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Introduction 

Our nation's health care system is the product of conflicting philosophies between federal 

and state governments about the responsibility to provide health care to the most vulnerable and 

needy. For decades, the federal government has exhorted recalcitrant states to expand Medicaid, 

the primary payer of long term care, without success. The result is an uneven patchwork of state-

based  health care coverage biased towards dehumanizing and expensive institutionalization. 

This has impoverished the elderly and significantly reduced their quality of life. Community-

based care is a viable alternative, but requires substantial and committed sponsors to become 

established. I recommend that the federal government does everything in its power to expand the 

availability of community-based programs, where geographically appropriate, by providing the 

funds to do so. In addition, I recommend that long term caregivers, who make community 

programs possible, be supported and provided with opportunities for respite care. 

The Evolution of Long Term Health Care Policy 

In 1999 Bill Clinton addressed the issue of Federal responsibility to help families with 

long term care costs with an annual tax credit of $1,000 to pay for home health visits, adult day 

care and other long term care (Bodenheimer, 1999, p. 1324). The sentiments behind this act were 

seconded by the Supreme Court with a decision on the Olmstead Act, which specified that long 

term care services should be offered in community settings rather than institutions based on the 

rights of the receivers to remain in the community and receive treatment in less restrictive 

settings (Smith, 2010, p. 581). These acts acknowledged the federal responsibility to help 

families with cost burdens of long term care as well as improving the quality of life for those 

receiving care. 
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Paying for Care 

Long term care ranks high on the list of our  health care system’s failings because it  

obliges the elderly to spend a lifetime of savings to pay for care in a highly restricted and 

depressing environment (Bodenheimer, 1999, p. 1324). Medicare only covers “skilled” home 

health care, usually for a few weeks after a hospital stay; it does not cover long term services, at 

home or at an institution (Bodenheimer, 2012, p. 141). High cost-sharing requirements mean that 

Medicare beneficiaries still have to pay a substantial amount out of pocket for major health care 

expenses. These costs reached $191 billion in 2006, 40% for Medicare and other health care 

insurance premiums, and 19% for long term care (Kaiser, 2010, p. 68). 

Private long term care insurance coverage features high premiums, not an affordable 

option for many (Favreault, 2015, p. 2182). In any case, these policies are highly restricted and 

often don't cover the most common situations in which coverage is needed (Lieberman, 1995; 

Wiener, 1996 as cited by Yee, 2001, p. 41). Many policies specify that the policyholder must be 

dependent in three or more ADLs (Activities of Daily Living) before insurance will cover costs. 

However, many people who need long term care services have fewer than three ADL 

impairments. In addition, policies may pay a daily fixed fee, limit the coverage to a few years, or 

place a cap on expenditures (Merlis, 2003 as cited by Bodenheimer, 2012, p. 141). 

In this situation, many turn to Medicaid for help (Favreault, 2015, p. 2181. Medicaid ). 

which is heavily biased in favor of nursing home coverage (Stone, 2011, p. 89), and does not 

generally cover the costs of 24-hour care services at home (Bodenheimer, 2012, p. 141). Should 

the decline of the receiver necessitate 24-hour care, the family has three options: provide unpaid 

care, pay a caregiver, or put the receiver into a nursing home (Bodenheimer, 1999, p. 1324).  
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Growth in Institutional Care 

Medicaid was created as a "significant unintended consequence" (Smith, 2010, p. 30) of 

the 1965 Social Security Act Amendments, and yet has emerged as the default payer for long 

term care, now paying for 41% of U.S. long term care expenditures (Bodenheimer, 2012, p. 140). 

The increase in available public funds boosted the nursing home industry, increasing the number 

of beds in the United States by more than 50 percent (Dunlop, 1979, p. 14 as cited by Smith, 

2010, p. 30-1). Between 1960 and 1976 the number of nursing homes grew 140% and beds in 

nursing homes 302%. During this time period 79% of all institutionalized elderly persons lived 

in commercially-run homes ("Foundation Aiding the Elderly," 2016). 

Nursing homes are expensive. A one-year nursing home stay costs an average of $70,000, 

and the United States spends $125 billion on nursing home care in 2006 (Bodenheimer, 2012, p. 

140). Individuals must “spend down” their savings and bear the cost themselves until finally they 

are poor enough to qualify for Medicaid. In 1995 37% of nursing home costs were paid out of 

pocket (Bodenheimer, 1999, p. 1324). The best nursing homes minimally restrict the liberty of 

their residents; the worst scandalously neglect and mismanage recipient care. This prompted the 

passage of The Omnibus Budget Reconciliation Act of 1987 to reform the industry. In spite of 

reforms, the quality of life of recipients living in nursing homes is generally as described by 

Vladeck, former head of the Health Care Financing Administration: “[living] out the last of their 

days in an enclosed society without privacy, dignity, or pleasure, subsisting on minimally 

palatable diets, multiple sedatives, and large doses of television — eventually dying, one 

suspects at least partially of boredom.” (Vladeck, 1980 as cited by Bodenheimer, 1999, p. 1324). 

Bodenheimer goes on to say that the only solution to the problems of nursing homes is to abolish 

them altogether in favor of community-based care (Bodenheimer, 2012, p. 144). 
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Enter On-Lok and PACE 

In 1971 On-Lok began as a nonprofit experimental program in long term care, and in 

1983 it became the first organization to assume full financial risk for the care of the elderly, 

receiving payments from Medicare and Medicaid to cover all services (Bodenheimer, 2012, p. 

146). Its early success led to the creation of the Program of All-Inclusive Care for the Elderly 

(PACE) and led to its designation as a permanent provider Medicare program in 1997 (Gross, 

2004, p. 257). Later studies have shown these programs to offer a quality of care and access to 

services either better or the same (Grabowski, 2006, p. 15). According to Bodenheimer (1999), 

PACE costs were 16% lower, realized through the program philosophy of reducing rates of 

hospital and nursing home use (Bodenheimer, 1999, p. 1326). Stone, however, maintains that 

there is lack of strong evidence of a significant cost savings (2011). Grabowski found that 

community-directed services were associated with increased costs, but also greater client and 

caregiver welfare (2006, p. 3). Community services such as PACE have been expected to lead to 

better outcomes and greater participant satisfaction (Gross, 2004, p. 257-8).  

Unfortunately, the growth of these programs has been slow, and they are not available in 

every state. While the number of PACE and community-style programs has increased since 

1997, there are still 16 states with only one program for the entire state and 14 with no PACE 

program (see Appendix A to get the full impact of the low number of programs per state).
1
 Gross 

lists 16 obstacles for the slow growth of PACE programs. Among these are the restrictions in 

population served, as PACE programs are restricted to generally accept only those eligible for 

both Medicare and Medicaid. New PACE programs require a sponsoring organization with 

                                                

1
 There are similar PACE-type programs in other states, including the Arizona Long-Term Care System (ALTCS), 

is a mandatory statewide capitated program; the Wisconsin Family Care program, currently piloted in nine counties; 

and the Minnesota Senior Health Options (MSHO), a voluntary demonstration program (Grabowski, 2006, p. 12). 
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financial resources sufficient for the initial investment, a stable regulatory environment in which 

to navigate regulations, and adequate cash flow and reserve of funds (p. 264). Enrollment is 

slow, and programs may take several years before they break even (p. 259). 

Other obstacles for growth could be that some states may not have the population density 

required to populate the program. Geographical proximity could be another factor, as the PACE 

model emphasizes regular attendance at the day center (p. 265). In addition, Gross cites 

competition from other programs, communication challenges with state officials regarding 

referral and enrollment, staffing shortages, space limitations in existing facilities, and market 

saturation. Finally, community centers are not for everyone: some receivers are disinclined to 

give up their primary doctor, which is necessary for this program, and some don't wish to 

regularly visit a community center (Gross, 2004, p. 271). 

The most important factor for a successful PACE program, though, is the presence of a 

caregiver at home. Most people needing long term care receive some informal unpaid care from 

family or friends, estimated at 28 million, 72% of whom are women (Bodenheimer, 2012, p. 

142). In fact, family members are the principal providers of care to long term receivers living at 

home (Kaye, 2010, p. 15). Over one-third are themselves over 65, not in good health, are poor or 

nearly poor, have sacrificed their jobs, and might be additionally caring for children or 

grandchildren (Bodenheimer, 2012, p. 142). Many caregivers report high levels of emotional and 

financial distress, and more than three in five say that caregiving limits their ability to do paid 

work (Favreault, 2015, p. 2182). This in turn places additional financial burdens on caregivers, 

especially women, who are estimated to lose a total of $324,044 in wages and Social Security 

benefits (Rose, 2015, p. 3). The majority of nursing home residents are women, some of whom 

have fallen ill after years of taking care of a sick husband at home (Bodenheimer, 2012, p. 143). 
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According to a study by Navaie-Waliser, black caregivers were found to provide higher-intensity 

care and to report higher unmet needs, but less likely to report difficulty providing care (2001, p. 

773). 

Caregivers are at high risk for burnout. At present, respite care is generally not provided 

with Medicaid. PACE is an exception, providing respite care with the reasoning that without 

caregivers the expenses of providing round-the-clock care would be prohibitive (Bodenheimer, 

1999, p. 1325). Respite care has proved to be highly beneficial to both caregivers and receivers 

and has been associated with reductions in stress, burnout, and risk of abuse or neglect, as well as 

improved quality of life (Rose, 2015, p. 2). 

 Respite is defined by The Lifespan Respite Care Act of 2006 as “planned or emergency 

care provided to a child or adult with a special need in order to provide temporary relief to the 

family caregiver of that child or adult" (Rose, 2015, p. 2). In 1995 the White House Conference 

on Aging recommended respite service provision to support family caregivers (p. 3). According 

to Rose, federal legislation to help family caregivers continues to be proposed, often in the form 

of tax incentives and paid family medical leave. Rose goes on to argue in favor of respite-related 

benefits, and recommends grants to family caregivers, tax credits for families providing care, and 

insurance coverage for respite (p. 4). While surveys of caregivers cited in a pamphlet by the 

National Respite Coalition express the sentiment that not enough respite support is available, 

other caregivers do not use respite services even when available. Some of the most common 

reasons include out-of-pocket cost, waiting lists, accessibility, lack of trained providers, lack of 

trust in outside providers, guilt, or just lack of information (National Respite Coalition Written 

Testimony as cited by "Benefits and Cost-Savings Due to Respite"). 
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Respite allows caregivers to continue providing care. According to the National Respite 

Coalition, a survey conducted by the Oklahoma Respite Resource Network found that 88% of 

caregivers agreed that respite allowed their loved one to remain at home (Testimony of Jan 

Moss, as cited in "Benefits and Cost-Savings Due to Respite"). Lack of supports can lead to 

caregiver burnout, resulting in the receiver entering a nursing home. In fact, the decline in health 

of the family caregiver is one of the major risk factors for institutionalization of a care receiver, 

and absence of support for the caregiver reduced the likelihood of the care recipients. 

Additionally, the absence of family caregiving is a leading predictor of institutionalization 

(Talley & Crews, 2007).  

Conclusion 

Our country's leadership has periodically acknowledged responsibility to help families 

shoulder the burdens of providing long term care to their elderly and disabled members. 

Unfortunately, this has taken the form of removing the recipient from their homes, parting them 

from their families and placing them in an institution  in order to receive care. This isolates the 

recipients from their loved ones, and dramatically reduces their quality of life. The alternative is 

receiving all their care from caregivers who, without respite services and support, can quickly 

become burned out, and are forced to relinquish care. Community-based program services can 

allow greater independence and satisfaction for receivers as well as support for informal 

caregivers, but the availability of this program is highly variable depending on the state. The 

losers in this scenario are those needing long term care and their caregivers, while needlessly 

incurring greater costs. I recommend, therefore, that the federal government sponsor more 

community-based care programs throughout the country, in areas of highest need, and that 
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support benefits such as respite care be available so that caregivers can continue to provide 

services. 
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