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The National Quality Forum (NQF) a private, not-for-profit healthcare quality improvement organization, 
appointed members to the National Commission for Quality Long-term Care in consultation with leaders 
and advocates from the long-term care community.  The NQF, acting in its role as a convener of a broad 
array of healthcare stakeholders, staffs and supports the commission but plays a neutral role in its activities, 
findings, and recommendations.  

The National Commission for Quality Long-term Care was established in late 2004, to evaluate the 
quality of long-term care in the United States, identify factors influencing the ability to improve quality of care, 
and recommend national goals for quality improvement in long-term care.  Initial funding for the Commission is 
provided by the Alliance for Quality Nursing Home Care, the American Association of Homes and Services for 
the Aging, and the American Health Care Association.  Additional information may be found at 
www.qualitylongtermcarecommission. 
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Long-Term Care Quality: 

Historical Overview and Current Initiatives 
 
 

Executive Summary 
 

 

This report for the National Quality Forum explores the evolving definitions of quality 
long-term care (LTC), the initiatives that have sought to improve quality, barriers to 
achieving this goal, and emerging opportunities to accelerate efforts to ensure that 
chronically ill and physically disabled adults have access to information that enables 
them to evaluate and compare LTC quality and to receive quality LTC. The types of 
LTC covered in this report include: nursing home care, skilled home health care, and 
home-based and community-based supportive care (called “community care” herein), 
and supportive housing settings such as assisted living. Although these settings some-
times serve children and persons of any age with mental retardation/ development dis-
abilities, or chronic mental illness/substance abuse, the National Quality Forum’s man-
date for this initiative does not include the specialized service providers or delivery, 
regulation, and financing systems that specifically target children and adults whose LTC 
needs are not primarily associated with aging-related chronic diseases and associated 
physical disabilities. 
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Long-Term Care Quality: 
Historical Overview and Current Initiatives 

 
Historical Overview 
 
The general historical pattern in quality initiative in LTC can be characterized by three important shifts in focus. 
First, since the 1960s, LTC quality has been conceived by most using Donabedian’s framework that associates 
quality with structures, processes, and outcomes of care (Donabedian 1985).  Significantly, the focus of atten-
tion has shifted over time from concern with basic structural factors (such as fire hazards in facility construc-
tion) to process of care indicators (such as use of physical and chemical restraints) to outcome of care indica-
tors (such as changes in functional status). The more recent increasing concerns with quality of life for LTC 
recipients can be viewed as an extension of this increasing focus on care outcomes.  
 
Second, this period has seen a slow shift in the focus of public and private sector quality initiatives. In the early 
years, the focus was on the definition and measurement of quality aimed at sanctioning providers who failed to 
meet standards. More recently, total quality management (TQM) concepts have become more influential: qual-
ity initiatives seek to engage provider organizations in ongoing carefully monitored interventions intended to 
enhance care processes and improve care outcomes. Efforts to increase public awareness about quality expec-
tations and performance are also part of this more current approach. 
 
Third, although nursing home care remains the most expensive component of our nation’s response to the 
needs and preferences of chronically ill and disabled elders, attention has increasingly focused on defining qual-
ity at least partially with respect to participant autonomy in selecting and directing care.  Because many elders 
prefer to remain in community settings, quality is increasingly defined in terms of supporting this choice. With 
new attention to community care has also come stronger demands from regulators and consumer advocates to 
measure and ensure accessibility and quality of care in these diverse settings. 
 
Outcome-Based Quality Indicators (OBQI)  
 
OBQI approaches to quality assurance, which foster collection and dissemination of standardized measures of 
health and functional status complemented by continuing attention to structure and process measure are now 
the mainstream approach to enhancing quality in nursing homes, home care and even some community care 
venues. Yet researchers and policy analysts point to shortcomings in the underlying science and the coherence 
among established practices. Five sets of issues have received the most attention:  

 
• Difficulty in consistently finding reliability and validity 

of Quality Indicators (QIs) in practice settings,  
• The validity of QIs as indicators of quality, 
• Uncertain linkages among measures,  
• Weak regulation in many states, and  
• Questionable impacts of OBQI on care outcomes.   

 
Two additional critiques of the OBQI approach are also noted. First, it has been difficult to adapt this approach 
to meeting advocate and consumer demands for greater attention to autonomy and quality of life goals in nurs-
ing homes. Second, although the OBQI approach is now well-established in nursing homes and home health 
contexts, there has been little progress to date in exporting this model to housing-plus-service contexts, such 
as assisted living, and community care. 
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Historical Overview and Current Initiatives 

 
Barriers to LTC Quality Improvement 
 
Reading the literature on quality improvement in LTC feels at times like an exercise in futility.  In nursing 
homes, our current regulations (focused on inputs and assessments of adverse outcomes) have improved qual-
ity in measurable ways (e.g., less use of restraints), but experts do not think they do a good job distinguishing 
good homes from bad homes, or in helping homes get better. Moreover, improved outcomes in LTC have 
been harder to define than in acute care, so the focus has been primarily on avoiding bad outcomes: none of 
the demonstrations of the collaborative outcomes-based quality improvement approach has focused on foster-
ing higher levels of functional status improvement or similar positive outcomes. The situation in home and 
community care is in some ways worse and in some ways better: worse because there is much less commit-
ment to even a minimum standard of access and quality, but perhaps better from a firmer acknowledgement 
that quality of life and choice may be appropriate first-order goals for LTC quality initiatives.   
 
Across all LTC services, there are ongoing challenges to quality improvement associated with personnel. The 
difficult nature of work in this sector, combined with relatively meager pay and benefits for direct-care work-
ers, have been associated with periodic labor shortages and difficulties in worker retention, supervision, and 
continuous training.  
 
Four sets of barriers to improving nursing home quality were identified: the medically oriented and regulatory 
conceptualization of quality, inadequate resources to support improvements, technological limits on what nurs-
ing homes can accomplish, and lack of clear impetus for change. Additional barriers in community care include: 
the lack of a national policy commitment to community care, the slow emergence of alternative models for 
financing and delivery of community care, and competing conceptions of quality in these services. Further, 
there are ongoing gaps in knowledge about issues such as:  
 

• Controlling for case-mix in QI measurement 
• Linking staffing, job designs, and performance 
• Measures for quality of life/care satisfaction 
• Linking quality of life/satisfaction with QIs 
• Organizational factors associated with adoption of im-

proved care processes 
• Roles of federal and state sanctions in performance im-

provement 
• Community care QI measures that account for prefer-

ences, informal caregivers, and inadequate care access 
• Extension of QI measures to care continuity and coordina-

tion issues 
•   Addressing cultural and individual preferences in QI measures 
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Recommendations 
 

1. Encourage a national policy discussion on LTC goals 
 

A. Access to community care and unmet needs: Not since the period between the Pepper Commission (Commission 
1990) and the subsequent failure of the Clinton healthcare reform initiative has there been a sustained national 
debate on the accessibility of community care services (Wiener et al., 2001). Rather than a national policy that en-
sures access to quality community care for elders based on need, we have a poorly funded patchwork quilt of pro-
grams that leave many elders un-served and underserved.  Difficulty in accessing needed care and the surprisingly 
high prevalence of unmet needs for assistance in daily living and disease management activities among elders re-
cently discharged from services covered by Medicare and other insurance loom as quality challenges for commu-
nity care. Difficulties in building and sustaining a community care workforce – a crucial element in LTC quality—
have also been linked to the absence of a national framework for community care. Other industrialized countries, 
such as Germany and Japan, have concluded that social insurance for all long-term is needed. Whether or not such 
a universal approach will be selected in the US is unclear, in part because we have not created the circumstances 
for full-scale public exploration of this issue. LTC and other health providers and advocates need to lead an effort 
to increase public awareness of the extent of unmet needs among disabled elders, the importance of these needs, 
and the range of policy options for addressing these problems. 

B. Quality of life and quality of care in nursing homes and other housing-plus-services settings.  Many of the current 
critiques of nursing home quality assurance initiatives focus on their predominant attention to medically oriented 
components of care quality, while lacking sufficient attention to the quality of life for residents. By contrast, private-
sector assisted living has emerged as a largely unregulated market that offers elders many of the services of nursing 
homes in more pleasant settings that support resident autonomy. Yet these providers are not held accountable for 
offering care consistent with emerging process and outcome standards. One solution would be to extend the 
OBQI approach to housing-plus-service settings, irrespective of payment source, while investing the needed public 
resources and attention to creating more normal and engaged lives for nursing home residents. Yet some critics of 
nursing home care and advocates for assisted living view these divergent patterns as positive impacts of a free mar-
ket: individuals are given the choice among very different types of services. The National Commission for Quality 
Long-term Care and others could foster a real national debate on these issues to articulate a clearer basis for qual-
ity long-term care. One outcome of such a debate might be the articulation of a “bill of rights” for disabled adults 
that emphasizes more accurate disclosure by assisted living facilities with respect to process and outcome meas-
ures of care quality in relationship to nursing facility quality of care indicators, while ensuring that nursing facility 
regulation and quality improvement target creation of more normal and engaged lives for residents. Alternatively, 
such a national dialogue might conclude that public investment and regulation should continue to primarily target 
avoidance of unwarranted negative outcomes, while acknowledging that we as a nation are not committed to en-
suring that elders who cannot afford private services can also experience a meaningful and “normal” quality of life.  

 

2. National Demonstration of Nursing Home Culture Change Models 
 

The Wellspring demonstrations in Wisconsin and similar proposals provide tantalizing glimpses of how nursing home 
culture, operations, and outcomes may be reoriented and seem to imply that some improvements in resident and staff 
satisfaction can be obtained without increasing costs or sacrificing avoidance of negative outcomes. It is unclear 
whether or not these ideas can be replicated across diverse facilities or whether or not variants of this approach can 
achieve social environment changes and improved outcomes across a range of care quality measures. The National 
Commission for Quality Long-term Care and others could promote implementation and comprehensive evaluation of 
alternative culture change models for nursing homes. Results from this kind of initiative could provide some of the in-
formation needed to inform policy in this area. 
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3. Continued Attention to OBQI 
 

There is no denying the positive achievements associated with the current national framework for outcome-based 
quality improvement that includes well-tested measures of care process and outcome variation, dissemination of 
quality findings, and resources to support collaborative efforts to improve quality. Yet many analysts point with dis-
appointment to the continued presence of quality deficiencies and remain concerned with the pace of adoption of 
state-of-the-art care processes. Several initiatives might be considered in this area. 

 
A. Holding states accountable for quality monitoring and enforcement: Although states are given responsi-

bility by Federal law for monitoring the quality of care in nursing homes and other LTC settings, they 
are not being held accountable for the assertiveness strength of these efforts or achievement of overall 
quality improvements. New initiatives might explore either increasing the resources available to states 
for monitoring, enforcement, and collaborative improvement efforts, or transferring more of the moni-
toring and enforcement capacity to the Quality Improvement Organizations (QIOs). 

 
B. Organizational demonstration and research initiatives on accelerating adoption of quality process:  Even 

with new information on performance relative to national quality of care indicators and availability of 
support from the QIOs, there has been uneven adoption by nursing homes of state-of-the-art care 
processes. Lack of adoption of these new protocols and technologies may simply reflect their relative 
novelty. New research initiatives are needed to understand how and why some nursing homes but not 
others are adopting new care protocols. Demonstrations of organizational change models that have 
been associated with adoption of innovations in other settings could be directed to nursing homes. 

 
C. Extension of current OBQI to Assisted Living: The assisted living market is inconsistently regulated 

across the nation, yet it is serving populations that at least partially overlap with nursing home resi-
dents in service needs and outcome trajectories. From a technical perspective, the OBQI framework 
could be readily extended to these settings. Such an extension, however, might require federal legisla-
tion that established national definitions and quality standards for assisted living.  In the absence of fed-
eral action, individual states could be encouraged to enact their own standards for assisted living that 
include collection and reporting of MDS data and survey processes that parallel those for nursing 
homes.  

D. Exploring linkages among QI measures and care improvement initiatives:  The current collaborative 
quality improvement efforts target single QI measures and associated processes. New research and 
demonstration efforts are needed to understand the linkages between QI measures and the process 
changes that can influence multiple outcomes. 

E. OBQI measures for community settings: We have described several of the factors that may limit the 
extension of the OBQI framework to community care, including: striking problems with accessibility of 
formal community care, absence of choice of providers and services in many communities, inadequate 
homecare workforce, intersection of formal and informal provision in these settings, and the central 
importance of patient autonomy and care satisfaction among community residents with LTC needs. 
Nonetheless, it may be possible to articulate some preliminary minimal standards for community care 
quality that focus on the kinds of glaring examples of unmet need that have been reported.  While this 
approach cannot be expected to address the full range of unmet needs and poor care in the commu-
nity, it might at least provide evidence about care for individuals and communities that would support 
quality LTC advocacy efforts.  
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Introduction and Overview 

Quality has remained an elusive construct and a challenge for policy makers and others charged with providing, 
purchasing, and regulating long-term care (LTC).  As in any healthcare context, LTC purchasers expect to be held 
accountable for making choices that best achieve their goals within resource constraints.  Quality has also been 
viewed in terms of practices consistent with expert consensus about how to achieve specified goals. Formal LTC 
services meet needs associated with disability that are not met through the efforts of family or other informal 
caregivers. By contrast, elders whose health and socio-economic conditions require that they use LTC services 
can offer clear definitions of quality of care and quality of life. These elders and their families, nonetheless, find it 
difficult to locate services that meet their desires for quality care. 

This report for the National Quality Forum explores the evolving definitions of quality LTC, the initiatives that 
have sought to improve quality, barriers to achieving this goal, and emerging opportunities to accelerate efforts to 
ensure that chronically ill and physically disabled adults have access to information that enables them to evaluate 
and compare LTC quality and to receive quality LTC. The types of LTC covered in this report include: nursing 
home care, skilled home health care, and home-based and community-based supportive care (called “community 
care” herein), and supportive housing settings such as assisted living. Because these settings sometimes serve chil-
dren and persons of any age with mental retardation/ development disabilities, or chronic mental illness/substance 
abuse, much of this presentation has some relevance to these LTC populations.  However, in most cases, these 
populations are cared for in separate service systems, financed through different approaches to reimbursement, 
and/or regulated by their own criteria, and in turn – different quality assurance and improvement approaches.  
Because of these differences, the National Quality Forum’s mandate for this initiative does not include providers, 
delivery, regulation, and financing systems that specifically target children and adults whose LTC needs are not 
primarily associated with aging-related chronic diseases and associated physical disabilities. Quality issues for men-
tal retardation/ developmental disability and mental health/ substance abuse providers are not addressed in this 
report. 

In health care in general, and in LTC in particular, the existence of multiple and shifting goals and concerns about 
LTC have kept debates about how to define and measure quality unresolved.  In part this reflects the continual 
“raising of the bar”—establishing ever more demanding standards (from the fire safety concerns of the 1950s to 
the quality of care for pressure sores and pain concerns of today)—as a better understanding of LTC users and 
settings has emerged. At the same time, the shifting definitions of quality in LTC have been shaped by broader 
generational shifts in quality of life expectations among elders and their loved ones, changing demographics, and 
new recognition among professionals regarding the potential to improve the well-being of elders and others with 
the most severe disabling conditions.  And always looming in the background – if not front and center – are the 
issues of cost and who will pay. 

Quality needs to be understood within this context of evolving public policy goals for LTC.  Rather than being a 
timeless absolute, quality is by its nature understood in terms of evolving public interests. As the likelihood of 
needing LTC has increased, so has the period of time that individuals survive with LTC needs.  LTC has come to 
be viewed as both a challenge to health services financing and delivery, and as the defining feature of a significant 
phase in normal aging.   
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As the size and political power of LTC populations has grown, at least two strong traditions with respect to policy 
goals in this area have emerged (Capitman 2003).  On one hand, LTC has been promoted as a mechanism to in-
crease the cost-effectiveness of health care for persons with chronic disabling conditions by substituting lower lev-
els of care (in terms of intensity, technological sophistication, or staffing requirements) for higher, more expensive 
ones. While this view highlights the importance of avoiding premature declines in function and other relevant 
health variables, it does not address the important goals of patient autonomy or patient perceptions of well-being. 
On the other hand, eldercare advocates and consumers of LTC services have tended to define policy goals in 
terms of their ability to ensure that elders or others with disabilities can maintain age-appropriate quality of life and 
community participation (Capitman 2003).  
 
A consensus may be emerging to integrate these perspectives. Many would define policy goals for LTC as both sup-
porting overall health system effectiveness by maximizing functioning and well-being for elders and others with dis-
abilities within resource constraints, while also supporting the dignity of individuals with LTC needs and their infor-
mal caregivers by easing the financial and psychosocial barriers to self-determined quality of life and community 
participation.  Quality LTC, from this perspective, requires that services help elders to attain the best possible 
health and functional status they can while enjoying as meaningful and “normal” a life as is feasible within public re-
source constraints. 

We begin with an historical summary of efforts to improve the quality of LTC services in the United States.  As 
detailed below, the general historical pattern in quality initiative in LTC can be characterized by three important 
shifts in focus. First, since the 1960s, LTC quality has been conceived by most using Donabedian’s framework that 
associates quality with structures, processes, and outcomes of care (Donabedian 1985).  An application of this 
framework to LTC quality is shown in Figure 1. Significantly, the focus of attention has shifted over time from con-
cern with basic structural factors such as fire hazards in facility construction) to process of care indicators (such as 
use of physical and chemical restraints) to outcome of care indicators (such as changes in functional status). The 
more recent increasing concerns with quality of life for LTC recipients can be viewed as an extension of this in-
creasing focus on care outcomes.  

  Figure 1: Donabedian’s Structure, Process, Outcome Model 
 Definitions and examples adopted from (Kurowski and Shaughnessy 1982) 
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Activities performed with 
respect to  

  patient need 

 
 

 
STRUCTURE 
The capacity of the pro-

vider to respond to patient 
needs 

 
 

 
OUTCOMES 

Observed consequences of 
provider activities. Changes 
in the physical, functional, 
and psycho-social status of 

the patient  

PATIENT 
FEATURES 

The clinical, demo-
graphic, and prefer-
ence factors that im-

pact treatment options 
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Second, this period has seen a slow shift in the focus of public and private sector quality initiatives. In the early 
years, the focus was on the definition and measurement of quality aimed at sanctioning providers who failed to 
meet standards. More recently, total quality management (TQM) concepts have become more influential: quality 
initiatives seek to engage provider organizations in ongoing carefully monitored interventions intended to en-
hance care processes and improve care outcomes. Efforts to increase public awareness about quality expecta-
tions and performance are also part of this more current approach. 

Third, attention has increasingly focused on defining quality at least partially with respect to participant auton-
omy in selecting and directing care.  This conception has been a driving force behind the development of resi-
dential care alternatives to nursing home care, e.g., assisted living.  Also, because many elders prefer to remain 
in community settings, quality is increasingly defined in terms of supporting this choice.  With new attention to 
community care has also come stronger demands from regulators and consumer advocates to measure and en-
sure accessibility and quality of care in these diverse settings. 

After examining in Section 2 how current initiatives have evolved, we look more closely at strategies focused on 
consensually defined outcome measures of quality and outcomes-based quality improvement approaches in Sec-
tion 3.  In Section 4, attention turns to barriers to achieving quality enhancement goals and opportunities for 
new initiatives.  Recommendations follow in Section 5. 

2. Historical Context for Long-Term Care Quality Initiatives 

Concerns with the safety and quality of life experienced by elders and other persons with chronic disabling con-
ditions have been at the center of health and social welfare debates since the 19th century. As growth in the size 
of both the LTC populations and the diverse private and public institutions and organizations seeking to meet 
the needs and preferences of these populations accelerated in the last half of the 20th Century, so have initia-
tives to promote quality services.   

Each cycle of initiatives has addressed the most pressing problems, but each has left a new set of issues that 
were the unintended consequences of each solution.  The challenge for quality improvement has been to move 
on to address newly identified problems – including problems spawned by the last set of reforms –  without los-
ing the positive features of those efforts and their forward momentum.  This cyclical nature of reform for qual-
ity improvement must be recognized and addressed if improvements are to continue. 

The cycles of quality issues and initiatives to improve long-term care quality have unfolded at different paces in 
institutional care, in housing-plus-services settings, in skilled home health care, and in community care. Across 
these settings, there are similarities and differences in these issues.  We will deal first with the two types of resi-
dential settings where long-term care is provided and then turn to community settings.  This historical section 
traces quality improvement efforts through the development and implementation of the Minimum Data Set 
(MDS) and current efforts to use it to evaluate and improve quality. 

2.1 Quality Initiatives in Residential Care 

Today’s array of residential LTC facilities stem from several types of institutions developed in the 18th and 19th 
centuries.  The earliest institutions were local poor houses, which operated from colonial times through the 
early 20th Century.  Local governments and charities ran them as a last refuge for indigents among whom were 
significant numbers of elders and persons with disabilities.  In the 18th Century, state governments developed 
hospitals for persons with mental illnesses and disabilities; and alongside these, numerous religious and ethnic 
groups built rest homes for their elders, as a more respectable alternative to the public institutions (Holstein 
and Cole 1996).   

Major 20th Century events, particularly the Great Depression, eroded the capacity of these local, private, and 
state institutions to continue to operate as they had in the past.  These events moved the nation, most notably 
in the Social Security Act of 1935, from local to state to federal responsibilities for income and care financing for 
elders As a result, state and federal interest in and responsibility for ensuring and promoting quality also in-
creased.  Concerns began more and more to focus on creating an adequate supply of facilities, and on ensuring 
their safety through regulatory efforts.   
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The result of these efforts was to split residential care into two divergent paths.  Down one path went unskilled 
residential care, including board and care homes and traditional old age homes.  Down the other path went more 
regulated, skilled care institutions, more commonly know as nursing homes.  We will follow the second path first 
and return later below to quality issues in unskilled residential care. 

2.11 Focus on supply, structure, and state regulatory capacity – the creation of 
the modern nursing home 

Changes in the Social Security Act in 1950 allowed federal payments to the states to be used to contract with 
nursing homes for care for older adults and required states to create systems of nursing home licensing in order 
(according to the Act) to “raise the standards of those institutions that have been understaffed and underfinanced, 
that have been firetraps, and in which people have been badly treated.”  States were also allowed to develop pub-
licly operated LTC facilities as a result of these amendments.  States were required by 1953 to assert an authority 
to establish and maintain standards for institutions receiving payments under the old-age assistance program.  In 
the 1956 Social Security Act amendments, new funds were directed to the states to support home and commu-
nity- oriented social services for elders and others with disabilities.  Public expenditures for LTC grew dramatically 
during this period to about $280 million by the end of the decade.    

In 1954, the first national inventory of nursing homes and related facilities was conducted.  The public debate about 
quality concerns noted in the survey was a factor in amending the Hill-Burton Act to treat nursing homes as health 
care facilities under the jurisdiction of the National Health Service, and to expand the availability of public financing 
for nursing home construction. According to Karen Stevenson Brown’s LTC history (Brown 2004), the Hill-Burton 
Act tied federal construction dollars to meeting quality standards but limited funding to a small group of non-profit 
organizations affiliated with hospitals.  As a result, 

….these standards had little impact on the vast majority of new nursing home construction. Ironi-
cally, restricting the funds to hospital-affiliated non-profits was intended to increase the quality of 
nursing homes, but it had the opposite effect. Developers who couldn't qualify for Hill-Burton 
funds continued to build thousands of new facilities with no reference to Hill-Burton standards. 
When regulators later decided that all nursing homes should meet the higher qualifications, it was 
too late. Trying to make the nursing homes fit the standards many years after they were built was 
nearly impossible. 

Other expansions in federal financing for nursing home construction and nursing home care throughout the 1950s 
were also associated with continued concerns with the quality of care in these facilities.  Well-publicized fires with 
high death rates and other traumatic events led to a national effort (1957-1963) to establish guidelines for states to 
adopt in licensing nursing homes. In 1959, a special Senate committee on problems of care for elders in LTC noted 
that the failure of states to adequately finance inspection protocols and implement quality assurance programming 
was a pressing concern.  A 1960 Senate report claimed that as many as 44 percent of nursing homes failed to meet 
basic fire and safety standards (Brown 2004).  

These concerns were a crucial factor in the passage of the Kerr-Mills Act of 1960, which offered states a higher 
level of matching funds for their expenditures on health care for indigent elders and extended support to the 
“medically needy.”  Between 1960 and 1965, federal expenditures for LTC continued to grow, reaching $690 mil-
lion by 1965, with most of these expenditures concentrated in a small number of states whose guaranteed return 
on investment spurred private development of nursing facilities.  But quality issues continued to receive public at-
tention: a 1965 report by the Senate Select Committee on Aging noted that state regulation and enforcement of 
LTC facility quality was highly variable, but that increased enforcement could result in failure to meet escalating 
demand for these services.  

Continuing concerns about the well-being and financial pressures faced by aged, blind and disabled persons using 
LTC facilities were a crucial element of the debates that led to establishment of the Medicare and Medicaid pro-
grams in the Social Security Amendments of 1965. The enactment of Medicare and Medicaid occurred in a highly 
charged political environment that led to a compromise limiting Medicare coverage for LTC to a new class of ex-
tended care facilities (ECFs) and for stays of less than 100 days, while the Medicaid program encouraged the states 
to offer both this level and a lower level of nursing home care to the indigent.  States were given more flexibility in 
offering other services for the poorest elders and to the medically needy.  
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In the early years, Medicare expenditures for home health care services and ECFs far exceeded budgeted levels, 
because many more provider groups and facilities qualified for the program than anticipated, and cost-based re-
imbursement resulted in higher than anticipated expenditures.  Meanwhile, the Medicaid program also experi-
enced much higher than anticipated growth in expenditure for nursing home care.  Brown notes at least four 
factors in this growth: (1) the Medicaid program did not provide coverage for community care services and thus 
created a perverse incentive for indigent and near-indigent elders to use more costly institutional services; (2) 
federal matching funds encouraged states to expand nursing facility coverage and to move people from state 
hospital settings, where states paid a higher proportion of costs, to nursing facilities, where states paid a lower 
portion of costs; (3) states were free to establish their own rates for nursing homes with no ceilings or caps im-
posed by the federal government; and (4) the federal government had inadequate fiscal controls or other data 
on utilization and costs within the state programs (Brown 2004). 

Recognizing ongoing concerns with both costs and quality in nursing homes, the 1967 Moss amendments author-
ized the federal government to establish and apply fire and other safety requirements to all nursing homes par-
ticipating in Medicaid and Medicare.  These same amendments also established the intermediate care facility 
(ICF) category under Medicaid, although it took until 1971 to reach agreement on national standards for these 
facilities.  These 1971 standards emphasised minimum fire safety and sanitary conditions, but also encouraged 
states to establish process of care and outcome objectives.  Nearly 1,500 older facilities that could not meet 
these new standards closed between 1969 and 1971. This reflected the growing role of Medicaidas a monopsony 
buyer of nursing home services: by 1977, Medicaid was primary payer for 48 percent of all residents (Brown 
2004). 
 
2.12 Focus on process and outcomes of  care in nursing homes 
 
Notwithstanding improvements in supply, physical plants, and states' oversight capacities, reports on concerns 
with the quality of nursing home care and other LTC settings continued to appear throughout the 1970s 
(Mendelson 1974; Vladeck 1980).  The “litany of  nursing homes abuses” detailed in the1974 Senate Subcommit-
tee on Long-Term Care hearings emphasized the increasing technical sophistication and level of care in these 
facilities: Among the most common indicators of inappropriate quality conditions were lack of control of medi-
cations, inappropriate access to specialized and rehabilitiative services, and unauthorized use of physical re-
straints.  This focus on specific patient and condition-appropriate process of care and need-specific and case-mix 
sensitive outcome measures represented a major shift in focus for federal and other investigators from whether 
or not conditions were safe and sanitary to whether or not care maximized patient-specific outcomes.  
 
Another set of conceptual shifts occurred during the 1970s which explicitly inserted roles for elder residents, 
their friends and other supporters in establishing and overseeing the quality of LTC services.  For example, 
President Nixon’s 1971 Eight Point Initiative to improve the quality of care in America’s nursing homes and to 
respond to complaints about abuse and neglect of residents included a national Long-term Care Ombudsman 
Program.  The President directed HEW “to assist the States in establishing investigative units which would re-
spond in a responsible and constructive way to complaints made by or on behalf of individual nursing home pa-
tients” (Centers for Medicare and Medicaid Services 2002).  By 1978 some consensus had emerged on how 
state units on aging would collaborate with other state agencies responsible for LTC facilities licensure or moni-
toring or as the payer for Medicaid-enrolled patients.  A model set of requirements for a Long-Term Care Om-
budsmen was included as a required feature of state aging services programming.  The 1981 reauthorization of 
the Older American’s Act explicitly expanded the roles of the program from nursing homes to personal care/
assisted living and similar housing-plus-services models.  
 
By the early 1980s, in response to public and professional concern that nursing home regulations placed undue 
emphasis on structure and process rather than the resulting outcomes, Congress directed the Health Care Fi-
nancing Administration (HCFA) to study how to improve nursing home regulation.  To perform the study, 
HCFA contracted with the Institute of Medicine (IOM), which established a committee on nursing home regula-
tion.  The IOM study team examined published literature and issued a landmark report that reflected a new con-
sensus among a broad array of experts (Institute of Medicine 1986).  The report’s recommendations were re-
flected in the 1987 Omnibus Budget Reconciliation Act (OBRA).   
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The 1987 OBRA established new process standards for residents’ rights, nurses’ aide training, monitoring of psychotro-
pic medications, and medical direction.  It also directed the development of the Minimum Data Set (MDS) for resident 
assessment, which emerged and continues as a major data source for monitoring patient care and quality.  The 1987 
OBRA also required that facilities provide each patient with care that would enable the patient “to attain or maintain 
the highest practicable physical, mental and psychosocial well-being.” Other concepts included:  

 

• National minimum standards for staffing and nursing care for all Medicaid and Medicare nursing 
facilities, including 24-hour licensed practical nurse care seven days a week, and at least one RN 
on duty at least 8 hours per day, seven days a week. 

• Elimination of the distinction between “Skilled Nursing Facilities” and “Intermediate Care Facili-
ties” (both now defined as “nursing facility”).  

• Quality of life as a major goal for patients.  
• Special training for nurse’s aides. 
• Requirements for states to establish and enforce state licensing and federal certification stan-

dards, including maintenance of an adequately staffed ombudsman program. 
• A two-step approach to reduce inappropriate placements of people with mental illnesses/mental 

retardation in long-term care settings, which (1) restricts new admissions and, 2) requires a 
screening of all residents to determine most appropriate setting.  

 

The evolution of current federal approaches to monitoring and regulating nursing home quality that began with the 
1987 OBRA included the development of standardized resident assessment instruments (RAI) (which yields the MDS) 
and required assessment and reassessment protocols for all nursing facilities and all Medicare-certified home health 
agency patients.  A series of demonstration projects, over a 5-year period, led to the designation of 24 quality indica-
tors (QIs) for the federal nursing home survey process (Table 1).  These QIs were designed to be a tool for capturing 
potential problems in performance that would flag certain facilities for additional inspection of quality.  A number of the 
items are calculated on a risk-adjusted basis to reflect that incidence and prevalence are related to the characteristics 
of a nursing home’s residents. 
 
Unfortunately, despite this new national system of assessment, reporting, and regulation, nursing home quality prob-
lems continued through the 1990s.  These included excessive use of physical and chemical restraints, untreated pain, 
poorly managed incontinence, and inadequate rehabilitation services. These were highlighted in a series of General Ac-
counting Office (GAO) reports (U.S. General Accounting Office 1999; U.S. General Accounting Office 2000a; U.S. 
General Accounting Office 2000b; U.S. General Accounting Office 2002c; U.S. General Accounting Office 2002d; U.S. 
General Accounting Office 2002e; U.S. General Accounting Office 2003b), by additional startling documentation of on-
going quality failures, and by continued public dissatisfaction with LTC accessibility and lack of responsiveness to quality 
standards and public concerns. Research and analysis pointed to some basic shortcomings in the MDS and related en-
forcement activities underlying the problems, which will be detailed in Section 3.  The remainder of this section de-
scribes federal and state efforts to expand and strengthen the MDS and related systems in the face of these continuing 
quality problems. 
 
One major initiative beyond use of the QIs as indicators for improvement for individual nursing homes was to use the 
indicators for public reporting to help consumers evaluate and select nursing homes.  In November 2002, the Centers 
for Medicare and Medicaid Services (CMS) began “Nursing Home Compare,” a web site reporting individual nursing 
homes' scores on a related set of quality measures (available at: http://www.medicare.gov/NHCompare).  CMS refers 
to the MDS-based indicators as “quality measures,” asserting that they have been sufficiently validated to qualify as true 
measures of nursing home quality, as distinguished from the survey process QIs, which are to be used as pointers to 
potential quality problems that can be addressed by homes through the regulatory process.  (This issue of distinguishing 
the use of indicators for quality improvement versus quality reporting will be elaborated in Section 3.  Table 2 de-
scribes the nursing home quality measures that CMS reports for comparative purposes to the public.  The web site 
provides, for each nursing home in the country, the scores for the individual home, the state averages, and the country 
averages in the noted categories.  Bolded items in Table 2 indicate the measures that are the primary focus of state 
Quality Improvement Organizations’ work with providers and the public (discussed just below).  Table 3 provides 
background on why these bolded measures are important for quality.  
_______________ 
1  An analogous set of quality indicators for home health will be discussed below. 
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To reinforce the public use of Nursing 
Home Compare, the Department of 
Health and Human Services developed a 
new Quality Improvement Initiative 
(Centers for Medicare and Medicaid Ser-
vices 2003).  CMS contracted with its 
state QIOs to work with Medicare pro-
viders of nursing home and home health 
care services.  These contracts are in-
tended to raise public awareness of the 
availability of comparative quality data on 
Nursing Home Compare and at 1-800-
MEDICARE.   
 
The QIOs are also working with local 
media to publicize and explain informa-
tion, as well as to promote quality infor-
mation to those who assist elders in se-
lecting services through collaborations 
with media, industry and consumer 
groups designed to promote use of the 
new measures. 
 
At the same time, QIOs are required to 
work with nursing homes to improve 
the processes of care related to the pub-
licly reported quality measures, particu-
larly those noted in Table 3. As noted in 
the AHRQ National Healthcare Quality 
Report (Agency for Healthcare Research 
and Quality 2003), the focus in these 
contracts signals the shift in federal qual-
ity improvement efforts from a primarily 
regulatory approach, which mandates 
requirements for staffing or other inputs, 
to one which empowers consumers with 
quality data, while assisting providers in 
their efforts to improve performance on 
already established quality measures. 
 
In summary, the federal government’s 
2001 Long Term Care Quality initiative 
included all the major components of 
quality assurance/quality improvement 
that have been emphasized in recent 
accounts: 
 

 

Table 1: List of Quality Indicators: Version 6.3 
 
Accidents     Nutrition/eating 
1. Incidence of new fractures                       13. Prevalence of weight loss 
2. Prevalence of falls                              14. Prevalence of tube feeding 
     15. Prevalence of dehydration 
Behavioral/Emotional Patterns                                      
3. Prevalence of behavioral symptoms   Physical functioning  
     affecting others) [Risk Adjusted]                16. Prevalence of bedfast residents 
4. Prevalence of symptoms of depression             17. Incidence of decline in late loss ADLs 
5. Prevalence of symptoms of depression  18. Incidence of decline in range of motion 
    and no antidepressant therapy                                  
     Psychotropic drug use  
Clinical management                               19. Prevalence of antipsychotic  
6. Prevalence of residents using 9 or more          use in the absence of psychotic  
    different medications                              and related conditions  
        [Risk Adjusted] 
Cognitive patterns      20. Prevalence of antianxiety/hypnotic use 
7. Incidence of cognitive impairment                 21. Prevalence of hypnotic use more than 
       two times in the last week                        
     Quality of life  
Elimination/incontinence   22. Prevalence of daily physical restraints               
8. Prevalence of bladder or bowel                  23. Prevalence of little or no activity 
    incontinence                                        
    [Risk Adjusted]                       Skin care  
9. Prevalence of occasional bladder/bowel       24. Prevalence of stage 1-4 pressure ulcers  
     incontinence without toileting plan         [Risk Adjusted] 
10. Prevalence of indwelling catheters             
11. Prevalence of fecal impaction                                 
 
Infection control 
12. Prevalence of urinary tract infections             
 

(Source: Adapted from Manard 2002)                          
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• Regulatory approaches: the federal and state governments establish standards, require documentation, inspect, 
and sanction deficiencies with respect to: (1) structure measures (staffing, resources, and environment require-
ments); (2) process measures (documentation using standardized instruments of care that minimally meets needs 
of residents); and (3) outcome measures (QI measures, such as documentation using standardized instruments of 
health and functional status patterns). 

 

• Financial incentives/disincentives: Federal, state, and other public and private payers can establish financial incen-
tives or disincentives that sanction/reward behavior as measured by any of the structure-process-outcome com-
ponents. 

 

• Empowered consumer decision-making: Broad dissemination of quality data on providers to support consumers, 
advocates, and group purchasers to foster the use of quality indicators in selecting and evaluating services. 

 

In 1998, CMS contracted with Abt Associates Inc. to continue reviewing the QIs and to make recommendations to 
CMS on how its public reporting on nursing home quality could be improved (Abt Associates 2001). Using this work 
as a background, CMS asked the National Quality Forum (NQF) to identify a set of voluntary consensus standards 
for assessing the quality of care for both long-term residents and short-stay residents in nursing homes for the pur-
poses of public reporting. As with all NQF consensus projects, the measures were evaluated by a Steering Commit-
tee and endorsed after successfully passing the vote of each member council and the NQF Board of Directors 
(which reflects a diverse group of health care stakeholders).  Some of these recommendations were further consid-
ered, and additional recommendations were developed for voluntary quality standards. Since 2003, these standards 
have become the basis for subsequent CMS collection and reporting in its Nursing Home Quality Initiative. 

 Percent of Long Term residents: 

- Who have moderate to severe 
pain  

- Who need help with basic tasks 
- Who were physically restrained 
- Who are more depressed or anxious 
- Who have a catheter inserted and  
        left in their bladder 
- Who spend most time in bed or chair  
- Whose ability to walk and move  
       about their room got worse 
- With a urinary tract infection 
 
Percent of high-risk Long Term residents:   
- Who have pressure sores   
 
Percent of low-risk residents:   
- Who have pressure sores   
- Who lose control of bowels or bladder 
 
Percent of short-stay residents:   
- With delirium 
- With moderate to severe pain 
- Whose ability to walk/move about  

Table 3: CMS Measure Specifications  
for Nursing Homes 

Table 2: CMS Nursing Home 
Compare Quality Measures 
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Housing-Plus-Services Care 
 
Having gone down the mainstream path traveled by institutional LTC in the US – the nursing facility – let us now 
return to the other path that institutional care took out of the Depression.  This path leads to a variety of less for-
mal and less regulated residential care, including board and care homes, traditional old age homes, adult foster 
homes, and more recently, assisted living facilities.  The names for this level of care differ widely across states, as 
do the provisions for what kind of care they do and do not provide, as do the approaches to and intensity of state 
oversight.  As a rule, housing plus services provide housing, three meals a day, and some level of support with su-
pervision and help with activities of daily living (ADLs) – the latter perhaps for extra fees.  For purposes of this re-
port we will use the term “adult congregate living facilities” (ACLFs) to refer to all of these settings. 
 
The ACLF path was also influenced by public policy decisions.  The impact of public policy is readily apparent in 
legislative passed in 1935, when the Old Age Assistance of the Social Security Act included a provision that benefits 
would not be available to any person living in a public institution.  This virtually ended the viability of any remaining 
local poor houses.  The number of older people residing in institutions fell by 10 percent in the 1930s, then in-
creased by 38 percent in the 1940s, stimulated by the resulting transfer of poorhouse residents to both nursing 
homes and private ACLFs (Holstein and Cole 1996).    
 
Although nursing homes and ACLFs were not greatly differentiated before the 1950s in the types of care they pro-
vided, there are data that track the shift in residents from ACLFs toward nursing homes over the subsequent three 
decades.  Of all elders residing in institutional settings, the proportion living in ACLFs shifted from 41 percent in 
1940 to just 12 percent in 1970, while the proportion in nursing homes increased from 34 percent to 72 percent in 
the same period (Holstein and Cole 1996).   
 
After this period of decline, however, the 1970s saw the beginning of new period of growth in ACLFs, stimulated 
by the widespread closures of state hospitals for the disabled, mentally retarded, and mentally ill (among whom 
were many elderly).  The closures were in part fueled by the availability of Medicaid payment for housing and care 
in nursing homes, but not for care in state institutions. This period also saw increasing advocacy on the part of MR/
DD, adult disabled, and mentally ill patients for care in the least restrictive settings. This advocacy became the basis 
for legal actions that reflected the view that the civil rights of these individuals were being violated by offering care 
in inadequate and restrictive hospitals. But not all of those leaving state hospitals went to nursing facilities.  Many 
who were able to live more independently moved to ACLFs, with income support from Old Age Assistance, Aid to 
the Blind, and Aid to the Disabled. The federalization of these aid programs into SSI in 1971 increased support for 
the transitions, as did the ability of states to add supplements for ACLF providers for their SSI residents (Levine 
1979; Palmer 1983). 
 
Concerns and studies about the quality of care in ACLFs have paralleled the concerns about nursing home quality, 
but the response has not been as extensive or effective (GAO 1989; OIG 1982). For example, recent studies in 
board and care homes documented inappropriate use of physical and chemical restraints, a problem similar to 
those in nursing homes (Spore et al. 1997; Spore et al. 1995; Spore et al. 1996). Part of the difficulty in generalizing 
about quality in these facilities is that ACLFs are subject to state rather than federal standards, and there is wide 
variation at the state level in how states define ACLFs.  There are also wide variations in what services and ameni-
ties states require and/or reimburse in the ACLF level of care.  Some require personal care and others prohibit it.  
Some allow nursing care and help with medications, others don’t.  Some allow care managers and attendants to 
provide help to residents through Medicaid waiver services, and others don’t.  ACLFs also serve a wide market, 
from the low-cost SSI end to the high-cost, high- amenity “assisted living” end.  But even in higher end facilities, 
overall staff-to-resident ratios are substantially lower than in nursing homes, so it is difficult to expect intensive or 
expert levels of nursing and personal care.   And finally, for those facilities focused on serving the poor within reve-
nue levels based on SSI and state supplements, staffing and amenities must be limited.  Thus, the more disabled and 
medically complex are the residents of ACLFs, the more likely there are to be problems with quality of care (Feder 
et al. 1989).  
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The ACLF level of care has continued to grow.  One study reports that between 1996 and 2001 the propor-
tion of Medicare beneficiaries living in Medicare or Medicaid certified nursing facilities fell from 73percent to 
59 percent, while the proportion in “other” facilities jumped from 16 percent to 30 percent (McCormick and 
Chulis 2003).  Hawes and colleagues conducted the most extensive recent study of ACLFs.  They found that 
in 1998, there were 11,459 ACLFs nationwide, with 611,300 beds and 521,500 residents – about 1/3 the 
number residing in nursing faculties (Hawes et al. 2003). Most of the facilities were more than 15 years old, 
and nearly 3 in 5 were low-service, low-privacy, and relatively low-cost. These facilities need to operate 
within the limited level of funds available through SSI and supplements, e.g., for states supporting adult foster 
care in 1996, state SSI supplements ranged from $62 per month in Iowa to $690 in Maryland, on top of a 
maximum SSI payment in 1996 of $470 (AARP 1996).  
 
Much of the recent growth in the ACLF market has been in high-end “assisted living” facilities. Hawes’s study 
found that such high-end ACLFs offered more  (e.g., nursing care and privacy), but were so expensive that 
they were beyond the financial reach of 84 percent of people over age 75 (Hawes, Rose and Phillips 1999).  
Research has found, however, that high cost and amenities should not be confused with quality.  Yee and col-
leagues, for example, found that avoidable care problems were more likely to be found in high-price and for-
profit facilities (Yee et al. 1999).   Hawes and colleagues found that for residents who needed help with trans-
ferring, severe dementia, nursing for more than 14 days, or behavior problems, even high-end assisted living 
did not have adequate services to allow residents to age in place (Hawes et al. 2003).  The IOM also gave 
mixed reviews to assisted living: some were found to combine home-like settings with high-quality care, while 
others did poorly on both counts.  Also, the IOM concluded that consumers were not currently given 
enough information when choosing assisted living facilities, and that facilities were not providing appropriate 
care and could not consistently accommodate changing resident needs. For example, only 11 percent of as-
sisted living facilities offered high levels of both privacy and care services (the two features that IOM identi-
fied as being the selling points of such facilities) (Institute of Medicine 2001). 
 
2.3 Home Health Care 
 
In this section, we discuss the historical development of quality initiatives in home health care. Although in 
the context of Medicare and current practice for other major payers, home health is viewed as a post-acute 
service or as a substitute for other acute medical services, quality initiatives in this area are relevant for un-
derstanding the state-of-the-art in LTC quality for three primary reasons: (1) people with chronic care needs 
and long-term disabilities disproportionately use these services, and (2) many of the paraprofessional home 
health services now offered are virtually indistinguishable from other paraprofessional home care, and (3) 
because home health services are offered in community, non-institutional settings, they may offer specific 
lessons for community-oriented LTC quality assurance.  The historical development of efforts to improve the 
quality of home health care in the United States has largely paralleled the evolution of nursing home quality 
initiatives. The story starts with private efforts, which became more closely associated with other health care 
services, increasing public funding, and associated regulation.  We follow the story through recent years, with 
the implementation of an outcomes-based quality improvement initiative by the Federal government, using an 
approach based on the MDS.  
 
The first home health services can be traced to 1909, when the Metropolitan Life Insurance Company began 
offering coverage for home-delivered nursing services.  This benefit grew in popularity and curative focus 
throughout the century (Speigel 1983).  By 1953, home nursing programs were sponsored by leading hospi-
tals and public health agencies nationwide, although concerns with the availability and quality of these services 
were being raised. Home health care was an established component of the health system by the time Medi-
care was enacted in 1965. Home health services under Medicare were covered when delivered by the new 
program for individuals who were confined to their residence, had services prescribed by a doctor, and 
needed part-time or intermittent skilled nursing service and/or physical or speech therapies.  To be eligible 
for Part A coverage of these services, an individual needed to have had a prior hospital stay of at least 3 days.  
In 1980, the 3-day hospitalization requirement was dropped, and occupational therapy was added as a cov-
ered service.  
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The 1987 OBRA made important changes in quality assurance for home health agencies, by mandating state sur-
veys of home health agencies using a standardized approach. Other OBRA components included (1) strengthen-
ing the rules governing participation in Medicare to require, for instance, that agencies hire only trained and com-
petent home health aides; (2) requiring state or local agencies to maintain toll-free complaint hotlines; and (3) 
expanding sanctions to include options such as civil monetary penalties so that termination is not the only sanc-
tion available for home health agencies that fail to meet federal requirements.  OBRA stimulated Medicare to 
take incremental steps from 1991 through 2001 to broaden the focus of surveys beyond a test of compliance 
with process requirements by including an evaluation of the kind of care being provided and the effect of that 
care on the beneficiaries being served.  
 
In 1991, the Medicare program implemented a revised survey process using indicators of medical, nursing, and 
rehabilitative care to determine the quality and scope of patient care services provided by a home health agency. 
This approach was criticized because it continued to emphasize care processes over patient outcomes. While 
determining compliance with standard care processes is an important aspect of measuring quality of care, deter-
mining patient outcomes is also vital because it identifies the impact of poor care processes (U.S. General Ac-
counting Office 2002b). 
 
Following soon on the federal research and development effort for the nursing facility MDS, the government cre-
ated a research and development program for improving data and quality monitoring in home health.  This effort 
led to the Outcome and Assessment Information Set (OASIS) (Shaughnessy, Crisler and Schlenker 1998), which 
consists of about 80 data elements that form the core of a comprehensive assessment for home health patients 
and can serve as the basis for measuring treatment outcomes.  Medicare home health agencies began collecting 
OASIS data in August 1999, and these data become a core part of the patient's clinical record.  OASIS data were 
also used to develop Home Health Resource Groups (HHRGs), to which all home health patients are assisgned 
to determine prospective payments to home health agencies.  
 
OASIS data are also used by state surveyors along with other indicators to place patients into 80 distinct groups, 
using information gathered from assessments that home health agencies must perform at scheduled intervals to 
participate in Medicare.  As the data became available, HCFA required state surveyors to access and review cer-
tain OASIS-based reports before conducting HHA surveys, including: (1) patient characteristics, (2) adverse 
events, (3) health care services utilization, and (4) improvement and stabilization of health status. These reports 
are intended to assist surveyors in targeting potential quality-of-care problems during the on-site survey and 
identifying individuals or types of patients to be included in the case-mix stratified sample.   
 
Despite the new data and improved focus, problems remain.  For example, a 2002 GAO report found that the 
design of the home health agency survey still allowed surveyors to cite a deficiency without addressing the pa-
tient outcome because the focus remained on care process (U.S. General Accounting Office 2002b).  CMS 
now requires surveyors to use reports generated from OASIS data to focus survey activities on patients 
for whom quality of care may be a concern, but this change has not fundamentally altered the survey’s 
reliance on process requirements to evaluate HHA performance.  The same GAO report also noted 
other weaknesses in the survey process, such as the failure to survey agencies against all conditions of 
participation, and inadequate oversight of the branch offices of larger agencies. The GAO also reported 
that unlike the survey process for nursing homes, which uses a standardized framework to categorize 
quality-of-care problems identified during either standard surveys or complaint investigations in 1 of 12 
categories according to their scope (the number of patients potentially or actually affected) and their 
severity, a standardized system does not exist in the HHA survey process. Although CMS had devoted 
considerable attention to increasing surveyor focus on OASIS data, this severity of deficiencies concept 
had not been introduced in the home health care survey process.  
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Table 4: 11 Quality Measures for the Home Health Quality Initiative 

 
        Measure      Categories      Plain Language 
 
  Acute care hospitalization   Medical emergencies  Had to be admitted to the hospital. 
 
  Improvement in ambulation/locomotion Getting around   Getting better at walking/moving around 
                 using less equipment. 
 
  Improvement in bathing   Meeting Basic Daily Needs  Getting better at bathing themselves/
             without help. 
 
  Improvement in management of oral   Meeting Basic Daily Needs   Getting better at taking medicines  
      medications                              without help. 
 
  Improvement in transferring   Getting around   Getting better at getting in and out of 
             bed without help. 
 
  Improvement in upper body dressing  Meeting Basic Daily Needs  Getting better at dressing themselves 
             without help (upper body). 
 
 Improvement in toileting   Getting around   Getting better at getting to or  
                from the toilet without help. 
 
 Improvement in pain interfering with   Getting around   Having less pain when moving around. 
    activity 
 
 Stabilization in bathing   Meeting Basic Daily Needs  Staying the same at bathing themselves 
                without help 
 
 Improvement in confusion frequency  Mental Health   Confused less often 
 
 Any emergent care provided   Medical emergencies  Needed emergency medical care. 

In 2002, the QIOs began using the OASIS data as the basis for a national initiative to help health agencies 
evaluate and improve their processes for delivering care. By October 2003, QIOs had trained three quarters 
of all Medicare-certified home health agencies to collect, analyze, and use information on quality of care and 
patient progress that is of practical value to clinicians. In that same year, CMS launched a web site, Home 
Health Compare, which publishes select OASIS findings on outcomes in home health care.  The 11 quality 
measures for the Home Health Quality Initiative, listed below in Table 4, are a subset of a larger set of OASIS 
outcome measures.  Building on positive findings from demonstrations, training activities include how to se-
lect areas to be monitored, how to plan to improve quality, and how to assess patient outcomes (Agency for 
Healthcare Research and Quality 2003). 
 
While it is premature to assess the impacts of the introduction of outcomes-based quality improvement pro-
gramming to Medicare home health care, it is important to note that Medicare home health quality is of di-
rect relevance to larger concerns with quality of care for Medicare beneficiaries in need of LTC.  Since its 
initiation, the Medicare home health benefits were not intended as LTC benefits, but rather as an effort to 
improve the cost-effectiveness of delivery of acute care services.  Consistent with these goals, most elders 
with personal care limitations do not use home health in a given year (Feder, Komisar and Niefield 2000).   
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The Medicare home health participant population, nonetheless, is more like other LTC users than the 
bulk of Medicare participants: Home health users are more disabled and have had more expensive 
prior patterns of care (Hadley et al. 2000).  Elders with disabilities have much higher Medicare pay-
ments, and this is at least partially true because of their much higher use of home health services 
(Chan et al. 2002).  Further, home health services have consistently been utilized by participants in 
community care programs, and their availability is cited as a key factor in determining the both the 
outcomes and cost-effectiveness of these services (Capitman, Abrahams and Ritter 1997).  The re-
search showing that disabled elderly have poor access to ongoing community care, and that others 
leave home health with continued needs for personal care and household maintenance services 
(Thomas 1998), suggests that as is the case for community care services (discussed below), limitations 
on access or lengths of stay in home health can be viewed as a quality challenge.  
 
2.3 Community care 
 
Like institutional LTC, the origins of community care also stem from colonial times, when “outdoor 
relief” was provided as an alternative to the poor house for those without families to care for them 
(Holstein and Cole 1996).  With 19th Century industrialization and immigration, however, outdoor 
relief declined. It became difficult to distinguish the “worthy poor” from those thought to be trying to 
avoid work. Willingness to endure the hardships of the poor house or the state institution became 
the test of need; family responsibilities were reinforced; and the availability of publicly supported care 
in home and community settings virtually disappeared until the 1970s, when nursing home scandals 
and lawsuits to close state hospitals awakened interest in alternatives to institutional care.    
 
Initiatives to expand access to community care services were sponsored beginning in the mid-1970s by both 
Medicare and Medicaid, under research and demonstration waivers available in both programs.  The quality 
issues addressed in these initiatives included not only improved access, but also the capacity of community care 
to avoid or delay institutional admissions, to reduce unmet needs for functional support, to improve function-
ing, and to increase satisfaction (Capitman 1989; Kemper, Applebaum and Harrigan 1987; Weissert, Cready 
and Pawelak 1988). 
 
The desire to infuse new resources into community care, and to increase opportunities for community roles in 
managing LTC programs, were reflected in Section 2176 of the 1981 Omnibus Budget Reconciliation Act, 
which created broad waiver authority for states to develop community care programs under Section 1915c of 
the Social Security Act. The Medicaid waiver program also reflected the belief that expansion of community 
care could be primarily justified by the potential for downward substitution of community for institutional ser-
vices and associated cost avoidance. Thus the waiver programs were expected to demonstrate budget neutral-
ity and target services to individuals “who-but-for” the provision of community care would require Medicaid-
reimbursed nursing home services. 
 
The 1990s saw rapid growth in community care, as well as increasing attention to questions of quality in home 
health, other home care, adult day health, and community-based housing-plus-service providers such as as-
sisted living facilities.  By 2001, Medicaid community care spending had grown to $14.4 billion and about 
700,000 individuals (55 percent of them over age 65) were recipients of these services. But a 2003 GAO re-
port found that, in the absence of specific federal requirements on states for measuring, documenting, or en-
suring the quality of these services, the states had adopted highly varied approaches: access to appropriate lev-
els of service remained a concern in many states, and available reports indicated the presence of sometimes 
severe quality gaps (U.S. General Accounting Office 2003a). Throughout this period, unmet needs among nurs-
ing home residents have been viewed as clear evidence that providers were failing to meet quality standards, 
but unmet needs within the context of community care have not received equal attention. The same period 
saw enormous growth in private expenditures for home-based services and the growth of assisted living and 
other housing-plus-service options. 
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The Medicare research on home health care, referenced above, also provides an important window into com-
munity care, which is often the next step for elders after skilled home health care.   The studies show short-
comings in the capacity of skilled home health benefits to address LTC needs.  For example, background re-
search that led to the development of OASIS found that among those home health patients who had problems 
with each ADL, even the urban patients (who did better than rural ones), only 39 percent improved in bathing, 
41 percent in feeding, and 27 percent in light meal preparation during their home health episode.  Only 79 per-
cent were discharged stabilized in bathing or transferring, indicating that large numbers of beneficiaries were 
being terminated from skilled home health with substantial unmet home care needs (Shaughnessy et al. 1996). 
Spurred by these findings, a number of efforts have attempted to define and measure the quality of care re-
ceived by disabled persons in the community from the perspective of unmet needs (Allen and Mor 1997; Capit-
man, Abrahams and Ritter 1997)  
 
Compared with home health care’s OASIS system, quality initiatives in community care are less extensive, so-
phisticated, and organized.  Initiatives and systems are state-based and tend to focus on structure and process, 
with emerging interest in patient satisfaction.  Although there have been few studies, measures of satisfaction 
with care have been developed for various settings, such as paraprofessional home care (Geron et al. 2000), 
assisted living (Buelow and Fee 2000), and adult day health care (Henry and Capitman 1995).   
 
A recent article is likely to spark interest in quality indicators derived from the MDS Home Care instrument 
and system (Hirdes et al. 2004).  The quality indicators cover both process (lack of medication reviews, failure 
to receive flu shots) and outcomes (failure to improve or decline in ADLs), and they include risk-adjustment 
options using the larger MDS-HC data set.  They were tested in Canadian and U.S. community care programs 
and purchasers, providers, and consumers could use them to assess and compare quality. While promising, the 
system is in its early testing phase, and its data collection and analysis requirements are beyond the current ca-
pacities of many community care programs and systems.  Time will tell whether the instrument achieves a con-
sensus on process and outcome measures appropriate to the diversity of community care providers and the 
interpenetration of formal and informal care in these settings.  
 
3. Outcomes-Based Approaches to LTC Quality: Empirical and Conceptual 
Questions 

 
As this historical summary reveals, the Outcome-Based Quality Indicators (OBQI) approaches to quality assur-
ance, which foster collection and dissemination of standardized measures of health and functional status, com-
plemented by continuing attention to structure and process measures, are now the mainstream approach to 
enhancing quality in nursing homes, home care, and even some community care venues. Yet researchers and 
policy analysts point to shortcomings in the underlying science and the coherence among established practices. 
Five sets of issues have received the most attention: (1) difficulty in consistently finding reliability and validity of 
quality indicators (QIs) in practice settings, (2) the validity of QIs as indicators of quality, (3) uncertain linkages 
among measures, (4) weak regulation in many states, and (5) questionable impacts of OBQI on care outcomes.   
 
3.1 Validity and reliability in practice 

 
Although the quality indicators used in the MDS perform well on formal reliability and validity tests, researchers 
have noted concerns about some specific types of indicators and the generalizabilty of these measures to actual 
practice settings. The 2001 IOM committee noted that reliability tests of the MDS are not generally conducted 
in “real world” circumstances, which may reduce confidence in studies about reliability.  For example, there are 
some concerns that inter-rater reliability is too low in measuring the mood and behavioral status of cognitively 
impaired residents (Institute of Medicine 2001; Manard 2002; Ryan, Stone and Raynor 2004).  
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Since that IOM report, research has examined the relationships between facility scores on specific quality 
measures and actual care processes and patient outcomes in those areas of care.  These studies compare fa-
cilities that have high and low scores on various quality indicators (for example, indicators for weight loss, 
pain, and incontinence) to determine whether the different rankings represent different care processes, and 
higher quality care for patients. In general, these studies find that there are few real differences in care proc-
esses between facilities that score well and those that do poorly on MDS indicators, and that in most cases 
the relationship between quality indicators and quality of care is too complex to be captured in the MDS 
(Bates-Jensen et al. 2003; Cadogan et al. 2004; Schnelle et al. 2004; Schnelle et al. 2003; Schnelle et al. 2001; 
Simmons et al. 2003).  For example, Simmons et al. compared facilities that had high and low scores for MDS 
weight loss indicators.  After assessing patient clinical status and care processes at these facilities, they 
concluded that these differences were more the result of the case mixes than of differing care processes.  
They noted that the staff at low-weight-loss nursing homes provided more interaction and encouragement to 
residents during mealtime than did staff at high-weight-loss nursing homes.  These differences in care 
processes, however, were not revealed in MDS data (Simmons et al. 2003).   
 
Research has also revealed that there may be perverse incentives and counter-productive conclusions drawn 
from MDS data and associated QIs.  For example, one comparison of facilities that had high and low preva-
lence of pain found that residents in facilities with higher levels of pain prevalence were actually more likely to 
have been assessed by licensed nurses and physicians, received pain medication, and had documentation of 
treatment response (Cadogan et al. 2004).  In other words, residents in high-pain-prevalence homes were 
more likely to have their pain assessed and treated appropriately than were residents in low-pain-prevalence 
homes.  And, as Ryan et al. suggest in a review on the uses of the MDS, the better facilities are at measuring 
and documenting care problems, the more deficiencies those facilities may find (Ryan, Stone and Raynor 
2004).  Further complicating interpretation of rankings of nursing homes and home health agencies based on 
QIs are concerns that facilities are improving their paper compliance more than actually changing care proc-
esses (Ryan, Stone and Raynor 2004; Schnelle et al. 2003; Schnelle, Ouslander and Cruise 1997).  Such studies 
raise concerns about the interpretability of OBQI ratings and rankings of various providers. 
 

3.2 Use of QIs as indicators of quality  
 

In addition to these limitations of the reliability of the OBQI measures, there are a variety of concerns about 
using QIs as measures of the quality of care.  One area of concern is that direct comparisons of the raw rates 
of deficiencies across providers are inappropriate.  As these scores represent aggregations of individual patient 
outcomes and developments, they are particularly sensitive to the case mix at a facility.  For example, Jette et 
al. (1996) found that clinical characteristics of individual patients influenced the likelihood that quality of care 
deficiencies would be found.   
 
Specifically, the more complex the care needs of an individual, the more likely that care deficiencies will be 
found (Jette, Smith and McDermott 1996).  Similarly, Berlowitz et al. found that case-mix-adjusted facility 
rankings varied significantly from unadjusted facility rankings (Berlowitz et al. 1996). The two methods pro-
vided very different rankings of facilities, and case-mix-adjusted rates came closest to a gold standard of indi-
vidualized assessments based on extensive patient clinical information (Mukamel and Brower 1998).  There-
fore, even though many support the use of MDS outcome-based data for internal quality improvement at a 
given facility, the use of the MDS data for ranking and comparing facilities is still controversial (Mor et al. 
2003b; Ryan, Stone and Raynor 2004). The literature does not fully address whether case-mix-adjusted or un-
adjusted rankings are the most representative of actual patient care, although work is being done in this area 
(Manard 2002; Mor et al. 2003b; Ryan, Stone and Raynor 2004).  
 
While much attention has focused on defining, choosing, and validating quality improvement measures (Mor 
2004; Mor et al. 2003a; Zimmerman et al. 1995), little literature currently exists that directly links the imple-
mentation of MDS to patient outcomes and satisfaction.   
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Table 5: Comparison of Quality  
Measurement for Quality Improvement 

versus Public Accountability  
(Adapted from Manard 2002) 

 
Hawes and colleagues reported that as a result of Resident Assessment Instrument implementation and OBRA-
mandated changes, nursing home care improved overall, especially with regards to the reporting of patient infor-
mation, the accuracy of medical records, and comprehensiveness of individual care plans (Hawes et al. 1997).   
 
But these results are controversial (Schnelle, Ouslander and Cruise 1997).  Several studies assessed the relation-
ship between MDS participation and reductions in specific negative outcomes, including pressure ulcers, use of 
antipsychotic drugs, and restraint use (Berlowitz et al. 2000; Schnelle, Ouslander and Cruise 1997).  For example, 
Coleman and colleagues compared rates of pressure ulcers in two time periods: 1992-1994 and 1997-1998 and 
found no statistical difference in the rates even after risk adjustments (Coleman et al. 2002). Overall, the com-
prehensive IOM review concluded that the clinical impacts of the changes in pressure ulcers, restraint use and 
other quality indicators since the implementation of MDS have not been well documented (Institute of Medicine 
2001).  
 
Simple conclusions about quality of care based on QIs are 
also difficult because it does not appear that facilities that do 
well on one measure do similarly well on other measures 
(Porell and Caro 1998).  There is therefore no overall 
measure of quality of care, and rankings rely on the aggrega-
tion of the number of deficiencies that a facility receives.  
Because facilities vary dramatically in their overall quality 
rankings based on the measures included, some have argued 
that this method is too subject to the whims of particular 
compilations of key measures and that there is no way of 
determining which deficiencies or successes are more in-
dicative of overall quality. 
 
Barbara Manard offers a conceptualization of the purposes 
of quality measurement and monitoring that is helpful in 
sorting out the legitimate but conflicting types of information 
needed by different participants. Her formulation – summa-
rized in Table –5—reminds us that how we wish to use a 
measure of quality informs its ideal characteristics (Manard 
2002).  The table summarizes the distinction between devel-
oping measures of quality for use in quality improvement 
initiatives and measures of quality for public accountability.  
Quality improvement interventionists want quick turn-
around data that are sensitive to small changes in resources 
and practice, while those concerned with public accountabil-
ity are seeking global information to support decision-
making based on larger, reliable samples, with findings rele-
vant to diverse audiences.   
 
The CMS nursing home and home health QIs, rather than 
fitting neatly within the categories of process and outcome, 
or reflecting exacting science about the most parsimonious 
indicators of conditions likely to maximize health and well-
being across diverse LTC populations, appear to address 
both accountability and quality improvement goals.   

Issue Measurement for 
Quality Improve-
ment 

Measurement for 
Public 
 Accountability 

Purpose Identify process to 
be improved, or test 
results of efforts 

Purchase decision, 
evaluate programs and 
policies, or conduct 
needs assessments 

Requester/
Audience 

Internal (e.g., staff, 
providers, or manag-
ers) 

External (e.g., purchas-
ers, accrediting bodies, 
regulators, policymak-
ers 

What to 
measure 

Biggest gap between 
practice and science. 

Measures with wide 
public acceptance or 
importance 

Frequency 
of Measure 

Very frequent 
(weekly) 

Less frequently (e.g., 
annually) 

Comparison Longitudinal within 
facility or unit 

Cross-sectional and 
longitudinal 

Sample size Often relatively small Large samples. 

Detection of 
bias 

No audit, measure-
ment done internally 

External audit and/or 
external measurement 
required 

Level of 
sophistica-
tion 

Simple, not likely to 
be challenged 

Appears simple, but 
rigorous and defensi-
ble 

Level of 
detail 

Very specific, minis-
cule 

Summarized, global 

Expected 
response 

Behavior change Decision making 
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While CMS and others may be entirely justified in selecting certain indicators as prima facie evidence for high 
quality of care, they may be unduly limiting attention and interest in finding finer and more closely calibrated 
measures of more diverse and dynamic expressions of quality.  The uncertainty of the exact linkages between 
LTC provider resources or behaviors to long-term care recipient outcomes has also led to efforts to blur the 
distinction between measures of specific quality indicators and overall policy-relevant outcome measures.  
 
3.3 Uncertain linkage between measures  
 
It has also been difficult to demonstrate the expected impacts of structural and process quality dimensions on 
health and functional status or quality of life outcomes.  Kurowksi and Shaughnessy (1982) emphasized this 
point 20 years ago, and it has been demonstrated in more recent papers.  The structure-outcome relationship 
has received the most attention.  For example, early studies showed that having nursing home capacity to de-
liver social services or specialized rehabilitation did not predict provision of these services or relevant out-
comes.  This is because capacity alone does not indicate whether or not a functioning and correctly targeted 
program is in place.  Very specific measures of process (forced fluids, for example) were linked to very specific 
outcomes (rates of dehydration), particularly in the short run, but generalization from appropriate process indi-
cators to comparable care processes or more distal outcomes (as might be implied by a quality indicator inter-
pretation of process or outcome measures) proved problematic (Kurowski and Shaughnessy 1982).  
 
More recent studies show continued difficulties in linking process and outcomes, except when the measures 
are conceptually closely tied.  For example, Harrington et al. found that nursing home staffing levels were unre-
lated to process measures of care quality derived from MDS (Harrington et al. 2000).  But Weech-Maldonado 
and colleagues suggest that staffing has a more complex relationship to outcomes, based on the kinds of knowl-
edge that different professionals can offer (Weech-Maldonado et al. 2004).  They used MDS-derived quality of 
care process and outcome measures and found that having more registered nurses on staff was associated with 
improved outcomes of care, while having more full-time nurses was associated with improved process as well 
as outcomes of care.  This finding may be consistent with the conclusions reached by Abt Associates in a multi-
year study of nursing home staffing levels and patient outcomes (Centers for Medicare and Medicaid Services 
2002).  They concluded that increased staffing intensity is associated with better patient process and outcome 
measures up to a certain point, but that staffing increases beyond these minimum levels have little effect.  Most 
nursing homes would need to increase staffing to meet the minimum staffing levels as calculated in the Abt re-
ports.  Notwithstanding these findings, they did not recommend increases in national staffing level require-
ments because of concerns with measurement of staffing levels, labor shortages, and increased costs for public 
payers.  A recent study from Finland adds some new perspective to these findings.  Both employees’ and rela-
tives’ assessments of quality were related to stress and time pressure on workers.  Pressure was related to 
greater needs among residents and larger unit size.   
 
In summary, the failure to link nursing home structure measures to process and outcomes measures of quality 
may say more about the variations in nursing home resource levels and services that are considered acceptable 
than the underlying theory: structure and process measures may not have strong links to the most general out-
come quality indicators because professional and regulatory standards keep services within a narrow range.  
Simply adding more resources within narrow limits may not change the care delivery model. 
 
3.4 Continuing gaps in regulation  
 
Despite emergence and subsequent development of the OBRA 87 framework for ensuring the quality of nurs-
ing home care, the period since its implementation has seen both continued dissatisfaction with the regulation 
and management of nursing home quality and continued attention to quality issues in other LTC domains.  A 
series of GAO studies have examined the adequacy of nursing homes, home health care, and community care 
from the perspective of care process and outcomes indicators.   
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In reports throughout the 1990s, and as recently as 2003, the GAO found that state processes for monitoring 
and ensuring the quality of care in nursing homes and other settings were inadequate (U.S. General Accounting 
Office 1999; U.S. General Accounting Office 2000a; U.S. General Accounting Office 2000b; U.S. General Ac-
counting Office 2002b; U.S. General Accounting Office 2002c; U.S. General Accounting Office 2002d; U.S. Gen-
eral Accounting Office 2002e; U.S. General Accounting Office 2003a; U.S. General Accounting Office 2003b).  
 
The GAO reports noted improvements in basic safety and sanitary conditions of nursing homes, but they also 
found high levels of potentially dangerous conditions and practices for residents that were being missed or in-
sufficiently noted in existing state regulatory processes.  For example, the 2003 report found that during the 18-
month period, from June, 2000 to January, 2002, more than 20 percent of the nation’s 17,000 nursing facilities 
had deficiencies in care that could be gleaned from MDS reports (U.S. General Accounting Office 2003b). High-
lighted as reasons for high rates of deficiencies were relatively limited state budgets for inspections, high turn-
over and inexperience among inspectors, and inadequate systems for working with nursing homes to address 
existing problems. 
 
More generally, the 2001 IOM report found scant evidence that regulatory standards, clinical information sys-
tems and practice guidelines are really solving quality problems in nursing homes and noted that these guidelines 
are not currently implemented routinely or effectively (Institute of Medicine 2001). They concluded that staffing 
limitations and weak management systems prevent homes from fully implementing outcome-based quality im-
provement programs or even effectively collecting and evaluating data. These factors severely limit potential 
applications of MDS data and make testing the full, potential utility of the dataset difficult. 
 
3.5 Linking measurement to practice 

 
Findings from GAO and others underscore the difficulties in moving from outcomes-based measurement of 
quality to real-world enhancements in quality. Simply put, sharing data on relative OBQI performance with pro-
viders does not necessarily lead to improvements in care processes. Recognizing this, QIOs, states, and clinical 
research teams have embarked on collaborative approaches to quality improvement: provider staff teams work 
with quality improvement experts to identify strategies that they can implement first to reduce quality deficien-
cies (compared with other providers), and then to track the relative outcome measures.  In this context, like 
other technology-transfer specialists, they have been influenced by the Chronic Care Model (Wagner, Austin 
and Von Korff 1996).  
 
Wagner and others have offered a heuristic framework for characterizing the level of adoption of mechanisms 
and resources to support high-quality service provision. From this perspective, care improvement begins with 
the selection by a health care organization of practice guidelines, followed by team decision-making on adapta-
tion of these guidelines to the particular setting through a protocol that states explicitly what needs to be done 
for which patients, when and by whom. This protocol generally includes the practice/delivery redesign 
(practitioner and other staff roles), collaborative management (educational/self-management support for service 
users; active follow-up procedures), decision supports for practitioners (provider education, feedback, consulta-
tion, referral resources), and clinical information systems (registries, reminders, outcome tracking, procedure 
codes for billing). This framework implies that adoption of recommended LTC care processes cannot be de-
fined as a group of dichotomous variables but as consisting of an aggregate set of specific changes in practice/
delivery systems and the development of resources to support patients (and their families) and practitioners/
site managers in continued implementation.   
 
CMS and others have pointed to process and outcome improvements that have occurred through implementa-
tion of many of steps in the adoption of healthcare innovations. The literature includes interventions with sig-
nificant positive impacts on the QIs related to overall patient outcomes (Allen et al. 2004), pressure ulcers 
(Baier et al. 2003; Wipke-Tevis et al. 2004), and depression (Boyle et al. 2004). In all of these cases, the 
observed changes, while significant, were modest; their costs have not been assessed; and long-term impacts on 
patterns of care in the participating facilities were not described. No published studies describe the 
generalization of changes in care process to other areas of quality within the participating organizations.   
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Further examples of the potential impacts of the 
collaborative approach to improving home health 
agency and nursing home performance on specific 
QIs are offered by the American Health Quality 
Association (AHQA), the industry group for QIOs, 
based on its tracking of member organizations and 
their initiatives.  Figure 2 summarizes some of the 
success stories they document.  The AHQA finds 
that the QIOs in each state have adopted different 
priority QIs and different strategies for working with 
subsets of the providers in their states or a handful of 
provider organizations (AHQA 2004).  Yet as 
pointed out by Schnelle et al. (1997) these examples 
all involve relatively high levels of engagement by pro-
vider organizations. Schnelle et al. found that levels of 
adoption varied notably across providers even in the 
context of collaborative efforts (Schnelle, Ouslander 
and Cruise 1997). Berlowitz et al. (2003) also found 
broad variations across organizations in consistent 
application of new practices. Sites with greater levels 
of staff satisfaction and a culture that promoted inno-
vation were notably more effective in altering prac-
tice patterns (Berlowitz et al. 2003).  
 
These findings suggest that the collaborative ap-
proach to promulgating state-of-the-art caregiving 
processes in LTC can be viewed in light of the larger 
literature on diffusion of healthcare innovation.  Ear-
lier models of diffusion of innovation in health care 
tended to focus on the factors that lead individual 
physicians and other practitioners to begin using a 
new technology, but they were based on a model 
that largely ignored organizational determinants of 
adoption (Rogers 1983). More recently and particu-
larly in the case of preventive and chronic care ser-
vices, organizational adoption of innovation is viewed 
as an important influence on individual practitioner 
attitudes and behavior and as strongly influenced by 
the attitudes of clinical leaders towards the new 
technology (Epps et al. 1998; Glasgow, Lichtenstein 
and Marcus 2003; McCarty et al. 2004; Thomas et al. 
2000; Thomas et al. 2003). Thomas et al. (2000) note 
the importance of explicit federal and private 
initiatives to develop and diffuse adoption of 
preventive health strategies to health care providers 
as representing a distinct set of influences on 
adoption and implementation that deserve special 
attention.   Figure 3 shows an adaptation of the 
Thomas et al. (2000) model to LTC process quality 
initiatives.understandings of how these elements 
combine in creating a context for full adoption of the 
recommended process improvements to achieve de-
sired quality outcomes. 
 
 

Woodland Park Care Center  
Reduces Pain For Residents 

High pain measure scores spurred the staff to 
initiate education in pain management and how 
to treat specific types of pain. Through collabo-
ration with the medical director, they developed 
a Pain Team and created a tool to assist nurses 
with assessment and treatment of pain. The 
percentage of residents with pain has decreased 
from 24% to 5%. 

White County Medical Center 
Home Health, Searcy, AR, signifi-
cantly improves care for surgical 
wounds 

The agency increased improvement of surgical 
wounds to 74% in early 2003 from 56% in 
2002. They established a wound care committee 
of home care and hospital staff,  new wound 
care protocols, and staff training. These changes 
required multidisciplinary staff participation, new 
quarterly reporting, and training of new staff. 

Chestnut Hill Convalescent Center, 
Passaic, NJ, reduces pressure ul-
cers by almost 50% 

An interdisciplinary team was formed to direct a 
facility-wide effort, examine tools and encourage 
the involvement of all staff. They purchased 
special mattresses for residents and created a 
program that enhances aides’ commitment to the 
reduction of pressure ulcers, including completion 
of daily flow sheets, monitoring of residents by 
staff on all shifts. Staff use a pressure ulcer and 
wound tracking tool and skin assessment check 
sheet that is completed by Certified Nursing 
Assistants and reviewed by nursing staff. 

Heritage House, a nursing home 
in Clinton, IN, improves care for 
diabetes: 

The facility improved its rate of HbA1c testing of 
blood sugar for diabetes from 45.0% of resi-
dents at baseline measurement, 2001, to 83.3% 
at the completion of a targeted intervention in 
2002. They sponsored diabetes education, and 
development of more effective policies and 
procedures for diabetes care. Physicians, nurses 
and providers were also educated about diabetes 
consensus guidelines, pertinent journal articles, 
diabetes web sites, and diabetes care and 
management. 

Oregon’s Rogue Valley Home Care 
and Hospice improves treatment 
of pain: 

The agency measures of reducing pain to accept-
able levels within three days improved from 
75% to 87%, above the national average. A 
pain management team at developed and insti-
tuted an action plan which included: changing 
home visit notes to remind staff to use best 
practices in pain treatment; developing a 
“bathroom newsletter” to keep staff apprised of 
quality improvement efforts, creating a reminder 
system during staff meetings, and developing 
“pain competencies,” which involved presenting 
staff with pain scenarios to work through with 
guidance on selection of pain reduction methods 
and procedures. 

Home Recovery Home Health, a 
home health agency in Farmville, 
VA, decreases the number of pa-
tient surgical wounds by 48 per-
cent: 

The agency plan of action to decrease the 
number of patient surgical wounds included 
development of best practices guidelines adop-
tion, new documentation expectations, and 
patient/caregiver education requirements. The 
agency moved from 50% to 73 % in decreasing 
the number of their patients’ surgical wounds 
over a 12-month period. 

Figure 2: AHQA Examples of  
Response to OQBI* 

*Source: American Health Quality Association web site: 
 http://www.ahqa.org/pub/media/159_766_4627.CFM#homecare  
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Characteristics of the 
External Environment
Reimbursement
Quality assurance 
monitoring
Community resources
Dissemination Strategies
Diffusion processes

Characteristics of the 
Organization
Political system
Technical system
Cultural system
Clinical Director decision-
making

Characteristics of the 
Innov ation
Relative advantage
Compatibility
Complexity
Observability
Intentions to Adopt

Organizational Adoption
OBQI proces
Level of adoption

Provider 
Adherence
Implement Yes/No

Figure 3:  Conceptual Model of OBQI Care Process  
Innovations in LTC 

4.  Barriers to Quality Improvement in LTC 
 
Reading the literature on quality improvement in LTC feels at times like an exercise in futility.  In nursing homes, our 
current regulations (focused on inputs and assessments of adverse outcomes) have improved quality in measurable 
ways (e.g., less use of restraints), but experts do not think they do a good job distinguishing good homes from bad 
homes, or in helping homes get better.  Moreover, improved outcomes in LTC have been harder to define than in 
acute care, so the focus has been primarily on avoiding bad outcomes: none of the demonstrations of the collabora-
tive outcomes-based quality improvement approach have focused on fostering higher levels of functional status im-
provement or similar positive outcomes. Again and again the literature finds promise in innovative models, protocols, 
and practice guidelines for “best practice” care for certain conditions.  In trials these guidelines are generally found to 
be helpful, but then the new practices are not even able to survive in the test homes, let alone be more widely imple-
mented (Institute of Medicine 2001). 
 
The situation in home and community care is in some ways worse and in some ways better: worse because there is 
much less commitment to even a minimum standard of access and quality, but perhaps better from a firmer acknowl-
edgement that quality of life and choice may be appropriate first-order goals for LTC quality initiatives.  The “worse” 
aspect stems from the fact that there is no national community care program—even for the poor—and the infra-
structure for a community care program is missing in most states.  Absent a core program, the IOM finds no alterna-
tive to recommending extensions of OBQI based on uniform data collection and monitoring for community care and 
assisted living, even though no consensus has been achieved on defining process and outcome measures of quality 
care for these settings (Kane et al. 1994). Particularly uncertain, in this context, is how the emerging quality goals re-
lated to patient autonomy and quality of life can be accommodated in this model: available studies do not suggest that 
the experience of loss of autonomy among patients who do not wish to be in a nursing home, for example, can be 
mitigated by permitting them more choices with respect to facility protocols (Capitman and Sciegaj 1995).  

In reviewing the evidence of the collaborative approach being used to improve LTC performance on QIs, it is clear 
that studies to date have considered only some of the factors associated with adoption of innovation, including some 
characteristics of the innovation itself, some characteristics of the LTC organizations, and some aspects of the exter-
nal environment. For example, quality improvement programs require the capacity to collect and handle complicated 
information systems, which most nursing homes do not have (Schnelle, Ouslander and Cruise 1997).  None of the 
existing studies address how facilities would operationalize the information technology demands of implementing mul-
tiple OBQI initiatives.  Similarly, Eaton notes the limits of staff education efforts in improving quality without also redi-
recting management to support care process changes (Eaton 2000).  As work proceeds in this area, we will need bet-
ter understandings of how these elements combine in creating a context for full adoption of the recommended proc-
ess improvements to achieve desired quality outcomes. 
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From this perspective, increasing the efficacy of OBQI approaches represents not only a technical challenge, but also 
a challenge to our national will and values in caring for elders with disabilities. What may be standing behind the vari-
ous barriers to change is the way the U.S. values Medicaid nursing home patients, both explicitly (seen for example in 
reimbursement rates and caregiver salaries) and implicitly (seen in the spend-down requirement and welfare stigma 
attached to Medicaid as well as a problem-avoidance approach to quality).  The result is something akin to stigmatiza-
tion of the nursing home population and appears contrary to the goal of ensuring quality of life for program partici-
pants.  
 
The remainder of this section describes specific barriers to quality improvement in LTC.  We deal in turn with barri-
ers to quality in nursing homes, community care, and housing-plus-services settings.  We conclude with a discussion 
on market barriers.  But first we begin with a barrier common to all settings: personnel. 
 
4.1 Personnel: A common barrier to improving quality 
 
For at least a decade researchers have been concerned with the problem of LTC worker shortages (Crown, Ahlburg 
and MacAdam 1995; Institute of Medicine 1996b; Institute of Medicine 2001).  Because of the nature of long-term 
care worker positions as low-wage, low-benefits, high turnover and poor working conditions supply shortages in this 
market occur frequently, and are especially severe when the economy does well (Feldman 1996). Working conditions 
in LTC settings are also significantly poorer than conditions for the same types of staff in acute care settings (Crown, 
Ahlburg and MacAdam 1995; Feldman 1996). Problems with home care worker shortages are a particular problem.  
One report notes that some states have developed task forces to deal specifically with the shortage in home care 
workers (Institute of Medicine 2001). Home care workers tend to be overwhelmingly female, nonwhite, and have 
low educational levels (Crown, Ahlburg and MacAdam 1995; Institute of Medicine 1996a).  These workers are also 
the least well paid when compared with health aides in hospitals and nursing homes (Crown, Ahlburg and MacAdam 
1995).  Even full-time workers in the home care industry have incomes that are barely above poverty.  Very few 
workers enjoy benefits such as health insurance, pensions, or sick or vacation pay, and most have irregular hours of 
work.  All of these factors make the concerns about high turnover and frequent shortages in worker supply particu-
larly potent for the home care industry.   
 
The IOM committee cites four factors to explain the low wages and benefits that characterize employment in the 
LTC sector: the limitations of Medicare and Medicaid reimbursements, a high reliance on self-paying patients with 
limited financial resources, the profit orientation of many providers, and barriers to unionization (Close et al. 1994; 
Institute of Medicine 2001). This problem with care worker shortages is likely only to worsen as the number of peo-
ple needing home care increases relative to the workforce population.  The IOM 2001 quality report cites a Bureau 
of Labor Statistics projection that jobs in the LTC sector will increase 53 percent between 1996 and 2006 (Institute 
of Medicine 2001).  Further, care previously done by informal workers may now require formal caregivers because of 
changing demographics (lower marriage rates, families living farther apart), and because tasks able to be performed at 
home are more technical or require more training and were previously the domain of medical or technical profes-
sionals (Institute of Medicine 1996a).  In addition, quality improvement efforts often rely on increased staffing, more 
training for staff, and the increase of available services, all of which will increase demand for LTC workers. 
 
4.2 Nursing home barriers 
 
Four sets of barriers to improving nursing home quality may be identified: medical/regulatory conceptualization of 
quality, inadequate resources, technological limits, and lack of clear impetus for change. These are described below. 
 
4.21 The medical/regulatory concept of nursing home quality 

 
The MDS and associated monitoring and reporting systems have been an important step forward from where we 
were prior to the 1987 OBRA.  A tremendous amount has been invested in the MDS, and it has proven to be a way 
to set national and even international standards to monitor and protect against the return of the low and uneven 
quality of 20 years ago.   
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However, the protective, medical, and regulatory approach of the MDS system is also widely acknowledged 
as a barrier to an expanded OBQI model that includes attention to patient autonomy and quality of life.  
What was a progressive way to address abuse and neglect 20 years ago seems now at times to stand in the 
way of newly prevailing values about what nursing home residents need. The focus on accountability and on 
minimizing selected adverse outcomes makes specific tasks and avoidance of mistakes the focus of facilities, 
rather than the needs and wants of the individual people in their care.  Rosalie Kane gives one of the clearest 
expressions of the dilemma: “Embedded in most of our rules and regulations is the idea that LTC should as-
pire to the best possible quality of life as is consistent with health and safety. But ordinary people may prefer 
the best health and safety outcomes possible that are consistent with a meaningful quality of life.” (Kane 2001a, 
italics in original). 
 
A review of the literature on the most important resident-reported features of quality of life reveals the cen-
trality of concepts such as autonomy, choice and control, and personal meaning.  Even though these same 
themes appear again and again in resident ratings of quality of life, these themes are often not brought into 
OBQI interventions in LTC (Institute of Medicine 2001; Salmon and Polivka 1998).   There is good work 
moving the quality of life agenda along, but it has a ways to go (e.g., Levy-Storms, Schnelle and Simmons 
2002).  For example, if an individual chooses a care option or activity that puts his or her physical safety at 
risk, how is the provider’s responsibility for promoting safety modified?  If a goal of LTC is rehabilitation, 
how can the provider balance the wishes of a patient who chooses not to work at recovery?  In addressing 
these questions, Capitman and Sciegaj have suggested that the goal in LTC is not so much autonomy, as clas-
sically defined with its focus on independent actors, broad opportunities for self-definition, and culture-free 
decision-making process, but rather a “contextual autonomy” which emphasizes engaging elders and their 
social networks in culturally-responsive decision-making based on full disclosure of the provider’s limitations 
and professional/corporate obligations (Capitman and Sciegaj 1995).  From this perspective, the resolution to 
Rosalie Kane’s quality/safety dilemma and similar challenges arises from an explicit negotiation with full dis-
closure among providers, patients, and patient families as they seek to find quality of care and quality of life 
that respects individual preferences and resources, but without sacrificing provider commitment to maximiz-
ing positive health outcomes. 
 
4.22 Technology barriers  

 
Stalling the resolution of the conflict between quality of life and quality of care objectives in LTC are current 
technologies and organizational arrangements that limit the capacity to implement and manage individualized 
services.  No quality model has research that points definitively to its efficacy (Wiener 2003).  The OBQI 
approach has clearly achieved successes in getting many organizations to make some important changes (e.g., 
use of restraints), but has been only modestly successful in a few organizations for other care processes (e.g., 
pressure ulcers). The standardized systems of measurement do not have the capacity to acknowledge excel-
lence in care (such as, maximizing physical functioning) (Institute of Medicine 2001).  In fact, as shown above, 
the MDS and survey measures of structural or process deficiencies do not consistently distinguish between 
good and bad homes according to expert assessments.   This suggests that reaching OBQI targets does not 
necessarily equate with good quality or that missing them equates with bad quality.  From a purely technical 
perspective, introducing more adequate adjustments for case mix, including selectivity in entry and exit from 
homes (Mukamel and Brower 1998), would increase the sensitivity of these measures to real differences in 
care quality.   
 
Better models for separating out the relative importance of staffing, resident characteristics, and facility char-
acteristics as contributors to deficiencies would also be helpful (Harrington et al. 2000). But these improve-
ments don’t address the capacity of facilities to individualize care in ways that respond to the elderly’s and 
their families’ preferences for quality of life. 



 

30  

Measuring quality of life has its own challenges.  We have been able to find only one example of a study 
that demonstrates whether or not satisfaction with care or quality of life outcomes are correlated with QI 
measures or whether systematic efforts to improve care process to influence quality also influence satisfac-
tion or quality of life outcomes.  The one study is not encouraging: Schnelle and colleagues found that 
nursing home residents and their families who received more appropriate and frequent care for selected 
conditions did not rate their quality better than did others who received inferior care (Schnelle et al. 
1999). The lack of data in this area, however, reflects the lack of consensus on how best to measure these 
outcomes in the context of nursing home care or other LTC settings, characterized by the high prevalence 
of cognitive impairment and other health and functional status changes that may limit both the range of 
satisfaction/quality of life outcomes and the capacity of individuals to report on them. Robert Kane, for 
example, points to the difficulty in capturing the essential elements of a subjective measure in a way that 
will mean the same things to everyone; difficulty developing measurements that can reflect all the domains 
of quality of life; and the difficulty determining the relative importance of different domains to different 
people (Kane 2001b).  
 
The 2001 IOM report contends that general “satisfaction measures” have limited value since overall satis-
faction is reported as high.  Such measures miss serious deficiencies in individual areas.  Since many resi-
dents lack knowledge about what could ideally be done for them, they lower their expectations and are 
not sufficiently critical (Institute of Medicine 2001). Hays attempted to address this issue through the crea-
tion of weights for quality of life measures for nursing home residents (Hays et al. 1996), but this approach 
may not adequately respond to individual and cultural differences in response styles or the disentangling of 
health and functional status linked affective changes from variable preferences. 
 
There are some new approaches in the pipeline.  According to the IOM, one major attempt at developing 
a standardized tool for measuring resident-reported quality of life was REAL (Real Experiences and Assess-
ment of Life).  The REAL instrument was composed of Yes/No questions to residents about various as-
pects of life in the nursing home and 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 
(Institute of Medicine 2001). A satisfaction survey was also developed in late 1990s that was similar to 
REAL.  The researchers found reasonable confidence and reliability in preliminary trials, but as of the IOM 
report these trials were still too preliminary to evaluate survey results and create standards for compari-
son across nursing homes. New evidence about this approach has not yet appeared in the literature, but 
numerous attempts have recently been made to expand quality of life survey methods to the cognitively 
impaired.   
 
For example, a University of Minnesota study measured 11 domains of quality of life (see Kane 2001b) and 
got information for 2,000 residents from four sources (resident, staff members, external observers, and 
family).  Psychometric testing of these instruments appears promising (Kane et al. 2003), and the differ-
ences among them in the domains of life satisfaction considered are striking (Kane et al. 2004). Such vari-
ability in part reflects not only the technical difficulty in measuring these constructs, but also the lack of 
consensus on what are the policy-relevant components of life quality for which facilities should be held ac-
countable. 
 
The ascendant “culture change” models also have limitations as approaches to ensuing quality.  The IOM 
found that these systems have not been widely implemented, that there is only limited evidence that qual-
ity management systems significantly impact quality, and that little is known about how exactly quality is 
impacted (Institute of Medicine 2001).  Moreover, these types of reforms may be limited because federal 
standards and regulations, while useful, are not conducive to culture change and innovation.  
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Nevertheless, some researchers point to culture change models as one potential method of improving both quality 
of care and the working environment in nursing homes. Rosalie Kane for example, argues the importance of moving 
away from a “one-size fits all” model of nursing home care and highlights groups like the Pioneer Network of Long-
Term Care, whose members take a more holistic, individualized approach to nursing home care, by “responding to 
the spirit as well as the mind and body needs; putting persons before tasks; seeking to enjoy residents and staff as 
unique individuals; acting on the belief that as staff are treated so will residents be treated; beginning decision making 
with the resident; and accepting risk taking as a normal part of adult life” (Kane 2001a). Still, as she notes and as is 
reinforced by the 2001 IOM report, these ideas are very difficult to implement, this movement is still fairly recent, 
and examples of actual implementations remain rare (IOM 2001).   
 
Another attempt at culture change and continuous quality improvement is the Wellspring demonstration in Wiscon-
sin. A group of previously competitive not-for-profit facilities formed an alliance that worked together toward two 
goals: offering higher quality patient care and creating better working environments for staff members (Stone et al. 
2002). The nursing homes share information and techniques in obtaining higher quality care (in terms of outcome-
based quality indicators) in a cost-effective manner, as well as engaging in centralized training sessions and encourag-
ing culture change at the management level (Manard 2002; Stone et al. 2002). Reports from those involved in the 
project suggest that the key to developing this culture of innovation and removing competition was selling the idea 
of an empowered staff to top management.  An evaluation by Stone et al. depicts the model as a success because 
staff turnover lessened, performance on federal surveys improved, and the staffs were more proactive.  Although 
clear improvements in clinical MDS outcomes could not be seen in the 15-month evaluation, interviews revealed 
higher quality of life for residents and improved interactions between staff and residents.  Finally, no additional net 
resources were required, and overall costs were generally lower for the facilities involved in Wellspring (Stone et al. 
2002). 
 
4.23 Resource barriers 

 
Looming in the path of almost every assessment of quality improvement initiatives is the barrier of low reimburse-
ment, which is said to stretch management and direct care resources so far that they cannot attend to making 
changes.  But it has been difficult to find a direct relationship between reimbursement levels and quality.  There are 
clear links between reimbursement levels and inputs,  like staffing, but there is less evidence that reimbursement is 
directly linked to quality outcomes (Institute of Medicine 2001; Wiener and Stevenson 1998).  It has also been very 
difficult to agree on a minimum level of funding, below which quality is threatened, which was part of the problem 
with enforcing the Boren amendment (Wiener and Stevenson 1998).  Nonetheless, a 2001 Abt Associates study 
using data from a representative sample of 10 states including over 5,000 facilities, identified nursing assistant and 
nursing/other licensed professional staffing levels below which facilities were more likely to have quality problems 
(Centers for Medicare and Medicaid Studies 2002).  The minimum levels were 2.8 hours per resident day for the 
long-stay quality measures for nursing assistants, and 1.3 hours per resident day for the long-stay quality measures 
for licensed professional staff.  The report found that in 2000 the industry was far short of this standard: 
 

…Over 91% of nursing homes have nurse aide staffing levels that fall below the staffing thresholds identified as mini-
mally necessary to provide the needed care processes for their specific resident population. In addition, over 40% of 
all nursing homes would need to increase nurse aide staffing by 50 percent or more to reach the minimum threshold 
associated with their resident population, and over 10 percent would need to increase their nurse aide hours in ex-
cess of 100 percent…. (Centers for Medicare and Medicaid Studies 2002). 
 

While it may not feasible to establish case-mix adjusted minimal staffing levels for nursing homes at this point, these 
results still underline resources constraints in nursing homes.  Since reimbursement rates by Medicaid programs and 
staffing levels have not notably increased since this report, it seems likely that many nursing facilities in the United 
States still experience a staffing level below that necessary to achieve the quality standards that CMS and others 
have adopted.   
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Staffing shortages in nursing homes, particularly for nursing assistants and other paraprofessionals, have com-
plex roots that extend beyond the influence of public sector reimbursement rates: low wages and benefits, 
lack of career ladders, inadequate training/pre-career programming, difficult working conditions, and unsatis-
factory management/ supervision have all been noted as other causes (Bowers and Becker 1992; Close et al. 
1994; Eaton 2000; Institute of Medicine 1996b; Institute of Medicine 2001; Mercer, Heacock and Beck 1993; 
Singh 2004; Stone 2004). This line of research indicates that achieving adequate staffing levels to improve out-
comes may require more than higher reimbursement. Such change may require re-designing the jobs of direct 
care workers and their managers. The barrier created by low reimbursement and resulting limitations on re-
sources is that they block the changes in management, systems, staffing, and practice that promise to foster 
improvements in quality, particularly along the lines of improvements in patient autonomy and quality of life.  
Over and over, tests of practice protocols show improvements in quality, but just as surely they are not ab-
sorbed into the long-term practices of the test homes (Institute of Medicine 2001).  Thus, the low reimburse-
ment levels also frustrate another quality improvement initiative cited by the IOM: environmental change.  
 
OBQI studies have repeatedly pointed to the need for additional staffing and other resources in order to sus-
tain quality process enhancements.  In general, methods that improve resident independence (like toilet train-
ing or walking improvement programs) or reduce negative outcomes (turning schedule to reduce pressure 
ulcers, medications monitoring) take more time from staff and may fall to the wayside in a resource-
constrained environment (Institute of Medicine 2001).  For example, when Schnelle and colleagues imple-
mented successful quality improvement programs for specific care processes (incontinence and restraint use), 
nursing homes were willing to participate, but they halted programs after oversight and feedback ended be-
cause of resource constraints (Schnelle 1997; Schnelle et al. 1992). While current efforts by the QIOs, backed 
by improved survey processes and CMS publication of deficiencies, may increase the external pressures on 
nursing home to sustain new practices to a greater extent than at the time of the Schnelle team’s work, these 
programs do not address the resource constraints. Facilities are forced to make business choices between 
achieving better QI reports or investing in staffing levels and other resources to sustain quality improvements.  
 
At the same time, the IOM committee concludes that quality of life as a featured outcome will continue to be 
fairly low priority in nursing homes until homes are sufficiently staffed to allow for more individualized focus.   
Similarly, Schnelle argues that developing standards of care that nursing homes cannot meet puts unfair pres-
sures on administrators and encourages them to comply on paper only.  Moreover, survey/evaluation teams 
focus on medical documentation rather than on clinical outcomes and this encourages only paper compliance.  
Programs that attempt to deal with substantive changes to care processes require more time: if regulators 
focus on charts, adoption and innovation are discouraged (Schnelle 1997). 
 
A conceptual and empirical impasse is apparent. The scientific literature has not shown clearly that more re-
sources improve quality, but inadequate resources are associated with worse outcomes and less capacity to 
adopt better care processes. Yet increases in nursing home expenditures through higher reimbursement rates 
appear inconsistent with policy initiatives to constrain LTC costs as the population ages and the baby boomer 
generation starts to need these services.  While most nursing homes have found ways to meet basic regula-
tory standards despite low reimbursement, it is unclear that the desired movement towards a culture of con-
tinuous quality improvement and individualized care can be achieved through regulation alone.   Since many 
have concluded that these more fundamental changes in LTC will require more funding, nothing is done, since 
there is no new funding.  Thus, thoughtful experts conclude that regulation will continue to be the primary 
solution (Institute of Medicine 2001; Wiener 2003).  
 
4.24 Lack of strong impetus for change 
 
A fourth barrier is the lack of a strong impetus for change.  As reviewed in the previous section, the pull of 
the professional and/or research culture is not powerful enough to spur homes to implement protocols.  And 
on the negative side, the state systems for identifying and sanctioning poor performance appear to be under-
funded and  
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lacking in sufficiently powerful tools to coerce facilities to change. GAO found that many states are not enforcing 
sanctions appropriately, nor is the survey process the same across states (U.S. General Accounting Office 2003b). 
The IOM advocates immediate sanctions for the highest-level deficiencies, as well as the development of a stan-
dardized formulation for choosing appropriate sanctions (Institute of Medicine 2001).   CMS is currently promot-
ing reforms of the survey process to improve the reliability of results: for example, targeting chronically poor-
performing facilities, chains, and owners; focusing on resident problems; improving sampling procedures and sam-
ple sizes; reducing the predictability of the survey process; strengthening consistency of survey determinations; 
and more strictly and uniformly assessing sanctions for deficiencies (Institute of Medicine 2001). Nonetheless, for 
the foreseeable future, few of the current LTC actors appear likely to spearhead further changes, and thus the 
impetus for change will need to come from other sources.  
 
There is a strong impetus for change from the movement of consumers and advocates for strengthening choice 
and autonomy, but it has been hard for this effort to gain a foothold in nursing homes. Advocates have also had 
little success in propelling government programs that promote quality of life and quality of care initiatives: While 
states have been investing in OBQI related activities, it appears that none have created major new regulatory and 
enforcement initiatives, and none have sought to link sanctions to quality of life shortcomings.  In many cases, or-
ganized advocacy on the part of the nursing home industry has been a key factor in these legislative patterns.  
 
The movement from within - culture change initiatives - finds itself swimming against the tide of regulation, limited 
resources, and established practices.  Eaton, for example, argues that the market and regulatory system do not 
really require the low-quality homes to behave differently, since public funds require only a bare minimum of care, 
and beds remain full in these homes.  High-quality homes distinguish themselves by offering better care to con-
sumers, but they are not organized fundamentally differently (Eaton 2000).  The IOM observes that federal stan-
dards and regulations, while useful, are not conducive to culture change and innovation (for example one group 
had to get 50 waivers of regulations to implement a demonstration unit (Wolfe 1999). Moreover, the committee 
notes that these models have not been empirically evaluated yet, including focus on impacts on quality of life/
quality of care, costs, and variations in results due to case mixes. 
 
It is difficult not to avoid the conclusion that the lack of success in finding the political will to promulgate “culture 
change” in nursing homes reflects a devaluing of elders with disabilities. Low reimbursement and the regulatory 
orientation to ensuring nursing home quality may send an implicit message about the social value of those who are 
being cared for through these systems, i.e., Medicaid beneficiaries.  There is a clear social stigma attached to re-
ceiving Medicaid. We require that the elderly and others with disabilities to both impoverish themselves and face 
humiliating applications processes to obtain it. Then Medicaid pays so poorly that aides are admittedly over-
worked, undervalued, and under-supervised; and about a third of them need to go on welfare or food stamps 
themselves (Health Resources and Services Administration 2004).  Since Medicaid beneficiaries are the majority of 
nursing home residents in most states, the “low value” message spills over to all residents of homes that accept 
Medicaid.  Does the pervasive fatalism in the literature that not much can be done about the quality problems re-
flect the unwillingness of society to value frail elders more than is minimally necessary?  If so, this is not a good 
mix for ensuring high quality care. 
  
4.3 Barriers to improving quality in community care  
 

At least three additional sets of factors appear as barriers to improving the quality of community care, including 
the lack of a national policy commitment to community care, the slow emergence of alternative models for financ-
ing and delivery of community care, and competing conceptions of quality in these services. Each is described be-
low.  
 
4.31 Lack of national commitment to community care 

 

Perhaps the clearest indicator of our societal devaluing of poor, old people with disabilities is found in the absence 
of a national commitment to community care.  The only national community care program is the small Older 
Americans Act block grant that supports a thin shell of services and care coordination, and this program is imple-
mented in remarkably diverse ways nationwide.   
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Community care services are not even included in the core service package that states must offer under Medicaid.  
Rather, Medicaid community care services are either optional (personal care, care management, adult day care) or 
offered through cumbersome waivers that allow discrimination by age, geography, and type of disability.  States 
vary tremendously in how much they take advantage of optional programs and waivers, how much they supple-
ment OAA and Medicaid with state funds, and how well they coordinate access to services (Leutz et al. 1992; U.S. 
General Accounting Office 2002a). The widespread use of the Medicare skilled home health benefit to augment 
weak state efforts to help the oldest and most vulnerable community residents with long-term support, was se-
verely cut in the 1997 Balanced Budget Act (McCall et al. 2003).The extent of access problems has direct effects 
on whether or not the most basic community care needs of frail elderly are met, which is a first-order measure of 
quality.  According to the IOM:   
 

Access to home and community-based services and especially personal care services for people with dis-
abilities 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 LTC services to meet the needs of consumers and assess the quality of the services 
and outcomes (Institute of Medicine 2001).   

 
More specifically, the current structure of Medicaid fosters vast differences among state community care pro-
grams.  Among states that had 1915(b) waivers in 1990, spending per aged SSI eligible averaged $42 per month but 
ranged from $1 to $165.  The proportion of all elders not in nursing homes who were served averaged 0.6% 
across states but ranged from 0.2% or less in the lowest 7 states to between 1.7% and 2.0% in the highest four 
(Leutz, Sadowsky and Pendleton 1992).  When all sources of community care funding were combined (Medicaid 
waiver, Medicaid personal care, state, and OAA), the inequity persisted:  In 1990, only four states spent $10 or 
more per elder per month on community care services; 22 spent between $5 and $9; and 25 spent between $1 
and $4 (Leutz 1999b).  The situation has not improved a great deal: In 1998 and 1999 among the states that cov-
ered personal care either through the optional program (26 states) or waivers (45), the number of Medicaid per-
sonal care participants ranged from 7.33/1,000 state residents in the most expansive state to 0.04/1,000 in the low-
est.  Per capita expenditures ranged from $91.21 to $0.02 (LeBlanc, Tonner and Harrington 2001).  Similar differ-
ences prevail in waiver access and spending: In 1997-8, waiver participants averaged 2.1/1,000 state residents and 
ranged from 7.91 to 0.62, and per capita waiver expenditures averaged $29.40 and ranged from $3.94 to $96.22 
(LeBlanc, Tonner and Harrington 2000). 
 
Evidence for the IOM’s point under Medicare is also abundant. For example, even among active patients of skilled 
home health agency clients in 1993 (while Medicare was in its expansive stage), 45 percent were found to have 
unmet ADL/IADL needs, and 80 percent of these had three areas of unmet need (Thomas and Payne 1998).  Simi-
larly, among those age 70 and over in the 1994 Longitudinal Study of Aging (LSOA), 20 percent of those with ADL 
need were receiving inadequate care.  The likelihood of having unmet needs was associated with lower household 
income, multiple ADL need, and living alone. Half of those with unmet need reported experiencing a negative con-
sequence, for example, being unable to get to the bathroom when desired (Desai, Lentzner and Weeks 2001).  
Given that many of the elders who most need community care services have no realistic way of accessing these 
services in large parts of the country, any national standard for community care quality would be widely violated at 
its most fundamental level. 
 
4.32 Alternative community care system models   
 

In those states that have committed to serving the poorest and most disabled elders through combinations of 
Medicaid optional and waiver programs, OAA, state, and other funding, there are alternative, distinct visions of 
what constitutes a high-quality system.  The traditional and prevailing model is to use care managers to assess eligi-
bility and arrange access to a range of covered services, e.g., personal care, homemaker, adult day services, medical 
transportation, adaptive equipment and devices, and home modifications.  In higher quality states, services are pro-
vided by agencies that have met the requirements of state contracts (Leutz et al. 1992; Miller, Ramsland and Har-
rington 1999; U.S. General Accounting Office 2003a).    
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Service quality is thus influenced by a combination of the appropriateness of eligibility criteria, the adequacy of the 
package of benefits, the resource limits on benefits (monthly or annual caps are common), how each service is pro-
vided, and the care management itself.  It is difficult to evaluate quality of any one component without reference to 
the others. 
 
Competing with this care management/agency model is the Independent Living Model (ILM), whose central tenet is 
that service users know what is best for themselves and should therefore have the power to control their own 
care (Batavia, DeJong and McKnew 1991).  The ILM model sees the traditional care manager as an unnecessary and 
intrusive expense, and it holds that agency-based workers don’t work closely enough for the person with disabili-
ties.  Autonomy and satisfaction are thought to be maximized when the person with disabilities can find, hire, train, 
and supervise his/her own attendant. A number of states offer this model through Medicaid and state funds.  Al-
though advocates of the model point to high rates of satisfaction, particularly with family members employed as 
aides (Benjamin, Matthias and Franke 2000), states do little to monitor quality directly, and user-hired caregivers 
are more likely to have low wages and benefits  (Tilly and Wiener 2001). 
 
Something of a test of these two models is taking place in several states in Medicaid's Cash and Counseling Demon-
stration, which gives eligible elders with disabilities the choice of traditional care managed/agency services or cash 
to employ a worker under the ILM model.  Counseling and other supports are offered to help beneficiaries man-
age.  While initial results show high levels of satisfaction among those choosing cash, just as important are the find-
ings that most of those who were offered the choice did not want to be in the demonstration at all, and even 
among those who participated, nearly as many were not interested in cash (38 percent) as were interested (42 per-
cent), and the rest were unsure (Mahoney et al. 2002).  In a more nuanced study of preferences, Sciegaj and col-
leagues found that a majority of elders, if given the choice, would prefer a defined benefit for LTC based on their 
level of need, complemented by a professional case management and care delivery system. They also noted com-
plex interactions between race/ethnicity and other factors in determining these preferences (Sceigaj, Capitman and 
Kaye forthcoming). 
 
These studies offer a view into the potential for a synthesis of the two competing community care concepts: a 
choice for eligible beneficiaries between self-management and professional advisor care management.  While this 
approach would also balance competing views of quality (choice/autonomy versus professional standards), the com-
munity care infrastructures of even the most advanced states are far from being able to offer such a system.  Barri-
ers to widespread adoption include developing regulations and supports for the cash and counseling option; sys-
tems to aid self-managers in crisis situations or when needed care requires specific skills; programs to help benefici-
aries chose and train their providers; work and wage standards to protect care workers; and, of course, ap-
proaches to monitoring and comparing quality in the two systems (Leutz 1998; Leutz, Abrahams and Capitman 
1993). 
 
Few states are this far along in their thinking, and in the meantime will move forward with varied mix of profession-
ally managed and self-managed services.  Having each state responsible for developing its own system and in turn its 
own approach to quality assurance simplifies the challenge of developing QA systems, since QA is developed with 
the state system in mind; but fragments the resources that can be devoted to developing a more widely accepted 
national model for community care QA. This suggests that such a model for process quality would look at “broad 
varieties across states and communities in practice and resource utilization patterns that are not predicted by com-
munity differences in patterns of clinical needs or client preferences” (Capitman, Abrahams and Ritter 1997). 
 
Finally, standing somewhat along side this debate between professionally managed and self-managed services in 
community care is the Program for All-Inclusive Care for the Elderly (PACE) (Mui 2001).  The PACE model, which 
became a permanent Medicare provider model in the 1997 Balanced Budget Act, pools capitated payments from 
both Medicare and Medicaid to provide a full package of acute and LTC benefits for frail individuals who are eligible 
for both programs.  PACE uses adult day services settings to bring together a team of providers, which creates a 
powerful care coordination model, which reduced both hospital and nursing home care and improved participant 
outcomes compared to a non-randomized control group (Chatterji, Burstein and al. 1998).   
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Work on instruments to assess and compare quality in PACE are underway, but so far it has been difficult to 
show clear quality differences from standard community care (Atherly, Kane and Smith 2004; Pacala et al. 2000).   
The number of PACE sites has been growing since the model achieved program status, and PACE is becoming an 
important community care strategy in many states.  However, the overall impact of the PACE is limited by sev-
eral of its requirements, including the small size of day centers, the requirement to change physicians to join, the 
high turnover (mostly due to death) of participants and the focus on dual eligibles.  In summary, while PACE is a 
valuable piece of the community care infrastructure, it cannot be the core – or the quality assurance focus – of a 
system to serve the broader population of elders. 
 
4.33 Competing concepts of quality 
 
Of course, underlying the alternative community care systems models are competing quality paradigms: on the 
one hand a regulatory model that relies on structure and process features, and on the other a consumer-
directed model intended to foster choice, autonomy, and satisfaction.  As we have seen in the historical review, 
the former grew up largely around community care services for elders, while working-age adults with physical 
disabilities championed the latter.  The competing views have been a barrier to progress in evaluating and ensur-
ing quality, since the two camps have often talked past one another.  In more recent years, particularly since coa-
litions were formed in the early 1990s to back the Clinton LTC plan, there has been some movement to try to 
find common ground.  However, there are still struggles to control thinking and resources. 
 
The staying power of diverse visions of quality is testimony to multiple goals addressed in community care, the 
wide range of community care services, the varied and complex needs they address, the diversity of home envi-
ronments and family supports, and the range of preferences and capabilities of service users.  Proponents of con-
sumer direction have a relatively simple solution.  They point to the intimate and everyday nature of most of the 
tasks and the ability of service users to find and manage caregivers without the intermediary case manager.   
Given this, the major criteria for evaluation should be user-centered, e.g., satisfaction, sense of control, and hav-
ing choice.  Proponents cite findings that those who are given control are more satisfied, have fewer unmet 
needs, and cost the same or less.  But these proponents often downplay the self-management challenges at the 
more skilled end of care or the question of service users who cannot or prefer not to manage their own care.  
 
Proponents of professional involvement and the need for related structure, process, and outcome indicators of 
community care point to complex interventions (particularly through skilled home health agencies), the vulner-
ability of some elders (particularly those with complex medical conditions or cognitive deficits), and the chal-
lenges of managing community care services.  Each potential community care goal –(e.g., convalescence from 
acute illness, rehabilitation, terminal care, personal care, care in the home, and respite care) requires different 
understandings and mechanisms for achieving quality; and the assessment must also take into account the impact 
of socioeconomic factors such as economic status, race/ethnicity, gender, and rural/urban residence as well as 
care expectations, sense of independence, and availability of informal support (Capitman, Abrahams and Ritter 
1997; Caro, Gottlieb and Safran-Norton 2000; Kane 1999; Kane et al. 1994).  Whether or not to coordinate 
community care with medical care is also an issue that affects both the quality of care and the quality of life 
(Allen and Mor 1997).  Although there are models that emphasize coordination, both the standard care 
manager/agency model and the ILM model do little to address this issue (Leutz 1999a). 
 
An objective analysis of the ILM and care manager/agency models would likely show that this is a “both-and” 
rather than an “either-or” situation.  Both of these visions are true, but it is difficult for everyone involved to 
maintain such a broad perspective. Kane and colleagues' interviews of users, consumer representatives, provid-
ers, paraprofessionals, payers, and regulators found that they valued different outcomes.  Providers, insurers, and 
regulators felt that outcomes were most important, while consumer groups ranked enabling indicators most im-
portant.  Insurers were concerned most about costs and outcomes—others  about interpersonal components of 
community care, normalization, balancing quality of life with safety, flexible, negotiated care plans, affordability, 
appropriateness, case management, and accountability.  Goals also differed by the type of patient, although some 
goals were always supported (“freedom from exploitation and abuse, satisfaction with care, physical safety, af-
fordability and maintenance or improvement of physical functioning”) (Kane et al. 1994).  
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4.4 Barriers in housing plus services models 
 
Barriers to improving quality in housing-plus-services models (board and care, adult group homes, assisted living, 
adult foster care, continuing care retirement communities) involve the same essential issues as in community 
care and nursing home care, but the history and context differ.  Compared with nursing facilities and even pub-
licly reimbursed community care, there have been more minimal state quality requirements for housing-plus ser-
vices models (mostly structural items about space, staffing, and services).  However, the questions on the table 
are whether to require more, and if so, what the requirements should be.  Very much alive is the question of 
whether quality in these settings should be assessed through resident-focused satisfaction and autonomy meas-
ures or a combination of structure, process, and assessment-based outcome measures. 
 
4.41 Variation in regulations and models 
 
The wide variation across states and settings in terms of terminology, price, amenities, service levels, regulation/
licensure, and size makes it impossible to generalize about the quality of care in housing-plus-services settings or 
approaches to improving quality.  Ironically, due to the lack of regulation and the range of approaches, housing 
plus services can be what the consumer chooses to see: anything ranging from a great opportunity for innova-
tion and choice to an easy target for those concerned with fraud and rip-offs (Kane 2001b).  Recognizing these 
potentials, 28 states as of 2003 had developed regulations for assisted living as a discrete service category that 
emphasized concepts such as independence, dignity, privacy, and autonomy as well as basic structural and proc-
ess requirements. Who should be responsible for deciding and monitoring?  States who impose a regulatory ap-
proach as more disabled residents are cared for in these settings (Aud and Rantz 2004), trade associations set-
ting standards for and certifying their own members, or consumers shopping around in the market? 
 
4.42 Variation in resources 
 
Another barrier to quality in these settings is the wide variation in prices, and therefore in resources available 
for care and amenities.  A study of 94 board and care homes - some regulated, some not - (Lyon 1997) found 
that higher payment was a better predictor of high quality than whether or not homes were regulated.  In many 
states there is a single regulatory category that covers everything from residences for elders receiving SSI plus 
housing supplements to residences serving the high-end private pay market. Yet higher payment for assisted liv-
ing programs may not ensure more appropriate care. In a 1999 study of 20 nursing homes, Yee et al. found that 
higher priced facilities were serving notably more medically complex and disabled persons, yet these facilities 
were also associated with higher rates of avoidable care problems and negative health outcomes (Yee et al. 
1999). 
 
4.43 Lack of research 
 
In recent years, the fastest growing segment of these models has been private assisted living.  Regrettably, the 
relative newness and the private nature of assisted living have limited the development of a body of scientific 
work on these programs. Because of the many different rules and requirements for these facilities from state to 
state, most references to assisted living note how difficult it is to learn what is going on in assisted living facilities 
and how programs might be improved to better meet quality of care goals (Institute of Medicine 2001). None-
theless, a few studies have focused on the factors associated with continued tenure in assisted living or discharge 
to higher levels of care. 
 
For example, (Ball et al. 2004) explore the factors associated with decline in functioning and discharge to higher 
levels of care for assisted living residents, finding that the fit between the services of the facility and the individ-
ual’s health status was the strongest predictor of negative outcomes.  Similarly, Aud (2004) in a qualitative study 
of 14 Missouri facilities found that discharge to higher levels of care was associated with cognitive and physical 
functioning declines (Aud 2004).   
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Aud also notes that facilities have few formalized mechanisms for tracking such declines and thus it is most of-
ten the emergence of aggression, wandering, and other behaviors that run counter to facility expectations that 
signals functional losses and need for intensive care.  
 
4.5 Barriers to the market model for furthering quality  
 
An overlay to some of the thinking about quality improvement is a hope that the market – (informed consum-
ers choosing from competing providers) is the best way for people to find the type of care that best suits them, 
and also to sort out the good from the bad among the providers.  For example, the IOM report ranks con-
sumer information and market competition as one of three approaches to quality.  The effort to publish OBQI 
data on nursing homes and home health agencies is but one expression of this perspective.  However, these 
expectations of market approach are not yet supported by empirical evidence.  We could not locate studies 
that examined how LTC seekers use these data, and such data are not available for assisted living or similar 
programming geared to elders who live in the community but are ineligible for Medicaid. Little information is 
currently available about the ability of market forces to ensure quality in housing-plus-services or other LTC 
settings, and the evidence from the medical care sector underscores how difficult it is to improve consumer 
understanding of health care choices. For example, Hibbard and colleagues gave Medicare beneficiaries and an 
under age 65 sample information of various sorts about health care choices and found that elders made many 
more errors, and that erroneous interpretations were highest for those in poorer health, with less education, 
and those who were older.  Overall, they estimated that 56 percent of the Medicare population would perform 
at the high-error end of their comprehension index (Hibbard et al. 2001).   Similarly, only 11 percent of benefi-
ciaries in a high-penetration HMO market were judged to have adequate knowledge of HMOs to make an in-
formed decision (Hibbard et al. 1998).  In the absence of empirical supports for the market model, a perspec-
tive that emphasizes professional and provider responsibility and collaboration between regulators and provid-
ers remains compelling. 
 
Moreover, although the LTC marketplace is full of products, consumers face barriers to adoption if they are 
unable to afford those products.  Compared to the highly regulated nursing facility, the amenities and care in 
other modalities vary directly and substantially with price, e.g., in board and care or comparable models (Lyon 
1997).  Thus, the market poses substantial quality threats to low-income elders, while there options for wealth-
ier which appear more attractive. Sorting out what appears attractive from what is quality care is another mat-
ter.  Both finding the right option in the marketplace, and ensuring that high quality help is obtained require 
well-informed consumers.  Informing consumers requires overcoming barriers in understanding of both the 
range of LTC options, the particular features best suited to the individual, and the characteristics particular fa-
cilities. Understanding the range of options is made more complex by the broad array of service alternatives, 
each of which may be called by various names, and overlap in what services they offer. There are residential 
options, community-based options, in-home care options, and devices.  There are financing and management –
options—both public and private, with complex criteria for deciding which ones apply to you.  Government and 
providers have developed a wide array of materials to teach the public about the market, and although a daunt-
ing task,, an intelligent consumer can make informed choices among types and settings of care. 
 
Understanding the details of each service option is another matter.  After choosing an approach, how can a 
consumer sort among LTC providers, suppliers, care managers, and insurers on the basis of quality?  This is a 
more difficult barrier because provider associations and the government are reluctant to compare the quality of 
individual providers.  In some cases (e.g., hospital discharge planners), providers are prohibited from sharing 
what they know.  The solution most states have adopted is to set standards for categories of providers, and 
then consumers are told about the standards and advised whether providers meet them.  This is a start, but 
standards in many areas of LTC are minimal, and enforcement efforts are also weak, which ensures that diffi-
cult-to-detect quality differences will remain.   
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The Nursing Home Compare web site run by CMS takes a big step to distinguish the differences among facili-
ties, but also reveals the pitfalls of doing so.  The lack of good risk adjustment makes it easy for consumers to 
misinterpret the site’s quality indicators (Centers for Medicare and Medicaid Services 2001).  Angelelli found 
that homes that closed were higher on violations than those that didn’t, suggesting that violation information 
could speed this trend (Angelelli et al. 2003).  The next level of hope for information in the market is for con-
sumers to make their own judgments about private market options like assisted living.  There are reasons to 
question how well consumers can distinguish quality.  The recent IOM study concluded that consumers are not 
currently given enough information when choosing assisted living facilities.  Interviews of assisted living resi-
dents found that family members had usually chosen the facility for them without their involvement (Yee et al. 
1999).   
 
5. Conclusions and Recommendations 
 
Understanding quality in terms of the goals of public policy with respect to LTC fits within the post-modernist 
understanding that, rather than being timeless and absolute, quality is a contested and ever-changing concept. 
The debates over its definition, measurement, and assurance occur within the context of broader public policy 
debates about health care and an aging population.  Thus the definition of quality in LTC has remained inti-
mately linked to public policy goals.   
 
As the nation saw rapid growth in the impoverished LTC population in the 1950s and 1960s and sought to help 
states and localities shoulder this new burden, the most pressing issues were building capacity and ensuring 
safety in the physical plant.  Although the LTC population continued to grow in the early years after Medicare 
was approved, need for professional chronic care services remained relatively unusual and fraught with the po-
tential for disgrace and despair. As the nation sought a comprehensive approach to meeting complex health 
needs of elders, and the capacity and basic safety of LTC facilities began to meet expectations, attention turned 
to quality of care, which came to be defined as avoiding adverse events and outcomes. The 1970s and 1980s 
also saw the emergence of professional home and community care as concerns with LTC costs and the political 
force of disabled adults, elders and advocates in calling for choices among alternative services grew more dis-
tinct.   
 
As more professionals and researchers turned to focus on LTC problems, quality was viewed in terms of prac-
tices consistent with expert consensus about how to achieve specified goals. The increasing professionalization 
of LTC was seen as a potential antidote to the gloomy public view of facilities and increasing appreciation for 
the relatively high lifetime incidence of chronic care needs.  The focus on health-related goal attainment in LTC 
also highlights other, increasingly influential healthcare policy goals for these services, such as avoiding costs 
associated with acute exacerbations of chronic conditions and premature declines in functioning.  These efforts 
reflected the concerns in the post-hospital prospective payment era in fitting LTC with acute care. Long-term 
care also came to be promoted as a mechanism to increase the cost-effectiveness of health care for people 
with chronic disabling conditions by substituting lower levels of care (in terms of intensity, technological sophis-
tication, and staffing requirements) for more expensive acute care ones.  
 
A new view of LTC policy goals seems to be emerging and with it come new avenues in the quest for quality.  
As the likelihood of needing LTC has steadily increased, so has the period of time that individuals survive with 
LTC needs.  Fewer elders have extended informal networks to rely upon and the life patterns of younger gen-
erations do not lend to caregiving roles as well as in the past.  Most of us now expect to receive formal LTC 
services at some point in our lives. This has led to broader generational shifts in quality of life expectations 
among elders and their loved ones. Another force for redefinition of quality in LTC has been new recognition 
among professionals of the potential to not only avoid the worst outcomes but to actually improve the well-
being of elders and others with the most severe disabling conditions. In this context, LTC quality concepts are 
expanding to include quality of life, dignity, access to alternative services, autonomy, subjective well-being, and 
satisfaction with care.  
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While some advocates have indicated that these dimensions of quality should form the primary target of regula-
tory and other improvement initiatives, others have emphasized the increasing intensity of medical needs and 
technological sophistication of services in these settings. Health care costs continue to spiral, and LTC settings 
can contribute to constraining the rate of this growth. From this perspective, the OBQI framework, with its fo-
cus on avoiding negative outcomes by improving care process, needs to be implemented more fully.   
 
An integration of these perspectives may be emerging that defines policy goals for LTC as both supporting overall 
health system effectiveness by maximizing functioning and well-being for elders and others with disabilities, and 
supporting the dignity of individuals with LTC needs and their informal caregivers by easing the financial and psy-
chosocial barriers to self-determined quality of life and community participation.  Quality in LTC, from this inte-
grated perspective, requires that services help elders to attain the best possible health and functional status they 
can, while enjoying as meaningful and “normal” a life as is feasible. In this context, LTC has come to be viewed as 
both a challenge to health services financing and delivery, and as the defining feature of a significant phase in nor-
mal aging.  This ascendant view–the normalizing of chronic care needs and LTC service responses—creates a 
particular challenge for those accountable for the quality of LTC. Public and private sector financing and organiza-
tion of care delivery policies and practices are still framed primarily from a rare-event medical perspective. This 
perspective yields programming that is poorly matched with our shared striving for pleasing settings and meaning-
ful activities during the long last acts of modern lives. 
 
While this integration of quality of life and quality of care concepts as the basis for LTC regulatory and industry 
efforts to improve quality may be gaining in popularity, the LTC sector appears caught on the wrong side of a 
deepening cultural chasm. Policy goals that include constraining the growth of medical care expenditures have 
contributed to limited growth in reimbursement for these services and the absence of a national policy frame-
work to enhance access to community services. Faced with worsening resource constraints, a regulatory quality 
assurance approach that lacks sufficiently powerful incentives for adherence, and a collaborative quality improve-
ment strategy that pays insufficient attention to fostering broader organizational change, a culture of compliance 
with minimal standards has emerged.  
 
LTC providers are inconsistent in their embrace of existing medically oriented process enhancements and simply 
lack the time, money and other resources to address quality of life enhancements on a systematic basis. This ten-
dency is reinforced by available measures and indicators of quality that only suggest problems in care process and 
outcomes but do not offer benchmarks for excellence.  This stalemate underscores the need for a new national 
dialogue on our values and policy goals with respect to LTC. 
 
Beyond this policy and program stalemate, there are continuing important gaps in our knowledge about the 
OBQI strategy, including, issues about measurement and issues about the change process: 
 

• Controlling for case-mix in QI measurement 
• Linking staffing, job designs, and performance 
• Measures for quality of life/care satisfaction 
• Linking quality of life/satisfaction with QIs 
• Organizational factors associated with adoption of improved care processes 
• Roles of federal and state sanctions in performance improvement 
• Community care QI measures that account for preferences, informal caregivers,  
          and inadequate care access 
• Extension of QI measures to care continuity and coordination issues 
• Addressing cultural and individual preferences in QI measures 
 

Recognizing the need both for policy re-orientation and continuing technical development of quality measure-
ment and assurance approaches, we offer the following recommendations for consideration by the National 
Quality Forum: 
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1. Encourage a national policy discussion on LTC goals 
 

A. Access to community care and unmet needs: Not since the period between the Pepper 
Commission (Commission 1990) and the subsequent failure of the Clinton healthcare reform initia-
tive has there been a sustained national debate on the accessibility of community care services 
(Wiener et al. 2001). Rather than a national policy that ensures access to quality community care 
for elders based on need, we have a poorly funded patchwork quilt of programs that leave many 
elders unserved and underserved.  Difficulty in accessing needed care and the surprisingly high 
prevalence of unmet needs for assistance in daily living and disease management activities among 
elders recently discharged from services covered by Medicare and other insurance loom as quality 
challenges for community care. Difficulties in building and sustaining a community care workforce–a 
crucial element in LTC quality—have also been linked to the absence of a national framework for 
community care. Other industrialized countries, such as Germany and Japan, have concluded that 
social insurance for all LTC is needed. Whether or not such a universal approach will be selected in 
the US is unclear, in part because we have not created the circumstances for full-scale public explo-
ration of this issue. LTC and other health providers and advocates need to lead an effort to increase 
public awareness of the extent of unmet needs among disabled elders, the importance of these 
needs, and the range of policy options for addressing these problems. 

 
B. Quality of life and quality of care in nursing homes and other housing-plus-services set-

tings.  Many of the current critiques of nursing home quality assurance initiatives focus on their 
predominant attention to medically oriented components of care quality, while lacking sufficient at-
tention to the quality of life for residents. By contrast, private sector assisted living has emerged as a 
largely unregulated market that offers elders many of the services of nursing homes in more pleas-
ant settings that support resident autonomy. Yet these providers are not being held accountable for 
offering care consistent with emerging process and outcome standards. One solution would be to 
extend the OBQI approach to housing-plus-service settings, irrespective of payment sources, while 
investing the needed public resources and attention to creating more normal and engaged lives for 
nursing home residents. Yet some critics of nursing home care and advocates for assisted living view 
these divergent patterns as positive impacts of a free market: individuals are given the choice among 
very different types of services. Yet how much choice is really available? Do assisted living residents 
actually prefer greater safety risks and less attention to management of their health conditions? Do 
nursing home residents really prefer sacrificing aspects of the “the good life” for better attention to 
their health needs?  It seems that the National Commission for Quality Long-term Care and others 
could foster a real national debate on these issues that seeks to articulate a clearer basis for quality 
long-term care. One outcome of such a debate might be the articulation of a “bill of rights” for dis-
abled adults that emphasizes more accurate disclosure by assisted living facilities with respect to 
process and outcome measures of care quality in relationship to nursing facility quality of care indi-
cators, while ensuring that nursing facility regulation and quality improvement target creation of 
more normal and engaged lives for residents. Alternatively, such a national dialogue might conclude 
that public investment and regulation should continue to primarily target avoidance of unwarranted 
negative outcomes while acknowledging that we as a nation are not committed to ensuring that eld-
ers who can not afford private services can also experience a meaningful and “normal” quality of life. 
Whatever the outcome, continued progress in LTC quality assurance appears to require develop-
ment of a new consensus on the best resolution to the current quality of life/quality of care divide. 

 
2. National Demonstration of Nursing Home Culture Change Models:  
 
Surely one of the primary impediments to conducting a national dialogue on quality of life and quality of care in 
nursing homes is our uncertainty about the feasibility, costs, and outcomes that might be achieved through re-
orienting nursing homes towards a culture that emphasize quality of life for residents, quality of work life for 
staff, and continuous improvement in quality of care.  



 

42  

The Wellspring demonstrations in Wisconsin and similar proposals provide tantalizing glimpses of how nursing 
home culture, operations, and outcomes may be re-oriented and seem to imply that some improvements in resi-
dent and staff satisfaction can be obtained without increasing costs or sacrificing avoidance of negative outcomes. 
It is unclear whether or not these ideas can be replicated across diverse facilities or whether or not variants of 
this approach can achieve social environment changes and improved outcomes across a range of care quality 
measures. The National Commission for Quality Long-term Care and others could promote implementation and 
comprehensive evaluation of alternative culture change models for nursing homes. Results from this kind of initia-
tive could provide some of the information needed to inform policy in this area. 
 
3. Continued Attention to OBQI: 
 

There is no denying the positive achievements associated with the current national framework for outcome-
based quality improvement that includes well-tested measures of care process and outcome variation, dissemina-
tion of quality findings, and resources to support collaborative efforts to improve quality. Yet many analysts point 
with disappointment to the continued presence of quality deficiencies and remain concerned with the pace of 
adoption of state-of-the-art care processes. Several initiatives might be considered in this area. 
 

A. Holding states accountable for quality monitoring and enforcement: Although states are given 
responsibility by Federal law for monitoring the quality of care in nursing homes and other LTC 
settings, they are not being held accountable for the assertiveness of these efforts or achieve-
ment of overall quality improvements. Evidence suggests that while some states have been tightly 
focused on these roles and cooperating with other quality improvement initiatives, others have 
not. It is unclear to what extent this reflects state funding levels for quality assurance, need for 
technical assistance to states, or lack of adequately powerful mechanisms for enforcement. The 
separation of the QIO-led nursing home and home health quality initiatives from the monitoring 
and enforcement roles of states may also be an element. New initiatives might explore either 
increasing the resources available to states for monitoring, enforcement, and collaborative im-
provement efforts, or transferring more of the monitoring and enforcement capacity to the 
QIOs.  

 
B. Organizational demonstration and research initiatives on accelerating adoption of quality process:  

Even with new information on performance relative to national quality of care indicators and 
availability of support from the QIOs, there has been uneven adoption by nursing homes of 
state-of-the-art care processes. Lack of adoption of these new protocols and technologies may 
simply reflect their relative novelty. Yet experience in other contexts suggests that diffusion of 
innovation can be accelerated with greater attention to the interplay between the innovation 
itself, the adopting organization, and external forces. As the alignment between the interests and 
understandings of stakeholders increases, and as the added value associated with innovation is 
better communicated, diffusion can occur more rapidly. New research initiatives are needed to 
understand how and why some nursing homes but not others are adopting new care protocols. 
Demonstrations of organizational change models that have been associated with adoption of in-
novations in other settings could be directed to nursing homes. 

 
C.  Extension of current OBQI to Assisted Living: As noted above, the assisted living market is in-

consistently regulated across the nation yet it is serving populations that at least partially overlap 
with nursing home residents in service needs and outcome trajectories. From a technical per-
spective, the OBQI framework could be readily extended to these settings. Such an extension, 
however, might require Federal legislation that established national definitions and quality stan-
dards for assisted living.  In the absence of federal action, individual states could be encouraged 
to enact their own standards for assisted living that include collection and reporting of MDS data 
and survey processes that parallel those for nursing homes.  
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D. Exploring linkages among QI measures and care improvement initiatives:  The current collabo-
rative quality improvement efforts target single QI measures and associated processes. How 
these efforts affect other care process within the same facilities is unknown. There is no avail-
able data on whether improvement in wound care, for example, generalizes to improved atten-
tion to pain. One of the primary strategies for accelerating improvement in care process may 
be to target for quality improvement efforts those processes that influence multiple outcomes. 
It is also possible that no such sentinel processes can be found. New research and demonstra-
tion efforts are needed to understand the linkages between QI measures and the process 
changes that can influence multiple outcomes. 

 
E.   OBQI measures for community settings: We have described several of the factors that may 

limit the extension of the OBQI framework to community care, including: striking problems 
with accessibility of formal community care, absence of choice of providers and services in 
many communities, inadequate homecare workforce, intersection of formal and informal provi-
sion in these settings, and the central importance of patient autonomy and care satisfaction 
among community residents with LTC needs. Because of these factors, it is unclear what indi-
cators of inadequate response to specific functional limitations or medical management re-
quirements in these settings would tell us. There is no national policy framework that could 
even support requirements for collection and reporting, let alone sanctioning of inadequate 
care. Nonetheless, it may be possible to articulate some preliminary minimal standards for 
community care quality that focus on the kinds of glaring examples of unmet need that have 
been reported.  Prior studies suggest that consensus can be achieved about adequate re-
sponses to disability in the community. An instrument that reflects these standards could be 
broadly promulgated and state eldercare programs could be encouraged to require documen-
tation of care relative to these standards. While this approach cannot be expected to address 
the full range of unmet needs and poor care in the community, it might at least provide evi-
dence about care for individuals and communities that would support quality LTC advocacy 
efforts.  
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