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1

Executive Summary

The quality of long-term care has raised concerns over the years
among local, state, and national policy makers and the public, in-
cluding the users of services and their families. The nursing home

sector in particular remains the focus of continuing concern about the
quality, cost, and accessibility of care and the adequacy of oversight and
enforcement mechanisms. These concerns about problems in the quality
of long-term care persist despite some improvements in recent years, and
are reflected in, and spurred by, recent government reports, congressional
hearings, newspaper stories, and criminal and civil court cases. Debate
also continues over the effectiveness and appropriate scope of state and
national polices to regulate long-term care, reduce poor performance of
providers, and improve the health and well being of those receiving care.
These questions and debates extend beyond nursing homes to home and
community-based services and residential care facilities.

Long-term care covers a diverse array of services provided over a
sustained period of time to people of all ages with chronic conditions and
functional limitations. Their needs range from minimal personal assis-
tance with basic activities of everyday life to virtually total care. Those
needs are met in a variety of care settings such as nursing homes, residen-
tial care facilities, or people’s homes. Of the 190 million people aged
18 years of age and older in 1994, nearly 9 million were using formal
(paid) and informal (unpaid) long-term care. Of these, 6.5 million were
over 65 years and older. The proportion of long-term care users who
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2 IMPROVING THE QUALITY OF LONG-TERM CARE

reported using only informal care dropped from 51 percent in 1984 to 40
percent in 1994, while the proportion who reported using institutional
care increased from approximately 26 percent to 30 percent during the
same period. Elderly people using long-term care in 1994 were older than
in 1984 (mean age up from 79.2 to 80.5 years) and more likely to be
women, to be cognitively impaired, and to have a greater number of
limitations with activities of daily living than those using long-term care
in 1984.

The aging of the U.S. population and the projected growth of the
oldest age bracket (85 years and older) will have a major effect on the
demand for and supply of long-term care services and on the resources
needed to provide those services. The implications of these changes are
enormous as evidenced by the widespread public and policy focus on the
elderly population in discussions of such care. The population aged 85
years and older is the fastest-growing age group in the United States, and
it is the most rapidly growing age group among the elderly population
(65 years and older). Most of the increase in demand for long-term care
services is expected to occur when the “baby boom” generation enters the
elderly ages. The first of this generation will reach age 65 in the year 2011
and the last will do so around 2030.

The older population today, on average, is in better health than its
counterpart of a few decades back. Recent studies have reported declines
in the prevalence of chronic disability among elderly people. Although
their overall health has improved, many elderly persons are dependent
and frail with one or more chronic conditions and the consequent dis-
abling conditions that increase with age. Also, with life expectancies con-
tinuing to rise for most groups, a larger proportion of people lives to age
90 and beyond. Hence the absolute number of years that people with
disabling conditions require long-term care is likely to grow substan-
tially, even if significant declines in disability rates are assumed.

Although long-term care creates the image of an elderly person in a
nursing home, it is not limited to the needs of older persons or to care
provided in nursing homes. Needs can occur at any age. The number of
children and adolescents with severe long-term health conditions, although
small in comparison to the elderly, has grown substantially over the past
two decades and will continue to do so. Advances in medicine and surgi-
cal technologies now allow many children who would have died in previ-
ous eras to survive to adulthood, although often with psychological and
physical impairments. Continuing improvements in medical care that
allow more children and non-elderly adults with serious congenital or
chronic disorders and injuries to survive for longer periods also are likely
to contribute to a growing demand for long-term care services.

Most formal long-term care service is provided through organized
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EXECUTIVE SUMMARY 3

service providers ranging from home and community-based services such
as those provided by home health agencies, nonmedical personal care
and supportive services in individuals’ homes; to community-based resi-
dential care facilities; to institutional facilities such as nursing homes.
Definitions of many of these long-term care service providers vary; states
may label similar services differently or apply similar labels to services
that differ. Although discussions of long-term care policy appropriately
emphasize the role of paid professionals, paraprofessionals, and other
workers, much long-term care is provided by unpaid, informal caregivers,
including family members, neighbors, friends, volunteers from religious
and community organizations, and others. Nearly 65 percent of caregivers
are either the spouses or the children of the long-term care recipients.

In 1986, the Institute of Medicine (IOM) Committee on Nursing Home
Regulations issued its report Improving the Quality of Care in Nursing Homes.
Its recommendations provided the basis for Congress to enact a major
reform of nursing home regulations embedded in the Omnibus Budget
Reconciliation Act of 1987 (OBRA 87). Since the IOM issued its 1986 report,
many changes have occurred. Long-term care is no longer synonymous
with nursing home care. The use of alternative non-institutional settings
for long-term care has increased to include home health care, personal
care, residential care, care management, and other services.

In the context of these evolving long-term care options and needs and
persistent concerns about the quality of long-term care, especially care in
nursing homes, the Robert Wood Johnson Foundation requested that the
Institute of Medicine undertake another examination of the quality of
long-term care provided in nursing homes and other long-term care set-
tings. The Archstone Foundation, Irvine Health Foundation, Department
of Veterans Affairs, and Health Care Financing Administration provided
additional support. The IOM was asked to examine the following:

• the demographic, health, and other characteristics of individuals
requiring long-term care;

• the roles of different long-term care settings in community health care
systems, and the movement of people among long-term care and
other settings (their relationship to other components of community
care systems);

• the current quality of long-term care settings and the extent to which
this has improved or deteriorated in the past 10 to 15 years;

• the impact of regulations, especially the Nursing Home Reforms in
OBRA 87, on such matters as the use of physical and chemical
restraints, advance care planning, provision of adequate nutrition,
identification of substandard facilities or programs, and public access
to information on quality of care; and

Copyright © National Academy of Sciences. All rights reserved.



4 IMPROVING THE QUALITY OF LONG-TERM CARE

• the strengths and limitations of existing approaches to measure, over-
see, and improve quality of care and outcomes in nursing homes and
other long-term care settings and ways of improving them to pro-
mote better quality of care and other outcomes, regardless of setting.

The IOM appointed a committee of experts to examine the above
issues. This report responds to that request. To address its charge in a
systematic manner, the committee conducted a number of activities. It
reviewed and analyzed an extensive body of research, both published
and unpublished, and other relevant reports; analyzed data from various
sources; conducted site visits; heard from a large number of experts and
interest groups at public hearings and a workshop; and commissioned
several background papers.

The scope of the study is broad and complex, covering a wide range
of settings for providing long-term care and the broad range of issues that
affect long-term care. Although the committee recognizes their growing
importance, lack of available data as well as resource and time constraints
prevented the committee from addressing every possible long-term care
service and service setting, population group, and issue. Thus, a fuller
consideration of the quality of long-term care for children, adolescents,
and younger adults with developmental disabilities; personal attendant
services; services for people with severe cognitive impairment; severe
and persistent mental illness; AIDS; and other conditions can and should
be the subjects of separate studies. Likewise, settings such as intermediate
care facilities for the mentally retarded and long-term psychiatric hospi-
tals also are not covered in this report.

In responding to its charge, the committee decided to devote most of
its attention to older adults, both because they are the major users of long-
term care, with prospects for further growth in their numbers, and because
the long-term care literature and policy agendas focus primarily on aged
adults and adults with disabilities. The committee also examined nursing
homes in more depth than other service settings, because of the long-
standing problems of quality of care in these settings, and because of the
paucity of literature on the quality of care in other settings.

Three complementary approaches are generally used for ensuring
quality of care and life in long-term care. They are: (1) standards set and
enforced by government and accrediting agencies, and incentives for
quality improvement through Medicare and Medicaid, and other payers;
(2) consumer information, choice, and market competition; and (3) orga-
nizational and professional commitment to quality improvement.

The committee believes that all three must be pursued effectively to
promote and improve quality in the provision of long-term care. These
approaches to assure and improve quality of care and life in long-term
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care should not be considered as alternatives; they are interdependent.
The regulatory approach does not preclude consumer choice, and both
these external approaches require internal organizational mechanisms to
ensure quality.

The committee’s major findings and conclusions based on this review
and its deliberations are summarized below, followed by the text of the
recommendations.

FINDINGS AND CONCLUSIONS

Assessment of Quality of Long-Term Care

Defining or evaluating quality of long-term care is fraught with prob-
lems, made more difficult by the unevenness of the available empirical
evidence. Although information to evaluate quality of care in nursing
homes is extensive and systematic, for most other settings it is nonexistent
or very limited and lacking in uniformity. Moreover, opinions about what
constitutes excellent, good, or poor quality also are changing and sometimes
conflicting. Some of the available information is open to interpretation,
and conclusions are sometimes based on personal and clinical experience
rather than on empirical evidence.

Standards for evaluating whether quality is good or bad are shaped
by several considerations and circumstances. The committee identified
three specific aspects of long-term care that are relevant for assessing
quality. First, long-term care is both a health program and a social program.
For the health services component, judgments about quality emphasize
medical and technical aspects of care, and such judgments are generally
based on achieving desired health and functional outcomes and on adher-
ence to correct processes of care. For the social services aspect, judgments
about quality place more emphasis on the opinions and satisfaction of
consumers (or their surrogate agents). Second, the potential and actual
role of consumers is an essential element in long-term care. Although a
relatively new concept, long-term care, and therefore the basis for evalu-
ating the quality of such care is being redefined. At least in some care
settings, consumers have assumed a larger role in choosing, directing,
and evaluating many features of their care. Third, for nursing homes and
residential care facilities, the physical environment of the facility can con-
tribute to the physical safety and functional mobility of residents and,
more broadly, to their quality of life. Privacy is an important aspect of the
physical environment, and is intimately tied to the consumer-centered
principles that the committee endorses.

In nursing homes, the committee found that since the implementation
of the Omnibus Budget Reconciliation Act of 1987 (OBRA 87), the quality
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of care has generally improved over the past decade, even though nursing
homes are serving a more seriously ill population. For example, many
facilities have successfully reduced the inappropriate use of physical and
chemical restraints. The focus of increased regulatory scrutiny on these
two areas of care was a major contributing factor in reductions in both of
these. Yet in many nursing homes quality of care continues to be prob-
lematic. Despite these improvements, serious quality-of-care problems
persist in some nursing homes. Pain, pressure sores, malnutrition, and
urinary incontinence have all been shown to be serious problems in recent
studies of nursing home residents. The committee recognizes, however,
that change in eliminating or reducing persistent and serious problems is
a long process requiring diligent monitoring and enforced adherence to
standards.

The quality of life for nursing home residents also has shown some
improvements, but to a lesser extent. As a result of OBRA 87 and in
response to market competition, the quality of life and the physical envi-
ronment in nursing homes have improved somewhat, but concerns
remain. Outside of nursing homes, little is known about the quality of
care or outcomes of services provided by medically oriented home health
agencies, and even less about the quality of social service oriented home-
and community-based services. Residential care facilities, including
assisted living, present a mixed picture in terms of both quality of care
and quality of life. Some offer individualized, high-quality care in facili-
ties that afford privacy, dignity, and individualization. However, others
appear to lack adequately trained staff, and offer neither sufficient amount
of care nor privacy and “homelike” settings. Also, there are indications
that consumers may receive too little information to make informed
choices regarding these facilities and the services provided.

Evidence regarding the quality of home care is more limited than that
for nursing home care, but also points to a mixed experience. Moreover,
most of the research in this area measures satisfaction and unmet need
and not quality of care. Medicare-funded home health care generally
appears to be of adequate quality in terms of the transactions between
caregivers and care users. However, the program has suffered from prob-
lems of overuse and inappropriate use, leading to new constraints on
payments that may adversely affect the availability of services for those
with the most severe care needs. Access to home and community-based
services and especially personal care services for people with disabilities
is not uniformly available across states and appears to be largely unmet.
The committee believes that access to, and choice of appropriate services,
is essential to the quality of care and quality of life for individuals with
disabilities. It concluded that research is needed towards developing an
appropriate array of community-based long-term care services to meet
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the needs of consumers and assess the quality of the services and out-
comes.

Problems with the quality of care being provided in some situations
across all types of long-term care settings remain. Better mechanisms are
needed to more adequately assess quality in these settings. More atten-
tion should be given to these issues including safety, consumer choice in
quality improvement, and broadened participation in decision making.

Assessment Tools for Monitoring Quality

Information based on valid, reliable, and timely data about the care
provided, the recipients, the facilities, and the caregivers is fundamental
to all strategies for monitoring and improving the quality of long-term
care. Such information is of interest to many constituencies, including
consumers, caregivers, provider organizations, managers, regulators, pur-
chasers, and researchers. The committee reviewed the current state of the
major data systems in long-term care and their application for clinical
assessment, quality monitoring, and reimbursement.

At the federal level, three data systems provide basic information on
monitoring compliance with regulations and on the quality of long-term
care offered by nursing homes and home health agencies: (1) the On-line
Survey Certification and Reporting (OSCAR) System for nursing homes
and home health care is a computerized national database for long-term
care facilities used for maintaining and retrieving survey and certification
data for providers that are approved to participate in the Medicare or
Medicaid programs. It provides information on how well a nursing home
has met the regulatory standards in the past and provides on-site surveyors
with background information on past performance. It also has compiled
nationwide data on resident characteristics and conditions, facility char-
acteristics, staffing, survey deficiencies including scope and severity, and
complaints. As such, it serves as a quality assessment tool. OSCAR data
also are used to provide information to consumers through a HCFA-
supported web site on the Internet that contains data on every nursing
home in the United States. The data are collected and updated on a regu-
lar basis by state licensing and certification agencies under contract with
HCFA to conduct Medicare and Medicaid certification surveys.

(2) OBRA 87 reforms require nursing homes to develop a uniform
Resident Assessment Instrument (RAI) for all nursing home residents.
The RAI provides a structured approach to assessment of a nursing home
resident’s need for care and treatment in preparing a plan of care. Its
primary use is clinical, to assess the functional, cognitive, and affective
levels of residents on admission to the nursing home and at least annually
thereafter and when any significant change in status occurs. Individual-
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ized, restorative care plans are developed at this time. The RAI includes a
set of core assessment items, known as the Minimum Data Set (MDS) for
assessment and care screening and more detailed Resident Assessment
Protocols (RAP) in 18 areas that represent common problem areas or risk
factors for nursing home residents. The reliability, validity, and sensitiv-
ity of individual MDS data elements, and composite scales constructed
from these data elements, have been tested and analyzed extensively.

(3) The Outcome and Assessment Information Set (OASIS) for home
health care is a group of data elements that represent core items of a
comprehensive assessment of an adult home care patient, and that form
the basis for measuring patient outcomes for purposes of outcome-based
quality improvement. OASIS is a key component of Medicare’s partner-
ship with the home care industry to foster and monitor improved home
health care outcomes and is proposed to be an integral part of the revised
conditions of participation for Medicare certified home health agencies.

The committee identified a number of technical and methodological
challenges involved in using the data collected in these systems for quality
assessment and other policy related purposes. Despite such problems, the
committee believes that continued use and evaluation of these data sys-
tems is essential.

Other types of long-term care settings, such as assisted living facilities
and non-Medicare-certified home health care providers, have introduced
various consumer-based information systems that include data on the
individual recipients of care. Because a variety of residential care facilities
offer room, board, and supervision to frail individuals without certifica-
tion by the Medicaid or Medicare programs, several states have devel-
oped assessment systems for use in such residential care environments,
based on the RAI and MDS for nursing homes.

States have also designed assessment instruments to determine an
applicant’s eligibility for services under Medicaid waiver programs for
home and community-based services and then to guide the development
of a plan of care and referrals to service agencies for those who are eli-
gible. Many states use these instruments only for Medicaid reimbursed
clients. The nature of the information collected by states varies enor-
mously both across and within states, and although all states use assess-
ments to develop a care plan, the comprehensiveness of the assessment
varies and most states do not have standardized terms. Also, most states
do not require training in the administration of the instrument despite its
importance.

Interest is increasing in the possibility of identifying an instrument or
set of core assessment elements that is applicable to all users of long-term
care regardless of the setting. This interest stems in part from a growing
recognition of the overlap among the characteristics of long-term care
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populations served in different settings and from a desire to compare the
quality of care across settings. The availability of such assessment tools
also might help in monitoring individuals as they move from one care
level or setting to another. Uniform definitions of various community-
based services and programs, common measures, and common sets of
codes for categorizing care users’ physical, cognitive, and emotional func-
tioning would facilitate a common language for assessing long-term care
needs and the outcomes of care. However, much work is needed first to
examine the diversity across states of the services provided, service set-
tings and service arrangements, and the infrastructure for monitoring
quality and then to develop agreements on common core data elements
and uniform definitions of various community-based arrangements across
states.

Quality Assurance Through External Oversight

Organizations providing long-term care are staffed with professional,
paraprofessional, and support staff, and often volunteers. In the final
analysis, the quality and safety of long-term care depends on the actions
of these individuals. External forces, however, can and do influence their
actions by providing guidance and setting expectations for outcomes.
They also can provide incentives, financial or otherwise, for specific ac-
tions that will affect access to and safety of care, and the quality of care
and of life in long-term care settings. These external forces include formal
quality oversight mechanisms, purchasers of long-term care, and fami-
lies. The committee recognizes that other forces—including the mass me-
dia, care management and monitoring programs, and contractor stan-
dards set by purchasers—also influence provider behavior.

Federal and state governments share regulatory responsibilities for
long-term care. Overall, the federal government has a dominant presence
in nursing home and home health regulation through certification for
Medicare and Medicaid participation. States, however, play the major
role in regulating other kinds of long-term care. For example, they set
licensure and other standards for various kinds of residential care arrange-
ments. States also perform many of the certification procedures under
contract with HCFA.

The major goals of long-term care regulation have been described as
consumer protection (specifically, ensuring safety, the quality of the care
received, and the legal rights of consumers) and accountability for public
funds used for care. The central elements of long-term care regulation at
the federal or state level are: establishing quality and related standards
for service providers; designing survey processes and procedures to mea-
sure and monitor actual conditions of residents or clients and to assess
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compliance with the standards; and specifying and imposing remedies or
sanctions for noncompliance.

To assess compliance by nursing homes with Medicare and Medicaid
requirements for participation, HCFA relies on a survey and certification
process administered under contract by state agencies. In recent years,
HCFA has taken several steps or has proposed needed steps to improve
specific areas of weakness, but the committee believes that more should
be done to ensure adequate enforcement of standards. Although the basic
standards for nursing homes are sound, the survey and enforcement of
the standards has been weak with widespread variability across states.
The committee identified a number of ways in which the regulatory sys-
tem can be improved. HCFA can revise some aspects of the survey and
enforcement processes it uses to monitor nursing homes. Some of the
suggested changes include targeting chronically poor performing providers,
paying more attention to chain facilities, focusing on resident problems,
improving sampling techniques and sample sizes, reducing the predict-
ability of the surveys, strengthening consistency of survey determina-
tions, improving complaint investigations, and certifying the accuracy of
nursing home data.

Residential care programs such as board and care homes have been
around for a long time. The regulation of residential care facilities includ-
ing assisted living occurs primarily at the state level. In general, the states
have broad discretion in carrying out this oversight. The state role includes
licensing and monitoring compliance with health and safety regulations
covering such matters as building safety, food handling, medication stor-
age and distribution, and staffing. State standards are highly variable for
these care arrangements including assisted living facilities, a relatively
recent subset of residential care. This variability begins with the very
definition of the kinds of settings subject to particular regulation and
extends to eligibility for service, services provided, staff requirements,
and configuration of personnel and social living spaces.

Unresolved questions remain about the appropriate role of state regu-
latory standards in meeting the needs and preferences of the diverse popu-
lation using long-term care. Research studies have raised serious questions
about the effectiveness of state regulation and licensure promoting quality
in residential care. The committee pointed to a range of actions that might
help improve state-level regulation, beginning with research to examine
the effectiveness of state survey and enforcement activities, especially in
terms of quality of care, quality of life, staffing, and other measures related
to residential care. Although not all committee members agree on the
specifics of how state regulatory systems should be modified, there was
consensus in the committee that, at this time, these mechanisms need not
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mirror the extensive federal regulatory system that is in place for nursing
homes.

Outside of government, advocacy by consumers, family members,
and committed community members historically has played a critical role
in shaping long-term care policy and services. Perhaps the best-known
advocacy effort is the Long-Term Care Ombudsman Program, which was
mandated under the Older Americans Act in 1978. Program staff investi-
gate and resolve problems made on behalf of residents living in long-term
care facilities, and they also help educate the public and facility staff on
complaint filing, new laws governing facilities, and best practices used in
improving quality of care and evaluating care options. Other advocacy
efforts involve resident representatives; resident councils; and family
councils that participate in a variety of activities in nursing homes, assisted
living facilities, and other residential settings; as well as independent
state and national organizations devoted to long-term care issues. Such
efforts are essential to consumer protection and, with adequate funding,
will remain an important part in the overall effort to improve the quality
of long-term care.

Strengthening the Caregiving Work Force

Provision of formal long-term care requires an adequate, skilled, and
diverse work force. Registered nurses, licensed practical nurses, nursing
assistants or aides, and home health aides represent the largest compo-
nent of personnel in long-term care. Other professionals—such as physi-
cians, social workers, therapists (physical, occupational, and speech),
mental health providers, pharmacists, dietitians, and dentists—provide
many different kinds of essential services to at least some of those using
long-term care. Nonprofessionals, who provide the majority of personal
care services, such as assistance with eating or bathing, have a major
impact on both the health status and the quality of life of those receiving
care. In addition to the direct caregivers, administrative, food service
workers, housekeeping staff, and other personnel play essential roles in
long-term care.

Long-term care services are labor intensive, and therefore the quality
of care depends largely on the performance of the caregiving personnel.
Personnel standards vary considerably across long-term care settings.
Federal standards have been set for some personnel in nursing homes and
home health agencies, but not for personnel providing care in other types
of long-term care settings. Some states also have their own requirements
for personnel in the facilities and programs that they regulate, particu-
larly regarding health professionals and long-term care administrators,
but these requirements vary widely across states.
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Most of the research on the relationship between staffing and quality
of long-term care has focused on nursing homes. Some studies have
examined home health care workers, but few of these studies have exam-
ined the relationship between work force characteristics and quality of
care. Little is known about the relationship of staffing to quality of care in
other long-term care settings.

The committee reviewed the research literature, OSCAR data and
HCFA’s time studies to determine if staffing as a measure of quality in
nursing homes has increased since implementation of the 1987 nursing
home reforms embedded in OBRA 87. A slight but noticeable increase in
staffing level has occurred in recent years. This increase may be attributed
in part to the requirements of OBRA 87 and in part to the increased acuity
of residents and the consequent staffing required to provide specialized
services. The committee found a wide range of staffing levels1 in nursing
facilities. Many facilities have adequate staffing levels and provide high
quality of care to residents. However, current staffing levels in some
facilities are not sufficient to meet the minimum needs of residents for
provision of quality of care, quality of life, and rehabilitation. Research
provides abundant evidence of quality-of-care problems in some nursing
homes and such problems are related in part to inadequate staffing levels.

The importance of having adequate staffing is highlighted by a number
of studies, focused on nurses in particular, that point to a positive associa-
tion between staffing levels and the processes and outcomes of nursing
home care. Abundant research evidence indicates that both nursing-to-
resident staffing levels and the ratio of professional nurses to other nurs-
ing personnel are important indicators of high quality of care, and that the
participation of registered nurses in direct caregiving and in the provision
of hands-on guidance to nurse assistants is positively associated with
quality of care. Several studies have shown the importance of nursing
management by professional nursing staff and gerontology specialists in
making improvements in quality of care. A limited number of studies of
other types of non-nursing services, such as physical therapy, also have
found positive benefits in terms of residents’ functional status and the
costs of care. The research literature, however, does not answer the ques-
tion of what particular skill mix is optimal. Nor does it take into account
possible substitutions for nursing staff and ways to best organize all staff.

Moreover, nurse staffing levels alone are a necessary, but not a suffi-
cient, condition for positively affecting care in nursing homes. Many
factors influence the quality of care provided by staff to consumers of

1In this report “staffing levels” includes numbers of staff, ratios of staff to residents, and
the mix of different types of staff in nursing homes and residential care facilities.
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long-term care and their quality of life. In addition to staffing levels,
education and training of staff, supervision, environmental conditions,
leadership and management, attitudes and values, job satisfaction and
turnover of staff, salaries and benefits, and management and organiza-
tional capacity of the facility are all essential elements in the provision of
quality care to residents.

Reflecting on the role of each of these factors, the committee proposes
recommendations for the development of training, education, and com-
petency standards that prepare staff to care competently for all long-term
care users with different needs and characteristics, including participa-
tion in consumer-directed service programs. Furthermore, the committee
recommends that staff not be retained if they have been convicted of a
felony or any crime involving the abuse, neglect, or exploitation of others.
The committee therefore proposes federal legislation requiring timely
background checks before hiring for all personnel in all long-term care
settings.

The committee recognizes that the recommended enhancements
would entail additional costs for care providers. Substantial improve-
ments in the long-term care work force are not possible without increased
resources for care providers. Government policies of reimbursing for long-
term care have an important influence in improving quality of care. At the
same time, there is evidence that some staffing changes, such as increased
professional nurse staffing, might in some cases produce cost savings. For
example, savings could accrue if an increased presence of professional
nurses reduced the incidence of medical problems requiring hospitalization.
Or, higher worker productivity might result if better staffing improved
staff morale, lowered turnover, and reduced on-the-job injuries, which
now are common in nursing homes.

Meeting current and emerging work force needs in long-term care
may be challenged by the nation’s booming economy, which is worsening
the shortage of nurses, home health aides, personal care workers, and
other workers in the health community. The Bureau of Labor Statistics
has projected, for example, that jobs in the long-term care sector will
increase by 1.64 million, or 53 percent, between 1996 and 2006. Consider-
ing the growing emphasis on the provision of care at home or in alternative
residential care settings rather than in nursing homes, total employment
in nursing facilities is projected to grow less quickly, but still substan-
tially. Many of these new jobs will be in what today are relatively low-
paid, low-benefit positions. As recruitment efforts build, it may be more
important than ever to expand training and education and to develop and
implement additional competency standards to ensure that all staff—new
and in place—are able to perform their jobs well and in a manner that is
respectful of those receiving the care. Wages, benefits, and working con-
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ditions need to be improved in order to recruit, retain, and stabilize the
long-term care work force in a competitive market.

Building Organizational Capacity

Measurement tools, quality standards, and external oversight mecha-
nisms all are important for providing quality long-term care, but they do
not ensure that all providers will have the capacity to use the measures
correctly, implement the standards effectively, or respond to oversight as
intended. The committee examined the organizational capacity of providers
to manage information and personnel, the technology and resources needed
to translate knowledge into improved long-term care, and the manage-
ment needed for meeting policy makers’ demands for accountability.
Although the committee focused mostly on nursing homes, many issues
are applicable, directly or with some adaptation, to providers in other
long-term settings and home health care.

The committee found major challenges in all of the areas examined.
For example, a large gap exists between the current state of scientific
knowledge and the capacity of most long-term care providers to imple-
ment that knowledge. In many cases, the missing components are the
number and competence of staff and the amount and type of resources.

In recent years, a number of initiatives have been put in place to
facilitate the ability of nursing homes to produce better outcomes for
people using long-term care. The committee examined four initiatives.
These are: (1) Regulatory standards articulated in OBRA 87 provide nurs-
ing homes with a specific definition of quality; (2) standardized clinical
information systems have been developed in the form of the MDS (this
data set is designed to help nursing homes organize their clinical activi-
ties to meet regulatory expectations for quality of care); (3) evidence-
based practice guidelines, providing the best scientific advice available on
how to treat common health problems, have been developed for some
long-term care settings and common geriatric conditions; and (4) Quality
Improvement Systems that have been successful in settings outside of
health care have been embraced by some nursing homes.

Taken together, these four initiatives logically begin with policies to
define goals for better nursing home care and help providers meet these
goals. However, there is no strong evidence that these approaches have
solved major quality problems in nursing home care. The guidelines
appear neither routinely nor effectively implemented by nursing home
providers nor known by direct care nursing home staff. At least part of
the problem is that practice guidelines are developed rarely with an eye
toward also getting providers to understand what personnel would most
appropriately implement them and what costs are associated with them.
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The committee reviewed several intervention studies and found that
simple (i.e., not technically complicated) interventions can improve nurs-
ing home resident outcomes, but it is doubtful that there is enough staff to
implement these simple but time-intensive interventions. Furthermore,
improvement management models for implementing validated care pro-
cesses require a significant expenditure of time for measurement and
analysis. These expenses increase the total cost. Multiple studies indicate
that staffing in nursing homes is inadequate to provide care that meets
consumer expectations or maximizes residents’ independence, leaving
little time for data collection and evaluation.

The committee concluded that OBRA 87 regulations, information sys-
tems for MDS, practice guidelines, and quality management systems fail
to emphasize the critical capacity issues, perhaps because the technical
expertise of long-term care providers and the necessary tangible resources
are assumed. Practice guidelines, for example, provide specific recom-
mendations about how to treat nursing home residents based on the best
knowledge available in the clinical research literature. None of the guide-
lines, however, includes a description either of the personnel necessary to
implement the recommended treatment steps or of the implementation
costs. Clearly, research is needed to test the feasibility and cost effective-
ness of implementing clinical practice guidelines and proven care inter-
ventions in long-term care settings.

Most nursing homes, even highly motivated ones, may lack the tech-
nical expertise and resources—including but not limited to staffing
levels—necessary to translate OBRA 87 regulations, practice guidelines,
and quality improvement systems into practice. This report emphasizes
the inadequacy of nursing home staffing levels and the consequent defi-
ciency in long-term care services. However, increasing staffing without
simultaneously improving management systems will most certainly result
in less-than-expected improvement. The management problems related
to accurate measurement described in this chapter, as well as numerous
other management issues, will have to be addressed to realize fully the
benefit of increased staffing. These problems should not be used by any
stakeholders to justify abandoning efforts to improve care.

Reimbursing to Improve Quality of Care

Quality improvement initiatives are unavoidably intertwined with
issues of costs and reimbursement. Yet, few efforts have highlighted the
role that reimbursement can play in promoting or inhibiting the quality of
long-term care. Contributing to the lack of emphasis on reimbursement is
the paucity of conclusive data on the subject. Some studies have linked
diminished quality of care in nursing homes to low Medicaid payment
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rates, but others have posited that quality-of-care deficiencies should be
attributed to factors such as excess demand. Although relatively little is
known about the effect of reimbursement on quality of care in nursing
homes, virtually nothing is known about its impact on home and
community-based services.

The impact of changes in reimbursement on the quality of long-term
care is difficult to assess. Almost all of the research literature on the rela-
tionship between financing and quality is limited to nursing homes, is
based on very old data, and does not reflect the regulatory changes required
by the OBRA 87. Moreover, several studies are focused on data from one
or a few states, making it hard to generalize to the nation as a whole.

Two recent developments have directed new attention to the relation-
ship between reimbursement and the quality of long-term care. The fed-
eral Balanced Budget Act of 1997 (the Act) repealed federal standards for
reimbursing nursing home care under the Medicaid program, giving
states virtually unlimited freedom in setting payment rates. For Medicaid
home and community-based waiver services, states have always had com-
plete freedom in determining reimbursement levels.

Second, the Act also dramatically altered Medicare reimbursement
methods for nursing homes and home health care agencies and combined
these changes with large budget savings. In some cases, the changes have
been major. Many observers maintain that both federal actions have led to
payment reductions that far exceed those intended by policy makers.

As states gain new freedom to set Medicaid nursing home reimburse-
ment levels and the federal government reduces Medicare payments, it
becomes increasingly important for states to understand and to be able to
evaluate the possible impact of these changes for access to, and quality in,
long-term care. Recent changes in payment policies are creating great
turmoil in the long-term care sector. The withdrawal of substantial resources
from long-term care providers is troubling, especially because many of
the recommendations in this report require more, not less, funding.

Research on reimbursement and its potential impact on the quality of
care generally focuses on two broad areas of concern: (1) what is the
relationship between the costs of long-term care and the quality of care
and (2) does the method of payment (e.g., flat rate, prospective payment,
use or type of case-mix adjustment), independent of its level, affect the
quality of care? The first policy question is important because as in most
areas of Medicaid policy, nursing home reimbursement levels and methods
vary dramatically by state. The second question is potentially very impor-
tant because government policy makers have considerable control over
these policy levers.

Measuring cost and payment levels is comparatively straightforward,
but measuring the quality of care is not, and the way quality is assessed
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can significantly affect the results of studies that examine the relationship
between the two. All of the studies examined by the committee focused
on nursing homes.

Most studies have analyzed the relationship between cost or payment
levels and quality by using some form of input (e.g., staffing levels) or
process indicator as a measure of quality. This analysis found a small but
positive relationship between Medicaid reimbursement and nurse staff-
ing levels (except for nurse assistants) and reported fewer certification
deficiencies in facilities with higher staffing levels. The complexity of the
relationship among costs, inputs, and outcomes and the dilemma for states
in trying to establish payment rates that are adequate to produce quality
care is illustrated in other studies that found a relationship between cost
or reimbursement level and staffing intensity. All these analyses found
that professional staffing had a positive and significant relationship to
quality of care in terms of outcomes. However, the effects of higher cost or
reimbursement levels on staffing, and of staffing on outcomes, were not
large enough for cost or reimbursement to have a significant impact on
quality as measured by outcomes. Research is lacking in understanding
the effect of changes in payment policies on providers, on accessibility of
services, and on the quality of care.

Although there does not appear to be a simple relationship between
cost and quality, logic suggests that there is some minimal level of reim-
bursement below which it will be either difficult or impossible for nursing
homes to provide an adequate level of care. Moreover, continuing quality-
of-care problems in long-term care should make policy makers alert to the
possible negative impact of reducing the resources available to providers.

RECOMMENDATIONS

On the basis of its findings and conclusions, the committee has devel-
oped five categories of recommendations: (1) access to appropriate ser-
vices, (2) quality assurance through external oversight, (3) strengthening
the work force, (4) building organizational capacity, and (5) reimburse-
ment issues. The committee’s recommendations, grouped according to
these categories, follow. They are keyed to the chapters in which they
appear in the body of the report. The sequence in which the recommenda-
tions are presented does not reflect a priority order.
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RECOMMENDATIONS ON ACCESS
TO APPROPRIATE SERVICES

Recommendation 3.1: The committee recommends that the Department of Health
and Human Services, with input from states and private organizations, develop
and fund a research agenda to investigate the potential quality impact associated
with access to, and limitations of, different models of consumer-centered long-term
care services, including consumer-directed services.

RECOMMENDATIONS ON QUALITY ASSURANCE
THROUGH EXTERNAL OVERSIGHT

Recommendation 4.1: The committee recommends that the Department of Health
and Human Services and other appropriate organizations fund scientifically sound
research toward further development of quality assessment instruments that can
be used appropriately across the different long-term care settings and with differ-
ent population groups.

Recommendation 5.1: The committee recommends that:

• Federal and state survey efforts focus more on providers that are chronically
poor performers by surveying them more frequently than required for other
facilities, increasing penalties for repeated violations of standards, and decertify-
ing persistently substandard providers;

• HCFA’s monitoring in all areas of state survey and sanction activities be
improved by ensuring greater uniformity in state surveyor interpretation and
application of survey regulations, and be reinforced by assistance and sanc-
tions as necessary to improve performance; and

• An analysis to examine if increased funding is needed to allow HCFA to
improve the state survey and certification processes for nursing homes should
be commissioned.

Recommendation 5.2: The committee recommends that state agencies working
with the private sector develop programs to disseminate information to consumers
on (a) the various types of long-term care settings available to them, and (b) where
applicable, the compliance of individual long-term care providers with relevant state
standards.

Recommendation 5.3: The committee recommends that all states have appropri-
ate standard-setting and oversight mechanisms for all types of settings where
people receive personal care and nursing services. The committee recognizes that
before this recommendation can be implemented, research examining the effec-
tiveness of state survey and enforcement activities for residential care must be
undertaken.
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RECOMMENDATIONS ON STRENGTHENING
THE WORK FORCE

Staffing in Nursing Homes

Recommendation 6.1: The committee recommends that HCFA implement the
IOM 1996 recommendation to require RN presence 24 hours per day. It further
recommends that HCFA develop minimum staffing levels (number and skill mix)
for direct care based on casemix-adjusted standards.

Recommendation 6.2: The committee recommends that Congress and state
Medicaid agencies adjust their Medicaid reimbursement formulas for nursing
homes to take into account any increases in the requirements of nursing time to
meet the casemix-adjusted needs of residents.

Education and Training

Recommendation 6.3: The committee recommends that for all long-term care
settings, federal and state governments, and providers, in consultation with con-
sumers develop training, education, and competency standards and training pro-
grams for staff based on better knowledge of the time, skills, education, and com-
petency levels needed to provide acceptable consumer-centered long-term care.

Labor Force Issues

Recommendation 6.4: For all long-term care service workers and settings, the
committee recommends that federal and state governments, as appropriate, under-
take measures to improve work environments including competitive wages, career
development opportunities, work rules, job design, and supervision that will attract
and retain a capable, committed work force.

Recommendation 6.5: The committee recommends federal legislation requiring
timely performance of criminal background checks before hiring for all personnel in
all long-term care settings.

Recommendation 5.4: The committee recommends that the federal and state
governments encourage the development of effective consumer advocacy and
protection programs by providing funding and support for the following types of
activities:

• consumer education and information dissemination initiatives; and
• complaint resolution programs and processes targeted at consumers of

community-based long-term care.
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RECOMMENDATIONS ON REIMBURSEMENT ISSUES

Recommendation 8.1: The committee recommends that, before making deci-
sions to reduce reimbursements, state officials carefully assess the impact on ac-
cess to services and on quality of care of any proposed reductions in Medicaid
reimbursements for nursing home, home health and other home and community-
based services.

Recommendation 8.2: The committee recommends that the Department of
Health and Human Services fund and support research to better understand the
effects of payment policies on accessibility and quality of long-term care services,
including the following:

• the effects of low reimbursement rates or changes in Medicare and Medicaid
reimbursement policies on providers of nursing home, home health, or other
long-term care services;

• the effects of current payment systems, such as prospective payment for nurs-
ing facilities and interim payment systems for home health agencies, on the
accessibility and quality of services; and

• whether states with low Medicaid reimbursement rates (adjusted for geographic
variation in prices and other state-specific requirements) have lower quality of
nursing home care.

RECOMMENDATIONS ON BUILDING
ORGANIZATIONAL CAPACITY

Recommendation 7.1: The committee recommends that the Department of
Health and Human Services fund research to examine the actual time and staff
mix required in different long-term care settings to provide adequate processes
and outcomes of care consistent with the needs and variability of consumers in
these settings, and the fit between these needs and other existing staffing patterns.
The Committee further recommends that the Department of Health and Human
Services, by establishing Centers for the Advancement of Quality in Long-Term
Care, initiate research, demonstration, and training programs for long-term care
providers to redesign care processes consistent with best practices and improve-
ments in quality of life.
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1

Introduction

The quality of care in nursing homes and other long-term care set-
tings is a major concern for local, state, and national policy makers
and is becoming an ever-pressing issue. Recent reports of poor

conditions in nursing homes1 have captured national attention and raise
questions not only for providers but also for the state and federal agencies
responsible for ensuring quality of care in these settings. In 1986, the
Institute of Medicine (IOM) Committee on Nursing Home Regulations
issued its report Improving the Quality of Care in Nursing Homes. Its recom-
mendations provided the basis for Congress to enact a major reform of
nursing home regulations embedded in the Omnibus Budget Reconcilia-
tion Act of 1987 (OBRA 87). The legislation was refined through sub-
sequent enactments in 1988, 1989, and 1990. The Health Care Financing
Administration (HCFA) issued the enabling regulations in 1990, which
were implemented in 1990 and 1991. The enforcement regulations were
issued in 1994 and became effective in July 1995. OBRA 87, and its imple-
menting regulations, substantially extended and reshaped the regulation
of nursing homes aimed at improving the quality of care provided in
these facilities.

Since the IOM issued its 1986 report, many changes have occurred.
Long-term care is no longer synonymous with nursing home care. The

1Throughout the report, the terms “nursing home” and “nursing facility” are used inter-
changeably.

Copyright © National Academy of Sciences. All rights reserved.



22 IMPROVING THE QUALITY OF LONG-TERM CARE

use of alternative noninstitutional settings for long-term care has increased
to include home health care, personal care, residential care, and care man-
agement and other services. Within institutional settings such as nursing
homes, specialized units often termed “special care” units and “subacute
care” units have emerged in an effort to meet the needs of subgroups of
residents such as those with Alzheimer’s disease or with relatively short-
term post-acute care needs, respectively. Over the past decade, federal
Medicare policies dramatically expanded and then more recently con-
tracted coverage for home health care. Moreover, the increased use of
preadmission screening for nursing homes, the expanded role of Medicaid
home and community-based waivers, the introduction of Medicare and
Medicaid managed care programs, the general trend toward prospective
payment and more rapid discharges from hospitals, and the emergence of
various long-term care provider industries, all have altered the patterns
of long-term care. These arrangements also offer more alternatives for
long-term care users and their family members.

This expanding range of services and service settings reflects, among
other things, better understanding of the preferences and values of people
needing long-term care; medical and technological advances that allow
more care to be provided outside hospitals and other institutions; and
pressures to cut costs by shifting more care from hospitals to other set-
tings that are thought to be less costly. Managed care organizations have
not been major participants in long-term care delivery, but their decisions
about hospitalization, home care, rehabilitation, and similar matters have
spillover effects to the long-term care sector.

Changing cultural perspectives about people with long-term care
needs also are influencing the nature of long-term care. These individuals
are being viewed as people not only with needs and vulnerabilities but
also with preferences to retain some control over major elements of the
care they receive. As encouraged by the 1986 IOM report and by others,
assessment of the quality of long-term care increasingly includes atten-
tion to the quality of life, including satisfaction with care, experienced by
those receiving such care.

LONG-TERM CARE NEEDS

The implications of the aging of the population for the demand for
long-term care and for the widespread public and policy focus on the
elderly population in discussions of such care are a long-standing con-
cern. The U.S. population is aging and the elderly population is growing
older. The population aged 85 years and older is the fastest-growing age
group in the United States, and it is the most rapidly growing age group
among the elderly population. Most of the increase in demand for long-
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term care services is expected to occur when the “baby boom” generation
enters the elderly ages. The first of this generation will reach age 65 in the
year 2011 and the last will do so around 2030. The proportion of the
population aged 65 or older is expected to increase from 13 percent in
1996 to 20 percent in 2030, and the number of people in this age group is
projected to more than double, from 33.9 million to 69.4 million (Census,
1996). During this same period, the number of people 85 years of age and
older is expected to more than triple, increasing from about 2.3 million to
about 8.8 million, and will continue to grow as the baby boomers reach
these oldest ages. This rapid growth in the oldest-old population (85 years
and older) will have a major effect on the demand for and supply of long-
term care services and the resources needed to provide these services.
Friedland and Summer (1999) project that by 2030, between 10.8 million
and 14 million older Americans will need long-term care, and between 4.3
million and 5.3 million of these will need nursing home care.

An important question for long-term care planning is whether people
will experience disabling conditions and need long-term care for a smaller
fraction of their years in old age compared to their predecessors. The
older population today, on average, is in better health than its counterpart
of a few decades back. Recent analyses have reported declines in the
prevalence of chronic disability among elderly people, with declines
greater in recent (1989–1994) than in earlier (1982–1989) years (Manton et
al., 1993, 1997; Singer and Manton, 1998). These findings have led some to
suggest that the increasing number of older people may not bring a corre-
sponding magnitude of increase in the number requiring long-term care.
Although their overall health has improved, many elderly persons are
dependent and frail with one or more chronic conditions and the conse-
quent disabling conditions that increase with age. Some of these condi-
tions may be life threatening; others affect quality of life. Also, with life
expectancies continuing to rise for most groups, a larger proportion of
people lives to age 90 and beyond. Hence the absolute number of years
that people with disabilities require long-term care is likely to grow sub-
stantially, even if significant declines in disability rates are assumed.

Although long-term care conjures up the image of the elderly person
in a nursing home, it is not limited to the needs of older persons. This
need can arise for any age group—children, adolescents, and younger
adults. Nearly 58 percent of people with limitation of activity caused by a
chronic condition or impairment are of working age; about 32 percent are
elderly, and approximately 10 percent are children (Trupin and Rice,
1995). The number of children and adolescents with severe long-term
health conditions, although small in comparison to the elderly, has grown
substantially over the past two decades and will continue to do so. They
include children with chronic conditions and those who are dependent on
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technology. Advances in medicine and surgical technologies now allow
many children who would have died in previous eras to survive to adult-
hood, although often with psychological and physical impairments. Con-
tinuing improvements in medical care that allow more children and non-
elderly adults with serious congenital or chronic disorders and injuries to
survive for longer periods also are likely to contribute to a growing demand
for long-term care services. Such care for children requires more than a
scaled-down version of care for adults; it requires provision of social
support services and coordination with the educational system.

Others with long-term care needs that differ from those of the elderly
include a growing population of physically and developmentally dis-
abled2 adults, some of whom have outlived the ability of their aging
parents to care for them. This group includes both individuals who have
always lived in the community and those who formerly lived in institu-
tions, sometimes until legal action prompted states to support noninstitu-
tional alternatives for their care. People with severe and persistent mental
and cognitive problems also have distinctive long-term care needs (Kuntz,
1995; Levin and Petrila, 1996). Over time, they may cycle through alternat-
ing periods of needing long-term care services and being able to function
without them.

Continuing Concerns About Quality

Concerns about problems in the quality of long-term care, especially
care in nursing homes, persist despite some improvements in recent years.
The nursing home sector in particular remains the focus of continuing
concern about the quality, cost, and accessibility of care and the adequacy
of oversight and enforcement mechanisms. These concerns are reflected
in, and spurred by, recent government reports, congressional hearings,
newspaper stories, and criminal and civil court cases (GAO, 1998a, 1999a–e;
HCFA, 1998a; OIG, 1998). Consumers often dread the loss of control
signaled by admission to a nursing home and express anxiety about
quality of life. Debate also continues over the effectiveness and appropri-
ate scope of state and national polices to regulate long-term care, reduce

2For purposes of determining eligibility for government programs, developmental dis-
abilities, originally defined on a condition-by-condition basis (e.g., mental retardation, cere-
bral palsy), are now defined as severe, chronic functional limitations that are due to mental
or physical impairments, manifested before age 22, and likely to continue indefinitely
(Braddock et al., 1998). The limitations must affect three of seven areas of major life activi-
ties: receptive and expressive language, learning, mobility, self-care, self-direction, capacity
for independent living, and economic self-sufficiency. The majority of those with develop-
mental disabilities are mentally retarded.
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poor performance of providers, and improve the health and well-being of
those receiving care. These questions and debates extend beyond nursing
homes to home and community-based services and residential care facili-
ties, with emphasis on contracting and disclosure practices, consumer
education, and staff training.

THE IOM STUDY

Committee Charge

Now, more than a decade since the 1986 IOM report, it is timely to
take another look at the state of quality in long-term care and to consider
quality assessment and improvement strategies. In the context of evolving
long-term care options and needs and persistent concerns about the qual-
ity of nursing home care, the Robert Wood Johnson Foundation requested
the Institute of Medicine to undertake another examination of the quality
of long-term care provided in nursing homes and other long-term care
settings. Additional support was provided by the Archstone Foundation,
Irvine Health Foundation, Department of Veterans Affairs, and Health
Care Financing Administration. The IOM was asked to examine the
following:

• the demographic, health, and other characteristics of individuals
requiring long-term care;

• the roles of different long-term care settings in community health care
systems, and the movement of people among long-term care and
other settings (their relationship to other components of community
care systems);

• the current quality of long-term care settings and the extent to which
this has improved or deteriorated in the past 10 to 15 years;

• the impact of regulations, especially the Nursing Home Reform Act
of 1987 (OBRA 87), on such matters as the use of physical and chemi-
cal restraints, advance care planning, provision of adequate nutrition,
identification of substandard facilities or programs, and public access
to information on quality of care; and

• the strengths and limitations of existing approaches to measure, over-
see, and improve quality of care and outcomes in nursing homes and
other long-term care settings and ways of improving them to pro-
mote better quality of care and other outcomes, regardless of setting.

The broad mandate of this study reflects the evolution of long-term care
since the 1986 committee report was issued.

The IOM appointed a committee of 17 members representing a range
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of expertise related to the scope of this study. The members of the com-
mittee consisted of academic health professionals, researchers, health pro-
viders, and long-term care advocates. This report presents the results of
the examination by the committee, which began its work in early 1997.

Study Method

The committee examined the statutory requirements for long-term
care services; conducted extensive reviews of research literature and em-
pirical evidence; and gathered information during site visits, a public
hearing, and two workshops. It relied mainly on existing information
from a variety of sources, reviewing and analyzing research literature on
the varied topics covered in this report.

From early 1997 to April 2000, the committee met on eight separate
occasions to discuss long-term care dynamics with a focus on quality.
Some of these meetings consisted of workshops that were open to the
public. They provided an opportunity for the committee to expand its
perspective and views by obtaining a wide range of opinions from inter-
ested and concerned groups—such as health care associations and advo-
cacy groups from skilled nursing facilities, home health agencies, and
assisted living agencies—on matters under consideration, especially ideas
and concepts of how the presenters perceive, measure, and evaluate quality
within the different long-term care settings. A listing of the meetings and
the presenters can be found in Appendix A.

The committee commissioned five background papers in order to
obtain expert and detailed analysis of some of the key issues.

1. “Issues in the Quality of Long-Term Care for Children,” by Ruth E.K.
Stein, M.D.

2. “The Characteristics of Long-Term Care Users,” by William D. Spector,
Ph.D., John A. Fleishman, Ph.D., Liliana E. Pezzin, Ph.D., and Brenda
Spillman, Ph.D.

3. “Quality of Care Problems Persist in Nursing Homes Despite
Improvements Since the Nursing Home Reform Act,” by Marie F.
Johnson, M.D., and Andrew M. Kramer, M.D.

4. “Work Force Issues and Quality of Long-Term Care,” by Penny
Hollander Feldman, Ph.D.

5. “Long-Term Care Financing and Quality of Care,” by Joshua M.
Wiener, Ph.D., and David G. Stevenson.

The committee appreciates and values their contributions.
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BASIC CONCEPTS AND DEFINITIONS

Long-Term Care

For purposes of this report, long-term care is broadly defined as an
array of health care, personal care, and social services generally provided
over a sustained period of time to persons with chronic conditions and
with functional limitations.

Functional limitations are typically assessed as limitations in activities
of daily living (ADLs) or instrumental activities of daily living (IADLs). ADLs
reflect an individual’s capacity for self-care. They usually refer to the five
basic functions: bathing, dressing, eating, transferring in and out of bed or
chair, and using the toilet. Mobility assistance is often included. IADLs
involve more complex tasks that enable an individual to live indepen-
dently in the community. These include doing light housework, managing
money, shopping for groceries or clothes, using the telephone, preparing
meals, taking medications, and communicating verbally or in writing. For
children, especially very young ones, ADLs and IADLs become very
difficult to measure. Given the basic dependence of young children on
adults around them, developmental milestones may form more reliable
comparisons.

Health care includes medical, nursing, and other care provided by
nurses, nursing aides, therapists, physicians, and other health workers
serving people who need long-term care. Personal care services include
assisting people of all ages with chronic conditions and limitations with
ADLs. These services are “provided by an individual qualified to provide
such services” (42 C.F.R. 440.167). (Skilled services that may be performed
only by a licensed health professional are not considered personal care
services.) Social services are diverse and include linking people to a range
of community resources and services, assisting in the resolution of family
or financial problems, and arranging social and educational activities. A
sustained period of time has no official definition but is often considered to
be three months or more.

Formal long-term care refers to a range of health care and supportive
services provided by individuals and organizations paid to provide such
services. Much long-term care, however, is informal—provided on an
unpaid basis by family members and friends. Most discussions of quality
assessment and improvement focus on formal care, but support for and
assessments of informal services are also relevant to a comprehensive
understanding of the experiences of those receiving long-term care.

Long-term care is generally distinguished from acute and primary
care both by its duration and by its greater emphasis on personal care and
social services, but the boundaries can blur, especially for people with
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serious chronic illness. Moreover, people receiving long-term care also
require a variety of preventive, primary, and acute care services, some of
which (e.g., immunizations) may be delivered by long-term care providers.

Long-term care goals and strategies may vary for different popula-
tions. For children, the definition and goals of long-term care have to take
developmental status into account. Many of the services (e.g., assistance
with dressing and financial matters) that might meet the definition of
long-term care for adults would be provided as a matter of routine to
developmentally normal children, especially younger children.

Consumer-Centered Care

Consumer-centered care, or patient-centered care, is health care that is
closely congruent with and responsive to patients’ wants, needs, and pref-
erences (Gerteis et al., 1993). The term is used to refer to a shift from a
more professional-driven health care system to one that recognizes and
incorporates an individual patient’s perspectives (Laine and Davidoff,
1996). Elements of consumer-centered care include individualized care
planning and delivery of services; participation of a consumer or a
consumer’s family and other intimate caregivers in care planning and deliv-
ery; consideration of consumer values, culture, traditions, experiences,
and preferences in the definition and evaluation of the quality of care; and
recognition and support of consumer self-care capabilities, including in-
tegration of formal services with informal supports.

The notion of consumer-centered care is not a new one, but it has
accelerated rapidly in recent years and there is now tangible evidence, at
least in the acute and primary care encounters, of consumer-centered care
in many facets of health care delivery and financing, medical law, and
quality assessment (Laine and Davidoff, 1996).

Historically much health care, particularly institutional care, has
operated in a health care environment managed by professionals whose
training and medical ethics standards have traditionally emphasized
expertise, responsibility, and benevolence more than patient autonomy
and informed decision making (see Cassell, 1991; Gerteis et al., 1993;
Goodwin, 1999). Over the last three decades, however, there has been a
shift in health care decision-making approaches from the more paternalistic
patient-physician relationships to deliberative models that engage the
patient in active discourse in order to incorporate the patient’s perspec-
tive when determining the optimal course of action (Slack, 1977; Kassirer,
1983; Quill, 1983; Emanuel and Emanuel, 1992; Laine and Davidoff, 1996).

Legislative developments lend support to various aspects of consumer-
centered care, specifically, greater recognition of consumer preferences in
health care decision making and expansion of health care delivery options.
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The Americans with Disabilities Act of 1990 (ADA) has set the standard
for various legal and policy efforts. The Patient Self-Determination Act
(PSDA) of 1990 requires every health care facility that participates in Medi-
care and Medicaid to inform adult patients about advance directives (P.L.
101-508). Although the actual impact of the PSDA is debatable, the intent
is to empower patients to take part in health care decisions that affect the
duration and condition of their lives (Emanuel et al., 1993; Laine and
Davidoff, 1996).

The term consumer-directed services goes beyond the concept of consumer-
centered care to address the capacity of individuals to “assess their own
needs, determine how and by whom these needs should be met, and
monitor the quality of services they receive” (National Institute on
Consumer-Directed Long-Term Services, 1996, p. 1). To date, consumer-
directed services for long-term care are most often considered within the
context of home and community-based personal attendant services
(Litvak et al., 1987; Doty et al., 1996; Scala and Mayberry, 1997). Much of
the foundation for the development of consumer-directed services for
long-term care can be traced to the Housebound and Aid and Attendance
Allowance Program operated by the Veterans Administration (Cameron,
1993), and to the models of personal assistance services for persons with
physical disabilities developed through the independent living move-
ment (DeJong et al., 1992). Consumer-directed models of long-term care
services for these populations include: (1) consumer selection, training,
and supervision of caregivers and providers of service; (2) individualized
supports essential to maintaining the consumer’s health and quality of
life in the community (e.g., personal assistance, assistive devices, environ-
mental modifications, consumer education, service coordination, and fam-
ily and social supports); (3) consumer involvement in the development
and approval of support plans and the authorization of payment; and
(4) consumer monitoring of the quality of care (DeJong et al., 1992; Fenton
et al., 1997; Scala and Mayberry, 1997). Such models have been applicable
mostly to people with physical and developmental disabilities using per-
sonal attendant services, although some approaches to consumer-directed
services are beginning to emerge for the elderly population with chronic
illness and functional limitations.

Quality of Care

Assessments of the quality of the health, personal, and social services
that make up long-term care draw not only on concepts used in assessing
the quality of health care but also on concepts of quality of life. Broadly
defined, quality of life reflects “subjective or objective judgment concern-
ing all aspects of an individual’s existence, including health, economic,
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political, cultural, environmental, aesthetic, and spiritual aspects” (Gold
et al., 1996, p. 405). Health-related quality of life refers to those aspects of a
person’s overall well-being that are affected by health status or health
care (Gold et al., 1996). The quality of health care has been defined as “the
degree to which health services for individuals and populations increase
the likelihood of desired health outcomes and are consistent with current
professional knowledge” (IOM, 1990, p. 21).

The reference to desired health outcomes and quality of life empha-
sizes health and well-being as viewed and valued by people for them-
selves, not just as defined by health professionals or others. The impor-
tance that people using long-term care assign to various dimensions of
health and well-being will vary depending on their circumstances (e.g.,
nature of health problems, age, family situation), expectations, and values.
In some cases, efforts to improve one desired outcome (e.g., indepen-
dence) may compromise another (e.g., avoidance of injury to self or others),
and different people may value and balance these and other outcomes
differently. In some cases, people may reject health care that would improve
certain health outcomes at the expense of their quality of life. A com-
monly cited example is a person who rejects difficult therapies that might
extend life for a few days or weeks and opts, instead, for palliative care
that emphasizes physical and emotional comfort.

Another consideration in assessing the quality of long-term care is the
nature of desired and expected outcomes and the appropriate care to
achieve those outcomes, all of which may vary for different populations.
Unlike acute care, which is usually expected to restore people to good
health, the desired outcome of long-term care (and chronic care generally)
will often be preventing or slowing further declines in health status and
functional capacity for people with disabling conditions. After initial
periods of more intensive service including habilitative or rehabilitative
service,3 many people adapt to their chronic conditions and disabilities
and can sustain themselves for long periods with limited medical, per-
sonal, or social assistance. In particular, the long-term needs of children
and adolescents may change drastically over several years. They may
require long-term care services for lengthy periods, but the goal—often
but not always achieved—is eventual independence from long-term care
services and integration into the community as participating members of
society.

3Rehabilitative services aim to restore function that once existed, whereas habilitative
services are aimed at initially developing a function that had not existed (e.g., helping
children with congenital disabilities achieve more than they would without special assis-
tance).
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A consumer-centered approach to long-term care would necessitate a
fundamental shift in the approach to determining and evaluating the
quality of that care. The locus for defining quality of care and desired
outcomes would need to be extended from the care provider to the alli-
ance of provider and consumer. The definition of quality of care would
need to be expanded beyond health and safety outcomes to include out-
comes such as quality of life and autonomy. The measurement of consumer-
centered care would be incorporated as a complement to those of patient
health and safety, and effectiveness and efficiency of care. Outcomes and
other indicators of the quality of care likewise would need to be extended
from traditional clinical health assessment to include consumer-reported
experiences of care, processes of care, satisfaction with care, as well as
consumer self-report of the achievement of health outcomes and quality
of life goals specified in a care plan. Finally, the collection of data to assess
the quality of care would need to be accomplished by providers and
consumers jointly seeking to identify processes of care and environments
that achieve desired outcomes, to target areas for care improvement, and
to assign responsibilities for implementing these improvements. These
approaches to evaluation of consumer-centered quality of care, although
understood at a conceptual level, are just beginning to be translated into a
valid and reliable technology for quality of care assessment and improve-
ment (see, for example, the Picker Institute, 1995).

General Principles

The committee was guided in its deliberations by several working
principles including a mix of value statements and empirically based
assumptions. These principles are not absolutes, and in some situations
they may conflict with one another or with other important principles
that guide health care or public policy. For example, accommodating the
desire to live at home or in other settings that offer more independence
than a nursing home may, because of the higher risk of injury, conflict
with society’s commitment to establishing basic safety standards for cer-
tain products and services. Despite the potential for such conflicts, the
committee believes that these principles should help shape efforts to pro-
tect and improve the quality of long-term care.

1. Long-term care should be consumer-centered rather than solely provider-
centered. Consumer-centered care focuses on the needs, circum-
stances, and preferences of people using care and their families, and
involves them, to the extent possible, in planning, delivering, and
evaluating long-term care. Provider needs and circumstances (e.g.,
the need for cost efficiency and to react to short staffing) are important
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but secondary. Although the principle may seem clear and simple,
caregivers, providers, policy makers, and others can find it difficult to
remain consumer-centered when confronted with the practical, day-
to-day realities of organizing, delivering, financing, and regulating
care across the array of long-term care settings and services. More-
over, given resource constraints and the frail condition of many of
those using long-term care services, especially residents in nursing
homes, often it may be impractical to ask people about how they
experience and value the care they receive. Inadequate staffing in
terms of numbers as well as education and training, combined with
high turnover rates, also tends to lead to care that is provider-centered
rather than consumer-centered.

2. A system of consumer-centered long-term care should be structured to serve
people with diverse characteristics and preferences. The system should
provide for people of all ages, race and ethnicity, income, family sup-
port, and all kinds and levels of physical, mental, and cognitive ill-
nesses and functional limitations.

3. Reliable and current information about the options available and the quality
of care provided should be easily accessible to allow people to make informed
choices about long-term care. The growth and variability of options in
long-term care service, the diversity of state programs to license or
monitor them, and even the inconsistent language used in talking
about long-term care needs and services make the development of
coherent information and its communication particularly important.

4. Access to appropriate long-term care services is both a quality of care and a
quality of life issue. Historically, long-term care has been nearly syn-
onymous with institutional long-term care. Individuals with severe
disabling conditions may need an array of services ranging from
institutional services, residential care, and home care, to a variety of
home and community-based personal assistance services. The ability
to choose the type of services and the setting of services that are most
appropriate to the needs and wants of the individual is an important
consideration. Access to such services can make an important differ-
ence in the quality of life and quality of care for individuals with
chronic conditions and functional limitations who want to remain at
home or in the community.

5. Measures of the quality of long-term care should incorporate its many
dimensions, especially quality of life. Such measures should reflect the
broad range of social, psychological, physical, and medical needs of
consumers of long-term care service. Quality of life was emphasized
in the 1987 nursing home reforms, and assessment of quality of life is
especially relevant for evaluating care for people with chronic dis-
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abling conditions that substantially limit their control over their life
and environment.

6. Providers should be held accountable for their performance in providing
high-quality long-term care, including the outcomes of care that they could
affect. A system of accountability requires (1) identification of stan-
dards of acceptable performance, (2) measurement tools and informa-
tion systems that allow informed measurements and assessments of
performance, and (3) dissemination of these assessments to the parties
to whom accountability is owed.

7. A motivated, capable, and sufficient work force is critical to quality long-
term care. Although the physical environment and other factors are
important, the final common pathway for providing high-quality
long-term care is the individual caregiver. If staff are poorly educated,
trained or supervised, mismatched in skills to the needs of those
requiring care, demoralized by their working conditions, or over-
whelmed by their workload, it is virtually impossible to achieve
acceptable quality care, especially care that is consumer-centered.

8. Improving the quality of long-term care requires sustained government com-
mitment to develop and implement fair, effective regulatory and financing
policies. Policy makers and payers have a fiduciary responsibility to
see that public funds for long-term care are used well. They also have
a broader responsibility to protect public health and safety. In setting
forth the basic standards for providers of care, federal and state poli-
cies provide a foundation and safeguard for the other principles enu-
merated here. Although consumer choice and market forces have roles
to play in the evolution of more consumer-centered long-term care,
neither can operate effectively without a basic regulatory framework
that covers contracting, information provision, complaint handling,
and similar matters.

9. Improving quality of care must be an ongoing objective. Building the capac-
ity for high-quality long-term care depends on improved knowledge of the
practices and policies that contribute to the well-being of people using that
care. Improvement in quality of care should be informed by scientific
evidence linking alternative modes of care to desired outcomes and
be guided by structured procedures to evaluate processes and out-
comes of care, to identify areas of improvement, and to design and
test actions that improve care.

Although not stated as a formal principle, the committee also urges
consideration of the value of two principles for guiding and improving
individual behavior that are grounded in centuries’ worth of social evolu-
tion. One rests on the ideal of high personal ethics. This ideal applies to
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informal and formal caregivers alike, as well as to managers, policy makers,
and all those making decisions about long-term care for others. Building
on and going beyond this ideal is the principle of professionalism. External
regulations, internal management structures, and impersonal market
forces cannot compensate for caregivers, managers, and others involved
in long-term care who lack an engaged conscience informed by personal
and professional standards and values.

SCOPE AND LIMITATIONS

The scope of the study is very broad and complex, covering a wide
range of settings for providing long-term care. Although the committee
recognizes their growing importance, for reasons of lack of available data
as well as resource and time constraints, the committee was unable to
address every possible long-term care service and setting, population
group, and issue that might be considered relevant or related to its charge.
For instance, a fuller consideration of the quality of long-term care for
children, adolescents, and younger adults with developmental disabilities;
personal attendant services for people with severe cognitive impairment,
severe and persistent mental illness, AIDS, and other conditions; and
some settings such as intermediate care facilities for the mentally retarded,
long-term psychiatric hospitals, and others can and should be the subjects
of separate studies. The committee discussed the issues surrounding the
movement of people among long-term care settings and providers, but
time and resource constraints, as well as lack of sufficient information,
prevented the committee from fully addressing this issue.

This report addresses the current status of long-term care quality and
proposes ways to build a better policy environment in long-term care.
Three criteria guided the committee in the content of the report and its
recommendations. First, the subjects examined should be within the pur-
view of the committee, and the topics should be relevant to and within the
scope of the study. Second, the evidence must be sufficient to support and
justify its findings, and recommendations must be adequately supported
by evidence and analysis. Third, a recommendation should be attainable
at reasonable cost. The committee deliberated long and hard on the vari-
ous issues, findings and conclusions. Not all agreed on all recommenda-
tions, but most agreed with the overall report. Some disagreed with the
wording of recommendation 3.1 and some expressed dissatisfaction with
the report’s discussion of regulatory issues. Their separate dissenting
opinions are included in Appendix B.
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Organization of the Report

The various services and settings for the provision of long-term care
represent related but separate sectors of care often facing different issues
with regard to topics studied by the committee. As stated earlier, the
nature and extent of systematic empirical information also vary by pro-
viders and settings. In fact, a major problem in developing a balanced
examination of the issues across settings is the paucity of reliable and
systematic data and research for most of the care settings with the excep-
tion of nursing homes. Therefore, for the most part they are discussed
separately within each chapter.

Chapter 2 summarizes the profile of long-term care in terms of who
uses it, who provides it, and how it is currently financed.

Chapter 3 provides a framework for assessing the quality of long-
term care and summarizes what is known about the current state of
quality in different settings of long-term care. Chapter 4 discusses the
current information systems for monitoring performance that could be
used to assess, monitor, and improve quality of care.

Chapters 5 through 9 examine a range of issues and needed changes
leading toward building a better policy environment in long-term care.
These efforts include improvements in defining and enforcing basic stan-
dards of care, maintaining an adequate and qualified work force, building
organizational capacity to improve care, and finally, designing reimburse-
ment methods that encourage both quality and efficiency in care.

Although the committee has made every effort to obtain data and
objective evidence based on research, some of its conclusions are neces-
sarily derived from professional judgment based on the expertise and
experience of committee members and on testimony and information pro-
vided by constituencies. In such cases, the committee has so indicated.

The report considers similarities and differences in the circumstances
and concerns of various users of long-term care, including children, but it
devotes more attention to older adults, both because they are the major
users of long-term care, with prospects for further growth in their num-
bers, and because the long-term care literature and policy agendas also
focus on aged adults and adults with disabilities. The report reviews
nursing homes in more depth than other service settings because of long-
standing problems of quality of care in these settings and because the
literature on the quality of care in other settings is very limited.
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2

Profile of Long-Term Care

Long-term care covers a diverse array of services provided over a
sustained period of time to people of all ages with chronic condi-
tions and functional limitations. Their needs for care range from

minimal personal assistance with basic activities of everyday life to virtu-
ally total care. Those needs are met in a variety of care settings such as
nursing homes, residential care facilities or people’s homes. People follow
various paths in long-term care, reflecting differences in their health and
functional status, variations in individual and family preferences and
values, economic circumstances, and geographic location. In combina-
tion, these factors shape both the options and resources available to people
needing long-term care and the ways in which they understand and evalu-
ate their choices. Transitions in care occur not only because of changing
care needs, but also because of changing family or financial circumstances
and changing options or preferences for care. In some cases, regulatory
policies, funding strategies, and provider capabilities, can require a person
to move from one setting to another. Such transitions in care—voluntary
or involuntary—can lead to difficulties that range from emotional to
social, physical, and logistical.

This chapter presents a brief overview of the characteristics of the
people using long-term care, the settings in which such care is provided,
financing of the care, and coordination of care. As indicated in Chapter 1,
learning about people who use long-term care and the various providers
of care is complicated by the lack of comprehensive and systematic data
across all long-term care settings and uniform definitions within settings.
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Although an effort has been made in this report to touch on all aspects of
the long-term care landscape, not all possible users and providers of long-
term care are addressed. The discussion often emphasizes the elderly and
care in nursing homes. The information on providers and users of long-
term care services in this chapter is based mostly on the periodic national
surveys of nursing homes and home health and hospice care conducted
by the National Center for Health Statistics (NCHS) and a few ad hoc
studies of other providers such as board and care homes and assisted
living facilities. It also draws heavily from the analysis of the characteris-
tics of long-term care users by Spector and colleagues (1998) using data
drawn from four principal data sources, with varying reference dates and
sometimes varying definitions of terms such as disability.1  The data in
their analysis rely on household surveys or surveys specifically of the
elderly or of nursing home residents. Only one survey provides data on
children using home and community-based services, and none includes
people in state mental hospitals or in intermediate care facilities for people
with mental retardation.

Adler (1995) estimated that in 1990, approximately 12.7 million people
living in the community including certain institutional settings (about 5
percent of the total population) had long-term care needs. Nearly 58 per-
cent of those with long-term care needs were aged 65 or over, and almost
81 percent were living in the community rather than in institutions such
as nursing homes. The population with long-term care needs represented
about 30 percent of a larger population of 42.7 million people (17 percent
of the total population) who had disabilities.

Use of long-term care services may not always equate with need for
such services. Some people who, by their own assessment or according to
expert criteria, need long-term care services may be unable or unwilling
to obtain care, even informal care from family members. Others who use
formal long-term care services may not have functional limitations. For
example, one national survey reported about 3 percent of nursing home
residents needed no assistance with activities of daily living (ADLs)
(Krauss and Altman, 1998). These residents, however, may have clinically
complex conditions that require daily nursing care and monitoring.

Even though different long-term care settings tend to emphasize
different types of care, they commonly serve mixed populations with

1Much of the analysis was taken from the background paper commissioned from Spector,
Fleishman, Pezzin, and Spillman for use by the Institute of Medicine committee. The princi-
pal data sources for this analysis are the 1994 Disability Supplement to the National Health
Interview Survey, the National Long-Term Care Survey, the Assets and Health Dynamics
of the Elderly Survey, and the nursing home component of the Medical Expenditure Panel
Survey.
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overlapping characteristics. Moreover, states differ in their regulations
regarding “appropriate” residential care settings for people with specific
characteristics and care needs. For example, some state policies allow
assisted living facilities to serve people who meet the criteria for nursing
home admission, whereas other states explicitly prohibit the admission or
retention of such individuals in these settings (Mollica, 1996, 1998). Thus,
the characteristics of the assisted living populations may vary across
states, depending on such admissions policies. Unfortunately, no single
comprehensive source of data exists on the various settings and the users
of long-term care.

 CHARACTERISTICS OF LONG-TERM CARE USERS

Adults

Of the approximately 190 million people aged 18 or over in 1994,
nearly 9 million were using formal and informal long-term care (Spector
et al., 1998). Of these, 6.5 million were over age 65. Between 1984 and
1994, the number of persons 65 years and older using formal and informal
long-term care remained about the same, but the percentage of this age
group using long-term care dropped from 19.7 to 16.7 (Spector et al.,
1998). The proportion of long-term care users who reported using only
informal care dropped from 51 percent in 1984 to 40 percent in 1994, while
the proportion who reported using institutional care increased from
approximately 26 percent to 30 percent during the same period. Elderly
people using long-term care in 1994 were older than in 1984 (mean age up
from 79.2 to 80.5 years) and more likely to be women, to be cognitively
impaired, and to have a greater number of ADL limitations.

Table 2.1 summarizes the demographic characteristics and levels of
functional limitations of elderly and nonelderly users of long-term care in
nursing homes and community-based settings, broadly defined to include
both formal and informal services. Ninety-one percent of those using
nursing home services are elderly; the vast majority of long-term care
users are women, but among the small number of nonelderly nursing
home residents, the proportion of men and women is nearly equal. In
both age groups, nursing home residents are, on average, older than those
using community-based services and also more disabled, as reflected in
the substantially higher proportion needing assistance with three or more
ADLs. Even among the older population, almost half of those using
community-based long-term care services required assistance only with
instrumental activities of daily living (IADLs).

For persons living in the community, the types of conditions that
create a need for long-term care are different for younger and for older
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TABLE 2.1 Demographic Characteristics of Long-Term Care Users
Aged 18–64 and Aged 65 and Older Living in the Community and in
Nursing Homes: United States, 1994 and 1996

Community-Based Users Nursing Home Users
(1994) (1996)

Characteristics of Users 18–64 65 and Older 18–64 65 and Older

Number (000)

Population  (thousands) 3,363 3,823 138 1,425

Years

Mean age  (years) 44.5 79.1 51.0 84.6

Percent

Gender
Female 57.6 67.3 51.0 73.9
Male 42.4 32.7 49.0 26.1

Race
White 77.0 86.4 76.1 89.9
Black 19.0 11.6 19.2 7.9
Other 4.0 2.0 4.7 2.2

Marital status
Married 47.3 37.2 16.4 16.7
Never married 29.2 4.2 27.0 11.3
Divorced 18.4 6.6 46.3 7.5
Widowed or separated 4.8 51.8 10.3 64.5

Education
Less than 12 years 34.3 51.5 42.9 43.6
12 years 39.4 27.5 23.8 18.9
Greater than 12 years 23.5 17.4 16.9 15.6
Missing 2.7 3.7 16.4 21.9

Level of IADL and
ADL Disabilitya

IADL Only 55.9 49.4 7.7 2.1
1–2 ADLs 26.7 29.0 14.5 13.9
3–6 ADLs 17.4 21.7 75.5 83.2

NOTE: Data from the 1994 Disability Supplement to the National Health Interview Survey
(community-based users) and from the 1996 Medical Expenditures Panel Survey—Nursing
Home Components (nursing home users).  Except as indicated, entries are percentages.
Missing data are indicated only if they represent more than 2% of cases.

aADLs are defined as activities necessary for personal care, including eating, dressing,
bathing, transferring (e.g., from bed to chair), and using the toilet.  IADLs describe activities
necessary to live independently in the community, such as doing light housework, managing
money, shopping for groceries, using the telephone, preparing meals, and taking medications.
SOURCE: Adapted from Spector et al., 1998.
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adults. Among those aged 18 to 64, the most common conditions cited in
one analysis were back problems, mental retardation, mental illness, coro-
nary heart disease, and respiratory conditions; among those aged 65 and
over, the leading conditions were arthritis, coronary heart disease, visual
impairments, stroke, and respiratory conditions (Adler, 1995). For nursing
home residents, dementia was the most common health condition (Krauss
and Altman, 1998).

Children and Adolescents

Among the small number of children with severe disabilities requir-
ing long-term care, about 45 percent have major developmental problems
(primarily mental retardation), 35 percent have severe physical limita-
tions, and 20 percent have primarily mental health problems (SSA, 1999).
The physical conditions include major lung diseases such as cystic fibro-
sis and severe asthma, severe arthritis, and childhood cancers; major
development problems include mental retardation and other develop-
mental disorders, and mental illness (Hobbs et al., 1985). Some conditions
necessitate lifelong care, but others may require special care only during
childhood. For example, children born prematurely who survive their
experience in newborn intensive care units may have long-term central
nervous system or lung disease that often requires home and community-
based services for a few years, but with time and good growth, these
needs may largely disappear for some children.

Reports based on national long-term care surveys typically do not
include data on long-term care users under age 18 because the numbers
are so small and because definitions of disability for children differ from
those for adults. The definitions for children reflect their developmental
status and usually focus on limitations in play and school activities.
Depending on the assumptions made about existing data from surveys
and other sources, estimates of children potentially needing long-term
care vary greatly. On the conservative side, the 1990 census reported that
about 0.1 percent of children in the United States (approximately 92,000)
were in long-term care institutions (Newacheck et al., 1998). Data from
other sources produced estimates of another 170,000 children with long-
term care needs who were living in the community in 1990 (Adler, 1995).
On the high side, the 1994 National Health Interview Survey—Disability
Supplement (NHIS-D) estimated that 18 percent of children (more than
12.6 million) had “a chronic physical, developmental, behavioral, or emo-
tional condition and required health and related services of a type or
amount beyond that required by children generally” (Newacheck et al.,
1998, p. 117).
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PROVIDERS OF LONG-TERM CARE

The question, Who provides long-term care? can be addressed in
several ways, for example, by distinguishing between formal and informal
caregivers, professional and paraprofessional workers, employees and
independent contractors, and organized providers and individual workers.
Organized providers include residential institutions and long-term care
facilities (such as nursing homes and residential care facilities), as well as
nonresidential service providers (such as agencies that manage home
health and hospice care services). Individual caregivers include those
providing professional, paraprofessional, and other services on a formal
paid basis and those providing informal, generally unpaid services (often
family members or friends).

Organized Providers of Long-Term Care Services

Most formal long-term care is provided through organized service
providers that operate in specific settings ranging from an individual’s
home to residential facilities within a community to institutional facilities
such as nursing homes. Definitions of these long-term care service pro-
viders vary. States may label similar services differently or apply similar
labels to services that differ.

1. Institutional providers include nursing homes (used here to include
what some regulations differentiate as skilled nursing facilities),
rehabilitation hospitals, intermediate care facilities for those with
mental retardation, long-term psychiatric hospitals, and long-term
care units of acute care hospitals.

2. Community-based residential care facilities include a broad and diverse
category of facilities that provide supervision and assistance in settings
ranging from apartments (private rooms, kitchens, baths, and door
locks), ward-like settings with multiple beds; licensed or unlicensed
personal care homes providing nonprofessional supervision and
assistance to one or more residents; and licensed group homes with
trained staff to supervise and assist people with mental retardation or
mental illness to live as independently as possible.

3. Home and community-based services include nonresidential community-
based services provided by home health care agencies; nonmedical
personal care services in individual homes and congregate residential
settings; a variety of supportive services, such as adult day care or
night care (e.g., when a family member works the night shift) in a
protective setting; agencies that supply durable medical equipment
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to home users; and agencies that assist people in directing their own
arrangements for such services.

Within these general categories, considerable variation exists, which
may affect the quality of life and quality of care for people using such
services and the ability of those monitoring quality to detect problems or
prompt improvements.

Other providers and settings are sometimes included in discussions
of long-term care. For example, hospice care organizations provide ser-
vices over a period of weeks or months for those approaching death.2
Such services are also provided by many home health agencies, and some
hospitals and nursing homes have hospice units or teams. Continuing
Care Retirement Communities are another type of setting that might be
included in discussions of long-term care. They have been developed to
provide a geographically adjacent, commonly managed spectrum of care
options primarily for older adults who hope, insofar as possible, to age in
place and minimize disruptive moves. The options offered may include a
skilled nursing facility and assisted living units, in addition to indepen-
dent housing units. They serve primarily the upper- and middle-class
elderly population. Table 2.2 shows the distribution of selected long-term
care facilities by size for 1992 and 1998.

Nursing Homes

According to the Health Care Financing Administration (HCFA) sur-
vey and certification reporting, the number of nursing home beds and
facilities has grown substantially in recent decades. Between 1978 and
1998, the number of facilities increased from about 14,200 to 17,800 (a 25
percent increase), and the number of beds increased from about 1.31 mil-
lion to 1.81 million (a 39 percent increase) (Harrington et al., 1998b).

According to the National Nursing Home Survey conducted by NCHS
there were about 17,000 nursing homes in the United States with a total of
1.8 million beds and caring for 1.6 million residents in 1997 (NCHS, 2000).3

2These and other providers such as psychiatric hospitals and intermediate care facilities
for the mentally retarded are not addressed at any length in this report.

3Nursing homes are defined by NCHS as facilities with three or more beds that routinely
provide nursing care services. Facilities may be certified by Medicare or Medicaid, or not
certified but licensed by the state as a nursing home. These facilities may be freestanding or
a separate unit of a larger facility. Other surveys, such as the nursing home component of
the Medical Expenditures Panel Survey (MEPS) conducted by the Agency for Healthcare
Research and Quality (AHRQ), use a narrower definition of nursing home that requires the
home to be certified and to provide 24-hour skilled nursing care.
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TABLE 2.2 Number of Long-Term Care Facilities and Beds: United
States, 1992 and 1998

Facilities Beds

Type of Facility 1992 1998 1992 1998

Number
Nursing facilities—certified 16,804 17,458 1,714,756 1,806,944
Home care agencies

State licensed 8,116 13,537 N/A N/A
Medicare/Medicaid certified 6,240 9,726 N/A N/A

Residential care facilities 37,770 51,227 614,804 878,804
Intermediate care facilities
for the mentally retarded 5,888 6,553 137,114 125,909
Adult day care 1,847 3,590 N/A N/A

SOURCE: Harrington et al., 2000c.

As shown in Table 2.3, proprietary nursing homes accounted for 67 per-
cent of all facilities. Fifty-six percent of the facilities were part of a “chain”
(multi-facility organizations). More than three-fourths (77.7 percent) were
certified by both Medicare and Medicaid, and nearly all nursing homes
had some form of certification in 1997. The average-size nursing homes
had 107 beds, with an occupancy rate of 88 percent. Half of the total
facilities had 100 or more beds occupied by 71 percent of the residents
(NCHS, 2000). The majority of nursing home residents were elderly
people, white, and female. About 91 percent were 65 years and older, and
46 percent were 85 years and older. The average age of all residents at the
time of the survey was 81 years.

In addition to increases over the years in the number of nursing homes
and nursing home beds, the types of services offered by facilities have
expanded. Some facilities have created special units to serve people with
specific conditions such as Alzheimer’s disease. Other such units referred
to as “post-acute” or “subacute” care units serve the relatively short-term
needs of people discharged from acute care hospitals to recuperate from
surgery. Nursing homes also provide a considerable amount of long-term
care for people with severe mental or cognitive problems, especially older
people with dementia or people with other disabling health problems
(Mechanic, 1998).

Over the past two decades, nursing homes in the United States have
been transformed. First, rather than merely being permanent settings for
frail elders to live out their remaining years of infirmity, many nursing
homes now serve multiple populations, and nursing homes in general
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TABLE 2.3 Number and Percent Distribution of Nursing Homes, Beds,
and Residents, by Facility Characteristics: United States, 1997

Facility Characteristics Facilities Beds  Residents

Number

Total 17,000 1,820,800 1,608,700
Ownership

Proprietary 11,400 1,213,900 1,054,200
Voluntary nonprofit 4,400 465,400 422,700
Government and other 1,200 141,500 131,700

Certification
Medicare only 800a 61,000 47,400
Medicaid only 2,300 184,700 156,300
Both 13,200 1,526,000 1,365,500
Not certified 700a 49,000 39,400b

Affiliationc

Chain 9,600 1,035,700 909,400
Independent 7,400 772,800 690,200

Percent

Ownership
Proprietary 67.1 66.7 65.5
Voluntary nonprofit 26.1 25.6 26.3
Government and other 6.8 7.8 8.2

Certification
Medicare only 4.7a 3.4 3.0
Medicaid only 13.6 10.1 9.7
Both 77.7 83.8 84.9
Not certified 4.1a 2.7 2.5

Affiliationc

Chain 56.3 56.9 56.5
Independent 43.2 42.4 42.9

aFigures should not be assumed reliable because the sample size is between 30 and 59, or
the sample size is greater than 59 but has a relative standard error greater than 30 percent.

bFacilities need not certify all their beds for Medicare or Medicaid residents.
cExcludes a small number of homes and residents with unknown affiliations.

SOURCE: NCHS, 2000.

have become more heterogeneous (Banaszak-Holl et al., 1996). More than
2,500 Medicare- or Medicaid-certified nursing facilities in the country
today are hospital based, and another 10 percent of the remaining free-
standing facilities concentrate on serving relatively short-stay Medicare
patients. The entry of nursing homes into the post-acute and recuperative
market began in the early 1980s but accelerated in the late 1980s with the

Copyright © National Academy of Sciences. All rights reserved.



PROFILE OF LONG-TERM CARE 45

introduction of the short-lived Medicare Catastrophic Coverage Act. This
trend continued throughout the 1990s with the emergence of managed
care and its focus on reducing hospital use by contracting with alternate
providers (Laliberte et al., 1997). Comparison of the level of functional
impairment of nursing home residents in 1987 and 1996 in the two national
nursing home surveys reveals that the proportion of all residents with
impairment in three or more ADLs increased from 72 to 83 percent.
Furthermore, there has been a substantial drop in the proportion of resi-
dents in nursing homes that manifest serious behavioral problems. This
reported decline could be a product of several factors. For example, the
implementation of the Pre-admission and Assessment Screening and Annual
Resident Review (PSSRR) regulations restricting the use of nursing homes
for persons with psychiatric diagnoses could contribute to this decline.
Improved behavior management interventions in the period following
the Omnibus Budget Reconciliation Act of 1987 (OBRA 87) is another
possible explanation.

Community-Based Residential Care

Community-based residential care has been the mainstay of long-
term care services for many years. Some residential care arrangements,
such as board and care homes, adult foster homes for older persons and
small group homes for those with mental retardation, are intended to be
like family homes; and others, such as assisted living facilities, are intended
to be more like apartments and sometimes like hotel rooms. Depending
on the state and the services provided, residential care settings may or
may not be licensed. Even when they are licensed, labels and definitions
for residential services and facilities differ markedly between, as well as
within, states (Mollica, 1996, 1998) and they are often unclear to con-
sumers (GAO, 1999a). National comprehensive and systematic trend data
are almost nonexistent.

Board and Care Homes. Residential care facilities, known colloquially as
board and care homes but rarely licensed under that name, for decades
have been major providers of shelter and light levels of service. They are
non-medical community-based facilities that provide at least two meals a
day and routine protective oversight to one or more residents with func-
tional limitations. Board and care homes are licensed and regulated under
more than 25 different names (Hawes et al., 1993). Terms commonly used
for these settings are group homes, domiciliary care homes, and personal
care homes. Data from the 1991 National Health Provider Inventory indi-
cate that there were about 30,000–34,000 licensed board and care homes in
the United States serving over half a million persons (Clark, et al., 1994).
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In addition there are an unknown number of unlicensed homes. Histori-
cally they provided care especially to people with mental illnesses or
developmental disabilities. A quarter of the people with chronic mental
illness live in some kind of sheltered care facility. Nearly three-quarters of
them lived in licensed homes of this sort (Barnes, 1993).4  The label board
and care home today is widely applied to settings that provide care to
mostly older people who need some supervision and assistance with
activities of daily living and cannot live, or choose not to live, in an inde-
pendent household. In 1991, only about 32 percent of the homes primarily
served a mental health population (Clark, et al., 1994). These homes
increasingly are serving people with physical impairments. State regula-
tions allow increasing levels of impairment to be admitted to and retained
in residential care facilities (Mollica, 1998).

These homes vary greatly in size, resident characteristics, services,
and cost both within and across states. The majority of residents were
elderly and two thirds were women. They also vary greatly in the amount,
type and extent of regulations across states, and little systematic informa-
tion is available about the quality of care provided or the quality of life in
these settings.

In order to fill the need for systematic information on what are known
as board and care homes and the quality of care provided, a major prob-
ability 10-state study of board and care homes and their residents was
conducted in late 1993 by Hawes and colleagues under contract with the
Department of Health and Human Services. The 1993 study found that 92
percent of licensed homes and 62 percent of unlicensed homes provided
personal care, such as assistance with ADLs (Hawes et al., 1995a).5  Most
homes provided three meals a day and assistance with storage and super-
vision of medication. Many homes provided organized activities, recre-
ation, and transportation, and some reported providing money manage-
ment. About 25 percent of licensed facilities and 27 percent of unlicensed
facilities provided professional nursing care, but many of these services
were arranged through home health care agencies (Hawes et al., 1995a).
Most of the 3,257 residents studied were elderly white women, who were
widowed, divorced, or never married. Compared to nursing homes, resi-
dents in board and care homes are on the average less impaired. Yet 40

4The committee did not address care that may be needed by or provided to people with
serious mental illness in other “sheltered settings” such as jails, prison, and homeless
shelters.

5Hawes and colleagues (1995a) have pointed out that the term “personal care” also has
varied meanings in state regulations for board and care facilities. In some states, it refers to
hands-on care, whereas in others, some types of hands-on care (e.g., assistance with transfers
or toileting) are explicitly excluded.
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percent were moderately or severely cognitively impaired, 23 percent had
urinary incontinence, 15 percent used a wheelchair, and 7 percent were
bedfast or chair-fast.

The cost of board and care homes varied widely. Many states offer a
small variety of income transfers; 40 states and the District of Columbia
offer State Supplemental Payments to the federal Supplemental Security
Income. Interviews with local agencies revealed that for various reasons
many community-based services are available to none or only a limited
number of board care residents, although they may be eligible for most
services. Staff in many areas were unable to provide estimates of services
available.

Assisted Living Facilities. Although no single definition of assisted living
exists, the term tends to be used to connote a residential setting that is
similar to a board and care home or residential care facility (and is often
licensed as a subset of that category rather than separately), but that
undertakes to provide or arrange for personal care and routine nursing
services to address ADL needs. When the term was developed in Oregon,
assisted living was envisioned to be a setting that combined much of the
high level of care provided in a nursing home with desirable features of
apartment life. In practice, the name has spread widely, but many facili-
ties known as assisted living facilities have neither the service capability
nor the privacy and homelike accommodations envisaged by advocates
of these settings (Hawes et al., 1999).

Some states use licensing criteria to limit assisted living to people
with lower levels of disabling conditions than nursing home residents.
Other states treat assisted living as an alternative to nursing home care. In
terms of physical environments, some states reserve the term for facilities
that offer apartments containing full baths and kitchenettes; other states
allow for varying physical arrangements; and still others have no criteria
for the physical settings. Lack of a uniform definition of assisted living
hinders efforts to understand this subset of residential care facilities and
its role in providing long-term care to the frail elderly, the quality of life
and care provided, or to obtain uniform trend data across states on various
measures including the characteristics of the facilities, staffing, quality of
care, and other relevant issues.

Hawes and colleagues (1999), reporting on the 1998 national prob-
ability sample survey of administrators of 2,945 assisted living facilities,
found significant variations within the industry. In 1998, there were an
estimated 11,459 assisted living facilities in the United States, with
approximately 611,300 beds and 521,500 residents. They differ widely in
ownership, auspices, size, and philosophy. These facilities are relatively
new; they have been in operation an average of 15 years—more than half
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(58 percent) for 10 years, and 32 percent for no more than 5 years (Hawes
et al., 1999).6  Figure 2.1 shows the distribution of assisted living facilities
by number of beds. The average facility had 53 beds, with the majority of
facilities having 50 beds or fewer. Although most facilities had less than
50 beds, the majority of residents lived in the larger facilities.

6Unless otherwise noted, the data on assisted living facilities (ALFs) discussed in this
chapter are based on the National Study of Assisted Living for the Frail Elderly. The survey
was conducted under contract with the Department of Health and Human Services. A
probability telephone sample survey of administrators of 2,945 facilities was conducted.
Facilities included in the survey met the three eligibility criteria: the facility has more than
10 beds, serves a primarily elderly population, and represents itself as an ALF or offers at
least basic level of services such as 24-hour staff oversight, housekeeping, at least two meals
a day, and personal assistance in two out of the following three services: medication, bath-
ing, or dressing.
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FIGURE 2.1 Distribution of assisted living facilities by bed size: United States, 1998.
SOURCE: Hawes et al., 1999.
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The facilities varied in terms of accommodations, privacy, and bath-
room facilities. Of the accommodations surveyed, 57 percent were rooms
and 43 percent were apartments. Despite a distinct preference by con-
sumers for private accommodations to maintain privacy and dignity, the
majority of facilities reported some shared units. Only 27 percent of the
facilities had all private accommodations, and slightly more than a quarter
(28 percent) reported at least one bedroom shared by three or more resi-
dents. Although a majority of facilities reported having shared units, 73
percent of units across all facilities were private, 25 percent were shared,
and only 2 percent were ward-type rooms. There appeared to be less
privacy in the use of bathrooms. Although nearly three-quarters of the
accommodations were private, only 62 percent of the units surveyed
offered a private full bathroom and an additional 5 percent had a private
half-bath. Thus more than a third of the units required the residents to
share a bathroom.

With respect to admission and retention policies, most administrators
of the facilities in the survey reported willingness to admit residents with
moderate physical limitations such as needing a wheelchair, but fewer
than half were willing to admit residents who needed assistance with
transfers or residents with moderate to severe cognitive impairments. In
terms of retention of residents, nearly one-third of the ALFs stated that
they would not retain a resident who used a wheelchair and 38 percent
would discharge a resident who needed assistance with locomotion.
Fewer than half would retain a resident with moderate to severe cognitive
impairment, and 76 percent would not retain residents with behavioral
symptoms such as wandering. Further, 76 percent would not retain a
resident who needed nursing care for more than 14 days, and 72 percent
had discharged a resident within the last six months because the resident
needed skilled nursing care. An estimated 24 percent of the residents
received help with three or more activities of daily living, and about 34
percent had moderate to severe cognitive impairments.

Adult Foster Care and Small Group Homes. Variously known as adult foster
care, small group homes, family homes, domiciliary homes, and other
titles, these settings are private homes that house and provide care for
small numbers of people, typically ranging from one to six. State licensing
often sets the maximum number of residents somewhere between three
and six. In a 1996 study of foster care programs in 26 states, Folkemer and
colleagues (1996) found that 24-hour supervision is the key feature of
adult foster care and that often one or more care providers live in these
settings. In 19 of the states, the adult foster care program was largely
supported by public funds, including Supplemental Security Income (SSI),
state SSI supplements, and Medicaid home and community-based services
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(HCBS) waivers. However, in five states studied (Michigan, Montana,
Ohio, Oregon, and Washington) the majority of residents were private
paying and in two (Kentucky and Nevada) there was an even division
between private-pay and public-pay consumers. Expansive definitions of
services permitted in adult foster care in Oregon, Washington, Minne-
sota, and Wisconsin allow adult foster care to be a lifetime setting if the
consumer and provider so choose, whereas in other states, it is seen as a
strategy for light care (Folkemer et al., 1996). The authors also noted a
trend towards corporate or multiple ownership of foster homes by a single
provider who staffs the homes with live-in or shift personnel. Such con-
solidation may offer some economies of scale and bring greater resources
to adult foster homes, though the model also changes to a less personal-
ized one.

Home Health and Hospice Care Agencies

Home health and hospice care agencies are usually defined in terms
of the type of care they provide. Home health care is provided to individuals
and families in their place of residence for the purpose of promoting,
maintaining, or restoring health or for maximizing the level of indepen-
dence while minimizing the effects of disabilities and illness, including
terminal illness. Home health care as embodied in Medicare and Medic-
aid was conceived by Congress as a post-acute care benefit. Although the
average length of service use was 334.0 days in 1996, most Medicare home
health beneficiaries have relatively short episodes of care; only 42.4 per-
cent of users have episodes longer than 180 days, and 33.8 percent of
recipients use services for 60 days or less (NCHS, 1999b).

Hospice care is defined as a program of palliative and supportive care
services providing physical, psychological, social, and spiritual care for
dying persons, their families, and other loved ones. Hospice services are
available in both home and inpatient settings and may be provided by
home health care agencies or hospices (NCHS, 1998).

In 1996, an estimated 2.5 million individuals received care from 13,500
home health and hospice care agencies in the United States (NCHS, 1998).
An estimated 10,600 of the 13,500 agencies had only home health care
patients, 1,300 had only hospice care patients, and 1,600 had both types.
Medicare’s prospective payment system for hospital services combined
with Medicare’s coverage of home health care has contributed to the rapid
growth of home health care agencies and to more frequent and intense
use of post-acute services, including home health care, nursing homes, or
both (Neu and Harrison, 1988; Shaughnessey and Kramer, 1990). The
number of agencies rose from 8,000 in 1992 to 13,500 in 1996—a 68 percent
increase. During the same period, the number of people receiving care
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increased by 92 percent, from 1.3 million in 1992 to 2.0 million in 1994 and
2.5 million in 1996 (NCHS, 1998, 1999a). However, since the implementa-
tion of the Balanced Budget Act of 1997, the use of, and Medicare expendi-
tures for, home health care have decreased significantly. The number of
Medicare-certified home health agencies dropped from 10,444 in 1997 to
7,747 in 1999, a figure that is still far above the number of agencies in the
early 1990s (NAHC, 2000).

Nearly 62 percent of home health agencies were proprietary and 66
percent were part of a group or chain. More than 90 percent of these
agencies were certified by either Medicare or Medicaid to provide home
health or hospice care; 88 percent were certified for home health under
Medicare and 85 percent were certified under Medicaid (NCHS, 1999a).

In looking at the distribution of users of home health care, in 1996,
home health agencies provided care to 2.4 million patients receiving home
health care and 59,400 receiving hospice care. As in previous years, most
home health care patients were elderly women. Two-thirds of the home
health care patients were women; 72 percent (1.75 million) were 65 years
and older when they were admitted for care. Of these, nearly 70 percent
were 75 years and older. About two-thirds were female, more than 60
percent were white, and 47 percent were widowed. Over 90 percent of
patients were living in a private residence (NCHS, 1999b). More than 95
percent of the patients were served by agencies certified by Medicare or
Medicaid to provide home health. About 50 percent of the patients were
served by voluntary nonprofit agencies, and about 42 percent were served
by proprietary agencies (Table 2.4). The majority of home health care
patients received services from agencies that were certified by Medicare,
Medicaid, or both. Forty-two percent were served by an agency that was
part of a chain of agencies, and about one-third were served by a hospital-
affiliated agency.

The ownership of agencies serving home health care patients differed
significantly from those serving hospice patients (see Figure 2.2). About
half of the home health care patients were served by voluntary nonprofit
agencies and about 42 percent were served by proprietary agencies, com-
pared to 85 percent of hospice care patients who were served by voluntary
nonprofit agencies and only 11 percent who received care from propri-
etary agencies.

Figures 2.3 and 2.4 summarize the distribution of the types of services
received by patients from home health care agencies and the types of
caregivers providing services. Most frequently received services were
nursing services, homemaker and household services, and physical therapy
(Figure 2.3). Frequently seen caregivers were registered nurses, home
health aides, physical therapists, and licensed practical nurses (Figure 2.4).

Copyright © National Academy of Sciences. All rights reserved.



52 IMPROVING THE QUALITY OF LONG-TERM CARE

TABLE 2.4 Number and Percent Distribution of Certified Home Health
Agencies and People Served, by Agency Characteristics: United States,
1996

Agency Characteristic Agencies People Served

Number

Total 10,600 2,427,500
Ownership

Proprietary 6,600 1,010,900
Voluntary  nonprofit 2,600 1,190,000
Government and other 1,200 226,600

Certification
Certified 9,700 2,324,600

Medicare 9,300 2,242,300
Medicaid 9,000 2,271,000

Not certified 1,000 102,900
Affiliation

Affiliated 7,000 1,540,300
Independent 3,600 887,200

Percent

Ownership
Proprietary 61.7 41.6
Voluntary  nonprofit 24.3 49.0
Government and other 11.4 9.3

Certification
Certified 90.9 95.8

Medicare 87.8 93.1
Medicaid 85.0 93.6

Not certified 9.1 4.2
Affiliation

Affiliated 65.8 63.5
Independent 34.2 36.5

SOURCE: NCHS, 1999b.

Home and Community-Based Services (HCBS) Organizations

All 50 states and the District of Columbia now have one or more
HCBS waivers to provide long-term care to various populations7  (see
Table 2.5). For example, waivers have been granted for elderly persons,
persons with physical disabilities, persons with persistent and serious

7All 50 states offer HCBS services; however, Arizona’s Medicaid program is administered
differently and they do not specifically have separate waivers for their HCBS programs.
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FIGURE 2.2 Percent distribution of ownership of home health and hospice agen-
cies: United States, 1996.
SOURCE: NCHS, 1998.

0.3

1.2

1.9

2.0

2.1

2.5

3.1

3.6

5.4

6.0

10.3

10.6

10.8

19.4

25.8

81.9

0 10 20 30 40 50 60 70 80 90

Type of Service

Percent of Patients Receiving These Services

Nursing Services

Homemaker-Household Services

Physical Therapy

Other Services

Medications

Social Services

Continuous Home Care

Occupational Therapy

Nutritionist Services

Physician Services

Counseling

Speech Therapy/Audiology

Mental Health Services

None or Unknown

Transportation

Volunteers

FIGURE 2.3 Percent of patients receiving home health care services by type of
service: United States, 1996.
NOTES:  Values for “transportation,” “volunteers,” and “none or unknown ser-
vices” should not be assumed reliable because the sample size is between 30 and
59, or the sample size is greater than 59 but has a relative standard error greater
than 30 percent.
SOURCE:  NCHS, 1999b.

Proprietary
42%

Voluntary 
nonprofit 

49%

Government or other 
9% 

Proprietary
11%

Government 
or other 

4%

Voluntary 
nonprofit

85%

Home Health Hospice

Copyright © National Academy of Sciences. All rights reserved.



54 IMPROVING THE QUALITY OF LONG-TERM CARE

0

0

0.3

1.3

1.7

2.2

2.7

3.9

5.7

7.9

8.9

12.4

13.1

19.2

38.2

78.7

0 10 20 30 40 50 60 70 80 90

Respiratory Therapist*

Chaplain*

Volunteer*

Other Provider*

Dietician/Nutritionist

Speech Pathologist/Audiologist

Physician*

None or Unknown

Occupational Therapist

Nursing Aide or Attendant

Social Worker

Homemaker/Personal Caretaker

Licensed Practical Nurse

Physical Therapist

Home Health Aide

Registered Nurse

Percent of Patients Receiving Services from These Providers

Type of Provider

FIGURE 2.4 Percent of patients receiving home health care services by service
provider: United States, 1996.
NOTES:  Asterisk denotes values that should not be assumed reliable because the
sample size is between 30 and 59, or the sample size is greater than 59 but has a
relative standard error greater than 30 percent.
SOURCE:  NCHS, 1999b.

mental illnesses, persons with developmental disability, persons with
AIDS, and persons with brain injury. In turn, both direct service providers
and care management agencies have emerged to deliver the services
offered under the waivers. Care management typically is also used in
state-funded HCBS programs and in long-term care funded under the
Older Americans Act; quite often, the same care management agency
manages all of the funding streams in an attempt to create “seamless care
management” for the consumer.

Personal care. Many states provide personal care services under the
Medicaid HCBS waivers, (See Table 2.5). In some states, personal care
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service agencies are licensed but not Medicaid-certified. In those cases
home health care agencies provide these services. The agencies them-
selves may have less reliance on nurses and other professionals in direct
care roles than do home health agencies. In some instances, the care man-
agers doing the purchasing provide some of the professional oversight.
Medicaid and Medicaid waiver programs also allow the individual to
receive personal attendant services or other services from a self-employed,
individual provider.

These personal attendant programs are not available uniformly across
states to elderly persons. However, in some states many elderly and adults
with disabilities receive services from independent workers. For example,
Benjamin (1998) recently studied California’s large In-Home Supportive
Services Program, which cares for about 200,000 Californians under the
regular Medicaid program; 65 percent of the beneficiaries are over 65
years of age. Oregon has about 10,000 state employees who serve as client-
employed home care workers; although employed by the client and often
related to the client, the state pays these individuals and offers them
employment benefits (Kane et al., 1998c). A variety of concerns have arisen
about the tax-status and protection of workers in client-directed programs
(Sabatino and Litvak, 1992). Such problems are partly alleviated when
fiscal intermediaries serve as the employer of record. A range of such
intermediary agencies exist, including those that offer some supportive
services to the consumers such as training consumers as employers, helping
with recruitment, checking applicant references, and the like (Flanagan
and Green, 1997).

Younger people with disabilities may sometimes use centers for inde-
pendent living as a focal point for managing their long-term care. Such
centers, funded federally under the Rehabilitation Act of 1973, have as
their core services information dissemination and referrals, independent
living skills training, and advocacy. But they also offer a wide range of
other services including counseling, rehabilitation technology, interpreter
and reader services, employment empowerment, and many others.
Increasingly, they are beginning to serve some older people (Kane et al.,
1998c).

Care management. Although originally conceived as a means of assisting
individuals and families in obtaining information and access to social,
housing, and other non-medical services, care management has recently
become a prominent mechanism for controlling service use and costs
(Applebaum and Austin, 1990; Vourlekis and Green, 1991; Evashwick,
1996). In part because users of such assistance have viewed the term as
reinforcing the image of consumers as “subservient to a powerful case
manager” (Perrin and Bloom, 1994, p. 711), the terms “care management”
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or “care coordination” are preferred. Care management can be a vital
service for those using long-term care, and has been viewed as an essen-
tial feature for HCBS services. Although definitions and specifications
vary across states, many programs are designed and implemented with
the objectives to identify and assess needs, recertify eligibility for benefits,
develop a care plan and monitor its implementation, help locate, arrange
and coordinate services, and provide support in decisions and direction
of services.

States vary in the design of their care management programs. Some
states delegate the function to local area agencies on aging, some delegate
it to county health departments or county human services departments,
other states create regional offices of a state agency. Still others contract
the function out to a variety of agencies within the state, including care
providers, such as home care agencies, hospitals, and nursing homes.
States differ on whether they permit the agency vested with care manage-
ment responsibilities to also provide the care. For children, states often
delegate the care management function to state Maternal and Child Health
programs for Children with Special Health Care Needs.

Regardless of the model used, care management programs have pro-
liferated since the 1980s with widely varying costs (Davidson et al., 1991;
Kane et al., 1991c). Care managers are often persons with a bachelor’s
degree in social work or other degrees, though some programs also employ
nurses as care managers, or at least have nurses available to assist care
managers when needed.

Care management has been viewed as an essential feature for HCBS
services; it is found in HCBS programs for all target populations includ-
ing persons with mental problems. Some believe that care managers can
themselves be a vehicle for quality assurance by assessing and monitoring
at the individual level and by building quality standards into contracting
at a programmatic level. In that regard, one study found that some, but
not most, of 128 care management programs studied consciously tried to
monitor and improve care through care management (Kane and Degenholtz,
1997). Research is limited, however, about the efficiency and efficacy of
these programs and the ability of these programs to assure quality of care.

Despite the essential nature of this service, problems and conflicts do
arise. The use of separate agencies to handle different aspects of care
management—such as determining coverage eligibility, authorizing pay-
ments, and advocating for clients—has led to problems that some systems
have tried to avoid by having a single agency perform all these functions.
Ethical conflicts can arise for care managers in trying to meet both client
needs and organizational responsibilities for managing public and orga-
nizational resources. Heavy case loads and limited care options may also
lead some care managers to become insensitive to the preferences and
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values of those they serve. Care managers and direct home care providers
at times come into conflict, especially when their roles seem to overlap
(Kane and Frytak, 1994). Some disability advocacy groups representing
younger persons with disabilities (particularly spinal cord injuries) have
criticized care management as overly intrusive and interfering with the
abilities of consumers to manage their own care. Some programs are
developing care management efforts in proportion to the consumers’
needs for oversight and to establish continuing eligibility, rather than a
way of micromanaging care in all cases (Kane et al., 1998c).

Other HCBS Services. HCBS includes a wide range of other services, such
as adult day care, home-delivered meals, emergency response systems,
telephone reassurance programs, transportation programs, respite pro-
grams, caregiver support programs, home modification programs, and
equipment programs. Some of these are offered under the Older Americans
Act. Others are offered by freestanding providers of the particular ser-
vice, but often meal programs or adult day care programs are sponsored
by organizations such as nursing homes and home health care agencies.

Individual Caregivers

Informal Caregivers

Although discussions of long-term care policy appropriately empha-
size the role of paid professionals, paraprofessionals, and other workers,
most long-term care is provided by unpaid, informal caregivers, includ-
ing family members, neighbors, friends, volunteers from religious and
community organizations, and others.

According to data from the 1994 National Long-Term Care Informal
Care Survey, informal care remains the most prevalent source of care for
the elderly population in the community, with two in five elderly care
recipients receiving all care informally and three in five receiving some
informal care. In 1994, 5.9 million informal caregivers provided care to 3.6
million elderly people in the community. Nearly 29 percent of persons
caring for elderly long-term care users were themselves aged 65 or older.
Most (64.7 percent) were either the spouses or the children of the long-
term care recipients (Spector et al., 1998). About one-quarter of the care-
givers were spouses of care recipients, but the largest group of caregivers
were daughters. Other relatives accounted for slightly more than a quarter
of all persons providing informal care and nonrelatives for about 9 per-
cent. By far, most caregivers were women (63 percent), and roughly three
in five were married. Informal caregivers were more likely to be caring for
those with only IADL problems, although about one-third cared for eld-
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erly persons having problems with three or more ADLs. Roughly half of
all caregivers shared a household with a care recipient, but more than one
in four were children who did not live with a recipient parent (Spector et
al., 1998).

Most informal care is provided in private homes. Care from family
and friends is usually unpaid, but informal caregivers may sometimes
receive some payment from those using care or from another family mem-
ber or friend. The demands on informal caregivers vary tremendously.
Some, for example, assist an elderly parent with shopping, bill paying,
and similar activities, mostly on a weekly basis and causing relatively
little financial or social strain. Others—for example, a spouse or adult
child of an older person with severe impairments or parents of a severely
disabled child—may provide substantial amounts of low- and high-
technology nursing and personal care on a daily basis, sometimes drasti-
cally curtailing their own work and social lives as a result. Such demands
can seriously strain relationships between caregiver and care receiver,
between spouses, and among siblings and members of extended families.

Formal Caregivers and Other Long-Term Care Workers

Formal long-term caregivers range from highly trained professionals
including physicians, geriatric nurse practitioners, registered nurses, and
therapists to paraprofessionals such as nurse assistants, home care aides,
and personal care workers who may have limited formal education and
varying amounts of on-the-job training. The long-term care work force
also includes many who are not involved in direct caregiving, such as
administrators, housekeeping staff, kitchen and maintenance workers,
and clerical personnel.

In 1998, there were more than 3 million paid jobs in nursing homes,
residential care settings, and home health organizations. More than half
of these jobs were accounted for by registered nurses (RNs), licensed
practical nurses,8  physical therapists, social workers, and paraprofessionals,
including nursing and home health aides, personal care attendants, and
orderlies (BLS, 2000). As Table 2.6 shows, the mix of caregivers varies
among long-term care settings. Nursing aides, home health and personal
care aides, and orderlies make up about two thirds of the caregivers. The
table also shows the contrast between hospitals, which have a caregiving
work force dominated by RNs (64 percent compared to 16 percent in
long-term care settings), and long-term care settings, which rely heavily

8In two states, California and Texas, these nurses are called licensed vocational nurses. In
all other jurisdictions they are known as licensed practical nurses. In this report, licensed
practical and vocational nurses are both referred to as licensed practical nurses.
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TABLE 2.6 Number and Percent of Selected Categories of Occupations
Employed in Selected Long-Term Care Settings and in Hospitals:
United States, 1998

Long-Term Care Settings

Nursing
All and Home
Long-Term Personal Health Residential
Care Care Care Care

Occupation Settings Facilities Services Facilities Hospitals

Number

Total, key caregivers 1,825,512 1,054,997 518,640 251,875 1,921,676
Registered nurses 294,932 149,355 129,304 16,273 1,238,720
Licensed practical

nurses 255,936 196,480 40,849 18,607 219,299
Personal care and

home health aides 412,920 28,173 283,940 100,807 43,195
Nursing aides,

orderlies, and
attendants 772,011 652,471 42,693 76,847 313,641

Physical therapists 20,850 7,918 12,475 457 39,615
Social workers 68,863 20,600 9,379 38,884 67,206

Percent

Registered nurses 16.2 14.2 24.9 6.5 64.5
Licensed practical

nurses 14.0 18.6 7.9 7.4 11.4
Personal care and

home health aides 22.6 2.7 54.7 40.0 2.2
Nursing aides,

orderlies, and
attendants 42.3 61.8 8.2 30.5 16.3

Physical therapists 1.1 0.8 2.4 0.2 2.1
Social workers 3.8 2.0 1.8 15.4 3.5

SOURCE: BLS, 2000.

on nursing aides and similar paraprofessional workers. Similar labor force
data for home and community-based services, such as are funded by
Medicaid waivers and state-funded programs, are not available. The long-
term care work force issues are discussed in detail in Chapter 6. Staffing
shortages and the low reimbursement rates are receiving much attention
among policy makers and in the media. These problems have serious
implications for the quality of care provided.
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Although physicians play a key role in overseeing the medical aspects
of long-term care, they are a small segment of the long-term care work
force, reflecting in part the significance of nursing care and nonmedical
services for those needing long-term care. Other factors that contribute to
limiting the role of physicians are insufficient training to care for people
with serious functional impairments residing either in the community or
in nursing homes, and unattractive reimbursement rates for visits to nurs-
ing homes and personal homes (Ouslander et al., 1997). For frail older
people, the issue of physician competence has been addressed with mod-
est success by the creation of a specialty in geriatric medicine, which has
been one step to improve physician training in both the assessment of
medical needs of older people and the direction of their medical care
within the long-term care context. The American Society of Internal Medi-
cine and the American Board of Family Practice provide a “certificate of
added qualification” in geriatrics. but a relatively small number of physi-
cians have qualified for this certificate.9  In addition, the American Medical
Directors Association offers educational programs as well as a certificate
for physician medical directors of long-term care facilities (Ouslander et
al., 1997).

For children needing long-term care, the role of physicians also raises
special issues of training and skills involving accurate diagnosis, appro-
priate medical interventions, coordination of medical and nonmedical
services, developmental assessment, and family counseling and guidance
(Hobbs and Perrin, 1985; Perrin et al., 1993).

FINANCING LONG-TERM CARE

Payment sources are themselves an important influence on long-term
care services. The mix varies depending on the characteristics of the per-
son receiving care, the type of care provided, and the provider. The long-
term care industry is heavily reliant on government funds and therefore
constrained to a large extent by government policies. Comprehensive data
are not readily available on sources and amounts of expenditures for the
broad array of long-term care services discussed in this report. Most avail-
able data are for nursing home care and home health care services. More-

9Reflecting concern about fragmentation of the medical profession, the American Board
of Medical Specialties (ABMS), which recognizes 24 specialties, has developed explicit
criteria for specialty recognition. Individual specialty boards, such as the American Board
of Internal Medicine, in turn, have criteria for recognizing subspecialties. In addition to full
specialty or subspecialty recognition (the latter through certificates of special competence),
boards may establish certificates for added qualifications subject to less stringent conditions
for ABMS approval.
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over, expenditure data do not reflect the value of unpaid care provided by
family, friends, and volunteers (for more information, see Arnoet al.,
1999). Although national surveys track private spending on health ser-
vices, data on out-of-pocket (uninsured) spending for many nonmedical
personal care services and supportive housing services are limited.

Care provided in freestanding (not hospital-based) nursing homes10

accounted for 8.5 percent (nearly $83 billion) of the $969 billion that Ameri-
cans spent for personal health care in 1997 (Braden et al., 1998). Care
provided by freestanding home health agencies accounted for another 3.3
percent ($32.3 billion) of the total personal health care expenditures. In
the aftermath of Medicare’s move to a prospective payment system for
hospital services that provided incentives to shorten hospital stays, hospi-
tals increased their sponsorship of nursing home and home care services.
In 1996, hospital-sponsored services accounted for about 10 percent of
total nursing home expenditures (up from 7 percent in 1990) and about 20
percent of home health expenditures (up from 11 percent in 1990) (Levit
et al., 1997).

Long-term care services are costly. For example, the average cost of
nursing home care in 1998 was more than $50,000 per year, typically
exceeding individual financial resources. Because of these costs, about
two-thirds of nursing home residents rely on government assistance to
pay for care, either from the outset or after they have exhausted their own
resources (NCHS, 2000). Medicaid coverage provides a safety net; approxi-
mately one-third of the nursing home residents pay out of private funds
when admitted and eventually spend down to Medicaid eligibility. As
shown in Table 2.7, in 1997 the Medicaid program accounted for almost
48 percent of nursing home expenditures and Medicare accounted for 12
percent (Braden et al., 1998). For home health care services including
short-term services,11  Medicaid accounted for only 14.6 percent of spend-
ing but Medicare accounted for almost 40 percent. Private health insur-
ance played a small role in nursing home care (4.9 percent) but accounted
for 11.5 percent of funding for home health care. Out-of-pocket payments
represented a substantial share of funds for both types of care: 31 percent

10“Nursing home care” covers services provided by skilled nursing facilities and inter-
mediate care facilities including those administered by the Department of Veterans Affairs
and those provided in Medicaid funded Intermediate Care Facilities for people with mental
retardation. Hospital-based nursing facilities and home health expenditures are included
under hospital expenditures (Braden et al., 1998).

11Home health care services cover medical services provided in the home by freestanding
agencies excluding medical equipment costs not billed through these agencies, nursing
services provided by nursing registries, and nonmedical services such as housekeeping
assistance and supervision (Levit et al., 1997).

Copyright © National Academy of Sciences. All rights reserved.



64 IMPROVING THE QUALITY OF LONG-TERM CARE

TABLE 2.7 Expenditures and Source of Funds for Nursing Home and
Home Health Care: United States, 1997

Nursing Home Care Home Health Care

Expenditures Expenditures
(billion Percent (billion Percent

Source of Funds dollars) of total dollars) of total

Personal health care
expendituresa $82.8 100.0 $32.3 100.0

Medicare 10.1 12.2 12.8 39.6
Medicaid (federal and state) 39.4 47.6 4.8 14.9
Private health insurance 4.0 4.8 3.7 11.5
Out-of-pocket payments 25.7 31.0 7.0 21.7
Other 3.6 4.3 4.0 12.4

aHCFA’s count of health care expenditures uses a narrow definition of home health
expenditures, excluding personal care services and many other HCBS expenditures.
SOURCE: Braden et al., 1998, pp. 124–125.

for nursing homes and 22 percent for home health services (Braden et al.,
1998). Funding for residential care involves widespread use of personal
resources. Much of the cost of assisted living is paid for by consumers
from their personal resources (Hawes et al., 1999). Board and care homes
are funded mostly through Supplemental Security Income, State Supple-
mental Payments, and Medicaid.

Programs Funding Long-Term Care

Medicare Program

Although many Americans believe that the federal Medicare pro-
gram covers long-term care, it does not. From the outset, however, the
program has covered some nursing home and home health services, in
part because they were seen as potential alternatives to more expensive,
hospital-based acute care services.

Medicare covers nursing home care only when a beneficiary requires
daily skilled inpatient nursing or rehabilitation services and has had a 3-
day hospital stay in the 30 days prior to nursing home admission. The
first 20 days of such care are covered in full; a maximum of 80 additional
days per benefit period are covered with a copayment ($96.00 per day in
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2000).12  Medicare’s adoption of a prospective payment system for hospi-
tal care created incentives for shorter inpatient stays and has encouraged
nursing homes to develop post-acute care units to handle surgical and
other patients who require skilled nursing care that formerly would have
been provided in a hospital. Medicare covers skilled nursing post-acute
care (within 30 days following discharge from an acute care hospital) not
only in nursing homes, but also in rehabilitation facilities and through
home health agencies. Post-acute providers accounted for 24 percent of
Medicare Part A expenditures in 1994 before falling in 1995 and 1996
(ProPAC, 1997).

Medicare also covers certain health services provided in personal resi-
dences or community-based residential settings without requiring a prior
hospital stay. To qualify for this coverage, beneficiaries must be
homebound and under the care of a physician who orders part-time or
intermittent skilled nursing care or certain other services, such as physical
therapy.13

Medicaid Program

Under the Medicaid program, states set payment levels, establish eli-
gibility criteria, and define covered services subject to broad federal guide-
lines. These guidelines require that states cover nursing facility care for
those over age 20 and home health care for those eligible for skilled nurs-
ing services. In addition, states may receive federal matching funds to
cover certain optional services including nursing facility care for people
under age 21, services in intermediate care facilities for those with mental
retardation, and personal care services. Table 2.8 shows the distribution
of Medicaid spending across major types of services for each beneficiary
group. Medicaid, a federal–state entitlement program, covered medical
and related services for more than 41 million people at a cost of $123
billion in 1997 (Health Care Financing Review, 1999). Personal attendant
services, a major vehicle for flexible, consumer-directed long-term care,
are available as a Medicaid plan service in some states, though many
states do not make this option available to people over age 65.

Long-term care, particularly care provided in institutional settings,
accounts for a substantial portion of Medicaid expenditures. Overall, long-

12A benefit period, which is roughly similar to an episode of serious illness, starts when a
beneficiary enters a hospital and ends after a break of 60 days in the use of inpatient hospi-
tal or skilled nursing care.

13Federally qualified health maintenance organizations serving Medicare beneficiaries
are not restricted to the part-time, intermittent definition for the home health services they
provide.
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TABLE 2.8 Medicaid Payments, by Type of Service and Category of
Beneficiary: United States, 1997

Adults Adults
Children 18–64 65 and Older Disabled Total

(in millions)

Total $15,666 $12,298 $37,721 $54,192 $123,551
Inpatient hospital 5,288 4,557 1,931 10,423 23,143
Intermediate care

facility for the
mentally retarded 2 2 6 637 8,988 9,798

Nursing facility 3 9 3 9 24,591 5,448 30,504
Physician 1,848 1,889 791 2,298 7,041
Outpatient hospital 1,327 1,299 605 2,721 6,169
Home health 413 8 5 3,351 8,113 12,237
Prescribed drugs 1,010 881 3,343 6,518 11,972
Other 5,719 3,542 2,372 9,620 22,687

SOURCE: Health Care Financing Review, 1999, pp. 304–312.

term care expenditures accounted for 40.5 percent of Medicaid expendi-
tures, but the percentage varied among states from less than 30 percent to
nearly 60 percent (Wiener and Stevenson, 1997).

Medicaid Waivers for Home and Community-Based Care. Since 1975, states
have had the choice to offer personal care services (PCS) as an optional
state plan benefit in their Medicaid benefit package (42 C.F.R. 440.167).
These services include assistance with activities of daily living (e.g., bath-
ing, dressing, and eating) and instrumental activities of daily living (e.g.,
shopping and cooking). When a state offers PCS as an optional state plan
benefit, the services must be made available statewide to all individuals
meeting financial and need-based criteria (LeBlanc et al., 2000a).

The Medicaid HCBS waivers program was established with the pas-
sage of OBRA 87. This resulted in Section 1915(c) of the Social Security
Act, which authorized states to exercise the option of providing HCBS as
an alternative to institutional care (Miller, 1992; Miller et al., 1999a). As
indicated earlier, currently, there are 1915(c) HCBS waivers active in the
District of Columbia and in every state except Arizona (LeBlanc et al.,
2000b). States are allowed to target waivers to specific population groups
rather than offering services to all categorically or medically needy
groups. States, however, must apply for a specific number of slots for
individuals for each waiver, subject to the approval of HCFA. Because
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states are permitted to determine the specific types and mixes of services
covered under these waivers, such services are not uniformly available
across states.

A number of studies have examined recent trends in PCS and HCBS
participants and expenditures (Miller et al., 1999a; Harrington et al., 2000f;
LeBlanc et al., 2000a,b). Other studies have examined the predictors of
HCBS participants and expenditures (Miller et al., 1999b; Harrington et
al., 2000i). Between 1988 and 1998, both the PCS state plan benefit and
HCBS waiver programs were growing at a rate surpassing the growth of
nursing facility placements (Burwell, 1999). Nonetheless, the amount states
spend on institutional care continues to far outweigh, by a factor of three,
what they spend on home and community-based alternatives (Burwell,
1999). It should be noted, however, that Medicaid pays for room and
board for those individuals living in institutions but not for those living in
the community, which in part explains the higher spending for institu-
tional services. The vast majority of spending under HCBS waivers covers
services for younger people with mental retardation or developmental
disabilities (Wiener and Stevenson, 1998).

Disability advocates have expressed frustration over the smallness of
the PCS and HCBS waiver programs, which they feel are not adequate to
allow access for all Medicaid participants with disabilities (National Blue
Ribbon Panel on Personal Assistance Services, 1999). In 1998–1999, 26
states had PCS state plan optional benefits (see Table 2.5). Across the
states, there were a total of 467,487 participants in the PCS state plan
option in 1998-1999. Table 2.5 shows there were 211 HCBS waiver pro-
grams and 561,510 participants in the states in 1997, the most recent year
for which participant data were available for all states. When all partici-
pants in the PCS program were combined with the HCBS waiver pro-
gram, there were about 1 million participants in personal care and waiver
programs.

To be authorized for the waiver program, states must provide assur-
ances that the waivers will be cost-effective. The average Medicaid cost
with the waiver should not be more than the average Medicaid cost with-
out it. Many states also have imposed per-person spending caps. As a
reflection of policy makers’ fears of creating a much expanded long-term
care benefit, and thereby greatly increasing costs, the total number of
people who can be covered by waivers is generally limited. Some states,
such as Colorado, screen people to assess, first, whether they need nurs-
ing home care and second, whether they are likely to enter institutional
care (Wiener and Stevenson, 1998). This targeted approach, although con-
sistent with federal legislative intent, has been criticized as being too
restrictive and unduly limiting access to home and community-based
services.
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Supplemental Security Income Program

The primary source of public financing for residential board and care
programs is the federal Supplemental Security Income (SSI) program (Title
XVI of the Social Security Act), which provides a guaranteed minimum
income to low-income adults and children with relatively severe dis-
abilities who may have long-term care needs. The SSI eligibility require-
ments and benefit levels are nationally established. States have the option
to provide State Supplemental Payments (SSP) to supplement the SSI
payments. Many states offer higher supplementation for individuals liv-
ing in board and care, personal care homes, or foster care homes. Each
state sets its own rates for SSP and these rates determine the amount that
many residential care facilities receive as monthly payments for services.
The SSI/SSP payment amount was $3.8 billion in 1998.

The number of children and adolescents covered by the SSI program
has grown from approximately 265,000 in 1989 to almost 847,000 in 1999
(SSA, 1999). Much of this growth may reflect changes in public policies
and the types of disabling impairments that are recognized and diagnosed
for benefits. Some of the growth also reflects marked improvements in
survival of young people with more severe chronic health conditions
(Perrin et al., 1998, 1999).

State-Funded Programs

States vary enormously in the proportion of their state dollars that go
to nursing homes compared to home and community-based services.
According to both a General Accounting Office (GAO) study (GAO, 1994)
and an AARP study (Alecxih et al., 1996), several states have made sub-
stantial inroads into shifting the balance of funds from nursing homes to
HCBS services; these states are typically characterized by strong state and
local organizations with effective local case management to target and
allocate services.

In addition to the Medicaid and SSP funding, states also fund long-
term care with earmarked dollars from the Older Americans Act, from
allocations of the Social Services Block Grant (Title XX), and from their
own general revenues raised through taxes and other means. Title III of
the Older Americans Act funds care management, home delivered meals,
respite programs, and various caregiver programs. Social Services Block
Grants can be used for long-term care as well; however, since the amounts
of these grants have not increased, states have tended to convert the pro-
grams to Medicaid to access federal match. Most notably, in the early
1990s, California converted a huge In-Home Supportive Services pro-
gram from Title XX to Medicaid.
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States still use substantial amounts of their own money for long-term
care without federal matching dollars or federal grants. Typically these
moneys are used for consumers who do not quite meet the financial or
functional eligibility for Medicaid. Occasionally, state dollars are used to
pay spouses for care since spousal payments are not allowed under
Medicaid. Some states use state money as a cushion to pay for care when
Medicaid eligibility is denied. Those who make that decision can use
presumptive eligibility for HCBS services to make up the shortfall. Sub-
stantial local public money also goes into long-term care, especially when
states require local matches for state programs. Some communities have
raised local tax levies earmarked for long-term care.

Long-Term Care Insurance

Private insurance for long-term care covers limited numbers of
people, types of services, and percentage of expenses. Although private
insurance accounts for about 5 percent of nursing home and 12 percent of
home health spending, most of this is ordinary health insurance that, like
Medicare, provides limited benefits for extended care. Among elderly
Americans—those most at risk—perhaps 7 percent have long-term care
insurance (Wiener and Stevenson, 1998), and few people under age 65
purchase it. Some large employers offer such insurance at group rates,
and Congress is considering offering federal employees and retirees long-
term care insurance, but the employee typically pays the full premium.

A major barrier to the growth of private long-term care insurance is
its cost (Wiener et al., 1994). Access to long-term care insurance is also
restricted by insurers’ underwriting criteria that limit initial purchase of
individual policies to those in reasonably good health who can take care
of themselves.

COORDINATION OF LONG-TERM CARE SERVICES

The concept of coordination of care is not defined in a precise manner.
It can be more or less formal and can involve all or only a subset of
services that an individual might need. Wide disparities in this process
exist across states and across categorical eligible groups.

Integration of care through a managed care system implies the greatest
degree of coordination, though typically long-term care services are not
covered in the care that is capitated. Moreover, managed care does not
imply vigorous care management at the level of the individual enrollee. A
few capitated demonstration programs for people who are dually eligible
for Medicare and Medicaid (such as the Minnesota Senior Health Organi-
zation, Commonwealth Fund supported demonstrations in New York
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State, and the Wisconsin Partnerships) are indeed attempting to institute
a care management capability that follows the consumer over time and
across services including acute care and the full range of long-term care
services. Often nurse practitioners are responsible for this coordination,
attempting to follow the consumer whether they are in clinics, hospitals,
home care, or nursing homes. The PACE (Program of All-Inclusive Care
for the Elderly) programs are care organizations that tend to enroll about
300 people, all of whom are low income and all of whom are nursing
home eligible. In this case, the enrollees are closely managed by a multi-
disciplinary team (R.L. Kane, 1999).

Most long-term care is coordinated by some combination of the con-
sumers themselves or their families, who by default are typically left to
coordinate fragmented services. Some people, because of illness or cogni-
tive limitations, cannot coordinate their care and lack family members
willing or able to do so. A private-pay care management industry has
arisen to meet this need. As already mentioned above, the home and
community-based waiver program tends to have built-in case manage-
ment, responsible for initial and ongoing assessment, identifying services,
and coordinating and monitoring a care plan. Given that services in resi-
dential care settings are often covered for Medicaid-eligible people in
HCBS waivers, care managers also coordinate those services for eligible
people.

At the same time, provider agencies have their own coordination
capabilities and claims, and complex agencies often have a need to coor-
dinate their own services across disciplines, as well as to coordinate with
other agencies concurrently serving the client. Home health agencies, for
example, not only coordinate care for their clients, but also undertake
“skilled evaluation and planning.” When performed by a nurse or thera-
pist, it is also a Medicare-covered skilled service. The Minimum Data Set
for nursing homes, discussed in Chapter 4, is meant to be a vehicle for
nursing homes to do care planning. Although most Medicaid money is
expended in nursing homes, very few states have a system whereby the
care managers for HCBS follow the individual after admission to a nurs-
ing home.

For children, a primary care physician caring for a child with serious
chronic illness will typically be coordinating a range of inpatient and
home-based medical services including sub-specialist services that may
require negotiation of conflicting perspectives and treatment recommen-
dations. For example, a child with hemophilia may need a hematologist,
orthopedist, physical therapist, specialized dentist, blood bank specialist,
and social worker, as well as specialized nurses or home health aides. The
physician will work with families and care managers or care coordinators
(often nurses or social workers) to assess the child’s developmental
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progress and needs, develop appropriate care plans suited to changing
medical and developmental status, and advise on choices related to edu-
cation options. The care coordinator will typically help link the family
with appropriate services to implement the care plan, monitor the plan
and outcomes, and generally assist the family and child in moving toward
greater control and management of services (see Jessop and Stein, 1994;
Perrin and Bloom, 1994).

Consumer-Centered Care

Consumer-centered care that reflects the preferences and choices of
the consumers of the service is desirable for almost all people across all
health care settings, including long-term care settings, although the spe-
cific elements may vary. Moreover, not all consumers of long-term care
are as well positioned to exercise their preferences and choices as in acute
care markets. Generally, nursing homes with a consumer-centered focus
may emphasize resident service in staff training, actively involve residents
and or their families in care planning, provide a physical environment
that supports, to the extent applicable, resident privacy and autonomy,
and regularly solicit feedback from residents and families regarding their
experiences and satisfaction with care. The philosophy of residential care
settings such as assisted living emphasize autonomy and they may be
expected to allow for individual preferences and privacy. Likewise, small
group homes for people with developmental disabilities and, to a lesser
extent, mental illness are intended to allow for increased independence,
choice, and involvement in the community. Consumer-centered approaches
are also applicable in home care delivery through collaborative care plan-
ning, an emphasis on educating and building the self-care capacity of
recipients of care and their families, and efforts to integrate professional
services with informal community care resources.

The principles of consumer-centered care for children have been
extended to encompass family-centered care and family-directed care.
Family-centered long-term care for children with physical and develop-
mental disabilities has been mandated and supported through federal
legislation, specifically the Individuals with Disabilities Education Act
(1997) and its subsequent amendments (IDEA, 1997, P.L. 105-17, origi-
nally named Education for All Handicapped Children Act, PL 94-142).
This legislation provides for early intervention services and an individu-
alized and appropriate public special education for children with disabili-
ties in the least restrictive environment, at no cost to families. By law,
families must be included as team participants through referral, evalua-
tion, and yearly assessments of progress. Eligible children receive special
education services, physical and occupational therapy, speech and lan-
guage therapy, and other related medical and social services as identified
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through coordinated service plans. Plans for families with infants and
toddlers include services to support and strengthen families through
assistance with employment, obtaining health insurance, and linking them
with support networks. Family involvement in the care of children with
long-term health conditions has been supported by a variety of family
assistance services, including those provided by volunteers (Trachtenberg
and Batshaw, 1997; Perrin, 1998).

CONCLUSION

This profile of long-term care highlights the diversity that character-
izes the population using these services and the settings in which care is
provided. It depicts a “system” of long-term care that is highly variable
across states and communities, fragmented, and unevenly coordinated.
Different kinds of long-term care services have evolved, in part to meet
the varying needs and, to an uncertain degree, the preferences of users. A
combination of forces including the needs and preferences of long-term
care users, federal and state regulatory requirements, professional doc-
trines, and financial incentives created by payment mechanisms and capi-
tal markets have sometimes worked together to increase the availability
of needed forms of long-term care, such as increasing options for non-
institutional care.
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3

State of Quality of Long-Term Care

This chapter addresses a specific task in the committee’s mandate—
to determine the current quality of long-term care in the various
settings and the extent to which it has improved or deteriorated in

the past several years. The chapter begins with a brief description of the
committee’s criteria for judging quality of care and the measurement of
quality of care in long-term care settings. It summarizes available evi-
dence about the current status of quality of care, focusing in particular on
areas of improvement and on the nature and extent of continuing prob-
lems. The chapter then discusses whether the legislative and regulatory
efforts to improve quality have achieved their objectives, namely improve-
ment of quality in long-term care.

The committee’s task was made difficult by the unevenness of avail-
able empirical evidence. Although information to judge quality of care in
nursing homes is extensive and systematic, for most other settings it is
nonexistent or very limited, and lacks uniformity. Moreover, opinions
about what constitutes excellent, good, or poor quality care are changing
and sometimes conflicting. Some of the available information is open to
interpretation, and conclusions are sometimes based on personal and
clinical experience rather than empirical evidence. The discussion in this
chapter is based on data from national data systems and surveys, on
published research and studies in progress, and on testimony received by
the committee.
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MEASUREMENT OF QUALITY OF CARE

Quality of care in long-term care “is a complex concept confounded
by regulations [and] debates about what should be measured to assess
quality” (IOM, 1996b, p. 129). Defining quality in long-term care has been
a difficult process; it is defined both as an input measure and as an out-
come. Since the mid-1960s, quality assessment has been measured in terms
of three concepts: structures of care, processes of care, and outcomes of
care (Donabedian, 1966). Over the years, nursing home quality has been
measured by structural variables such as level, mix, and education and
training of staff; and characteristics of the facilities in relation to charac-
teristics of the residents such as demographics, payer mix, and casemix.
Process measures assess the services actually provided to the residents.
Deficiencies in processes of care can be described as overuse of care,
underuse of care, or poor technical performance (see, for example, IOM,
1990; Chassin and Galvin, 1998). Other process problems in long-term
care have been characterized as neglect (e.g., inattention to weight loss) or
even abuse (e.g., physical assault).

Outcomes of care include changes in health status and conditions
attributable to the care provided or not provided. Unlike acute care, for
which successful outcomes often mean restoring patients to their level of
functioning before the onset of illness, successful outcomes in long-term
care are likely to be based on criteria such as maximizing quality of life
and physical function in the presence of permanent, and sometimes wors-
ening, impairment. The occurrence of specific problems, such as pressure
sores or inappropriate weight loss, is generally viewed as evidence of
poor quality of care. Because care processes and structural factors are the
means through which desired outcomes are achieved, they are key com-
ponents in defining quality. In principle, health and quality-of-life out-
comes are the end results of the structures and processes of care. Outcomes
of interest might include overall health status, the presence or absence of
specific conditions (e.g., pressure sores), social and psychological well-
being, and satisfaction with care. However, using outcomes to assess
quality of care is often difficult because of conceptual and practical (e.g.,
cost) considerations in collecting information on health status and quality
of life. As a result, measures of structure and process (e.g., staffing levels
or rates of sedative use) are frequently used as proxies for outcome mea-
sures of quality of care in various long-term settings. Opinions in the
literature and in testimony given to the committee, and even among the
committee, vary widely about the empirical evidence linking specific
structural features or processes of care to the outcomes in question. At the
same time, adequate availability of structural measures, such as staffing
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and facility characteristics, is essential to the provision of consumer-
oriented long-term care.

In evaluating the quality of long-term care, multiple perspectives have
to be considered. Application of the concept of consumer-oriented long-
term care requires that the quality of long-term care be judged not only in
terms of the structure, processes, and outcomes of clinical care, but also in
terms of access to care, the nonmedical personal assistance services that
are an important part of long-term care, and the long-term care user’s
quality of life. Because perspectives can differ among recipients of long-
term care services and between care recipients and care providers, one of
the challenges is establishing priorities reflecting different perspectives.

Standards for evaluating whether the quality of long-term care is
good or bad, improving or deteriorating, are shaped by several consider-
ations including views of the nature and scope of long-term care, the
operational definitions of quality, and the ways quality-of-care data and
research findings are interpreted. Different observers such as physicians,
nurses, consumers, family members, and society also will have different
perspectives. Different circumstances will require assessing the views of
these and other participants. Long-term care can encompass a broad range
of services affecting many aspects of daily life. It is easy to see how
observers might differ in their views on the nature and scope of the field
and therefore the basis on which the quality of long-term care should be
judged. The following are three aspects of long-term care that are relevant
to the assessment of its quality:

1. Long-term care is both a health and a social program. Although many
long-term care programs are currently identified and judged prima-
rily as either social models or medical models (R.A. Kane, 1999), users’
needs do not divide so readily. Some aspects of long-term care are
based on services that require knowledge of health conditions and
their treatment. Other aspects are aimed at services to help people
with functional limitations live in ways that maximize their capability
and productivity. Long-term care funding comes partly from health
programs, but also from social service and income support programs.
For the health services components of long-term care, judgments
about quality of care emphasize medical and technical aspects of care.
For other aspects of long-term care, judgments about quality of care
reflect the opinions and satisfaction of consumers (or their surrogate
agents).

2. The potential and actual role of consumers is an essential element in long-
term care. As indicated in Chapter 1, long-term care, and therefore
the basis for evaluating the quality of such care, is being redefined (at
least in some care settings) by the growing recognition of the role of
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consumers and their involvement in choosing and directing many
features of their care and in assessing the adequacy of care.

3. For nursing homes and residential care settings including assisted
living, the physical environment of the facility can contribute to the
physical safety and functional mobility of residents and, more
broadly, to their quality of life. Privacy is an aspect of the physical
environment and is intimately tied to the consumer-centered prin-
ciples the committee endorses.

CURRENT STATE OF QUALITY OF CARE

No single or simple formula is available to guide those attempting to
evaluate the quality of long-term care. Evaluators must determine how to
interpret a variety of data on health outcomes and provider performance,
on many different aspects of care for many individual consumers, and on
many providers over a period of time.

Regulatory quality standards often focus on deficiencies in care, defined
by the presence or absence of specified problems. When such standards
are applied, the quality of care is considered lower if problems are found
than if they are not found. At the present time, most measurable stan-
dards of quality do not recognize excellence in care with criteria based on
positive outcomes, such as maximizing physical functioning or, in the
psychological sphere, going beyond minimizing depression and anxiety
to maximizing well-being. The following sections examine the state of
quality of care in each of the specific long-term care settings addressed in
this report.

Nursing Homes

The committee reviewed a large volume of research and investigative
reports to examine the quality of nursing home care. In addition, two
sources of data are available on nursing home care: (1) the On-Line Survey
and Certification Assessment Reporting (OSCAR) System from the federal
survey and certification system permits the analysis of longitudinal pat-
terns of deficiencies identified in nursing home inspections; and (2) studies
using resident-level data from the Minimum Data Set (MDS), which permits
tracing quality indicators in nursing homes. (These information systems
are discussed in Chapter 4.) Other research studies provide information
on the state of quality, as do recent studies by the General Accounting
Office (GAO). Some information also can be inferred from testimony pre-
sented to the committee.

Evidence indicates that the quality of nursing home care in general
has improved over the past decade, even though nursing homes are serv-
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ing a more seriously ill population (Hawes, 1996; Johnson and Kramer,
1998). For example, many facilities have successfully reduced the inappro-
priate use of physical and chemical restraints. The focus of increased
regulatory scrutiny on these two areas of care was a major contributing
factor in reductions in both of these. Despite these improvements, serious
quality-of-care problems persist in some nursing homes. Pain, pressure
sores, malnutrition, and urinary incontinence have all been shown to be
serious problems in recent studies of nursing home residents (GAO, 1998a;
Mortimore et al., 1998). The committee recognizes that change in elimi-
nating or reducing persistent and serious problems is a long process
requiring diligent monitoring and enforced adherence to standards. In a
paper prepared for the committee, Johnson and Kramer (1998)1  noted
that continuing problems include physical pain and insufficient attention
to rehabilitation and restorative nursing. GAO (1999b) and the Office of
the Inspector General of the Department of Health and Human Services
(OIG, 1999c) reported that national data from the OSCAR system between
July 1995 and October 1998 provide evidence of increasing problems with
some aspects of care, including lack of supervision to prevent accidents,
improper care for pressure sores, and inadequate assistance with activi-
ties of daily living.

Data based on state certification surveys of facilities indicate that prob-
lems occur in many nursing homes and that they are persistent in a smaller
subset of facilities (GAO, 1999b). About one-quarter of nursing homes
had deficiencies2  in the highest-severity categories. Figure 3.1 shows the
ten most frequent deficiencies for poor quality of care cited in the United
States. In 1998, the most frequent deficiency was poor food sanitation
(23.7 percent of the 15,401 facilities surveyed) (Harrington et al., 2000b).
Failure to remove accident hazards was cited in 18 percent of facilities,
poor general quality of care was cited in 17.2 percent, and failure to pre-
vent or properly treat pressure sores was cited in 17.1 percent. Poor care
planning, improper resident assessment, failure to prevent accidents, poor
housekeeping, failure to protect the dignity of residents, and improper
use of physical restraints were also problems in a significant proportion
of homes.

GAO (1999b) also found that 40 percent of the facilities that had severe
deficiencies in an earlier survey had deficiencies of equal or greater severity

1The committee commissioned this background paper from Johnson and Kramer for its
use. Much of the analysis in this chapter on the quality of care in nursing homes draws
from this paper.

2The Health Care Financing Administration (HCFA) defines a deficiency as a failure to
meet a Medicare participation requirement. One or more deficiencies in critical areas result
in a finding of substandard quality of care.
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at the time of a later survey. In another study based on the federal and
state survey process, GAO (1998a) found that serious and potentially life-
threatening quality-of-care problems in the categories of neglect, abuse,
malnutrition, and pressure sores occurred in approximately 30 percent of
California nursing homes over a two-year period. This study found that
another 33 percent of facilities had poor care that caused less serious
harm, and 35 percent had more than minimal deficiencies. Overall, GAO
found that only 2 percent of California facilities had minimal or no defi-
ciencies, while one in nine was cited for causing actual harm or putting
residents in immediate jeopardy (GAO, 1998a). GAO (1998a) also
reviewed the medical records of a sample of 62 residents who had died.
More than half (34 residents) had received unacceptable care that endan-
gered health and safety. These problems included dramatic unplanned
weight loss, failure to properly treat pressure sores, and failure to manage
pain. Although problems in California nursing homes may not be repre-
sentative of national problems, California’s 1,370 nursing homes alone
represent about 10 percent of the nursing homes in the United States.

Another study of 14 facilities documented significant problems with
nutritional support, care for pressure sores, personal care, pain manage-
ment, and personal environment and contracture care in 25 to 35 percent
of the facilities studied (Kramer, 1998). Kramer also found significant
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problems with falls, functional losses, incontinence care, skin breakdown,
use of physical restraints, avoidable deaths, antipsychotic drug use, and
lack of functional rehabilitation in 10 to 15 percent of the facilities sampled.

Additional evidence comes from complaints to the Long-Term Care
Ombudsman Program in some states (OIG, 1999a). The OIG and state
ombudsmen link many of these complaints to inadequate nursing home
staffing. Abuse, patient neglect, and the hiring of staff with criminal
records have been widely reported in the media and by local ombudsmen,
although the actual prevalence of such problems is unknown (Kauffman,
1996).

The current state of quality of care, based on some key indicators of
quality, is summarized briefly below. This includes use of physical and
chemical restraints, pressure sores, malnutrition, continence care, pain,
and aspects of care related to quality of life.

Physical and Chemical Restraints

The greatest improvement in nursing home care is in the substantial
reductions in use of physical restraints since the reforms in the Omnibus
Budget Reconciliation Act of 1987 (hereafter OBRA 87). The Health Care
Financing Administration (HCFA) defines restraints as mechanical
devices, materials, or equipment that restricts freedom of movement or
normal access to one’s body. Restraints may cause decreased muscle tone
and increase the likelihood of falls, incontinence, pressure ulcers, depres-
sion, and other problems. A number of studies have shown the value of
reducing the use of restraints (Evans and Strumpf, 1989; Libow and Starer,
1989; Burton et al., 1992; Phillips et al., 1993a; Castle and Mor, 1998).

In the late 1980s, the prevalence of physical restraint use was an esti-
mated 41 percent, with wide variability among facilities (Strumpf and
Tomes, 1993). Using 1990 data, Phillips and colleagues (1996) reported a
mean physical restraint use of 38 percent in 268 facilities in ten cities.
Following the implementation of OBRA 87, Hawes and colleagues (1997b)
reported a decrease in average restraint use to 28 percent for the same
facilities. Other researchers also have reported declines in restraint use
(Ejaz et al., 1994; Sundel et al., 1994; Graber and Sloane, 1995; Levine et al.,
1995; Capezuti et al., 1996; Castle and Mor, 1998). OSCAR data show a 41
percent decline in restraint use since the early 1990s, from 21 percent of all
residents in 1991 to 12.3 percent in 1998 (Harrington et al., 2000b).

Although the literature suggests an average decrease in physical
restraint use since OBRA 87, Johnson and Kramer (1998) note that there is
reason for ongoing concern. An average decrease in restraint use may
mask persistently high use in some facilities. In 1995, for example, with
the rate of restraint use at an average of 20 percent, 21 percent of the
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facilities had rates exceeding 25 percent of residents (Castle, 1998a; Castle
and Mor, 1998). Moreover, evidence that facility factors such as staffing,
occupancy rate, for-profit status, and Medicaid reimbursement policies
affect restraint use more than patient needs raises questions about the
appropriateness of restraint use (Phillips et al., 1996; Castle, 1998a).

The overuse of psychotropic medications, referred to as chemical
restraints, was also targeted by OBRA 87. The average use of antipsychotic
and sedative hypnotic medications appears to have declined, and there is
no evidence that physical restraint reduction has been accompanied by
increased use of chemical restraints (Siegler et al., 1997; Castle, 1998b).
Garrard and colleagues (1995) reported a decrease in the use of anti-
psychotic medications from a mean of 23 percent prior to OBRA 87 to 15
percent after OBRA 87 in all Minnesota nursing homes. Burton and col-
leagues (1992) reported a 36 percent decrease in antipsychotic drug use in
a sample of Maryland nursing homes between July and December 1990,
when OBRA 87 regulations were being implemented. A longitudinal
study of Tennessee Medicaid recipients in nursing homes showed a 26.7
percent decrease in antipsychotic drug use following implementation of
OBRA 87 (Shorr et al., 1994).

Decreased use of psychotropic medications appears to have been
accompanied by improved documentation of appropriate indications for
psychotropic drug use. Llorente and colleagues (1998) reported that 70
percent of resident medical records were found to have appropriate docu-
mentation, compared with less than 50 percent prior to OBRA 87. There is
no evidence of improved behavioral management programs to replace
the use of psychotropic drugs (Hawes et al., 1997b).

Quality concerns about psychotropic drug use persist, despite mean
decreases in use. As Johnson and Kramer (1998) point out, psychotropic
medication use is far more complicated. The arrival of multiple new anti-
psychotic medications with improved side-effect profiles may result in
increased use of antipsychotic drugs (Lasser and Sunderland, 1998). Few
studies are available on the propriety of psychotropic drug use in indi-
vidual patients.

Pressure Sores

Pressure sores (decubitus ulcers) are bruises or open sores on the
skin, usually found on the hips, buttocks, heels, or other bony areas, from
pressure or friction on the skin. They range from bruises in early stages to
open wounds that may reach the bone at later stages. Severe pressure
sores may result in pain or infection, and can be fatal. Because good
nursing care can generally prevent pressure sores from occurring and
ensure that the skin heals properly, the presence of pressure sores has
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been used for decades as an outcome indicator for quality of care in nurs-
ing homes (Zimmerman et al., 1995; Mukamel and Brower, 1998). More-
over, a study of three Department of Veterans Affairs nursing homes,
with pressure sore prevalence ranging from 2 to 16 percent, found an
association between prevalence and staffing patterns, after controlling for
casemix, suggesting that pressure sores can basically be eliminated with
appropriate nursing care (Rudman et al., 1993).

Data generally indicate, however, that pressure sores are a continuing
problem in nursing facilities. They were reported for 7.1 percent of all
nursing home residents in 1998, which was about the same as in 1991
(Harrington et al., 2000b). Other studies have reported prevalence rates
from 7 to 23 percent, with wide variability among facilities (Zinn et al.,
1993; Smith, 1995). In the most recent state surveys, 17.1 percent of facili-
ties had deficiencies related to care for pressure sores (Harrington et al.,
2000b), and in 10 states, the number of deficiencies had increased 21 per-
cent from previous surveys (OIG, 1999b). Another study of 254 facilities
in 10 states, however, showed some decrease in the prevalence of pres-
sure sores following implementation of OBRA 87 (Fries et al., 1997). No
increase in preventive skin care was evident in a pre- and post-OBRA
cohort of 268 facilities (Hawes et al., 1997b).

As stated above, the prevalence of pressure ulcers in the population
of nursing home residents, as reported in the federal inspection survey
and reflecting the residents in the home at the time of the survey, varies
by state and by type of facility. Even within states and types of facility
variability is noted in the prevalence of pressure ulcers. For example, one
unpublished analysis of OSCAR data indicates that among freestanding,
non-hospital-based facilities, an average of 6 percent of residents per
facility have pressure ulcers on the day of the survey. This varies by state
between 3 and 8 percent as the average for these kinds of facilities, but the
averages may belie considerable variability. Across the 50 states, 17 per-
cent of facilities had greater than 10 percent of their residents with a
pressure ulcer, varying from 1 percent of the facilities in one state to 27
percent in another. Even more variation is observed when these same
figures are examined for hospital-based facilities which admit almost all
of their patients from hospitals and where most residents do not remain
for an extended stay. The risk of acquiring a pressure ulcer is strongly
affected by the clinical characteristics of the resident as well as the nursing
care provided, and residents entering a hospital-based facility are likely
to be more impaired and have more serious medical problems (Vincent
Mor, personal communication, May 9, 2000). However, a vast majority of
nursing home residents are not such “short-stayers.”

Since 1995, HCFA’s OSCAR data have captured two measures of the
rate of pressure ulcers: (1) the number of residents with a pressure ulcer
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on the day of the survey; and (2) the number of residents in the facility on
the day of the survey who had a pressure ulcer at the time of their admis-
sion to the facility. In general, these two figures are highly correlated
(0.72), but they are more correlated among hospital-based facilities (0.87)
than among freestanding facilities (0.53) (Vincent Mor, Personal Commu-
nication, May 9, 2000). This is not surprising because one predictor of
pressure sores is previous pressure sores.

Malnutrition and Dehydration

Nutritional problems and dehydration are considered to be serious—
and commonly underreported—problems in nursing homes. Inadequate
food intake has been found to be a major determinant of mortality in frail
elderly people in nursing homes (Blaum et al., 1995; Frisoni et al., 1995).
Blaum and colleagues (1995) found that needing assistance with eating
was significantly associated with undernourishment among nursing home
residents. Malnutrition, starvation, and dehydration have all been docu-
mented in recent studies (Kayser-Jones, 1996, 1997; Kayser-Jones et al.,
1997; Kayser-Jones and Schell, 1997). Moreover, commercial dietary
supplements are being used inappropriately as substitutes for food, per-
haps because of insufficient staff for oral feeding and perhaps because of
undiagnosed dysphagia or poor oral health (Kayser-Jones et al., 1998).
Kayser-Jones et al. (1999) reported that in two nursing homes, fluid intake
was inadequate for 39 of 40 residents, contributing to dehydration. (See
Chapter 6 for further discussion of this subject.)

Continence Care

Incontinence is a common problem for nursing home residents and
requires that they receive assistance in toileting and care to prevent acci-
dents. Incontinence can be reversed in almost half of the individuals who
develop it and can be improved in other individuals (Ouslander and
Kane, 1984; Ribeiro and Smith, 1985; Palmer et al., 1991, 1994). Bladder
incontinence was reported for 50.7 percent of residents in 1998, a 7.8
percent increase since 1991 (Harrington et al., 2000b).

Bowel incontinence, which declined only slightly (3 percent) during
the 1991–1998 period, was reported as a problem for 41.6 percent of resi-
dents in 1998. In recent nursing home inspections, 10 percent of facilities
were cited for deficiencies in incontinence care (OIG, 1999b). Because this
problem is reversible in many cases, high prevalence of incontinence sug-
gests poor care.

Research studies help illustrate the problems. In interviews, residents
have indicated a preference for assistance in toilet use or changes of wet
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linen two times per eight-hour day (Simmons and Schnelle, 1999), but
observational studies found that residents were changed less often than
this and received toileting assistance even less frequently, an average of
only 0.4 to 0.5 times in 8- or 12-hour periods during the daytime (Schnelle
et al., 1988a,b; Bowers and Becker, 1992; Simmons and Schnelle, 1999).
Residents who were demented and physically or verbally agitated were
likely to receive lower levels of assistance (Schnelle et al., 1992b). The low
frequency of toileting assistance has been attributed to its being more
time-consuming for staff than simply changing residents’ wet clothing or
bedding. In fact, one study found that “usual” daytime toileting and
mobility care required about 11 minutes of staff time per resident over a
12-hour period compared to 46 minutes per resident for a toileting assis-
tance protocol (Schnelle et al., 1995a).

Urinary catheters are sometimes used to control bladder incontinence,
but they should be used only when medically necessary because they are
associated with infection and discomfort (Ribeiro and Smith, 1985).
OSCAR data indicate that urinary catheter use declined by 10.6 percent
between 1991 and 1998 for all nursing home residents in the United States
(to 7.6 percent of nursing home residents in 1998) (Harrington et al.,
2000b). Others examining catheter use following OBRA 87 reforms also
found a decline. One study of pre- and post-OBRA period nursing home
residents in Virginia found that less than 1 percent of the residents were
inappropriately catheterized (Moseley, 1996). Hawes and colleagues
(1997b) reported a statistically significant mean decrease in indwelling
urinary catheter use from 9.8 percent to 7 percent following implementa-
tion of OBRA 87. The decline observed in catheter use may be viewed as
a positive development in quality of nursing home care.

Pain Management

Despite widespread agreement that much pain can be ameliorated by
appropriate use of medications, undiagnosed and untreated pain has been
a widespread problem in many health care settings (AHCPR, 1994; IOM,
1997). Prevalence of chronic pain is estimated in 45 to 80 percent of nurs-
ing home residents (Ferrell, 1995; IOM, 1997). A study of Oregon nursing
homes found that of the residents suffering from pain, 39 percent were
inadequately treated for pain (Wagner et al., 1997), and another study
found that more than one-quarter of nursing home residents suffering
from cancer received no pain medication even though they had daily pain
(Bernabei et al., 1998).

Levels of pain can be particularly difficult to determine, especially
among people who cannot easily communicate in words, and methods to
identify and assess other signs of distress need further development. In
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addition, people in general—and nursing home residents and staff in
particular—may have low expectations, believing that pain but not pain
relief is to be expected. More effective pain management techniques
should be a priority for nursing homes, using, as appropriate, palliative
techniques developed by hospices and others.

Hospitalization

As Johnson and Kramer (1998) point out, nosocomial infections, pres-
sure ulcers, and deterioration of functional abilities because of bed rest
are common iatrogenic complications of hospitalization of nursing home
residents. A potential indicator of improved resident assessment and
quality of care would be decreased overall hospitalizations and improved
selection of patients for hospitalization. However, appropriate rates of
hospitalization are difficult to determine (Castle and Mor, 1996). Mor and
colleagues (1997) in a study of 250 nursing homes reported decreased
odds of hospitalization of residents between 1990 and 1993, following
implementation of the resident assessment system called for in OBRA 87.
(See Chapter 4 for more details.) The effect was more pronounced among
residents with cognitive impairments. Demonstration projects are now in
place and will explore whether enhanced payments and provision of geri-
atric care through nurse practitioners and other personnel can reduce
hospitalizations and lead to improved outcomes.

Quality of Life

Quality of life is difficult to conceptualize, let alone measure. Some
commentators view quality of life as the sum of all other domains including
physical health, cognitive status, and functional status as well as psycho-
logical, social, spiritual, and economic well-being, whereas others make a
sharper distinction between quality of life as a psychosocial phenomenon
apart from health status (Birren et al., 1991; Frytak, 2000). Quality of life
has an inevitable subjective component, necessitating direct input from
the persons most concerned—the long-term care consumers—to provide
feedback on quality of life domains and to suggest how they should be
weighted. But for long-term care consumers, especially residents in nurs-
ing homes, several problems require that information on quality of life be
sought from multiple sources. Low expectations or fear of being critical of
those on whom they are dependent may affect response. Also, some resi-
dents are too cognitively impaired to provide reliable information or, in
some cases, any information at all. Their quality of life must be inferred
from observation and other sources (e.g., family).

The literature contains many statements about what residents find
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important for the quality of their lives. Such statements are variously
derived from empirical studies using focus groups (NCCNHR, 1985; Abt
Associates, 1996), questionnaires to residents or family members (Kane et
al., 1986; Kane et al., 1997), “Q-sort studies” with staff (Sano et al., 1999),
systematic observations of residents (Lidz et al., 1992; Lawton et al., 1996),
anthropological and ethnographic studies (Shield, 1988; Tellis-Nayak and
Tellis-Nayak, 1989; Schmidt, 1990; Savashitsky, 1991; Gubrium, 1993), and
psychologically oriented research dealing with the search for identity and
meaning among nursing home residents (Tobin, 1991). Others have writ-
ten autobiographical or fictional accounts of life in nursing homes from
the perspectives of residents (Tulloch, 1975; Laird, 1985) or nursing aides
(Bennett; 1980; Tisdale, 1987; Diamond, 1992: Foner, 1994; Henderson,
1995).

In addition to their emphasis on various aspects of staff behavior and
choice, cognitively intact residents have also cited other features that make
their lives better or worse in nursing homes, including the quality of food
and the ambience at meal time; having a private room or having a com-
patible or at least not incompatible roommate (Lawton and Bader, 1970;
Kane et al., 1997; 1998a); getting outside during pleasant weather; being
able to maintain contacts and communicate readily with relatives and
friends outside the facility (Kane et al., 1997); getting a good night’s sleep;
and for some cognitively intact residents, being spared frequent close
contact with residents with dementia, particularly those whose behavior
and demeanor are frightening or disturbing (Teresi et al., 1993). Residents
with advanced cognitive disabilities are unable to report reliably and
completely what affects the quality of their lives. On their behalf,
observers comment on some things that seem to afford pleasure (e.g.,
music, other sensory stimulation) and those that bring misery (e.g., forced
baths, being physically tied down).

Measuring Quality of Life. One approach to measuring quality of life for
nursing home residents, called real experiences and assessment of life
(REAL), was developed by researchers at Vital Research in California and
tested in facilities under the auspices of a small business grant from the
National Institutes of Health (Vital Research, 2000). The REAL is com-
posed of yes-no questions and, in the resident version, generates six
factors: help and assistance; communication with staff; autonomy and
choice; companionship; safety and security; and food and environment.
The survey is administered by staff of the research agency. The Confi-
dence Satisfaction Survey was developed by Life Services Network of
Illinois (1997) and uses many of the same items as REAL. This survey is
administered by facility staff and sent for interpretation by the network.
No standards have been published yet on either of these tools.
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In recent years, considerable emphasis has been given to measuring
well-being, including quality of life, for people with dementia in nursing
homes (Albert and Logsdon, 1999). Some of these measures concentrate
on behavioral symptoms exhibited by the person with dementia that tend
to render caregiving difficult but may not always equate with a poor
quality of life as experienced by the person with dementia (Cohen-
Mansfield, 1989). Most of the approaches for examining functioning of the
person with dementia rely on the summary reports of paid or family
caregivers. Rabins and colleagues (1999) have developed a multidimensional
instrument for measuring the quality of life (QOL) of people with dementia
through reports from caregivers; it contains five domains: social inter-
action; awareness of self; feeling and mood; enjoyment of activities; and
response to surroundings.

More recently, QOL measures gathered by direct interviews with
people with dementia have been developed and tested. Examples include
the quality of life–AD scale, a brief 13-item measure, each with a 4-point
response set (Logsdon, et al., 1999); and the D-QOL, a longer self-report
tool developed by Brod and colleagues (Brod et al., 1999); the latter tool
also has five domains: aesthetics, positive affect, negative affect, self-
esteem, and feelings of belonging. The work with these three direct-
interview tools, as well as work with the REAL mentioned above, gives
encouragement to the idea that data can be gathered by direct report from
many nursing home residents with dementia.

Finally, the apparent affect rating scale (Lawton et al., 1996, 1999) has
been developed as a way of making systematic observations of four mood
states in people with dementia: pleasure, sadness, anxiety, anger, and
interest. The instrument has been shown to be reliable even, under proper
training conditions, when administered by nursing aides. It also has been
shown to be sensitive to interventions of the nursing home and changes in
staff behavior.

In 1998, HCFA awarded a contract to the University of Minnesota to
develop and test measures and indicators of quality of life. The researchers
are attempting to measure 11 quality of life domains: dignity, autonomy,
individuality, privacy, enjoyment, meaningful activity, relationships,
comfort, sense of security and order, spiritual well-being, and functional
competence. The first wave field test, underway in 40 nursing homes in
five states, is expected to be completed by June 2000 and include data
measuring quality of life for about 2,000 residents, half with substantial
cognitive impairment. The investigators are collecting data on individual
residents from four sources whenever possible: the residents themselves,
line staff members caring for each resident, resident observations, and
family questionnaires. Analyses will examine the congruence of each data
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source as well as the psychometric properties and the reliability and inter-
temporal stability of the measures (Kane et al., 1999).

Status of Quality of Life. In the past, several studies had found the circum-
stances of life in nursing homes limited (Diamond 1992; Gubrium, 1993;
Henderson and Vespari, 1995). As shown in the previous pages, since the
implementation of OBRA 87, quality of care in nursing homes has improved
in some categories of care, but in other categories persistent problems
remain. For quality of life in nursing homes, the situation is not as encour-
aging. On the positive side, improvements in care, such as reduced use of
physical and chemical restraints, also improve aspects of quality of life,
including autonomy and dignity. On the negative side, evidence of defi-
ciencies in care, such as the high prevalence of incontinence, is not consis-
tent with high quality of life. Even though OBRA 87 had beneficial effects
on several measures of quality, Kane and colleagues (1997) for example,
found that it was difficult for nursing home residents to exercise desired
choices or for nursing assistants to enhance residents’ choices. Poor qual-
ity of life in many nursing facilities continues to be a concern. Until suffi-
cient trained staff is available to allow time and skills to provide the care
and personal attention, and until the standards of quality of life included
in OBRA 87 are rigorously enforced, problems with quality of care and
life will persist in some facilities.

In recent years, efforts have been made to improve the quality of life
in nursing homes as well as the ability to measure it. For example, Rader
and colleagues have been developing approaches whereby bathing can be
a more individualized and pleasant experience for residents (Rader et al.,
1996; Hoeffer et al., 1997). Efforts to measure quality of life for nursing
home residents with dementia have accelerated in the last few years; the
available tools include scales administered to residents, staff, and or fam-
ily (Lawton et al., 1996; Logsdon, et al., 1999; Rabins et al., 1999).

Innovations. In recent years, new approaches are beginning to be devel-
oped to restructure social and physical environments intended to support
quality of life in nursing homes. These models represent a departure from
the traditional institutional physical environment of nursing homes. A
number of architects specialize in nursing home design. For example,
they are removing the nursing stations from view, providing lounge space
instead of being shared by residents and staff, and using alcoves in the
hallways for medicine carts and work space for the nursing staff. To break
the monotony of the environment, aquariums and pianos are being intro-
duced (Ouslander et al., 1997). A loose consortium—whose members refer
to themselves as “the nursing home pioneers”—is working to improve
life in nursing homes, which they consider to require a culture change
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(Fagin et al., 1997). Among their strategies are approaches that engage all
residents as a community when feasible (Barkan, 1995), give nursing
assistants more responsibility and flexibility, and emphasize processes of
care that minimize dependence and promote more independent function-
ing as far as possible (Lustbader, 2000). For example, residents may serve
on committees that interview and select staff or attend staff meetings
whatever the subject (Burger, 1999).

One well-known innovative experiment, called the Eden Alternative,
has brought plants, birds, and a variety of animals, and visits by children
into nursing homes. This approach also moved towards empowering staff
and developing caregiving teams that would make nursing homes more
amenable to individualized care (Thomas, 1994). However, its effective-
ness and transferability to other nursing homes with varying leadership,
ownership, and casemix have not been rigorously evaluated. Some also
fear that it has been grasped too quickly and that facilities introducing it
may not be committed to the steady, persistent change needed to alter the
quality of life in a nursing home.

Quality of life is also affected by the physical surroundings, which
can be pleasing or depressing and can promote independence or depen-
dence. In particular, most residents, prospective residents, and families
consider a private room and bath important to independence, dignity,
and social interaction (Kane et al., 1998a). A few new facilities are being
designed entirely or almost entirely with private rooms.

Another model involves redesigning a facility, emphasizing small
neighborhood concepts, or changing staffing patterns to promote conti-
nuity and the idea of the universal worker who can perform a variety of
tasks (Fagin et al., 1997).3  Variants of this neighborhood approach are
found in other facilities.4

3For example, Fairport Baptist in Fairport, New York, now consists of several nine-resi-
dent “neighborhoods” with five single rooms and two L-shaped double rooms that maxi-
mize privacy. With no central hallways, each neighborhood has laundry facilities, a resi-
dential kitchen (where residents have access to the refrigerator), a dining area, and a sitting
room but no nursing station. Meals are prepared in the centralized kitchen but are served in
each neighborhood. All bedrooms and bathrooms have been decorated with features se-
lected by the residents moving in. Most staff are assigned to neighborhoods to perform a
range of tasks (e.g., personal care, housekeeping, serving meals), rather than operating
centrally with responsibility for performing a smaller range of tasks for a larger number of
residents. The nursing assistants, known as resident assistants, perform a wide range of
tasks, including personal care, housekeeping, laundry, serving meals, and washing dishes
in the kitchen’s dishwasher. Centralized staff have been drastically reduced or eliminated
(including housekeeping and wait staff), and staff ratios on the neighborhoods have in-
creased (e.g., each neighborhood has one full-time staff at night). Residents are actively
involved in planning their activities and their lives, including the design of the stained glass
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An example of a successfully restructured nursing facility was reported
to the IOM Committee on the Adequacy of Nursing Staff in Hospitals and
Nursing Homes (IOM, 1996a, p. 255–256). The model of nursing care
delivery implemented at the facility changed nursing care from a task-
oriented system to a resident-oriented system by assigning primary nurses
and their associates ongoing responsibility to care for a designated group
of residents. The number of hours of care did not increase, but the skill
mix did; the amount of licensed staff coverage over a 24-hour period
increased from 24 to 45 percent. The increase of licensed staff is perceived
as having improved the quality of care and the quality of life for residents
and quality of work for staff, while remaining cost-effective. Ongoing
data collection at that time supported this assertion, documenting notable
reductions in the use of restraints and antipsychotic drugs, decreases in
hospitalization rates, high resident satisfaction rates, reduced staff turn-
over rates, and high levels of success with various forms of rehabilitation
despite a continuously rising acuity level and an average age of 91 years.

At present, many of these innovative programs are relatively recent
and rare. These and other similar examples, however, suggest that cul-
tural change may be possible in nursing homes. Also, current federal and
state regulations, despite their many strengths in defining standards of
care, are not conducive to these types of changes. For example, the pres-
ence of birds or animals could violate state regulations, and some of the
staffing arrangements could skirt the boundaries of regulatory acceptabil-
ity. A facility may also be at risk of violating rules related to food service
when residents cook or when residents and staff together determine ways
to enhance their meals and snacks. More than 50 waivers of regulations
were required in one model to implement its demonstration unit (Wolfe,
1999).

These approaches are intuitively very appealing and appear to avoid
some of the quality-of-life problems common in traditional nursing
homes. Given this, defensible data describing how life or care is better for
residents living in these homes should be collected so that the quality
implications of these models can be understood. Although the concepts
behind the new care models are very appealing, details about how they
work and, more specifically, for whom they work best are still unknown.

windows for a large central chapel under construction. A day care center is prominent in
the facility, and the children interact with the residents.

4Some examples are: Evergreen in Wisconsin (Fagin et al., 1997) and Lyngblosten Home
in Minneapolis (Wolfe, 1999). The latter is experimenting in a small portion of its facility
with a Swedish model called the “service home” to assess if it can be applied to a certified
nursing facility. Each resident has a private room and private bath, and all cooking is done
in the experimental neighborhood of nine people.
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Research, demonstration, and evaluation studies are needed to carefully
describe the new interventions, and to evaluate their cost-effectiveness
and their impact on quality of life and quality of care, when casemix is
taken into consideration.

Limitations of the Evidence

Several limitations exist in the empirical evidence reviewed on quality
of care in nursing homes. Averaging facilities is problematic—failure to
improve in some facilities may be masked by large improvements in
others, and vice versa. Average rates do not measure quality of care for
individual residents.

As is common with studies using self-selected samples, some believe
that the literature on nursing home quality may have problems with bias
if results are based on sampled facilities willing to participate in the
studies. The assumption is that willing participants are likely to be more
receptive to regulatory and nonregulatory efforts aimed at improving
quality. Others contend that there is no empirical evidence to support this
concern. They advance the argument that many facilities regarded as
poor performers are willing to participate in studies; they may be unaware
of their relative performance. Also not all studies use convenience
samples. Many use random samples of facilities with high participation
rates. Other published studies have used data from OSCAR, the survey
process, or the MDS. The validity and reliability of these data have been
questioned by some. Since much of OSCAR and MDS data rely on report-
ing from facility staff, underreporting of problem areas is possible. Some
items from the first version of the MDS showed adequate reliability; others
did not perform as well (Phillips et al., 1993b; Crooks et al., 1995; Hawes
et al., 1995b). Validation studies of the MDS version 2.0 found that new
and revised items have both reliability and clinical utility (Blaum et al.,
1997; Hawes et al., 1997b,c; Morris et al., 1997; Phillips et al., 1997). Prob-
lems with state survey reliability have been reported (Abt Associates and
CHSRA, 1996; CHSRA, 1997; GAO, 1998a). In the state survey process,
measures are derived from assessments by surveyors, pointing to the
need for better training for surveyors.

In summary, there is sufficient cause for concern about poor quality
of care in a number of nursing homes in the United States. Although care
has improved in many facilities since OBRA 87 and there are some inter-
esting models evolving to improve the physical environment, the con-
figuration of staff, and the overall quality of life of residents that should
be evaluated, the attention of policy makers must continue to be focused
on those facilities that provide inadequate quality of care.
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Community-Based Residential Care

As discussed in the previous chapter, a wide range of residential care
facilities house people with long-term care needs of multiple levels. As
many as one million people live in all types of board and care homes
(Newcomer and Grant, 1990; Clark et al., 1994). The area of quality in
these settings has received little research attention in the past.

No uniform definitions or criteria exist for judging the quality of care
provided in these settings. Given the variations within and across states,
comparisons among even similarly labeled facilities can be difficult. More-
over, assessments of the quality of residential care can be further compli-
cated by the inclusion of measures of the physical environment, the ability
of residents to remain in place following declines in functional status, and
the delivery of services by facility staff versus external agency staff. If
these factors are not uniformly incorporated into quality assessments,
comparisons of and judgments about the quality of care delivered in these
settings can be difficult.

Various studies have indicated that residents in nonmedical residen-
tial facilities were not receiving adequate care or protection (GAO, 1989,
1992a,b; Avorn et al., 1989). These studies showed unsafe and unsanitary
conditions, improper use of psychotropic medications, and many other
problems. These problems are heightened by rising resident acuity and
high use of medications, questions about capacity of existing supply of
professional staff to meet the needs of more impaired resident popula-
tions, and wide variations in regulatory approaches and concern about
adequacy of most states’ regulatory systems.

Board and Care Homes

Board and care homes have been around for many years and have
filled an important need in long-term care for many elderly people and
people with disabilities.

The main purpose of the 10-survey of board and care homes described
in the previous chapter was to determine whether regulatory systems had
an effect on the quality of care provided (Hawes, 1995a). The researchers
found that the widespread perception that board and care homes are
small, and therefore more “homelike,” is somewhat misleading. Although
most homes were small with 2–10 beds, more than three-quarters of the
residents lived in homes with 11 or more beds. The majority of homes
provided access to a range of services, but most were unable or unwilling
to accommodate changing resident needs.

About 99 percent of the licensed homes and 76 percent of the unlicensed
homes reported providing medication storage and supervision; 71 per-
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cent of the residents reported receiving assistance with mediations and 41
percent were taking psychotropic medications. Yet only 21 percent of the
homes had a licensed nurse (RN or LPN) on their staff. Nearly 20 percent
of the operators in licensed homes and 33 percent in unlicensed homes
reported that they did not require any training for staff. Of staff who
reported passing medications, 28 percent of staff giving injections were
not licensed nurses. The staffing patterns, training of staff, and a lack of
appropriate staff knowledge, and some care practices raise concerns about
the quality of care provided in board and care homes. There is particular
concern regarding the quality of care in some board and care homes that
serve people with developmental disabilities and mental illnesses.

The study (Hawes et al., 1995a) found positive effects of regulation on
safety, quality of life, and quality of care. States with extensive regula-
tions had fewer unlicensed homes, and operators of the homes were better
trained and with prior experience in providing health care and quality of
life. Extensive regulation was associated with lower use of psychotropic
drugs and use of fewer contraindicated medications, and positively asso-
ciated with several quality-of-life measures such as preventing a very
institutional environment, and the availability of social and recreational
aids and supportive aids and devices. The study found no effect of exten-
sive regulation on staff training, availability of licensed nurses on the
homes’ staff, knowledge of basic procedures and appropriate monitoring
of health conditions and medication administration, availability of services,
cleanliness, prevalence of safety features, and availability of physical
amenities.

Assisted Living Facilities

Assisted living has become a popular subset of residential care facili-
ties. They have been marketed as an option that could combine a capacity
for high-quality individual service with physical environments that pro-
mote consumer choice, autonomy, dignity, privacy, and continuity with
preferred lifestyles. Evaluating success or failure in meeting this objective
is difficult because of limited data and the enormous variation among
facilities and services. Hawes and colleagues (1999), reporting on the
results of a large national probability sample survey of assisted living
facilities having 10 or more beds and serving primarily older adults, found
that 65 percent of facilities offered low levels of service (e.g., no full-time
registered nurse on staff), with another 5 percent offering minimal ser-
vices (see Chapter 2 for a description of the survey). Thirty-one to 34
percent of the facilities offered high levels of privacy, 40 percent offered
low levels of privacy, and 26 to 28 percent offered only minimal levels of
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privacy.5  Only 11 percent of the facilities provided high levels of both
privacy and service.

Assisted living facilities on a multilevel campus with nursing homes
and other programs (45 percent) were more likely to express a willingness
to retain residents with greater health care needs and to offer more nurs-
ing care; however, they did not report having a more demanding casemix
than freestanding programs. Almost half of the administrators inter-
viewed indicated that their assisted living facility would not admit or
retain a person with moderate to severe cognitive impairment.

The researchers concluded that there is a gap between the assisted
living services currently offered and the philosophy of assisted living,
which aims to combine private, residentially oriented buildings with high
levels of service and “aging in place,” regardless of changes in health or
physical and cognitive functioning. Many facilities that call themselves
assisted living fall short on one or more of these criteria. They also con-
cluded that most assisted living in this country was not affordable for the
moderate- and low-income elderly population and that affordable facili-
ties were more likely to offer low or minimal levels of service and privacy
(Hawes et al., 1999).

In Oregon, the regulatory model for assisted living requires high
privacy and autonomy-enhancing features (e.g., locking doors, private-
occupancy apartments with bathrooms equipped with roll-in showers,
capacity for cooking and refrigerating food, and individualized care
plans), and high service capability (e.g., three meals a day and personal
care to enhance aging in place).

Quality-of-care problems, however, are reported for some assisted
living facilities. A GAO (1999c) review of assisted living services in Cali-
fornia, Florida, Ohio, and Oregon found that 27 percent of the facilities
reviewed had been cited for five or more quality-of-care or consumer-
protection deficiencies or violations during 1996 and 1997. The types of
problems identified included providing inadequate or insufficient care;
having insufficient, unqualified, and untrained staff; administering or
storing medications improperly; and not following state admission and
discharge policies. Another issue is holding assisted living settings
responsible for developing plans of care. For example, Yee and colleagues
(1999) found a need for more social activity and community involvement
for residents in a congregate housing-type setting. Other factors that may

5High privacy facility is defined as one in which 80–100 percent of the units were private;
low privacy facility is one that had no bedrooms shared by three or more unrelated per-
sons, but in which fewer than 80 percent of bedrooms were private; minimal privacy facil-
ity is one that housed three or more unrelated individuals in the same bedroom (whether in
a room or apartment).
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make the situation more challenging are overbuilding leading to lower
occupancy, problems with fiscal solvency, and incentives to accept and
retain residents with greater care needs but pressure to preserve high
rates of return by containing staff costs.

Among the various potential quality-of-care problems in assisted
living settings discussed above, two conflicting concerns are raised. Some
observers are concerned that assisted living offers a false promise to con-
sumers of aging in place and that providers will be unwilling and unable
to retain residents when their care needs become substantial. Others fear
that assisted living settings will retain residents but fail to offer them
needed services or, in the worst case, fail even to discern their deteriorat-
ing condition and need for services. One potential aid against either prob-
lem is ensuring that consumers have accurate and complete information
about services available and allowed, policies regarding access to care
and changing care needs, and charges. GAO (1999c) concluded that the
variation among facilities and services designated as assisted living means
that consumers must rely primarily on providers for information about
services and policies. Currently, however, consumers often have inad-
equate information to use in selecting a facility and admission agreements
often are misleading about what consumers can expect regarding con-
tinuing stays, discharges, services, and costs; and sometimes inconsistent
with state law.

Adult Foster Care Homes

Another type of residential care is the adult foster home that typically
provides care for a small number of residents (usually three to six) in
private homes with a live-in care provider. They are licensed by states
under a variety of names, with regulatory differences among states in
terms of requirements and options (Folkemer, 1996). In most states, adult
foster homes generally serve a low-income clientele, often with mental
health problems.

In Oregon, the adult foster care model, introduced in 1982, has proved
to be a popular mainstream program. By 1989, two-thirds of the foster
home clients were privately paying individuals with higher levels of dis-
ability than those covered by Medicaid who, by definition, were eligible
for nursing home care (Kane et al., 1991a). Controlling for casemix, a
cross-sectional study found more socialization and satisfaction among
foster home clients than nursing home residents (Kane et al., 1991a). A
longitudinal study comparing Medicaid beneficiaries in adult foster care
and nursing homes found no change in functional status for more than 85
percent of the clients, but among those with changes, the nursing home
group showed more improvement and the foster care group more decline
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(Stark et al., 1995). Although critics question how to interpret these data
(e.g., whether functional status was the right outcome to assess), the study
seems to suggest that foster care is a viable choice but could be improved
by better access to medical and nursing care.

In terms of quality of life, adult foster care homes offer advantages
related to homelike settings, but they also have disadvantages related to
their small scale and reliance on the live-in caregiver for personal care,
cooking, housekeeping, and recreational services, with little margin to
cover additional help. In the Oregon program, for example, if one resi-
dent is bedridden or needs intensive nursing care, the foster care provider
is less likely to be able to devote attention to activities for other residents.
It seems probable that consumer satisfaction with adult foster care will
depend not only on the intrinsic quality of the home but also on indi-
vidual lifestyle preferences. Some people welcome the friendliness of a
good adult foster home, whereas others prefer the privacy of a residential
care setting over joining a stranger’s household.

Residential Care for People with Developmental Disabilities.

During the mid-1980s, approximately 70 percent of people with devel-
opmental disabilities were cared for in institutional settings. OBRA 87
included a requirement that people with developmental disabilities living
in nursing facilities be transferred to alternative settings if they did not
need skilled nursing care. Since then, approximately one-quarter of the
more than 50,000 people with developmental disabilities who had been
living in nursing homes have moved to other facilities (Braddock et al.,
1998). In addition, a growing number of states are providing services to
people with developmental disabilities under Medicaid home and
community-based services (HCBS) waivers. The majority of long-term
care users with developmental disabilities now receive their formal care
in the community.

Community-based living and smaller facility size have been associ-
ated with benefits such as increased community integration, adaptive
behavior, choice making, mobility, family satisfaction, improved health,
and decreased challenging behavior (Rotegard et al., 1983; Wilson et al.,
1991; Heller et al., 1995; Conroy, 1996; Tossebro, 1996; Stancliffe, 1997;
Stancliffe and Abery, 1997; Heller et al., 1998). Even for older persons with
developmental disabilities, evidence indicates a positive long-term adjust-
ment following movement from nursing homes to community-based set-
tings (Heller, 1985; Heller et al., 1995, 1998). Smaller, community-based
facilities are more likely to have policies and practices that support indi-
vidual choice, to provide more individualized services with increased
opportunity for variety and stimulation, to support community participa-
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tion, and to involve residents in policy making (Conroy, 1996; Tossebro,
1996; Stancliffe, 1997; Heller et al., 1998).

However, some investigations have found problems with both poor
quality and inadequate access to services in Medicaid waiver programs.
A study of 1,878 persons with developmental disabilities in California
found an elevated risk-adjusted death rate following deinstitutionalization,
particularly for the highest-functioning individuals (Strauss et al., 1998;
Shavelle and Strauss, 1999). The higher death rates for individuals with
developmental disabilities were in part due to problems such as aspira-
tion of food into the lungs or bowel impaction. HCFA investigations
determined that similar problems existed in other states, many of which
seem to be due partly to states providing inadequate case management
services for monitoring quality of care.

Because the few studies that have been undertaken have found quality-
of-care problems in all types of residential care, it is suspected that prob-
lems are widespread but generally unobserved. In any case, it raises the
issue of the need for research on quality of care and particularly outcomes
of care.

Home Health Care

Data on the quality of home health care are much less voluminous
and systematic than those available for nursing homes. Most of the avail-
able data derive from HCFA’s National Home Health Agency Prospective
Payment Demonstration and from its support of research and demon-
stration projects using the Outcomes Assessment and Information Set
(OASIS), which is now mandated for use by Medicare-certified home
health agencies.

Few research studies have actually examined the quality of home
health care. Most of the information about quality is available from the
state survey agencies under contract by HCFA to regulate home health
care. Research funded principally by HCFA has produced some data on
processes of care and some on patient outcomes. Because a substantial
percentage of home health care is financed by Medicare and because
Medicare home health care services have grown rapidly over the past
decade, research has focused on Medicare certified home health agencies,
and many of the studies have centered around predictors of use and
expenditures.

In recent years, GAO has conducted investigative studies of home
health care agencies. In a study of home health agencies that had been
certified, GAO (1997b) found that very poor care was provided by a
number of agencies. Several examples were cited showing problems such
as agency administrators with no health care experience, and agencies
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serving ineligible patients and falsifying records and staff credentials. On
the other hand, GAO investigators found that only 3 percent of all certi-
fied agencies are cited by HCFA for being out of compliance with one or
more conditions (GAO, 1997b).

In recent surveys by HCFA’s Operation Restore Trust which reas-
sessed certified home health agencies in California, HCFA found signifi-
cant quality-of-care problems that led to the termination of many agencies
from the Medicare program. In resurveys of 44 agencies providing high
numbers of services and receiving high levels of Medicare payments,
HCFA found that 80 percent were out of compliance with at least one of
the federal conditions, and 21 of the 44 either voluntarily withdrew from
the program or were terminated by HCFA. In these surveys, HCFA found
agencies that could not provide lists of active patients, and did not know
which patients were receiving care on a particular day, staff that were
providing patients with medications not ordered by a physician, therapists
who were not qualified, and laboratory services that were not monitored.
They also found failures to provide nursing care as ordered and failures
to initiate changes in patients’ care plans (GAO, 1996a, 1997b, 1998b,c).

On the other hand, a retrospective review of Medicare patient records
undertaken for agencies participating in HCFA’s prospective payment
demonstration revealed problems with potential adverse patient impact
in only about 4 percent of the cases (Phillips et al., 1994). In the process of
developing OASIS, a prospective study was conducted to assess the care
provided for new patients by 44 Medicare-certified agencies in 27 states
with approximately 2,600 patients, particularly related to six activities of
daily living. The study compared rates of stabilization and improvements
in functional status for two groups—those admitted for home health care
from the hospital and those admitted from the community. Overall func-
tional status was stabilized for 79 and 92 percent of patients in each group,
respectively (Shaughnessy et al., 1994a). Rates of improvement in func-
tion ranged from 26 percent for ambulation among patients admitted
from the community to more than 54 percent for bathing among those
admitted from the hospital. Consistently lower rates of improvement
among the group admitted to home health care from the community were
attributed to the greater prevalence of chronic functional impairments in
this group. Patients admitted from the hospital were more likely to have
acute problems for which functional stabilization or improvement would
be expected (Shaughnessy et al., 1994a).

Appropriateness of Services

In another major HCFA-funded study, Kane and Finch et al. (1994)
examined the costs and outcomes of 2,100 elderly Medicare patients from
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three cities who were discharged from hospital to post-acute care settings
with one of five diagnoses: stroke, chronic obstructive pulmonary disease,
congestive heart failure, hip procedure and hip fracture. They found that
in general patients who received home health care had better functional
outcomes than those who went home without home health services. Sub-
sequent analyses stemming from this study concluded that at six weeks,
six months and one year post-hospital discharge, patients who received
home health care experienced significantly higher functional improvement
than patients discharged to other post-acute care modalities (rehabilita-
tion facilities, skilled nursing facilities or home without home health care)
(R.L. Kane et al., 1998). This study, however, did not examine the nature
of home health care provided. Thus, no information is available on the
type of personnel who provided care, their level of training, or the degree
of physician involvement.

Findings on Process of Care

Under contract to HCFA, Abt Associates conducted the largest empirical
assessment to date of process of care deficiencies in Medicare certified
home health agencies (Phillips et al., 1994; Jette et al., 1996). The study
reviewed retrospectively the records for 4,000 patient episodes drawn
from 47 agencies participating in HCFA’s prospective payment demon-
stration. To each episode of care nurse reviewers applied 10 quality-of-care
screens, including adequacy of baseline assessment and care planning,
addressing all documented problems, addressing all acute problems
immediately, delivering all prescribed nursing or therapy services, dete-
rioration of ulcers/wounds, deterioration of ADL status, and adequacy of
discharge plan. In cases where reviewers determined failure on a particu-
lar screen, they made an additional determination involving three levels
of problem: (1) a problem without potential for significant adverse effects
on the patient, (2) a problem with potential for significant adverse effects
on the patient, or (3) a problem with confirmed significant adverse patient
effects.

Overall, reviewers identified no quality problems in 57 percent of
cases and at least one quality problem in 43 percent of cases screened
(Jette et al., 1996). Two-thirds of cases failed only one quality screen, 28
percent failed two screens, and the remainder failed three or more. Four
percent of total cases were judged to have a quality problem with the
potential for (3.9 percent) or actual (0.4 percent) adverse effects on pa-
tients. However, the researchers estimated that the proportion of cases
with potential adverse effects might have reached 14 percent if all records
that failed an initial screen had been reviewed by two different nurses.
The most frequently failed screens in this study were delivery of all pre-
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scribed nursing or therapy services (33 percent of cases) and addressing
all documented problems (20 percent of cases). Within the first area, inad-
equate evidence of patient teaching was the most commonly cited prob-
lem and within the second, inadequate evidence of follow-up on cardio-
vascular problems. As with all record review studies, the researchers
could not separate inadequacy of documentation from actual lack of ap-
propriate action on the part of the nurse or agency.

The Abt study revealed “considerable variation in level of quality
care observed among the participating agencies” (Jette, 1996: 499). How-
ever, agency ownership was not significantly related to the frequency or
severity of quality problems identified. Controlling for agency and reviewer
characteristics, the likelihood of observed quality problems increased as
patients’ condition became less stable and as the number of different
services provided to the patient increased. When agencies’ status as fee-
for-service versus prospective payment providers was considered, the
study found no significant difference in the existence of confirmed quality
problems with a potential to adversely affect patients (Phillips et al., 1994).
Although the study agencies contained a mix of ownership status and
geographic representation, the researchers cautioned that as volunteers
for a national demonstration, the agencies might not be representative of
the home health industry as a whole.

Many of the concerns regarding Medicare-funded home health care
are related to the amount and appropriateness of service use and to agency
business practices. A GAO (1996a) report highlighted variations in home
health service provision by region and agency ownership. Nationally, the
number of home health visits per beneficiary per year in 1993 was 57;
regionally, the average varied from 79 visits in southern states to a low of
36 visits in states in the Northwest. GAO suggested that some of the
regional variation might be explained by the availability of substitute
services or by the beneficiary casemix. Variations by agency ownership
were equally striking. Proprietary agencies provided an average of 78
visits per beneficiary in 1993, compared to 46 each for government and
voluntary nonprofit agencies (GAO, 1996a). A similar pattern was found
at the regional level and when patterns of service use were compared for
four common diagnoses (diabetes, heart failure, hypertension, and hip
fracture). The variations in service use by agency type were greatest for
patients with diabetes, a chronic problem, and least for those with hip
fracture, an acute problem.

GAO (1996a) did not directly examine the effectiveness of various
care plans but suggested that weak oversight might be leading propri-
etary agencies to provide more services than were needed by beneficiaries.
Possible overuse of services was attributed in part to Medicare fee-for-
service payment methods (since modified), in part to limited physician
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review of the primarily nonmedical home health services, and in part to
reduced funding for review of claims and on-site audits. Other GAO
(1995, 1998b) investigations have documented financial irregularities and
improprieties by specific agencies, including excessive skilled nursing
visits, exaggeration of the severity of patient conditions, and services to
patients of questionable eligibility.

Although little has been documented about the quality of home health
care, many concede that the reports of these problems may not be isolated
cases. Because of the rapid growth of home health agencies, with nearly
10,000 certified agencies in the beginning of 1997, the oversight problems
are enormous (GAO, 1997b). The committee speculated that individuals
living at home are reluctant to complain about poor quality of care for
fear of losing their home care workers and receiving no services. Thus,
oversight cannot rely simply on individual complaints about quality.

Home and Community-Based Services

Adults

Studies of HCBS usually concentrate on unmet need and its conse-
quences (Allen and Mor, 1997) or satisfaction (Benjamin, 1998; Applebaum
et al., 1999). Geron (1996, 1997) looked at satisfaction in terms of a number
of issues that members of ethnic-specific focus groups said were impor-
tant—for example, compatibility with providers, reliability of providers,
task competence of providers, and adequacy of total service provision.
Adequacy refers to getting enough services; competence refers to how
services and care are performed; compatibility refers to the fit between
the consumer and caregiver and the consumer’s sense that the caregiver
cares about him or her personally; and competence refers to the way
personal care and homemaking tasks are literally conducted. Typically
those who use home and community-based care of all types report high
satisfaction (Geron, 1996; Benjamin, 1998; Kane and Huck, 2000). Such
satisfaction is also reported for home care and day care delivered as respite
services for dementia, though in these instances the respondents are
typically family members. Reviewing empirical studies on respite care,
Montgomery and Kosloski (1995) stated that “the most pervasive finding
in the literature regarding the impact of respite services is that caregivers
like the service and generally find programs to be valuable” (p. 50). Satis-
faction is also high among general users of adult day care (Weissert et al.,
1990).

The extent to which the availability of HCBS actually accounts for
keeping people out of nursing homes has been hotly debated and is the
subject of decades worth of research (Applebaum et al., 1986; Kane and
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Kane, 1987; Weissert, 1997). In some of his writing, Weissert (1997) terms
home care a failure because its users enter nursing homes at the same rate
as the control groups. This also presupposes that the worth of home care
is to be measured by its substitution for some other form of care (e.g.,
nursing home care or hospital care). These kinds of findings beg the ques-
tion about the quality of home care itself. For the most part, critiques of
home care for older people (Estes and Swan, 1993), as well as for persons
with serious mental illness (Horowitz and Reinard, 1997) and for children
with chronic illness (Perrin et al., 1997), chronicle lack of third-party
payers and poor coverage of care rather than problems in care itself.
There are no systematic studies in the literature to suggest that home care
is of good or poor quality. The subject has been examined largely in
relation to satisfaction, unmet need for care, or burden on family care-
givers (which in some ways is another index of unmet need for care).
Research on outcomes and other information on which to judge quality of
these services is lacking.

Personal Care Services

Researchers have begun to describe the breadth and depth of Medic-
aid HCBS programs more fully, typically offering statistics on state and
national trends (Litvak and Kennedy 1991; Burwell 1999; Miller et al.,
1999a,b; Harrington et al., 2000d). Although the Medicaid personal care
services (PCS) and HCBS programs have grown significantly over the
past two decades (Miller et al., 1999a; Harrington et al., 2000b), the com-
bined Medicaid PCS and HCBS waiver participants are less than the
number of Medicaid institutional participants (Harrington et al., 2000a;
LeBlanc et al., 2000a).

Wide variation exists among states in the total number of Medicaid
PCS optional state plan benefit and 1915(c) HCBS waiver participants,
ranging from 10.5 participants per 1,000 population in Missouri to less
than 0.7 participant in Louisiana and Indiana (see Table 2.5). When Medic-
aid officials surveyed were asked if they had an adequate number of
HCBS waiver slots or funding allocated for slots to meet the demand,
only eight state officials replied that they had enough slots while 42 state
officials said they either did not have enough slots or funds to fill the slots
(Harrington et al., 2000a). The eight states that reported having adequate
slots were: Missouri, Michigan, Rhode Island, North Dakota, Maine, Mas-
sachusetts, Alabama, and Arizona. Washington DC was just starting its
waiver program so officials stated they did not know if they had adequate
slots. Inadequate slots were most often reported for the mental retardation–
developmental disabilities (MR/DD) programs. Of the 42 states reporting
waivers with inadequate numbers of slots and funds, 37 states had inad-
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equate numbers of slots and funds for individuals with MR/DD. In other
states, there were inadequate numbers of slots and funds for the aged,
those with disabilities, those with traumatic brain injuries, children with
special health care needs, and those with HIV/AIDS.

Twenty-eight states report waiting lists in the waiver program, but 14
states could not report and the numbers ranged from 20 physically dis-
abled in South Dakota to 11,000 on the aged and disabled waiver waiting
list in Wisconsin. Louisiana reported 7,063 on the MR/DD waiting list
and the wait for services was estimated to be 5 years in length. Although
states reported that some legislators were sympathetic to the need to
expand HCBS, most states with waiting lists had been unable to obtain
adequate state funds for the program from the state legislature. Seven
other states reported being involved in state litigation cases pertaining to
waiting lists for HCBS services (California, Florida, Montana, New
Mexico, Oklahoma, Texas, and West Virginia). Two states were under
court rulings to either downsize the state facilities for individuals with
MR/DD (Tennessee) or provide HCBS services for the mentally ill aged
22–64 (Colorado).

One of the most important reported barriers to the expansion of PCS
and HCBS waiver services was the shortage of direct care workers, par-
ticularly those working in the home. States with large rural populations
faced particularly imposing challenges. State officials identified these
shortages as being related to the growing competition in the labor market
and the low state Medicaid reimbursement rates for HCBS providers.
Wage, benefit, and working condition studies may be needed to assist
states in establishing market-based rates for home care providers. Per-
haps special federal financial support could be designed to assist state
Medicaid programs in increasing their state reimbursement rates for
HCBS providers.

In summary, both PCS and HCBS programs appear to be expanding
to meet the growing needs of Medicaid participants who are aged or
disabled. The problem is that there is a large unmet need in many states
based on the reports of state officials and waiting lists. Two major
questions remain to be addressed. One is how to ensure that Medicaid
participants are offered a choice between institutional and HCBS services
and have access to appropriate services in the least restrictive environ-
ment. The second is how to ensure equity in access to PCS and HCBS
services across states. Should the federal government require states to
offer alternatives to institutional care for all Medicaid participants? Alter-
natively, should special programs be established to give incentives to
states to expand access to PCS and HCBS services, while at the same time
controlling the growth and expenditures for institutional care? A Blue
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Ribbon Panel on Personal Assistance Services (1999)6  reviewed federal
and state statutes and regulations for personal care services and home
and community-based services. The panel produced several recommen-
dations and strategies for the federal and state governments to implement
and promote consumer choice in community-based placement for people
with disabilities who require routine, ongoing personal assistance ser-
vices. The panel also urged HCFA to abandon the link between Medicare
and Medicaid certification requirements for providers of home and
community-based services.

The committee concludes that research is needed to identify the need for
PCS and HCBS services and to examine policy options that would remove the
barriers and constraints that states are facing to meet the need for services. The
committee believes that HCFA and state governments should work with pro-
viders and consumers to undertake research towards developing an appropriate
array of community-based long-term care services to meet the needs of consumers
and assess the quality of the service and outcomes. At the same time, access to
and choice of appropriate services can be argued to be essential to quality
of care and quality of life for individuals with disabilities.

Department of Justice regulations implementing the Americans with
Disabilities Act (ADA) now require that “a public entity shall administer
services, programs, and activities in the most integrated setting appropri-
ate to the needs of qualified individuals with disabilities” (28 C.F.R.
35.130(d)). In the recent Olmstead v. L.C. case, the Supreme Court held that
institutional placement of individuals who could live in less restrictive
settings may violate the ADA. The Court indicated that states are required
to provide community-based services for persons with disabilities when
state professionals determine that such placement is appropriate for the
particular individual, the affected person does not oppose such treat-
ment, and the placement can be reasonably accommodated without alter-
ing the program through which services are provided. The Department of
Health and Human Services issued a letter to state Medicaid Directors
regarding the Olmstead decision and informing states about ways to
comply by preventing inappropriate institutionalization and providing
home and community-based alternatives. Most states have much work
that needs to be done to change their programs to ensure choice and
access. The challenge is to reduce the reliance on institutional care and to
shift services to the home and community when such care is appropriate.

6The panel was funded in 1997 by the Robert Wood Johnson Foundation through a grant
to the Independent Living Research Utilization Program at The Institute for Rehabilitation
and Research.
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Home Care for Children and Adolescents

Children with major medical and technological needs often leave the
hospital with careful plans for care and supervision from nurses and
other caregivers with expertise in pediatric care. Difficulties often arise
for families in providing or arranging long-term care at home and in the
community with the loss of connections to hospital programs, limited
communications among key providers, changes in home nursing care
providers, and changes in the child’s health situation. Moreover, many
home care providers (mainly nurses) have little training or experience in
the care of children. Instead, they may come from a background of pro-
viding care for older patients with very different conditions and know
little about children’s medication doses or equipment needs, or appropri-
ate ways to monitor a child’s condition or progress (Feinberg, 1985). At
the point of discharge, hospital staff typically choose the nursing team to
help the family at home or in the community based on their capabilities in
caring for younger patients, but over time as staff change, later nursing
personnel may have much less relevant experience. Nursing staff provid-
ing home care also have less supervision than hospital staff, and again
agencies or programs may lack personnel equipped to supervise home
and community care for children. Parents also report that equipment sup-
pliers provide too little information regarding the use of their devices in
the home, making it difficult for families to determine when the machine
is malfunctioning or what to do about it.

Parents also complain about the interference of some home service
personnel in their daily life routines. Although having complex equip-
ment and additional care providers will change any household’s activities,
at times agency staff interfere inappropriately in how parents discipline
their children or indicate disapproval of aspects of the family’s living
situations (Perrin et al., 1993).

Children and adolescents receiving long-term care services typically
interact with a large number of service providers, including primary and
subspecialty medical providers, nursing staff, equipment suppliers, and
specialized therapists. A lack of coordination of these services can lead to
conflicts among service providers, duplication of some services, and lack
of access to others. Although families often learn over time how to coordi-
nate services themselves, problems persist for many. Several programs
(see Stein, 1998) exist to help families coordinate services, improving the
quality and extent of services received (Stein and Jessop, 1984, 1991). Care
coordinators may offer direct care, financial counseling, coordination
among medical providers, teaching about the child’s care needs, emo-
tional support, coordination among the medical, education, and home
nursing systems, help in finding services for the child, and guidance in
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teaching families to provide care coordination on their own. Few stan-
dards for training and qualifications of care coordinators exist, making
assessment of these activities particularly difficult (Perrin et al., 1993).

Parents further report that care plans and services may not change
frequently enough, leaving outmoded arrangements in place when the
child’s and the household’s needs have changed. Most conditions leading
to long-term care needs for children and adolescents are dynamic, requir-
ing changes in treatments, technological assistance, and monitoring over
time. The ability of family members to contribute to a child’s care also
may change. For example, family members may be able to provide an
increased amount of care because they have developed the skills to pro-
vide certain services or a decreased amount of care because of changes in
employment or family status. Other problems facing families caring for
children at home include increased risk of depression and financial hard-
ship (Quint et al., 1990; Thyen et al., 1999).

These shortcomings in home care services, especially for children,
point to several likely opportunities to improve the quality of this care. In
particular, efforts should be made to ensure that professionals involved in
care have appropriate training and skills. Coordination of care should be
viewed as an important component of the services available to families,
either through trained care coordinators or through opportunities for
family members to become care coordinators. Care plans can be used to
establish goals for care, select measurable indicators of progress toward
those goals, and allocate responsibilities among caregivers. With a person-
centered approach to care, families should have the opportunity to par-
ticipate as full partners in the formulation, implementation, and monitor-
ing of such plans. In addition, family support services should be viewed
as part of the array of services contributing to the quality of care.

Emerging Consumer-Directed Service Models

Consumer-directed service models have a brief history compared to
traditional institutional and home care. They provide varying levels of
consumer involvement and varying mechanisms of support for consumer
direction (Flanagan and Green, 1997). Choice is typically between pro-
grams that provide cash payments and leave all service management to
consumers or programs that allow consumers to delegate all of their ser-
vice management to an agency. Formal evaluations of consumer-directed
service models are still limited. The studies reviewed by the committee
vary considerably in their size, methodological rigor, and vulnerability to
biases. Nonetheless, the committee believes that taken together, the find-
ings of the evaluation studies to date suggest that a consumer-directed
approach may benefit a significant proportion of individuals with dis-
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abilities. Some studies have examined the impact of consumer-directed
models on factors such as quality of life, control, productivity, use of
preventive health care, and cost. Others have examined the impact of cash
payment models. The findings from these evaluations are summarized
below.

Impact on Users of Services. As noted in other parts of the report, the oldest
consumer-directed service benefits are the Housebound and Aid and
Attendance Allowance Program, operated by the Veterans Administra-
tion (Cameron, 1993). More than 200,000 veterans and surviving spouses
received—by choice—cash benefits in place of formally provided home-
maker, personal care, and other services. Funds may be spent on what-
ever consumers believe best meets their health and personal needs. An
evaluation of this program suggested that participants received similar
hours of care and were no worse off with regard to acute health care
utilization than a comparison group receiving traditional services (Grana
and Yamashiro, 1987). This evaluation unfortunately did not include mea-
sures of quality of care or life.

Most consumer-directed services and their evaluation have focused
on personal care services. For example, a 1993 poll of 800 Medicaid ben-
eficiaries who hired independent providers, rather than using agency
providers, reported higher levels of satisfaction with care, provider stability,
and quality of life (Harris and Associates, 1993). Two studies of personal
assistance models in Virginia and California show increased productivity
and satisfaction for individuals with physical disabilities. In Virginia,
evaluations of consumer-directed personal assistance services compared
outcomes for very small samples of individuals who received consumer-
directed services through state Centers for Independent Living and those
on the waiting list for such services (Beatty et al., 1998a). Consumer-
directed services, including funding for personal assistance, as well as
assistive technology, home modification, and adaptive equipment, were
associated with greater reported control over one’s life, greater satisfac-
tion with services, and greater availability of services (Beatty et al., 1998b);
increased productivity and employment (Richmond et al., 1997); and
greater use of preventive health care (Adams and Beatty, 1998). The indi-
viduals on the waiting list tended to have less service needs, as assessed
by the Center, than did individuals receiving the services. Although
receipt of these services was based on need, it is possible that the frustra-
tion of waiting could have been reflected to some extent in the satisfaction
scores for those on the waiting list.

In California, Benjamin (1998) interviewed by telephone 1,095 low
income people who were aged or disabled or blind and who participated
in either a consumer-directed or professionally directed program. Approxi-
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mately half of the users of consumer-directed services were 65 years of
age and older, and 52 percent had severe disabilities compared to 13
percent of the other group. Generally, users of consumer-directed services
scored higher on variables related to service choice and satisfaction and
preferred role of provider than did the users of professionally directed
services. Also individuals who participated in consumer-directed service
to pay for services from family members reported a significantly greater
sense of security and interpersonal satisfaction. On dimensions of con-
sumer safety and unmet need, neither model showed a significant advan-
tage over the other.

Tilly and Bectel (1999) reviewed Benjamin’s study and four European
studies of consumer-directed cash payment service models in Australia
(Badelt et al., 1997), Germany (Runde et al., 1996), the Netherlands
(Miltenburg et al., 1996), and France (Gilles et al., 1995; Simon and Martin,
1995). They found that in these studies the receipt of cash subsidies was
associated with enhanced perceptions of control over services and sup-
ports compared to agency services, allowed consumers to compensate
relatives for care and to purchase more services, and enhanced overall
quality of life. Simon-Rusinowitz and colleagues (1997) interviewed about
490 Medicaid personal assistance clients to assess predictors of consumer
interest in the cash option model. Almost one-third of the respondents
reported an interest in the cash option. They found that the greatest pre-
dictor of interest in a cash option was the individual’s willingness to
perform employer tasks, followed by a desire for involvement with one’s
own caregiving. Of those who expressed interest in the option, over half
would use the cash to purchase more hours of service, followed by equip-
ment and transportation.

Some studies report a positive association between perceptions of
control and quality of life for individuals with disabling conditions
(Rodin, 1986; Hofland, 1988). Other research has linked perceived control
to health, disability, and quality of life among older adults (Salomon et al.,
1998). Nosek et al. (1995) found a similar association between ratings of
life satisfaction and control over long-term care, regardless of whether the
care was provided in an institution, by an independent provider, or by a
paid or unpaid care provider.

Although these consumer-directed options are relatively untested,
preliminary evidence suggests their viability for people with disability
receiving personal care services. Long-term care service users may be
more satisfied with consumer-directed services and may benefit from
other aspects of the arrangement, but from a quality perspective, there is
little evidence-based research for concluding that consumer-directed ser-
vices result in better quality of care. There is also a lack of an evidence
base regarding the relationship between consumer-direction and con-
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sumer risk, both increased and lack of risk. In the absence of such re-
search, those who want to promote or curtail self-direction fall back on
beliefs, anecdotes, and assumptions. More research is needed that focuses
on the benefits and risks of these models, and on the association between
choice and participation in decision making and the quality of care.

Recommendation 3-1: The committee recommends that the
Department of Health and Human Services, with input from
states and private organizations, develop and fund a research
agenda to investigate the potential quality impact associated
with access to, and limitations of, different models of consumer-
centered long-term care services, including consumer-directed
services.

CONCLUSION

Characterizing the quality of long-term care requires coming to grips
with different criteria for quality and determining how to make trade-offs
among various features of quality. Much more work is needed on these
issues, including how to consider safety in comparison to other concerns;
whether and how much to consider the quality of the physical environ-
ments in residentially based long-term care; and how to incorporate con-
sumer choice and direction into quality assurance and quality improve-
ment efforts. Moreover data and research are very scant for residential
care and home care compared to information for nursing homes. Much of
the long-term care literature other than nursing homes has focused more
on adequacy of access and consumer satisfaction than on quality of care.

Allowing for these current limitations in characterizing quality, the
committee’s review of the available literature points to several general
conclusions about the quality of care in various long-term care settings.
Since the enactment of OBRA 87, nursing home care has improved in
some areas with less use of physical restraints, better use of psychoactive
drugs, and less use of urinary catheters. In other areas, such as prevention
and treatment of pressure sores and incontinence care, quality problems
remain and appear particularly persistent in some facilities. The quality of
life in some nursing homes has been improved by the adoption of more
consumer-centered approaches to care, but features such as lack of pri-
vacy continue to be problematic.

Residential care presents a mixed picture in terms of both quality of
care and quality of life. Some small group homes and assisted living
facilities offer high-quality care in settings that afford maximum privacy
and dignity. However, others appear to lack adequately trained staff and
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to offer neither sufficient amounts of care nor “homelike” settings and the
privacy that goes along with it. There are also indications that consumers
may receive too little information to make informed choices regarding
assisted living services.

Evidence regarding the quality of home health care is more limited
than that for nursing home care, but also points to a mixed experience.
Moreover, most of the research in this area measures satisfaction and
unmet need, and not quality of care. Medicare-funded home health care
generally appears to be of adequate quality in terms of the transactions
between caregivers and care users. However, the program has suffered
from problems of overuse and inappropriate use, leading to new con-
straints on payments that may adversely affect the availability of services
for those with the most complex care needs. Access to HCBS and especially
personal care services for people with disabilities needs to be improved
and an array of options need to be developed and tested.

This review of the current quality of long-term care has highlighted
for the committee several areas of concern, including lack of standard
measurement tools and data to use in more systematic assessments of the
quality of care in various long-term care settings, evidence of persistent
problems in certain aspects of care (e.g., treatment of pressure sores) and
in certain facilities, and indications that some problems can be traced to
insufficient staff training or inadequate staffing levels. Subsequent chap-
ters address various strategies for responding to these concerns with
specific recommendations for improvements. Since no single strategy will
be appropriate or sufficient to achieve the broad range of quality improve-
ment goals in long-term care, the aim must be to find the mix of strategies
that will most successfully balance differing views and goals.

Copyright © National Academy of Sciences. All rights reserved.



110

4

Information Systems for
Monitoring Quality

Information based on valid, reliable, and timely data about the care
provided, the recipients of care, the facilities, and the caregivers pro-
viding care is fundamental to all strategies for monitoring and improv-

ing the quality of long-term care. Such information is of interest to many
constituencies, including consumers, caregivers, provider organizations,
managers, regulators, purchasers, and researchers. Consumers and their
advocates want information to guide the selection of care providers, moni-
tor current care, inform efforts to encourage and promote system-wide
improvements in long-term care, and work with their providers to improve
quality of care. Providers want such information to target their efforts
toward improving care processes and outcomes. Regulators need this infor-
mation to identify quality problems, target monitoring and enforcement
processes, and confirm corrective actions. Purchasers of care, such as Medi-
care, Medicaid, or even managed care plans, might use this information to
decide who should care for their beneficiaries or subscribers.

Over the last decade, the long-term care field has moved to develop
and implement uniform, universally required individual level data col-
lection systems that can form the basis for measures of quality perfor-
mance. The 1986 Institute of Medicine report recommended a uniform
minimum data set for nursing home resident assessment. However, such
a recommendation would never have been made without a general con-
sensus that nursing home quality was poor and that the provider commu-
nity was neither willing nor able to make the changes needed to improve
the quality of care without specific direction. As is described below, the

Copyright © National Academy of Sciences. All rights reserved.



INFORMATION SYSTEMS FOR MONITORING QUALITY 111

nursing home Resident Assessment Instrument was introduced early in
1990 and has become the basis for various payment and quality monitor-
ing initiatives. The perceived policy “success” of the nursing home system
prompted the Health Care Financing Administration (HCFA) to mandate
the introduction of a measurement system for Medicare in order to reim-
burse for home health care. A number of states have had long-standing
patient assessment systems of their own for users of assisted living facili-
ties, senior centers, and non-Medicare home care providers. Numerous
states are now struggling with the adoption of common, clinically rel-
evant data elements pertinent to all long-term care clients that are appli-
cable across all provider settings in order to facilitate and track Medicaid-
managed care reforms tentatively being applied to the long-term care
population.

The notion that information about care recipients and care providers,
all linked into a single database, can be used to monitor and improve care
is consistent with the extensive literature emanating from the continuous
quality improvement field. The same data that make it possible for pro-
viders to identify current care practices that contribute to undesirable
patient outcomes, can also be used by regulators to identify providers
that may manifest care practices associated with problematic outcomes.
Presumably these data could be used also to classify providers as “poor
performers,” which information then could be made available to the
public.

This chapter discusses the current state of the major information sys-
tems in long-term care, their implementation status, their reliability and
validity, and their application for clinical assessment, quality monitoring,
and reimbursement. The discussion primarily focuses on the federal sys-
tems that provide basic information on monitoring compliance with regu-
lations and on the quality of long-term care offered by nursing homes and
home health agencies. These are the On-line Survey and Certification
Assessment Reporting (OSCAR) System for nursing homes and home
health, the minimum data set (MDS) for the Resident Assessment Instru-
ment (RAI) for nursing homes used in developing quality indicators, and
the Outcome and Assessment Information Set (OASIS) for home health
care. The chapter then briefly describes the need to improve these existing
information systems in light of their extensive use for policy and quality
monitoring; state assessment systems for home and community-based
service; and the measurement and implementation issues involved in
efforts to extend their use to other long-term care settings and to include
consumer perspectives in assessments of the quality of life and satisfac-
tion with care. Because most existing data systems in long-term care have
been developed primarily for adults, and the elderly in particular, some
of the special challenges in assessing children’s care also are discussed.
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ON-LINE SURVEY AND CERTIFICATION ASSESSMENT
REPORTING SYSTEM

The OSCAR system is a computerized national database for long-
term care facilities used for maintaining and retrieving survey and certifi-
cation data for providers and suppliers that are approved to participate in
the Medicare or Medicaid programs. OSCAR also is used as a quality
assessment tool. The database contains information entered by state sur-
vey agencies or HCFA regional offices during periodic inspections for
certification of health care facilities.

OSCAR provides information on how well a nursing home has met
the regulations in the past and provides on-site surveyors with back-
ground information on past performance. As such, it serves as a quality
assessment tool. It has five major components of interest: facility charac-
teristics, resident characteristics, staffing, survey deficiencies including
scope and severity, and complaints (see Chapter 5 for more details). The
data are collected and updated on a regular basis by state licensing and
certification agencies under contract with HCFA to conduct Medicare and
Medicaid certification surveys. At the time of state surveys, nursing facili-
ties complete information on their facility characteristics, resident charac-
teristics, and staffing on HCFA forms. Staffing data include the number of
full-time equivalent positions in the facility—employees or contract
workers—over the previous 14 days. The deficiency data are based on the
findings from the state survey when a state surveyor, using protocols
specified by HCFA, judges that a facility has not met a regulatory stan-
dard. Deficiencies are classified by scope and severity. These data are
entered by state offices into the OSCAR database. It should be noted that
there is often a lag (on average, 5–6 months) between the facility’s survey
and when the data can be accessed and aggregated for analysis. The sys-
tem retains up to a four-inspections history of deficiency information and
resident census data for the same period.

Each facility must have an initial survey to verify compliance with all
federal regulatory requirements in order to be certified for Medicare or
Medicaid. Once certified, nursing homes are resurveyed annually in order
to continue certification. States are required to survey each facility no less
often than every 15 months, and the state average is about every 12
months. Follow-up surveys may be conducted to ensure that facilities
correct identified deficiencies. In addition, surveys are required when
there are substantial changes in a facility’s organization and manage-
ment. Finally, surveys may be conducted to follow up a complaint that
alleges substandard care.

OSCAR facility data, as recorded, include information on: type of
certification, bed size, occupancy, the name and address of the corpora-
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tion, ownership type (profit, nonprofit, or government), whether the facil-
ity is part of a chain, percent of residents on Medicare and Medicaid,
information on special units for those with Alzheimer’s disease, and other
information. Information on the number of residents in the facility with
particular problems (e.g., pressure sores, incontinence) or receiving spe-
cial services (e.g., rehabilitation, tube feedings) on the day of the survey is
also included. Staffing data reported includes the number of full-time
equivalent positions in the facility—employees or contract workers—over
the previous 14 days.

Resident characteristics also are reported by nursing facilities. These
include activities of daily living (ADLs), restraints, incontinence, psycho-
logical problems, and other special care needs of residents. Nurse staffing
(registered nurses, licensed practical nurses, and nursing assistants) hours
per resident are reported by facilities for a two-week period prior to when
the survey is conducted. These data are the only major source of informa-
tion for all facilities on staffing levels. Finally, data on facility deficiencies
are based on state surveyor evaluations of the process and outcomes of
care in the facilities. Deficiencies are given on resident rights, admission,
transfer and discharge rights, resident behavior and facility practices,
quality of life, resident assessment, quality of care, nursing services,
dietary services, physician services, rehabilitation services, dental services,
pharmacy services, infection control, physical environment, and adminis-
tration. OSCAR does not include claims, use, or expenditure data.

The instructions for completing the various components of the OSCAR
data are included in HCFA’s State Operations Manual, which guides the
survey protocol to be followed by state officials for inspecting nursing
homes during the annual certification and re-certification visits. Much of
the information on facility and resident characteristics is initially com-
piled by facilities and then checked by surveyors against medical records,
staffing records, and resident observation (Harrington and Carrillo, 2000).

OSCAR information can be used by federal and state survey agencies
to examine a facility’s survey results and patterns of deficiencies over
time. The data can also be used to provide information to consumers. As
part of President Clinton’s nursing home initiative in 1998, HCFA has
made much of the OSCAR data available to the public through its Medi-
care nursing-home-compare website, which presents OSCAR data1  on
every nursing home in the United States (HCFA, 1998a). In addition,
several commercial firms have Internet-based systems that use OSCAR
data in ranking nursing homes on the basis of their designated deficien-

1The site includes selected facility characteristics, resident characteristics, and deficien-
cies. HCFA is in the process of adding more OSCAR information to the website.
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cies, as well as on the basis of the compatibility of the facility with the
needs and preferences of residents. As part of a project for the Agency for
Health Care Policy and Research, researchers have developed a prototype
consumer information system based on OSCAR data.

HCFA periodically modifies the OSCAR system to include new data
elements or provide new instructions to make the assembly of the OSCAR
information consistent with other sources, such as the MDS. HCFA is
planning on another major revision of OSCAR in the near future in order
to accommodate new types of structural and process information that will
better characterize the clinical resources available in and to the nursing
home.

Limitations of OSCAR

There are several sources of concern about the limitations of OSCAR
data, some of which emanate from a lack of explicit audit procedures. For
example, the data on facility characteristics and staffing are not routinely
audited by state surveyors to ensure the accuracy of the data. Data on
facility ownership are not detailed enough to identify the owners of facili-
ties for tracking and enforcement purposes, and information on changes
in administrative leadership of facilities, although required by HCFA and
reported to states, are not built into OSCAR.

OSCAR data about residents are based on aggregated resident char-
acteristics summarizing the resident census taken by the provider before
submission to the surveyors. Such data make it impossible to disaggre-
gate the information to look at subsets of residents within a facility. With
increased segmentation and specialization in the nursing home industry,
a simple count of the number of residents with particular characteristics is
increasingly misleading. For example, the severity of a facility’s casemix
is reflected in indicators such as the proportion of residents who are
incontinent or are being tube-fed on the day of the survey. Interpretation
of these data could be difficult without individual-level data that can be
used to differentiate, at a particular point in time, between residents who
acquired these characteristics while in the facility and residents who
entered the facility with these characteristics. Moreover, the data collected
on resident characteristics are not audited by state surveyors.

OSCAR data on staffing also are not audited by state surveyors, and
analyses of staff-to-resident ratios show some facilities reporting data that
are likely to be inaccurate (Harrington et al., 1998a). One reason for this
may be that the instructions for completing the information are not easy
to understand. Also, because nursing homes can often predict when sur-
veys will be conducted and because the surveys report only the previous
14 days of staffing, facilities can “staff-up” before the inspection. Thus the
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usual staffing levels for a facility may differ from those reported during
inspection, making it difficult to use OSCAR data to identify quality prob-
lems that may be related to staffing levels. Staffing data would be more
useful if they covered longer time periods (e.g., a quarter) and were
audited by conducting a check of personnel records. OSCAR data do not
include information on staff turnover or continuity (length of employ-
ment) or on the education and training of staff. This information would be
valuable in monitoring facilities with high turnover and poor staff con-
tinuity.

The OSCAR data on deficiencies are considered to be valid in part
because deficiencies are generally scrutinized carefully and often con-
tested by nursing facilities. However, variability within and between
states in the consistency of adherence to survey “interpretive guidelines”
in deficiency citations is problematic, at least on the basis of interstate
variability in the number and types of deficiencies cited in the survey
process (see Chapter 5 for further discussion) (Harrington and Carrillo,
1999).

Finally, the OSCAR system does not include cost data. Cost data are
currently available only from the annual Medicare cost reports filed by
nursing homes with the fiscal intermediaries (contractors that pay Medi-
care claims) and from the annual cost reports filed with state Medicaid
agencies. The lack of national financial data and of standards for report-
ing these data impedes research on the relationship between the cost and
the quality of nursing home services.

An additional source of information about long-term care in nursing
homes is complaint data. OSCAR also includes data from surveys con-
ducted as a part of complaint investigations. The General Accounting
Office (GAO) (1999c) and HCFA have reported that some states have not
been conducting systematic investigations of nursing home complaints
and have not been entering complaint data into the OSCAR system. HCFA
is working to improve the complaint investigation and reporting system.

THE RESIDENT ASSESSMENT INSTRUMENT AND THE
MINIMUM DATA SET FOR NURSING HOMES

An important requirement of the nursing home reforms in the Omni-
bus Budget Reconciliation Act of 1987 (OBRA 87) was the development of
uniform resident assessment for all nursing home residents. The resident
assessment instrument (RAI) includes a set of core assessment items,
known as the Minimum Data Set (MDS) for assessment and care screen-
ing and more detailed Resident Assessment Protocols (RAP) in 18 areas
that represent common problem areas or risk factors for nursing home
residents. Its primary use is clinical, to assess the functional, cognitive,
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and affective levels of residents on admission to the nursing home, at least
annually thereafter and on any significant change in status and to develop
individualized, restorative care plans. The RAI was designed as a struc-
tured approach to assessing a nursing home resident’s needs for care and
treatment in preparation for the development of a plan of care. The assessor
is directed to examine certain issues or ask about certain aspects of the
resident’s condition; the instrument was designed to be completed by a
trained nurse and not as an interview or survey to be completed by the
resident.

Based on the advice and consultation from relevant professional and
provider groups, researchers, and state and federal regulators, the MDS
was created, tested, modified, retested, and then implemented by the end
of 1990 in all Medicare- and Medicaid-certified nursing homes in the
United States. The final version has 15 domains: cognitive patterns, com-
munication and hearing patterns, vision patterns, physical functioning
and structural problems, continence, psychosocial well-being, mood and
behavior patterns, activity pursuit patterns, disease diagnoses, health con-
ditions, nutritional status, oral and dental status, skin condition, medica-
tion use, and special treatments and procedures (Morris et al., 1990).

Extensive testing and analysis of the MDS has been undertaken to
examine the reliability, validity, and sensitivity of individual MDS data
elements, as well as composite scales constructed from these data ele-
ments. By and large, items characterizing patient’s physical functioning
were found to be reliable, valid, and sensitive to change. However, mea-
sures of depression and other psychosocial indicators have been shown to
be less reliable and valid. For example, interrater reliability levels were
significantly lower for residents with serious cognitive impairment, indi-
cating the importance of being able to speak with residents (Phillips et al.,
1993b).

Design of a revised instrument was initiated almost immediately after
implementation of the initial version to account for the rapidly changing
mix of people entering nursing homes and to make improvements based
upon feedback from the evaluation on both clinical and empirical sources.
Version 2.0 of the RAI’s MDS was introduced in January of 1996 in most
nursing homes across the country. Since June 1998, all nursing homes are
required to transmit the MDS information electronically to HCFA on a
quarterly basis.

The reliability of both the modified items and new items in MDS
version 2.0 were tested and found to out-perform the previous version
(Morris et al., 1997). A 4-year evaluation was conducted to assess RAI’s
impact on the residents’ functional, cognitive status, and psychosocial
well-being. A quasi-experimental design was used involving the collec-
tion of longitudinal data on two cohorts of nursing home residents. Two-
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thousand nursing home residents in a random sample of 267 facilities
located in 10 geographic areas were assessed during the pre-RAI period.
In the post-RAI period, 2,000 new residents in 254 of the same facilities
were assessed. The researchers found that implementation of the RAI was
associated with significant improvements in the quality of care in nursing
homes by reducing overall rates of decline in important areas of resident
function, in a variety of measures of processes of care, and in reduced
hospitalization (Hawes et al., 1997a,b; Morris et al., 1997; Phillips et al.,
1997).

HCFA initiated a multi-state Nursing Home Casemix and Quality
Demonstration project using the MDS and other measures. The data from
this project were used to develop the Resource Utilization Groups-III
(RUGS-III) to determine the amount of resources needed for 44 different
homogenous types of residents. They are now being used to classify resi-
dents in terms of the intensity of nursing and other services needed for
the purpose of paying facilities differentially based upon the mix of resi-
dents in their home. A strong positive relationship was found between
resident characteristics (casemix) and nurse staffing time needed to pro-
vide care (Fries et al., 1994). The RUGS-III system now forms the basis for
the newly implemented prospective payment system for Medicare Skilled
Nursing Facility admissions mandated under the Balanced Budget Act of
1997.

Concerns About Use of the MDS

The rationale for using the MDS to obtain data related to the quality
of care is that the information collected is integral to the care process,
forming the basis for the individualized care plan. Furthermore, state
regulators are supposed to check the internal consistency of the MDS data
in a resident’s chart and their conformance to the picture of the resident as
described in the medical chart and in nursing notes. A major assumption
made by those who propose using these types of clinical data for quality
monitoring is that, since the data have utility for the care process, facilities
and nursing staff have a vested interest in their accuracy. In 1998, HCFA
awarded a contract specifically to examine the accuracy of MDS data. An
earlier study had found that the accuracy of 23 data items in patients’
records increased significantly with the advent of the MDS (Hawes et al.,
1997b).

The committee notes that such studies are not necessarily conducted
under “real world” circumstances, and the test environment does not
always match that for routine use of the instrument. Thus, these trials
demonstrate the reliability of the MDS items themselves when used by
trained staff, but may not necessarily reflect how the data are assembled
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in the average facility, raising the issue whether nursing homes have
adequate staff with sufficient training and knowledge to perform accu-
rate assessments.

Some concern has been expressed by providers about the institutional
burden that use of the MDS imposes in terms of staff time, skills, and
energy required. Although the committee heard from some providers
that the burden was disproportionate to the value, most providers agreed
that the MDS was useful in both resident care planning and internal qual-
ity improvement efforts, especially as computerized access to the assess-
ment and related data became more available (AAHSA, 1998; ACHCA,
1998).

As stated above, the MDS is used to classify residents into 44 different
RUGS for purposes of Medicare prospective payment. The new prospec-
tive payment system was developed using the amount of time needed to
provide care to the different RUGS. Thus Medicare’s higher rates are paid
for residents in higher RUGS groups. One can speculate that as with the
effect of the hospital prospective payment system on coding practices for
hospital discharge diagnoses, higher payment rates for care of more seri-
ously ill nursing home residents potentially could create incentives for
nursing homes to “upcode” that might distort the MDS data. HCFA is
conscious of this possibility and is currently pursuing the development of
automated programs to monitor the accuracy and consistency of MDS
data.

Development and Use of MDS Quality Indicators

Using data from the MDS, Zimmerman and colleagues (1995) devel-
oped quality indicators (QIs) as a part of the national Nursing Home
Casemix and Quality Demonstration Resident Status Measurement study
funded by HCFA. The QIs are designed to monitor the changes in resi-
dents and the outcomes of care (Zimmerman et al., 1995) for use by state
surveyors to identify problem areas in individual resident characteristics
and in services within facilities. Twenty-four QIs have been developed
using the revised MDS (version 2.0), including accidents, behavioral and
emotional problems, cognitive problems, incontinence, psychotropic
drugs, decubitus ulcers, physical restraints, weight problems, and infec-
tions (Zimmerman et al., 1995). The QIs were designed to identify resi-
dents with the potential for receiving poor quality or high quality of care
based on their prevalence rates in comparison nursing facilities. Some of
the QIs were adjusted for those facilities with more high-risk residents;
other QIs were based on a general standard and not risk adjusted by
design. These measures were found to have high validity (Karon et al.,
1999).
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HCFA is using the QIs to bolster and systematize the quality monitor-
ing process. QIs for individual facilities are now used by state surveyors
in the survey process. This allows the observed rates of QIs in a facility to
be contrasted to a statewide rate. These reports are provided to both the
state surveyors and the facility being inspected. In addition, the software
generates a listing of the individual facility residents who met the criteria
for possible quality-of-care problems. This roster of residents is being
used as the starting point for the selection of records for review during the
inspection to determine whether a quality-of-care problem can be con-
firmed. The QIs have also been aggregated to create a set of facility-level
quality indicators that characterize the quality of care in the nursing
homes in which those individuals live (Zimmerman et al., 1995).

HCFA is currently funding a contract to identify those QIs that need
additional validation testing and modification and to develop new sets of
quality indicators for special nursing home populations, such as those
receiving post-acute care over a short-term period and residents receiving
palliative care. In addition, HCFA has commissioned the development of
a new set of facility performance measures that will supplement MDS
data with data from residents and their families that capture their values,
preferences, and satisfaction with the care received.

These facility-level quality indicators can be valuable for targeting
internal quality improvement activities by nursing facilities. These data
could also be used as indicators of quality to guide decisions by pur-
chasers or consumers. In spite of these concerns about the use of resident
assessment information (originally designed to improve care planning)
for policy and regulatory purposes, the committee believes that the
general notion of using information about the performance of a facility
should be encouraged. HCFA should continue to test and validate the
systems of quality indicators now being planned and implemented for
nursing facilities.

In the short term, HCFA plans to introduce quality indicator software
into states’ existing systems for uploading computerized MDS data from
all facilities in the state. The plan calls for the software to generate quality
indicator reports describing the proportion of the residents of the facility
that, based on the most recent MDS assessment, meet criteria for potential
quality problems ranging from having pressure ulcers, to taking anti-
psychotic medications in the absence of specific diagnoses, to declining in
an area of activities of daily living. The observed rate of each facility will
be contrasted to some “benchmark” that has yet to be determined. These
reports will be generated both for the surveyors scheduled to inspect a
facility as well as the facility itself.

HCFA is moving toward a more information-intensive approach as
an outgrowth of the short-term plans mentioned above. It has awarded
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four major contracts to advance past work on quality indicators in the
nursing home field. All are designed to further HCFA’s goal of using the
MDS, in both aggregated and individual-level format to bolster and sys-
tematize the quality monitoring process. HCFA’s vision of this process is
that the MDS data constitute the basis for directing survey and certifica-
tion activities, setting payment levels, and developing information about
the quality of long-term care providers to consumers and purchasers.

OUTCOME AND ASSESSMENT INFORMATION SET FOR
HOME HEALTH CARE

The perceived utility of the nursing home resident assessment system,
particularly its use in developing a Medicare casemix reimbursement
method based on resident data, has prompted HCFA to mandate the
introduction of a similar data system for Medicare-certified home health
care agencies. The Outcome and ASsessment Information Set (OASIS) is
a group of data elements that represent core items of a comprehensive
assessment of an adult home care patient and form the basis for measur-
ing patient outcomes for purposes of outcome-based quality improve-
ment. OASIS is a key component of Medicare’s partnership with the home
health care industry to foster and monitor improved home health care
outcomes and is proposed to be an integral part of the revised conditions
of participation for Medicare certified home health agencies. HCFA regu-
lations require that as of mid-1999, all certified home health agencies start
systematically using OASIS to measure the functional status and medical
conditions of all eligible Medicare beneficiaries receiving home health
care. The state agencies have the overall responsibility for collecting OASIS
data in accordance with HCFA specifications.

OASIS was developed by researchers at the University of Colorado
(Shaughnessy et al., 1997a,1998b) over a 15-year period on the basis of
work funded by HCFA and the Robert Wood Johnson Foundation. It was
designed primarily to produce data that could be used in assessing the
outcomes of care provided in the home setting, not as a comprehensive
assessment instrument for use in planning patient care, although it does
represent core items for an assessment of an adult home health care
patient. The objective was to produce a data collection and quality improve-
ment system that would be of primary utility to the home health care
industry and the patients it serves. A secondary purpose has been to meet
the needs of payers, regulators, and government.

The outcomes-based quality assessment approach represented by
OASIS assumes that the quality of care provided by a home health agency
can be evaluated on the basis of the outcomes its clients experience rela-
tive to similar persons served by other agencies or by the same agency
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over time (Shaughnessy et al., 1994a,b, 1998a). OASIS includes 89 items
covering demographics and patient history, living arrangements, sup-
portive assistance, sensory status, integumentary (skin) status, respiratory
status, elimination status, neuro/emotional/behavioral status, activities
of daily living, medications, equipment management, and other informa-
tion collected at inpatient facility admission or agency discharge. Most
OASIS data items are collected at the start of care and every 60 days
thereafter until and including time of discharge (Shaughnessy et al.,
1997a).

During the development of OASIS, several different reports were
designed, tested, and refined by having home health agencies collect,
computerize, and transmit OASIS data, and then use the resulting reports
for clinical and administrative decision making, and, most importantly,
quality improvement (Shaughnessy et al., 1998a). The three principal
reports are (1) outcomes reports, (2) adverse event reports, and (3) casemix
reports. The outcomes reports aggregate patient-level data to produce
agency-level performance data on more than 40 outcomes, such as
changes in ambulation or locomotion, speech or language, status of surgi-
cal wounds, and acute-care hospitalizations. Agency performance is com-
pared to a national reference or benchmark sample and to the agency’s
own past performance. Risk-adjusted measures are included. The out-
comes reports are typically produced annually to have an adequate num-
ber of cases for statistically meaningful results. Adverse event reports
focus on low-frequency outcomes that may point to problem areas requir-
ing attention. Casemix reports describe the demographic and clinical char-
acteristics of patients admitted to an agency during the previous year.

OASIS was tested extensively for its soundness as a measurement
tool and its usefulness in practice. Reliability and validity testing was
undertaken with a view toward enhancing the precision and utility of the
OASIS data set and the outcomes measures. For inter-rater reliability, for
example, studies using either simultaneous or sequential ratings have
demonstrated the reliability of the components of the OASIS instrument
(Shaughnessy et al., 1994b, 1997a). In a recent study, with nurses indepen-
dently visiting a patient’s home on successive days, the reliability for core
data items was 0.62 or above, with most items having reliability coeffi-
cients above 0.75 (Shaughnessy et al., 1997b).

Because it is likely that client outcomes are associated with clients’
clinical condition on admission or their history of medical problems, the
OASIS designers created reasonably homogeneous “casemix” groups of
clients thought to be “at-risk” of experiencing a given outcome (whether
positively or negatively defined). The developers of OASIS created 25
Quality Indicator Groups that encompass acute medical problems such as
acute pulmonary conditions, as well as chronic conditions and impair-
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ments (not just medical diagnoses). Some end result outcome measures
apply to all QI groups while others are specific to a particular group and
the likely therapeutic goals that home health staff would set for these
patients. Agencies can be compared on the percentage of the clients in a
given QI group that improved, stabilized, or deteriorated between enroll-
ment and the designated follow-up period.

OASIS has been adapted to meet the needs of various audiences,
including home health care patients, Medicare beneficiaries, Medicaid
clients, home health care clinicians, referring physicians, home health
care administrators and managers, agencies that provide home health
care, Medicare and other payers, Medicare Survey and Certification agen-
cies, voluntary accreditation agencies, and the research community, policy
makers, and consumers. Some of the applications of OASIS data that
serve these various groups include the following: evaluating outcomes of
home health care at the agency level; assessing quality of care across
multiple provider settings; adjusting prospective payment rates for
casemix differences; determining the impacts of payment and regulatory
policies on home health care casemix and outcomes; detecting discrimina-
tion and access barriers to home health care; increasing efficiencies and
effectiveness of Medicare and Medicaid survey and certification; facilitat-
ing voluntary accreditation; informing consumers; and marketing suc-
cessful home health care programs. OASIS is being studied for use in
Medicare prospective payment systems. For the National Prospective Pay-
ment Demonstration (Goldberg et al., 1998), 91 home health agencies in
California, Texas, Florida, Illinois, and Massachusetts collected a subset of
OASIS data for purposes of evaluating the impact of prospective payment
on outcomes, and to selectively monitor and assure the quality of care in
the context of the demonstration.

Despite its broad applicability to both Medicare and Medicaid popu-
lations, OASIS has developed no application for younger populations
including children and young adults in home health care, or working age
adults in various long-term care and personal assistance arrangements.
Thus, the ability of OASIS to provide meaningful information regarding
these populations is untested and unknown. Indeed, no current measure-
ment systems provide useful data about quality of care for these popula-
tions.

CHALLENGES IN USING ASSESSMENT DATA

Several technical and methodological challenges exist in using
individual-level assessment data successfully for policy purposes such as
reimbursement and quality monitoring. Many relevant events of interest
are relatively rare, particularly for individual nursing homes or home
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health agencies. For example, the number of individuals with incidence of
pressure ulcers served by a facility or agency might easily vary quarterly
from none to three, even in an excellent facility. This small number makes
it difficult to calculate reliable estimates of the incidence rates of such
events for a standard observation interval. However, as discussed in the
previous chapter, prevalence data can be used in such cases to eliminate
small numbers problems.

QI values are expected to change over time, but to be a good indicator
of quality, they should be reasonably stable over “short” periods. In a
study of 512 nursing facilities from two states, Kansas and South Dakota,
Karon and colleagues (1999) examined the stability of QIs over each of
two 3-month periods and one 6-month period. Results of the study indi-
cated high levels of stability for most QIs. The authors concluded that QIs
are reasonably stable over “short” periods of time. All QIs are not of the
same type and depending on the characteristics and definition of each QI,
the stability has to be examined with caution. Another study using resident-
level data from 500 nursing facilities in Massachusetts examined the sta-
bility over time. As would be expected, they found only moderate to poor
correlations over time within several quality indicators (Porell and Caro,
1998). This was particularly true for outcomes like change in ADL func-
tioning simply because change rates varied over time, unlike the preva-
lence of restraint use, which was more stable.

Another concern is the accuracy and completeness with which data
are collected and the uniformity of data reporting over time and across
providers. This is a concern in most large data collection programs. One
way to address this problem is to provide detailed guidance on the data
collection and reporting processes. Evidence from the use of individual
clinical assessment instruments indicates that explicit instructions and
training in how to assess patients or clients improve the reliability of
clinical data (Bernabei et al., 1997). Federal government agencies, such as
the National Center for Health Statistics in the Centers for Disease Control
and Prevention, in collaboration with states have spent decades refining
uniformity of data elements reported in state vital records. The impor-
tance of similar collaborative efforts for long-term care quality measure-
ment is clear.

An issue that must be considered in using assessment data on long-
term care across settings is the effect of casemix differences among various
groups of long-term care users. Residents of nursing homes are generally
more disabled than people using home health care services, and nursing
home residents may, therefore, be at greater risk for certain adverse health
outcomes regardless of the quality of care they receive. Even within a
single care setting, the populations served by some providers may have
more serious health problems than those served by other providers.
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Statistical “risk adjustment” techniques are used to help compensate for
casemix differences, and the need for such adjustments has been shown in
various studies of long-term care outcomes (e.g., Arling et al., 1997; Ooi et
al., 1999).2

There are limits to what risk adjustment can do. As in the case of
acute care hospitals, in some markets there are relatively few long-term
care providers of a given type and these tend to be associated with certain
specialization areas (e.g., post-acute rehabilitation services or dementia
care). Indeed, research evidence shows that in the most competitive mar-
kets, providers seek to differentiate themselves precisely by specializing
(Banaszak-Holl et al., 1996). Such specialization results in different types
of patients being referred to different providers. The more this differen-
tiation occurs, the less risk adjustment can account for very substantial
differences in outcomes.

As indicated earlier, however, despite these problems it is essential
that continued refinement and evaluation of these data should continue,
keeping in focus the concerns discussed above.

ASSESSMENT AND QUALITY MONITORING INSTRUMENTS
FOR OTHER SETTINGS

Minimum Data Set for Residential Care

A variety of residential facilities offer room, board, and supervision
to frail individuals without certification by the Medicaid or Medicare
programs. Regulated entirely by states under an often confusing array of
labels, these facilities vary widely in terms of their staffing levels and staff
training, and the impairment levels and medical and nursing care needs
of the population they serve (Mor et al., 1986; Spore et al., 1996). Several
states have developed assessment systems for use in such residential care
settings drawing on the RAI and MDS for nursing homes for assessing
key functional status items. Other items, however, were developed spe-
cific to the population monitored.

The instruments developed by Maine and North Carolina are reviewed
briefly here. Both states have tested their instruments in real-world set-
tings and are at the point of introducing them statewide. In Maine, the
RAI for residential care facilities was designed to provide a core set of

2Risk adjustment here refers to the process of statistically compensating for differences in
factors that influence outcomes apart from care (e.g., age, functional abilities, cognitive
impairments, emotional impairments, presence of a surgical wound, shortness of breath,
and various other physiologic conditions) when comparing the outcomes of one provider
or care setting with others.
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elements for assessing high risk individuals, improving and assuring
quality, developing plans of care, and adjusting payment rates for levels
of need (Mollica, 1998). North Carolina developed an RAI for Domiciliary
Care, to be used in conjunction with the physician’s assessment or
physician’s orders, to create a plan of care and to provide information to
facility staff about a resident’s functioning levels and needs for assistance
(Hawes et al., 1995b). This instrument was tested in 28 facilities where
trained facility staff completed the instrument for 105 residents who were
then independently assessed by registered nurses. Items on physical func-
tioning achieved adequate reliability, but the items on instrumental
activities of daily living (IADLs) and some of the behavior and mood
items were found to have relatively low reliability in this type of setting.

State Assessment Systems for Home and Community-Based Service

Many states have developed assessment systems to guide their HCBS
programs. Some states have been using, improving, and modifying such
tools for 20–30 years. However, most states use these instruments only for
Medicaid reimbursed clients. In some states, information systems differ
by target populations or programs, but other states are consolidating the
instruments across programs and target populations (Kane, 2000). For
example, Florida (Kane et al., 1991b), Kansas (Mollica et al., 1994) and to a
lesser extent, Vermont (Reinardy et al., 1994) have consolidated assess-
ment forms and procedures from different programs. The Florida effort
also tested the reliability, sensitivity, and specificity of their new proce-
dures and instrument.

These assessments are for care managers to: determine initial and
continuing eligibility for the HCBS program and, if applicable, the levels
of services and benefits to which the consumer will be entitled; establish
priorities for beneficiaries and services if availability is limited; develop
and implement a care plan incorporating consumers’ needs and prefer-
ences; evaluate the effectiveness, safety, and adequacy of the individual
plans; determine and improve the quality of services; and provide infor-
mation describing the clients, services, outcomes, and costs of the pro-
grams, including variations on these elements.

Assessment instruments vary from state to state but typically include
functional status, a summary of health status, cognitive status, affective
status (especially depression), and social well-being including social and
economic resources. Assessments also may include the physical environ-
ment, behavior that puts the consumers at risk, and well-being of the
family caregiver. Some states assess the extent of burden on the family
caregivers and the dependability of informal care providers.

Some state assessments instruments include consumers’ responses in
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addition to the impressions of the assessor. Not all states aggregate assess-
ment data into a single score for selecting beneficiaries, specifying how
much care to offer in the community, and deciding who should be consid-
ered for community-based services and who should receive nursing home
care. Such scoring systems could be useful in assessing the reliability of
care plans and appropriateness of placements. Eligibility for nursing home
care also determines eligibility for Medicaid HCBS waivers which are
limited for those consumers needing nursing home level of care. Reviews
of these practices in all 50 states conducted in the last decade showed
wide variations in how nursing-home eligibility is determined (Justice et
al., 1991; O’Keefe, 1996).

Some care managers are provided decision protocols to assist them in
moving from raw assessment data to care plans. For example, a project in
Philadelphia identified and developed care protocols for situations that
care managers commonly face, such as people with cognitive impairment
who live alone, people with alcohol problems, people who fall, and people
who may be victims of abuse. For each of 12 such situations suggested by
the initial assessment, templates detail assessment protocols and possible
action plans (Amerman et al., 1995).

Integrated Assessment Instruments for Long-Term Care

Several states have begun to restructure their long-term care assess-
ment instruments to be more compatible with HCFA’S MDS because of
the increasing proportion of the population that moves into and out of
nursing homes, returning home in need of other long-term care services.
Compatibility of the assessment instruments might ease the care planning
process once patients are discharged into the community. Rhode Island’s
Department of Elder Affairs, for example, has created a case management
assessment instrument largely modeled after the MDS to allow for com-
patibility of assessments for individuals returning from a post-acute nurs-
ing home episode, as well as for those who will ultimately require long-
term institutional placement.

Most states also have Medicaid waiver programs for home and
community-based services that pay for a variety of services depending on
an individual’s eligibility for Medicaid long-term care services. Assess-
ment instruments are designed to determine an applicant’s eligibility for
services and then to guide the development of a plan of care and referrals
to service agencies for those who are eligible. In 1996, the GAO conducted
a study to better understand the role of assessment in planning home and
community-based care for the elderly with disabilities. It found that all
instruments record applicants’ physical health but the nature of the infor-
mation collected varies enormously both across and within domains
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(GAO, 1996b). GAO concluded that, although all states use assessments
to develop a care plan, the comprehensiveness of the assessment varies,
and most states do not have standardized terms. Also, most states do not
require training in the administration of the instrument despite its impor-
tance.

There is strong interest in the possibility of identifying an instrument
or set of core assessment elements that is applicable to all users of long-
term care regardless of setting. This interest stems in part from a growing
recognition of the overlap among the characteristics of long-term care
populations served in different settings, and from a desire to compare the
quality and costs of care across settings. The availability of such assess-
ment tools for long-term care settings might also help in monitoring
individuals as they move from one care level or setting to another. The
development of uniform definitions of various community-based services,
common measures, and common sets of codes for categorizing care users’
physical, cognitive, and emotional functioning would facilitate the adop-
tion of a common language for assessing long-term care needs and the
outcomes of care. Clearly, much work is needed first to examine the
diversity across states of the services, service settings and service arrange-
ments, and the infrastructure for monitoring quality; and then to develop
agreements on common core data elements and uniform definitions of
various community-based arrangements.

Recommendation 4.1: The committee recommends that the
Department of Health and Human Services and other appropriate
organizations fund scientifically sound research toward further
development of quality assessment instruments that can be
used appropriately across the different long-term care settings
and with different population groups.

The committee notes that the Agency for Healthcare Research and
Quality has initiated some efforts in this area. For example, they have
awarded a research grant to develop quality measures for residential
facilities that can be used for multiple purposes.

INCORPORATING CONSUMER PERSPECTIVES IN
MEASUREMENT OF QUALITY

Provision of long-term care should reflect the preferences of con-
sumers. This suggests that data are needed about consumers’ perspec-
tives on the quality of their care, and that consumers should be included
as a source of data on the quality of care. Although staff assessments are a
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necessary part of these individual evaluations, especially for the portion
of the long-term care population with severe cognitive impairment, staff
may not be able to accurately assess such subjective conditions as pain or
mood, or individuals’ preferences for or satisfaction with care. Even when
families serve as proxies for individuals whose impairments prevent them
from responding directly, families’ perceptions of satisfaction with care
are not necessarily consistent with those of long-term care users them-
selves (Lavizzo-Mourey et al., 1992; Norton et al., 1996). Consumer and
professional responses may differ at levels as basic as whether assistance
is needed. Professionals may, for example, know more about the range of
possible services, allowing them to identify an “unfelt need.” The training
manual for the two federally mandated systems—RAI/MDS and OASIS—
specifies the use of multiple sources of information for most items, in-
cluding interviews with direct staff across all shifts, interviews with and
observations of the resident, interviews with family members and, where
relevant, review of other medical records. Although much of the work on
measuring quality of life and consumer satisfaction with care has focused
on primary and acute care, some efforts are being made to develop mea-
sures of consumer and family perspectives on quality of care appropriate
for long-term care. For example, the major provider associations have
developed data sets that they recommend to their members interested in
assessing residents’ and family members’ satisfaction with care. Many of
the larger nursing home chains have designed their own systems to mea-
sure satisfaction and might even try to use these data in the strategic
planning process. Some studies have also demonstrated the feasibility of
consumer assessments of in-home services (e.g., Freedman et al., 1995;
Capitman et al., 1997), including reports on unmet needs for service and
satisfaction with nonmedical services. The committee recognizes that
quality of care is more than satisfaction. It is important, therefore, that
these facilities and others do not stop with satisfaction measures but go
the next step to develop and refine measures of quality of care in the
assessment data sets.

Consumer Satisfaction Surveys

Consumer assessments of care generally address three separate
dimensions: (1) consumers’ experiences of care, based on reports about
matters such as whether they used their call bell to seek assistance and
how long the response took (Gerteis et al., 1993); (2) satisfaction with the
care received; and (3) consumer preferences regarding care, elicited
through questions about the aspects of care they value most highly or the
kinds of assistance they would like. Responses to the last set of questions
can then be compared to information on the care actually provided to
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Incorporating a Person's Voice in Examining
his/her Quality of Care

Examining their Quality of Care.

Patient Centered Reports of the
Quality of Care

Rankings of the
Quality of Care

Preferences or
Unmet Needs

•  Reports of Specific Events

“Did your doctor talk to you about
other possible treatment 
approaches for your condition?”

•   Unmet Needs

“Do you need more help with
eating?”

•  Rankings of Specific Aspect of
Care

"Thinking about your own medical
care, how would you rate the
explanations of medical tests and
procedures? Would you say —
Excellent, very good, good, fair, or
poor?”

•   Reports of Specific Events
Conditioned on Respondent
Assessment

“Were you told the purpose of your
medication in a way that you could
understand?”

•  Preferences and Discrepancy

“How many times per day would
you like walking assistance?”

FIGURE 4.1 Proposed classification scheme for measuring a person’s perspec-
tive about his/her quality of medical care.
SOURCE: Adapted from Teno, 1998.

identify possible unmet care needs. Figure 4.1 illustrates the kinds of
questions that can be used to address these different dimensions of con-
sumers’ assessments of the quality of care they receive.

Some of the initial work on instruments for obtaining consumer-
centered reports on medical care in acute care situations was done by
Cleary and colleagues (1991). As shown in Figure 4.1, consumer-centered
reports either ask a patient a factual question (e.g., Did someone speak to
you about treatment for your concern?) or ask the person to judge one
specific aspect of his or her medical treatment (e.g., Were you told of the
purpose of your medications in a way that you could understand?). Cleary
and colleagues noted that “questions were framed to be as specific as
possible, to minimize the influence of confounding factors, such as the
patients’ expectations, personal relationship, gratitude, or response ten-
dencies related to gender, class, and ethnicity” (Cleary et al., 1991, p. 255).

Traditionally, preference-based assessment (or indirect assessment of
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satisfaction) is based on a person’s reports of unmet needs or desire for
additional services (Hughes et al., 1988; Manton 1988; Wolinsky and
Johnson, 1991).  Satisfaction measures currently used in surveys rank a
particular aspect of the care on an ordered qualitative scale (e.g., from
“poor” to “excellent”) or a numeric scale (e.g., from 1 to 5). The validity of
measures of either satisfaction or preference may be affected by factors
such as care user’s reduced expectations, lack of choice, eagerness to
please interviewer, unwillingness to complain, and fear of retaliation.
Furthermore, preferences may be unstable. Some of these concerns about
consumer assessment measures and methods are discussed below.

Issues in Collecting and Using Consumer Responses

Until recently, a consumer’s perspective on the quality of health care
was measured with satisfaction measures (or ranking of the quality of
medical care). Such satisfaction measures can be problematic. The con-
sumer must compare a recall or perceptions about the service provided
with his or her expectation (or preference) about that service. These satis-
faction measurement tools are questionable for several reasons. Many
people use only the two best categories, even when medical care was less
than optimal. For example, Williams and Calnan (1991) found that 95
percent of persons were satisfied with medical care, yet 38 percent
reported that they had difficulty discussing personal problems with their
physician and 35 percent felt that the physician did not spend enough
time with them. Furthermore, the fundamental assumption is that the
difference between “very good” and “excellent” is the same as the differ-
ence between “fair” and “poor.” This assumption may not hold (Fowler et
al., 1996). A midpoint response may reflect a serious concern.

Another important concern is the reluctance of consumers to discuss
quality of medical care, even to an anonymous interviewer over the phone
(Vouri, 1987). Persons receiving long-term care services may feel espe-
cially vulnerable because they are dependent on providers for basic needs.

Reduced expectations is another area of concern. In a study of seri-
ously ill and dying patients, Desbiens and colleagues (1996) found that
the majority of patients stated that they were “very satisfied” despite pain
that was extremely or moderately severe for one-half or more of the time.
In another study, family members who reported patients had severe pain
before they died would state that “the doctors did all that they could” (Teno
et al., 2000). Yet research indicates that between 70 and 90 percent of
patients’ pain can be palliated with sedation (Schug et al., 1990; Portenoy,
1994; Zech et al., 1995). Lowered expectations and the lack of knowledge
about possible and appropriate care severely limits the validity of con-
sumers’ responses to questionnaires that ask them to rank aspects of their
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medical care. Furthermore, patient reports of quality of care may be overly
based on the interpersonal skills of the provider and highly empathic
skills may mask poor medical judgments. For example, caregivers with
highly empathic skills may be described as “excellent” even when com-
parisons of their care with evidence-based practice guidelines or other
criteria suggest significant concerns with the quality of that care (Callahan
et al., 2000). However, the manner in which the caregiver relates to and
interacts with the client is part of the quality of care. These and other
important problems have been identified with satisfaction measurements
(Cleary and McNeil, 1988; Rubin, 1990; Jackson and Kroenke, 1997;
Rosenthal and Shannon, 1997; Kravitz, 1998; Teno, 1998).

Different strategies have been used in measuring the consumer per-
spective of the quality of care. Traditionally, patients’ ranked or rated the
quality of care. For the most part, these measures suffered skewed distri-
bution, acquiescent response bias, and problems with reduced consumer
expectations. Alternatively, preference-based assessment (or indirect assess-
ment of satisfaction) is based on a person’s reports of unmet needs or
desire for additional services. But low or lowered patient expectations
may limit both strategies. Furthermore, preferences may be unstable—
both ethereal and ephemeral. Few studies have examined the stability or
consistency of patient reports. Many researchers have questioned the
appropriate use of consumer’s responses in various areas of health care
(Cleary and McNeil, 1988; Ware and Hays, 1988; Rubin, 1990; Aharony
and Strasser, 1993; Zinn, 1994; Ross et al., 1995; Jackson and Kroenke,
1997; Rosenthal and Shannon, 1997; Kravitz, 1998).

Reliability and Validity of Responses. Several factors may influence the reli-
ability and validity of consumers’ reports regarding their care. Social
desirability and acquiescent response biases are prevalent among depen-
dent groups, such as the institutionalized elderly, in part due to fear of
repercussions from caregivers (La Monica et al., 1986). Nursing home
residents reported high levels of satisfaction with care at the same time
that interviewer observations and resident’s open-ended comments sug-
gest dissatisfaction and a reluctance to criticize nursing home staff
(Pearson et al., 1993) and describe other quality concerns (Callahan et al.,
2000). Kinney and colleagues (1994) got similar responses from consumers
of HCBS services in Indiana. Because older adults in general, and women
in particular, as well as individuals in poor health, tend to report higher
rates of satisfaction with health care services regardless of its quality
(Locker and Dunt, 1978; Ross et al., 1995), long-term-care users may report
high rates of satisfaction with substandard or inconsistent levels of care.
The wording and sequence of the questions can also influence responses.
Among the nursing home residents studied by Simmons and Schnelle
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(1999), 80 percent reported satisfaction with care (“Are you satisfied with
how often someone helps you to walk?”), but in response to a separate
question on care preferences (“Would you like for someone to help you to
walk more often?”), only 60 percent reported that they did not want more
walking assistance.

Bias in Assessments. The cognitive impairments prevalent in long-term
care populations, as well as some physical impairments, make the collec-
tion and interpretation of consumer information more problematic than
in some other health care areas. Many cognitively impaired people are
excluded from interviews assessing care or quality of life, based on the
belief that these residents cannot accurately answer questions (Kruzich et
al., 1992; Aller and Van Ess Coeling, 1995).

In summary, although consumer-centered measures of the quality of
care are useful, poorly developed or improperly used measures of con-
sumer satisfaction can be misleading. Careful attention to the types of
respondents included as well as “proxies” for people who are cognitively
impaired may mitigate many potential measurement biases.

Even assuming that consumer assessments provide reliable and valid
information, they are not necessarily a guide to quality improvement
interventions. With end-of-life care, for example, significant progress has
been made in identifying the medical treatment preferences of residents
and families, but using this information to change medical practice and
achieve care that matches preferences has proved more difficult (SUPPORT
Principal Investigators, 1995; Teno et al., 1995).

MEASUREMENT CONSIDERATIONS FOR
CHILDREN AND YOUNG ADULTS

Measuring quality of care or outcomes of care for children and ado-
lescents using long-term care presents particular challenges, mainly because
of the complex problems of measurement in the context of children’s
growth and development. Many of the indicators used to assess disability
among adults are related to limitations in the ability to live independently
(e.g., the need for assistance with paying bills or bathing and dressing),
but such indicators are generally not suitable for children and adolescents
for whom independent living is not an appropriate goal, regardless of the
presence of any disabling condition. Moreover, the normal developmental
process means that expectations for younger children will be quite differ-
ent from those for adolescents. At the age of 2, children cannot dress
themselves, usually have limited control over toileting, and have limited
verbal skills, whereas the typical 15-year-old can be expected to have
more skills in all of these areas.

Copyright © National Academy of Sciences. All rights reserved.



INFORMATION SYSTEMS FOR MONITORING QUALITY 133

The dynamic nature of child development affects measurement in
almost all domains and has made the development of measures of
children’s health status particularly difficult. For children, the domains of
health status and quality of life that are particularly important include
growth (mainly physical), development (mainly emotional, cognitive, and
motor), and educational achievement. Indeed, for children, the important
interaction with the educational sector—often affected by the demands of
long-term care—has no equivalent in adult long-term care experience
(Walker and Jacobs, 1985).

Another issue in measuring quality of care or outcomes for children
concerns the unit of observation. Because of the dependence of children
on the adults around them, especially their parents, to support their
growth and development, assessments of long-term care programs should
consider not only the effects on the child but also those on the child’s
environment. For example, parents of children with severe disabilities
have a much higher rate of mental health problems, especially depression
(Thyen et al., 1998; Thyen et al., 1999) and parents’ poor physical or mental
health negatively influences a child’s development. Thus, programs aim-
ing to improve outcomes for children with long-term care needs should
address ways to strengthen families in general, rather than focusing only
on the children, and assessment instruments should reflect these goals.

Current efforts to develop measurement instruments have resulted in
a few general health status measures with some applicability across ages
and stages of development, as well as numerous measures addressing
more specific aspects of children’s development (e.g., cognition or motor
abilities); yet much more work will be needed to support careful assess-
ment of the quality of long-term care for children. Current measures
include: (1) the Functional Status II-R, a brief measure of general function
applicable and tested across a relatively wide age range (Stein and Jessop,
1990); (2) the Child Health Questionnaire, similar to the Medical Out-
comes Study SF-36 for adults, currently available in forms for children
over age five (Landgraf et al., 1996); (3) the WeeFIM, a measure focused
mainly on physical functioning of preschool-aged children with motor
impairments (Msall et al., 1994); and (4) the Adolescent Health Status
measure developed to gather adolescents’ self-assessments of health status
in several domains (Starfield et al., 1993). A version of this last measure
applicable to younger school-age children has had extensive testing and
will be released for general use shortly.

One of the health care industry standards for quality assessment, the
Health Plan Employer Data and Information Set (also known as HEDIS),
has only limited numbers of measures addressing quality of care for
children and almost none addressing children with chronic conditions
(Kuhlthau et al., 1998). The work of a child and adolescent health mea-
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surement task force under the leadership of the National Council on
Quality Assurance and the Foundation for Accountability, includes, as
one component, the development of a set of quality measures to assess
care for children with chronic conditions. This set has as its base a section
of the Consumer Assessment of Health Plans survey designed specifically
for households with children who have chronic health conditions.

CONCLUSION

This chapter has reviewed the basis for the measurement of long-term
care quality relying on individual-level information to create aggregated
measures characterizing provider performance. In differentiating between
staff-provided data (based on codification of staff assessment informa-
tion) and consumer-provided reports on the nature and quality of care
provided, this chapter does not intend to imply that they are mutually
exclusive. Both have strengths and weaknesses, and they should be
regarded as complementary.

Despite the potential weaknesses inherent in using staff-reported
data, such data are currently more readily available than consumer-
reported data for both the institutional and the home health arena. A
substantial amount of research is devoted to the application of these
individual-level data to aggregated performance measures. To be sure,
additional research is still needed to grapple with the numerous complex
technical and substantive issues cited here, but these problems are being
addressed and several should be substantially resolved in time.
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5

Improving Quality Through
External Oversight

Organizations providing long-term care are staffed with profes-
sional, paraprofessional, and support staff, and often volunteers.
In the final analysis, the quality and safety of long-term care is

dependent upon these individuals’ actions, but their actions can be and
are influenced by external forces. These forces can provide guidance, often
in the form of standards that establish parameters for structures and pro-
cesses, and can set expectations for outcomes. External forces can also
provide incentives, financial or otherwise, for specific actions that will
affect access to and safety of care, and the quality of care and life in long-
term care settings.

These external forces include formal quality oversight mechanisms,
purchasers of long-term care, and families. This chapter focuses on three
formal oversight mechanisms:

1. regulatory oversight by federal, state, and local governments;
2. consumer advocacy programs; and
3. accreditation.

The committee recognizes that other forces—including mass media,
care management and monitoring programs, and contractor standards set
by purchasers—also influence provider behavior. The approaches of regu-
latory oversight, advocacy, and accreditation are somewhat different.
Their relative strengths and weaknesses may make them differentially
suited to different long-term care settings (e.g., nursing homes, residen-
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tial care, and home health care) and the individuals receiving care in
them. They may complement each other in various arrangements such as
that of deemed status, complaint investigation and mediation, or inde-
pendent confirmation of measures of satisfaction of individuals in long-
term care and their families.

Beginning with the development of licensure for health workers in
the nineteenth century to the current ongoing government initiatives to
define and enforce quality standards, regulation and oversight have fig-
ured prominently in efforts to assess, protect, and improve the quality of
health care. Basic quality standards define and specify the minimum
acceptable qualifications for state licensure and for certification for par-
ticipation in Medicare and Medicaid.1   This chapter focuses on the govern-
ment’s central role in setting and enforcing standards of quality for formal
long-term care. It highlights the current status of the basic standards, the
survey process for monitoring and assessing compliance, and the enforce-
ment of the quality standards for nursing homes, residential care, and
home health care. Throughout the chapter the committee provides sug-
gestions and recommendations for further improvements at both the fed-
eral and the state levels.

CENTRAL ROLE OF GOVERNMENT

Through legislation, regulation, and judicial decisions, federal and
state governments play a central role in the definition and enforcement of
basic standards of quality for long-term care, particularly for publicly
funded services and institutional care. In addition, regulations involving
such matters as contracts or disclosure of information to consumers and
the public are components of quality strategies based on consumer choice
and quality improvement.

Most federal regulations of long-term care are linked to federal fund-
ing of services through the Medicare and Medicaid programs, and are
administered by the Health Care Financing Administration (HCFA) of
the U.S. Department of Health and Human Services (DHHS). Both pro-
grams have requirements for participation that health care providers must
meet to receive payment.2

Federal and state governments share regulatory responsibilities for
long-term care. Overall, the federal government has a dominant presence
in nursing home and home health regulation through certification for

1Those who meet specified standards may also have to meet other conditions, for exam-
ple, payment of a fee to actually secure a license.

2Until recently, these requirements were known as “conditions of participation.”
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Medicare and Medicaid participation. States, however, play the major
role in regulating other kinds of long-term care. For example, they set
licensure and other standards for various kinds of residential care arrange-
ments. States also perform many of the certification procedures under
contract with HCFA.

Although basic standards for long-term care are often defined and
enforced primarily through the legislative and administrative process,
standards put forward from other nongovernmental sources are also
important. Many professional societies, trade associations, accrediting
bodies, and other organizations have set voluntary standards that operate
in tandem with regulations through voluntary compliance. Voluntary
standards are often intended to “raise the bar” by promoting and recog-
nizing performance beyond a basic, legally established level. In some
cases, an approved accrediting organization’s standards can be “deemed”
to meet certification requirements for participation in Medicare or Medic-
aid, as is the case with the certification of home health care agencies,
discussed later in this chapter.

The central elements of long-term care regulation at the federal or
state level are:

• establishing quality and related standards for service providers;
• designing survey processes and procedures to measure and monitor

actual conditions of residents or clients and to assess compliance; and
• specifying and imposing remedies or sanctions for noncompliance.3

These three elements of a regulatory system have been likened to “the
legs of a three-legged stool” (IOM, 1986, p. 69), with each leg equally
important to the effectiveness of the system. In order to assess compliance
with federal Medicare and Medicaid requirements, HCFA relies on a
survey and certification process, which is administered by state licensing
and certification agencies. HCFA’s ten regional offices are charged with
the oversight and monitoring of the state survey and certification efforts
for nursing homes and home health agencies.

In recent years, reporting of assessments of compliance with stan-
dards and sanctions for noncompliance has become prominent as con-
sumer groups and others have pressed for more complete public report-
ing. To the extent that such reports accurately reflect quality problems,
they can be useful both for policy makers and for people facing personal
decisions about long-term care. Moreover, the enforcement of govern-

3Remedies and sanctions are used interchangeably throughout this report to refer to enforce-
ment actions against providers failing to comply with regulatory requirements.
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ment standards does not depend solely on periodic inspections by regula-
tors or on self-enforcement by the regulated. Complaints from residents,
family members, facility or agency staff, formally appointed ombudsmen,
and others may help identify violations and other problems that regular,
formal inspections and reporting systems may miss. Many complaints
and concerns related to basic standards of quality may be voiced directly
to providers, ideally prompting a constructive internal response. Beyond
this “oversight-by-complaint” role, family, friends, and other visitors to
the long-term care setting also provide social and practical support to
those using long-term care, help paid caregivers better understand the
perceptions and preferences of those they serve, and build links between
long-term care and the larger community.

Arguments for and Against Regulation

Major goals of long-term care regulation have been described as
(1) consumer protection, specifically, ensuring safety, quality of the care
received, and legal rights of consumers, and (2) accountability for public
funds used for care (IOM, 1986). With government accounting for 61 per-
cent of nursing home and home health care expenditures (Braden et al.,
1998), it has a responsibility to hold providers accountable for fiscal integ-
rity and for the quality of care provided to beneficiaries. Medicare and
Medicaid requirements of participation for nursing homes and home
health care services serve both goals. States also have an obligation under
their police power functions to provide oversight over the public health
and safety.

Most policy makers acknowledge a particular need for federal and
state regulation of long-term care. The reasons are several:

• Regulatory protection is essential given the significant vulnerability
of many of the people using long-term care, including the very old
and frail, the very young, and those with dementia, mental illness,
and developmental disabilities. Many people with severe chronic or
disabling conditions are highly dependent on others and unable to
protect themselves from abuses and neglect by caregivers. Moreover,
many have no immediate family members, friends, or advocates who
are able to oversee their care and protection.

• Individuals needing long-term care frequently have multiple diag-
noses and chronic conditions that require a wide array of medical and
nursing services, medications, and treatments. Although some indi-
viduals have the knowledge and skills to direct their own care, others
do not.

• Those using long-term care rely heavily on nonprofessional and para-
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professional workers, which typically means they rely on workers
who have little training or expertise in providing care.

• Much long-term care is relatively invisible, either because it is pro-
vided in the home or because it is provided in facilities without much
community observation.

• Users of long-term care often lack choice of providers or services,
which limits the effectiveness of market forces in ensuring quality.

On the basis of the above, a strong argument can be made for an
active government role in defining and enforcing basic standards of qual-
ity for long-term care providers. In addition, ensuring their enforcement
protects those using long-term care from neglect, abuse, and mismanage-
ment.

Critics of regulation as a dominant strategy for protecting and improv-
ing the quality of long-term care present several arguments. During public
meetings, providers criticized overreliance on regulatory strategies con-
tending that:

• It may encourage mediocrity. They believe that too many providers
concentrate narrowly on minimum requirements instead of striving
for providing quality care.

• Regulation may create barriers to innovation. What may be a neces-
sary rule for those not motivated or able to provide quality care,
could be an obstacle to others seeking creative ways to improve the
quality of care and life and autonomy of those using long-term care.

• There is a possible danger for regulation to proliferate excessively.
For example, regulators concerned about marginally performing
institutions and egregious instances of poor quality of care may be
tempted to multiply structure and process regulations without regard
to their effectiveness or costs.

• They believe that regulations focus too single-mindedly on protection
and safety as objectives. Other values such as the quality of life or
autonomy of those receiving care may be underemphasized.

With regard to federal regulation of nursing homes, however, the
nursing home reforms in the Omnibus Reconciliation Act of 1987 (OBRA
87) actually changed the focus from a nursing home’s ability to provide
care to the quality of care provided. OBRA 87 requires nursing homes
participating in Medicare and Medicaid to comply with extensive stan-
dards and these standards include ensuring various residents’ rights
related to admission, transfer, and discharge, and the right to be free from
restraints and abuse, and to promote residents’ quality of life. The regula-
tions also focus more than before on processes of care and resident out-

Copyright © National Academy of Sciences. All rights reserved.



140 IMPROVING THE QUALITY OF LONG-TERM CARE

comes. In common with most complex human endeavors a perfect regula-
tory system is likely to be beyond human reach. Nonetheless, it is impor-
tant for policy makers, regulators, and advocates to consider and weigh
both the expected benefits and the expected burdens of regulations. More-
over, by listening to the concerns of those subject to regulation as well as
the beneficiaries of regulations, policy makers may be able to develop
effective, yet less costly and less resisted ways of achieving their goals.
The challenge is to design and implement a system that does what it is
intended to do at an acceptable cost.

BASIC STANDARDS OF QUALITY

In principle, some basic standards for long-term care could be devel-
oped that apply regardless of the setting or provider of care. In practice,
however, most standards are designed for specific categories of providers
or services. In general, it may be useful for policy makers, providers,
consumer advocates, and others to think about standards applicable across
various care settings. Such thinking may become increasingly necessary if
concepts of consumer-centered and -directed care are to be developed.
Indeed, regulatory standards related to outcomes have become an increas-
ingly important objective in long-term care. This approach, however impor-
tant, is beyond the scope of what the committee is able to address in this
report.

Reflecting the differences in current regulatory programs in various
long-term care settings, this chapter focuses on selected settings sepa-
rately. As is typical of most long-term care issues, nursing homes have
been the focus of most attention in standard-setting and enforcement
activities. This again reflects a long history of concern about abuse, neglect,
and poor quality of care in nursing homes and public concern about this
frail and vulnerable group of long-term care users, who are subject to the
greatest degree of provider control over their lives. The discussion that
follows focuses on nursing homes, residential care facilities, home health
care, and home care and other home and community-based services.

Nursing Homes

Both federal and state governments employ regulation as a strategy
to protect quality of care in nursing homes. The federal government has
defined standards or requirements for provider participation in Medi-
care, and Medicaid relies primarily on the states for assessment. The fed-
eral government retains authority to enforce compliance with nursing
home standards of care, but generally delegates enforcement authority to
states for other health care providers. States also independently regulate
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nursing homes, for example, by licensing them to do business in the state.
A few nursing homes operate only under state regulation because they
choose not to seek Medicare or Medicaid reimbursement, but nearly all
facilities depend on such reimbursement and, therefore, have all, most, or
some of their beds certified.

This study was not intended to replicate or update the Institute of
Medicine’s (IOM) 1986 report by producing a detailed analysis of the
implementation of that report’s recommendations or generating another
set of comprehensive recommendations about nursing home regulation.
This committee generally endorses the directions set forth in the 1986 report and
in the legislative reforms enacted in 1987. During 1998 and 1999, however,
new reports and investigations of serious problems in nursing home qual-
ity and government regulation demanded the committee’s serious atten-
tion. As context for the discussion of these problems, a brief review of the
1986 IOM report and subsequent nursing home legislation is useful.

The 1986 IOM Report on Nursing Home Regulation

In its 1986 report on nursing home quality, the IOM committee noted
“serious, even shocking, inadequacies” in the enforcement of then-current
nursing home regulations. It identified “large numbers of marginal or
substandard nursing homes that are chronically out of compliance when
surveyed . . . [and that] temporarily correct their deficiency . . . and then
quickly lapse into noncompliance until the next survey” (p. 146). The
report identified problems in four broad areas: (1) attitudes of federal and
state personnel about enforcement objectives and processes; (2) federal
rules and guidelines for states; (3) variation among states in policies and
procedures; and (4) resources to support enforcement activities. It also
addressed other problems with existing procedures for interpreting sur-
vey findings, weighting or scoring facility performance on individual
standards, and aggregating performance on individual standards to deter-
mine whether a facility is in compliance with a condition of participation.
It also addressed problems of the predictable timing of annual surveys
and the reliance on record reviews and staff interviews, rather than inter-
views and observation of residents, to determine quality.

The report proposed that regulations “require, whenever possible,
assessment of the quality and appropriateness of care and the quality of
life . . . being provided residents, and the effects on residents’ well-being”
(IOM, 1986, p. 71). It called for new standards in three areas: residents’
rights, quality of life, and resident assessment. The 1986 IOM report pro-
posed regulatory reform to focus the survey and certification process
more on persistent offenders; to clarify federal objectives and rules by
improving training, reporting, and oversight activities for states; and to
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establish a wider array of sanctions related to the seriousness of problems
discovered. The report and subsequent legislation made clear that
government’s role was one of enforcement and not consultation. The
framework also called for less reliance “on unguided professional judg-
ments by surveyors” in determining what constitutes good care for resi-
dents with differing service needs (IOM, 1986, p. 71).

Nursing Home Reform Act of 1987—Setting Standards for Care

The Nursing Home Reform Act, a part of OBRA 87, created the most
far-reaching changes in nursing home regulation since the Medicare and
Medicaid programs were created in 1965. It was supported by a broad
coalition of consumer, professional, and nursing home industry represen-
tatives. The legislation was generally based on the detailed recommenda-
tions of the IOM committee (1986), and delineated five major components
addressing (1) resident rights, quality of life, and quality of care; (2) staff-
ing and services; (3) resident assessment; (4) federal survey procedures;
and (5) enforcement procedures (Harrington, 1998). For example, it cre-
ated a new outcome-oriented survey process with two options—a stan-
dard survey and an extended survey. The standard survey required a
stratified sample of residents (based on the characteristics or casemix of
residents) for examining medical, nursing, and rehabilitative care; dietary
services; social activities; sanitation; infection control; resident rights; and
physical environment. In facilities found to be providing substandard
care during the standard survey, an extended survey was to be applied,
with a larger sample of residents, intended to uncover the causes of sub-
standard care.

Continuing past practice, OBRA 87 required HCFA to contract with
state agencies to survey nursing homes to certify their compliance with
Medicare and Medicaid requirements. Consistent with the changes in the
standards, enforcement was to focus on both processes and outcomes of
care. The new inspection procedures were, however, to go beyond “paper
compliance” to investigate processes and outcomes of care; interview resi-
dents, families, and ombudsmen about their experience in the nursing
home; and directly observe residents and care processes. Surveys were to
be unannounced and conducted every 9 to 15 months following the initial
survey (but no sooner than 12 months on average for all facilities taken
together) to give survey agencies some flexibility to link survey timing to
past performance and also make it easier to create more unpredictable
scheduling of survey visits. States could also initiate a survey in response
to a resident or other complaint at any time. Resurveys were authorized
after any change of ownership.

The new standards and survey procedures were implemented
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through a series of regulations and transmittals published by HCFA in its
State Operations Manuals.4  The first regulations implementing the act took
effect in 1990; the last regulations (those related to enforcement of stan-
dards) were implemented only in 1995. The regulations established 15
major categories for compliance to cover the structure, process, and out-
comes of nursing home care with specific requirements for each category.5
Additionally, OBRA 87 requires nursing homes to provide certain ser-
vices, including nursing, dietary, physician, rehabilitative, dental, and
pharmacy services. It also included requirements for administrative stan-
dards including nursing aide training, a medical director, and clinical
records.

The OBRA 87 standards for residents’ rights included privacy, free-
dom from physical and mental abuse, restricted use of physical or chemi-
cal restraints, and opportunities to file grievances. The process of care and
the environment should promote residents’ quality of life, and services
should help residents attain or maintain the highest practical level of
physical, mental, and psychosocial well-being. The requirement that well-
being be maximized “implied that improvements in health and functional
status be achieved, when possible,” which shifted the focus away from
custodial care toward rehabilitation (IOM, 1996a, p. 134). OBRA 87 was
notable for requiring individual resident assessments and care plans for
each resident described in the previous chapter.

The committee concluded that these basic standards of quality set forth in
OBRA 87 are generally reasonable and comprehensive. As discussed in Chap-
ter 3, research studies suggest that these standards may have contributed
to improved care and outcomes for nursing home residents. Definitive,
rigorous evaluation of their continuing impact on quality of care and outcomes is
necessary.

State Survey Process

To monitor and assess compliance by nursing homes with Medicare
and Medicaid requirements for participation, HCFA relies on a survey
and certification process administered under contract by state agencies.
As specified by OBRA 87, nursing home surveys gather information

4The regulations were issued in 1988, 1989, 1991, 1992, and 1994, and the transmittals
were included in the State Operations Manuals (HCFA, 1995a–c).

5The categories are (1) resident rights; (2) admission, transfer, and discharge rights;
(3) resident behavior and facility practices; (4) quality of life; (5) resident assessment;
(6) quality of care; (7) nursing services; (8) dietary services; (9) physician services;
(10) rehabilitation services; (11) dental services; (12) pharmacy services; (13) infection con-
trol; (14) physical environment; and (15) administration (HCFA, 1995a–c).
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through facility visits; observations of residents; reviews of records; and
interviews with residents, family members, and facility staff and manage-
ment. Thus, assessments are not dependent solely on facility records and
reports. HCFA has developed standardized forms, sampling methods,
and survey procedures to ensure the reliability, accuracy, and compara-
bility of state surveys of nursing homes. In a further effort to achieve
consistency, HCFA’s State Operations Manual (HCFA, 1999c), including
the Interpretative Guidelines, provides more detail and guidance for state
surveyors.

After surveying each facility, state surveyors determine whether the
facility has met or not met each standard. If a facility is judged to not meet
a standard, it is given a “deficiency.” Generally deficiency determinations
are made by survey teams and reviewed by state supervisors. Facilities
have the option to challenge the factual basis of deficiencies in an infor-
mal dispute resolution and to appeal decisions through an administrative
review process.

State survey results showed a clear trend in declining numbers of
deficiencies after the enforcement regulations were implemented in 1995,
with a small increase in 1998. As seen in Figure 5.1, the average number of
deficiencies reported per facility declined from 10.8 per facility in 1991 to
4.9 per facility in 1997, a 44 percent decrease (Harrington and Carrillo,
1999). In 1998, however, the average number of deficiencies per facility
increased slightly to 5.2. At the same time, the percentage of facilities
reported to have no deficiencies increased from 10.8 in 1991 to 21.6 in
1997, and then dropped to 18.9 percent in 1998 (Harrington and Carrillo,
1999; Harrington et al., 2000b).

Survey results also show substantial variation across states (see Table
5.1). In 1998, the average number of deficiencies ranged from 1.9 per
facility in New Jersey to 14.2 in Nevada (more than a sevenfold differ-
ence) (Harrington et al., 2000b). Similarly, the percentage of facilities with
no deficiencies varied from none in Washington, D.C., to 47.7 percent in
New Jersey. For the most part, the higher the average number of deficien-
cies in a state, the lower is the percentage of facilities reported to have no
deficiencies cited (Harrington et al., 2000b).

Weaknesses in the Current Survey Process

Although the declining number of deficiencies and increase in the
number of deficiency-free facilities may indicate substantially improved
care in nursing homes, the analysis presented in Chapter 3 suggests that
taking too optimistic a stance may be unwarranted. Instead, it may sug-
gest weaknesses in the nursing home survey process—specifically, its
ability to reliably detect quality problems. The inability or unwillingness
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FIGURE 5.1 Average number of deficiencies and percent of facilities without
deficiencies: United States, 1991–1998.
SOURCE:  Harrington et al., 1999, 2000b.
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of surveyors to detect quality problems may be one explanation, particu-
larly following implementation of more vigorous enforcement regula-
tions in 1995 (Johnson and Kramer, 1998; Mortimore et al., 1998; Schmitz
et al., 1998).

Several studies support the conclusion that the current survey process
fails to identify important quality-of-care problems. A study conducted
by the University of Wisconsin in 1996, which involved 6 concurrent
surveys and 23 survey observations performed by independent investiga-
tors, showed that state surveyors consistently cited fewer deficiencies in
care and rated problems as less severe than did the researchers (Abt and
CHSRA, 1996). Similarly, two concurrent surveys conducted for the Gen-
eral Accounting Office (GAO) in California also found that surveyors did
not detect some serious quality-of-care problems related to hospitaliza-
tions, deaths, falls accompanied by fractures, restraint use, failure to dress
and groom residents, malnutrition, infections, and pressure sores (GAO,
1998a; Johnson and Kramer, 1998). Forty concurrent surveys in ten states
revealed that state surveyors were inconsistent in detecting problems
related to outcomes of care, particularly those related to maintaining resi-
dent function, pressure sore prevention, and nutritional support (Johnson
and Kramer, 1998). At the same time, state surveyors also cited some
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facilities for deficiencies that appeared to be a function of their high preva-
lence of seriously impaired residents rather than poor quality care (Abt
Associates and CHSRA, 1996).

The failure of surveyors to reliably detect and cite quality problems
has major implications. Quality problems will persist and residents will
suffer in ways that could have been avoided if an effective survey pro-
gram had detected problems and required their correction. Enforcement
efforts may not be appropriately directed at the worst offenders, and
some nonoffenders may erroneously be penalized (Johnson and Kramer,
1998). Survey information made available to the public may mislead con-
sumers. Finally, facilities are not given adequate feedback about quality
problems, which hampers facility-level efforts to improve care (Johnson
and Kramer, 1998).

Strategies to Improve the Survey Process

Following the release of the GAO studies and the U.S. Senate Special
Committee on Aging hearings on survey and enforcement activities in
1998 and 1999, DHHS responded by announcing a number of specific
steps to improve the survey and monitoring process (HCFA, 1998a).
HCFA regularly reports on these steps to the U.S. Senate Special Commit-
tee on Aging, and consumer groups are closely monitoring this process
(e.g., the Center for Medicare Advocacy, the National Citizens’ Coalition
for Nursing Home Reform).6  The committee generally endorses HCFA’s efforts
to improve the current survey process. The following section briefly reviews
important areas in which efforts are being undertaken and identifies areas
of potential further improvements.

Targeting Chronically Poor-Performing Facilities. In 1998, as a part of the
President’s initiative to ensure the health and safety of nursing home
residents, federal and state regulators began to target a small list of about
100 nursing homes that had poor records of compliance with quality
standards to ensure these facilities receive more frequent inspections.
Targeting poor-performing facilities for more frequent surveys is consis-
tent with OBRA 87. GAO (1998a) also recommended that HCFA target
facilities with serious repeat deficiencies.

HCFA’s approach to identifying poor-performing facilities is based
solely on facilities with repeat violations that have caused serious harm.
The approach could be improved by developing a more proactive, focused

6Additional information on this subject can be found at www.medicareadvocacy.org and
www.nccnhr.org.
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process. HCFA has statistical data that could be used to identify poor-
performing facilities. These data include quarterly quality indicators (QIs)
developed from the Minimum Data Set (MDS), described in Chapter 4,
which identify individual residents with potential problems (such as
weight loss and pressure sores) and those who have declined over time,
indicating potentially poor quality of care. QIs can also be used to identify
facilities with high percentages of residents that have negative QIs. HCFA
also has data on staffing levels in facilities that show outliers with unusu-
ally low staffing per resident-day. Facilities with average staffing below a
selected percentile—especially facilities with documented past prob-
lems—could be subjected to more frequent inspections because they are
“at risk” of quality problems. The use of these types of statistical data
could improve HCFA’s ability to monitor facilities with potentially poor
quality outcomes, without waiting for a facility to achieve two consecu-
tive poor evaluations, each of which may cause actual harm or immediate
jeopardy to residents. These proposals for more focused monitoring to
target chronic poor performers do not require legislative action and gen-
erally have been accepted by government, consumer, and industry
groups.

Another potentially high-risk situation that HCFA and state survey
agencies should consider tracking and targeting for special surveys in-
cludes changes in key administrative and clinical staff. One recent report
cited annual turnover rates of nursing home administrators at 30 percent
(AHCA, 1998). Anecdotal reports reinforce the concern that leadership
turnover is a problem. Logic also suggests that changes in leadership
would increase instability and resident vulnerability in facilities, although
there are no data to confirm this hypothesis.

Focusing on Poor-Performing Owners and Poor-Performing Chain Facilities.
Although HCFA has identified some nursing home chains (multifacility
organizations) that are delivering substandard care in multiple facilities,
the current survey and enforcement procedures are primarily designed to
survey and enforce standards in individual facilities. A multifacility chain
is one that owns, leases, or operates more than one facility, according to
the HCFA definition, and these account for more than half of the nation’s
nursing facilities (Harrington et al., 2000b). HCFA does not have an infor-
mation system that accurately identifies ownership for use in monitoring
performance of nursing home chains and targeting poor-performing
chains.

Moreover states are required to conduct surveys whenever there is a
change in ownership, but states are not always informed when there are
new corporate owners. Regulations do not require the reporting of a
change in ownership when a transfer of stock or the merger of another
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corporation into the provider corporation has occurred (42 C.F.R 489.18).
However, HCFA (1998a) has announced steps in this direction by propos-
ing to have the database of state survey results include major state enforce-
ment actions (e.g., decertification) against individual and corporate owners
of nursing homes. Although HCFA plans to target chains with bad records
across states, it does not have a mechanism yet for taking enforcement
actions against a chain even when a high percentage of the chain’s facili-
ties may be classified as substandard. Improved data on ownership, changes
in ownership and quality, and new survey and enforcement procedures would
greatly enhance HCFA’s ability to target and monitor poor-performing chains.

Focusing on Resident Problems. After OBRA 87, state surveyors focused on
physical and chemical restraints as important indicators of quality prob-
lems. However, they failed to identify serious problems of malnutrition,
dehydration, undertreatment of pain, and pressure sores during the sur-
vey process (Johnson and Kramer, 1998). This situation occurred in part
because surveyors were not trained to focus on these types of resident
problems. HCFA now has revised its State Operations Manual, Appendix P
(HCFA, 1999c), to add new investigative protocols on pressure sores,
dehydration, malnutrition (unintended weight loss), and abuse preven-
tion. These protocols should be valuable tools for surveyors to identify
and evaluate problems and to standardize the survey process.

Improving Sampling Procedures and Sample Sizes. To focus adequately on
serious resident problems, sampling techniques used for these surveys
should be revised to target samples of higher-risk residents (including
those who are newly admitted, bed-bound, or long-stay residents). GAO
(1998a) specifically recommended that sampling procedures use electronic
information becoming available from the MDS system on individual resi-
dent QIs to identify and sample records for “high-risk” residents. The QIs
allow surveyors to detect serious potential resident problems such as
malnutrition, dehydration, pressure sores, pain, and other conditions
(Zimmerman, 1999). HCFA has asked surveyors to review the data for
each facility and the QIs prior to conducting surveys, but the extent to
which the QIs are being used by state surveyors is not known.

Another problem identified by GAO (1998a) was that the survey
sample sizes were not large enough to detect problems of concern or to
determine the scope of identified problems. Again, HCFA has instructed
surveyors to take stratified samples to review enough residents to detect
the prevalence of problems. Although HCFA has developed new instruc-
tions in Appendix P of its State Operations Manual (HCFA, 1999c) for
sample size selection, the facility samples remain small (Kramer, 1999).
(For a 100-bed facility, a total of 5 comprehensive resident reviews and 12
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focused reviews are required.) Sample sizes clearly have to be increased, and
investigations of resident care problems have to be conducted to determine the
full scope and severity of each serious problem.

Reducing the Predictability of the Survey Process. When facilities are able to
predict the timing of annual reviews and prepare accordingly, they can
temporarily hide deficiencies in their usual performance and mask areas
of poor-quality care. The problem of survey predictability was pointed
out in the IOM 1986 report, and OBRA 87 attempted to address the prob-
lem by creating penalties for any individual that notified facilities about
the time or date of a survey. In 1995, HCFA issued guidance to states to
ensure that all surveys are unannounced but did not require that survey
cycles be varied to reduce their predictability. The GAO (1999b) review of
state survey activities identified the predictability of state surveys as a
continuing problem and found that the timing of many surveys had not
varied by more than a week for several cycles. HCFA (1998a) also reported
that the surveys were highly predictable: almost all surveys were sched-
uled to begin on a Monday, and surveys were rarely conducted in the
evening, at night, or on holidays. The main rationale for predictable
schedules was to avoid overtime and have uninterrupted time on-site
(HCFA, 1998a).

In 1998, HCFA took steps to make survey schedules less predictable
and to increase the number of surveys conducted on weekends and nights
(HCFA, 1998a). The new State Operations Manual (HCFA, 1999c, Section
7207) specifies that standard surveys must be unannounced and at least
10 percent of surveys must begin either on the weekend or evening or
early morning hours. The month in which a survey begins should not
coincide with the month of the previous survey. The committee fully endorses
actions by HCFA to make both the numbers of months between surveys and the
days and hours on which surveys occur more variable, and supports further
expanding the number of surveys that are conducted on evenings and weekends.

Strengthening Consistency of Survey Determinations. As described earlier,
states vary substantially in their survey and enforcement findings, and no
evidence suggests that this variation is a function of corresponding varia-
tion in the quality of care provided in states. The implementation of OBRA
87 was only partly successful in improving protocols for assessing com-
pliance, monitoring state survey agencies, and training and support for
surveyors. HCFA has recognized that large differences in survey agency
practices continue to exist.  During the past two years, HCFA has increased
its training activities of surveyors, training more than 600 federal and
state surveyors to be trainers (HCFA, 1999a). Given the large number of
surveyors nationally and the complexity of the survey system, more exten-
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sive, comprehensive federal training is needed to bring about consistency
and competency in the survey process across states (Zimmerman, 1999).
The mandatory training of all federal and state surveyors should focus on survey
techniques that will standardize the entire survey process, increase consistency
across states, and enhance investigative and inferential decision capability.

Some experts have argued that HCFA needs to substantially improve
the survey process by making it more structured to reduce unwarranted
variation (Kramer, 1999; Zimmerman, 1999). These researchers at the
University of Wisconsin and the University of Colorado have a contract
with HCFA to develop a more structured activity, with criteria and guide-
lines for determining compliance with the regulations.

Strengthening the Federal Oversight Role. GAO (1999e, p. 8) documented
that HCFA’s ten regional offices charged with the oversight of state survey
agency performance have “limitations that prevent HCFA from develop-
ing accurate and reliable assessments.” The use of comparative surveys (a
federal survey completed within a few days of the state survey) is rela-
tively minimal, even though this is inherently more accurate for oversight
purposes than observational surveys of state agency staff, which are cur-
rently employed more frequently. GAO (1999e) also documented the
uneven way in which regional offices monitor state agencies and the fail-
ure to hold states accountable for poor performance of their contracted
survey duties.

HCFA (1999a,b) has responded with new guidelines to improve the
regional office oversight of states. It has announced plans to review state
performance, for example, by identifying states that report improbably
high numbers of homes with no deficiencies. HCFA also proposed to take
steps to correct lax enforcement processes, for example, through loss of
funding and replacement of poor-performing state survey agencies. More
intermediate sanctions may be necessary to ensure state compliance.
HCFA, however, has not yet developed means of monitoring the perfor-
mance of the regional offices in their oversight role.

Improving Complaint Investigations. In the past, HCFA survey procedures
required states to investigate within two working days the most serious
complaints that allege immediate jeopardy to the health and safety of
residents. However, the time, scope, duration, and conduct of investiga-
tions of other types of complaints are determined by state survey agencies.
GAO (1999c) found that states frequently understated the seriousness of
the complaints (thus avoiding the requirement to investigate within two
working days) and more generally failed to investigate serious complaints
promptly. GAO (1999c, p. 3) also reviewed the nursing home complaint
investigation process and found that “HCFA reporting systems for nurs-

Copyright © National Academy of Sciences. All rights reserved.



IMPROVING QUALITY THROUGH EXTERNAL OVERSIGHT 153

ing homes’ compliance history and complaint investigations do not col-
lect timely, consistent, and complete information.”  In addition, some
states used procedures or practices that may limit the filing of complaints
(such as asking for written complaints). HCFA directions and oversight of
complaint investigations were found to be minimal.

In response to the GAO (1999c) study, HCFA has agreed to undertake
actions to improve the complaint investigation process and to establish a
complaint category for allegations of “actual harm” and to investigate
these complaints within ten working days. Complaints of immediate
jeopardy are to be investigated within two working days. HCFA also
agreed to strengthen the federal oversight of the state complaint investi-
gation system and allow the regional offices to conduct verification sur-
veys of complaint investigation. Also, the information system requiring
states to enter all complaints into the On-Line Survey and Certification
Assessment Reporting (OSCAR) System will be improved. HCFA has
requested and the administration has proposed new funds for its nursing
home initiative, including improvement of the survey system (White
House, 2000). HCFA has also developed a contract to study the complaint
investigation system and to improve the system. The committee supports
the importance placed by HCFA on improving the complaint investigation sys-
tem. It is a key to protecting the health and safety of nursing home residents.

Certifying the Accuracy of Nursing Home Data. Because surveys include
reviews of residents’ medical records, the accuracy of these records is
essential to reliable and valid survey results. The GAO (1998a) report on
quality problems in California nursing homes noted suspicious gaps in
information and implausible entries in the sample of records it reviewed.
A study of nursing home records on dietary intake found that nursing
home staff often incorrectly record the amount of food consumed by resi-
dents (Kayser-Jones et al., 1997). Another study found that records on
restraint use and removal were highly inaccurate (Schnelle et al., 1997).
Nursing home staff have testified about requests or orders to falsify nurs-
ing home records (U.S. Senate Special Committee on Aging, 1998). Some
errors undoubtedly arise from poor record keeping, which—although a
problem in need of correction—is a lesser concern than deliberate falsifi-
cation of records. In terms of the latter, at the present time no specific
“severe” penalties exist for falsification of records or false reporting. New
penalties may be needed for deliberate falsification of medical records.

Enforcement of Standards

The goal of the enforcement process under OBRA 87 was to achieve
sustained facility compliance with federal requirements of quality care.
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Prior to this legislation, the only sanction available was decertification, a
penalty with such serious consequences for residents of a sanctioned
facility that regulators were reluctant to apply it. The revised enforcement
system was intended to give surveyors more flexibility in fitting remedies
to the seriousness of deficiencies and to make the actual imposition of
intermediate sanctions more likely.

The sanctioning authority under OBRA 87 allowed the imposition of
civil money penalties, denial of payment for new admissions, temporary
management, immediate termination, and other remedies or sanctions.
The law required that all states enact the list of “intermediate sanctions”
(sanctions other than decertification) and that they be imposed for viola-
tions of residents’ welfare and rights as well as for health and safety
violations. The statute required that mandatory remedies be imposed for
repeated or uncorrected deficiencies and that the enforcement actions
minimize the time between the identification of violations and the impo-
sition of remedies. The law allowed all sanctions other than civil money
penalties to be imposed before the administrative appeals were decided
and barred HCFA from playing a consultative rather than an enforcement
role.

The final enforcement rules were published in the Federal Register on
November 10, 1994 (59 Fed. Reg. 56,116), and became effective on July 1,
1995 (HCFA, 1995b). In establishing the enforcement rules, HCFA was
prescriptive in its rating system for the scope and severity7  of violations
and in terms of the intermediate remedies that should and could be
applied. Beginning in July 1995, state surveyors were required to rate all
violations based on their scope and severity, and then to link sanctions to
the scope and severity of the violation identified (HCFA, 1995b). Deficien-
cies were to be given for problems that had resulted in or could result in
a negative impact on the health, safety, welfare, or rights of residents. To
guide states, HCFA established a graded system for classifying deficien-
cies and penalties by severity and scope. As shown in Table 5.2, each
deficiency is rated in one of 12 categories labeled “A” through “L”
depending on the severity and scope. Facilities that do not have deficien-
cies exceeding the first three category levels (A–C) are considered to be in
“substantial compliance” with the regulations and they are not subject to
sanctions, although they are expected to correct their deficiencies. Those
with deficiencies in categories higher than C are “not in substantial com-
pliance” and are subject to intermediate sanctions or termination from the
program, depending on the scope and severity of the problem.

7HCFA uses severity to refer to the effect of a deficiency on resident outcomes; scope
describes the number of residents potentially or actually affected (HCFA, 1999c).

Copyright © National Academy of Sciences. All rights reserved.



IMPROVING QUALITY THROUGH EXTERNAL OVERSIGHT 155

TABLE 5.2. Level of Deficiencies, Based on Scope and Severity of
Substandard Care, and the Remedy Categories Available to States for
Each Level of Deficiency

Scope of Deficiency
Severity of
Deficiency Isolated Pattern Widespread

Immediate Level J Level K Level L
jeopardy to
resident health Required remedy Required remedy Required remedy
or safety category: 3 category: 3 category: 3

Optional remedy Optional remedy Optional remedy
category: 1 or 2 category: 1 or 2 category: 1 or 2

Actual harm that Level G Level H Level I
is not immediate
jeopardy Required remedy Required remedy Required remedy

category: 2 category: 2 category: 2

Optional remedy Optional remedy Optional remedy
category: 1 category: 1 category: 1

or temporary
management

No actual harm, Level D Level E Level F
with potential
for more than Required remedy Required remedy Required remedy
minimal harm, category: 1 category: 1 category: 2
but not
immediate Optional remedy Optional remedy Optional remedy
jeopardy category: 2 category: 2 categories: 1

No actual harm Level Aa Level B Level C
with potential
for minimal harm Required remedy Required remedy Required remedy

category: none category: none category: none

aAll facilities receiving deficiencies are required to submit a plan of correction except for
those with level A deficiencies only.

Remedy Categories:
Category 1:

• directed plan of correction,
• state monitor, and/or
• directed in-service training.

Category 2:
• denial of payment for new admissions,
• denial of payment for all individuals imposed by HCFA, and/or
• civil money penalties of $50–$3,000 per day or $1,000–$10,000 per instance.

Category 3:
• temporary management,
• termination of certification, and/or
• optional: civil money penalties of $3,050–$10,000 per day or $1,000–$10,000 per instance.

SOURCE: HCFA, 1999c.
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Under HCFA guidelines, however, most facilities are given a grace
period, usually 30 to 60 days, to correct deficiencies. The exceptions are
for facilities with deficiencies in the highest severity categories (level J
through L) that cause immediate jeopardy and for those that cause harm
with severe repeat deficiencies. Facilities that cause immediate jeopardy
are not given the opportunity to correct deficiencies before sanctions are
imposed, whereas facilities with less serious deficiencies generally are
given the opportunity to correct them. Regulations also require a notice
period before the sanction can take effect. Remedies recommended by
states must be sent to HCFA regional offices, and a 15–20 day notice for
the facility to come into compliance must be issued (HCFA, 1999c). In
cases of immediate jeopardy, the sanction can be put into effect after a
two-day notice.8  Civil money penalties can be assessed retroactively for
noncompliance that occurred between surveys.

In addition, “substandard quality of care” is defined as one or more
deficiencies that constitute either immediate jeopardy (of any scope),
actual harm, or at a level of no actual harm but with a potential for more
than minimum harm. For the latter two categories the scope of the harm
must be a “pattern” or be “widespread.” Substandard quality of care in
these scope and severity levels is limited to deficiencies in the regulatory
requirements under resident behavior and facility practices, quality of
life, or quality of care (HCFA, 1999c). Facilities receiving a determination
of substandard quality of care are subject to loss of their authority to
conduct nursing aide training, which consequently may make the hiring
of nursing aides difficult. In addition, the facility is subject to all of the
above sanctions relevant to the scope and severity of the deficiency.

Enforcement Trends and Variability

Review of deficiency ratings over a three-year period show that few
deficiencies (0.6 percent in 1998) were classified as causing immediate
jeopardy (in the highest categories for scope and severity). Figure 5.2
shows that the percentage of deficiencies designated as having a minor or
minimal impact declined over the period while the percentage of total
deficiencies classified as having the potential for actual harm in isolated
situations (level D) increased from 30.2 to 41.1 over the three year period,
but levels E and L remained about the same. The percentage of deficien-
cies that were considered to have caused actual harm in isolated situa-
tions (level G) increased somewhat over the three years, but all other
categories appeared to be about the same (Harrington and Carrillo, 1999;

8The new guidelines give states opportunity to impose some remedies directly.
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Harrington et al., 2000b). Only a few facilities are being given deficiencies
for immediate jeopardy at the level J or higher (about 0.6 percent of facili-
ties) where sanctions would be imposed without the opportunity to make
corrections.

Continuing Weaknesses in Enforcement of Standards

The U.S. Senate Special Committee on Aging (1998, 1999), GAO
(1998a, 1999b,c,e), and HCFA (1998a) have identified a number of con-
tinuing problems with the enforcement of nursing home standards. The
federal goals to achieve both compliance and continued compliance with
federal standards have yet to be fully met. For instance, GAO (1999b)
examined the enforcement of federal nursing home regulations and con-
cluded that although HCFA has taken steps to improve the oversight of
nursing homes, it is unable to ensure that nursing homes maintain compli-
ance with federal health care standards. According to GAO, more than
one-fourth of the facilities had deficiencies that caused actual harm to
residents or placed them at risk of death or serious injury and many
others had serious deficiencies.

GAO (1998a) reported that once the state survey agency identified
deficiencies in the quality of care, it was ineffective in achieving the reme-
dial state of consistent compliance with the law. Nearly 10 percent of
California nursing homes serving thousands of residents were cited twice
in a row for “actual harm” violations, strongly suggesting that these
homes were not correcting problems identified by surveyors. California
took relatively few disciplinary actions against facilities cited for repeated
“actual harm” violations. Between 1995 and 1998, nearly three-quarters of
the 122 facilities in California cited for serious deficiencies in at least two
consecutive years never had federal intermediate sanctions take effect
(GAO, 1998a). GAO (1998a) also found that over the course of two stan-
dard surveys conducted between 1995 and 1998, one-third of the nursing
homes (407 out of 1,370) had serious violations that caused death, seri-
ously jeopardized residents’ health and safety, or were considered to be
substandard.

Strategies to Improve the Enforcement Process

Reflecting recommendations from consumer groups, GAO, and others,
HCFA has taken a number of steps to correct identified problems in the
enforcement of federal nursing home standards.

Definitions of Facility Problems. Until recently HCFA’s definition of poor-
performing facilities applied to relatively few facilities. A facility had to
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be cited on its current survey and on one of its two previous standard
surveys for substandard quality of care. HCFA now has expanded the
definition to include facilities cited for isolated cases of actual harm in
two or more surveys (HCFA, 1999c). Facilities are allowed to correct
deficiencies, and sanctions are optional if only one such deficiency has
occurred.

In addition, HCFA’s definition of what constitutes a widespread defi-
ciency has been limited and needs revision. “Widespread” was consid-
ered to take in situations where all or nearly all of a home’s residents were
affected by a problem, including those for whom the deficiency could not
have occurred (e.g., those who were continent could not be characterized
as lacking a plan for achieving continence) (Edelman, 1997). In a facility
where most of the residents on a nursing care unit were negatively affected
by poor care, the deficiencies would not be considered widespread, but
rather would be classified as a pattern. This has the effect of limiting the
ability to assess sanctions in situations where they may be indicated.

Elimination of the Grace Period Before Sanctions Are Imposed. HCFA (1998a)
has recently issued a memorandum to the states phasing out the grace
period that allowed time for facilities to achieve compliance with regula-
tions before penalties were applied. Apparently at odds with OBRA 87
mandates, HCFA’s 1995 enforcement regulations established a grace period,
which allowed facilities with deficiencies to make corrections before being
subject to intermediate sanctions (Edelman, 1998a–c). GAO (1998a) reported
that grace periods were granted to 98 percent of facilities in California and
to 99 percent of facilities nationwide. These grace periods often allowed
30–45 days before a penalty could be applied. Only facilities whose defi-
ciencies posed immediate jeopardy to residents’ health or welfare or those
that were defined as poor performers were denied the opportunity to
correct deficiencies before remedies were imposed. The revised HCFA
State Operations Manual (HCFA 1999c, p. 7–27) states that facilities will not
be given an opportunity to correct before remedies are imposed (1) when
they have deficiencies of actual harm (at level G) or a more serious level
on the current survey and on the previous survey; (2) when they received
a per-instance civil money penalty; (3) when the deficiencies were for
immediate jeopardy; or (4) when the facility had previously been termi-
nated. Except in these instances, the opportunity to correct without sanc-
tions remains unless a state chooses to establish additional criteria. The
committee urges HCFA to accelerate the schedule for phasing out the grace
period.

Revisiting All Facilities Before Sanctions Are Lifted. In principle, sanctions
are supposed to remain in place until a facility corrects the deficiencies
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and a revisit has been completed. Until recently, HCFA did not require
on-site revisits of facilities found to have deficiencies that did not cause
serious harm or substandard care. Instead, these facilities were allowed to
self-certify when they came into compliance (GAO, 1998a). As a result,
only about 15 percent of facilities were subject to revisits, even though
some of these facilities had repeatedly been designated as poor performers
and as providers of substandard care.

Following the GAO (1998a) study, HCFA adopted a policy that all
problem facilities with recurring serious violations should receive an on-
site visit before a state was considered to be in compliance with the regu-
lations. The HCFA State Operations Manual (1999c) has been revised to
indicate that facilities with deficiencies causing actual harm or more must
have an on-site revisit of the facility. This policy is a substantial improve-
ment over the previous one.

Limiting the Use of Civil Money Penalties. In 1996, HCFA issued guidelines
that urged states to limit the imposition of civil money penalties (CMPs)
to situations of immediate jeopardy to the health and welfare of residents
or uncorrected deficiencies at the time of a revisit of a poor-performing
facility (Edelman, 1998a–c). This policy contradicted the intent of OBRA
87 for intermediate remedy provisions and the HCFA regulations. HCFA
now has lifted the moratorium on the collection of certain civil money
penalties but still limits CMPs to serious deficiencies which HCFA defines
as levels G, H, and I, or as “substandard care.” The penalty may be
assigned retroactively for the number of days out of compliance since the
last standard survey. The manual made clear that CMPs may be issued
for up to $10,000 per day or per instance when a deficiency constitutes
immediate jeopardy or involves actual harm.

Federal Procedures Create Lengthy Delays. Although the law says that all
remedies other than civil money penalties can be imposed immediately
pending an appeal, the notice of sanctions and the federal appeals process
can result in lengthy delays in implementation of CMPs. The sanctions
and civil monetary penalty system is seriously hampered by a backlog of
administrative appeals that can last for several years and CMPs cannot be
collected until the appeal is resolved (GAO, 1999b). The appeals may take
two to five years and the weight of the administrative backlog has
approached gridlock. The administration has requested additional funds
from Congress to increase the number of hearing officers for appeals to
speed the process, which appears to be needed. Even with more funds,
the process set forth in the HCFA State Operations Manual (1999c) appears
unnecessarily cumbersome and time-consuming. More work is needed to
streamline the enforcement process.
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Access to Information About Enforcement Actions Against Facilities. In response
to requests by advocacy organizations, HCFA agreed to make deficiency
reports, including the scope and severity of deficiencies and other infor-
mation about individual facilities, available on the Internet in 1998. HCFA
has established this information about nursing homes on its Web site at
www.hcfa.gov/Medicare/NHCompare. This is an important first step
toward making information more accessible to the public. The committee
hopes that this information will be expanded and improved as experience
is gained to include all sanctions, remedies, and appeal decisions.

Stricter Provisions for Decertification and Minimum Time Periods for Recertifi-
cation of Terminated Facilities. One important additional step is to target
facilities that move in and out of compliance (“yo-yo” facilities). As the
IOM committee reported in 1986, many facilities have had repeated viola-
tions that have caused serious harm and injury to residents and these
facilities generally have escaped the imposition of any sanctions because
they were repeatedly allowed to correct the violations. This problem has
not gone away, as documented by GAO (1998a). In addition, terminated
facilities can fairly easily gain recertification without a specific waiting
period. For example, of the 16 facilities terminated in California between
1995 and 1998, 14 were reinstated and 11 were reinstated under the same
ownership as before the termination. Of the 14 reinstated homes, 6 were
cited for new, serious violations (GAO, 1998a).

HCFA has explained that termination from the Medicare and Medic-
aid programs is an option when there is a condition of immediate jeop-
ardy or when there is a history of noncompliance and other remedies
have failed to bring about compliance (HCFA, 1999c). Facilities that are
decertified can immediately reapply for certification and must be admit-
ted back into the program if they meet the compliance requirements.
Facilities are required to pass two surveys within a one- to six-month
period verifying that the reason for termination no longer exists and that
the provider has maintained continued compliance. HCFA termination
procedures have not been effective in eliminating those facilities that are
chronic poor performers from the program. In December 1999, HCFA
changed the rules about readmitting facilities that are terminated. It now
requires a “reasonable assurance” process for facilities terminated from
Medicare (Transmittal 13, § 7321, pp 7–43).

Temporary Management. Despite provisions in OBRA 87, for a wide range
of sanctions, states still find it difficult to apply temporary management
to persistent serious offenders. Use of temporary management would
avoid decertification, which results in relocations causing distress to resi-
dents and families. Temporary management or receivership is a serious
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alternative sanction against a poor-performing provider, but it is less
disruptive than decertification. Yet few temporary managers have been
imposed (HCFA, 1998a), and it is not clear why. HCFA should consider
studying the barriers to using these procedures and streamlining its pro-
cedures so that they could be more quickly and easily applied in appro-
priate circumstances.

Informal Dispute Resolution Process. In 1995, HCFA adopted an informal
dispute resolution process that allowed nursing facilities to challenge the
imposition of deficiencies in a process separate from the formal appeals
process (HCFA, 1999c). This process was not mandated by OBRA 87 and
was opposed by consumer advocates as a method of delaying the imposi-
tion of intermediate sanctions. The process may be a significant factor in
the decline in deficiency citations and associated sanctions, and it may
also be adding to state agency costs. On the other hand, the process may
be resolving misunderstandings and reducing the number of formal
appeals. HCFA has not evaluated the informal dispute resolution process, but
such an evaluation should be conducted.

Recommendations for Nursing Home Assessment and Enforcement

The above discussion of federal and state enforcement of nursing
home regulations in this chapter has identified problems with both the
identification of quality care and the enforcement of compliance with
quality standards. The committee also reviewed and made suggestions
throughout the discussion for needed improvements in the various fed-
eral and state survey and enforcement activities. HCFA’s recent initia-
tives are welcome and should be sustained and expanded. The following
recommendation provides major directions for continued improvement
of the assessment and enforcement of regulatory quality standards:

Recommendation 5.1: The committee recommends that:

• Federal and state survey efforts focus more on providers that
are chronically poor performers by surveying them more fre-
quently than required for other facilities, increasing penal-
ties for repeated violations of standards, and decertifying
persistently substandard providers;

• HCFA’s monitoring in all areas of state survey and sanction
activities be improved by ensuring greater uniformity in state
surveyor interpretation and application of survey regula-
tions, and be reinforced by assistance and sanctions as neces-
sary to improve performance; and
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•  An analysis be commissioned to examine if increased fund-
ing is needed to HCFA to improve the state survey and certi-
fication processes for nursing homes.

RESIDENTIAL CARE FACILITIES

Standards for Residential Care

The regulation of residential care occurs primarily at the state level.
The federal regulation directly affecting residential care is the 1976 Keys
amendment to the Social Security Act. This law was passed to protect
Supplemental Security Income (SSI) recipients from substandard board
and care homes. States are required to certify that all facilities in which
significant numbers of SSI residents reside meet appropriate quality stan-
dards. In general, the states have broad discretion in carrying out this
oversight. The state role includes licensing and monitoring compliance
with health and safety regulations, such as building codes, food handling,
medication storage and distribution, and staffing requirements. A GAO
(1999a) study found that oversight by HCFA was limited and that states
rarely sanctioned facilities for providing substandard care.

Medicaid is increasingly paying for residential care under its 1915(c)
home and community-based service (HCBS) waiver program (Harrington
et al., 2000f). It relies on each state to design and administer its own
program. The Medicaid HCBS waiver program requires states to provide
assurances that necessary safeguards have been taken to protect the health
and safety of beneficiaries receiving long-term care—including residen-
tial services (other than room and board)—under the waiver. States vary
in their regulation of the range of services covered by the Medicaid waiver
program, and little is known about the specific nature or effectiveness of
their efforts (Harrington et al., 2000d). The committee is seriously con-
cerned about the lack of descriptive information and assessments of cur-
rent state regulatory activities. A systematic approach to collecting and
monitoring all aspects of state regulatory activities for residential care
should be developed.

State Variability in Standards and Enforcement for Residential Care

Residential care arrangements have filled an important need in the
continuum of care for long-term care. State standards for these care arrange-
ments including assisted living facilities, a relatively recent subset of resi-
dential care, are highly variable (Mollica, 1998; Hawes et al., 1999). As
described in Chapter 2, this variability begins with the very definition of
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the kinds of settings subject to particular regulations and extends to such
matters as who can be served (admission and discharge criteria), what
services can be provided, what staff are required, and how personal and
social living spaces must be configured.

The complexity of the situation facing state regulators is illustrated by
the fact that there are numerous levels and types of residential care includ-
ing group homes, foster homes, assisted living facilities, residential care
facilities, mental health facilities, mental retardation facilities, personal
care homes, supportive living facilities, and habilitation facilities. More-
over, they are called by more than 25 different names with multiple cat-
egories and titles within states (Lewin/ICF and James Bell Associates,
1990; Hawes et al., 1993).

The lack of uniformity in names of programs is repeated in state
regulatory standards for different types of facilities. A 1995 study of adult
foster care, for example, found that just half of the 26 states with adult
foster care required licensing by a state health licensing agency, and that
public funds were used to pay for services for half or more of residents in
18 states (Blanchette, 1996).

State licensing survey activities are sometimes divided among agen-
cies or divisions. For example, mental health programs may survey resi-
dential care for people with severe mental illness, developmental dis-
ability programs may survey facilities for people with mental retardation,
and still other agencies may survey facilities serving primarily elderly
people. Hawes and colleagues (1993) documented that there were 62 agen-
cies in 50 states and the District of Columbia that license homes serving a
predominantly elderly population. Many additional agencies license
facilities serving residents with psychiatric illnesses or mental retardation
and developmental disabilities, and some states require accreditation
(Hawes et al., 1993). Other states license homes that provide treatment for
those with serious mental illness and substance abuse problems.

In addition to conventional regulation by licensure, some state care
management programs have public agencies operating more as contrac-
tors than as regulators. These programs may operate under Medicaid
HCBS waiver provisions, which allow them to place individuals in resi-
dential care settings for certain services. In their oversight role, case man-
agers review these settings for placement, and for removal of residents
whose needs are not being met. Few studies, if any, have been conducted
to evaluate state oversight of residential care settings through these types
of case management mechanisms.

Concerns about the widespread belief that the current board and care
homes have many inadequacies and are responsible for an increasingly
frail population led the AARP, in 1990, to contract with the Research
Triangle Institute to conduct a national study of state board and care
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regulations (Hawes, et al., 1993). Data were collected from state regula-
tory and funding agencies, and local ombudsman care management agen-
cies involved in the provision of board and care. Some of the key findings
place board and care homes in perspective. State agencies identified a
total of 31,942 licensed homes that met the study criteria of serving a
primarily elderly population and of being subject to licensing require-
ments. States varied from about 24 to more than 4,000 homes. The survey
found that most states did little either to identify unlicensed homes or to
require unlicensed homes to become licensed.

State inspection processes are fairly similar—most states inspect
facilities once a year—however, enforcement actions are quite limited and
generally only in the form of corrective action plans. Thirty-seven agen-
cies had the authority to issue provisional licenses, usually as a sanction
against homes with deficiencies, but only 17 reported using that authority
three or more times in the year preceding the interviews. Fines and other
more severe forms of sanctions, even when authorized, were seldom
imposed (Hawes et al., 1993).

Such variations in state policies reflect different perceptions about
whether congregate residential care is primarily a medical service or pri-
marily a housing arrangement intended to allow people to age in place in
a noninstitutional setting that is meant to emphasize autonomy and pri-
vacy. Unresolved questions remain about the acceptable role and extent
of regulatory standards in residential care settings.

Weaknesses in State Regulation of Residential Care

Very little has been done to evaluate the effectiveness of current policy
and regulatory practices in residential care. The few studies undertaken
have raised serious questions about the effectiveness of state regulation
and licensure promoting quality in residential care. As stated earlier,
Hawes and colleagues (1993) found that state regulation and enforcement
of standards were weak. Sanctions were used infrequently. Most states
did not have the authority to ban admissions, and when they did have the
authority, it was rarely used.

A GAO (1997a) study of assisted living reported problems with many
facility contracts with residents, usually called admission contracts. Under
these contracts, residents generally agree to limit the facility’s potential
liability for specific risks that the resident assumes, such as a fall when
climbing stairs. However, the GAO (1997a) report stated that “a recent
limited study of industry practices noted that contracts had no standard
format, varied in detail and usefulness, and in some cases were vague and
confusing” (p. 6). GAO’s conclusion was based on findings reported by
the American Bar Association and by Consumer Reports. “For example,
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none of the contracts examined mentioned how often services would be
provided; a number of contracts stated only that services would be pro-
vided as the facility deemed appropriate. Furthermore, few specified what
would happen when the resident’s health declined, such as what needed
additional services would be provided, whether there are additional
charges for those services, or whether the resident would be asked to
leave because needed services could not be furnished” (p. 6). GAO further
stated “that little is known about the accuracy and adequacy of informa-
tion furnished to individuals and their families. As a result, consumers
may be at risk if they lack the necessary information to make informed
decisions” (p. 6). A GAO study (1999a) of four states found that assisted
living facilities were not routinely providing prospective residents with
information on services, costs, and policies that were sufficient to make
informed selections about facilities.

Some believe that residents have unequal bargaining power with
facilities and that written contracts may place residents at risk of exploita-
tion. Others argue that consumers may have cognitive problems that limit
their ability to be fully informed in signing contracts for services. Con-
tracts offered by facilities should be understandable to the layperson and
generally specify the facility’s responsibility to the resident, how the
facility will respond to resident needs and changes in health status, how
quality care will be maintained, and how the resident’s rights will be
protected.

The same GAO (1999a) study of four states found that assisted living
facilities showed wide variation in state standards and the procedures for
surveying facilities, which ranged from annual to biennial inspections. It
also found that the results of state licensing and monitoring activities on
quality of care and consumer protection varied. More than 25 percent of
facilities were cited by state licensing or other agencies for five or more
quality-of-care or consumer protection related deficiencies during 1996
and 1997, and 11 percent had ten or more deficiencies. State agencies also
respond to complaints by conducting investigations of the facilities. Some
of the problems cited were facilities (1) providing inadequate or insuffi-
cient care to residents; (2) having insufficient, unqualified, and untrained
staff; (3) not providing appropriate medications; and (4) not following
state admission and discharge procedures (GAO, 1997a).

Recommendation 5.2: The committee recommends that state
agencies working with the private sector develop programs to
disseminate information to consumers on (a) the various types
of long-term care settings available to them, and (b) where
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applicable, information on the compliance of individual long-
term care providers with relevant state standards.

Directions for Standard Setting for Residential Care

Based on the studies cited above, the need to focus attention on weak
government oversight of these types of long-term care settings seems
clear (Hawes et al., 1993, 1999; GAO, 1997a, 1999a). This attention pro-
vides an opportunity for federal and state governments to devise and
evaluate appropriately balanced new approaches. Although residential
care settings pose quality concerns, some committee members believe
that consumers are choosing residential care over nursing homes because
of quality-of-life issues and the greater flexibility these facilities provide
to residents.

Little study of state enforcement actions has occurred and variation
across states is enormous. If survey and monitoring are not combined
with an effective enforcement process, then the impact of standards for
residential care will continue to be limited. The committee believes that
research examining the effectiveness of state survey and enforcement
activities for residential care especially in terms of quality of care, quality
of life, staffing and other related measures should be given high priority.
Although not all committee members are in agreement on the specifics,
there is general agreement that at this time regulatory mechanisms for
residential care do not need to mirror the extensive federal regulatory
system that is in place for nursing homes.

Recommendation 5.3: The committee recommends that all states
have appropriate standard-setting and oversight mechanisms
for all types of settings where people receive personal care and
nursing services. The committee recognizes that before this
recommendation can be implemented, research examining the
effectiveness of state survey and enforcement activities for resi-
dential care must be undertaken.

Any oversight mechanism should recognize that one of the strongest
preferences of most people with functional limitations is to avoid disrup-
tion in their living arrangements. For example, some argue that standards
for assisted living should allow for admission or continuation of residents
as if they were receiving similar services in their own homes. That is,
regulations should not bar the admission, nor require the discharge, of
people needing skilled nursing care as long as the care is of the sort that
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home health care agencies provide in personal homes. Others argue that
regulations should guarantee that residents’ health and safety is protected
in these settings, and that when such health and safety protection cannot
be ensured, residents and their families should be informed and alterna-
tive living arrangements should be made (Kane and Wilson, 1993). Still
others recommend that there should be at least some minimum regula-
tion of medication storage and administration in board and care homes
because many of the residents are elderly, frail, and vulnerable (Garrad et
al., 1997). They also recommend a specific minimum level of training for
staff who set up and/or administer medications. Some states have al-
lowed nurses to delegate nursing services to unlicensed personnel in resi-
dential care and consider that this approach can be safe and effective
(Kane et al., 1995).

In general, the committee believes that state regulatory standards
should include a requirement for a care or service plan based on an assess-
ment of each resident’s needs and preferences, and a means of monitoring
the plan’s application; a process for identifying medical problems and
health changes and securing appropriate medical attention; and an expec-
tation that there will be appropriately trained staff on duty and awake 24
hours a day, seven days a week. Minimum protections for fire and life
safety, for example, are also necessary. These requirements should be
standardized across facilities and states.

One important concern is comprehensible definitions of the bound-
aries of the various kinds of residential settings and services within a
state. Such definitions will help people needing long-term care and their
families understand their options and choose among them. For example,
state regulations should distinguish between assisted living arrangements
and smaller group home arrangements that typically serve fewer resi-
dents. Although policy makers need to establish clear boundaries and
definitions distinguishing particular types of facilities or services, their
decisions at times may come into conflict with preferences of patients,
advocates, and families for smoother, less constrained transitions, from
one level of dependency, and the associated service requirements, to
another.

Because the public and policy makers are searching for an adequate
understanding of the range of residential care options and appropriate
boundaries for these options, they would benefit from more systematic
information about state experiences with different care options and with
different regulatory strategies and labels. Standard definitions and bound-
aries across states need to be developed in order to collect national
systematic and comprehensive data on residential care settings, their char-
acteristics, staffing, and care provided. A reasonable start toward the
development of standards and definitions for some elements of residen-
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tial long-term care has been made by the Assisted Living Quality Coalition
(ALQC, 1998). The coalition has engaged in consensus building among
representatives of consumers, providers, regulators, purchasers, and
financiers of long-term care. Recently it set forth a framework for quality
in assisted living that included a key role for basic regulatory standards as
well as an emphasis on innovation, collaboration, and quality improve-
ment structures (ALQC, 1998). The group agreed on the need for mini-
mum standards related to care processes associated with desired resident
outcomes and proposed that such standards should:

• define the service being offered and the practice processes and struc-
tural capacities necessary to operate;

• establish minimally acceptable practice guidelines; and
• provide the basis for corrective action when problems arise.

Although the coalition as a group did not endorse a set of basic stan-
dards, it reached a degree of consensus, except for disagreement in two
significant areas: a requirement for private rooms and consumer options
for pursuing judicial enforcement of perceived noncompliance with stan-
dards. Despite these two areas of disagreement, the coalition report included
an appendix of guidelines for states developing standards (ALQC, 1998,
p. 30).

HOME HEALTH AGENCIES

Standards for Home Health Care Agencies

Each area of long-term care presents different surveying and moni-
toring challenges. For home health agencies, a particular challenge arises
from the lack of a facility setting in which staff and patients or residents
are congregated and, thereby, more easily observed or interviewed. Ser-
vices are dispersed across millions of “settings of care” (personal homes
and congregate residences). Monitoring quality in home health care is
complicated by the number of agencies involved, the growth of agency
branch offices (nearly 5,000 in 1997 compared to just under 1,250 in 1993
[GAO, 1997b]), the reliance of agencies on contract and part-time person-
nel, the difficulty of making site visits to patient homes, and reductions in
funding for state survey and certification activities.

As GAO (1997b, 1998b) pointed out, by 1996 the program was grow-
ing so fast that HCFA was attempting to certify about 100 new home
health agencies per month. This growth in agencies actually reversed
when HCFA placed a moratorium from September 1997 to January 1998
on the admission of new agencies into the Medicare program until new
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requirements could be implemented. More importantly, new Medicare
payment rules have made the home health sector less financially attrac-
tive. According to HCFA, the number of agencies has dropped by about
1,000 since October 1997 (DeParle, 1999).

The federal government sets the requirements for home health agen-
cies to participate in the Medicare and Medicaid programs, and most
states use these requirements as the basis for regulating agencies for their
state Medicaid programs. States administer certification and licensure
programs that include inspections with sanctions such as fines, suspen-
sion of payments for care, and decertification from participation in Medi-
care and Medicaid. Officials also may respond to resident and other
complaints about substandard care.

The federal government’s concern about home health care has often
been less focused on quality per se than on the escalating use and cost to
Medicare of home health services. The expansion of the Medicare home
health benefit as a result of judicial decisions (especially Dugan v. Bowen,
1989) contributed to an explosion in Medicare home health use and costs.
The government has taken steps to rein in costs by tightening eligibility
determinations, intensifying investigations of fraud and abuse, and
revamping the system of paying for home health services. The payment
changes are reviewed in Chapter 8.

As defined by OBRA 87, Medicare requirements of participation for
home health agencies cover structure and process of care, administration,
and required service capacities including home health aide services and
physical therapy. Currently, standards are composed of 12 component
areas including patient rights, acceptance of patients, plans of care, skilled
nursing services, and clinical records. Most requirements are further sub-
divided into specific standards. For skilled nursing services provided by
home health agencies, the 15 standards are divided into those that cover
registered nurses and those that cover licensed practical nurses.

The survey guidelines for home health agencies require an initial or
standard survey to assess whether the home health agency has the capac-
ity to deliver services that meet minimum standards. Once an agency
passes its initial survey, it should be recertified every 12 to 26 months
following the same survey process, with the frequency varying depend-
ing on the results of prior surveys. Complaints can also trigger surveys.

Medicare standards of participation for home health agencies do not
require that an agency provide all or even most of its services directly,
and an agency can contract with noncertified agencies to provide ser-
vices, including skilled nursing care. GAO has suggested that “excessive
contracting may be an indication that [an agency] is exceeding its capacity
to effectively care for its patients” (GAO, 1997b, p. 7).

Until recently, agencies could be certified before they had actually
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provided care to a sufficient number of patients to establish some kind of
performance record. In 1998, HCFA required, as proposed by GAO, that
agencies must have provided “quality” care to at least ten patients before
being allowed to provide care to Medicare patients, and at least seven
patients must be receiving active care at the time an agency seeks certifi-
cation (HCFA, 1999b). Most states have additional requirements for licen-
sure beyond Medicare–Medicaid certification, but at least ten states have
no independent provisions for licensing home care agencies (Harrington
et al., 2000e).

Improvements in Home Health Agency Standards

In 1997, HCFA proposed the first broad revisions in the home health
agency requirements for participation since OBRA 87. One objective was
to make requirements more “patient centered” and “outcomes oriented.”
Another objective was to encourage agencies to undertake internal quality
improvement. Structure and process requirements were to be clearly
related to achieving good, and avoiding bad, patient outcomes.

HCFA now requires the use of a uniform assessment instrument (the
Outcome and Assessment Information Set [OASIS]) for Medicare home
health beneficiaries for agencies to participate in Medicare. Rules for home
health agency use of this instrument were issued in January 1999 and
have since been revised, in part to respond to increasing industry consoli-
dation and concerns about consumer privacy. The assessment instruments
should be accompanied by specific guidelines for care planning and ser-
vice provision. The committee supports HCFA’s efforts to make home health
regulations focus on the processes and outcomes of care. It also supports research
on care processes and outcomes and the development of practice guidelines to
guide and improve home health care.

Deemed Status

In addition to certification based on state surveys, federal law pro-
vides that home health agencies may meet Medicare participation require-
ments by receiving accreditation from either of two private organizations,
the Joint Commission on Accreditation of Healthcare Organizations
(JCAHO) or the Community Health Accreditation Program of the
National League for Nursing. To qualify an accrediting organization for
deemed status, HCFA has to compare the organization’s standards and
survey processes with those specified for Medicare; assess the
organization’s survey process, personnel, and resources; evaluate the pro-
cess for monitoring agencies found out of compliance; and assess the
adequacy for oversight and validation purposes of the organization’s data
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reporting capacities. Recent analysis is not available on whether the
deemed status approach is effective in ensuring quality care.

Weaknesses in Regulation of Home Health Agencies

Licensing and regulation of home health providers—other than Medi-
care- or Medicaid-certified providers—is uneven across states. For
example, some states rely on federal home health care standards, whereas
others have adopted additional state regulations for agencies not seeking
federal certification. One result is that gaps exist in information about the
number and kinds of entities that are providing home-based health care.
Even less information is available about the adequacy and appropriate-
ness of the services provided.

GAO has been critical of HCFA’s oversight of the Medicare home
health benefit, particularly for lax fiscal oversight (e.g., see GAO, 1995,
1996a, 1997b, and 1998c). Some criticism has focused on problems in the
survey and enforcement process that may affect the quality of patient
care. One strong criticism was that the threat of termination from Medi-
care had little if any deterrent effect and that problem agencies continue
to operate with impunity (GAO, 1997b). Similarly, when enforcement
actions are not taken, it can encourage more disregard for public regula-
tory standards (Edelman, 1998a).

A GAO report (1997b) has criticized the initial certification process
and the recertification process, both of which are meant to assess home
health agency capacity to provide quality health services. The report
stated that the certification process for home health agencies is easy—
“probably too easy” (GAO, 1997b, p. 2). Initial surveys cover only 5 or 12
Medicare requirements for participation, which means surveyors cannot
determine whether all standards are being met. Moreover, surveyors did
not always conduct home visits to patients and therefore had no way of
assessing whether care was being properly delivered. In addition, the
number of patients that surveyors are required to survey is too small to
adequately determine whether the agency is meeting standards.

GAO (1997b) also found that some agencies had never delivered ser-
vices for which they sought certification under current HCFA procedures.
Moreover, in numerous instances, home health agencies were certified
without meeting minimum standards. In addition, GAO (1997b) found
that agencies can continue as Medicare providers even if they have mul-
tiple deficiencies as long as they have an approved plan of correction. The
same yo-yo pattern described earlier for nursing homes also characterizes
home health agencies.

Under current HCFA procedures, once a home health agency is found
to be jeopardizing patient health and safety and the violations are consid-
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ered to be immediate and serious, the agency can be placed on an acceler-
ated timetable for termination. However the agency is allowed to take
corrective action or to establish a plan for correction, so that those with
many substandard conditions can continue in the program. During the
period 1994–1996, terminations initiated by HCFA affected only about 0.1
to 0.3 percent of the total number of agencies (GAO, 1997b).

As with most programs dependent on public funds, a problem with
the survey process for home health regulations relates to budget con-
straints. Some states have reportedly not been conducting resurveys of
home health agencies because of lack of funds and are only conducting
surveys for new certification.

Directions for Regulation of Home Health Agencies

Several of the committee’s suggestions for improvements in nursing
home survey and enforcement activities also apply generally to home
health regulation and are generally consistent with GAO recommenda-
tions for home health care. In particular, as with nursing homes, federal and
state survey efforts should focus more on chronically poor-performing providers
by surveying them more frequently, increasing penalties for repeated violations
of standards, and decertifying persistently substandard providers. Federal and
state survey efforts should focus more on high-risk events such as rapid caseload
growth and management changes.

In addition, HCFA should make information about poor-performing
providers more easily available to consumers, consumer advocates, state
policy makers, and others. The committee recognizes that adequate levels of
funding are needed for HCFA to be able to improve state survey and certification
processes for home health care providers in an effective and efficient manner.

HOME CARE AND RELATED SERVICES

Home care services, including personal care services or personal care
attendants are the responsibility of state agencies, even though many of
these services are paid for by the Medicaid program. States have flexibil-
ity in designing these types of programs under Medicaid and may offer
such services through home health care agencies or home care agencies,
independent providers, or some combination of these. In a recent study,
the majority of states allowed self-direction of personal care using inde-
pendent providers, while the remainder used agency providers (LeBlanc
et al., 2000a).

States vary in the monitoring of home care services. Where services
are offered through home health agencies, federal and state licensing and
certification rules apply. In a study by Harrington and colleagues (2000e),
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there were 14,045 licensed home health care agencies and 801 other
licensed home (or personal) care agencies in the United States in 1998.
Where services are offered through home care agencies, state licensing
standards apply rather than federal certification rules. Only 59 percent of
the total licensed agencies were certified for Medicare and Medicaid,
meaning that 41 percent of the agencies followed state licensing laws only
(Harrington et al., 2000e). Ten states, however, used only federal home
health certification rules and did not have their own licensing require-
ments in 1998. A review of state licensing regulations found that they
offered greater flexibility and were less stringent than federal rules. The
one exception was that some states were more stringent than the certifica-
tion rules in criminal background checks for staff. Thirteen states required
criminal background checks for home health agencies and nine states
required them for home care or personal care attendants (Harrington et
al., 2000e).

LeBlanc and colleagues (2000a) found that care management was the
primary means of monitoring personal care services in the states. Formal
training of direct care providers was not a common requirement. Most
states did mandate some type of supervision of personal care attendants.
Some states also conducted client satisfaction surveys by telephone or
mail, but most of these were not regularly administered.

The extent of actual state monitoring of quality in home care services
for both agencies and independent providers is unknown. Nor is it known
how effective the states are in ensuring quality in home care services. This
is clearly an area that needs more research attention.

THE ROLE OF ADVOCACY

The roles of consumers, their families, and communities are essential
in the design, implementation, and evaluation of long-term care. Histori-
cally, advocacy by consumers, family members, and committed commu-
nity members has played a critical role in shaping long-term care policy
and services (Shapiro, 1993). Consumer activists spearheaded the passage
of key legislation, such as the Nursing Home Reform Act (OBRA 87), the
Americans with Disabilities Act, and the Rehabilitation Act. They like-
wise spurred the development of federal requirements for state rehabili-
tation agencies to establish consumer advisory boards and the Medicaid
program to grant waivers allowing states to fund community-based ser-
vices and personal assistance services (Covert et al., 1994; Powers, 1996;
Ragged Edge, 1997). Currently, hundreds of local, state, and national
advocacy and self-advocacy organizations are active in monitoring and
shaping the direction of long-term care for older and younger adults (Estes
and Swan, 1993; Shapiro, 1993; Dybwad and Bersani, 1996). Groups advo-
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cating on behalf of children and their families frequently serve as advisers
to state and local service providers. For example, most children’s hospi-
tals have family advisory boards that contribute to decisions ranging from
facility design to assessing consumers’ views of their care experience.

Depending on its purposes, resources, and circumstances, an advo-
cacy program may work at the individual, organizational, or system (local,
state, national) level, or some combination of these. The range of functions
includes:

• assisting people with long-term care needs to work toward self-
advocacy;

• assisting with individual complaints and mediating conflicts;
• working on behalf of a group of long-term care recipients;
• working with health care providers on resident or consumer protec-

tion and quality improvement;
• monitoring the application of regulations;
• educating individuals and communities about quality-of-care factors

and consumer protections;
• mobilizing community efforts to reform ineffective or harmful pro-

grams and policies; and
• participating in local, state, and national advocacy efforts.

The advocacy models include the publicly funded Long-Term Care
Ombudsman Program; resident representatives and councils in nursing
homes, assisted living facilities, and other residential settings; family
councils for both congregate residential and other settings; and indepen-
dent state and national advocacy organizations.

Long-Term Care Ombudsman Program

Probably the best-known advocacy effort in long-term care is the
Long-Term Care Ombudsman Program, which was mandated under the
Older Americans Act in 1978. The program addresses concerns related to
individual residents and broader system-level issues. Program staff
investigate and resolve complaints made on behalf of residents living in
long-term care facilities. They also help educate the public and facility
staff on complaint filing, new laws governing facilities, and best practices
used in improving quality of care and evaluating long-term care options.
In addition to advocacy on behalf of residents, ombudsmen are typically
involved in analyzing, monitoring, and recommending changes in the
design and implementation of laws affecting residents. Ombudsman pro-
grams also support the activities of resident and family councils as well as
citizen organizations. The program receives financial support from the
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federal government and many state and local jurisdictions. In 1998, it was
responsible for consumers using 2,624,248 long-term care beds with total
funding of almost $47,405,000 (AOA, 1998).

Many long-term care ombudsmen and other long-term care profes-
sionals argue that routine on-site presence of ombudsmen builds aware-
ness of the program, establishes resident confidence, allows resident prob-
lems to be detected before they become serious, and promotes positive
working relationships with facility administration and staff (IOM, 1995,
p. 62). The regular presence of persons from outside the facilities has been
identified as an important factor in improving quality of care and quality
of life in facilities (IOM, 1986; Barney, 1987; Feder et al., 1988; Glass, 1988;
Cherry, 1991, 1993; Nelson, 1993). The services provided by ombudsman
programs are also relevant to the growing number of consumers of
community-based long-term care services, including those directing their
own services. These consumers now have no consistent access to external
assistance in resolving their complaints and care problems. These pro-
grams are critically important, and will become even more so as the use of
long-term care increases and relatively fewer resources are available for
quality assurance.

Resident Councils

The Nursing Home Reform Act of 1987 provided for the right of
residents and family members to organize resident councils in nursing
facilities. Ideally these councils are organized, self-governing, decision-
making groups of long-term care residents who meet regularly to voice
their needs and concerns and to have input into the activities, policies,
and issues affecting their lives in the facility. Through a resident council,
residents can positively affect their facility, making it a reflection of their
preferences and values (Clark and Brown, 1998). In recent years, family
councils have taken a more active role in improving conditions in nursing
homes because of the residents’ impairments.

Independent Advocacy Organizations

Since the late 1960s, citizen groups have organized in many commu-
nities to improve conditions in nursing facilities. Similar groups have
been organized at the state and national levels with a focus on public
education and advocacy. These groups provide an important comple-
ment to consumer advisory teams, community councils, ombudsman
programs, and quality improvement groups that function to promote the
development of quality services within long-term care settings. They are
typically directed and staffed by consumer activists and perform a variety

Copyright © National Academy of Sciences. All rights reserved.



IMPROVING QUALITY THROUGH EXTERNAL OVERSIGHT 177

of functions, including consumer education and support; monitoring and
reporting facility and program adherence to regulations and quality stan-
dards; advocacy for care reform and policy development; and support of
local advisory and governance groups within long-term care settings.

The range of advocacy groups reflects the diversity of long-term care
users and their families. Some groups focus on specific populations, such
as those with mental retardation, whereas others focus on particular ser-
vice settings. For example, the National Citizen’s Coalition for Nursing
Home Reform (NCCNHR) and Consumers United for Assisted Living
(CUAL) have been advocates for reform in these long-term care settings.
American Disabled for Attendant Programs Today (ADAPT) has been
active in the expansion of personal assistance services to people with
disabilities. Various national groups, including Family Voices, Federation
for Children with Special Needs, National Parent Network on Disabilities,
and Pilot Parents have advocated in most states for improved services for
children and assistance to families caring for children with chronic health
problems at home. In addition, community-level groups teach advocacy
skills, link families to necessary services, and help them navigate the
health care system.

Despite their strengths, citizen groups are often limited by their reli-
ance on volunteers and charitable contributions and their lack of guaran-
teed access to nursing homes and residential care settings. Fear of retalia-
tion against residents often keeps families and other interested parties
from protesting poor conditions and otherwise acting to improve quality
of care (Monk et al., 1984; IOM, 1995).

Independent advocacy organizations have a unique and critical role
as an independent voice for the consumers of long-term care. They are
also essential partners of providers, state regulators, financiers, and third-
party payers in monitoring and advancing the quality of services. Advo-
cacy organizations are increasingly being integrated into comprehensive
long-term care quality initiatives (ALQC, 1998).

Recommendation 5.4: The committee recommends that the fed-
eral and state governments encourage the development of effec-
tive consumer advocacy and protection programs by providing
funding and support for the following types of activities:

• consumer education and information dissemination initia-
tives; and

• complaint resolution programs and processes targeted at con-
sumers of community-based long-term care.
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ACCREDITATION

Accrediting bodies are independent, not-for-profit, nongovernmental
entities that are governed by boards composed of health care professionals,
consumers, representatives of provider organizations, and purchasers.
Through an evidence-based and consensus-building process, accrediting
bodies set standards for quality and safety in health care provider organi-
zations and make the standards publicly available. The accrediting bodies
then evaluate provider organizations that volunteer to be assessed against
these standards. Successful compliance with the standards leads to “accredi-
tation” of the provider organization, and the accrediting organization’s
decision, as well as a summary of the findings that led to that accrediting,
are made public. In the long-term care arena, accreditation programs cur-
rently exist for some nursing homes, home health care, adult day care,
hospice, assisted living, and long-term care pharmacies.

Accreditation standards are usually intended to “raise the bar” by
promoting and recognizing performance beyond basic, legally established
levels, including through programs of continuous quality improvement.
In some cases a government agency can grant an accrediting body
“deemed status” for a specific accreditation program—that is, a provider
organization accredited by that body is deemed to be in compliance with
the quality-related regulations for the organization’s participation in the
Medicare or Medicaid program, or with state regulations for licensure.
Under these circumstances, the provider organization does not have to
undergo a separate government survey; instead, the government agency
relies on the accrediting body’s evaluation to make its Medicare or Medic-
aid certification or licensure decision, as described above for home health
agencies.

The 1986 IOM report on nursing home quality discussed accredita-
tion and deemed status at length and rejected it for nursing homes. At the
request of Congress, HCFA (1998b) evaluated whether private accredita-
tion of nursing homes would be preferable to the current system of public
accreditation. HCFA secured an independent evaluation by ABT Associ-
ates. HCFA concluded that the private survey process done by JCAHO
was not effective in protecting the health and safety of nursing home
residents. According to HCFA, granting “deeming” authority to JCAHO
may place nursing home residents at serious risk. As one example, in
more than half of the 179 cases where both JCAHO and HCFA conducted
inspections of the same nursing homes, JCAHO failed to detect serious
problems identified by HCFA (HCFA, 1998b). Nevertheless, accreditation
can play a role in encouraging providers to go beyond the basic govern-
mental regulations and strive towards higher standards.
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CONCLUSION

Governments have a central role in defining and enforcing basic stan-
dards of quality for long-term care. Professional, trade, consumer, and
other organizations generally make a different contribution by going
beyond minimum performance levels to set requirements that encourage
excellent care.

Although OBRA 87 has achieved advances in the quality of care and
life in some areas, the implementation of its survey and enforcement
efforts has been less than satisfactory, as HCFA, the agency with primary
responsibility for its implementation, has recognized. Although HCFA
has moved to strengthen its oversight of state survey and enforcement
activities and to improve their effectiveness and efficiency, these activities
need to be sustained and revised in collaboration with state officials, pro-
viders, and consumers. This report was not intended as a full review of
the implementation of OBRA 87; this chapter has focused selectively on
problem areas in regulatory standards and made recommendations that
would improve the reliability and validity of federal and state enforce-
ment efforts primarily affecting quality of care.

Little information is available about federal or state performance in
monitoring the quality of long-term care provided under Medicaid’s home
and community-based services waiver program. To guide decisions,
policy makers need more information about how this program is working
and, more generally, about how states are defining and regulating
community-based long-term care services and supportive housing for
different populations. The committee is concerned about reports of qual-
ity problems in community-based residential care. At the same time it
believes that because of the complexity of the various settings, the inad-
equate information about quality, and the fragmentation of the various
state regulations, the creation of a detailed federal regulatory system at
this time is unlikely to bring about better quality of care and quality of life
for users of these services. The committee believes that people using long-
term care should, within certain broad limits, be able to make choices
among alternatives that offer varying balances of autonomy, safety, and
other values that sometimes conflict.
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6

Strengthening the Caregiving
Work Force

The previous chapter focused on regulatory standards and their
enforcement. This chapter examines federal and state personnel
standards for various long-term care settings. It reviews the litera-

ture on the relationship between staffing and quality of care, and presents
recommendations for improvements. This chapter also examines the train-
ing and education of personnel; hiring and employment issues, including
registries and background checks before hiring; and barriers to a stable
workforce, with particular emphasis on wages and benefits. Finally, the
chapter discusses the management and organizational capacity needed to
improve quality of care.

Provision of formal long-term care to the population requires an ade-
quate, skilled, and diverse work force. Registered nurses (RNs), licensed
practical nurses (LPNs), and nursing assistants or aides (NAs) and home
health aides represent the largest component of personnel in long-term
care. Other professionals—including physicians, social workers, therapists
(physical, occupational, and speech), mental health providers, dietitians,
pharmacists, podiatrists, and dentists—provide many different kinds of
essential services to at least a subset of those using long-term care. Non-
professionals, who provide the majority of personal care services, such as
assistance with eating or bathing, have a major impact on both the health
status and the quality of life of long-term care users. In addition to direct
care providers (or caregivers), administrative, food service workers,
housekeeping staff, and other personnel play essential roles in long-term
care.
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As shown in Chapter 2, in 1998, nursing homes, personal care facili-
ties, residential care, and home health and home care agencies accounted
for nearly 3.2 million jobs. Of these jobs, 1.18 million, or 37 percent, were
paraprofessionals (including nursing assistants, personal care aides, and
home health care aides), 9 percent were RNs and 8 percent were LPNs
(BLS, 2000). Approximately 57 percent of the paraprofessional workers
were employed by nursing facilities, 28 percent by home care agencies,
and 15 percent by residential care facilities or programs in 1998 (BLS,
2000).

Long-term care services are labor intensive so the quality of care
depends largely on the performance of the caregiving personnel. Per-
sonnel standards vary considerably across long-term care settings. For
purposes of this report, “staffing levels” include numbers of staff, ratios
of staff to residents, and the mix of different types of staff in nursing
homes and residential care facilties. In home care, staffing levels cannot
be discussed in these terms since each client is served individually and
agencies are staffed to meet client needs. Rather, the committee consid-
ered the amounts and types of services provided to clients with various
needs. In a labor-intensive field such as long-term care, the numbers,
training, and competence of staff are widely viewed as critical to the
quality of services.

Most of the research on the relationship between quality of long-term
care and the number and type of staff and their expertise and skills relates
to nursing homes. Some studies have examined home health care workers,
but few of these studies have examined the relationship between work
force characteristics and quality of care. Little is known about the rela-
tionship of staff to quality of care in other long-term care settings.

In addition to staffing levels, a key issue is whether the work force in
long-term care has adequate education and training to provide high qual-
ity of care to individuals. Federal standards have been set for some per-
sonnel in nursing homes and home health agencies, but not for personnel
providing care in other types of long-term care settings. Some states also
have their own requirements for personnel, particularly for the regulation
of health professionals and long-term care administrators. These require-
ments vary across states.

This chapter discusses the caregiving work force separately for each
setting. The committee examined existing standards and reviewed the
available empirical evidence and research literature on the relationship of
staffing patterns and quality. The committee deliberated on the need for
changes in standards, education and training issues, and the work envi-
ronment.
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NURSING HOMES

Federal and State Nursing Home Staffing Standards

To participate in the Medicare or Medicaid programs, long-term care
facilities must meet federal certification requirements established by the
Health Care Financing Administration (HCFA, 1994). The Nursing Home
Reform Act, embedded in the Omnibus Budget Reconciliation Act of 1987
(OBRA 87), included a number of provisions related to staffing, which
were implemented by the HCFA in a series of regulations and transmittal
letters (HCFA, 1994, 1995a–c). The legislation required increased nurse
staffing and social work services and set minimum training requirements
for nursing assistants. Specifically, OBRA 87 requires nursing facilities
certified for Medicare and Medicaid to have licensed nurses on duty 24
hours a day; an RN on duty at least 8 hours a day, 7 days a week; and an
RN director of nursing. The statute permits the director of nursing and
the RN on staff for 8 hours a day to be the same individual. Furthermore,
each nursing home is required to have a medical director responsible for
the medical services of the facility residents. Facilities with 120 or more
beds must have a full-time person with a bachelor’s degree in social work
or a related field. HCFA regulations also require social activities; medi-
cally related social services; dietary services; physician and emergency
care; and pharmacy, dental, and rehabilitation services (including physi-
cal, speech, and occupational therapies, which are mentioned explicitly)
(HCFA, 1995a–c).

More generally, the law requires “sufficient staff” to provide nursing
and related services to attain or maintain the “highest practicable level” of
physical, mental, and psychosocial well-being of each resident. The fed-
eral law and the implementing regulations, however, do not provide spe-
cific standards or guidance about what constitutes “sufficient staffing.”
Registered and licensed nurse requirements are not adjusted for facility
size or casemix. The HCFA survey and certification program does not
have procedures for auditing staffing levels or for monitoring the accu-
racy of staffing data reported by facilities.

In addition to federal requirements, some states have licensing require-
ments for staffing in nursing facilities that go beyond the federal staffing
requirements, although they vary widely across states (NCCNHR and
NCPSSM, 1998). In a recent survey, 21 states reported legislative action or
interest in increasing staffing standards (NCCNHR and NCPSSM, 1998).
California increased its minimum nursing home requirements for direct
caregivers to 3.2 hours per resident-day (excluding administrative nurses)
(California State Budget Act, 1999). The committee generally endorses the

Copyright © National Academy of Sciences. All rights reserved.



STRENGTHENING THE CAREGIVING WORK FORCE 183

OBRA 87 standards and the states’ efforts to improve the staffing requirements
in nursing facilities.

Current Staffing Levels in Nursing Homes

Staffing data are available from the On-Line Survey and Certification
Assessment Reporting (OSCAR) System, the Medicare time studies con-
ducted by HCFA, and periodic national sample surveys conducted by the
federal government.

OSCAR System. OSCAR data, collected during the certification surveys by
state agencies that verify compliance with all federal regulatory require-
ments, show staffing data reported by facilities for the two weeks prior to
the survey. Figure 6.1 presents the available OSCAR data on all staff in
nursing facilities in the United States during calendar year 1998. It shows
that average total staffing hours were 5.9 hours per resident-day for all
nursing facilities in the United States in 1998. Nursing staff represented 59
percent of the total personnel hours. Housekeeping and other staff was
the second largest category, with 0.77 hour (46 minutes) per resident-day,
and dietary staff had 0.71 hour per resident-day. The activity staff aver-
aged 0.16 hour (10 minutes) per resident-day. All other staff were less
than 7 minutes per resident-day.

Table 6.1 shows that the average number of hours for registered
nurses (including nurse administrators) was 0.74 hour per resident-day.
LPN hours were 0.69 hour per resident-day and NA hours were 2.09
hours in 1998. Total nurse staffing per resident-day was 3.52 hours. When
the total hours are divided by three (8-hour) shifts per day, each resident
was receiving about 15 minutes of RN time per shift, 14 minutes of LPN
time, and 42 minutes of nursing assistant time per shift.

Averages for the country as a whole, however, mask substantial varia-
tion among states and among facilities within states. As seen in Table 6.1,
there are wide variations in staffing levels for different types of facilities.
Hospital-based nursing facilities had almost twice as many total hours of
nursing care and 4 times as many registered nurse hours as freestanding
nursing facilities. Skilled nursing facilities (SNFs) for Medicare-only resi-
dents had 2.3 times as many total nursing hours and 6 times as many
registered nursing hours as facilities with Medicaid-only residents. Larger
facilities had higher nurse staffing hours than smaller facilities. Some
facilities report very low nurse staffing levels. Table 6.2 shows that of the
total certified nursing homes, 2,701 facilities (19 percent) provide less
than 2.7 nursing staff hours per resident-day.
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FIGURE 6.1 Mean staffing hours per resident day for nursing facilities in the
United States surveyed in calendar year 1998.  NOTE: Facilities with inaccurate
resident data or incomplete staffing data (497 facilities) were removed.  Facilities
with staffing levels in the lower 1 percent and the upper 2 percent (1,211) (calcu-
lated separately for Medicaid only facilities and Medicare certified facilities) were
removed.

Medicare Staffing Time Studies. In 1990, Congress passed legislation requir-
ing HCFA to develop a Nursing Home Casemix and Quality Demonstra-
tion program (OBRA, 1990). This HCFA project developed a method for
classifying nursing home residents into 44 different Resource Utilization
Groups (RUGs) based on a study of resident characteristics in relation to
the facility staff time expended to provide care, including nursing and
therapy staff (Fries et al., 1994).1  These studies were then used to develop

1For details of the methods, see Fries et al. (1994). For information about the quality
indicators developed from Minimum Data Set data, see Zimmerman et al. (1995).
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TABLE 6.1 Nursing Staff Levels per Resident Day, by Facility Type and
Region for Nursing Homes: United States, 1998

Nursing Staff

Number Percent Licensed
Facility of of Registered Practical Nursing
Characteristics Facilities Facilities Total Nurses Nurses Assistants

Mean Hours

Total 13,396 100.0 3.52 0.74 0.69 2.09

Type of facility
Hospital based 1,702 12.4 5.79 2.13 1.22 2.44
Non-hospital based 11,991 87.6 3.20 0.54 0.62 2.04

Certification
Skilled nursing 1,054 7.7 6.95 2.91 1.50 2.53
facilities for
Medicare only
Skilled nursing 10,909 79.7 3.28 0.58 0.63 2.07
facilities for
Medicare or
Medicaid
Nursing facilities 1,730 12.6 2.98 0.43 0.58 1.97
for Medicaid only

Size
1–99 beds 6,843 50.0 3.78 0.91 0.73 2.14
100+ beds 6,850 50.0 3.26 0.56 0.66 2.04

Region
West 2,030 14.8 3.63 0.81 0.61 2.21
South 4,487 32.8 3.63 0.67 0.84 2.11
Northeast 2,481 18.1 3.62 0.84 0.62 2.16
North Central 4,695 34.3 3.32 0.72 0.62 1.98

SOURCE: Harrington and Carrillo, 2000.

a Medicare payment system for use by the five states participating in the
demonstration starting in 1995. Ultimately, Congress adopted a Medicare
prospective payment system (PPS), implemented by HCFA in 1998.

Prior to the implementation of the PPS, HCFA commissioned three
major studies to measure staff time in nursing facilities. The purpose of
these studies was to define the relationship between resident resource
utilization and nursing and therapy staff time. The RUGs were derived in
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TABLE 6.2 Distribution of Combined Nursing Hours per Resident Day
in All Certified Nursing Facilities: United States, 1998

Average Hours Number Cumulative
Percentile per Resident Day of Hours Number of Hours

0–9  0.90–2.45 1,343 1,343
10–19  2.46–2.70 1,358 2,701
20–29  2.71–2.88 1,320 4,021
30–39  2.89–3.04 1,397 5,418
40–49  3.05–3.20 1,347 6,765
50–59  3.21–3.37 1,428 8,193
60–69  3.38–3.58 1,360 9,553
70–79  3.59–3.91 1,381 10,934
80–89  3.92–4.65 1,386 12,320
90–100  4.66–16.67 1,373 13,693

NOTE: Median (50th percentile) = 3.21 hours per resident day.  Mean = 3.52 hours per
resident day.  N = 13,693 certified nursing facilities.  Facilities with inaccurate resident data
or incomplete staffing data (497 facilities) were removed.  Facilities with staffing levels in
the lower 1 percent and the upper 2 percent (calculated separately for Medicaid-only facili-
ties and Medicare-certified facilities) (1,211 facilities) were removed.
SOURCE: Harrington and Carrillo, 2000.

part and updated based on these time studies. The 1995 and 1997 time
studies were used primarily to set reimbursement rates for a Medicare
prospective payment system (Burke and Cornelius, 1998; Reilly, 1998).
From the perspective of staffing requirements, the major concern with
these studies has been that nursing and therapy time was based on exist-
ing practices in facilities and not on the staffing time required to meet the
needs of residents.

The average time per resident-day for different types of nursing staff
from HCFA time studies in 1995 and 1997 (averaged together) includes
direct and indirect (e.g., administrative) nursing time. Table 6.3 compares
HCFA time study data with OSCAR staffing data. The average time, based
on HCFA time studies, was 4.17 total nursing hours per resident-day
(Burke and Cornelius, 1998). This figure was higher than the 3.52 hours
reported on OSCAR, probably because the time studies focused on facili-
ties with high numbers of Medicare residents rather than on those with
only Medicaid residents.

The new Medicare PPS pays nursing facilities based on the resident
casemix. The Medicare payment formula was based on the amount of
time that nurses and therapy staff are expected to provide for Medicare
residents with different types of impairments. Nursing facilities are not,
however, required by HCFA to provide the hours of time for which they
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are paid under Medicare. Thus, payment is not tied directly to staffing
levels in nursing facilities.

There are some indications that staffing ratios have increased some-
what in recent years. The total nursing hours per resident-day reported
on OSCAR data for all facilities has gradually increased. Figure 6.2 shows
that the total number of hours per resident-day in nursing facilities, as
reported in OSCAR, was 3.0 hours in 1991. By 1998, this total was 3.5
hours per resident-day. Much of the increase in hours was due to increases
in RN hours over that period. The slight increase (less than 10 percent)
observed may be attributed in part to the requirements of OBRA 87 and in
part to the increased acuity of residents and the consequent staffing
required to care for residents who need specialized services.

Relationship of Staffing and Quality of Care

Many factors influence the quality of care provided to residents by
staff and the quality of life of the residents. Staffing levels and staff char-
acteristics are critical structural elements. In addition, education and train-
ing of staff, attitudes and values, job satisfaction and turnover of staff,
salaries and benefits, and management and organizational capacity of the
facility are all factors affecting quality.

As reviewed in the 1996 Institute of Medicine report on the adequacy
of nurse staffing in hospitals and nursing homes (IOM, 1996a), a number
of studies have shown a positive association between nurse staffing levels
and the processes and outcomes of nursing home care (see for example

TABLE 6.3 Comparison of Average Nursing Hours per Resident Day
for OSCAR Data, HCFA Time Studies, and Time Proposed by Experts

OSCAR Data, HCFA Time Studies Time Proposed by
Nursing Staff 1998a 1995–1997b  Expert Panelc

Average Hours per Resident Day

Total 3.52 4.17 4.55
Registered nurses 0.74 1.15 1.15
Licensed practical nurses 0.69 0.70 0.70
Nursing assistants 2.09 2.32 2.70

NOTE: times listed include all administrative nursing time and indirect care.
aHarrington et al., 1999.
bBurke and Cornelius, 1998.
cHarrington et al., 2000.
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FIGURE 6.2 Average nursing hours per resident day in all certified nursing facil-
ities: United States, 1991–1998.
SOURCE: Harrington and Carrillo, 2000.
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Linn et al., 1977; Nyman, 1988b; Munroe, 1990; Cherry, 1991; Spector and
Takada, 1991; Aaronson et al, 1994; Cohen and Spector, 1996).

Nyman (1988b) found that nursing hours per patient-day were posi-
tively related to three quality measures. Kayser-Jones and colleagues
(1989) found that inadequate staffing resulted in poor feeding of residents
and inadequate nutritional intake, which contributed to resident deterio-
ration and hospitalization. Munroe (1990) found a positive and statisti-
cally significant relationship between the quality of care (measured by
deficiencies) and higher ratios of RN and LPN hours per resident-day and
lower turnover rates. Spector and Takada (1991) found that higher staff-
ing levels and lower RN turnover rates were related to improvements in
resident functioning. Lower staffing levels were associated with high uri-
nary catheter use, low rates of skin care, and low resident participation in
activities. Braun (1991) found that higher RN hours were related to lower
mortality rates. Cherry (1991) also found that increased RN hours were
positively associated with a composite of good outcome measures (fewer
decubitus ulcers, catheterized residents, or urinary tract infections, and
less antibiotic use). Cohen and Spector (1996) found that higher ratios of
RNs to residents, adjusted for resident casemix, reduced the likelihood of
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death and that higher ratios of LPNs significantly improved resident func-
tional outcomes. The relationship between inadequate staffing and mal-
nutrition, starvation, dehydration, undiagnosed dysphagia, and poor oral
health of residents has been documented (Kayser-Jones, 1996, 1997;
Kayser-Jones et al., 1997; Kayser-Jones and Schell, 1997). Kayser-Jones
and colleagues (1999) showed that nearly all nursing home residents
studied in two facilities had inadequate fluid intake. They attributed this
finding to inadequate staffing supervision to provide care to nursing home
residents with dysphagia, severe cognitive and functional impairment,
and aphasia or inability to speak English.

A study of Minnesota nursing homes found that in the first year after
admission to a nursing home, the licensed nursing hours (but not
nonlicensed) were significantly related to improved functional ability,
increased probability of discharge home, and decreased probability of
death. However, when limited to chronic care residents the role of profes-
sional nursing hours disappeared (Bliesmer et al., 1998). Harrington et al.
(2000h) showed that higher nurse staffing hours, particularly RNs, were
associated with fewer nursing home deficiencies. In contrast, one longitu-
dinal study of nursing home residents in Massachusetts found that better
health outcomes (e.g., survival time, functional status, incontinence, and
mental status) were not related to higher RN staffing levels (Porell et al.,
1998).

Bowers and Becker (1992) found that nursing assistants reported inad-
equate time to provide high quality of care and the widespread use of
techniques for cutting corners required to manage the workload. Foner
(1994) reported that workload demands for productivity in nursing homes
were in conflict with the need to provide individualized care. Two studies
identified reports of psychological and physical abuse of residents by
nursing assistants, which were found to be related to the stressful work-
ing conditions in nursing homes (Pillemer and Moore, 1989; Foner, 1994).
Some of the staff problems can be directly related to poor wages, limited
or no health benefits, and high turnover rates (IOM, 1996a).

The most important factor in determining staffing levels should be
the resident casemix within facilities. Previous studies have shown a
strong positive relationship between casemix adjusted resident character-
istics and nurse staffing time (Arling et al., 1987; Cohen and Dubay, 1990;
Zinn, 1993a,b; Fries et al., 1994). Thus, facilities with higher casemix levels
should require more nursing staff time to meet resident needs.

Several studies have shown the importance of nursing management
by professional nursing staff and gerontology specialists in making improve-
ments in quality of care (Schnelle, 1990; Schnelle et al., 1990; Hawkins et
al., 1992). The knowledge, hands-on care, and leadership of RNs were
essential to sustained quality improvement interventions (Schnelle, 1990).
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Other studies have demonstrated the important role that gerontological
nurse specialists and geriatric nurse practitioners play in improving quality
(Kane et al., 1988; Mezey and Lynaugh, 1989, 1991). Improved outcomes
of care and fewer hospitalizations with the use of gerontological nurses
have been documented (Mezey and Lynaugh, 1989, 1991; Buchanan et al.,
1990; Mor, 1999). Mor (1999) found lower rates of risk-adjusted hospital-
ization (but not mortality) for residents in facilities that have a nurse
practitioner or physician assistant, but he did not find an effect of RN staff
ratios on hospitalization rates. The 1986 IOM Committee on Nursing
Home Regulations encouraged nursing homes to employ specially trained
gerontological nurses. The committee supports the recommendation of the IOM
Committee on the Adequacy of Nurse Staffing in hospitals and nursing homes
that nursing facilities use geriatric nurse specialists and geriatric nurse practi-
tioners in both leadership and direct care positions (IOM, 1996a). Most nursing
homes, however, do not employ nurse practitioners in direct care positions.

In summary, the research evidence suggests that both nursing-to-
resident staffing levels and the ratio of professional nurses to other nurs-
ing personnel are important predictors of high quality of care in nursing
homes. Research provides abundant evidence that participation of RNs in
direct caregiving and the provision of hands-on guidance to NAs in car-
ing for residents is positively associated with quality of care. The research
literature, however, does not answer the question of what particular skill
mix is optimal (IOM, 1996a). Nor does it take into account possible substi-
tutions for nursing staff and ways to best organize all staff. Moreover, as
discussed later in this chapter, nurse staffing levels alone are a necessary,
but not a sufficient, condition for positively affecting care in nursing
homes. Training, supervision, environmental conditions, leadership and
management, and organizational culture (or capacity) are essential ele-
ments in the provision of quality care to residents. Overall, there is a need
for sufficient, well-trained, and motivated staff to provide consumer-
centered care in nursing homes, as required in OBRA 87.

A few studies have examined the contributions to residents’ well-
being of other types of staff providing non-nursing services in nursing
homes. One example is therapy. A study of physical and occupational
therapy services in a clinical trial found therapy to have positive benefits
for functional status and costs of care (Przybylski et al., 1996). Another
clinical trial showed only modest benefits of physical therapy on mobility
(Mulrow et al., 1994). A retrospective study of medical records reported
that patients receiving high-intensity physical therapy had positive out-
comes (Chiodo et al., 1992). A survey of nursing homes found that facility
administrators perceived a positive relationship between the provision of
daily rehabilitation therapy and the discharge of patients (Kochersberger
et al., 1994). In a recent study, direct care staffing hours for these profes-
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sional services (e.g., therapists and activity directors) had a consistent,
significant negative relationship with deficiencies in nursing homes
(Harrington et al., 2000h). In summary, the research reported has gener-
ally shown the importance of professionals providing therapy services in
nursing homes. However, these studies offer little guidance on the appro-
priate level of nursing and medical care for different types of residents.
Overall, a strong need exists for research to examine the direct effects of health
professionals (social workers, activities personnel, therapists, dietitians, dentists,
pharmacists, and other personnel) on the quality of nursing home care. Although
it is obvious that these specialties are of critical importance, the amount
and type of services delivered by such professionals have to be studied so
that clear recommendations can be developed to improve quality of care.

Should Staffing Standards Be Increased?

Many clinicians, researchers, and consumer groups consider the cur-
rent federal nursing home staffing standards to be inadequate to ensure
quality of care in nursing homes. The National Citizens’ Coalition for
Nursing Home Reform (NCCNHR), a nonprofit organization formed in
1975 by a coalition of residents, advocates, ombudsmen, professionals,
nursing home providers, and other groups, has criticized federal stan-
dards and recommended minimum federal staffing ratios (Burger et al.,
1996). Based on expert opinion, NCCNHR (1995) adopted a recommended
minimum staffing standard of 4.42 hours of total nursing time, adjusted
for each nursing facility’s casemix. These recommendations were endorsed
by the National Committee to Preserve Social Security and Medicare and
by the National Association of Directors of Nursing Administration in
Long-Term Care (Mohler and Lessard, 1991; Mohler, 1993; NCCNHR,
1995).

An expert panel convened in 1998 at New York University for an
invitational conference on nursing staff, casemix, and quality in nursing
homes (Mezey and Kovner, 1998; Harrington et al., 2000c). This panel
recommended an overall minimum nurse staffing level of 4.55 hours per
resident day, including administrative staff [see Table 6.3]. It further rec-
ommended one full-time RN director of nursing and a full-time assistant
director of nursing for facilities with 100 beds or more (proportionately
adjusted for smaller facilities). In addition, it recommended that at least
one RN nursing supervisor be on duty at all times (24 hours a day, 7 days
a week) in each nursing home facility and that facilities of 100 beds or
more have a full-time RN director for in-service education (proportion-
ately adjusted for smaller facilities), who would be responsible for the
administration and supervision of an ongoing training program for staff
at all levels. The panel also recommended an increase in staffing levels at
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mealtimes, so that one staff member would be available for 30 to 60
minutes to assist each dependent individual with eating. Finally, it also
recommended adjustments upward in staffing for increases in resident
casemix.

The Omnibus Budget and Reconciliation Act, 1990 required the Secre-
tary of Health and Human Services to conduct “. . . a study and report to
Congress . . . on the appropriateness of establishing minimum caregiver
to resident ratios and minimum supervisor to caregiver ratios for skilled
nursing facilities.” For a number of reasons, work on the study was delayed
by HCFA. The due date for the report to Congress was extended to Janu-
ary 1, 1999. HCFA released the phase I report of the study in summer
2000. A range of problems have been noted among nursing home resi-
dents, including increased incidences of severe bed sores, malnutrition
and dehydration, and abuse and neglect. The study found a strong rela-
tionship between staffing and quality and concluded that there may be
critical ratios of nurses to residents below which nursing home residents
are at substantially increased risk of quality problems (HCFA, 2000). No
date is set yet for completion of phase 2 of the project. The committee is
pleased that HCFA has completed phase 1 of the study, and urges HCFA to
expedite the completion and release of the full study.

As discussed in Chapter 4, the committee found few studies of pro-
ductivity and efficiency in nursing homes or of management practices
that promote quality of care. The goal for nursing homes should be to
have appropriate levels and mix of personnel who can organize the work
to provide good care in an efficient manner.

In summary, the committee found a wide range of staffing levels in
nursing facilities. Many facilities have adequate staffing levels and pro-
vide high quality of care to residents. However current staffing levels in
some facilities are not sufficient to meet the minimum needs of residents
for provision of quality of care, quality of life, and rehabilitation. As shown
above, research provides abundant evidence of quality-of-care problems
in some nursing homes and such problems are related at least in part to
inadequate staffing levels.

The IOM (1996a) study, requested by Congress to examine the ade-
quacy of nurse staffing in hospitals and nursing homes, found that a
positive relationship exists between nursing staffing and quality of care,
and that trends in resident characteristics suggest an increasing need for
professional nursing presence. It further concluded that there was abun-
dant evidence that participation of RNs in direct caregiving and provision
of hands-on guidance to NAs in caring for residents is positively associ-
ated with quality of care. The IOM (1996a) report therefore recommended
that more registered nurses be added to the staff in nursing homes and
that by year 2000 a 24-hour presence of registered nurse coverage in
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nursing facilities be required as an enhancement to the current 8-hour
requirement specified under OBRA 87. That committee recognized that
its recommendation entails additional costs and, therefore, recommended
that Medicare and Medicaid reimbursements be adjusted accordingly.
This committee endorses the recommendations of the 1996 IOM report (IOM,
1996a). It regrets, however, that no directive or initiative is in place yet to
implement these recommendations.

The committee concludes that in view of the increased acuity of nurs-
ing home residents, federal staffing levels must be made more specific
and that the minimum level of staffing has to be raised and adjusted in
accord with the casemix of residents. The objective should be to bring
those facilities with low staffing levels up to an acceptable level and to
have all facilities adjust staffing levels appropriately to meet the needs of
their residents, by taking casemix into account. To ensure that the needs
of residents for quality care are met, the committee recommends the
following:

Recommendation 6.1: The committee recommends that HCFA
implement the IOM 1996 recommendation to require RN pres-
ence 24 hours per day. It further recommends that HCFA de-
velop minimum staffing levels (number and skill mix) for di-
rect care based on casemix-adjusted standards.

Since July 1998, Medicare has been paying skilled nursing facilities
based on the casemix of residents and HCFA’s time study estimates of
staff required to provide care for each RUG category. The Medicare rate
calculation includes the amount of time for each type of nursing staff
(RNs, LPNs, and NAs) that provides care for each RUG category. There-
fore, increasing the minimum standards to those already paid for in Medi-
care PPS rates, in theory, would not increase Medicare costs. Although
the Balanced Budget Act of 1997 cut Medicare nursing home reimbursement
rates, some funds were restored by Congress in a budget passed in the fall
of 1999. For a full discussion of reimbursement issues, see Chapter 8.

Twenty-six state Medicaid agencies also paid for nursing home care
based on the casemix of residents in 1998 (Harrington et al., 2000g). Thus,
there is a precedent for tying Medicaid reimbursement to the amount of
staff time required to provide care for different types of residents. Analy-
ses reviewed in Chapter 8 suggest that some state Medicaid reimburse-
ment rates for nursing homes are extremely low and may not be sufficient
to cover the cost of meeting minimum federal standards for quality of
care. Low Medicaid reimbursement formulas and methods may discour-
age nursing homes from increasing staffing levels. Any increase in mini-
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mum staffing requirements should be related to reasonable adjustments
in Medicaid reimbursement rates that pay for increased staff.

Recommendation 6.2: The committee recommends that Con-
gress and state Medicaid agencies adjust their Medicaid reim-
bursement formulas for nursing homes to take into account any
increases in the requirements of nursing time to meet the
casemix-adjusted needs of residents.

The cost of the additional staffing can be estimated by examining the
differential time between the current staffing levels and the average facility
staffing level needed, multiplied by the average wages of nursing home
staff. Medicaid costs estimates would depend on the minimum require-
ments established by HCFA and the current staffing levels that are built
into state Medicaid rates. Some states have rate methods that would allow
increased staffing costs to be passed through in their rates. Other states
would have to increase reimbursement rates to take into account the staff
increases in cases where the states’ rates did not cover the increased
requirements. Facilities already meeting the proposed staffing standards
would have no new costs, but facilities operating below the minimum
would be required to increase their staffing levels (see Table 6.3 for facili-
ties with the lowest staffing). Depending on the staffing standards
adopted, the increased costs could range from $1.5 billion to $3.7 billion.
Of this total, Medicaid would pay 67 percent (because it pays for 67 per-
cent of residents), and these costs would be split approximately in half
between the federal and state governments. Although the cost increases
for staff would be substantial, they would represent only about a 4 per-
cent increase in the total $87.5 billion spent on nursing homes in 1998
(Levit et al., 2000).

The American Health Care Association (AHCA, 1999) reported that
the average RN wages per hour were $16.88, LPN wages were $12.88, and
the NA wages were $7.44 in 1997. Since RNs represent 20.6 percent, LPNs
19.5 percent, and NAs 59.9 percent of the total nursing staff, the average
nursing home wage per hour for nurses was about $10.43 in 1998. If the
minimum requirements were set at the median of 3.21 hours per resident-
day, the 1,343 facilities with the lowest staffing levels would have to
increase staffing by 1.67 hours; 1,358 facilities would have staffing increased
by 0.625 hour; 1,320 facilities would have to increase staffing by 0.415
hour; 1,397 would have to increase it by 0.245 hour; and 1,347 would have
to increase it by 0.085 hour. The total increase in staffing would be about
409,600 hours per day in these facilities, if each facility is assumed to
average 100 residents. At $10.43 per hour for 365 days, the total costs of
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the increase in staffing for a full year would be about $1.55 billion dollars.
Another approach is to estimate the cost of increasing the average nursing
hours reported on OSCAR (3.5 hours per resident-day) to the average
hours reported on the HCFA time study (4.17 hours per resident-day) for
all nursing facilities. This would result in a 0.67-hour increase per resident-
day multiplied by $10.43 per hour for 1.5 million residents, times 365 days
per year. The total cost of this increase would be about $3.3 billion.

Although difficult to estimate, increased professional nurse staffing
levels might—under certain circumstances—produce some savings for
the Medicare and Medicaid programs. For example, if an increased pres-
ence of professional nursing reduced the incidence of medical problems
requiring hospitalization, some savings would accrue to offset higher
staffing costs (Kayser-Jones et al., 1989; Kayser-Jones and Schell, 1997). If
better staffing improved staff morale, the results might include higher
worker productivity, lower turnover, and reduced on-the-job injuries,
which are very common in nursing homes (IOM, 1996a). High personnel
turnover is expensive. For example, replacement costs of staff are esti-
mated at four times the employee’s monthly salary when the costs of
recruiting and training are included (Pillemer, 1996). Better staffing might
even reduce the costs of supplies and drugs. For example, Phillips et al.
(1993a) estimated that a reduction in the use of restraints actually saves
facilities money by improving resident outcomes.

Reporting and Research Requirements

Effective monitoring of staffing levels depends on accurate, timely
reporting by facilities. HCFA already requires facilities to report on their
resident characteristics on a quarterly basis. The committee believes that
HCFA should require nursing facilities to provide quarterly reports on number
and type of staff and staff stability. Facilities should certify the accuracy of
these data, and HCFA should review and audit the data regularly. HCFA
should consult with consumer groups and with the nursing home indus-
try in designing staffing report forms. By comparing staffing data with
resident characteristics, HCFA will be better able to monitor compliance
with staffing requirements and quality standards. To promote account-
ability to consumers and the public, HCFA should make these data avail-
able to the public on the Internet along with information on how to use
and interpret the data as indicators of quality of care.

Furthermore, the committee believes that HCFA should give high priority
for research on staffing in nursing homes, and seek research funds to examine the
actual time and the staff mix required to provide adequate processes and out-
comes of care to nursing home residents. As new data become available about the
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appropriate staffing levels to meet the needs of residents, federal staffing stan-
dards and facility staffing practices should be modified appropriately.

EDUCATION AND TRAINING OF STAFF IN NURSING HOMES

Registered and Licensed Practical Nurses

The issues of education and training are important to quality of care
in nursing facilities (Maas et al., 1996). Registered nurses in nursing homes
have substantially lower levels of education (74 percent with an associate
or diploma degree) than nurses in hospitals (59 percent with associate or
diploma degrees) (Maas et al., 1996; Moses, 1997). Many nurses in nursing
homes have had no training in gerontology or chronic disease manage-
ment (Bahr, 1991; Maas et al., 1996). Yet studies suggest the importance of
nursing management by professional nursing staff and gerontology spe-
cialists in making improvements in quality of care (Schnelle, 1990; Schnelle
et al., 1990; Hawkins et al., 1992; Anderson and McDaniel, 1998). All
nursing homes should have a commitment to ongoing continuing educa-
tion in the care of the chronically ill and disabled and to gerontological
nursing. Training in resident assessment and care planning is also very
important for nurses, particularly since some nursing schools do not pro-
vide training in the basic assessment of patients or in the supervision and
management of ancillary personnel. Some states have recommended that
each licensed nurse have at least 30 hours of training every two years, but
few states have specified the particular areas of training needed.

Nursing management and leadership are central to providing high
quality of care in nursing facilities, especially given the complex needs of
residents. At present, there are no specific federal requirements for direc-
tors of nursing in nursing homes other than that they be RNs.  Unlike
hospitals, where only rarely do directors of nursing (DONs) have less
than a bachelor’s degree and often have graduate education, in nursing
homes they often are graduates of either a diploma program or an associ-
ate degree program at a two-year college (Bahr, 1991; Moses, 1997), and
rarely have advanced clinical training in gerontology. A bachelor’s degree
is considered the basic qualification for entry into professional practice by
the American Academy of Nursing and the American Nurses’ Asso-
ciation. Leadership and management are not part of the basic preparation
in the diploma and associate degree programs. Furthermore, turnover
among DONs is high, their salaries are relatively low, and they have
limited opportunities for advancement—factors not conducive to strong
leadership. Given the number of employees, budgets, and complexity of
care provided in nursing facilities today, strong leadership from the DON
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is a prerequisite for provision of high-quality and cost-effective care (IOM,
1996a).

One of the problems with establishing training standards is that little
research has been conducted to determine what would be a desirable
standard for training. The amount and frequency of training, the nature
and scope of training, and special needs for training (e.g., new technolo-
gies) should be examined by researchers to provide guidance in setting
professional standards. Nonetheless, nursing facilities should place greater
emphasis on educational preparation in the employment of new DONs and
licensed professionals.

Nursing Assistants

Nursing assistants make up the largest proportion of caregiving per-
sonnel in nursing homes. They provide most of the direct care and spend
the most time with residents, but they receive little training for provision
of care in a nursing facility. The organization, use, and education of NAs
make a substantial difference in the care, comfort, and health of nursing
home residents, and also in the morale and health of the NAs. OBRA 87
required NAs in nursing homes to have a minimum of 75 hours of train-
ing and 12 hours of in-service training per year, and they must pass a
competency test within four months of employment (see OBRA 87,
sec.1819(b)(5)).  Once the nursing assistants pass the competency exami-
nation, they are considered “certified nursing assistants.” The training is
specified in the legislation (the training for home health aides is the same
as that for nursing assistants in nursing homes), but the exact nature of
the training, certification, and requirements varies by states. Some states
have gone beyond the minimum federal training requirements for nurs-
ing assistants. For example, California requires 150 hours of training
before the NAs can take their competency test and work in facilities
beyond the first four months of employment (Harrington et al., 2000c).

Medicare conditions of participation for nursing homes specify the
training of nursing assistants required to provide personal care services.
The training content must address each of the following subject areas
through classroom and supervised practical training totaling at least 75
hours, with at least 16 hours devoted to supervised practical training. The
training generally includes communication skills; observation, reporting,
and documentation of patient status and the care or service furnished;
reading and recording temperature, pulse, and respiration; basic infection
control procedures; basic elements of body functioning; maintenance of a
clean, safe, and healthy environment; recognition of emergencies and
knowledge of emergency procedures; understanding of physical, emo-
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tional, and developmental needs of, and ways to work with, the popula-
tions served, including the need for respect, privacy, and property; and
appropriate and safe techniques in personal hygiene and grooming
including adequate nutrition and fluid intake.

Supervised practical training means training in a laboratory or other
setting in which the trainee demonstrates knowledge while performing
tasks on an individual under the direct supervision of a registered nurse
or a licensed professional nurse. Each nursing assistant must pass a com-
petency evaluation that addresses each of the subjects in the training
program, and each NA must complete a performance review at least every
12 months. The quality of training varies substantially across facilities and
states. Although states set some standards for training and competency
exams, these are minimal and not closely enforced. Some are concerned
that on-the-job training by nursing homes is weak and recommend that
such training be provided by community colleges or adult education pro-
grams, which would ensure that minimum standards for training are met
by all. However, research has not addressed these issues surrounding
training.

With the increased acuity of nursing home residents and the conse-
quent complexity of care needed today, some argue that training should
be significantly increased and, especially, tied to the clinical problems
identified in nursing homes (Burgio and Burgio, 1990). Training for NAs
in nursing homes should include clinical care of the aged and disabled,
occupational health, and safety measures. NAs themselves are reported
to say they need more training and experience, particularly in the man-
agement of residents with dementia, depression, and aggression, and in
effective communication (Mercer et al., 1993). Ideally, training programs
should be structured to build-in career development for NAs. Increased
levels of training are expected to increase the quality of care in nursing
facilities. Unfortunately, research is lacking on the effect of different levels
and types of training on the quality of care provided in nursing homes.
There is some agreement among experts, however, that there is a relation-
ship between the level and type of training and the quality of care that
nursing assistants provide.

Nursing Home Administrators

Probably no position in a nursing home is as central as that of the
administrator. Currently, federal Medicare and Medicaid requirements
do not set any standards for administrators. Some states have established
their own nursing home administration boards and requirements, but
these vary across states.
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Christensen and Beaver (1996) and Singh (1997) have argued that the
employment stability of nursing home administrators is a significant fac-
tor influencing the quality of care provided to residents in nursing homes.
Singh and Schwab (1998) examined factors that cause the high turnover of
nursing homes administrators (41 percent or higher annually). They found
higher retention when administrators are involved in decision making,
treated fairly, and given reasonable goals to achieve. They also found that
turnover was lower in independently-owned facilities, nonprofit facilities,
and larger-sized facilities than in chains, for-profit, and small facilities.

Singh and Schwab (1998) found that opportunities for educational
and professional development were important factors in the retention of
nursing home administrators. Castle and colleagues (1996) found a rela-
tionship between the number of hours worked by nursing home adminis-
trators, controlling for other factors, and the prevalence of pressure ulcers
and the use of psychotropic medications. Castle and Banaszak-Holl (1997)
showed that administrator’s education, job tenure, and professional involve-
ment were positive predictors of innovations in nursing homes.

Medical Directors and Practitioners in Nursing Homes

Medical services are relatively unavailable in day-to-day nursing home
care. Medical practitioners have less of a presence except in rehabilitation
and other facilities that provide more intensive medical services and
supervision. Most nursing home residents, for whom scheduled physi-
cian visits are required, rarely leave the nursing facility to visit a primary
care physician. Nonetheless, nursing home services must be provided in
accord with care plans authorized and periodically reviewed by physi-
cians. The attentiveness and leadership of the medical community are
important in efforts to improve the quality of long-term care.

Medicare certification regulations promulgated in 1976 made medical
directors responsible for quality oversight in nursing homes. OBRA 87
further strengthened the role of medical directors by defining their role.
Medical directors are to provide oversight and participate in drug utiliza-
tion review and quality assurance programs and to work with attending
physicians on appropriate drug therapies and medical care issues.

The American Medical Directors Association has encouraged profes-
sional interaction and assisted in providing training programs for medi-
cal directors (Fortinsky and Raff, 1996). This effort appears to be leading
to a greater level of interest by, and involvement of, physicians. Medical
directors are reported to be spending more time in facilities to address
quality issues (Fortinsky and Raff, 1996), but their overall time in facilities
is less than 1.5 minutes per resident-day (see Figure 6.1). Zimmer et al.
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(1993) pointed out that the average medical director spends little more
than three hours a week in a facility. Many medical directors agree that
such time is not sufficient and that more involvement by medical direc-
tors is essential (Levenson, 1993; Tangalos, 1993).

Few nursing homes have staff physicians; rather, they rely on
community-based attending physicians to provide medical care to nurs-
ing home residents. Reports suggest that medical care in nursing homes
tends to be provided by a small group of physicians, suggesting there
may be problems accessing medical care for some nursing home residents
(Fortinsky and Raff, 1996). Little research has focused on the role of physi-
cians and the relationship of physician services to nursing home quality.
Karuza and Katz (1994) studied physician staffing patterns in nursing
homes in New York and found different organizational and practice pat-
terns ranging from attending physicians in the community to in-house
physicians and closed staff models. They argued that the lack of in-house
physicians in many facilities was a problem for handling emergencies,
diagnosing and treating acute medical problems, and managing infection
control. Nurse practitioners can also play an important role in nursing
home care by acting as substitutes for physicians or by working with
physicians. Research studies on the value of nurse practitioners are dis-
cussed earlier under nursing home staffing.

Physician responsibility and liability for long-term care problems have
emerged as new issues in nursing homes. Although medical directors are
accountable for quality of care in nursing facilities, they generally have
little authority within facilities (e.g., in terms of hiring and firing staff and
in setting administrative policies) and little authority over attending
physicians (Levenson, 1993). Attending physicians’ actions, especially in
drug selection and rehabilitation orders, may affect the financial opera-
tions of facilities, although the physicians themselves are paid for their
medical services under Medicare Part B (i.e., they are not covered by PPS).

The growth of managed care also has important implications for
physician services in nursing homes, especially as more acutely ill patients
are being referred for posthospital care. Managed care plans and their
physicians provide medical care to their members in nursing facilities.
Reuben and colleagues (1999) described the approaches that three health
maintenance organizations (HMOs) have taken to providing primary care
for long-stay nursing home residents. HMOs that provided more visits to
members in nursing homes had significantly fewer emergency room visits
and hospitalizations compared with HMOs that provided fewer visits.
These managed care programs performed significantly better on more
than half of the process quality measures (e.g., response to falls and
fevers), but no differences were observed in mortality. This study showed
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the value of a strong physician component devoted to nursing facility
care and meticulous maintenance of the program.

One approach to improving the quality of nursing home care would
be for facilities to vest greater authority and responsibility in medical
directors for medical care services and require attending physicians and
nurse practitioners to follow facility medical policies and procedures. Few
facilities have established such requirements. A more stringent approach
would be to develop closed panel staff to provide medical services within
facilities so that attending physicians would have to meet certain educa-
tion and credentialing standards before they could provide care to resi-
dents within the facility. The committee believes that nursing homes should
develop structures and processes that enable and require a more focused and
dedicated medical staff responsible for patient care. These organizational struc-
tures should include credentialing, peer review, and accountability to the
medical director. Physicians should participate in the development of,
and be responsive to, facility policies and procedures and regulatory
requirements.

Physicians, nurse practitioners, and other primary care providers in
long-term care need to have expertise relevant to the populations they are
serving and the settings in which they are providing care. Those provid-
ing care to children, developmentally disabled, mentally disabled, chroni-
cally ill, or other special populations require expertise specific to each of
these groups. In providing nursing home care to older populations, geriatric
training is especially important, including training in multidisciplinary
approaches to care, teamwork, and supervision of diverse professional
and paraprofessional caregivers.

Medicare reimbursement policies could also help strengthen the qual-
ity of medical services provided to nursing home residents. In 1991, sig-
nificant changes were made in physician reimbursement for nursing facil-
ity visits  (Tangalos and Stone, 1993). Although the American Medical
Directors Association supports the minimum visit requirements for resi-
dents to prevent resident abandonment by physicians, it argues that the
appropriate number of physician visits should be based on patient acuity
and medical necessity and not on arbitrary limits. The committee is con-
cerned that HCFA rules do not adequately recognize the need for medical
judgments that take into account the multiple complex medical problems
that many nursing home residents have. Arbitrary limits set by fiscal
intermediaries on the number of visits should be removed. The committee
believes that HCFA should make clear Medicare and Medicaid regulations for
physician services in nursing homes and allow the number and type of services
provided to be based on residents’ medical needs and the severity of their illness.
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RESIDENTIAL CARE SETTINGS

Relationship Between Staffing and Quality

The committee found very little research examining the relationship
between quality of care and the work force in residential care settings or
even documenting the structure, process, or outcomes of care in these
settings. Some researchers have expressed concerns about the quality of
the personnel working in residential care settings (see Hawes et al., 1999),
and periodic newspaper stories on assisted living provide case reports of
problems. Also, a General Accounting Office (GAO, 1999a) study of
assisted living facilities in four states found that more than one-fourth
had been cited by state licensing, ombudsman, or other agencies. Fre-
quent problems include poor care to residents and insufficient, unquali-
fied, and untrained staff.

Based on participants’ judgments, the Consumer Consortium on
Assisted Living (CCAL, 1996) raised questions about the appropriate resi-
dent-to-staff ratio (taking casemix into account); management’s under-
standing of the value of staff; ongoing training and staff development;
supervisory systems to coordinate and oversee care delivery; and staff
burnout. This group called for the development of standards or criteria
for residential care staffing and staff training (CCAL, 1996).

Since residential care services are not provided under the Medicare
and Medicaid programs (except under some state Medicaid waivers),
there are no federal requirements for residential care personnel. States
have the primary responsibility for regulating residential care facilities,
and some do have staffing requirements. States vary considerably in their
requirements for the work force, and some states have no educational
requirements beyond a high school diploma for administrators. More
than three-quarters of the work force in residential care settings, such as
board and care homes and assisted living facilities, are unlicensed per-
sonal care workers and home health aides, while RNs and LPNs consti-
tute less than 3 percent of the positions in these settings (Feldman, 1998).

The survey of board and care facilities in ten states, described in
previous chapters, found 92 percent of the licensed homes and 62 percent
of unlicensed homes provided personal care, such as assistance with
activities of daily living (Hawes et al., 1995a). Most facilities were provid-
ing supervision or administration of medications, but only 21 percent had
any licensed nursing staff (RNs or LPNs). Some states have passed nurse
delegation acts that allow RNs to delegate medication administration to
nursing assistants or personal care workers. Of staff giving injections, 28
percent were unlicensed with no formal training or expertise in giving
injections. Only one state (Oregon) reported a program for training and
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certifying nursing assistants who pass medications. When staff were
tested on their knowledge of aging and care practices or medications,
only 14 percent of operators and staff scored at an acceptable level. Many
of the professional nursing services provided in residential care facilities
were arranged through home health care agencies. Since the conduct of
that survey, however, licensing requirements in only 24 states and the
District of Columbia allow nonnurses to administer medications—all of
them include in-house medication training requirements. Five states require
staff to be certified, 12 states require staff to complete a state- or Nursing
Board-approved training course, nurse delegation protocols apply in 7
states, and physicians may authorize administration of medication in 1
state (Keren Brown-Wilson, personal communication, May 9, 2000).

Staffing requirements varied across states, but in general did not seem
to address the individual needs of the residents. Ten agencies permitted
admission or retention of bedfast residents, and 54 permit the retention of
chairfast residents. However not all of those states impose staffing require-
ments. As an increasing number of frail and disabled people are admitted,
this staffing situation becomes a health and safety issue (Hawes et al.,
1993).

Hawes and colleagues (1999), in a national probability survey of
assisted living facilities for the frail elderly, found that nearly all of the
2,945 facilities in the study reported that they provided or arranged for
24-hour staff, housekeeping, and three meals a day. Of the total in the
study, 52 percent provided RN or LPN care on a part-time or full-time
basis, 27 percent arranged or provided the care, and 21 percent did not
provide the care. Facilities with higher nurse staffing were more likely to
admit and retain residents with more care needs.

Staffing Standards

As stated earlier, a large body of research comparable to that for
nursing facilities does not exist on work force issues in residential care
settings. The Assisted Living Quality Coalition (ALQC, 1998) has recom-
mended some minimum standards for staffing. It recommended that the
administrator of assisted living facilities should be at least 21 years of age
with at least a high school diploma and have adequate education, experi-
ence, and ongoing training to meet the needs of residents. In addition, the
ALQC recommended a demonstrated management or administrative abil-
ity to maintain the overall operations of the setting.

The ALQC (1998) further recommended that staff numbers and quali-
fications should be sufficient to meet the scheduled and unscheduled
needs of residents for services on a 24-hour basis and to monitor changes
in residents’ physical, cognitive, and psychosocial status. A minimum of
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one staff person should be awake and on-site at all times when one or
more persons with cognitive impairments are present. More generally,
staff should have “adequate skills, education, experience and ongoing
training to serve the resident population in a manner consistent with the
philosophy of assisted living” (ALQC, 1998, p. 84).

The coalition’s recommendations have highlighted the need for states
to develop more specific personnel standards and guidelines. The kinds
of intensive time and resource-use studies described earlier for nursing
homes have not been conducted in residential care settings. In part, this
gap in information reflects variability of models, definitions, populations
served, and state regulations. It also reflects the lack of Medicare and
Medicaid funding for these services and the corresponding lack of incen-
tive for policy makers to support even descriptive studies of resources
associated with providing different types and amounts of care. Time and
resource-use studies of the various types of personnel providing care are
needed for residential care arrangements so that appropriate staffing stan-
dards can be developed. As Medicaid programs, in particular, begin to
pay for more residential care services, federal and state governments have
a greater interest in ensuring that these settings meet minimum standards
of care and staffing.

Education and Training in Residential Care

In general, training requirements for staff in residential care facilities
are set by states, not the federal government; and state policies vary.
Hawes and colleagues (1995a) found that 20 percent of licensed board
and care homes and 33 percent of unlicensed homes did not require any
staff training. Of the facilities that required training, most did not require
the training to be completed before staff began providing care.

The Consumer Consortium on Assisted Living (CCAL, 1996) reported
concerns about the lack of regulated training requirements and ongoing
programs for training and staff development. It recommended training
staff in (1) better communication techniques with residents and with
families; (2) respect for resident rights and ways to maximize resident
autonomy; and (3) resident assessment and care planning activities for
individualized resident care.

More generally, the Assisted Living Quality Coalition (1998) recom-
mended that staff should have ongoing training to serve the resident
population in a manner consistent with the philosophy of assisted living.
It also recommended that such training be required for all staff that have
contact with residents to ensure the skills necessary for providing high
quality of care and monitoring changes in residents’ conditions. It further
recommended that in settings where residents have dementia, staff should
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“have a minimum of 12 hours of dementia-specific training per year,
conducted by a qualified trainer (or facilitated by a trained staff member)
to meet the needs/preferences of cognitively impaired residents effec-
tively and to gain an understanding of the current standards of care for
people with dementia” (ALQC, 1998, p. 84). ALQC further recommended
that in settings where some skilled nursing services are delegated to para-
professional staff, that staff should meet a documented protocol for super-
vision, training, and education requirements.

In summary, with regard to both staffing standards and education
and training requirements, states should work to bring about more stan-
dardization and consistency in staffing standards across states. Providers
should take the lead in ensuring the competence of, and provision of,
appropriate training to all direct care personnel employed by residential
care facilities. The committee does not believe that the first course of
action should be enforcement by law or regulation at the federal level. It
does caution, however, that if real quality-of-care problems were to
emerge that could be related to inadequate staffing or training, then exter-
nal regulations may be required to protect the health and safety of the
residents.

HOME HEALTH AGENCY STAFF

Relationship Between Home Health Care Personnel and Quality

Research on the linkage between personnel and quality of care provided
in a person’s home is difficult to undertake because of the barriers to observ-
ing the care and identifying appropriate process and outcome measures.
Most studies of home health care have examined predictors of use and
expenditures rather than quality of care. R.A. Kane and colleagues (1994)
described the problems of measuring home-based care quality because of
the multiple goals for care, limited provider control, and unique family
roles. The most highly rated outcomes were freedom from exploitation,
satisfaction with care, physical safety, affordability, and physical func-
tioning (R.A. Kane et al., 1994). Kane and Blewett (1993) developed mea-
sures that could be used to study problem-specific and patient-focused
elements for older people in an ambulatory care setting. Kramer and
colleagues (1990) developed quality indicator groups to classify clients
into groups with similar needs and quality challenges. Although few stud-
ies have assessed quality of care, there are many complaints about home
health aides and personal care workers (Harrington and Grant, 1990;
Eustis et al., 1993). The key to high-quality care services is worker perfor-
mance, knowledge, and skills (Eustis et al., 1993).
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Home Health Agency Standards for Staff

Under Medicare, home health care services mean those services pro-
vided to individuals under the care of a physician by a home health
agency, under a plan established and periodically reviewed by a physi-
cian, on a visiting basis in a place of residence such as the individual’s
home (Section 1861(m) of the Social Security Act [42 U.S.C. 1395x]). These
services include:

• part-time or intermittent nursing care provided by or under the super-
vision of a registered professional nurse;

• physical or occupational therapy or speech-language pathology ser-
vices;

• medical social services under the direction of a physician; and
• to the extent permitted in regulations, part-time or intermittent ser-

vices of a home health aide who has successfully completed a training
program approved by the Secretary.

To be eligible for Medicare home health benefits, a beneficiary must
be homebound, under the care of a physician, and in need of skilled
care—defined as intermittent skilled nursing services, physical therapy,
speech therapy, and continuous occupational therapy. Once these condi-
tions have been met, an individual may also receive medical social ser-
vices, durable medical equipment (subject to a 20 percent copayment),
and home health aide services. As long as the services are medically
reasonable and necessary for the treatment of an illness or injury and
certified by a physician (every 60 days), none of these services are limited
to a specific time period or a specific number of visits (Vladeck and Miller,
1994).

Medicare will not pay for home health aide services unless the benefi-
ciary also requires intermittent skilled nursing or therapy services. As a
result of a court case (Duggan v. Bowen) settled in 1988, HCFA enlarged
the definition of skilled care beyond the hands-on procedures (e.g., wound
care, tube feeding) that had traditionally comprised skilled nursing care,
to include certain services requiring skilled nursing judgment. Under this
enlarged definition, individuals could receive home health aide coverage
(Bishop and Skwara, 1993; Cohen and Tumlinson, 1997).

When Congress enacted OBRA 87, it included new legislative require-
ments for certified home health agencies similar to those for nursing
homes. Certified home health agencies had to meet minimum require-
ments for nursing and training standards for home health aides.

The regulations require on-site supervision of the home health aide
by a registered nurse every two weeks if the patient is receiving skilled
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nursing care (42 C.F.R. 484.36(d)). If another skilled service is being pro-
vided, an appropriate professional must make the supervisory visit. If the
patient is not receiving skilled nursing services, physical or occupational
therapy, or speech–language pathology services, the RN must make a
supervisory visit at least every 62 days at a time when the aide is provid-
ing patient care.

Home health agency certification for Medicaid payment is linked to
Medicare certification. Most states further link Medicaid with Medicare
home health agency services through their state licensing statutes and
regulations. A survey of states found that 10 states did not license home
health agencies but used Medicare certification in 1999. Forty states and
the District of Columbia have their own licensing laws for home health
agencies (Harrington et al., 2000e) and their own regulations.

According to the Social Security Act (42 U.S.C. 1396d, Section
1905(a)(24)), personal care services (e.g., assisting people with activities of
daily living such as eating and bathing) are those services “provided by
an individual who is qualified to provide such services.” States are allowed
to designate qualified organizational providers which may include certi-
fied home health agencies or agencies that are neither licensed nor certi-
fied. Certified Medicare and Medicaid home health agencies are not
required to provide personal care services, but they may choose to do so.
Independent workers, usually known as personal care attendants, may
also provide personal care services. The duties of home health aides and
personal care attendants overlap in that both are allowed to provide direct
care to clients, such as help with bathing, dressing, toileting, and eating
(Harrington et al., 2000d,e).

Home Health Agency Staffing Levels

The Bureau of Labor Statistics estimated that there were 745,600 home
health care employees in 1998. There were also about 130,000 RNs work-
ing in home health care or about 6 percent of the national pool of RNs
(BLS, 2000). Skilled nursing, home health assistance, and therapy services
are the major home health services provided, but little is known about the
amount and type of services provided by certified and uncertified home
health agencies. Likewise, little is known about the contribution of medi-
cal directors, physicians, and nurse practitioners in home health agencies.

Home health agency personnel are critical, yet little is known about
the quality of care they provide. The monitoring of personnel by HCFA
has been limited because overall enforcement of quality standards in home
health agencies has been extremely limited (GAO, 1997b). The committee
believes that HCFA should increase its monitoring of home health staff including
their education, knowledge, and competency, particularly for diverse population
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groups such as ventilator-dependent individuals and children with severe dis-
abilities. At the same time, new research efforts are needed to develop uniform
standards for the qualifications of home health care personnel and ways to improve
quality of care for nursing, therapy, and medical services.

Home health agencies are not required to appoint a medical director,
although many have established formal and informal relationships with
the medical community. No required visit schedule exists, but patients
receiving home health services usually are seen by their physicians in an
office setting.

Education and Training of Home Health Agency Staff

Certified agencies must have a qualified administrator who is either a
physician, a registered nurse, or a health administrator with education
and training and at least one year of supervisory experience. The Medi-
care conditions of participation for home health agencies (42 C.F.R. 484.36)
also specify the training of home health aides to provide personal care
services. The training generally covers the same areas described above for
nursing assistants in nursing homes. The training must be provided
through classroom and supervised practical training totaling at least 75
hours, with at least 16 hours devoted to supervised practical training (42
C.F.R. 484.36(a)). The person being trained must complete at least 16 hours
of classroom training before beginning the supervised practical training.

Supervised practical training means training in a laboratory or other
setting in which the trainee demonstrates knowledge while performing
tasks on an individual under the direct supervision of a registered nurse
or licensed professional nurse. The regulations also require 12 hours of in-
service training for home health aides during each 12-month period (42
C.F.R. 484.36(b)(2)). The competency evaluation must address each of the
subjects listed in the training program, and every home health agency
must complete a performance review of each home health aide no less
frequently than every 12 months.

Medicare specifies that the initial training of home health aides must
be performed by or under the general supervision of a registered nurse
who possesses a minimum of two years of nursing experience, at least one
year of which must be in the provision of home health care. Other indi-
viduals may provide instruction under the supervision of such a nurse.
The regulations also specify that the competency evaluation must be per-
formed by a registered nurse (42 C.F.R. 484.36(b)(3)). The in-service train-
ing generally must be supervised by an RN who possesses a minimum of
two years of nursing experience, at least one year of which must be in the
provision of home health care.

States may have additional training requirements for home health
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workers, and the extent of these requirements varies considerably (Scala
and Mayberry, 1997). A recent study found that California and Illinois
both required 120 hours of home health aide training, New Hampshire
required 100 hours, Kansas and New Jersey required 90 hours, and Texas
required 80 hours (Harrington et al., 2000e). The United Hospital Fund of
New York (1994) suggested increased training to improve the quality of
home healthcare. It recommended three weeks of training at a minimum
for home health aides after two weeks of classroom work and demonstra-
tion of competence in required skills. In addition, it recommended special
training and support for home health aides who manage difficult-to-serve
clients, such as those with Alzheimer’s disease or AIDS.

The federal training requirements may also need updating. The train-
ing should ensure the skills necessary to provide high quality of care,
promote autonomy, and monitor changes in patients’ conditions. In addi-
tion to general competencies, home health aides should be trained and
tested to ensure they can provide appropriate care when they are work-
ing with special populations such as demented clients, children, individu-
als with AIDS, and other groups.

Concern has been expressed by the community of people with dis-
abilities needing long-term personal attendant services that Federal Medi-
care and Medicaid training requirements do not include instruction for
providing consumer-directed services. For example, Scala and Mayberry
(1997) have argued that the lack of adequate training and information for
both consumers and staff is a major barrier to consumer-directed pro-
grams. A study of consumer-directed home and community-based ser-
vices conducted by the National Council on the Aging also identified
such training as a major issue (Cameron, 1996).

HOME CARE

As noted in the previous sections, the home care work force includes
workers in home health and home care agencies, including personal care
agencies, and those workers who are independent care providers. All of
the problems with the home health care work force are also seen in home
care, but very few studies have examined home care personnel issues and
their relationship to quality. Most of the literature is on access to, and
satisfaction with, consumer-directed models of personal care service dis-
cussed in earlier chapters. In these models, consumers select, train, and
supervise personal care workers (DeJong et al., 1992; Fenton et al., 1997;
Scala and Mayberry, 1997).

Benjamin (1998) conducted a study of California’s personal care ser-
vices program and examined the differences between agency model ser-
vices and independent providers with client-directed care. The study
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found benefits and negative features of both models. The independent
provider model provided more paid and unpaid hours to clients, but the
worker compensation was much lower than in the agency model. Overall,
clients were satisfied with both models. Clients receiving care from inde-
pendent providers, however, reported more positive outcomes about how
they felt in the service relationship and in their satisfaction with the tech-
nical and interpersonal aspects of care (Benjamin, 1998).

In states that have licensing requirements for personal care atten-
dants, many require attendants to be supervised by an RN who visits the
client every 60 to 180 days. Beyond these requirements, most states have
few specific regulations regarding personnel in home care agencies or
independent providers (Harrington et al., 2000e). It is unknown to what
extent states monitor personnel requirements and the extent to which
personnel issues are of concern.

As indicated in Chapter 3, although professionals involved with fami-
lies in home care must meet basic standards of professional accreditation
and licensure, demonstrate special expertise in the area of children’s care,
and have explicit training in areas related to the specific child in home
care, families face particular problems in the long-term care of children.
Many children receive needed care without difficulties, but many home
care providers may not have the training or experience in the care of
children. Instead, they come from a background of providing care for
elderly patients (Feinberg, 1985). Moreover, agencies or programs may
lack personnel equipped to supervise home and community-based care
for children.

EDUCATION AND TRAINING RECOMMENDATIONS

As the discussion above indicates, the education and training require-
ments for formal long-term care providers and informal care providers
are clearly important for ensuring high quality of care. The training should
be directed to all professionals, not only nurses but also therapists, respi-
ratory care providers, social workers, as well as other caregiving person-
nel. Although some minimum standards have been set for Medicare- and
Medicaid-certified providers, these are generally weak, especially in light
of the changing characteristics of those receiving care. Overall, the federal
education and training requirements may not be adequate to ensure high
quality of long-term care. Providers themselves are principally respon-
sible for ensuring adequate training and competency of their work force.
As a general principle, the work force must have the education, training,
and commitment to provide care that is consistent with the needs of the
individuals being served. The problem is that little research is available
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for many long-term care settings and services to show what appropriate
amounts and types of education are necessary to achieve this.

Emphasis in the future should be placed not only on the content of
training programs but more importantly on competency testing of skills
for both formal and informal care providers. Training programs should
be tailored to provide appropriate care to special population groups such
as individuals with developmental disabilities or AIDS, children, and
other groups. Providers also have to be trained and be competent in
providing care that uses the most current clinical practice standards for
different conditions such as dementia, diabetes, traumatic brain injury,
and others. Professionals have to be competent in care assessment and
planning, supervision of care workers, coordination of care services, and
client- and family-centered care. Increased attention to the education and
training of the long-term care work force is needed to ensure that staff has
both the knowledge and the skills to provide high quality of care, with
particular attention to client-directed care and the needs of special popu-
lation groups.

Recommendation 6.3: The committee recommends that for all
long-term care settings, federal and state governments, and pro-
viders, in consultation with consumers develop training, edu-
cation, and competency standards and training programs for
staff based on better knowledge of the time, skills, education,
and competency levels needed to provide acceptable consumer-
centered long-term care.

For such education and training programs to work, strict policies for
certification will be needed to establish improved standards for this work
force. Both basic and ongoing training should promote the development
of observational skills to monitor changes in resident or client conditions
(including physical, cognitive, social, and psychological status) and to
adjust care accordingly.

LABOR FORCE ISSUES

As stated earlier in this chapter, in addition to staffing levels and staff
characteristics, the education and training of staff, job satisfaction, turn-
over, and salaries and benefits also affect the quality of care provided. The
1996 IOM report on the adequacy of nurse staffing included a review of
the literature on labor shortages and the unstable labor pool for the nurs-
ing home market and the factors contributing to these problems (IOM,
1996a).
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A serious shortage exists in the long-term care work force. The boom-
ing economy is worsening the shortage of nurses, home health aides,
certified nursing assistants, and personal care workers (Ryan, 1999; Rimer,
2000). As higher-paying jobs with better working conditions have opened
up for the women who have typically held these jobs, workers are hard to
find. With the national unemployment rate falling to 3.9 percent in April
2000 (3.5 percent for adult women), it is likely to remain difficult to attract
staff into the long-term care industry (BLS, 2000). Shortage of home care
workers is the subject of state task forces in Florida, Pennsylvania, and
Maryland (Rimer, 2000).

The problem of recruiting workers is likely to worsen over time as the
number of people needing long-term care increases relative to the popu-
lation 20–64 years old, which makes up the work force (Lewin Group,
1999). The Bureau of Labor Statistics projects that jobs in the long-term
care sector will increase by 1.64 million, or 53 percent, between 1996 and
2006 (BLS, 1998). Reflecting the growing emphasis on the provision of
long-term care at home or in alternative residential settings rather than in
institutions, total employment in nursing facilities is projected to grow
less quickly than in other long-term care settings. BLS estimated that jobs
in nursing and personal care facilities would increase by about 37 percent
over 1996–2006 compared to increases of 59 percent in residential care
facilities and 90 percent in home health. The vast majority of these addi-
tional jobs will be for low-paid, low-benefit, low-skill home health aides,
personal care workers, and certified nursing assistants. Obviously, an
economic downturn could end the current shortage, but the long-run
demographic imbalance between the demand for and supply of workers
can only worsen over time, making it difficult to recruit the staff needed
to achieve higher staffing levels.

Personnel Turnover

 The American Health Care Association (1999) reported that in 1997
the turnover rate in nursing homes was 93 percent for NAs and 51 percent
for RNs and LPNs. The turnover rate for directors of nursing was 32.5
percent, and for administrators was 22 percent (AHCA, 1999). Relatively
high turnover rates of administrators and key supervisory personnel are
worrisome for the operation of facilities, given the concerns about the
caregiving work force and the vulnerability of many of those receiving
long-term care. Although little research has been conducted in this area, it
is widely recognized that administrative leadership is a crucial factor in
improving the quality of care.

Turnover rates were also high in the home health care sector
(Burbridge, 1993; MacAdam, 1993; Close et al., 1994; Crown et al., 1995).
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Feldman et al. (1994) reported that turnover rates for home health care
workers were much higher in private than in public agencies. The United
Hospital Fund (1994) reported a 40 percent turnover rate of home health
care workers; while Crown et al. (1992) reported 40–60 percent.

High turnover rates are not the only important factor in current labor
force problems in long-term care. The length of employment is also im-
portant. A high turnover rate among a small percentage of employees in a
facility is less likely to have an adverse impact on the quality of care,
although it may affect certain care users and certain services. However, a
high turnover rate for a large percentage of employees in a facility is
likely to have a more widespread effect on quality of care. Data on tenure
of leadership positions, turnover rates, and work force stability at the
facility level are not available from any public source at this time. Yet in
other businesses, such changes in leadership are reported in the press,
and the Securities and Exchange Commission asks for this information
from all publicly traded corporations so that stockholders have this infor-
mation when making investment decisions. Such information is equally
important for long-term care organizations.

Periodic shortages of personnel in long-term care can be attributed to
cyclical economic conditions that increase the competition for unskilled
workers and to structural features of the industry (Feldman et al., 1994;
Feldman, 1996). Although cyclical economic conditions significantly affect
the demand for unskilled workers, low wages and benefits along with
difficult working conditions and heavy workloads also make recruitment
difficult, even when unemployment rates are relatively high.

Wages and benefits for home and home health care workers, and for
those in nursing homes, are significantly lower than for those in acute
care settings (Crown et al., 1995; Feldman, 1996; Leavitt, 1998). For
example, in 1996, RN wages in nursing homes were almost 19.7 percent
lower than RN wages in hospitals. Wages of long-term care nursing assis-
tants were 21 percent lower than hospital NA wages, although LPN wages
were about the same as hospital LPNs (AHCA, 1997; Moses, 1997). Wages
of RNs in home health and public health nursing were reported to be
nearly 10 percent lower than those of RNs in hospitals in 1996 (Moses,
1997). Compared to hospital and nursing home workers, home care aides
tended to work fewer weeks per year and were less likely to work full-
time (Crown et al., 1995). Until wages and benefits in the long-term care
sector are brought closer to parity with those of hospital workers, hospi-
tals will continue to be the sought-after place of employment.

Restrictions related to the level of payment and benefits for indepen-
dent care providers raise significant concerns (Litvak et al., 1987; Tilly and
Bectel, 1999). Many consumer-directed long-term care programs base their
service payments on assumptions of low hourly rates for caregivers and
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prohibit consumers from paying higher rates. To the extent that these
prohibitions limit consumers’ ability to pay competitive wages and ben-
efits, they are likely to limit the ability of consumers to attract and retain
more capable and skilled caregivers. If the current tight labor market
persists and if recommendations for better pay for caregivers in nursing
homes are adopted, restrictions on consumer-directed payments are likely
to have an even greater impact on the availability of skilled caregivers.

Wages in other industries such as the fast food industry are some-
times higher than those of nursing assistants and home care aides in long-
term care settings, and working conditions of the former may also be
viewed as better. Even small differences in wages at that level influence
where people are willing to work. Many paraprofessionals working in
long-term care services earn, on average, only the minimum wage, which
puts their income at less than the federal poverty level, and most have no
benefits such as health insurance. Since many paraprofessionals are
women and minorities who are supporting families, the low wages are a
serious problem. Some workers take on two jobs or work extensive over-
time to increase their income. Such conditions lead to fatigue and ineffi-
ciency, and could have a detrimental effect on the quality of care provided.

Factors contributing to low wages and benefits in long-term care
include the limitations of Medicare and Medicaid reimbursements, high
reliance on self-paying patients with limited financial resources, the profit
orientation of many providers, and barriers to unionization (Burbridge,
1993; Close et al., 1994; Feldman, 1998). The low rates built into Medicare
and Medicaid reimbursement rates are particularly important because
these programs are the major payers for both nursing home and home
health care services. Unless wages and benefits are set at levels that allow
the long-term care industry to be competitive in the labor market, the
work force is structured for instability. On the other hand, raising
reimbursement rates will not by itself ensure that providers pass these
increases on to workers unless accountability is built into the payment
system.

Moving toward parity would undoubtedly be expensive for Medi-
care and Medicaid. Nonetheless, if improvement is to be made in the
quality of nursing home care, a stable and well-motivated work force is
needed. Government payers and providers of care must focus on improv-
ing compensation and working conditions.

Recommendation 6.4: For all long-term care service workers
and settings, the committee recommends that federal and state
governments, as appropriate, undertake measures to improve
work environments including competitive wages, career devel-
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opment opportunities, work rules, job design, and supervision
that will attract and retain a capable, committed work force.

Important as wages and benefits are, Feldman (1998) and Close et al.
(1994) found that work settings and management are critical in mediating
the impact of compensation on turnover rates for paraprofessionals.
Cohen-Mansfield (1997) and Blegen (1993) found that employee turnover
rates are related to the adequacy of training, methods for managing
workload and schedules, opportunities for career advancement, respect
from administrators, organizational recognition, social climate and work
level, staffing levels, clarity of roles, and participation in decision making.
Much can be done to improve the working environment and the design of
jobs for long-term care workers as part of a strategy to reduce turnover
rates (Feldman et al., 1990; Feldman, 1993; Banaszak-Holl and Hines, 1996;
Wilner, 1999).

Criminal Background Checks

Nursing homes and home health agencies are required under Medi-
care and Medicaid regulations to maintain written personnel policies and
procedures. Federal regulations specify that nursing home residents and
home health agency clients have the right to be free from abuse and
neglect and to be in a safe and secure environment (OIG, 1998). To help
facility managers screen out personnel with a record of abuse, each state
under federal law is required to establish and maintain a registry of nurs-
ing aides that includes information on any finding by the state survey and
certification agency of abuse, neglect, or misappropriation of property
involving the elderly. Federal law does not require registries for regis-
tered nurses or licensed practical nurses, but state regulatory agencies
monitor professional licenses, which may be suspended or revoked for
breaches of conduct such as abuse of patients. There is no national system
in place by which states can share information about known abusers, so
workers can now evade state registries by moving from state to state.
Moreover, current federal law does not require national criminal back-
ground checks of those working in long-term care.

The Office of the Inspector General (OIG, 1998) conducted a survey of
states to determine their requirements for background checks of current
and prospective employees of long-term care facilities and to see if states
were maintaining registries on health workers. OIG found that 33 states
required criminal background checks, but the coverage of such checks
varied widely and not all facilities serving the elderly were included.
They also found that a majority of states required checks of nurses aides
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seeking employment, but did not require checks of already employed
aides or other personnel such as nurses. The sources for the criminal
checks also varied.

The same study found that all 37 states contacted maintained regis-
tries for NAs, LPNs, RNs, and medical practitioners. Yet, 94 percent of the
states did not initiate criminal background checks of personnel when they
applied for certification or licensing, 29 percent did not require prior arrest
or conviction information on renewal applications, and 13 percent did not
have any provision for penalties for false statements on licensing or certi-
fication applications. OIG (1998) collected criminal records at eight ran-
domly selected nursing homes and found that 5 percent of employees had
been convicted of a variety of crimes including many serious offenses
such as assault, robbery, and theft. OIG recommended federal require-
ments for criminal background checks of all workers in nursing homes
and other long-term care facilities, and assistance in the development and
expansion of a national abuse registry and state registries. It also recom-
mend requiring states to improve reporting of abuse (OIG, 1998).

At the present time, certified nursing homes and home health agen-
cies are not required by Medicare or Medicaid to conduct a criminal record
check before hiring personnel. The American Health Care Association has
also recommended the development of a national abuse registry and
criminal background checks for workers. The Assisted Living Quality
Coalition (1998) likewise recommended that a criminal record check and
a check of any aide registry that is available should be conducted three
days prior to employment for all new staff. It further recommended that
staff not be retained if they have been convicted of a felony or any crime
involving the abuse, neglect, or exploitation of others. HCFA recom-
mended new legislation (HCFA, 1998a) to require criminal background
checks for all nursing home personnel. This proposal is currently under
study by members of the U.S. Senate Special Committee on Aging.

In 1999, Senators Kohl, Reed, and Byrd introduced legislation for the
Patient Abuse Prevention Act (S. 1445) to require criminal background
checks for personnel in nursing homes, intermediate care facilities for the
mentally retarded, home health agencies, hospices, and other facilities
that receive Medicare or Medicaid funds. The legislation would also require
the creation of a national registry to list all long-term care employees
including professional and non-professional staff who have been found
to have abused, neglected, or mistreated residents. The registry would be
incorporated into the existing provider database created by the Health
Insurance Portability and Accountability Act of 1996. There are issues
about where the national registry would be housed and who would pay
for the background checks.

Because of the vulnerability of all individuals receiving long-term
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care services, the committee considers that measures are needed to pro-
tect clients.

Recommendation 6.5: The committee recommends federal leg-
islation requiring timely performance of criminal background
checks before hiring for all personnel in all long-term care set-
tings.

Long-term care providers should not hire or retain people convicted
of a felony or misdemeanor that involves abuse or neglect of others. Fed-
eral support is needed to ensure that criminal background checks can be
conducted in a timely fashion, especially because the high turnover of the
work force demands quick responses in hiring.

Involvement of Informal Caregivers

Client and family involvement in the provision of long-term care
services, generally on an unpaid basis, is of critical importance in the
provision of long-term care. As indicated earlier in this report, family
members provide an estimated 80 percent of the long-term care for eld-
erly people (Barusch, 1991), and they provide homes and daily support
for 90 percent of the people with developmental disabilities (Bass, 1990).
Under some state programs and some federal demonstration projects,
family members sometimes have been paid for such care.

The role of families in long-term care for children with special health
care needs is given emphasis particularly in home and community-based
services. Children generally do better, in terms of both physical growth
and development and cognitive and educational development, in these
settings than in institutional settings (Burr, 1985; Quint et al., 1990;
Patterson et al., 1992; Perrin et al., 1997). However, data from a qualitative
in-depth study of everyday family life experiences suggest that families
of young children with severe disabilities continue to seek out-of-home
placement. Without exception, the primary desire of all families was to
care for their child at home. However when placement was considered,
even if remote, the most frequently reported reasons were family “sur-
vival” and mitigating circumstances. The finding that one-quarter of the
families had already sought or were considering placement for children
in a young age range is provocative for policy and practice (Llewellyn et
al., 1999).

The impact of chronic conditions on the family is one of the major
problems confronting the health care system today (Coyne, 1997). Family
care-giving is a critical but finite resource. Evidence, including results of
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randomized trials, suggests that supports for family caregivers can have
positive effects on the health outcomes and well-being of those receiving
care (e.g., Zimmerman, 1984; Meyers and Marcenko, 1989; Singer et al.,
1989; Herman, 1991; Yoon et al., 1993; Agosta and Melda, 1995; McFarlane
et al., 1995; Mittelman et al., 1996). These studies range from those in
which the intervention consisted entirely of psychosocial support to fam-
ily caregivers (e.g., Singer et al., 1989; McFarlane et al., 1995; Mittelman et
al., 1996) to one study in which caregivers were part of a multi-element
intervention (Yoon et al., 1993).

Some states are beginning to provide client and family training in
caregiving activities for clients living at home so they can be involved in
the hiring, supervision, and management of care at home. The benefits of
client and family involvement in care are obvious in providing services
beyond the formal caregiving services, but the major benefit may be in the
involvement of client and family in monitoring the quality of care. The
committee believes that state and local government long-term care programs
should make educational and ongoing support available to consumers and their
families who are actively involved in the hiring, training, or supervision of
caregiver-staff at home and encourage efforts to foster more interaction and coop-
eration between formal and informal caregivers.

Another set of concerns expressed about informal caregivers involves
liability for personal injuries. However, agencies that supply privately
hired caregivers have faced little litigation charging negligence (Kapp,
1991). Perhaps more serious is the risk of liability for personal injury to
independent care providers who are not covered by workers’ compensa-
tion insurance. Scala and Mayberry (1997) have suggested that liability
concerns for consumers and programs can be minimized by making the
consumer the employer of record, delineating the responsibilities of the
program and the consumer, educating and assisting consumers in the
selection and supervision of care providers, encouraging consumers to
require criminal history checks for their providers, and providing workers’
compensation as a part of the benefits package.

CONCLUSION

To succeed, efforts to improve the quality of long-term care require a
work force that is sufficient in size, with the necessary skills, competence,
and commitment to provide the needed health and personal care services
and to manage the delivery of this care in a supportive environment. This
committee has serious concerns about each of these requirements and
believes that numbers, skills, training, assessment, and positive manage-
ment of frontline caregivers must become a higher priority for policy
makers, managers, advocacy groups, health professionals, and researchers.
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The committee recognizes that the recommendations presented in this
chapter would entail additional costs for providers of care. Substantial
improvements in the long-term care work force are not possible without
increased resources for providers of care. Government policies of reim-
bursing for long-term care have an important influence in improving
quality of care. Reimbursement issues are discussed further in Chapter 8.
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Building Organizational Capacity

In the past decade, much time, money, and effort has been spent on
improving care in nursing homes, with less than adequate results.
Measurement tools, quality standards, and external oversight mecha-

nisms all are important for providing quality care, but they do not ensure
a capacity to use the measures correctly, implement the standards effec-
tively, or respond to oversight as intended.

This chapter discusses the organizational capacity of a provider to
manage information and personnel, the technology and resources needed
to translate knowledge into improved long-term care, and the management
needed for meeting policy makers’ demands for accountability. Specifi-
cally, it discusses the needed technology and resources that are generally
not present in long-term care settings, ways to improve organizational
capacity, and the effectiveness of the guidelines and quality management
initiatives in long-term care. Although this chapter focuses mostly on
nursing homes, many of the issues discussed are applicable directly or
with some adaptation to those providing services in other long-term care
settings, such as residential care facilities and home health care.

RECENT INITIATIVES TO IMPROVE CAREGIVING CAPACITY
IN LONG-TERM CARE

A number of initiatives have been put in place in recent years to
facilitate the ability of nursing homes to produce better outcomes for
people using long-term care. These initiatives include the following:
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• Omnibus Budget Reconciliation Act of 1987 (OBRA 87) Regulations. Regu-
latory standards articulated in OBRA 87 have provided nursing
homes with a specific definition of quality (e.g., considering quality of
life as well as quality of care). One effect was to focus nursing homes
on their residents and on achievable quality.

• Minimum Data Set (MDS). Standardized clinical information systems
have been developed in the form of the MDS. This data set is designed
to help nursing homes organize their clinical activities to meet regula-
tory expectations for quality of care.

• Practice Guidelines. Evidence-based practice guidelines, which provide
the best scientific advice available on how to treat common health
problems, have been developed for some long-term care settings and
common geriatric conditions (e.g., incontinence, behavioral agitation,
depression, and pain). These guidelines bridge the gap between the
clinical research literature and the providers, often in algorithms or
steps to guide assessment and treatment and thus lead to better out-
comes.

• Quality Improvement Systems. Some nursing homes have embraced
improvement philosophies and methods that have primarily been
successful in settings outside of health care. These quality improve-
ment systems focus on consumer perspectives and preferences, orga-
nize staff efforts and care processes, and guide management activities.

Taken together, these four initiatives logically begin with policies to
define goals for better nursing home care and they help providers meet
these goals. The logic of this approach tempts a generalization to other
long-term care settings. However, there is no strong evidence that these
approaches have solved major quality problems in nursing home care.

FROM RULES, DATA, AND GUIDELINES TO
EFFECTIVE PRACTICE

A review of the research literature and testimony presented to the
committee generated insufficient evidence to conclude that the four ini-
tiatives to improve nursing home care have improved quality to the levels
expected. Previous chapters have addressed issues related to OBRA 87
and MDS initiatives. This chapter focuses on the evidence about the effec-
tiveness of practice guidelines, initiatives in quality management systems
in long-term care, and the limitations of organizational capacity to trans-
late knowledge into improved care.

Practice guidelines were developed with the hope that they would
improve health outcomes and, often more importantly, contain costs (see,
e.g., PPRC, 1988, 1989; IOM, 1990, 1992). They try to make user-friendly
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synthesis of evidence available to providers who are unable to evaluate
broad scientific and clinical literature. Over time, despite charges about
“cookbook medicine” and controversy over government-sponsored
guidelines, the practice guidelines fulfill a need. Accordingly, health care
organizations are using careful evidence-based processes to develop
guidelines. In the long-term care area, both the American Medical Direc-
tors Association and the American Geriatrics Society support practice
guidelines (AMDA, 1996; AGS, 1997, 1998).

Unfortunately, studies of acute and primary care report limited imple-
mentation of guidelines, although they have also begun to identify barri-
ers to their use and propose ways of overcoming them (see, e.g., Chassin,
1993; James, 1993; Pestornik et al., 1996; Davis and Taylor-Vaisey, 1997;
Cameron and Naylor, 1999; Guyatt et al., 1999; Katz, 1999). Although
long-term care is less studied than acute care, guidelines appear neither
routinely nor effectively implemented by nursing home providers, nor
widely known by direct care nursing home staff.

QUALITY MANAGEMENT SYSTEMS

Many nursing homes report that they have made significant invest-
ments and progress in the quality improvement area. However, like practice
guidelines, it is difficult to demonstrate objectively that quality manage-
ment systems have significantly improved nursing home care. Even though
originally developed for the industrial sector, they are being increasingly
adopted by health care organizations (Berwick, 1989; Laffel and
Blumenthal, 1989; IOM, 1990; Blumenthal and Kilo, 1998; Shortell et al.,
1998). Quality management principles include the following:

• a focus on consumer needs and consumers’ perceptions of how well
their needs are met;

• an understanding that a system is composed of processes, all of which
must work together to meet consumers’ needs;

• a management responsible for process design and quality manage-
ment;

• a focus on those processes needed to meet consumers’ needs;
• a focus primarily on how the processes work, not on individual per-

formance;
• a data-driven quality management system that is based on objective

measurements, not on guesses, intuition, or anecdotes;
• quality management measures of consumers’ values and perceptions,

consumers’ health and well-being, and resource use and costs, as they
actually occur, not as they are intended to occur; and

• measures to identify improvement opportunities, set priorities, reduce
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variation in processes (including errors) and outcomes (including
adverse events) such as improved health and resource efficiency.

Two major nursing home provider organizations—the American
Health Care Association and the American Association for Homes and
Services for the Aging—and the Joint Commission on Accreditation of
Healthcare Organizations (JCAHO) support the quality management sys-
tems approach. However, there are only anecdotal reports by nursing
home providers that quality improvement systems have been imple-
mented or that implementation has resulted in improved outcomes. More-
over, this anecdotal evidence is contradicted by two studies that used
controlled designs to evaluate the effectiveness of continuous quality
improvement interventions (McKenna et al., 1998; Schnelle et al., 1998).
The Ohio pressure ulcer project reported no improvement in pressure
ulcers (McKenna et al., 1998). The incontinence study (Schnelle et al.,
1998) showed improved outcomes, but only while incontinence care was
provided or monitored by research staff. The researchers concluded that
although practice guidelines could be implemented to improve outcomes,
such improved outcomes did not in themselves provide sufficient incen-
tive for nursing homes to maintain the program without the external
monitoring and consultation provided by research staff. Limited trained
staff time and organizational capacity are a barrier to improved perfor-
mance in nursing homes. The improvement principles mentioned above
are demanding to implement, even in organizations that are relatively
rich in resources and expertise, which most long-term care organizations
are not.

Most applications and most research on quality management have
focused on hospitals. A recent review of the literature by Shortell and
colleagues (1998) revealed some evidence of improved outcomes and
reduced costs in clinical care from quality improvement techniques. It did
not find evidence of organization-wide improvements in clinical perfor-
mance. Another recent review suggested that in studied hospitals, the
techniques had little impact on organizational culture (Gerowitz, 1998).

ORGANIZATIONAL CAPACITY TO TRANSLATE
KNOWLEDGE INTO PRACTICE

Defining expectations for quality care and extending the knowledge
base needed to meet these expectations will lead to improvement only if
nursing homes have the capacity to translate this knowledge into practice.
Unfortunately, a large gap exists between current knowledge and the
industry’s capacity to implement that knowledge. The missing compo-
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nents are the number and competence of staff and the amount and type of
needed resources.

OBRA 87 regulations, practice guidelines, and quality management
systems fail to emphasize these critical capacity issues, perhaps because
the technical expertise of long-term care providers and the necessary tan-
gible resources are assumed. Practice guidelines, for example, provide
specific recommendations about how to treat nursing home residents
based on the best knowledge available in the clinical research literature.
None of the guidelines, however, include a description either of the per-
sonnel necessary to implement recommended treatment steps or of the
implementation costs (Schnelle et al., 1998).

Moreover, because implementation issues are not a major focus of
controlled clinical trials, they also are not a major focus of the practice
guidelines. Schnelle and colleagues (1998) recommended that guidelines
should be evaluated to show how they apply to long-term care settings.
The lack of emphasis on such basic implementation barriers as staffing
adequacy and cost is common in efforts to improve long-term care.

Long-term care providers have deemphasized the importance of orga-
nizational capacity by failing to document systematically the costs or
problems associated with delivering care consistent with OBRA 87 or
other regulations. Instead, these providers suggest that existing resources
are adequate not only to provide care consistent with regulations, but also
to implement sophisticated improvement programs—all this without a
significant increase in the direct care nursing home work force since OBRA
87 was enacted. Furthermore, most nursing homes, even highly moti-
vated ones, lack the technical expertise and tangible resource capacity
necessary to translate OBRA 87 regulations, practice guidelines, and qual-
ity improvement systems into practice. The rest of this chapter discusses
two broad issues relevant to improving quality of care: (1) collecting and
analyzing information and (2) translating this information into care pro-
cesses that address quality problems.

Collecting and Analyzing Information

Regulations, data, guidelines, and quality improvement initiatives
identified above all include information collection requirements. As
Johnson and Kramer (1998) point out, improving quality requires identify-
ing problems accurately. But an information system to measure the broad
array of problems experienced by nursing home residents is difficult to
design and even more difficult to implement. Nursing home residents
suffer from multiple clinical and functional disabilities as well as quality-
of-life problems.

Unfortunately, nursing homes have little experience using informa-
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tion either to evaluate the quality of care or to manage staff activities; they
traditionally have not employed floor supervisors with training or exper-
tise in information management. Even today, computers typically are not
found at nurses’ stations or otherwise accessible to direct care staff.

Some of the issues relevant to collecting the clinical information involved
in the MDS and information on quality of life or satisfaction through
resident or family interviews are discussed in Chapter 4. One of the pri-
mary barriers to accurate data collection in nursing homes is the absence
of standardized clinical or life quality assessment protocols. Without stan-
dardized protocols nursing homes cannot plan or budget accurate quality
assessments.

The MDS is generated from the perception of a nursing home work-
force that is largely paraprofessional, temporary, and in need of more
professional supervision. Such staff is not competent to provide the pre-
cise ratings in multiple areas of the MDS. Furthermore, accurately com-
pleting the annual or quarterly MDS reports is only part of the challenge.
There are 18 resident assessment protocols (RAPs), which are triggered
by problems noted in the MDS items. For example, a series of additional
assessments are recommended for residents rated on the MDS as showing
low oral food intake. Two separate studies reported that over 60 percent
of nursing home residents would be triggered for these follow-up assess-
ments (Pokrywka et al., 1997; Simmons and Reuben, 2000). Given the
number of residents who need to have MDS and RAP assessments com-
pleted, it is surprising that there is no information about what staff time,
supervisory oversight, or training mechanisms are necessary to collect
these data accurately. Apparently, nursing homes are assumed to have
both the tangible resources and the technical expertise necessary for accu-
rate MDS and RAP assessments. The assumption of “adequate resources”
seems particularly tenuous when the additional resource requirements of
assessing resident or family perceptions of quality are considered. The
latter measures are not covered in the MDS and involve significant tech-
nical challenges and resources that are different from those involved in
completing the MDS, and assessment is only the first step in improving
quality and not even the most labor-intensive step.

Translating Information into Practice

Assuming that accurate information can be collected, the result is not
quality improvement unless it is translated into practice. Two major aspects
of translating clinical or quality-of-life information into practice require
organizing information to identify quality problems; and implementing,
managing, and evaluating care processes to resolve quality problems.

Automated information-processing technologies help providers use
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MDS information to evaluate outcomes. The barriers to using this infor-
mation to improve care are due primarily to obsolete information tech-
nologies and the ability of staff to interpret the information. Mechanisms
exist to organize MDS information either at the resident or at the aggre-
gated level (e.g., facility or region). The resident assessment protocol
(RAP) is a brief version of a practice guideline that makes recommenda-
tions about further assessment and treatment after a problem or potential
problem has been identified (e.g., How do you assess and treat a resident
whom you suspect is dehydrated?). This triggering system can be man-
aged manually or with specially designed software. This triggering soft-
ware may automatically generate care plans that are not appropriately
individualized, This problem suggests that nursing home staff will need
education in how to use information-processing technologies (Harrington
et al., 1996).

Recently, software has been designed that aggregates MDS data into
risk-adjusted quality indicators (e.g., number of residents with pressure
ulcers who have high or low risk factors for that condition) (Zimmerman
et al., 1995). The primary purpose of this is to identify facilities with
unusual quality indicator scores. Quality indicators are now also incorpo-
rated in the survey process. Presumably, state survey staff can target
problem facilities and motivate nursing homes that score poorly to cor-
rect problems. Whether this approach will achieve its purposes is unclear
because it is based on the following three untested assumptions:

1. survey staff will know which processes to assess in nursing homes
that have scored poorly on quality indicators;

2. nursing homes that score poorly do, in fact, implement different care
processes than nursing homes that score well; and

3. significant and stable variation in the quality indicator performance
scores will allow identification of both “good” and “bad” nursing
homes.

One study reported that stable differences between nursing homes in
Massachusetts were not evident on nine different indicators monitored
over a three-year period (Porell et al., 1998). The authors concluded that it
might not be possible to identify “good” nursing homes using clinical
quality indicator data. Other studies have concluded that indicators are
stable over a short time (Karon et al., 1999). Clearly, further research is
needed on all three assumptions. As mentioned, quality indicator soft-
ware produces summary scores which do not provide caregivers with the
specific information necessary to influence the care of an individual resi-
dent, even though it might allow nursing homes to identify groups of
residents with a common problem and monitor their progress over a
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period of time. Effective clinical practice requires constant adjustments in
the resident’s treatment. With this in mind, and because the health of
nursing home residents can generally be expected to decline, a technol-
ogy is needed to track the expected rate of decline for both individuals
and for groups of residents in the same risk-adjusted categories (Kane et
al., 1998b).

Lack of such automated information organization systems is a resource
barrier to organizing MDS information for better care and regulation.
Labor resources are less of a barrier to data organization than they are to
accurate data collection. However, the time and intellectual resources
required to prepare primary MDS data collection forms for computer
entry are significant. In summary, better automated information systems
to organize MDS data are essential to improve care in nursing homes.

IDENTIFYING EFFECTIVE INTERVENTIONS

The initiatives for improving care processes and outcomes include
recommendations for assessment and treatment. Although the costs of
implementing the assessment recommendations are unknown, they are
likely to exceed nursing home resources. If the resources needed to imple-
ment treatments are factored in, nursing home resources are likely to be
overwhelmed.

As was discussed earlier in this chapter, practice guidelines and RAPs
are two initiatives designed to help nursing home staff identify processes
that will improve outcomes. Two contradictory criticisms have been made
about these initiatives. First, guidelines are too “prescriptive” and the
nursing home work force (presumably mostly nurse assistants) should be
able to design their own interventions to improve quality. This position
puts significant pressure on an overworked, underpaid, and unstable
paraprofessional work force. It also contradicts the basic assumption under-
lying practice guidelines that even highly paid professionals need advice
and assistance. In fact, most guideline recommendations are intended to
influence physician practice. Furthermore, as one reads the guidelines or
RAPs with an eye toward implementing them, the argument that they are
overly prescriptive loses force. Indeed, the second criticism is that these
initiatives lack sufficient specificity for providers who are not expert in
any one particular content area (e.g., depression) and who are consumed
with the simple demands of daily care (Schnelle et al., 1998). Clearly no
guidelines have been tested under realistic field conditions for the pur-
pose of answering the following questions:

1. Can the guideline recommendations be implemented by staff who are
not specifically trained in the guideline content area?
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2. How time-consuming is it to implement the guidelines? What skills
are needed to do so? How do these time and skill requirements match
those typically available in nursing homes?

3. What are the effects of implementing the guidelines?

A great deal of clinical expertise, creativity, and time is needed to
fully implement the assessment and treatment recommendations con-
tained in the 12 practice guidelines available pertaining to nursing home
residents and the 18 RAPs. At present, there is little reason to believe that
nursing home staff will have either the technical expertise or reimbursed
time necessary to implement even the assessment recommendations in
the RAPs and practice guidelines.

At the same time, many low-tech, common sense interventions can
improve nursing home quality outcomes. For example, multiple con-
trolled clinical trials have demonstrated that urinary incontinence in most
nursing home residents can be improved with simple toileting assistance
programs (Creason et al., 1989; Schnelle, 1990; Colling et al., 1992; Hu et
al., 1995). Although simple, these interventions are often more time-
consuming to implement than the usual care processes conducted in
nursing homes. Also, the labor costs associated with implementing care
processes may be even more than those associated with conducting assess-
ments.

The above discussion shows that practice guidelines and RAPs rarely
have been developed with an eye towards getting providers to under-
stand what personnel would most appropriately implement them and
what are the costs associated with them.

CARE PROCESS IMPLEMENTATION AND IMPROVEMENT

Simple (i.e., not technically complicated) interventions can improve
nursing home resident outcomes, but it is doubtful that there is enough
staff to implement these simple but time-intensive interventions. Further-
more, improvement management models designed to facilitate the imple-
mentation of validated care processes require a significant expenditure of
time for measurement and analysis. These expenses increase the total cost
of implementing the processes.

The care patterns of nursing home staff have been described in obser-
vational studies by multiple research teams starting with the classic study
by Baltes and her colleagues in 1983. This study documented that care-
givers were more likely to reinforce resident behaviors characterized as
dependent as opposed to independent (e.g., providing excessive physical
assistance with movement instead of reinforcing residents for indepen-
dent efforts to move). Not much has changed in 20 years. More recent
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observational studies in the areas of incontinence, mobility and exercise,
dressing, and nutrition show that caregivers still tend to provide care that
is time-efficient but is inconsistent with maintaining residents’ highest
level of functioning. For example, nursing aides (NAs) prefer to change
wet residents because this takes significantly less time than toileting, even
though toileting promotes continence (Schnelle et al., 1988a).

Nursing assistants employ time-efficient care practices that inciden-
tally reinforce dependence and functional decline. Their workloads are
inconsistent with the labor-intensive care processes to promote indepen-
dence. However, no study has yet documented how many residents a
nurse assistant can effectively care for, suggesting a large gap in this area.

Multiple studies indicate that staffing in nursing homes is inadequate
to provide care that meets consumer expectations or is consistent with
maximizing residents’ independence. For example, families and residents
interviewed in three different projects consistently identified staffing as
their primary problem with nursing home care (VA, 1994; Gustafson and
Gustafson, 1996; Norton et al., 1996). Inadequate staffing also was repeat-
edly identified as a problem in testimony both before this committee and
before the Senate committee that commissioned the General Accounting
Office to report on nursing home care (U.S. Special Committee on Aging,
1998, 1999). In addition, nursing aides themselves have reported in three
separate studies that they have insufficient time to implement toileting
programs or interventions designed to improve food intake among resi-
dents, and to individualize care (Kayser-Jones and Schell, 1997; Lekan-
Rutledge et al., 1998; Walker et al., 1999). Finally, observational studies
contrast the actual time spent providing usual care to the increased time
required to implement care processes that promote better outcomes.

Controlled intervention studies by different research teams show that
incontinence can be improved within one to three days using a toileting
assistance program (Creason et al., 1989; Schnelle, 1990; Colling et al.,
1992; Hu et al., 1995); but perhaps because of the increased staff time costs
involved with a continence program, nursing home staff did not maintain
improved continence by consistently providing the requested toileting
assistance in even the most responsive residents after research staff left
the facility (Schnelle et al., 1990; Schnelle et al., 1993, 1995b).

Similarly, other studies of ambulatory residents with high risk of func-
tional decline show that mobility declines with inactivity, use of restraints,
and fear of falling (Schnelle, 1992a; Schnelle et al., 1995b; MacRae et al.,
1996). These residents need guidance and physical assistance with walk-
ing, which requires time- and attention-consuming care. An integrated
protocol, called Functional Incidental Training (FIT) combines continence
care with ambulation exercise. FIT implemented every two hours, four
times a day for eight weeks, significantly increases walking endurance,
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physical activity levels and standing ability (Schnelle et al., 1995b), while
contributing to continence training. Time cost analysis shows that staff
time and cost differentials are high, but there is no apparent way to reduce
the time needed to implement the intervention protocols (Schnelle et al.,
1995a). Supervised exercise is necessary to prevent mobility declines and
physically dependent residents need labor-intensive toileting assistance
to be continent. Also, the frequency of walking assistance and inconti-
nence care in these studies are consistent with resident and family prefer-
ences for such assistance (Schnelle et al., 1988a, 1995b; Simmons and
Schnelle, 1999).

As in continence and mobility, the activity of daily living of dressing
can be improved with slower, but greater resident involvement. Exces-
sive assistance in dressing saves staff time but produces dependence (Beck
et al., 1997; Rogers et al., 1999). However, the time needed to promote
independent dressing exceeds the time that staff usually devote to assis-
tance with dressing. One dressing intervention study reported that nurs-
ing staff failed to maintain residents’ independence levels once research
staff stopped implementing the prompting protocol (Beck et al., 1997).

Similarly, nutrition may be enhanced with labor intensive prompting
strategies. Nursing home staff do not spend sufficient time assisting resi-
dents at risk for under-nourishment (Backstrom et al., 1987; Kayser-Jones
et al., 1997; Steele et al., 1997). In addition, staff often either provide exces-
sive physical assistance with feeding or pressure residents to eat quickly,
apparently because of work-related time pressures (Kayser-Jones et al.,
1997). Even residents who are physically capable of feeding themselves
are at-risk for under-nutrition if they are regarded as “slow eaters” by
nursing home staff. Two sudies reported that increased staff attention
may be effective with nutrition (Lange-Alberts and Shott, 1994; Van Ort
and Phillips, 1995) and an expert consensus group has reported that a
staffing level of two to three residents per one aide is needed at mealtimes
(Harrington et al., 2000c); the usual ratios are 10 to 1 or higher.

In summary, the various intervention studies reviewed here pertain-
ing to four different domains—continence training, mobility, dressing,
and nutrition—have reported consistent results. They provide strong evi-
dence that simple interventions that use prompting and graduated physi-
cal assistance will produce better outcomes in nursing home residents.
The interventions produce comparatively better results during the research
period, in part because usual care processes are done too infrequently to
promote better outcomes, or provide excessive physical assistance, which
undermines the resident’s ability to perform independently. Unfortu-
nately, usual care practices are less time-consuming and less costly than
promoting strategies that lead to more independence and better outcomes.
The available time-based estimates of the staffing needed to implement
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better care processes indicate that nursing homes are inadequately staffed
to provide care that maximizes residents’ independence and, by implica-
tion, their quality of life. These labor resource barriers become more
daunting when requirements of improvement management models are
added. Such improvement management models involve their own intel-
lectual and labor resource costs, which go beyond those just discussed.

MEASUREMENT ISSUES

The core components of an improvement management model, described
earlier in this chapter, have been embraced by both nursing home pro-
viders and others in the health care industry in part because the model is
intuitively appealing and has worked well in other settings, primarily
industrial settings. However, the model may be more difficult to replicate
successfully in health care settings due in part to measurement costs and
related issues, although there is some evidence that continuous improve-
ment models have been implemented successfully in acute care settings
(Berwick and Bisognano, 1998).1

An improvement model focuses on work processes that are both
under the control of providers and causally related to outcomes. The
strategy is to frequently monitor these processes so as to identify and
control the factors that interfere with their successful implementation.
This should lead to continuous process improvements and thus, to improved
outcomes. With this strategy, it would be inefficient to wait until out-
comes are reported to conclude that care is either good or bad. In most
cases, care processes have to be conducted poorly for extended periods to
produce bad outcomes. Instead, the improvement model continuously
analyzes work processes to prevent bad outcomes from ever occurring.

Implementing an improvement model successfully entails adding fur-
ther to the already high measurement burden incurred by nursing homes.
In industrial and service settings, where the improvement management
model is most successful, very frequent and even continuous records of
work processes are available. For example, continuous measures of
assembly-line work processes are generated with computerized measure-
ment technologies.

In most health care settings there are few, if any, process-monitoring
technologies analogous to those in industrial settings. In nursing homes,
nursing staff record some data relevant to processes on work flow-sheets
(e.g., reposition every two hours, ambulate one time). However, these

1A more complete discussion of the barriers to implementing improvement models in
nursing homes (e.g., unstable staff) has been published (Schnelle et al., 1993).
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self-reported data are of suspect accuracy and in some cases are too non-
descriptive (e.g., change wet residents as needed) to be useful for improve-
ment management purposes.

Cost-efficient methods for measuring work processes in health care
settings are largely unavailable at this time, and considerable creativity is
needed to develop such methods. Recent research, for example, shows
that approximately 48 percent of nursing home residents can accurately
describe the care they receive (Simmons et al., 1997). Thus, it is possible
that accurate reporters could be targeted and systematically interviewed
as a means of determining whether care processes are being implemented
(e.g., “Were you given walking assistance today?”). This system could
work, but whether it is affordable and whether nursing home residents
will cooperate is unknown. Other innovative monitoring systems have
used hand-held computers to facilitate frequent records of care activities
and microchips to continuously record resident movements, wetness levels,
and staff contact with residents (Holmes, 1996). The microchip technol-
ogy potentially permits continuous monitoring, similar to the continuous
process data collection that occurs in industrial improvement models.

These high-tech solutions to process-monitoring have been criticized
by some as dehumanizing care. At the same time, a counter-argument has
been made that these methods provide the missing information needed to
effectively manage consumer-centered care, and that nursing aides need
the feedback provided by such information to sustain high motivation for
their job. Clearly, more research is needed in this area, including studies
that assess resident, family, and staff perceptions of these new technolo-
gies. Given the potential of automated process-monitoring systems to
resolve both accuracy problems that have been reported with nursing
home data recording systems and given their obvious usefulness for
improvement management purposes, these research programs should
receive a high priority.

Nonetheless, long-term care is years away from having a cost-effective
process and information monitoring technology that is acceptable to all
stakeholders and is as useful as the systems used in industrial settings. In
the absence of such a technology, it is not surprising that nursing homes
and other healthcare settings have experienced difficulty in implement-
ing successful improvement models. Research is needed to test feasibility
and cost effectiveness of implementing clinical practice guidelines and
proven care interventions in long-term care settings. As stated earlier,
there is an increasing number of guidelines and interventions that require
rigorous testing to determine the costs of training, implementation, and
maintenance, as well as the impact on key resident outcomes.
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IMPROVING ORGANIZATIONAL CAPACITY

The high expectations for improved care created by post-OBRA 87
requirements, such as the MDS, suggest objective analyses of the resources
needed to operationalize and implement the initiatives. Pressuring nurs-
ing homes to document care consistent with the regulatory requirements
may be counterproductive in the absence of sound estimates of resource
requirements and the match between these requirements and those actu-
ally available (Schnelle et al., 1997).

Certainly, current nursing home resources can be used more effec-
tively and efficiently to improve care. But lack of a more realistic analysis
of the resources needed and currently available to fulfill the intent of
OBRA 87 prevents more objective resolution of these financially focused
arguments. In addition, simply spending more money on nursing home
care without improvements in other factors associated with quality care
will not result in significant improvement (see Chapter 8 for a review of
evidence linking payment to quality). This report emphaizes the inad-
equacy of staffing levels in nursing homes and the consequent deficiency
in long-term care services. However, increasing staffing levels without
simultaneously improving their education and training, and management
systems will most certainly result in less-than-expected improvement.
The management problems related to accurate measurement of staff per-
formance as well as numerous other management issues must be resolved
to fully realize the benefits of increased staffing.

The committee has made several recommendations throughout the
report that could resolve organizational capacity problems that have been
raised in this chapter. For example, recommendations made in Chapter 6
regarding staffing are necessary ingredients for significantly improving
organizational capacity (see Recommendations 6.1, 6.2, and 6.3). In addi-
tion, the committee offers the following recommendations to resolve the
primary organizational capacity problems that have been discussed in
this chapter related to both technical (e.g., how to manage staff) and tan-
gible resources (e.g., how many staff and with what education and train-
ing levels are needed, and what are the costs associated with them?).

Recommendation 7.1: The committee recommends that the
Department of Health and Human Services fund research to
examine the actual time and staff mix required in different long-
term care settings to provide adequate processes and outcomes
of care consistent with the needs and variability of consumers
in these settings, and the fit between these needs and other
existing staffing patterns. The Committee further recommends
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that the Department of Health and Human Services, by estab-
lishing Centers for the Advancement of Quality in Long-Term
Care, initiate research, demonstration, and training programs
for long-term care providers to redesign care processes consis-
tent with best practices and improvements in quality of life.

The committee believes that the Centers for the Advancement of
Quality in Long-Term Care could be research, development, and teaching
sites. Their functions could be partially listed as follows:

• Implement and develop clinical or quality-of-life assessment protocols
for all long-term care settings as described in Recommendation 4.1.

• Implement and evaluate care processes that are demonstrated to
improve measures of clinical or life quality.

• Demonstrate the resource requirements for implementing all assess-
ment and care processes including the costs of training and managing
staff in the provision of care.

• Serve as training sites for long-term care providers who are willing to
invest in improving capacity.

• Serve as test sites for policy makers who need a realistic appraisal of
the cost and feasibility of implementing regulatory standards being
considered for legislative approval.

CONCLUSION

This chapter argues that most nursing homes, even highly motivated
ones, may lack the technical expertise and resources—including but not
limited to staffing levels—necessary to translate OBRA 87 regulations,
practice guidelines, and quality improvement systems into practice. A
strong case is made in this and the previous chapter that nursing home
staffing levels are inadequate and that there will be little improvement
until this issue is addressed. However, increasing staffing without simul-
taneously improving management systems will most certainly result in
less-than-expected improvement. The management problems related to
accurate measurement described in this chapter, as well as numerous
other management issues, will have to be addressed to realize fully the
benefit of increased staffing. These problems should not be used by any
stakeholders to justify abandoning efforts to improve care. The discus-
sions in this chapter support realistic directions for improvement that
should take long-term care to the next level of quality.
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Reimbursing to Improve
Quality of Care

Over the past ten years, quality assurance initiatives for long-term
care have focused on regulatory programs, such as strengthening
the survey and certification process for providers. In contrast,

relatively few efforts have highlighted the role that reimbursement can
play in promoting or inhibiting the quality of long-term care. Contribut-
ing to the lack of emphasis on reimbursement is the paucity of conclusive
data on the topic, a situation that has changed little since the 1986 Institute
of Medicine (IOM) report on nursing homes. Some studies have linked
poor quality of care in nursing homes to low Medicaid payment rates, but
others have posited that quality-of-care deficiencies should be attributed
to factors such as excess demand (Nyman, 1993). Although relatively little
is known about the effect of reimbursement on quality of care in nursing
homes, virtually nothing is known about its impact on other settings or on
home and community-based services.

Two recent developments have directed new attention to the relation-
ship between reimbursement and the quality of long-term care. First, the
federal Balanced Budget Act of 1997 repealed federal standards for reim-
bursing nursing home care under the Medicaid program (the Boren
amendment), giving states virtually unlimited freedom in setting nursing
home payment rates. For Medicaid home and community-based waiver

Much of the information in this chapter draws from the background paper commissioned
from J.M. Wiener and D.G. Stevenson for use by the committee.
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service states have always had complete freedom in determining reim-
bursement levels. The nursing home industry has warned that Medicaid
reimbursement levels already are too low and that further reductions
would adversely affect the quality of care. Second, the Balanced Budget
Act of 1997 also dramatically altered Medicare reimbursement methods
for nursing homes and home health agencies and combined these changes
with large budget savings. In some cases the changes have been major. As
states gain new freedom to set Medicaid nursing home reimbursement
levels and the federal government reduces Medicare payments, it becomes
increasingly important to understand whether and how these changes
might affect access and quality in long-term care. As reported below,
changes in payment policies are creating great turmoil in the long-term
care sector. The withdrawal of substantial resources from long-term care
providers is troubling, especially because many of the recommendations
in this report require more, not less, funding.

REIMBURSEMENT AND QUALITY

Research on reimbursement and its potential impact on the quality of
care generally focuses on two broad areas of concern. First, what is the
relationship between the costs of long-term care and the quality of care?
This policy question is important because like most other areas of Medic-
aid policy, nursing home reimbursement levels and methods vary dramati-
cally by state. For example, average Medicaid nursing home reimburse-
ment rates for 1998 varied from a low of $62.58 per day in Nebraska to a
high of $329.62 per day in Alaska. Second, does the method of payment
(e.g., flat rate, prospective payment, use or type of casemix adjustment),
independent of its level, affect the quality of care? This is potentially very
important since government policy makers have considerable control over
these policy levers.

Level of Cost or Payment and Quality

Although measuring cost and payment levels is comparatively straight-
forward, measuring the quality of care is not, and the way quality is
assessed can significantly affect the results of studies that examine the
relationship between the two. All of the studies examined here focused on
nursing homes.

Most studies have analyzed the relationship between cost or payment
and quality by using some form of input (e.g., staffing levels) or process
indicator as the measure of quality. For example, using 1995–1996 Online
Survey and Certification Assessment Reporting (OSCAR) System data,
Harrington and colleagues (1998b,c) found a small but positive relation-
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ship between the amount of Medicaid reimbursement and nurse staffing
levels (except for nursing assistants) and reported fewer certification defi-
ciencies in facilities with higher staffing levels.

Questions can be raised about the appropriateness of using structural
measures of quality because increased inputs imply, almost by definition,
higher costs. That is, input and cost are likely to be positively related
regardless of whether there is a relationship between cost and “real” quality.
Several studies have found that higher reimbursement is associated with
higher staffing, but they failed to find a significant relationship to other
measures of quality (Nyman, 1988b; Zinn, 1994; Cohen and Spector, 1996).
For example, Zinn (1994) found that higher reimbursement was associ-
ated with higher registered nurse staffing but, surprisingly, also with
more use of restraints and a greater proportion of residents who were not
toileted.

Only a few limited studies have examined the relationship between
facility costs and quality using outcomes-based quality measures. Using
1983 data from Iowa, Nyman (1988b) found that costs were not signifi-
cantly greater in nursing homes with higher quality as measured by
various outcomes (including wearing clean clothing, being fully dressed,
and having clean hair). At the same time, these outcome measures of
quality were found to be associated with nursing time per patient. Simi-
larly, using 1987 National Medical Expenditure Survey data, Cohen and
Spector (1996) did not find a statistically significant relationship between
reimbursement level and outcomes-based quality measures (including
mortality, change in functional status, and presence of decubitus ulcers),
while at the same time they did find a positive relationship between
reimbursement level and staffing intensity. It appears that many aspects
of quality care (e.g., staff attitude or administrative philosophy) do not
require large expenditures and are not significantly related to facility
costs (Ullman, 1987; Nyman, 1988b). Thus, improved quality might not
necessarily imply higher costs, and poor quality might not simply be a
result of inadequate resources.

The results of the Nyman (1988b) and Cohen and Spector (1996)
studies illustrate the complexity of the relationship among costs, inputs,
and outcomes and the dilemma for states in trying to establish payment
rates that are adequate to produce quality care. Both found a relationship
between cost or reimbursement level and staffing intensity, and both
analyses found that professional staffing had a positive and significant
relationship to quality of care in terms of outcomes. However, the effects
of higher cost or reimbursement levels on staffing and of staffing on out-
comes were not large enough for cost or reimbursement to have a statisti-
cally significant impact on quality as measured by outcomes.

Although there does not appear to be a simple relationship between
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cost and quality, logic suggests that there is some minimal level of reim-
bursement below which it will be either difficult or impossible for nursing
homes to provide an adequate level of care. Moreover, current quality-of-
care problems in long-term care should make policy makers alert to the
possible negative impact of reducing the resources available to long-term
care providers.

Recommendation 8.1: The committee recommends that, before
making decisions to reduce reimbursements, state officials care-
fully assess the impact on access to services and on quality of
care of any proposed reductions in Medicaid reimbursements
for nursing home, home health and other home and community-
based services.

Recommendation 8.2: The committee recommends that the
Department of Health and Human Services fund and support
research to better understand the effects of payment policies on
accessibility and quality of long-term care services, including
the following:

• the effects of low reimbursement rates or changes in Medi-
care and Medicaid reimbursement policies on providers of
nursing home, home health, or other long-term care services;

• the effects of current payment systems, such as prospective
payment for nursing facilities and interim payment systems
for home health agencies, on the accessibility and quality of
services; and

• whether states with low Medicaid reimbursement rates
(adjusted for geographic variation in prices and other state-
specific requirements) have lower quality of nursing home
care.

Method of Reimbursement and Quality

Setting Medicaid reimbursement rates for long-term care is one way
in which states control expenditures and shape the long-term care market.
To achieve savings, states focus not only on the overall level of reimburse-
ment but also on the payment methodology used to reimburse long-term
care providers. These policies differ most fundamentally on two levels:
(1) whether they base payment on facility-specific costs or on a set of flat
rates (set independently of an individual facility’s costs) and (2) whether
rates are set retrospectively or prospectively.
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Facility-specific rates (set either prospectively or retrospectively) are
based on an individual facility’s costs, usually up to some ceiling. Under
this type of payment, higher-cost facilities receive higher payments than
lower-cost facilities. Under flat rates, nursing homes are paid a rate that is
not based on the individual facility’s costs. Typically, flat rates are based
on the cost experience of all facilities in an area (sometimes adjusted for
facility or patient characteristics such as the casemix of a nursing home’s
residents).

Under retrospective cost-based payment, nursing homes receive a
facility-specific interim payment rate based on costs for some base year,
with adjustment for inflation. If the actual costs (usually up to some ceil-
ing) are different from the interim rate, either the state pays the facility or
the facility pays the state the difference. This methodology encourages
facilities to spend more (perhaps improving quality) because they can be
reimbursed for their expenses, although ceilings on allowable costs and
lags in altering rates affect on the incentive for facilities to increase spending.

Almost all states use prospective payment systems to pay nursing
homes. Under prospective payment, providers receive a rate set in
advance for a bundle of services, without adjustment for actual costs. Like
a capitated payment for managed care, providers are at financial risk if
facility costs exceed payments; alternately, providers can keep the sur-
plus as profits should payments exceed their costs. To the extent that
facilities make money by curtailing services, quality may be adversely
affected. In theory, this should be more of a problem for flat-rate systems
because there is no relationship between an individual facility’s costs and
its reimbursement. In contrast, facility-specific prospective payment sys-
tems periodically recalculate a facility’s base costs. Thus, if a facility dra-
matically reduced its expenses, its future rate would also be reduced,
limiting the extent to which it is in the nursing home’s interest to reduce
costs.

Empirical studies tend to support these theoretical expectations. Using
cost-reporting data from eight states from 1978 to 1980, Holahan and
Cohen (1987) found strong evidence that the cost containment incentives
in state reimbursement systems appeared to have a real impact on cost
increases: prospective and flat-rate systems generally reduced cost growth
more than retrospective payment. Aggressive cost control strategies were
also found to have a constraining effect on spending for direct care ser-
vices (and therefore might adversely affect patient care). Patient care-
related costs were constrained more than non-patient care-related costs in
reimbursement systems with stronger cost-controlling incentives. At least
in the short term, cost containment measures did not negatively affect
access for Medicaid recipients.

Using 1981 Medicare and Medicaid Automated Certification Survey
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files and Medicare cost reports, Cohen and Dubay (1990) found that as
cost containment incentives became stronger (e.g., the use of flat-rate pay-
ments), nursing homes responded by decreasing the severity of their
casemix (e.g., limiting access for heavy care residents) and decreasing
staffing levels. Nursing homes in states that paid flat rates had fewer
nurses per bed than similar homes in cost-based reimbursement states. In
addition, access for Medicaid recipients was worse in states with flat-rate
reimbursement and better in states with prospective reimbursement.
Finally, prospectively paid nursing facilities did not have costs that dif-
fered significantly from retrospectively paid facilities. However, facilities
that were paid flat rates under Medicaid had significantly lower costs.

Prospective payment also can affect patient care services differently,
depending on the bundle of services included in the unit of payment. For
example, prospective payment rates may or may not include ancillary
services such as prescription drugs and therapy services. In a study of five
states, Moore and White (1998) compared New York—which includes
prescription drugs in its prospective payments for nursing homes—to
four states that reimburse prescription drugs on a fee-for-service basis
(i.e., separate from the prospective rate). Their study found that prescrip-
tion drug utilization for the treatment of selected medical conditions was
significantly lower in New York than in the comparison states, suggesting
that nursing homes responded to financial incentives of fixed payment.

Casemix Reimbursement

One variation of flat-rate reimbursement that many states have
adopted is casemix reimbursement. An undesirable incentive of pure flat-
rate payments (and, to a lesser extent, facility-specific methodologies) is
for nursing homes to avoid costly residents who are severely disabled,
since reimbursement is no greater for residents with heavy care needs
than for those with light care needs. Casemix reimbursement systems are
designed to mitigate the effects of these perverse incentives by matching
the payment level to an individual’s care needs. Under casemix reimburse-
ment, nursing homes receive higher reimbursement when individuals
require more services. The major theoretical strength of casemix reim-
bursement is to make nursing homes indifferent to the relative care needs
of the individuals they admit.

Despite these advantages, casemix reimbursement also creates dis-
incentives for nursing homes to rehabilitate residents (since they are paid
more for more disabled residents) or to provide services that diminish
their profits (since profits represent the difference between reimburse-
ment and expenditures). These systems also create incentives for nursing
homes to misreport resident conditions or services received. In their analy-
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sis of 1987 data from six states, Butler and Schlenker (1989) found some
evidence that these problems did in fact occur and concluded that casemix
reimbursement systems must include explicit ways to measure and ensure
quality of care. In their review of the casemix reimbursement literature,
Weissert and Musliner (1992) concluded that casemix payment by itself
generally did little to improve quality of care. Higher casemix payments
were not necessarily used to increase nursing home staffing levels or
expenditures (Davis et al., 1998). In contrast, research is more positive on
the use of casemix systems to improve access to care, although improving
access for residents who require heavy care can create access difficulties
for those who require light care (and arguably should be served outside
of nursing homes).

Prospective Payment for Medicare Post-Acute Care Services

The Balanced Budget Act of 1997 (BBA 97) mandated the establish-
ment of casemix-adjusted prospective payment systems for various Medi-
care post-acute care services, including nursing facility and home health
services. These changes were expected to result in substantial reductions
in Medicare expenditures for home health agencies and nursing facilities
compared to what expenditures would have been without the changes.
Reflecting concerns about the potential impact of these changes on people
who use nursing home and home health services, the Medicare Payment
Advisory Commission (MedPAC) recommended that DHHS establish
systems to monitor quality of care as prospective payment is implemented
for nursing homes and home health agencies (MedPAC, 1999).

The BBA 97 also moved nursing facility services into a prospective
payment system (PPS), transitioning over three cost-reporting periods
starting in July 1998. The new payment system is supposed to pay appro-
priately for the level of care needed and to control costs. Nursing facilities
receive a casemix-adjusted, per diem payment based on a blend of
national and facility-specific payment amounts. The payment bundles
nursing, therapy, and capital payments into a single per diem amount.
This is expected to constrain the growth in therapy or ancillary service
use, where much of the recent growth in expenditures has occurred. Many
observers argue that the methodology does not adequately account for
the costs of nontherapy ancillaries such as prescription drugs (GAO,
1999e). A major concern is that the methods and data for casemix-adjusted
payments are inadequate to design incentives that discourage providers
from skimping on care or from avoiding consumers who need greater
amounts of care (MedPAC, 1998). MedPAC recommendations for refining
the nursing facility prospective payment system include (1) improving
the system’s ability to predict resources associated with patient need for
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nontherapy ancillary services (e.g., respiratory therapy, drugs); (2) updat-
ing payment weights to reflect such factors as changing technology and
care patterns; and (3) developing methods to review the accuracy of
facility assessments and classification of residents for payment purposes
(MedPAC, 1999). The committee did not investigate payment issues at
this level of specificity, but these recommendations appear reasonable in
light of the committee’s concerns.

In addition, the BBA 97 requires that nursing facilities reimburse
therapists directly for services delivered in the facility, regardless of
whether the service was provided by in-house staff or external organiza-
tions. Independent therapists will no longer be able to bill Medicare
directly. As part of the transition, the cost limits for fiscal year 1998 will be
adjusted to incorporate the cost limits frozen in 1994 and 1995. Like all
prospective payment systems, a risk is that facilities may reduce what
they spend on care in order to increase profits.

Although the BBA 97 also requires the implementation of a prospec-
tive payment system for home health, it gives the Health Care Financing
Administration (HCFA) great discretion in its design. A home health
prospective payment system was originally scheduled to be implemented
in October 2000, but has been postponed by subsequent legislation. Reflect-
ing congressional belief that aggregate payments were too high, reim-
bursement rates are to be adjusted downward by 15 percent when the
prospective payment system is implemented.

In the meantime, an interim payment system based on modified cost
limits is in place for home health care. Agencies are paid the lowest of
their costs, 106 percent of the median cost for freestanding agencies, or
average per-beneficiary expenditures. This third ceiling, average per-
beneficiary expenditures, which is 75 percent based on facility-specific
experience and 25 percent based on regional average costs, makes it
difficult for agencies to change their service mix to provide either more
expensive nursing services or more home health aide visits per patient.

The interim payment system for home health care is very controver-
sial. Some researchers have warned that the system could restrict access
to care, especially for high-use consumers (Komisar and Feder, 1998;
Lewin Group, 1998). In addition, as originally specified by BBA 97, the
interim payment system could be particularly difficult for several types of
providers including home health agencies in rural areas, small agencies
that have a large number of high-use residents, agencies that serve a more
disabled population than in 1994 (the base year for payment calculations),
and agencies that have formed as a result of recent mergers or acquisitions.

Implementation of the provisions of BBA 97 created great turbulence
in the nursing home and home health industries. Nursing homes have
complained that the budget cuts are too large, that consolidated billing is
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administratively burdensome, and that nontherapy ancillaries are not
adequately recognized in the payment rate. Stock prices for publicly
traded nursing home chains have plummeted dramatically, and seven
national nursing home chains have filed for Chapter 11 bankruptcy pro-
tection, accounting for nearly 10 percent of the nation’s nursing home
beds (Childs, 2000; Editor, 2000; Vickery, 2000). While the industry blames
changes in Medicare reimbursement policy for these problems, the Gen-
eral Accounting Office (GAO, 1999e) largely attributes them to poor busi-
ness decisions.

The impact of the reimbursement changes on home health agencies
has been even more dramatic, with Medicare expenditures falling drasti-
cally. Medicare home health expenditures declined 45 percent between
1997 and 1999 (CBO, 2000). In addition, the number of Medicare-certified
home health agencies dropped from 10,444 in 1997 to 7,747 in 1999, a
figure that is still far above the number of agencies in the early 1990s
(NAHC, 2000). A GAO study of early implementation of the interim pay-
ment system found that it had not caused significant access problems for
beneficiaries (GAO, 1998c). In part, this reflects the fact that the number of
agencies nearly doubled between 1989 and 1997. The GAO did note the
possibility of access problems for high-cost beneficiaries, but character-
ized them as relatively few and possibly related to other characteristics of
the Medicare program. The 1999 MedPAC report noted concerns about
the interim payment system but did not recommend further changes. The
report noted the difficulties of designing a prospective payment system
for home health care that “appropriately classified patients who require
both short- and longer-term home health services” (MedPAC, 1999, p. 92).

Responding to the uproar caused by the Balanced Budget Act, in 1999
Congress passed and President Clinton signed the Medicare, Medicaid,
and the State Children’s Health Insurance Program (SCHIP) Balanced
Budget Refinement Act of 1999. This legislation provides modest finan-
cial relief to a variety of providers, including nursing facilities and home
health agencies. For nursing facilities, the legislation temporarily would
increase the federal per diem by 20 percent for 15 Resource Utilization
Groups (RUGs) in the categories of “extensive services,” “special care,”
“clinically complex,” “high rehabilitation,” and “medium rehabilitation.”
According to the BBA, increased payments are made starting April 1,
2000, or with the implementation of a refined RUG system. In fiscal years
2001 and 2002, the federal per diem rate will increase by 4 percent for each
year. In addition, starting in April 2000, separate payments are made for
certain ancillary services.

For home health agencies, the legislation will add $1.3 billion in home
health reimbursement over five years by delaying the 15 percent reduc-
tion in payments until after the first year of the prospective payment
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system. The law also slightly increases per-beneficiary cost for some agen-
cies, removes the consolidated billing requirement for durable medical
equipment, provides a $10 payment for completing a patient assessment,
and revises the surety bond requirements.

Given the repercussions of these reimbursement changes for the long-
term care industry, it is critical that the HCFA and Congress have accu-
rate, up-to-date information.

Reimbursement Incentives to Improve Quality of Care

Some researchers have proposed that reimbursement be linked
directly to quality of care (Zinn, 1994). Pointing out that reimbursement
and quality assurance are typically defined by independent systems with
separate objectives, Shaughnessy and Kurowski (1982) detailed several
areas of research that have to be addressed before this linkage is possible,
including the development of better process and outcomes measures,
identification of quality norms, and development of incentives to change
provider behavior. Although their article was written 18 years ago, most
of the same limitations in the research base remain today.

There have been some experiments with outcomes-based incentives.
A demonstration in San Diego in the early 1980s tested the effectiveness
of monetary incentives in improving the health of nursing home residents
and reducing Medicaid expenditures. These incentives for improved out-
comes were found to have beneficial effects on quality, access, and num-
ber of hospital transfers (Norton, 1992). Other initiatives in Illinois, Con-
necticut, and Michigan have not been evaluated.

LIMITED NURSING HOME BED SUPPLY AND
QUALITY OF CARE

Several studies done in the 1970s and early 1980s found a strong
relationship between poor quality and a high percentage of Medicaid
residents in nursing homes (Anderson et al., 1968; Kosberg and Tobin,
1972; Gottesman, 1974; Fottler et al., 1981; Weissert and Scanlon, 1985).
These results are often interpreted as evidence that Medicaid nursing
home reimbursement rates were too low to provide good quality care. If
this were the case, then the quality-of-care problem could be alleviated
simply by raising Medicaid reimbursement rates.

An alternative explanation is that the relationship between homes
that are heavily dependent on Medicaid and low quality is attributable to
an insufficient supply of nursing home beds available for Medicaid resi-
dents (i.e., excess demand), which means that facilities need not compete
by providing high-quality care (Nyman, 1993, 1988a,b,c). Excess demand
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exists when not enough beds are available for consumers demanding care
at a given market price, a condition that may be optimal for both the state
and the nursing homes if not for the residents. Nursing homes typically
charge two different rates—one for Medicaid residents and a higher rate
for private-pay residents (Minnesota and North Dakota require that nurs-
ing homes charge the same rate to private and Medicaid recipients). Since
private-pay rates are always higher than Medicaid reimbursement levels,
profit-maximizing nursing homes would rather admit a private-paying
individual than an individual supported by Medicaid. In an analysis of
data from 43 states for 1969–1973, Scanlon (1980) found that excess demand
resulted in a segmented nursing home market, with private-paying resi-
dents obtaining all desired care and public-paying residents filling any
remaining beds. If excess demand exists for nursing home beds, it is excess
Medicaid demand. Studies of Wisconsin and the 10 national long-term
care channeling demonstration sites in the early 1980s also found evi-
dence of excess demand (Nyman, 1985, 1988a,c).

Under excess demand, nursing homes can attract as many Medicaid
residents as they want, regardless of quality. Although Medicaid resi-
dents prefer a higher quality of care, they cannot exercise these prefer-
ences under excess demand and must instead choose among the limited
number of available beds. Hence, high-quality care is necessary only to
attract more private-pay nursing home residents. In a market with a sur-
plus of nursing home beds, however, nursing homes cannot act on their
preference to admit private-paying residents over Medicaid-subsidized
residents—they will accept either type in order to fill their beds. In this
environment, both private- and Medicaid-paying residents would be able
to exercise their preference for high-quality care. Consequently, nursing
homes should increase quality in an attempt to attract residents.

Using 1978–1979 and 1983 data from Wisconsin, Nyman (1985,
1988a,c) found evidence to support his theory that excess demand was
responsible for lower-quality nursing home care. He found that the low-
quality–high-Medicaid relationship was stronger under conditions of excess
demand. In addition, Nyman found that nursing homes in counties with
a surplus bed supply spent more on patient care per empty bed than
counties with a tight bed supply. Nyman posited that this evidence cast
doubt on the assumption that the relationship between high Medicaid
and low quality was simply from lower Medicaid payments. Based on
1987 nursing home survey and certification data, Zinn (1994) reached
similar conclusions.

In addition to quality, the presence of excess demand in the nursing
home market creates concern about access to nursing home care, espe-
cially for Medicaid residents. Private demand should not be affected by
Medicaid demand or bed supply since private-pay residents always have
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admission preference. Using 1982–1984 data from the National Long-Term
Care Survey and Area Resource, Ettner (1993) found that Medicaid resi-
dents had poorer access to nursing homes on average and that these
differences seemed to exist mainly in areas in which bed supply was low
or private competition for beds was greater. In addition, some nursing
homes (e.g., Vencor, Inc.) have begun to focus on the private-pay and
Medicare markets to the exclusion of the Medicaid market (Moss and
Adams, 1998). Few facilities, however, can afford to exclude Medicaid
residents completely since Medicaid pays for the large majority of nurs-
ing home residents.

There is some evidence that excess demand has declined in more
recent years. In an evaluation of 1988 data from Wisconsin, Minnesota,
and Oregon, Nyman (1993) found no evidence of excess demand (for
Wisconsin, this finding contrasted with his analysis of 1983 data). In addi-
tion, national nursing home occupancy rates declined from 92 percent in
1985 to 88 percent in 1995 (NCHS, 1997). The number of nursing home
beds also decreased substantially in a similar time period (Harrington et
al., 1998a). However, there remains an extremely strong relationship
between nursing home bed supply and use, leading most states to fear
that a greater number of nursing home beds will result in higher Medic-
aid expenditures (Wiener et al., 1999). As a result, most states control the
supply of nursing homes through certificate-of-need programs or mora-
toriums on new construction or certification for Medicaid.

State efforts to shift the balance of the long-term care system from
institutional-based to home and community-based care by expanding
home care services and using case management and preadmission screen-
ing efforts to encourage placement in settings other than nursing homes
may also reduce excess demand. In all but a few states, however, home
and community-based services are only a small proportion of Medicaid
long-term care expenditures for the elderly. In addition, Medicare home
health expenditures have skyrocketed since 1989 and the program has
become more long-term care oriented. As the availability of home and
community-based services increases, nursing homes will have to compete
more actively with other types of long-term care providers (e.g., assisted
living facilities and home health agencies) as well as with other nursing
homes.

CONCLUSION

The impact of changes in reimbursement on the quality of long-term
care is difficult to assess. Almost all of the research literature on the rela-
tionship between financing and quality is limited to nursing homes, is
based on very old data, and does not reflect the regulatory changes
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required by the Omnibus Budget Reconciliation Act of 1987. Most studies
on this topic were published in the mid- to late 1980s and relied on data
from the late 1970s and early 1980s. Moreover, several studies focused on
data from one or a few states, making it hard to generalize to the nation as
a whole. In addition, the measures of quality in most of these studies were
quite rudimentary, especially in terms of outcomes. Again, even less is
known about reimbursement for nonmedical home care services and its
effect on quality of care. The additional research recommended here is
important to help policy makers make better-informed decisions about
payment for long-term care.

In the meantime, because the quality of long-term care is already
problematic, states and the federal government should be cautious in
their quest for Medicare and Medicaid savings. Because many of the rec-
ommendations proposed in this report will likely mean additional costs
for providers, (e.g., for additional staff), the withdrawal of substantial
resources from long-term care providers is a matter of concern.

Although research on nursing homes suggests that higher rates are
not necessarily used to improve resident care and that many elements of
quality care do not require spending more money, direct resident care
expenditures are particularly vulnerable to rate reduction initiatives. Lower-
ing Medicaid nursing home reimbursement rates may be especially prob-
lematic in states with high levels of excess demand, since nursing homes
in these states do not have to compete for consumers on the basis of
quality. Reducing excess demand would lower the quality risks of reduc-
ing nursing home rates, but probably would result in higher Medicaid
expenditures overall.
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Closing Remarks

During the three years this committee met, it reviewed much of the
available data and research, and learned a lot about the various
issues surrounding long-term care. This chapter highlights just

some of the conclusions the committee reached. As is clear from the dis-
cussions in the preceding chapters, it is easier to propose a comprehen-
sive examination of long-term care than to identify, collect, and analyze
relevant data sufficient to support comparable descriptions and assess-
ments across the diverse settings, services, and populations.

Throughout the study the committee’s work was impeded by the lack
of common definitions across and within states to describe many of the
providers of long-term care; and a lack of comprehensive, timely, and
reliable information on the quality of care received from the various long-
term care sources. Although steps are being taken in that direction, no
core set of quality measures are available with common elements and
data collection protocols that apply across long-term care settings and
services—to nursing homes, home care, and supportive services, the great
variety of congregate residences, and other settings or services. The result
is that very little is known about the quality of care and outcomes in
settings other than nursing homes. What information is available often is
not comparable, and does not take into account how people perceive their
experience of long-term care.

The committee believes that long-term care should be consumer-
centered focusing on the needs, circumstances, and preferences of people
using care and involving them, to the extent possible, in planning, deliv-
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ering, and evaluating care. The notion of consumer-centered care is not
new, but there is now tangible evidence, at least in the acute and primary
care encounters, of consumer-centered care in many facets of health care
delivery and financing. The committee finds guarded optimism in the
increased acceptance of consumer-centered service as a core principle for
assessing and improving long-term care. However, moving toward mean-
ingful consumer-centered services in long-term care settings would
require a mix of changes in consumer and provider attitudes, business
practices, public policies, care processes, and management structures.
Achieving such changes requires research, and time and effort to inte-
grate the elements of consumer-centered care into the training and atti-
tude of the full range of paid caregivers. A prerequisite to such care is an
adequate supply of caregivers who are appropriately trained and sensi-
tive to provide such care.

Broadly speaking, consumers and their families should have access to
information, training, and resources necessary for them to participate in
self-care and in the direction of their care providers at the level they
choose. A recent General Accounting Office report (GAO, 1999a) on
assisted living singled out inadequate contracts as a major problem in that
sector. People receiving formal long-term care in any setting should have
a care contract or admission agreement that is clear, understandable, and
enforceable to ensure that long-term care users (or their representatives)
have access to accurate, complete, and understandable information about
the services that individual caregivers and provider organizations offer.
For children receiving long-term care, family members have central roles
in a child’s care team including approval of care plans for the child and
participation in updating the objectives and services set forth in the care
plan, but are not always aware of their role. When care providers change
their policies or practices, they should present information or, if appropri-
ate, create training programs for consumers and directly related parties.

Public information and reporting to the community and to consumers
should be required of providers annually, and should include financial
and quality information, results of consumer surveys, and findings of
regulatory and accrediting bodies. Federal and state laws should include
specific provisions regarding consumer protections for nursing homes,
residential care, and home care, and should provide specific mechanisms
in addition to existing regulatory bodies to oversee the rights of consumers.

Supportive public policies are essential for the expansion of consumer-
centered care because those using long-term care often rely heavily on
public programs to help pay for care over long periods of time. Ideally,
the policies governing such programs should permit various levels of
participant involvement and direction, offer consumers access to a flex-
ible array of benefits, and make available the assistance and resources
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people need to successfully determine and direct their services. No one
approach is sufficient for the diverse groups using long-term care.

The range of benefits, risks, and resources associated with different
approaches to consumer-directed personal care services for people with
disabilities is only beginning to be identified. Before these principles could
be translated into workable and cost effective programs, developmental
and feasibility research and evaluation is needed in several areas.

Regardless of the approach to long-term care adopted, the committee
emphasizes the importance of reliable and timely data on which to base
decisions. The committee’s work on several of the issues it was asked to
examine was impeded by the lack of availability of timely, reliable, and
valid data across states and settings. Very little is known about the quality
of care and outcomes in settings other than nursing homes. Most informa-
tion still focuses on nursing homes; consequently, this report devotes
disproportionate attention to them. This emphasis reflects, to a large
extent, the concentration of public expenditures in the nursing home set-
ting and the monitoring of that spending to ensure accountability.

An increasing number of elderly people are living in settings that are
neither homes nor nursing homes. Some with disabilities who previously
would have resided in nursing homes are seeking alternative settings.
Lack of data, however, makes it difficult to assess the nature and extent of
this shift. Alternatives to nursing home care are found in a variety of
residential settings, but they are not systematically and frequently enu-
merated with uniform and meaningful definitions. The Bureau of the
Census, for instance, classifies people as residing either in households or
in group quarters, which include both institutions, such as nursing homes,
and other non-institutional group quarters, such as rooming and board-
ing houses, group foster care, and board and care homes. Furthermore,
Census classifies both small board and care arrangements and apartments
in assisted living facilities as households, not institutions. Assisted living
facilities are growing rapidly. In the absence of clear and uniform defini-
tions of these and other residential arrangements we have no way of
measuring the growth of these settings nationally or how many and what
type of clients they serve.

Despite periodic reports about poor conditions in some residential
care settings and fraud in sectors of the home health care industry, com-
prehensive information about quality of care is scarce for the home and
community-based services which are preferred by many users of long-
term care and their families and advocates. Informed choices about long-
term care alternatives depend on better information.

The evidence reviewed by the committee indicates that the quality of
care in nursing homes may have improved in some areas during the past
decade, to a large extent due to provider response to the 1987 Nursing
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Home Reform Act and the forces that gave rise to this legislation. Improve-
ments are best documented for the use of physical and chemical restraints
in nursing homes. The evidence also suggests that serious quality prob-
lems appear to continue to affect residents of this country’s nursing
homes, with persistently poor providers of care remaining in operation.
Taken together, government databases and investigative reports, research
studies, legislative hearings, and similar sources point in this direction.
Serious deficiencies remain in the implementation of government pro-
grams to assess and enforce basic standards of quality in long-term care.
The information base available for nursing homes suggests a number of
problems including variation in state survey and enforcement processes,
restricted federal funding for state programs, and inadequate attention to
home and community-based services. Particularly worrisome is the contin-
ued participation in Medicare and Medicaid of persistently poor-performing
providers, especially those who have been repeatedly dropped from the
program and reinstated. A number of federal initiatives to improve the
regulation of nursing homes have been announced, but it is important for
Congress and advocacy groups to continue the monitoring of their imple-
mentation and consequences. Their effectiveness cannot be assumed.

The committee acknowledges that issues surrounding the quality of
long-term care are closely intertwined with the broader issues of access,
work force, and costs. Over the course of this study, the committee became
increasingly persuaded that the amounts and ways we pay for long-term
care are probably inadequate to support a work force sufficient in num-
bers, skills, stability, and commitment to provide adequate clinical and
personal services for the increasingly frail or complex populations using
long-term care. Adequate funding is necessary but not sufficient for good-
quality care. For some policy makers and consumer advocates, the combi-
nation of poor care and high shareholder profits and corporate executive
pay for some long-term care providers undermines arguments for higher
provider payments. Nonetheless, the information available to the com-
mittee on staffing levels and skills, management, training, wage levels,
working conditions, and turnover suggests that resource constraints are a
serious problem. This situation has important implications because the
long-term care work force is the essential pathway to many improvements
in processes of care based on better understanding of care processes and
outcomes, internal quality improvement strategies, and more effective
regulation. Efforts to identify effective care processes often point to tech-
nically simple but time-consuming interventions that, especially when
combined with increasing care measurement and analysis requirements,
imply a need for additional resources.

The committee, in closing, hopes that its findings and conclusions
will provide some insights for the current discussions on policies for meet-
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ing the care needs of long-term care users. Hopefully it will lead to the
needed research and data collection for obtaining a comprehensive and
reliable description of the various long-term care arrangements through-
out the country, their size, services provided and staffing levels and train-
ing, the characteristics of those receiving care, and the staffing and quality
of care provided in the different settings and services. Such information is
essential for policy development and evaluation of long term care in the
United States.

The committee’s assessment about the quality in long-term care is
mixed. Important steps are being taken to develop long-term care services
that are consumer-centered, and to provide alternatives that respond not
only to people’s differences but also to their usual preferences for options
that provide more autonomy and privacy, and fewer disruptions in their
lives. At the same time, consumer-centered care is not a simple concept
that can be defined and interpreted in an identical fashion for all those
using long-term care services under all circumstances.

On the other hand, the committee found it disappointing that less has
been achieved than was hoped in the 1980s when many of the quality
initiatives discussed were launched. In particular grave neglect and prob-
lems in care persist in some nursing homes, and few—despite some exam-
ples to the contrary—have physical environments or policies that pro-
mote the quality of life most people desire regardless of their functional
limitations or settings in which they receive care. Although the nursing
home reforms were enacted in 1987, the Health Care Financing Adminis-
tration issued the implementing regulations in late 1990, and the enforce-
ment regulations became effective in 1995. Change is a process that takes
time to produce definitive results. As discussed earlier, beyond nursing
homes, little is known about the quality of long-term care or its outcomes.

Although this report has discussed much that is disappointing or
negative about long-term care in this country, it is not intended as a
condemnation of those providing, managing, or regulating long-term care.
Although some are guilty of inattention, neglect, incompetence, or even
abuse, most are trying to do their work well and responsibly, often under
difficult circumstances, and understaffed with low compensation.
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APPENDIX A

Committee Meetings and
Presenters of Testimony

The Committee on Improving Long-Term Care held a total of eight
meetings starting in 1997. These meetings involved segments open to the
public, as well as closed sessions for committee deliberation. The dates of
these eight meetings are listed below:

November 13–15, 1997, Washington, D.C.
March 12–14, 1998, Washington D.C.
June 11–12, 1998, Washington, D.C.
August 27–28, 1998, Woods Hole, MA
October 1, 1998, Irvine, CA
January 14–17, 1999, Washington, D.C.
April 9–10, 1999, Washington, D.C.
April 27–28, 2000, Washington, D.C.

The second meeting of the Committee, in March 1998, also comprised
a public hearing. The committee heard testimony from various constitu-
encies and interested parties at this hearing. The following people testi-
fied during this meeting:

Sally White and Sue Whitman, IONA Senior Services
Marsha Greenfield, Consumers United for Assisted Living (CUAL)
Elma Holder, National Citizens’ Coalition for Nursing Home Reform
William Lasky, Assisted Living Federation of America
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Cynthia Dunn, American Association of Homes and Services for the
Aging

Reverend Monsignor Charles Fahey, National Center for Assisted
Living

Joanne Schwartzberg, M.D., American Medical Association
Larry Lawhorne, M.D., American Medical Directors Association
Laurie Kennedy-Malone, Ph.D., R.N., National Conference of

Geriatric Nurse Practitioners
Peter Rabins, M.D., American Psychiatric Association and the

American Association for Geriatric Psychiatry
Linda Mondoux, M.S., R.N., C.S., American Nurses Association
Mary Ann Wilner, Paraprofessional Health Care Institute
Ingrid McDonald, Service Employees International Union
Toby Edelman, National Senior Citizens’ Law Center
Nancy Coleman, J.D., American Bar Association
Faith Mullen, American Association of Retired Persons (AARP)
Pamela Nadash, National Council on Aging
Marianna Grachek, Joint Commission on Accreditation of Healthcare

Organizations
William Keane, Alzheimer’s Association
Karen Pace, National Association for Home Care
Paul Willging, American Health Care Association
Karen Tucker, American College of Health Care Administrators
Douglas Andrews, National Association of Boards of Examiners of

Long Term Care Administrators
Bob Kafka, American Disabled for Attendant Programs Today

(ADAPT)
Richard Bringewatt, National Chronic Care Consortium
Heather Bennet McCabe, Family Voices

The Committee also heard from numerous experts at two workshops.
Presenters including the following:

Ruth Stein, M.D., Albert Einstein College of Medicine
Joshua Wiener, Ph.D., Urban Institute
David Stevenson, M.S., Urban Institute
Penny Feldman, Ph.D., Visiting Nurse Service of New York
Jeanette Price, Solomon Smith Barney
Jack Payne, U.S. Department of Housing and Urban Development
Gordon Beckwith, U.S. Department of Housing and Urban

Development
Rosalie Kane, D.S.W., University of Minnesota Long-Term Care

Resource Center
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John Durso, J.D., Katten, Muchin, and Zavis
Andrew Kramer, M.D., University of Colorado Center on Aging
Marvin Feuerberg, Ph.D., Health Care Financing Administration
Robert Kane, Ph.D., University of Minnesota
Catherine Hawes, Ph.D., Myers Research Institute
Ted Benjamin, Ph.D., University of California in Los Angeles
Brenda Klutz, Deputy Director, California Department of Health

Licensing and Certification
Patricia McGinnis, California Advocates for Nursing Home Reform
Melvin Matsumoto, Administrator, The Redwoods
Sara Sinclair, CEO, Sunshine Terrace Foundation
David Banks, CEO, Beverly Enterprises
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APPENDIX B

Separate Dissenting Opinions

Seven members of the Committee have provided dissenting opinions
regarding specific aspects of the final report.

DISSENT REGARDING RECOMMENDATION 3.1 AND RELATED
ISSUES THAT SHOULD HAVE GREATER EMPHASIS

Rosalie A. Kane, Joshua Wiener, Janet E. George, Laurie E. Powers,
Arthur Y. Webb, Penny H. Feldman, and Keren Brown Wilson disagreed
with the wording of Recommendation 3.1, and offered the following
explanation of their differences with the recommendation and the sup-
porting text:

The recommendations and the content of the Report reflect a serious
effort to grapple with the complex issues in defining and assuring quality
of long-term care across a variety of service sites and target populations.
We endorse all of the report’s recommendations, but think that Recom-
mendation 3.1 does not go far enough. Further, the report as a whole, fails
to convey a coherent strategy and sense of direction justified by review of
all the evidence presented to the committee.

Several important points were minimized or omitted from the Report.
These points are briefly stated below to provide a backdrop for our con-
cerns about Recommendation 3.1, in particular and also our discussion of
regulations. References supporting these views are included:

1. Quality of life, as perceived by the long-term-care consumer (or, when
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appropriate his or her agent) is an essential part of the quality of long-
term care. Quality of life includes outcomes such as consumer choice
and autonomy, dignity, individuality, comfort, meaningful activity,
meaningful relationships, sense of security, and spiritual well-being
(Noelker and Harel, 2000). As the report indicates, Health Care Financ-
ing Administration is currently funding a major effort to develop and
test measures and indicators of such quality of life outcomes. Other
researchers have also had considerable success in developing con-
sumer self-report measures of quality of life, including persons with
considerable cognitive impairment (Brod et al., 1999; Logsdon et al.,
1999; Uman, 1995). Although long-term-care providers cannot be fully
responsible for quality of life outcomes (which are also a function of
health and disability status, family composition, and personality),
long-term-care programs and settings can act to enhance or to retard
these quality of life outcomes. The current regulatory system was not
designed with quality of life issues as the focus.

2. If quality of life is seen as a legitimate goal of long-term care, the
consumer’s view of quality may sometimes involve conditions and
circumstances that professionals view as a threat to health or safety.
This tradeoff and the possibility that consumers might knowingly
assume risks in order to maximize other benefits were not expressed
in the final version of the report, yet it is an important reality (Kapp
1999; Kapp and Wilson, 1995; Kane and Caplan, 1993; Clemens et al.,
1994). Even though there have been relatively few discussions or
studies of how consumers and providers relate to these tradeoffs, the
tradeoffs are widely recognized to occur routinely across all settings
(Degenholtz et al., 1997).

3. Consumer-centered care (including consumer-directed care) is exten-
sively discussed in the report. Consumer-centered care calls for the
consumer (or his or her agent) to be involved to the extent desired
and practical in all goal-setting and planning for care and to have
direct input into the evaluation of his or her care. Consumer-directed
care is a term sometimes reserved for situations where consumers are
completely responsible for hiring, training, supervising, and evaluat-
ing the care that they receive. The report mistakenly described
consumer-centered care as largely applicable to personal assistant
services received by people under age 65. In fact, such principles are
widely applicable to and have increasingly been applied to older
people receiving care in a variety of settings.

The report marginalizes “consumer-centered care,” stating that it is
not for all people. This, we believe, is a misunderstanding of the concept.
The principle of consulting consumer preferences directly or through their
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agents has widespread applicability to people of all ages, and in all set-
tings including nursing homes. It has been applied to people with cognitive
impairment including Alzheimer’s disease and developmental disability.
The emergence of new models of care, including client-directed home
care and assisted living, is a direct result of consumer choice about how
they want to live while needing care. The version of consumer-directed
care that entails cash payments to consumers who are then responsible
for purchasing and monitoring their own care, is merely one manifesta-
tion of consumer-centered and consumer-directed care. This level of con-
sumer direction is inapplicable to some consumers because of their pref-
erences, capabilities or level of social support. Consumer-centered care
can be seen on a continuum, with consumer direction of various kinds at
one end of the continuum. Throughout the long-term-care system in all
types of settings, consumer-centered and consumer-directed care is insuf-
ficiently available. Although the lack of a consumer-centered focus in
long-term care is mentioned in the report, it is under-stated and plays out
in the recommendations as a concept that needs study before implemen-
tation rather than implementation with accompanying research. In our
view, the evidence gathered for this Report already supports the value of
and need for consumer centered care.

Recommendation 3.1

Recommendation 3.1 states: The Committee recommends that the Depart-
ment of Health and Human Services, with input from state and private organiza-
tions, develop and fund a research agenda to investigate the potential quality
impact associated with access to, and limitations of, different models of con-
sumer-centered long-term-care services, including consumer directed services.

A research agenda is certainly appropriate and welcome but in our
view insufficient to address the lack of consumer-centered approaches in
the current long-term-care system. The need for greater access to a broader
array of services and reconfiguration of long-term-care services so they
better address consumer preferences is well-established. Research is not
needed to establish the desirability of that goal, one that is already the
focus of much state policy. Research is needed to examine barriers to
access and barriers to consumer-centered care.

We, therefore, endorse language that calls for state governments to work
with providers and consumers to design and make available in each state an array
of community-based long-term-care options for individuals of all ages with long-
term-care needs and for individual consumers to be afforded the opportunity to
specify the degree of control and influence that they are able to or wish to assume
over the direction of their care.
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We dissent from the narrow research-only nature of recommendation
3.1, and maintain that the recommendation should also have included an
action step because the evidence presented in the report and other evi-
dence presented to the Committee, clearly shows that long-term-care con-
sumers today do not have appropriate choices. Many receive care in forms
and circumstances that do not comport with their preferences. Chapter 2
presents extensive information about the lack of access to an array of
services. A research agenda about whether it is appropriate to center
long-term care on consumer preferences is a pale response to an obvious
goal. A research focused recommendation conveys a view that consumer-
centered care might be unsafe or imprudent care that would not meet
quality standards. In our view, the care cannot by definition meet quality
standards if it is inconsistent with or interferes with what makes life
worthwhile to the consumer.

Those who object to implementing an array of options and endorsing
consumer-centered care as a policy raise the point that many older people
who need care have cognitive impairment and may not even have an
agent willing or able to be a proxy decision-maker. We concur that people
with substantial cognitive impairment who also have no family agent
acting on their behalf cannot direct their care in the sense of hiring, train-
ing, supervising, and firing staff. But not all consumer-centered care is
consumer-directed care—that is, care where the consumer or his or her
agent, directly control all care details. The general concept of determining
and to the extent possible enabling consumer preferences is applicable,
even for people with cognitive impairment. Moreover, consumer-centered
care, in the sense of care that conforms as much as possible to consumer’s
preferences, is also possible and desirable in nursing homes and a wide
variety of residential settings (Gamroth et al., 1995). Both consumer-centered
care and the consumer-directed variant have been applied to and on
behalf of people with severe developmental disabilities accompanied by
cognitive impairment with good results and cost savings (Nerney and
Shumway, 1996). Work is already underway to determine the extent to
which the concept can be applied for community-dwelling persons with
Alzheimer’s disease (Robert Wood Johnson Foundation, 1995). There is
nothing in the concept of consumer-centered care that is antithetical to
care of high technical quality, nor anything that would impose the burden
of organizing their own care on people without the capability or desire to
do so.

We endorse the research aspect of Recommendation 3.1. However,
such research should be oriented towards demonstrating and overcom-
ing obstacles to consumer-centered care and demonstrating models by
which consumer preferences and feedback can be elicited and applied in
a variety of settings. Research is also needed to test approaches that en-
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able consumers to live at home or in settings with little nursing oversight
while still receiving help with medications and other services that in many
states require a registered nurse. For example, a recent study done by the
University of Washington School of Nursing, under a mandate from the
state legislature, examined the effect of permitting registered nurses to
delegate nursing functions to nonlicensed and noncertified workers. The
study documented excellent outcomes; lower costs, more leadership of
nurses in community long-term-care settings and no untoward events
(Young and Sikma, 1998). Research of this nature advances consumer-
centered care and is necessary to identify the best approaches to deliver
such care.

In addition, research, evaluation and demonstration efforts are needed
to provide practical information to consumers and decision-makers and
to broaden the understanding of what consumer-centered care entails.
Consumer-centered and consumer-directed care encourages consumers
to make choices among types of care settings and on details of care within
a particular setting. Adequate information is necessary to make such
choices. Such information must be available to consumers in easily under-
stood terms.

Consumer-centered care means also that providers cede some decision-
making to consumers and that consumers be permitted to make tradeoffs
that they consider important in choosing a care setting or provider and
the details of a care plan. The idea that a single “appropriate” setting
exists for each consumer based on disability level must give way to an
understanding that more than one choice can work for many consumers.
This requires a philosophical change for providers, care managers, regu-
lators, and consumer advocates, such as nursing home ombudsmen, all of
whom should receive training in the philosophy of consumer-centered
care. Provider-centered care is so ingrained in long-term-care programs
that a concerted effort is needed to identify and explore the biases that
many professionals bring to planning and allocating long-term-care ser-
vices.

In conclusion, we reiterate that we respect the deep deliberation con-
ducted by the Committee and agree with the intentions of the report and
its recommendations. We also reiterate that we are not dissenting from
the report itself except for the formulation of Recommendation 3.1. Other-
wise, the main point of this separate opinion is to highlight some issues
and give greater emphasis to the salience of consumer-centered approaches.
We are grateful for that opportunity.

Concerns Regarding Regulatory Issues

Rosalie A. Kane, Janet E. George, Laurie E. Powers, Arthur Y. Webb,
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and Keren Brown Wilson additionally expressed dissatisfaction with the
report’s discussion of regulatory issues. Their viewpoint on these issues is
expressed below.

Recommendation 5.2 “recommends that state agencies along with the pri-
vate sector develop programs to disseminate information to consumers (a) on the
various types of long-term-care settings available to them, and (b) where appli-
cable information on the compliance with relevant state standards of individual
long-term-care providers.”

Recommendation 5.3 states: . . . “all states have appropriate standard-
setting and oversight mechanisms for all settings where people receive personal
care and nursing services. The committee recognizes that before this recommen-
dation can be implemented, research examining the effectiveness of the state
survey and enforcement activities for residential care be undertaken.”

Taken together, these recommendations contain many important con-
cepts with which we agree. However, the report gives insufficient recog-
nition to the complexity of standard-setting and monitoring of alternative
settings, given the diversity of models within and across states. Further,
standards are in flux, and new methods of regulatory oversight are under
development. Therefore, while supporting the recommendations, we offer
several observations about their relationship to consumer-centered care.

Consumer understanding of the options available to them is a critical
requirement in the implementation of consumer-centered care. Especially
in residential care, terminology tends to be confusing and states have
many different licensed entities with a variety of regulatory mandates
and prohibitions. At a minimum, state bodies should make these defini-
tions transparent to the public and publicize them widely. Recommenda-
tion 5.2 supports this point. In addition, we urge states to reexamine the
standards. Some standards serve merely to delimit the amount of care
that may be given or the disability levels of people that may be served in
a particular setting. Standard-setting should include review of standards
that pertain to building and equipment, to staff and program, and to
consumers who may be admitted or retained. The point is to ensure an
appropriate standard setting process and effective oversight mechanisms.
The recommendation and the discussion supporting it, however, do not
discuss the complexities, difficulties, and tradeoffs in standard setting for
home and community-based services, or suggest that consumers be part
of the standard setting and oversight processes.

The quality of residential care, including assisted living, is uneven.
Some residential care settings offer neither homelike settings with a like-
lihood of a better quality of life nor a service capacity to meet the needs of
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people with higher levels of frailty. Further, we recognize the scandals
that have occasionally erupted over problems in assisted living, and endorse
strong state enforcement to curb such abuses. Beyond identifying indis-
putably poor care, however, little agreement has been reached on desired
standards for various types of residential care. Assisted Living providers
have combined with advocacy organizations including the American Asso-
ciation of retired Persons and the Alzheimer’s Association to discuss draft
standards for assisted living (ALQC, 1998). Great diversity exists among
states in the current regulatory expectations, and many experts believe
that some states have standards that are too minimal in terms of expecta-
tions for aging in place and for private accommodations. Some states use
regulations more to limit the kind of care that may be offered and the
people who may be admitted or retained rather than to specify care out-
come expectations.

Recommendation 5.3 recognizes these issues and responds by calling
for research on the effectiveness of state survey and enforcement activi-
ties. We would have preferred that the recommendation specify who
should undertake the activity. Further, some prior effort to develop a
national classification system and typology including considerable con-
ceptual work on what effectiveness means in this context is necessary
before a survey could yield useful information. Without clarity on a num-
ber of definitions, studies could do more harm than good by adding to
confusion, and perhaps cutting off meaningful options to consumers.

Despite the uncertainties of assisted living and the diversity across
states, significant numbers of consumers who are functionally eligible for
nursing homes are selecting assisted living. Medicare and/or Medicaid
waiver coverage for assisted living is now available in at least 30 states.
Washington, New Jersey, Texas, and Oregon have shown that apartment
style assisted living can be provided for moderate-income people with
heavy long-term-care needs. It is therefore important that efforts be under-
taken to develop and implement appropriate classifications and standards
for enforcement.

In conclusion, we reiterate that we respect the Committee’s delibera-
tions and agree with the intentions of the report and the majority of its
recommendations. Our dissent is limited to Recommendation 3.1. Other-
wise, this separate opinion highlights some issues and gives greater
emphasis to the salience of consumer-centered approaches than is reflected
in the report. We are grateful for that opportunity.
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Acronyms

AAHSA American Association of Homes and Services for the
Aging

AARP American Association of Retired Persons
ACHCA American College of Healthcare Administrators
ADA Americans with Disabilities Act
ADAPT American Disabled for Attendant Programs Today
ADL activity of daily living
AGS American Geriatrics Society
AHCA American Healthcare Association
AHCPR Agency for Health Care Policy and Research
AHRQ Agency for Healthcare Research and Quality
AIDS acquired immune deficiency syndrome
ALF assisted living facility
ALQC Assisted Living Quality Coalition
AMDA American Medical Directors Association
AoA Administration on Aging

BBA 97 Balanced Budget Act of 1997
BLS Bureau of Labor Statistics

CBO U.S. Congressional Budget Office
CCAL Consumer Consortium for Assisted Living
CHSPRA Center for Health System Policy Research and Analysis
CHSRA Center for Health Systems Research and Analysis
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CMP civil monetary penalty
CNA Certified Nursing Assistant
CUAL Consumers United for Assisted Living

DHHS U.S. Department of Health and Human Services
DRG Diagnosis Related Groups

FFS fee for service

GAO General Accounting Office
GNP geriatric nurse practitioner
GNS gerontological nurse specialist

HCBS home- and community-based services
HCFA Health Care Financing Administration
HEDIS Health Plan Employer Data and Information Set
HHA home health agency
HMO health maintenance organization

IADL instrumental activity of daily living
IDEA Individuals with Disabilities Education Act
IOM Institute of Medicine

JCAHO Joint Commission on Accreditation of Healthcare
Organizations

LPN licensed practical nurse
LTC long-term care

MDS Minimum Data Set
MedPAC Medicare Payment Advisory Commission
MEPS Medical Expenditure Panel Survey
MMACS Medicare and Medicaid Automated Certification System
MR/DD mental retardation/developmental disability

NA nursing assistant or nursing aide
NAHC National Association for Home Care
NCCNHR National Citizens’ Coalition for Nursing Home Reform
NCHS National Center for Health Statistics
NCPSSM National Committee to Preserve Social Security and

Medicare
NHCMQ Nursing Home Casemix and Quality Demonstration

Resident Status Measurement
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NHIS National Health Interview Survey
NHIS-D National Health Interview Survey—Disability Supplement
NIC National Investment Conference for the Senior Living and

Long-Term Care Industries
NMES National Medical Expenditure Survey

OASIS Outcome and Assessment Information Set
OBQI outcome-based quality improvement
OBRA 87 Omnibus Budget Reconciliation Act of 1987
OIG Office of the Inspector General
OSCAR On-Line Survey and Certification Assessment Reporting

System

PACE Program of All-Encompassing Care for the Elderly
PCS personal care services
PPRC Physician Payment Review Commission
PPS prospective payment system
ProPAC Prospective Payment Assessment Commission
PSDA Patient Self-Determination Act
PSSRR Preadmission Assessment Screening and Annual Resident

Review

QI quality indicator

RAI Resident Assessment Instrument
RAI-RCF Resident Assessment Instrument for Residential Care

Facilities
RAP resident assessment protocol
RCF residential care facility
REAL real experiences and assessment of life
RN registered nurse
RUG Resource Utilization Group
RUG-III Resource Utilization Group—Version III

SCHIP State Children’s Health Insurance Program
S.D. standard deviation
SNF skilled nursing facility
SSA Social Security Administration
SSI Supplemental Security Income
SSP State Supplemental Payments

VA Department of Veterans Affairs or Veterans
Administration
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officers and directors, including Dr. Wilson, its independent auditors and underwriters.  In
September, 2000, the Company, its underwriters, and the individuals, including Dr. Wilson,
stipulated to settlement.  The Company’s auditors remain in the pending litigation.
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pany until October 19, 2000. She currently serves as founder/advisor to
the company and as president of the Jessie F. Richardson Foundation. Dr.
Wilson has 25 years of experience in aging services delivery systems and
has, for the past 20 years, focused primarily on assisted living.  From 1988
to September 1994, she was president and sole director of CCL, a com-
pany specializing in the development and management of assisted living
residences.  From 1986 to 1988, she served as senior vice president at
Milestone, Inc., an assisted living development and management com-
pany.  She was responsible for designing, developing, and managing the
State of Oregon’s first assisted living residence along with the state’s first
Medicaid-eligible assisted living residence.  She serves on the Board of the
American Society on Aging, is chair of Assisted Living Federation of
America, and is a member of the Portland State University Foundation
Board.

Keren Brown Wilson, Ph.D.,* co-founded Assisted Living Concepts,
Inc., and served as its president, CEO, vice chair, and a director of the

company until October 19, 2000. SHE CURRENTLY SERVES AS
FOUNDER/ADVISOR TO THE

COMPANY AND AS PRESIDENT OF THE JESSIE F. RICHARDSON
FOUNDATION. Dr. Wilson

has 25 years of experience in aging services delivery systems and has,
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Americans with Disabilities Act, 29, 103
Archstone Foundation, 3, 25
Arizona, 101
Assessment instruments, 8-10, 18, 37, 40,

47, 109, 117-120, 121-122, 127-134,
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Continence care, see Incontinence
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marital status, 39
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assisted living, 48(n.6), 92-94
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consumer-centered care, 128, 209
cost factors, 63-64, 97-98, 205, 242
defined, 206
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Improving the Quality of Care in Nursing

Homes, 3, 21
Incontinence

board and care homes, 47
nursing homes, 82-83, 108, 113, 188, 223,

228, 229-230
Individualization of care, 6, 28, 29, 127-128,
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certification, 7, 42, 43, 44, 76, 89, 140-

141, 161-162, 182
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consumer-centered care, 31, 32, 71, 88-

89(n.3), 131, 148, 222, 289
cost factors, 1, 63-64, 89, 90, 115, 162,
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dementia patients, 40, 43, 83, 86, 113,

204-205, 209, 211, 289
demographics of users, 39, 43-44

Copyright © National Academy of Sciences. All rights reserved.



INDEX 319

Department of Health and Human
Services study, 192

employment issues, 12-13, 89, 113, 187,
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paraprofessionals, general, 181
physicians, 113, 143, 199-201
registered nurses, 61, 113, 182, 183,

187, 188-190, 191, 192-194, 212,
237

standards, 11, 12, 71, 74, 142, 181,
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231, 237

volunteers, 44
Nutrition

assisted living, 48(n.6)
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On-line Survey Certification and Reporting
(OSCAR) System, 7, 12, 76, 77,
81-82, 90, 112-115, 153, 183, 187,
236-237

Oregon
adult foster care homes, 94, 95
assisted living, 93, 293
board and care homes,202-203
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(OASIS), 8, 96, 97, 120-122, 128,
171

Outcomes of care, 4, 5, 7-9, 33, 74-75, 110-
134, 233-234

chronically poor providers, 18, 111, 141,
148-150, 158-161, 251
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Physical and chemical restraints, 3

board and care homes, 91-92
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organizations; Ownership of
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137, 141-142, 148-150, 153-156,
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mass media, 1, 9, 21, 24, 61, 135, 213
social services defined, 27
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wages, 194, 213

Regulatory issues, 3, 4, 5, 7, 9-10, 135, 136-
140, 291-293

advocacy and, 177
arguments for and against regulation,

138-140
assisted living, 93, 94, 166
attitudes of enforcement personnel, 141
board and care homes, 45, 46, 91, 92,

163-169
consumer-centered care, 33, 136, 138,

148, 165-166, 170
cost factors, general, 139, 140
dispute resolution, 144, 162
funding and, 18, 138
home and community-based services,

102-103, 138
home health care agencies, 167-168, 169-

173, 206-209
information systems, 7, 110
nursing homes, 138, 140-153

advocacy and, 176-177
dispute resolution, 144, 162
federal, 3, 5-6, 7-8, 9, 10-11, 12, 14,

15, 16, 18, 21, 79, 80, 81, 83, 89,
90, 136-137, 139-163

inspection of facilities, 18, 37, 42, 76,
81, 82, 112, 113, 114-115, 137, 142-
158

sanctions for noncompliance, 10, 18,
137, 141-142, 148, 153-156, 158,
158-162

state, 9, 10-11, 18, 20, 89, 140-163

nutrition, 3, 10, 142, 143, 150, 153
On-line Survey Certification and

Reporting (OSCAR) System, 7,
12, 76, 77, 81-82, 90, 112-115, 153,
183, 187, 236-237

paraprofessionals, general, 9, 138-139
personal care services, 18, 102-103, 173,

174
physical and chemical restraints, 3, 6, 139
quality of life, 10, 77, 78, 80, 83-84, 139,

141, 142, 143, 150
Resident Assessment Instrument (RAI),

7-8, 111, 115-120
minimum data set (MDS), 8, 14, 15,

76, 90, 116-120, 149, 150, 221, 225-
227

residential care, 8, 10, 45, 46, 91, 92, 163-
169, 202-204, 292-293

sanctions for noncompliance, 10, 18,
137, 141-142, 148, 153-156, 158,
159-160

state survey regulations, 18, 42, 137,
142-163, 164, 251

see also Accreditation; Certification;
Legislation; Licensure; Standards

Rehabilitation Act, 55
Rehabilitation services and facilities, 8, 12,

22, 30, 41, 55, 64, 65, 77, 79, 89,
98, 113, 116, 143, 182, 190

see also Occupational therapy; Physical
therapy; Speech and language
therapy

Relatives, see Family members
Religious institutions, informal caregivers,

3, 59
Research methodology, 37

assessment instruments, 8-10, 18, 37, 40,
47, 109, 117-123 (passim), 127-
134, 143-144, 150-152

nursing home research/inspection
surveys, 84-87, 90, 143-144, 150-
152, 153

quality of life studies, 84-87, 90
see also Information systems

Resident Assessment Instrument (RAI), 7-8,
111, 115-120, 124-125, 128

see also Minimum data set
Resident assessment protocols (RAPs), 8,

115, 225, 226, 227-228
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Residential care settings, 1, 3, 6, 22, 25, 108-
109, 124-125, 127

advocacy, 168, 202-203, 293
casemix, 202
cognitive factors, 46-47, 166, 203-204
community-based services, 22, 41, 45-

50, 91-96
cost factors, 166
developmentally disabled persons, 24,

95-96
employment, general, 13, 61, 181
family members, 166
functional mobility, 76, 125
functional status, general, 91
General Accounting Office studies, 93,

94, 163, 165-166, 202
group homes, 41, 45, 49-50, 71, 94, 250
inspection of facilities, 165, 166
licensure, 45, 47, 49, 91-92, 94, 137, 163,

164, 165, 202
Medicaid, 70, 96, 202, 204, 293
Medicare, 202, 204, 293
mental health and illness, 46, 164
minimum data set, 124-125
number of, 43
number of residents in, 1-2, 22-23, 43
paraprofessional personnel, 181
personnel, 108-109, 181, 202-205
personnel, education of, 93, 166, 168,

202-203, 204-205
personnel standards, 202-203
privacy and dignity, 164, 169
quality of life, 10, 108, 292-293
regulatory issues, 8, 10, 45, 46, 91, 92,

163-169, 202-204, 292-293
research funding, 127
safety, 5, 76, 205
time factors, 204-205
see also Adult foster care homes; Assisted

living; Board and care homes;
Hospice care; Institutional care

Resource Utilization Groups (RUGs), 117,
118, 184-186, 193

Respiratory disease, 40
Restraints, see Physical and chemical

restraints
Rhode Island, 101
Robert Woods Johnson Foundation, 3, 25,

103, 120

S

Safety issues, 7, 10, 13, 31, 138, 139, 288
abuse and neglect, 13, 78, 79, 138, 189,

192, 215-217
board and care homes, 92, 163
community-based residential care, 91
home health care agencies, 205
nursing homes, 5, 7, 10, 76, 77, 78-79, 85,

86, 142, 153, 155, 156-158, 198
residential care, 5, 76, 205
see also Physical and chemical restraints

Salaries, see Wages and salaries
Sanctions, regulatory, see Complaints and

complaint resolution; Fines and
penalties

Securities and Exchange Commission, 213
Social factors and services, 11, 75

adult foster care homes, 94, 95
assessment instrument design, 116, 131
assisted living, 93
attitudes about long-term care needs, 22
board and care homes, 92
care management, 58
definition of social services, 27
friends, 3, 27, 59, 60
funding from 75
home health care, 53, 54
number of social workers, 61
nursing homes, 88, 94, 116, 182, 184, 191
recreational services, 46, 92, 95
residential care, 203
standards of care, 5, 10, 182, 184, 191, 203
see also Family members; Informal care

Social Security Act, 66, 68, 163, 206, 207
Social Services Block Grant, 68
see also Supplemental Security Income

program
Special care units, 22, 43, 113, 241-244

Alzheimer’s disease, 113
Specialists and specialization, 12, 62, 70,

104, 124, 187, 189, 190-191, 196
see also Occupational therapy; Physical

therapy
Speech and language therapy, 11, 71, 121,

180, 182, 184, 189, 206, 207
SSI, see Supplemental Security Income

program
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Standards, 3, 5, 9-10, 11, 18, 75, 76, 33-34,
135-179

advocacy and, 177
assessment instruments and

methodologies, 8-9, 14, 114, 115-
116, 123

assisted living, 10, 47, 93, 164, 166, 168-
169, 202, 203-204, 292-293

child care, 104-105
clinical practice guidelines, 14, 15, 221-

222, 224, 226-228, 232, 234
cost factors, 13, 15, 194-195, 219, 205,

221, 232
definitional issues, substandard quality

of care, 156, 158-159
funding for, 136
home care, 11, 96-97, 167
home health care agencies, 169-173, 181,

205-209, 212-213, 216
inspection of facilities,

home health care, 170
nursing homes, 18, 37, 42, 76, 81, 82,

84-87, 90, 112, 113, 114-115, 137,
142-158

residential care, 165, 166
nursing home audit procedures, 114
nursing homes, 140-163, 176-177, 182,

191-195, 235
personnel, 11, 12, 13, 19, 71, 74, 96-97,

142, 167, 180-219 (passim)
assisted living, 202, 203-204
cost factors, 13, 194-195, 205, 219
federal government, general, 11, 181,

182-183, 191-194
home health care agencies, 181, 205-

209, 212-213, 216
Medicaid, 182, 193, 198, 201, 215, 216
Medicare, 182, 193, 197-198, 201, 216
nursing homes, 11, 12, 71, 74, 142, 181,

182-183, 191-198, 201, 215, 216
personal care services, 18, 102-103,

173, 174
residential care, general, 202-203
state, 11, 19, 181, 182-183, 202, 215-216

professional education, 19, 71, 181
purchaser of care, set by, 135
residential care, 8, 10, 45, 46, 91, 92, 163-

169, 202-204, 292-293

sanctions for noncompliance, 10, 18,
137, 141-142, 148, 153-156, 158,
159-160

social factors and services, 5, 10, 182,
184, 191, 203

state, 10, 11, 19, 181, 182-183, 202, 215-
216, 292-293

substandard facilities and programs, 10,
18, 137, 141-142, 148-150, 153-156,
158-162, 251

voluntary, 137, 171-172, 178, 202-203,
204-205

see also Accreditation; Certification;
Licensure; Outcomes of care;
Regulatory issues

State Supplemental Payments, 47, 64, 68
Stroke, 40
Subacute care units, 22, 43, 65, 113, 241-244
Supplemental Security Income program, 68

adult foster care and small group
homes, 49

board and care homes, 47, 64, 68, 163
children, 68
State Supplemental Payments, 47, 64, 68

T

Tennessee, nursing homes, 80
Texas, 209, 293
Toilet facilities, see Bathroom facilities;

Incontinence
Training, see Patient education;

Professional education and
training; Public education

Transportation services, 46, 53, 59

U

United Hospital Fund, 213

V

Veterans Administration, 29, 106
see also Department of Veterans Affairs

Visual impairments, 40, 116
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Volunteers and voluntary organizations, 3,
59

accreditation agencies, 122, 137, 171-
172, 178, 223

children, consumer-centered care, 72
external oversight, 9
home health care and hospice facilities,

51, 52, 53, 54
nursing homes, 44
religious organizations, 3, 59
residential care, 168-169
standards, voluntary, 137, 171-172, 178,

202-203, 204-205
see also Advocacy; Informal care

W

Wages and salaries, 13-14, 19, 61, 180, 187,
194-195, 210, 211, 213-215, 242

assisted living, 94
Washington, D.C., see District of Columbia
Washington State, 293
Weight problems, 74, 78, 118, 150
Welfare, see Medicaid; Supplemental

Security Income program
Wisconsin, 245, 246
Women, see Gender factors
World Wide Web, see Internet
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