute quality supports and how can we ensure quality through our payment systems?
8. How will future demographic changes and system redesign strategies affect each of these areas?
Diversity:  Long-Term Care:  Not Just For Retirees, But a Lifetime Need 

Today, nearly 10 million Americans need long-term services and supports to assist in their daily living.  And yet, any one of us at anytime can find  him/herself in need of long-term supports and services.   For some individuals, for example—a person born with mental retardation, cerebral palsy, or autism—these are lifetime needs.   For others, the onset of a severe disability may come as a teenager when an automobile accident results in a brain injury; in mid-life as a result of a job injury and altering employment options; or as an elder with Alzheimer’s disease.  

For some, the need for long-term services and supports is due to a physical disability that affects their ability to perform activities of daily living (ADLs) such as eating, dressing, toileting, and walking.  For others, a cognitive disability affects their ability to perform typical instrumental activities of daily living (IADLs) such as meal preparation, medication management, and financial and home management.   In some cases, the disability may an individual’s affect cognitive, mental and physical abilities.

The number of elderly persons is projected to increase dramatically, both as a percentage of the population and in absolute numbers, due in part to the aging of the 77 million baby boomers and to increased life expectancy.  The entry of baby boomers into the long-term supports and services system will place additional burden on an already strained system.  In addition, long-term services are vital to individuals with disabilities under the age of 65—especially in light of the fact that they may require supports over a lifetime.  With the aging of parents who currently provide long-term supports to their adult children with mental retardation, nearly 700,000 parents who are caretakers now will soon  be in need of their own long-term supports. Long-term services and supports are not only an issue for older Americans, but also for children and working-age adults with disabilities as well, and any examination of long-term supports must account for all populations.

While this Subcommittee is very aware of the fact that the need for  “long-term care” is not solely an issue for the elderly or aging, frequently policymakers address the financing and delivery of supports and services as if it were unique to the elderly.  This singular focus limits the options in the range and type of supports and services offered to individuals. There is a wide range in the ages of those in need of long-term supports and services and that there is a wide range in the nature of those supports and services.  

Acknowledgment of these diversities are important in looking at both the financing and structure of long-term supports and services.  What a 79 year old female with Alzheimer’s with no family needs is entirely different than what a 42 year old man with mental retardation who can work part-time needs.  The desires and needs of a person in their 60s and 70s is very different for someone in their 20s or 40s.  For example, personal assistance to get to work is not a desire of someone in their 70s.   

ANCOR urges the Subcommittee to keep the following factors in mind:

1. 
Individuals who need long-term supports are a diverse group.

2. Long-term supports may be time limited or needed over the lifetime of an individual.

3. Supports should be provided on an individual basis and are likely to change over the life-time of an individual.

Intersection of Multiple Financing and Delivery Systems

For the 10 million people who need long-term supports and services now and for the millions of family members who are their caregivers and the millions of paid direct support professionals who deliver these supports and services, one thing is very clear:  There is no national long-term care policy and there is no cohesive or uniform long-term care system.  In fact, most individuals and families who arrive at the need for long-term supports and services face a fragmented delivery system.  Hundreds of thousands of individuals each year must face the roller coaster of determining whether they meet eligibility to qualify for supports and if there will be money available in any given year for their essential supports.

The system we now depend upon is best described as a patchwork of programs that vary from state to state and community to community. Each program has its own standards for eligibility and provides different services. This assortment of services is inefficient, inequitable and often ineffective. The lack of a cohesive national policy to assure access to long-supports  has left most people with disabilities with an unrecognizable and splintered system of support for their long-term care needs.

Long-term care is an essential component of family financial security. The longer we continue to disregard the financial impact of long-term disabilities on individuals and on society, the wider the gap in our nation’s economic security becomes. The current system for enhancing economic security is principally derived from earnings, Social Security, Medicare, employer provided pensions and savings, none of which addresses our long-term care needs. No one is immune from the risk of having a family member in need of long-term care, not to mention the possibility that they will need assistance themselves. About 45 percent of the long-term care population is under the age of 65. Yet, although the need for health insurance to cover a patient's medical expenses in case of catastrophic illness is widely accepted, few people are insured against the costs of providing long-term support services. This lack of insurance coverage jeopardizes the financial security of families and diminishes the economic security of the country.  It also places a greater burden on the nation’s primary long-term care financing program—Medicaid.
And, yet, the public and many policymakers mistakenly assume that long-term supports are needed only by the elderly and that Medicare provides payment for such services to the elderly.  Aside from the new prescription drug coverage added to Medicare and limited after-hospital care, this federal program provides little in the way of long-term supports to the nation’s elderly and disabled populations.

Medicaid successfully provides long term care to individuals with disabilities and seniors, accounting for 43% of total long-term care spending.  It also finances premiums, co-payments, and long-term supports for those who are also Medicare eligible.   However, most of Medicaid’s long-term services are considered optional services under current Medicaid law.  Yet, for those who need these essential services to get out of bed and to eat, go to school, go to work, and contribute to their community, they are by no means optional.   More than half of all Medicaid long-term care spending goes toward institutional services.  

Currently, there are few if any long-term insurance products that will cover the comprehensive services needed by non-elderly individuals with severe disabilities.   Once born with a disability, long-term insurance is not an option. 

By default, the Medicaid program has become the nation’s only publicly financed source of long-term supports and services.  However, Medicaid was never intended to be the nation’s primary financing source of long-term supports and services.  The state and federal governments’ reliance on Medicaid as the sole source of long-term supports and services not only forces individuals to spend-down their assets and resources to become eligible for the essential services, but places the burden for our nation’s long-term supports on one single program—Medicaid--thereby jeopardizing its financing and its structure and rendering a need for radical changes with claims of unsustainable growth.

Because long-term care financing was never integrated into our national retirement and disability security system, an unstable and convoluted patchwork system of financing has emerged. Federal programs do not co-ordinate with or even complement private long-term care insurance.  States provide long-term care as a public assistance program that helps seniors only after they have reached the poverty level while it condemns people with disabilities to a life of permanent impoverishment. Unless they have purchased long-term care insurance or have significant savings, the average family must try to piece together limited Medicare coverage, public services, and personal resources, until they spend down to Medicaid eligibility. Clearly, the complexity of the health care financing system requires a multi-faceted solution. Public and private resources must be mobilized and coordinated into a flexible array of programs that can be adapted to provide appropriate levels of care at a reasonable cost. 

What is lost in examinations of long-term  supports and services is the intersection of Social Security retirement and disability programs, Medicare, Medicaid, private insurance, housing, transportation, and other federal and state assistance programs.

Public and Private Options

Long-term care is an essential component of family financial security. The longer we continue to disregard the financial impact of long-term disabilities on individuals and on society, the wider the gap in our nation’s economic security becomes. The current system for enhancing economic security is principally derived from earnings, Social Security, Medicare, employer provided pensions and savings, none of which addresses our long-term care needs. No one is immune from the risk of having a family member in need of long-term care, not to mention the possibility that they will need assistance themselves. About 45 percent of the long-term care population is under the age of 65. Yet, although the need for health insurance to cover a patient's medical expenses in case of catastrophic illness is widely accepted, few people are insured against the costs of providing long-term support services. This lack of insurance coverage jeopardizes the financial security of families and diminishes the economic security of the country.  It also places a greater burden on the nation’s primary long-term care financing program—Medicaid. 

Medicaid has become the single largest public payer of long-term care services. Moreover, although most people prefer to live at home, Medicaid’s bias towards institutional care has left Americans with few alternatives and tremendous confusion over how best to arrange the options available to them. 

While many people equate term long-term care with someone who lives in a nursing home or other institutional facility, almost 80% of the elderly and 41% of individuals with severe disabilities live at home or elsewhere in the community. Many people with disabilities and older persons with functional limitations or cognitive impairments choose to remain in their homes or live in supportive housing if they can receive assistance with activities of daily living such as eating, bathing and dressing.
The heavy bias in Medicaid funding toward institutional care does not reflect this growing preference for home and community supports and services.  Ironically, while people with disabilities and a growing elderly population prefer to receive services in the community, the federal government imposes a strong bias toward institutional care through existing Medicaid and Medicare laws.

Clearly, Medicaid has been forced to fulfill a role it was never intended to play. Though many Americans believe Medicaid only provides assistance to individuals with very low incomes, the reality is far different. Many middle class individuals are forced to spend down– or deplete – their income and assets to qualify for Medicaid services and receive assistance with the high costs of long-term care. 
Insurance programs—whether public or private—that  provide income and health security only for people in retirement will fail to meet the needs of non-elderly individuals with a range of severe disabilities and a different set of life expectations.  Because no one set of long-term supports solutions can be appropriate for every American with a disability, we must design income, health, and long-term security programs that build upon each other and are flexible to support individuals of all ages and their families and communities.

Workforce Crisis

In considering long-term supports and services to the elderly and to non-elderly individuals with disabilities, it is crucial to keep in mind that these supports are multi-dimensional in nature. Although financing is the cornerstone of the long-term care issue, our public policy must also consider other issues equally critical in building an adequate, seamless, and effective long-term care system. These issues include: supporting family caregivers, addressing workforce shortages, improving the quality of long-term care supports and services and improving access to transportation and housing.
Long-term care services and support encompasses a broad range of assistance to people who need ongoing help to function on a daily basis. These services may range from assistance with daily activities such as bathing, dressing and eating to more complex services such as meal preparation, shopping, money management, medication management, and transportation.   Long-term care cannot be relegated to specific hours, days of the week, or to services where one size fits all.

ANCOR believes that the lack of a stable, quality direct support professional workforce is a crisis that is one that will plague the entire long-term care field in the 21st century unless national attention is brought to this issue. This crisis is a result of several factors, including the increased demand for long-term supports and services; a traditional labor supply not able to keep pace with demand; and jobs that cannot compete within today’s labor market.

The workers who provide the intimate and daily supports to people with disabilities are known by many job titles—but one thing in common is shared by all of them. They are the hands, voice and face of long-term supports. They are the backbone of our nation’s formal long-term support system.   These paid workers assist  with personal care, general health care, people with severe disabilities with medications, preparing and eating meals, dressing, mobility, and handling daily affairs medication administration, life sustaining medical care such as suctioning and tube feeding, transportation, emotional or behavioral support, community participation, financial management and/or any other life areas that an individual with disabilities might require assistance or support.
A majority of these workers are female and often the sole breadwinner of their household. Although employed, the wages they earn keep many families impoverished. The cost of this labor comprises between sixty and seventy percent of the total dollars necessary to provide long-term supports. As Medicaid is the single largest funder of these supports, it is by default our nation’s leading payer of these long-term supports. Yet this system inadequately reimburses providers to cover the cost of wages and benefits to attract, train and retain quality workers.

As the pool of potential unpaid caregivers shrinks due to demographic and economic trends, direct support professionals will play an increasingly greater role in delivering long-term care.  However, the relative size of the paid long-term care workforce is not likely to increase with the anticipated demand for paid long-term care. A low wage workforce, unrealistic workloads, inadequate government reimbursement rates, along with the need for additional training and support, as well as labor shortages have all contributed to high staff turnover. Recruitment and retention problems create an unstable workforce and are a barrier to high-quality care.  In addition, our current financing system does not support today's wages, and therefore raises serious questions about the ability to recruit future direct support professionals.

Conclusion:  Need for a Sustained, National Dialogue

For the past 60 years, Americans have relied on a combination of social insurance and private means to pool risk and support financial security.   The basis for our social insurance programs and most of our private means of pooling risk and enhancing financial security is tied to employment.  Social Security, including the life and disability insurance portions for Social Security, and Part A of Medicare are earned rights derived from employment for the worker or the worker’s dependent.  Most private insurance is organized through group purchases made b employers on behalf of their employees and their dependents.  Retirement income is also enhanced through employer-provided pensions and deferred compensation plans.  Thus, the American approach to pooling insurable risks and protecting financial security has been a combination of social insurance and tax encouraged private insurance.  However, there are gaps in these arrangements as well as gaps between these arrangements.  Savings are used to bridge the gaps.  And, in the absence of sufficient savings, public assistance is called upon with benefits targeted to those in specific categories with the least financial means.

Unfortunately for those who need extended long term supports and services, public assistance remains the primary financing mechanism. In order to address the issue of how to best finance long term supports and services and then develop comprehensive means for delivering a range of supports and services, a national dialogue is needed today more than ever.  

The current fragmented services and supports available to people with disabilities does not reflect the growing need nor preference for long-term supports and is limited by the way in which such services have been funded in the past.   Changing long-term care financing will change how long term supportsis organized and delivered. A rational approach to financing that looks at all income and health insurance options and maximizing their integration, and not merely one single program, will improve the efficiency and equity of the system.  It will recognize an individual’s desire to receive supports  where and when they need it, and it will improve the quality of the supports.

ANCOR believes there are a number of  principles that should be implemented in the development of an ideal long-term services system. These principles include: 

· The social commitment to long-term care must be in the form of a public/private system built on the principles of social insurance and private insurance. 

· Eligibility for the social insurance benefit should be based on functional limitations as an entitlement benefit.

· Direct support professionals are critical to quality supports and must be recognized and valued by the system. 

· Public assistance must be maintained and improved to provide a full range of services and supports to those who are not otherwise covered.

· The financing system must support a arrange of choices and help maximize personal independence, self determination, dignity and fulfillment.

· Systems should coordinate services for people with multiple needs that change over time, providing a seamless and continuing delivery system.

· Systems for assuring quality of supports should be built into all long-term supports and services programs.  Such systems should assure quality and value based on identified outcomes and adequate provider payments.

· The financing of long-term supports should be spread broadly and progressively.  This goal may involve tax policy, Social Security, Medicare, Medicaid, private health insurance as well as pensions, social services and housing policies.  Both public and private financing mechanisms should be strengthened toward this goal.

ANCOR recommends that the Congress work with the Administration, governors, state lawmakers, providers, workers, families, and individuals who depend upon long-term supports to initiate a comprehensive national dialogue on long term care financing and the looming workforce crisis facing people with disabilities of all ages who need health and health-related supports to live in the community. By initiating and continuing a national long-term care dialogue, we can move forward with a positive and comprehensive plan to help safeguard the health and well being of tens of millions of Americans. 

ANCOR again congratulates the Subcommittee for its initiative in calling for this hearing. We hope it is a first step in a national dialogue. ANCOR appreciates the opportunity to submit our written comments on this important issue. We would be happy to provide further information or testify at future hearings. For questions or further information, please contact Suellen Galbraith at sgalbraith@ancor.org or 703-535-7850. 
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