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“The more complete one’s life is, the more…one’s creative capacities are fulfilled, the less one fears death….People are not afraid of death per se, but of the incompleteness of their lives.”
-Lisl Marburg Goodman

In this talk on long-term care we will explore the provision of nursing home care, home health care, and hospice care in the United States. We will explore the problems of caring for an aging population, statistics on death, criteria for receiving care and the services that are offered in each part of the system of long-term care in the US. Finally we will examine some of the positive and negative factors affecting care and present a few suggestions for avoiding problems and meeting the needs of the aged and dying. 

Death and Long Term Care

Almost two and a half million people die each year, at present, in the United States
. Seventy-five percent or 1.8 million are over age 65. By 2030 that number will increase by about one million with 2.6 million being over 65
. This will call for an enormous increase in health resources and especially long term care for an increasingly chronically ill aged population. In 1999 nursing facilities in the US cared for about 1.6 million residents. This figure is expected to climb to 5.3 million by 2030
 as our population ages and there are fewer caregivers available.

Back in 1989 nearly two-thirds of people died in acute care hospitals. By 1997 that figure had dropped to about one-half
. While this proportion is difficult to calculate it appears that at present this number has dropped to about 40%. The majority of people nearing the end of life are now being cared for in our long-term care systems. 

Most of us are familiar with the unique demographics of the post war “baby boom.” This large “pig in the python” is moving through many societies. In the 1980’s this large population group was mainly in their 20’s and 30’s, in the 1990’s in their 40’s and in the 2000 in their 50’s
. In the next few decades we will see this group in their 60’s, 70’s and 80’s, due to an increase in the quality of health care, which is prolonging life and the ability to survive, with limitations, into old age. 

At the same time we are seeing a diminishing population of caregivers, both familial and professional. The projected need for registered nurses is expected to start to seriously outstrip demand by 2010 and by 2020 we could have a shortage of about 350,000 nurses
. Already there are some regions in the US that have severe shortages of nurses. 

Heart disease is the leading cause of death in the US. Followed by cancer, stroke, and lung diseases
. We estimate that about 70% of those who will die in the US will need some form of long term care prior to death
. The remainder will die of accidents and sudden onset acute conditions that will not require the services of hospice and palliative care programs.

Nursing Homes

There have been homes for the infirm going back to the 1800’s in the US, many run by religions orders or charities. However there was a major increase in nursing homes following the creation of the Medicare and Medicaid programs in the 1960’s. There are a large number of nursing homes in the US. Today over 17,000 facilities
, (about 15,000 skilled nursing facilities and another 2,000 nursing facilities) provide care for almost two million people. The average size of a nursing home in the US is 107 beds and over half are part of a larger corporation or nursing home chain. A small percent (6) are part of a continuing care retirement community. These are entities where a senior puts resources in to live in a complex where they can progress from personal housing, to assisted living, to skilled nursing care. Most nursing homes in the US (2/3) are for profit businesses. Twenty-six percent are non-profit or religious and seven percent are government run. 

Most nursing home staff are nursing assistants who receive only about 6 months of training and who are not well paid. Each facility has to have a registered nurse and skilled nursing facilities have to have an RN on site at all times. Many nursing facilities provide excellent compassionate care to very vulnerable people. However in recent years there has been considerable concern about the quality of care delivered in many of our nursing homes. Families are concerned about safety and a lack of quality of life for residents as staffing has been reduced. As a result nursing homes are highly regulated and often inspected by the state. A standardized data collection process has been instituted in all homes (minimum data set) to help in monitoring the condition of residents. 

Recently Medicare (our payer for older Americans) has created a system called “Nursing Home Compare
,” which allows the public to see, on the Internet, key information about the facility from the minimum data set. The measures include: ownership and size, measures of quality including: percent of residents with bedsores, physical restraints, pain, etc, the results of recent routine as well as complaint inspections by the state, and statistics on staffing levels for RN’s, licensed vocational nurses, and certified nursing assistants per resident per day. Consumers can use these measures to decide which nursing facility to use for a family member.

In addition to nursing homes we are seeing large growth in the creation of assisted living or residential care homes. These are largely unlicensed businesses where a person who is having trouble managing in their home can rent or purchase a place to live where they can easily access assistance such as: congregate or delivered meals, housekeeping and homemaker assistance, medical equipment to assist with activities of daily living, health monitoring, and social activities. At present these facilities may be a bit overbuilt and there is some concern about oversight and safety for residents, except where they are part of a continuing care community. 

Home Health Agencies

The first home health services were started in the late 1800’s. The US currently has about 7,000 licensed home health agencies. In 1996 there were over 12,000 of these services
 but the number declined following cutbacks in Medicare reimbursement and a crackdown on fraud and abuse. The government’s Operation Restore Trust found many services being delivered to older American’s in their homes that were unnecessary or in some cases not actually delivered. In the past few years the payment system for home care has changed from a fee-for-service system, where agencies had incentives to over-deliver services, to a prospective payment system, where agencies are rewarded for managing well with fewer resources.

The average number of patients cared for in home health grew to about 2.5 million in 1996 and following the government changes dropped to about the same level as in 1992 or about 1.4 million
. The great majority of these are patients over 65 years. Over 7 million patients are admitted annually to home health care including all those seen by private duty agencies. 

The kinds of services provided by home health agencies in the home include: skilled nursing services, home health aides providing personal care, social workers to access community resources and to overcome barriers to treatment, physical, speech and occupational therapy to provide rehabilitation services. Generally, in order to qualify for home health care service you must be considered home bound, in that you are not able to leave your home without assistance and only do so for medical appointments. You must also need the services of a skilled professional nurse or physical therapist. Simply needing help with activities of daily living is not enough. Examples of skilled nursing needs are wound care, diabetic teaching, post hospital management of symptoms and so forth. Once these needs are fulfilled services are usually discontinued. 

Hospice Care

Hospice care in the US is delivered at over 3,200 locations by about 2,600 organizations. Hospice has grown substantially in the past 25 years especially since it became a covered Medicare benefit. Hospice care is still primarily provided by non-profit organizations (72%) though the for-profit sector is growing rapidly (24%) and a small percent are government operated (4%). Almost three-fourths are voluntarily accredited and over 90% are Medicare certified for payment
. All US hospices provide home care and must contract for inpatient care with local hospitals but about 18% run their own inpatient facilities. Hospice care is available throughout the US with only about 1% of very rural counties having no access.

The growth in hospice providers has leveled off in the past few years thought most hospices are growing in size. There was only one hospice delivering care in 1974. Of about 7,000 hospices worldwide almost half are in the US
. 

To qualify to receive hospice care in the US you must have a terminal illness or condition that will result in death within 6 months, if the disease runs its normal course. It is, of course, not possible to accurately predict mortality in all cases, and about 6% of patients admitted to hospice care live longer than 6 months. Also some patients who should have been admitted to hospice are not thought to be terminal when they are and are not receiving hospice care when they should. The other criteria for Medicare patients is that coverage for curative treatment is given up in favor of palliative care, or care whose aim is to maintain comfort and quality of life. The definition of curative treatment however is elusive and some patients want to continue treatments that may offer a chance of some prolongation of life though are not curative. Each patient and family must agree to receive hospice palliative care and forgo curative therapies to receive hospice care. In some cases this constitutes a “terrible choice” of having to choose between good comfort management and continuing a slim chance of temporary recovery. 

The services provided by hospices include home care, inpatient care, medications, medical supplies, infusion therapy, and durable medical equipment. Home care includes nursing services, social work services for counseling and resources, pastoral and other counseling, personal care and homemaker services from home health aides, physical-speech and occupational therapies, with availability of medical and support services 24 hours a day 7 days a week through on-call services. Also hospices provide bereavement support for a minimum of 12 months for surviving family members.

Hospices admitted approximately 775,000 patients in 2001. Of these over 600,000 died, so at least one in every 4 people who died from all causes in the US last year did so under hospice care. Slightly more women than men used hospice care. This is due to the age differential between men and women and the tendency for women to lack a spouse to assist with their care to be admitted to hospice. While hospices in the US initially cared for primarily cancer patients, in 2001 almost half of hospice patients had non-cancer diagnoses, including heart failure, dementia, obstructive lung disease, kidney, and liver failure. Less than one percent of hospice patients now have HIV, since the advent of treatment with protease inhibitors. 

Over 80% of hospice patients are over 65 and while the majority of patients are Caucasian the percentage of blacks is nearing parity with the population. Further work is needed to achieve equitable access for the Hispanic/Latino and Asian populations. 

Almost 95% of hospice care is at the routine home care level, which is intermittent care delivered in a patients home, skilled nursing facility or assisted living setting. Hospice patients are in a hospital only 4.3% of the time. The other two levels of care are continuous home care and inpatient respite care, each less than 1% of days. Continuous care is between eight and twenty-four hours of care delivered in the home by hospice staff during periods of crisis. Inpatient respite care is usually provided in a nursing facility and is simply moving the patient to an inpatient setting for up to five days to allow a family some rest. Most families prefer not to use this service. 

The average hospice patient is on service 48 days and in that time receives 38 visits from staff or about 5 per week
. There is an average of one full time RN on hospice staff for a daily census of each 5 patients, though a full time hospice nurse is usually assigned 8-12 patients to care for. This compares to about 20 patients for each home health agency nurse. Volunteers provide an important supplement to hospice care by providing emotional support and practical assistance to patients and families. About 13% of the care hospices deliver in the US is by approximately 200,000 volunteers who give over 10 million hours annually. 

Hospice care has been found to be cost effective care. By careful attention to the details of symptom management, education of the patient and family, and 24-hour availability of assistance, hospice patients are able to stay at home and make better decisions about their care needs. The cost of hospice care is about $110/day
. We have also found some preliminary evidence that hospice patients may live longer than those pursuing aggressive and ultimately futile treatments. 

The average length of service for hospice patients has been declining in recent years and about one-third of hospice patients in the US are served only 7 days or less. The average of 48 days also includes some who are longer-term patients. With a median of only 21 days the majority of patients are not on service long enough to reap the benefits of good palliative care, which requires about 2-3 months at least to be maximally beneficial
. 

As acute care has declined in the US nursing home care, home health care, and hospice care have increased to meet the growing needs of the elderly and chronically ill. With the enormous growth of the nursing home industry concerns about quality of care and quality of life have arisen. Few people desire to go into nursing home care. It has become a place where people with no one to care for them are compelled to go. During the period of major growth in the home health industry concerns about fraud and abuse have been dealt with, however now services are more limited than before and the incentive for home care providers is to admit and then quickly discharge patients who will ultimately need to pay for ongoing care in the home. 

Hospices have provided a valuable service to those who can be identified as having a limited prognosis. However hospices are underutilized and regulations need to be modified to allow for greater access. Palliative care services both within hospices and independent of hospice care have expanded in the US to provide end-of-life care in the following situations: For patients who want to continue curative treatments up to the point of death; for those dying in hospitals that do not have access to a hospice service; and for those whose prognosis is too uncertain to qualify them for hospice care. 

Payment for Long Term Care

There are two major payers of nursing home care in the US. Medicare (for the elderly, over 65) and Medicaid (for the medically indigent who lack the ability to pay). Together these government programs cover 62% of the cost of nursing home care. The remaining 38% is paid mostly out of pocket by patients or their families with an increasing share being covered by long term care insurance. 

Payment for home health care and hospice comes from a variety of sources. For home care the largest portion is paid by the patients themselves (27%) however this includes mainly those who hire private duty in-home care from a staffing agency. For licensed home health agencies the largest payer is Medicare (26%). In addition private insurance, including long term care insurance but mainly health insurance through employment, covers 19% and Medicaid for the poor covers 10%. Hospice care is paid primarily by Medicare since this population is older and closer to death, however private insurances cover 11% and Medicaid 5%. 

Long-term care insurance is still relatively new in the US and is an entirely voluntary insurance purchased by individuals to insure against loss of assets. The average cost of nursing home care in the US is $50,000 annually. By the end of 2001 8.26 million long term care insurance policies had been issued in the US. Since the introduction of this product in the late 1980’s the annual rate of growth in policies sold was 18%. However this is still a fairly small number of people and it is estimated that over 82 million Americans over the age of 45 have no long-term care insurance coverage. These policies are sold individually or as part of an employer plan. The life insurance market tried to add long-term care coverage as a rider but this product has not grown. 

Long term Care policies generally cover all the kinds of long term care services that could be needed including:

 –Nursing home
–Assisted living facility

–Home health care

–Hospice care

–Respite care

–Coordination or case management

–Homemaker/chore services

–Medical equipment

–Home delivered meals

–Caregiver training

As we look at the projected need for the various long-term care services in the US in the coming decades we see that an increasingly larger share of the population will require such services. For the nursing home population we anticipate seeing an increase from about 2 million to over 5 million individuals. For home health of all types we expect to see a similar increase from 7 million to over 18 million. For hospice we anticipate going from 700,000 to over 2 million recipients. Total long-term care recipients would go from almost 10 million people to almost 25 million or more than double the percent of the population needing long-term care (3.5% to 7.4%).

Recommendations and Conclusions

Several key recommendations emerge from the American experience with long-term care that could be considered. First avoid the creation of large impersonal nursing facilities that can become warehouses for the aged and dying. Our nursing home industry needs to undergo fundamental changes to be viewed by the public as a desirable alternative when a personal residence is not an option. The key to providing effective long-term care is to provide interdisciplinary “person centered” care that is responsive to individual life needs. Care ought to be provided by a team that addresses, not only the medical but the psychological, social, and spiritual needs of the aged and dying. Eligibility for care on should be based on patient and family needs as assessed by competent professionals, not bureaucratic rules or hard to define prognoses. 

Finally I am certainly not in a position to know at all what kind of long-term care is best suited for the Korean community. I can tell you that in the US what our people tell us is that an ideal end of life would be described as being cared for by those who love or care about us; in our home or a place we feel most comfortable; free from pain and other distressing symptoms; with our personal affairs in order; with resolution in our relationships (saying things like thank you, I love you, I forgive you, I’m sorry, and goodbye to the people we care most about); with a sense that our life had some meaning, and with a feeling of anticipation for what lies ahead. 

Thank you for inviting me to speak. 
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