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FOREWORD

T
he book you hold in your hand is a gift. With his wife, Audrey, the late Samuel

J. Tibbitts gave a generous gift to the Department of Health Services in

the UCLA School of Public Health to commission a study of key issues in health

policy and management challenging the American health care system. The lead-

ership, scholarship, and charity that Sam exhibited in making this gift typified his

life in a number of ways.

Sam changed the health care system in California and the nation, perhaps in

more ways than anyone else of his generation. After receiving a B.S. in public health

from the University of California, Los Angeles, in 1949 and an M.S. in public

health and hospital administration from the University of California, Berkeley, in

1950, he pioneered the development of integrated health care delivery and financing

systems, a career course that culminated in the 1988 creation of the nonprofit

UniHealth America, where he was chairman of the board until his death in 1994.

Along the way, Sam founded and chaired both PacifiCare Health Systems,

one of the first major health maintenance organizations, and American Health

Care Systems, a group of thirty-two hospital systems across the country that or-

ganized the nation’s first preferred provider system, PPO Alliance. Both a leader

and a scholar, he served as chairman of the board of trustees of the American

Hospital Association and published more than one hundred articles. Sensing the

need to establish a corporate conscience in a changing health care environment,

he was founding chairman of the Guiding Principles for Hospitals, the first pro-

gram to delineate ethical and quality principles in the industry.
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Even while entering the twilight of a long and storied career, his concern for

the future of health care remained. For that reason, he invested in the school that

had nurtured him and asked the faculty to address afresh the crucial issues of cost,

quality, and access to health care that now challenge the future of the United States.

The chapter authors in this volume, commissioned to guide us into an un-

certain future, are gifted scholars. As former dean and continuing professor of bio-

statistics for the UCLA School of Public Health, I have known them well and

followed their research closely. Also, as a public health educator, I am keenly aware

of the multidisciplinary nature of our field. To understand public health as a

whole, one must have a basic level of knowledge of each of its core disciplines.1

But to gain a deeper understanding of public health in the United States, one

needs a firm grasp of the issues facing the country in health care policy and man-

agement. Because of the complexity of these issues, discussions have been scat-

tered in a multitude of references. To achieve Sam Tibbitts’s vision, the editors

sought to gather, in a single book, “a comprehensive, yet readable” account of

these issues. I believe that they succeeded remarkably in the first edition, published

in 1996, and in their efforts to update those issues in this new edition.

This book also accomplishes its initial self-prescribed task: “to examine where

we are in achieving our country’s health goals” following the defeat of President

Clinton’s comprehensive health care reform by the Congress in 1994—now up-

dated to the new millennium with the second edition.

As anticipated by Sam, the book begins with addressing three key components

of health care policy: improving access, controlling costs, and ensuring quality. As

noted in Chapter Two, access to health care has always been a focus in the health

care reform debate, and concludes that “the United States cannot escape the need

for fundamental reforms that will extend coverage to its entire population.” Cost,

an element in the trade-off against adequate access and better quality, not only is

the center of the ensuing debate in Congress but will continue to be a focus in

health care policy making for the foreseeable future. Chapter Four explores vari-

ous ways of containing health care costs and emphasizes the need for better data

in order to make sensible policy decisions about alternative types of health care

reform. Chapter Six examines the measurement of health outcomes and health-

related quality of life (HRQL), concluding that we need “careful and appropriate

inclusion of HRQL outcomes in traditional health services.”

A number of subsequent chapters are devoted to segments of the population

with special needs for health care. Subjects include long-term care for the elderly,

providing services for the growing HIV/AIDS community, multidisciplinary

coordination of the fragmented child health care system, improving access to pri-

mary health care for low income women, and increasing services to the growing

homeless population. Various authors advance proposals that might improve the

prognosis for these vulnerable populations.
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The last portion of the volume contains discussions of the fundamental chal-

lenges facing health care researchers, policy makers, and managers at the turn

of the century. A very basic challenge addressed in this area is to determine the

appropriate role of competitive markets versus the regulatory role of government.

Based on the experience of the managed care market in California, it was noted

that increased price competition leads to reduced access for the uninsured. De-

spite some instances in which governmental regulation appeared to be successful

in controlling expenditures and improving or maintaining access, no conclusion

was drawn as to which approach should be adopted. Rather, we are presented with

several research questions that require further investigation—an indication of the

high degree of complexity of this topic.

The last five chapters proceed to deal with a variety of issues, starting with

Medicare reform, from the role of preventive health care to the role of public

health agencies in delivering personal health services, and from the continuing

issue of medical malpractice liability to the ethics of public health and health care

services. The collective message sent to the reader is clear: the time for health

care reform is ripe, and effective research in this area is urgently needed to support

this fundamental change.

This comprehensive account of important issues facing the nation in health

policy and management is a valuable asset for health care policy researchers and

analysts, as well as managers of health care services, providers, and practitioners.

Moreover, students in health care policy and management or related fields will ap-

preciate it as a guideline to many subject areas in the health care today. Finally, I

believe that this book can serve as a readable guide to health care professionals

and policy makers on health care reform during the next decade.

In the final analysis, health itself is a gift. I commend this volume to you, shar-

ing the hope of Sam and Audrey Tibbitts, that training and discourse shall result,

leading to innovations in policy and management that enable the blessings of

health to be shared by all.

Abdelmonem A. Afifi

Former dean and professor of biostatistics

UCLA School of Public Health

Los Angeles, California

October 2000

Note

1. Afifi, A. A., and Breslow, L. “The Maturing Paradigm of Public Health.” Annual Review of

Public Health, 1994, 15, 223–235.
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INTRODUCTION AND OVERVIEW

Ronald M. Andersen, Thomas H. Rice, and
Gerald F. Kominski

A
s we enter the twenty-first century, the U.S. health care system continues

to face several significant challenges. Despite one of the longest economic

expansions in U.S. history, the number of uninsured individuals continued to

grow through the 1990s and now totals almost forty-two million. Meanwhile, man-

aged care has become the dominant form of health care delivery. Although

managed care may have contributed to slower growth in health care costs for

several years, high-cost technology and the aging population are once again caus-

ing higher growth in national health expenditures. Furthermore, both employers

and consumers are growing increasingly disenchanted with managed care because

it has not substantially improved the quality or efficiency of the U.S. health care

system.

These challenges and pressures for change are tempered by a political envi-

ronment fundamentally opposed to comprehensive change. The defeat of com-

prehensive health reform in the early 1990s shaped the directions for changing

the U.S. health care system for the remainder of the decade. In particular, as the

1990s progressed, the polarized political climate made it clear that:

• Many, if not most, of the problems we face in ensuring access to affordable,

high-quality health care would have to be dealt with incrementally rather than

through comprehensive reform

xxxiii



• Greater reliance would be placed on private markets rather than additional

governmental regulations

These conditions remain as true today as they were when the first edition of

this book was published in 1996. Thus, for the foreseeable future, the goals of im-

proving access, ensuring quality, and controlling costs will continue to be addressed

through private market initiatives or through enactment of piecemeal legislation.

This edition follows the general format of the first edition. Our goal is to take

a comprehensive and careful look at current issues in health care policy and man-

agement. To carry this out, we have assembled a group of talented and experi-

enced researchers and asked them to take stock of the past, present, and future in

their particular areas of expertise. For a specific topic, we asked the authors of

each chapter to present the most current research and policy issues pertaining to

it, summarize existing empirical research on the topic, and discuss research and

management strategies that can be used to address current problems. Because of

continuous change in the health care system since the first edition was published,

we asked authors of chapters that were in this second edition to emphasize recent

developments in their areas of expertise. Further, to make the second edition even

more comprehensive, we have added entirely new chapters on public information

and quality, mental health services, and Medicare reform.

This book continues to aim at providing, in a single source, a comprehen-

sive yet readable account of the issues facing the United States in health care pol-

icy and management. We expect it to continue benefiting a variety of audiences:

• Students specializing in health care policy and management, or in other fields,

who will benefit from having a thorough and up-to-date review of the litera-

ture in many subject areas in the health care field

• Health services researchers and policy analysts, who will find it useful to have

ready access to the state of the art in research, as well as analysis of policy

options relevant to many aspects of the health care market

• Health care managers, who will benefit from having a single source of infor-

mation on how to promote quality and better health outcomes while control-

ling expenditures

• Practitioners and providers, especially doctors and nurses, who will find special

issues of interest addressed in various chapters

Organization and Summary of the Volume

The volume is divided into five parts. Each contains two or more chapters rele-

vant to that particular topic. We begin with discussion of the three key compo-
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nents of health care policy: access (Chapters One and Two), costs (Chapters Three

through Five), and quality (Chapters Six through Eight). These chapters look at

measurement and trends, as well as policy options.

Beginning with Chapter Nine, in Part Four we turn to matters of special pop-

ulations, with individual chapters on long-term care and the elderly, AIDS, chil-

dren’s health, mental health, women’s health, and the homeless.

The final part, Chapters Fifteen through Twenty, concerns proposals for re-

form; you will find chapters on managed care, Medicare, the role of prevention,

public and personal health, medical malpractice, and ethical issues in public health

and health services management. Let us briefly summarize some of the key ma-

terial contained in these twenty chapters.

Access to Health Care

It is particularly appropriate to start with the topic of access, since concerns about

it were largely responsible for instigating the health care reform debate. Conse-

quently, access was also the major casualty. The United States holds the dubious

distinction of being the only developed country that does not ensure access to

health care through guaranteed coverage. Furthermore, many analysts—ourselves

included—believe that one of the major barriers to controlling health care costs

is exactly this lack of universal coverage. This is not only because it makes it dif-

ficult for poor and sick people to seek preventive care but also because it fragments

the financing system, requiring the existence of an expensive safety net as well

as aggravating the problem of cost shifting.

Chapter One, by Ronald M. Andersen and Pamela L. Davidson, offers a com-

prehensive examination of access to health care. The authors argue that under-

standing access is the key to understanding the health policy because the access

framework predicts and measures health service use; this understanding can be

used to promote social justice and promote health outcomes as well. The chapter

explains the multiple dimensions of access using a revised version of the behav-

ioral model that emphasizes contextual as well as individual determinants of health

services utilization. The chapter explains exactly how access can be measured, and

it presents data on the levels of access and trends in the United States. A number

of trends that emerge from this analysis. First, although an increasing number of

people are being covered by Medicaid, there has been a decline in the number

covered by private insurance in the last fifteen years and an overall increase in the

proportion without any health insurance coverage. Second, low-income and black

populations appear to have achieved equity of access according to gross measures

of hospital and physician utilization but continue to lag considerably in receipt of

dental care. Third, equity has certainly not been achieved according to health in-

surance coverage; the proportion of uninsured is 50 percent higher for blacks and
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more than twice as high for Hispanics and the low-income population compared

to the uninsured rate for non-Hispanic whites.

Chapter Two, by E. Richard Brown, follows this tack by examining alterna-

tive public policies for achieving greater health care coverage in the United States.

After providing a historical perspective on why so much of the population remains

uninsured, the author discusses the successes and failures of Medicare, Medicaid,

and the new State Children’s Health Insurance Program (SCHIP), with regard to

extending access to affordable, high-quality coverage for their beneficiaries. The

chapter discusses the pros and cons of alternative policy options to extend cov-

erage through the private sector, including consideration of small-group and in-

dividual health insurance reform, employer mandates, purchasing cooperatives,

and subsidies for small-group and individual coverage. It also discusses alterna-

tives to expand public coverage through incremental changes in Medicaid as well

as universal coverage through social insurance, with a focus on the political bar-

riers that have prevented the United States from achieving universal coverage.

In spite of these barriers, the author concludes that the United States cannot

escape the need for fundamental reforms that extend coverage to its entire

population.

Costs

Health care costs were controlled rather well in the United States in the mid- and

late 1990s, although they still far exceed those of other developed countries. In

spite (or perhaps because) of this recent success on the cost front, more Americans

lack insurance coverage, and concerns about overall quality have been accentu-

ated by the sharp increase in the use of strict managed care techniques to control

utilization. It is the trade-off between costs on the one hand and access and qual-

ity on the other that will continues to generate the major tension in health care

policy for the foreseeable future.

Chapter Three, by Thomas H. Rice, focuses on measuring health care costs

and presenting their trends. With regard to measurement, the chapter distinguishes

between expenditures and costs, focusing thereafter on the more easily mea-

sured concept of expenditures. It also discusses the advantages and disadvantages

of various measures of alternative health care prices and expenditures, and the

reliability of the data sources that are used to measure expenditures in the United

States and throughout the world. A number of tables present trends in actual

expenditures; noteworthy is a recent decline in the rate of growth of expenditures

in the United States, although the nation still devotes far more of its income to

health care than do other countries. The chapter also discusses the need for bet-

ter data in the United States, concluding that requiring private insurers to collect
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and release data on expenditures is essential for making sensible policy decisions

about alternative types of health care reform. As a lead-in to Chapter Four, Rice

concludes with a discussion of the reasons that cost control is important and is

likely to be in the forefront of health policy for years to come.

Chapter Four, by Thomas H. Rice and Gerald F. Kominski, focuses on

alternative ways of containing health care costs. It begins by developing a con-

ceptual framework that divides cost-containment methods into two categories,

based on fee-for-service or capitation. Within fee-for-service, strategies fall into

one of three groups: price controls, volume controls, and expenditure controls.

Most of the remainder of the chapter reviews the literature and experiences, both

in the United States and in other developed countries, regarding the success and

failure of the many strategies that have been employed to contain costs, including

hospital rate-setting programs, diagnosis-related groups, certificate-of-need pro-

grams, utilization review, technology controls, physician fee controls, practice

guidelines, expenditure controls, health maintenance organizations, and managed

competition. Although no conclusions are warranted about the best way to con-

trol costs, the chapter indicates that it is important to regularly assess experience—

domestic and international—in light of the successes and failures of both market

and government strategies to control health care costs.

Chapter Five, by Stuart O. Schweitzer and William S. Comanor, examines

a particular aspect of health care costs: pharmaceuticals. The cost of pharma-

ceuticals has been an important policy issue for decades, with concern among

many consumer advocates that they are too high and should be controlled, despite

the fact that recently pharmaceuticals have increased less quickly than most other

components of health care costs. The authors analyze the causes of increasing

pharmaceutical costs, by critiquing studies conducted by others and then by

conducting their own review of drug prices and expenditures over time in the

United States and in other countries, adjusting for improvements in quality. They

also review the many public policies that have been employed to control these

costs, which have been aimed at consumers, physicians, and manufacturers. Al-

though the authors do not reach any definitive conclusion about which policy

levers work best, they are particularly concerned whether success can be achieved

without sacrificing the vitality and viability of the industry, whose hallmark is a

large investment in R and D for new products.

Quality

There is little question that establishing and preserving quality in health care has

become the leading issue for health care managers. With tremendous competitive

pressures to control health care costs, managers are faced with the task of
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formulating financial incentives and other mechanisms that help ensure a high-

quality, cost-effective product for patients. The advent of health care report cards

and the wider dissemination of information on health care quality, especially over

the Internet, symbolize consumers’ need for easily digestible information as to the

relative quality of their alternative insurance choices. This interest is paralleled

on the research front, where a great deal of effort is being expended to produce

reliable measures of health care outcomes.

Chapter Six, by Patricia A. Ganz and Mark S. Litwin, examines the mea-

surement of health outcomes and quality of life. After providing an historical per-

spective on the health outcomes movement, the authors present an overview of

the concept of health-related quality of life (HRQL), which focuses on the pa-

tient’s own perception of health and the ability to function as a result of health

status or disease experience. Much of the remainder of the chapter is devoted to

the challenging goal of measuring HRQL and to presenting health services re-

search studies that have attempted to measure HRQL. An important conclusion

is that patients are most concerned not with prolonging their lives per se, but rather

with improving the quality of their remaining years. Therefore, the authors argue,

consumers are anxious to have information about the HRQL impact of new treat-

ments. What is needed is careful and appropriate inclusion of HRQL outcomes

in traditional health services.

Chapter Seven, by Elizabeth A. McGlynn and Robert H. Brook, focuses on

ensuring quality of care. The chapter begins by considering criteria for selecting

topics for quality assessment. Next, it presents a conceptual framework useful for

organizing evaluations of quality. The definitions, methods, and state of the art

in assessing the structure, process, and outcomes of care are then discussed. The

bottom line to this chapter is that scientifically sound methods exist for assessing

quality and that these must be employed systematically in the future to guard

against deterioration in quality that might otherwise occur as an unintended re-

sult of organizational and financial changes in the health services system.

Elizabeth A. McGlynn and John L. Adams observe in Chapter Eight that rou-

tine public reports on the quality of health care are being demanded because of

changes in the organization and financing of care. In the unrestricted choice model

characterized by fee-for-service, individual providers were accountable for ensur-

ing delivery of high-quality health care. However, as third parties began to use fi-

nancial incentives to control costs and restrict choices, the perception (if not the

reality) was that the physician could no longer act solely in the patient’s interest.

We have moved from assuming that adequate mechanisms of accountability ex-

isted in the health system to demanding proof that various levels within the health

system are accountable for the decisions that are made regarding resource allo-

cation. Routine reports to the public on the quality of health care are one response
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to concerns about accountability. This chapter describes the type of information

that is currently being publicly released; it then discusses some of the method-

ological issues that arise in producing information for public release and sum-

marizes what is known regarding use of information about quality when it comes

to choice for consumers. The authors conclude that the evidence on use of report

cards by various audiences—consumers, purchasers, providers—suggests that the

information is not widely used and appears to have only a small effect on perfor-

mance. However, it is premature to declare this experiment a failure. Increased

attention to the methods that are used to construct report cards, better use of com-

munication techniques that are known to be effective, and more formal evalua-

tions of such efforts are required before we have the information necessary to draw

conclusions about the utility of public reporting.

Special Populations

The problems of access, cost, and quality have varied historically for segments

of the U.S. population because of their special needs and how the health care sys-

tem has responded to those needs. It is likely that the nature of the problems faced

by different groups will continue to change, given major alterations in the way

health services are organized and financed. All of the authors in Chapters Nine

through Fourteen have suggestions for health services research and policy imple-

mentation that might improve the prognosis for these vulnerable populations.

Chapter Nine, by Steven P. Wallace, Emily K. Abel, Pamela Stefanowicz, and

Nadereh Pourat, is a comprehensive overview of the long-term care system as a

response to the rapidly increasing number of elderly in the United States and their

needs for treatment of chronic and disabling illness. This chapter reviews the re-

cent literature on long-term care, showing how financial considerations have

framed the dominant policy debates and research agenda. It contains up-to-date

information on nursing homes, the range of community-based care, informal long-

term care, and workers in the long-term care system. The authors emphasize

that long-term care includes social as well as medical services, is provided

overwhelmingly by family and friends, and is financed primarily by Medicaid and

out-of-pocket payments. After documenting that the driving force in policy and re-

search in long-term care for the past twenty years has been cost containment and

efficiency, the authors identify as the most critical policy and research question

how to offer adequate, high-quality, long-term services to a growing and diverse

older population. Policy makers frequently view nursing homes as low-cost

alternatives to hospitals and consider community services and family care as

less expensive substitutes for nursing homes, to the neglect of quality-of-life issues.

The chapter concludes that the limited financial resources of many older
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persons—especially racial and ethnic minorities, widows, and the working class—

create a need for a universal, Medicare type of social insurance.

In Chapter Ten, David M. Mosen, Denise R. Globe, and William E.

Cunningham argue that the characteristics of HIV/AIDS—contagious, chroni-

cally disabling, fatal, and of epidemic proportions—increasingly force health care

policy makers and managers to reevaluate the organization, delivery, and financing

of health services for the HIV population. The authors state that more than

seventy million individuals worldwide are living with HIV, including nine hundred

thousand U.S. residents. The authors review what is known, and what research

needs to be done, concerning the changing epidemiology and treatment of AIDS,

including the use of new and expensive antiretroviral drugs; measures of access,

cost, and quality; and the range of services needed to treat AIDS (including not

only formal medical services but also prevention, psychosocial services, and

community-based health and social services). They discuss the increasing chal-

lenges in offering and paying for services as the HIV/AIDS epidemic expanded

from its initial geographic epicenters of Caucasian homosexual men to a much

broader community of socially and economically disadvantaged populations,

among them women, children, adolescents, and minority groups.

Chapter Eleven, by Neal Halfon, Moira Inkelas, David L. Wood, and Mark A.

Schuster, examines the key issues underlying the incongruity between the needs

of children and families, and the current and evolving structure of the health ser-

vices organization in the United States. The authors review the health needs of

children and families by examining children’s unique vulnerabilities, current health

risks and conditions, and service needs. Next, they describe the characteristics of

the health care system that influence children’s access to care and the overall

efficiency of health care for children. They find the organization of services to be

disjointed, with multiple financial and structural barriers to children’s receipt of

care, despite recent enactment of the federally supported State Children’s Health

Insurance Program. They note that the movement to manage care to rationalize

delivery of personal medical services may substantially improve children’s access

to basic medical care, but many of their health needs—especially for complex

medical or socially based health problems—may not be adequately addressed.

The authors conclude that adequate response to the health care needs of at-risk

children requires greater effort to expand coverage for the uninsured, especially

enrolling eligible children in current programs and developing multidisciplinary

coordination that integrates the fragmented child health system.

Chapter Twelve, by Susan L. Ettner, examines mental health services, with

emphasis on public policy toward their use. She notes the substantial access bar-

riers facing those with mental health problems; only about one-third of the 21 per-

cent of the population with diagnosable mental or substance abuse disorders
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receive treatment in a given year. After giving an overview of the mental health

service system in the United States, the author grapples with a number of diffi-

cult issues, including the stigma associated with mental illness, lack of use of

appropriately trained mental health providers, and gaps in both public and private

insurance coverage for mental health conditions. She notes that several popula-

tion groups—the elderly, children, minorities, and those living in rural areas—

tend to underuse mental health services in relation to their needs. The chapter

concludes with a discussion of several actions that can be taken by federal and

state governments to improve the mental health care system: supporting safety-

net providers such as public hospitals, tailoring mental health benefits to meet the

needs of publicly insured patients, and requiring that all insurers offer mental

health benefits at parity with other medical services.

Chapter Thirteen, by Roberta Wyn and Beatriz M. Solís, examines how

women’s health status, socioeconomic status, and multiple role responsibilities in-

terface with their access to and use of services. Although women and men share

the same need for affordable, accessible, and quality care, there are specific health

concerns and patterns of use unique to women that are often overlooked. Many

health conditions are particular to women, occur with greater frequency among

women, or have different consequences for women than for men. The chapter ex-

amines the adequacy of women’s access to health insurance coverage and the abil-

ity of that coverage to protect against the costs of health services; it explores

how health insurance coverage affects women’s access to care and looks beyond

financial barriers to other aspects of the health care system that influence ac-

cess. Women have lower uninsured rates and higher utilization rates than men,

but the authors call attention to women’s more limited health insurance options

and the large discrepancy in rate of coverage and health care use among women

according to income, education, and ethnicity. They also document women’s

differential access to procedures and outcomes after they gain access to the sys-

tem. The authors conclude that particular consideration of low-income women

is required in formulating new health policy regarding financing of services. They

have the lowest rate of screening for certain clinical preventive services, have the

poorest health status, and are most vulnerable to the effects of cost. However, un-

intended effects of welfare reform legislation may make it even harder for low-

income women to obtain health insurance coverage. Medicaid enrollment is

declining after a decade of growth, attributable in large measure to welfare re-

form legislation.

In Chapter Fourteen, Lillian Gelberg and Lisa Arangua describe the so-

ciodemographic characteristics of homeless adults and children as well as their

health status, risk factors for illness, barriers to care, quality of care, and current

medical programs available to homeless individuals. They note that homelessness
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has reached crisis proportions, with estimates of up to 3.5 million currently

homeless, heterogeneous persons including families, runaway youths, the physi-

cally and mentally ill, and substance abusers. The homeless population experi-

ences high rates of acute and chronic illness but has limited access to medical care

as reflected by high inpatient utilization and low ambulatory service use relative

to their high level of need. The medical care they do receive is limited in terms of

availability, continuity, and comprehensiveness. The authors find the homeless

particularly vulnerable in the policy arena because of the absence of strong ad-

vocates, tendencies by the public to accept large-scale homelessness as inevitable,

and commonly held beliefs that the homeless are responsible for their status. Still,

their plight could be improved by stabilizing funding for health care, funding

respite care, medical education reform, and more affordable housing options. They

conclude that the best way to help the homeless is for the United States to address

more fundamental issues concerning alleviation of poverty.

Directions for Change

The defeat of comprehensive health care reform at the national level in the early

1990s has created a unique opportunity to reexamine the goals of health care

reform and the methods for achieving those goals in a political environment that

remains strongly polarized over the need for such reform. Health services research

has clearly played an influential role in developing policy options at the local, state,

and national levels during the past two decades. What significant contributions

will health services researchers make during the next decade? The remainder of

this volume addresses some of the fundamental challenges facing health care re-

searchers, policy makers, and managers as we enter the twenty-first century.

Perhaps the most basic challenge involves determining the appropriate role

of the market versus the role of the government in addressing issues of access,

cost, and quality. Chapters Fifteen and Sixteen deal directly with the research ev-

idence and policy issues related to the predominant form of private health care

delivery (managed care) and the pressures facing the largest government insur-

ance program, Medicare.

Chapter Fifteen, by Gerald F. Kominski and Glenn Melnick, evaluates the

role of managed care and price competition in controlling health care costs.

The chapter describes the various models of managed care that have evolved

from the traditional model of prepaid group practice. It then summarizes the

growth in managed care during the past three decades and the factors that have

contributed to its growth. The authors argue that because California is considered

to be the most mature managed care market in the country, it can serve as a

laboratory to inform policy makers on what might be expected in other parts of
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the country as managed care expands nationally. The introduction of price

competition among California hospitals, beginning in 1982, had a dramatic effect

on hospitals in highly competitive markets by the end of the 1980s. Hospitals in

the most-competitive markets had significantly lower growth in their revenue com-

pared to hospitals in the least-competitive markets. As managed care continues to

grow rapidly in private markets and in the Medicare and Medicaid programs,

important issues require further investigation. They conclude that along with

additional research on the impact of managed care on costs, prices, and expen-

ditures, further work is necessary on the implications for quality and access of a

competitive system.

Chapter Sixteen, by Jeanne T. Black and Gerald F. Kominski, examines the

federal government’s largest health insurance program–Medicare–and the chal-

lenges facing the program’s future. They review the political conditions leading to

enactment of Medicare, which was widely viewed as a compromise on the road

to national health insurance when it was enacted in 1965. Thirty-five years later,

Medicare faces several significant challenges—notably ongoing cost increases and

a rapidly expanding eligible population—that threaten its public support. These

challenges have led to recent proposals to transform Medicare from a defined-

benefit to a defined-contribution program, in which the government makes a fixed

contribution on behalf of beneficiaries. The authors examine the expected

implications of such a transformation and conclude that defined-contribution

health benefits should become more prevalent in the private market before moving

Medicare away from its founding principles. Until then, incremental expansion of

benefits and additional subsidies to low-income beneficiaries are likely to reduce

existing disparity within the program.

Chapter Seventeen, by Charles Lewis, discusses the role of preventive health

services and reasserts the continuing value of these services in maintaining indi-

vidual and population health. The author focuses on three major questions: What

is preventable? How can barriers to application of effective treatments be over-

come? And what value does society place on prevention? After discussing the re-

cent history of prevention, the author applies these questions to case studies

dealing with the worldwide HIV/AIDS epidemic, cardiopulmonary diseases at-

tributable to cigarette smoking, and deaths due to gun shot wounds. Although

there are scientifically valid preventive interventions in each case, values (con-

founded with economic interests) are the primary obstacles to successful preven-

tion of tobacco and firearm-related deaths.

In Chapter Eighteen, Lester Breslow and Jonathan E. Fielding reexamine the

significant role of public health agencies in delivering personal health services in

the United States. They find that these agencies have a vital interest in health care

delivery because a substantial portion of the population has inadequate access
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to services or unstable health benefits. Public health has traditionally been directed

toward ensuring a safe environment and addressing the behavioral influences on

health. Access to quality personal health services provided by the public health

system, they argue, is also an important determinant of health. The ability of pub-

lic health agencies to perform all their core public health functions, however, re-

quires greater commitment to public health and health promotion.

Chapter Nineteen, by Ruth Roemer, deals with the continuing issue of med-

ical malpractice liability. The author first raises the politically sensitive issue of

whether patients should be able to sue their managed care plans. She then steps

back and explores the history of malpractice insurance crises in the 1970s and

1980s, state legislative responses, and the impact of those responses. The chap-

ter then addresses the major potential reforms to the tort system, including al-

ternative dispute resolution, enterprise liability, no-fault insurance, and medical

accident compensation. Reviewing U.S. and international experience with these

options, the author concludes that despite the soundness of the no-fault approach,

political realities seem to mitigate against adoption of this alternative. Instead, the

climate may be favorable for rationalizing our handling of medical injury com-

pensation by adopting an administrative system that is more equitable and less

costly than the tort system.

Chapter Twenty, by Pauline Vaillancourt Rosenau and Ruth Roemer, deals

with the ethics of public health and health care services. The cardinal principles

of medical ethics—autonomy, beneficence, and justice—also apply in public health

ethics, but in a somewhat altered form. The authors contrast these principles as

they are usually applied in medical ethics, where individual rights and auton-

omy prevail, with a broader social perspective in which individual rights may be

subsumed by considerations of social welfare. At a time when we continue moving

toward market-based solutions, the authors present a framework for reexamining

some of the ethical and social issues related to resource development, economic

support, organization, management, delivery, and quality of care. Ethical issues

in public health and health services management are likely to become increasingly

complex in the future. The authors conclude, however, that even in the absence

of agreement on ethical assumptions and in the face of diversity and complexity

that prohibit easy compromise, mechanisms for resolving ethical dilemmas in

public health do exist.

Conclusion

We have asked the chapter authors in this volume to explore what health ser-

vices research has to tell us about making fundamental changes to ensure access
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to affordable high-quality health care. We think that as an informed reader, you

will find the authors have met the dual challenge of, first, presenting compre-

hensive reviews of key policy and management issues regarding problems of ac-

cess, cost, and quality and, second, serving special populations and assessing

strategies for reform. Unfortunately, neither the authors of this volume nor any

other possible set of authors, for that matter, have answers for all the major chal-

lenges facing our health care system, but you will find that they delineate the crit-

ical questions clearly and propose a number of informed, innovative solutions.
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T
he purpose of this chapter is to present basic trends as well as research and

policy issues related to health care access. We define access as actual use of

personal health services and everything that facilitates or impedes their use. It

is the link between health services systems and the populations they serve. Ac-

cess means not only getting to service but also getting to the right services at the

right time to promote improved health outcomes. Conceptualizing and mea-

suring access is the key to understanding and making health policy in a num-

ber of ways: (1) predicting use of health services, (2) promoting social justice, and

(3) improving effectiveness and efficiency of health service delivery.

The chapter presents a conceptual framework for understanding the multi-

ple dimensions of access to medical care. The various types of access are

considered and related to their policy purposes. Examples of key access mea-

sures are given and trend data are used to track changes that have occurred over

time in these access indicators. The chapter addresses the questions, Is access

improving or declining in the United States? For whom? According to what

measures? It concludes by discussing future access indicators and research

directions.

CHAPTER ONE

IMPROVING ACCESS TO CARE
IN AMERICA

Individual and Contextual Indicators

Ronald M. Andersen and Pamela L. Davidson

Y
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Understanding Access to Health Care

This section proposes a conceptual framework based on a behavioral model of

health services use that emphasizes contextual as well as individual determinants

of access to medical care. Also reviewed are the dimensions of access defined

according to components of the framework and how access might be improved

for each dimension.

Conceptual Framework

Compared to the framework presented in the first edition of this volume, the ver-

sion shown in Figure 1.1 stresses that improving access to care is best accomplished

by focusing on contextual as well as individual determinants.1 By contextual we point

to the circumstances and environment of health care access. Context includes

health organization and provider-related factors as well as community character-

istics.2 Contextual factors are measured at some aggregate rather than at the

individual level. These aggregate levels range from units as small as the family to

those as large as a national health care system. In between are workgroups,

provider organizations, health plans, local communities, and metropolitan statis-

tical areas. Individuals are related to these aggregate units through either mem-

bership (family, workgroup, provider institutions, health plan) or residence

(community, metropolitan area, national health system).

The model shown in Figure 1.1 suggests that the major components of con-

textual characteristics are divided in the same way as individual characteristics

determining access: (1) existing conditions that predispose people to use or not use

services even though these conditions are not directly responsible for use, (2) enabling

conditions that facilitate or impede the use of services, and (3) need or conditions

recognized by laypeople or health care providers as requiring medical treatment.3

The model shown in Figure 1.1 emphasizes contextual factors in recognition of the

importance of community, the structure and process of providing care,4 and the re-

alities of a managed care environment.5 Still, the ultimate focus of the model

remains on health behaviors of individuals (especially their use of health services)

and resulting outcomes regarding their health and satisfaction with services.

We now turn to brief consideration of each major component of the model

shown in Figure 1.1.

Contextual Predisposing Characteristics. Demographic characteristics include

the age, gender, and marital status composition of a community. Thus, a com-

munity populated primarily by older persons might well have a different mix of
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available health services and facilities than one in which the majority are younger

parents and children.

Social characteristics at the contextual level describe how supportive or detri-

mental the communities where people live and work might be to their health and

access to health services. Relevant measures include educational levels, ethnic

and racial composition, proportion of recent immigrants, employment levels, and

crime rates.

Beliefs refer to underlying community or organizational values and cultural

norms and prevailing political perspectives regarding how health services should

be organized, financed, and made accessible to the population.

Contextual Enabling Characteristics. Health policies are authoritative decisions

made pertaining to health or influencing the pursuit of health.6 They can be pub-

lic policies made in the legislative, executive, or judicial branches of govern-

ment, at all levels from local to national. They can also be policies made in the

private sector by such decision makers as executives of managed care organiza-

tions concerning product lines, pricing, or marketing, or by accrediting agencies

such as the Joint Commission on Accreditation of Health Care Organizations

(JCAHO) or quality assessment organizations such as the National Committee for

Quality Assurance (NCQA).

Financing characteristics are described by an array of contextual measures that

suggest resources potentially available to pay for health services, including per capita

community income, and wealth. Other financial characteristics are incentives to

purchase or provide services such as rate of health insurance coverage, relative

price of medical care and other goods and services, and method of compensat-

ing providers. Also included here are per capita expenditures for health services.

Organization at the contextual level includes the amount and distribution of

health services facilities and personnel as well as how they are structured to offer

services. Structure includes supply of services in the community such as the ratios

of physicians and hospital beds to population. Structure also includes how med-

ical care is organized in a particular institution or delivery system where people

receive care, such as office hours and location of service, provider mix, utilization

and quality control oversight, and outreach and education programs.

Contextual Need Characteristics. Environmental need characteristics include health-

related measures of the physical environment, among them the quality of hous-

ing, water, and air (for example, residing in counties that met national ambient air

quality standards throughout the year).7 Other measures suggesting how healthy

the environment might be are injury and death rates, such as rate of occupational

injury and disease and related deaths as well as death rates from motor vehicle

injuries, homicides, and firearms.
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Population health indices are more general indicators of community health that

may or may not be associated with the physical environment. These indices include

general and condition-specific rates of mortality (for example, infant mortality;

age-adjusted mortality; and mortality rates for heart disease, cancer, stroke,

HIV); morbidity (incidence of preventable childhood communicable diseases and

AIDS, and prevalence of cancer, hypertension, and untreated dental caries);

and disability (disability days due to acute conditions and limitation of activity due

to chronic conditions).

The arrows in Figure 1.1 leading from the contextual characteristics indicate

that they can influence health behaviors and outcomes in multiple ways. They can

work through individual characteristics—for example, when increased generos-

ity of a state Medicaid program leads to previously uninsured low-income children

being covered by health insurance and subsequent increase in their use of health

services. Contextual characteristics can also influence health behaviors and out-

comes directly, over and above their influence through individual characteristics,

as when presence of community health clinics in a metropolitan statistical area

leads to increased use of primary care services by low-income persons indepen-

dent of personal income or other individual characteristics. Understanding the na-

ture of contextual influences on access to care presents many analytic challenges,8

but it may permit important new insights into how to improve access to care.

Individual Predisposing Characteristics. Demographic factors such as age and gen-

der of the individual represent biological imperatives suggesting the likelihood

that people will need health services.9

Social factors determine the status of a person in the community as well as his

or her ability to cope with presenting problems and command resources to deal

with those problems. Traditional measures include an individual’s education,

occupation, and ethnicity. Expanded measures might include people’s social net-

work and social interactions that can facilitate or impede access to services.10

Health beliefs are attitudes, values, and knowledge people have about health

and health services that can influence their subsequent perception of need and

use of health services.

Individual Enabling Characteristics. Financing of health services for the indi-

vidual involves the income and wealth available to the individual to pay for ser-

vices. Financing also includes the effective price of health care to the patient,

determined by having insurance and cost-sharing requirements.

Organization of health services for the individual describes whether or not

the individual has a regular source of care and the nature of that source (private

doctor, community clinic, emergency room). It also includes means of trans-

portation and reported travel time to, and waiting time for, care.
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Individual Need Characteristics. Perceived need is how people view their own gen-

eral health and functional state. Also included here is how they experience, and

emotionally respond to, symptoms of illness, pain, and worry about their health

condition (is a condition judged of sufficient importance and magnitude to seek

professional help?). Perceived need is largely a social phenomenon that, when

appropriately modeled, should itself be largely explainable by social characteris-

tics (such as ethnicity or education) and health beliefs (health attitudes, knowledge

about health care, and so on).

Evaluated need represents professional judgment and objective measurement

about a patient’s physical status and need for medical care (blood pressure read-

ings, temperature, blood cell count, as well as diagnoses and prognoses for par-

ticular conditions the patient experiences). Of course, evaluated need is not simply,

or even primarily, a valid and reliable measure from biological science. It also has

a social component and varies with the changing state of the art and science of

medicine, clinical guidelines and protocols, and prevailing practice patterns, as well

as the training and competency of the professional expert doing the assessment.

Logical expectations of the model are that perceived need helps us better un-

derstand the care-seeking process and adherence to a medical regimen, while eval-

uated need is more closely related to the kind and amount of treatment that is

given after a patient has presented to a medical care provider.

Health Behaviors. Personal health practices are behaviors by the individual that in-

fluence health status. They include diet and nutrition, exercise, stress reduction,

alcohol and tobacco use, self-care, and adherence to medical regimens.

The process of medical care is the behavior of providers interacting with patients

in the process of care delivery.11 General process measures might relate to patient

counseling and education, test ordering, prescribing patterns, and quality of

provider-patient communication. Process measures might also describe the specifics

of caregiving for particular conditions, such as whether a provider checks a CD4

cell count in a person with HIV disease or reviews the patient’s record of home

glucose monitoring in a diabetic.

Use of personal health services is the essential component of health behaviors in

a comprehensive model of access to care. The purpose of the original behavioral

model was to predict health services use, measured rather broadly as units of physi-

cian ambulatory care, hospital inpatient services, and dental care visits. We hy-

pothesized that predisposing, enabling, and need factors would have differential

ability to explain use depending on what type of service was examined.12 Hospi-

tal services used in response to more serious problems and conditions would be

primarily explained by need and demographic characteristics, while dental ser-

vices (considered more discretionary) would likely be explained by social condi-

tions, health beliefs, and enabling resources.
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We expected all the components of the model to explain ambulatory physi-

cian use because the conditions stimulating care seeking would generally be viewed

as less serious and demanding than those resulting in inpatient care, but more

serious than those leading to dental care. More specific measures of health ser-

vices use are now being employed to describe a particular medical condition or

type of service or practitioner, or are linked in an episode of illness to examine

continuity of care.13 For example, a longitudinal study of rheumatoid arthritis

patients could measure visits to various types of provider, treatment used, level

of patient compliance with treatment, and associated changes in functional status

and pain over time.

Although specific measures are, in many ways, likely to be more informa-

tive, the more global ones (number of physician visits, self-rated general health

status) still have a role to play. Global measures are needed comprehensive indi-

cators of the overall effects of policy changes over time.

Outcomes. One kind of result or outcome of health behavior and contextual and

individual characteristics is an individual’s or patient’s perceived health status. This

depends on many factors in addition to the use of personal health services, in-

cluding all of the contextual factors as well as an individual’s demographic and

social characteristics, health beliefs, and personal health practices. Perceived health

status indicates the extent to which a person can live a functional, comfortable,

and pain-free existence. Measures include reports of general perceived health sta-

tus, symptoms of illness, and disability.

Evaluated health status is dependent on the judgment of the professional, based

on established clinical standards and state-of-the-art practices. Measures include

tests of patient physiology and function as well as diagnosis and prognosis

regarding their condition.

Outcome measures of perceived and evaluated heath may appear suspiciously

like perceived and evaluated need measures. Indeed, they are. The ultimate out-

come validation of improved access is to reduce individual needs previously mea-

sured and evaluated.

Consumer satisfaction is how individuals feel about the health care they receive.

It can be judged by patient ratings of waiting time, travel time, communication

with providers, and technical care received. From a health plan perspective, an ul-

timate outcome measure of patient satisfaction in this era of managed care might

be whether or not enrollees choose to switch plans.14

Central to the model shown in Figure 1.1 is feedback, depicted by the arrows

from outcomes to health behaviors, individual characteristics, and contextual char-

acteristics. Feedback allows insights about how access might come to be improved.

For example, outcomes might influence contextual characteristics, as illustrated

by Karen Davis, president of the Commonwealth Foundation.15 Davis noted that
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the continued failure of our health services system to provide access to care,

particularly for vulnerable populations, as well as the generally low level of satis-

faction of the public with the health services system leads her to conclude that our

health care system needs to be fundamentally changed. Such conclusions, drawn

by enough influential persons, as well as dissatisfaction on the part of the public

can ultimately lead to contextual changes in the health policy of the country

and subsequent reforms in financing and organizing health services with the in-

tent to improve access to care.

Feedback, of course, can occur at the community or institutional level as well

as at the national level. Certainly there are expectations that feedback to health

care institutions from JCAHO or NCQA might result in contextual changes in the

institutions’ organization of care and processes of care for their patients.

Defining and Improving Dimensions of Access to Care

We have long considered access to care to be a relatively complex multidimen-

sional phenomenon, and deemed the behavioral model to be a tool to help us to

define and differentiate these dimensions. In this section, we review these

dimensions of access in terms of the components of the model and suggest how

access to care might be “improved” according to each dimension (see Figure 1.2).

Potential Access. Potential access is indicated by the enabling variables of the

model at both the contextual and individual levels. More enabling resources con-

stitute the means for use and increase the likelihood that it will take place.

Realized Access. Realized access is the actual use of services. Realized access

indicators include utilization of physician, hospital, and other health services.

Historically, the United States experienced improving trends in access to

health care as measured by increasing health services utilization rates. Access

to health services was considered an end goal of policy change. Potential ac-

cess measures were used as indicators of increasing access to medical care services.

Realized access measures were used to monitor and evaluate policies to influence

health services use. Policies were implemented in the 1950s and 1960s to increase

the number of physicians, to supply hospital beds in rural communities, and to

create federal programs to increase access (including Medicare and Medicaid

legislation).

The U.S. health care system evolved from decision making grounded in

altruism through increasing the access and supply of resources to a position of

caution and financial prudence.16 The predominant focus on increasing medical

care utilization shifted in the 1970s to concern for health care cost containment
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Intended Improvement 

To reduce the influence
of social characteristics

and enabling resources on
health services distribution

To ensure health services
distribution is

determined by need

To monitor and evaluate
policies to influence
health services use

To minimize the cost of
improving outcomes from

health services use

To improve the outcomes
(health status, satisfaction)

from health services use

To increase or decrease
health services use

Dimension

3.  Equitable access

4.  Inequitable access

5.  Effective access

6.  Efficient access

1.  Potential access
     (enabling factors)

2.  Realized access
     (use of services)

FIGURE 1.2. THE POLICY PURPOSES OF ACCESS MEASURES.

and creation of mechanisms to limit access to health care, including HMO leg-

islation, coinsurance, deductibles, utilization review, and the genesis of managed

care. In the 1980s and early 1990s, managed care, competing with fee-for-service

organizations, enjoyed double-digit growth in profit margins.17 However, in re-

cent years its growth has slowed, and managed care organizations have come

under increased scrutiny regarding whether they limit needed services for their

enrollees. (See the discussion of managed care and its impact on access to care

in the later section on trends.)

The Balanced Budget Act of 1997 (BBA) is an example of a recent policy

designed to limit health services utilization. Developed as a strategy for extend-

ing Medicare solvency at least through 2007, the fiscal impact of BBA

implementation is being felt by beneficiaries and health plans alike. Medicare ben-

eficiaries are facing reduced choice in plans thanks to health plan reactions to the
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BBA. Almost one hundred HMOs either reduced their service areas or completely

withdrew from Medicare by early 1999.18 Plans cited various reasons for with-

drawing from selected market areas: low payments relative to fee-for-service, dis-

parities between rural and urban payments, and the like. By 2007 beneficiaries

will pay more for benefits owing to gradual increases in Medicare Part B premi-

ums. Additionally, policy options are being considered for beneficiaries to pay

an even greater share of out-of-pocket costs in the future, which will be particu-

larly burdensome for low-income seniors.19

Examples of policies to increase health services utilization are the Health

Insurance Portability and Accountability Act of 1996 (HIPAA) and the pro-

posed Medicare prescription drug coverage. Viewed as a small but significant step

toward improved access to and renewability of health care benefits in employ-

ment-related group health plans and the individual market, HIPAA allows an

individual to change insurers without being subjected to a new waiting period for

preexisting conditions.20

Another incremental health policy reform initiative, the proposed Medicare

prescription drug benefit, is at the forefront of congressional debate. Pharma-

ceuticals are a major out-of-pocket expense and threaten the financial security

of lower-income beneficiaries, but policy makers would have to decide who should

bear these costs and whether subsidies could be extended to assist lower-income

beneficiaries.21 The Congressional Budget Office estimated that adding the phar-

maceutical benefit to the Medicare program could cost $136 billion between 2002

and 2009.22 Others estimate the drug benefit could add 7–20 percent per year

to Medicare program costs.23 Additionally, several risks have been identified for

Medicare and its potential contractors: those affecting selection, cost management,

having government as a business partner, existing competitive advantages, and

national price controls.24 The proposed Medicare prescription drug coverage

would expand utilization of pharmaceuticals for seniors, but the long-term cost

implications need to be carefully weighed.

Equitable Access. Equitable (as well as inequitable) access is defined according to

what determinants (age, ethnicity, insurance status, or symptoms) of realized ac-

cess are dominant in predicting utilization. Equity is in the eye of the beholder.

Value judgments about which components of the model should explain utilization

in an equitable health care system are crucial to the definition. Traditionally, equi-

table access has been defined as occurring when demographic (age and gender) and,

especially, need variables account for most of the variance in utilization.25

Inequitable Access. Inequitable access occurs when social characteristics and en-

abling resources, such as ethnicity or income, determine who gets medical care.
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The social justice movement, dominant in the 1960s and early 1970s with the pas-

sage of Medicare and Medicaid, sought to ensure that health services distribution

was determined by need and to reduce the influence of social characteristics

and enabling resources on health services distribution.

Equity of access to medical care is the value judgment that the system is

deemed fair or equitable if need-based criteria, rather than enabling resources

(such as insurance coverage or income), are the main determinants of whether or

not—or how much—care is sought. Subgroup disparities in use of health services

(say, according to race or ethnicity, or health insurance coverage) would be mini-

mized in a fair and equitable system, while underlying need for preventive or

illness-related health care would be the principal factor determining utilization.

Policies to improve social justice include the Children’s Health Insurance Pro-

gram and the Federal Safety Net Initiative. A $48 billion federal action in the form

of the State Children’s Health Insurance Program (SCHIP) stimulated virtually

every state to expand coverage for low-income children.26 Prior to the enactment

of SCHIP, little progress had been made in more than fifteen years to reduce

the size of the uninsured population of children.27 Attracting children into these

programs depends on ease of enrollment, cost-sharing requirements, whether pro-

grams are packaged in such a way to reduce stigma, the effectiveness of outreach

efforts, and overcoming administrative barriers.28

But is SCHIP an effective and efficient policy intervention for improving

health care access for children’s safety-net resources?29 Lave and colleagues con-

ducted evaluation research to determine the impact of SCHIP on improving

access to health care and other aspects of children’s and families’ lives. Results

indicated that twelve months following enrollment 99 percent (baseline was 89 per-

cent) of children had a usual source of medical care, 85 percent (baseline was

60 percent) had a regular dentist, and unmet need or delayed care in the past six

months decreased to 16 percent (baseline was 57 percent) after one year.

Additionally, parents reported that having health insurance for children reduced

family stress, enabled the children to obtain the care they needed, and eased fam-

ily burdens, producing an overall positive impact for children and their families.30

Other policies promoting social justice have been created to support safety-

net providers who care for uninsured and underinsured persons.31 The institu-

tional safety-net system consists of a patchwork of hospitals, community clinics,

and programs whose nature varies dramatically across the country. But financ-

ing for safety-net institutions has always been tenuous and subject to changing pol-

itics, available resources, and public policies.32

Many are concerned that the viability of the safety net may be threatened

because of changes occurring in federal, state, and local policies (Medicaid managed

care, welfare reform initiatives, redirection of funds intended for disproportionate-
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share hospitals or uncompensated pools), increased competition in the health care

delivery system, and closings or mergers of not-for-profit and public hospitals.33

Financing the care for the uninsured in a managed care environment and pre-

serving safety-net providers for communities that remain unattractive to the man-

aged care industry are among the most challenging policy considerations for health

care reform.34

Effective Access. The cost-containment movement became more sophisticated in

the late 1980s and 1990s. The next generation of health services research transi-

tioned to measuring the impact of health services utilization on health outcomes.

Accordingly, the Institute of Medicine Committee on Monitoring Access to Med-

ical Care defined access as timely use of personal health services to achieve the best

possible health outcomes.35 This definition relies on use of health services and

health outcomes as yardsticks for judging whether access has been achieved.

The resulting measures are referred to as effective access.

Measures of effectiveness examine the relative impact of health services uti-

lization within the context of other predisposing, enabling, need, and health-

behavior variables. Predisposing variables, such as age, gender, and social support

variables, can influence the patient’s health status following treatment. Access to

personal enabling resources (health insurance, income, regular source of care) can

result in expeditious medical treatment with highly trained practitioners using

state-of-the-art medical technology. Conversely, lack of enabling resources can

lead to delays in seeking medical advice; and episodic, fragmented treatment with

a potential negative impact on health outcomes and satisfaction with medical care.

Researchers conducting effectiveness and outcomes research have developed

strategies for risk adjustment to control for the effects of medical need (severity of

illness, number of symptoms, and co-morbidities) before intervention. Personal

health practices (diet, exercise, stress management) and compliance with med-

ical regimens prior and subsequent to treatment can also influence health out-

comes. Analytical models used to determine the effectiveness of alternative medical

treatments on health outcomes must consider the influence of these varying per-

sonal and behavioral factors, as well as contextual differences in health care

delivery systems and external environment.

Efficient Access. Most recently, concerns about cost containment have been com-

bined with those directed to improving health outcomes. The results are measures

of efficient access. These measures are similar to measures of effective access with

the added emphasis on measuring resources used to influence outcome.

Improvement is attained by promoting health outcomes while minimizing the

resources required to attain improved outcomes. Aday, Begley, Lairson, and Slater

describe efficiency as producing the combination of goods and services with the
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highest attainable total value, given limited resources and technology.36 Efficiency

is an attempt to quantify the cost-effectiveness or cost benefit of health services in

assessing the extent to which finite private, public, or personal resources should

be invested in assuring access to those procedures.37

Trends in Access to Care

In this section, trends in access are examined according to several dimensions of ac-

cess. We consider changes over time in potential access (health insurance coverage),

realized access (use of hospital, physician, and dental services), and equitable access

(health insurance and health services use according to income and race). We also

examine some key research findings concerning effective and efficient access.

Potential Access (Enabling Health Insurance)

Table 1.1 reports a critical potential access measure: health care coverage for

persons under sixty-five years of age from 1984 to 1997. The uninsured propor-

tion of the population increased from 14 percent to 17 percent in that time pe-

riod. Medicaid coverage actually increased (from 7 percent to 11 percent), but the

overall decline in coverage resulted from a drop in the proportion covered by pri-

vate insurance, from 77 percent to 70 percent.

The proportion of population eighteen to forty-four who were uninsured in-

creased during the 1980s and 1990s, reaching 22 percent in 1997. The proportion

covered by private insurance decreased for every age group between 1984 and

1994, but overall there was no further decline from 1994 to 1997. Between 1989

and 1994 the proportion of all children covered under Medicaid increased from

14 percent to 20 percent. This increase reflected the expanded Medicaid income

eligibility enacted by Congress in the mid-1980s (see Chapter Two). However, the

proportion of children covered by Medicaid dropped back to 18 percent in 1997.

The results overall leave little doubt that a decline in potential access has oc-

curred for the U.S. population since the early 1980s—particularly for people aged

eighteen to forty-four—because of a decline in private health insurance coverage.

Realized Access (Utilization over Time)

Table 1.2 presents a historical perspective of personal health care use for the U.S.

population from 1928–1931 to 1996. It presents trend data on realized access

for three types of service: those in response to serious illness (hospital admissions),

services for a combination of primary and secondary care (physician visits), and ser-

vices for conditions that are rarely life threatening and generally considered
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TABLE 1.2. PERSONAL HEALTH CARE USE BY INCOME.

1928–1931a 1952–1953a 1963–1964a 1974a 1990b,f 1996b,f,g

Hospital admissions
(per 100 persons
per year)

Low incomec 6 12 14 19 14 15
Middle incomed 6 12 14 14 9 8
High incomee 8 11 11 11 7 5
Total 6 12 13 14 9 8
Physician visits

(per person
per year)

Low incomec 2.2 3.7 4.3 5.3 6.3 7.5
Middle incomed 2.5 3.8 4.5 4.8 5.5 5.7
High incomee 4.3 6.5 5.1 4.9 5.6 5.3
Total 2.6 4.2 4.5 4.9 5.5 5.8
Percentage seeing a

dentist (within
one year)

Low incomec 10 17 21 35 38 36
Middle incomed 20 33 36 48 65 64
High incomee 46 56 58 64 65 64
Total 21 34 38 49 62 61

Notes: aVarious national surveys reported in Andersen, R., and Anderson, O. “Trends in the Use of Health
Services.” In H. E. Freeman, S. Levine, and L. G. Reeder (eds.), Handbook of Medical Sociology. (3rd ed.).
Upper Saddle River, N.J.: Prentice Hall, 1979, pp. 374, 378, 379.
bNational Center for Health Statistics. Health United States, 1999. Hyattsville, Md.: National Center for Health
Statistics, 1999, pp. 246, 229, 242.
cLowest 15–27 percent of family income distribution for 1928–1931, 1952–1953, 1963–1964, 1974. Low-
est income category for 1990, 1996 for hospital admissions and physician visits. Below poverty for 1990,
1996 for percentage seeing a dentist.
dMiddle 51–73 percent of family income distribution for 1928–1931, 1952–1953, 1963–1964, 1974. Av-
erage of middle three income categories for 1990, 1996 for hospital admissions and physician visits. At or
above poverty for 1990, 1996 for percentage seeing a dentist.
eHighest 12–32 percent of family income distribution for 1928–1931, 1952–1953, 1963–1964, 1974. High-
est income category for 1990, 1996 for hospital admissions and physician visits. At or above poverty for
1990, 1996 for percentage seeing a dentist.
fEstimates only for adults twenty-five years of age and older.
gYear is 1993 for percentage seeing a dentist.
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discretionary but still have an important bearing on people’s functional status and

quality of life (dental visits).

The hospital admission rate for the U.S. population doubled between

1928–1931 (six admissions per one hundred persons per year) and the early 1950s

(twelve admissions). A rising standard of living, the advent of voluntary health

insurance, the increasing legitimacy of the modern hospital as a place to deliver

babies and treat acute illness, and the requirements necessary for developing

sophisticated medical technology all contributed to expanded use of the acute care

hospital. Hospital admissions further increased in the 1960s and early 1970s (reach-

ing fourteen admissions per hundred persons per year in 1974) reflecting contin-

ued growth in medical technology, private health insurance, and the advent of

Medicare coverage for the elderly and Medicaid coverage for the low-income

population in 1965.

However, beginning in the mid-1970s use of the acute care hospital began to

decline, dropping to nine admissions per hundred population by 1990 and eight

in 1996. There were also substantial decreases in average length of stay per

admission during this period, from 7.1 days in 1980 to 6.2 days in 1990 and

5.1 days in 1996. Those declines accompanied increasing efforts to contain health

care costs by a shift in care from the more expensive inpatient setting to less

expensive outpatient settings, a shift from fee-for-service to prospective payments

by Medicare, reduced coverage and benefits with increasing coinsurance and

deductibles for health insurance, and a shift in certain medical technology

and styles of practice that meant reduced reliance on the inpatient settings.

Contributing to the decline of inpatient volume since 1980 has been the sig-

nificant growth of managed care. Managed care is a health care plan that inte-

grates financing and delivery of health care services by using arrangements to

provide services for covered individuals.38 Plans are generally financed using cap-

itation fees. There are significant financial incentives for members of the plan to

use the health care providers associated with the plan. The plan includes formal

programs for quality assurance and utilization review.

Health maintenance organizations (HMOs) and preferred provider organi-

zations (PPOs) are primary examples of managed care. HMOs are prepaid

health plans delivering comprehensive care to members through designated

providers, having a fixed monthly payment for health care services, and requir-

ing members to be in a plan for a specified period of time (usually one year).

PPO health plans generally offer inpatient and outpatient services to plan mem-

bers, usually at discounted rates in return for expedited claims payment. Plan

members can use PPO or non-PPO health care providers; however, financial in-

centives are built into the benefit structure to encourage utilization of PPO

providers.
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In 1980 9.1 million persons were enrolled in HMOs. The number rose to

33 million in 1990 and to 81 million by 1999—a 145 percent increase in nine

years.39 PPO enrollment also increased significantly in the last decade. In 1991,

67 percent of employees with medical care benefits in private establishments of

one hundred or more workers received their benefits through traditional fee-for-

service arrangements, compared to 17 percent through HMOs and 16 percent

through PPOs. In just six years (by 1997), the proportion had dropped to 27 per-

cent for fee-for-service, while HMOs increased to 33 percent and PPOs increased

even more, to 40 percent.40 This growth of managed care with its emphasis on

utilization review and cost containment has contributed to reduction in hospital

admissions and the length of hospital stays.

Physician visits (Table 1.2), like inpatient services, increased substantially from

1928–1931 (2.6 visits per person per year) to the early 1950s (4.2 visits) and for

many of the same reasons hospital admissions were increasing in this period. How-

ever, unlike hospital admissions, the number of physician visits continued to

increase, reaching 4.9 visits in 1974 and 5.8 visits in 1996. In part, the continued

growth of managed care, with its relative deemphasis of the inpatient setting and

greater focus on outpatient settings, may account for the divergence in trends of

these basic realized access measures.

Trends in dental visits (Table 1.2) for the total U.S. population paralleled those

for physician visits. Twenty-one percent of the population visited a dentist in

1928–1931, and the proportion increased consistently, reaching one-half of the

population in 1974. Further increases in the last twenty years resulted in 61 percent

of the population visiting a dentist in 1993.

Equitable Access (Health Insurance and Use According to Income and Race)

Table 1.3 combined with Tables 1.1 and 1.2 presents health insurance coverage

and personal health care use by race and income for the U.S. population for se-

lected years. Recall that we have suggested that “equitable access” is indicated

by similar levels of insurance coverage and use by various income and ethnic

groups. “Inequitable access” is indicated by discrepancies in coverage and use for

these groups.

Health Insurance. Table 1.1 suggests considerable inequity in insurance coverage

in 1980 that continues to present time. Minorities and low-income people are, gen-

erally, least likely to have private health insurance. However, there are striking

differences among minority groups regarding private health insurance coverage

in 1997. Blacks (55 percent), Mexicans (43 percent), and Puerto Ricans (47 per-

cent) are far below the national average (70 percent), but Cubans (71 percent) and
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TABLE 1.3. PERSONAL HEALTH CARE USE BY RACE OR ETHNICITY.

1964a 1981–1983b,c 1987–1989a,c 1996d

Hospital admissions (per
100 persons per year)

White 11 12 10 8
Blacke 8 14 12 10
Total 11 12 10 8
Percentage seeing a

physician (within one year)
White 68 76 77 80
Blacke 58 75 75 81
Total 67 76 77 80
Percentage seeing a dentist
White, non-Hispanicf 45 57 62 64
Black, non-Hispanice,g 22 39 43 47
Hispanich — 42 49 46
Total 43 54 59 61

Notes: aNational Center for Health Statistics. Health United States, 1993. Hyattsville, Md.: National Center
for Health Statistics, 1994, pp. 174, 179, 180.
bFor hospital admissions and percentage seeing a doctor: National Center for Health Statistics. Health United
States, 1988. Hyattsville, Md.: National Center for Health Statistics, 1989, pp. 107, 111.
cFor percentage seeing a dentist: National Center for Health Statistics. Health United States, 1999. Hyattsville,
Md.: National Center for Health Statistics, 1999, p. 242.
dNational Center for Health Statistics. Health United States, 1999. Hyattsville, Md.: National Center for Health
Statistics, 1999, pp. 246, 232, 242. Year is 1993 for percentage seeing a dentist.
e1964 includes all other races.
f1964 includes white Hispanics.
g1964 includes black Hispanics.
hPersons of Hispanic origin may be of any race.

Asian and Pacific Islanders (68 percent) are close to that national average.

Medicaid compensates for some of this inequity but still leaves especially high

proportions of Mexicans (38 percent) and the lowest-income groups (below

150 percent of federal poverty guidelines, 33–35 percent) uninsured in 1997.

The trends in Table 1.1 suggest a somewhat mixed picture as to whether in-

equities in health insurance coverage are increasing over time. Between 1984 and

1997 coverage through private health insurance declined while the proportions

covered by Medicaid increased for white non-Hispanics and most minority groups.

The decrease in private insurance coverage tended to be offset by an increase in

Medicaid so that the proportions left uninsured for both whites and minorities

were about the same in 1997 as they had been in 1984—except for Mexicans, for
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whom the uninsured proportion increased from 33 percent to 38 percent over this

fifteen-year period, indicating increasing inequity. One reason for the increase in

uninsured among Mexicans is their relatively high immigration rates into the

United States during this same period. Recent immigrants are less likely to have

health insurance coverage.

Trends in insurance coverage according to income level since 1984 gener-

ally suggest increased inequity (Table 1.1). Between 1984 and 1997 private health

insurance coverage of the low-income groups declined considerably (with the great-

est decline, from 62 percent to 42 percent, for those with incomes of 100–149 per-

cent of poverty). There was also a decline for the highest-income group over this

period, but it was much less (from 92 percent to 88 percent) as most of the highest-

income group retained private health insurance coverage. Increases in Medicaid

coverage compensated for decline in private insurance coverage for the lowest-

income group so that the proportion uninsured was similar in 1984 (34 percent)

and 1997 (33 percent). This was not the case for the lower-income groups above

poverty, for whom the proportions uninsured rose considerably—from 26 percent

to 35 percent for those at 100–149 percent of poverty and from 17 percent to

25 percent for those at 150–199 percent of poverty. Consequently, it appears

that inequity in insurance coverage has been increasing for these lower-income

groups above poverty.

Hospital Admissions. Tables 1.2 and 1.3 suggest increasing equity according to

income and race for hospital admissions since use by low-income and minority

groups compared to the rest of the population has grow consistently over the past

seventy years.

However, such a general conclusion about improvement in equity needs to be

qualified in important ways. First, the relative needs of the low-income and mi-

nority populations for acute hospital care are often much greater. Also, increased

use of inpatient hospital care suggests that limited access to preventive and pri-

mary services at an earlier time might increase subsequent need for inpatient

hospital services for serious acute and uncontrolled chronic disease problems.

In 1928–1931 the highest-income group had the highest admission rate (Table

1.2). By the 1950s, the rates had equalized. In subsequent years, the rates by income

diverged, with the lowest-income group increasing relative to those with higher in-

comes so that by 1996 the lowest income had a rate (15 per hundred) three times

that of the highest-income group (5 per hundred). Does this indicate that inequity

exists in favor of the low-income group? Probably not. Studies taking into account

the need for medical care suggest that the greater use for low-income persons can

be largely accounted for by their higher rates of disease and disability.41

The hospital admission rate in 1964 for whites (11 per hundred) was still con-

siderably higher than the rate for blacks (8 per hundred; Table 1.3). However, by
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the 1980s the rate for blacks exceeded the rate for whites, and the higher rate for

blacks continued through the 1990s. The higher hospital admission rate for blacks,

similar to the higher rate for low-income people, can be largely accounted for by

higher level of medical need.42 Unlike the case with blacks, hospital stays for most

Hispanics continues to lag stays for non-Hispanic whites. For the period

1992–1995, the age-adjusted proportion of the population with one or more hos-

pital stays within a year was 6.1 percent for Mexicans and 6.3 percent for Cubans,

compared to 6.5 percent for non-Hispanic whites. Among major Hispanic groups,

only the percent for Puerto Ricans (8.4) exceeded the non-Hispanic white rate.43

Physician Visits. The trends in Tables 1.2 and 1.3 also suggest increasing equity

for physician visits according to income level and ethnicity. In 1928–1931 the

lowest-income group averaged only one-half as many visits to the doctor (2.2 vis-

its) as the highest-income group (4.3 visits; Table 1.2). Over time, the gap nar-

rowed. By 1974 the lowest-income group was actually visiting a physician more

than the higher-income groups, and the difference increased in the 1980s and

1990s. Again, research results suggest that the apparent excess for the low-income

population can be accounted for by their greater level of medical need.44

Similar trends have taken place for the black population (Table 1.3), but parity

with the white population in the proportion seeing a doctor did not take place until

the early 1980s, and the proportion seeing a doctor has remained about the same

for blacks and whites in 1996. The average number of physician contacts per year

for most Hispanic groups (Mexican: 5.1, Cuban: 4.5) remained considerably below

those for both blacks (6.2) and non-Hispanic whites (6.3) during the years

1992–1995. As with hospital inpatient services, the rate of use of physician visits for

Puerto Ricans for physician contacts (6.4) exceeded that for other Hispanic groups.45

Dental Visits. Tables 1.2 and 1.3 tell a story of major inequity according to in-

come and race in dental visit rates that existed in 1928–1931 and continue to exist

into the 1990s. The proportion seeing a dentist has increased considerably for

all income and racial groups. Still, by 1993 only 36 percent of the low-income

group saw a dentist, compared to 64 percent of those in the higher-income groups

(Table 1.2). Further, 47 percent and 46 percent of blacks and Hispanics respec-

tively saw a dentist, compared to 64 percent of whites (Table 1.3).

Effective Access

The effectiveness-and-outcomes movement initiated in the late 1980s was in re-

sponse to several major developments converging on the national scene.46 The

Health Care Financing Administration (HCFA) proposed a research program
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called the Effectiveness Initiative, stimulated by its need (1) to ensure quality of

care for the thirty million Medicare beneficiaries, (2) to determine which medical

practices worked best, and (3) to aid policy makers in allocating Medicare re-

sources. At about the same time, an Outcomes Research Program was authorized

by Congress, largely inspired by the work of John Wennberg and associates in

small-area variations in the utilization and outcomes of medical interventions. A

third major development stimulating the effectiveness movement stemmed from

efforts led by Robert Brook and associates to determine whether medical inter-

ventions within the normal practice setting were being used appropriately. Within

the same time period, the Agency for Health Care Policy and Research (AHCPR,

recently renamed the Agency for Healthcare Research and Quality) was cre-

ated, with responsibility for developing medical practice guidelines that represent

practical application of the outcomes-and-effectiveness research movement.

Prior to the effectiveness initiative, research findings were hampered by weak

study designs (that is, observational and cross-sectional) that were incapable of

determining the clear direction of effects and their potential causality.47 Most

studies used mortality as the outcome variable, which was shown to be more sen-

sitive to environmental and socioeconomic factors than medical care utilization.48

Moreover, the appropriate risk adjustments were usually not available in mor-

tality data sets.

The Medical Outcomes Study (MOS) was undertaken in response to these

methodological limitations. The MOS sampled physicians and patients from dif-

ferent health care settings—that is, traditional indemnity (FFS) plan, independent

practice association (IPA), or health maintenance organization (HMO)—to

investigate the relationships between structure, process, and medical outcomes.

Specifically, the MOS was designed to (1) determine whether variations in med-

ical outcomes were explained by differences in the system of care (structure and

process) and medical specialty; and (2) develop instruments to assess and monitor

medical outcomes (clinical endpoints, functioning, perceived general health status

and well-being, and satisfaction with treatment).49 Ultimately, research results

demonstrated that multiple factors—namely, patient mix, medical specialty and

system of care, influence or patient outcomes, and when patient and physician

characteristics are controlled, quality indicators of primary care—vary across

systems of care.50

In more recent years, “evidence-based medicine” and “evidence-based

management” have emerged from the effectiveness movement. Evidence-based

medicine synthesizes research results from multiple clinical trials to help clini-

cians make judicious use of the best scientific evidence for decisions in patient care.

In fact, the Agency for Healthcare Research and Quality (AHRQ) sponsors an

Evidence-Based Practice Program comprising twelve centers nationwide. Centers
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conduct systematic reviews and technology assessments, perform research on

improving methods of synthesizing scientific evidence and developing evidence

reports and technology assessments, and extend technical assistance to other

organizations in their effort to translate evidence reports and technology assess-

ments into guidelines, performance measures, and other quality improvement

tools.51 Evidence-based management, on the other hand, is not nearly as well

organized or funded as its counterpart in medicine. Nevertheless, the evidence-

based management movement is in response to growing concern about managers

in large health care organizations making strategic decisions based on evidence

that is not systematically gathered or assessed.52

The demand for health services organizations to demonstrate their effec-

tiveness in providing quality patient services will continue to grow. Federal and

state governments, managed care organizations, the JCAHO, and businesses

and insurers purchasing and paying for medical services have all insisted on greater

accountability.53 Evidence-based medicine and evidence-based management are

two complementary approaches for achieving more effective outcomes in the

health services industry.

Efficient Access

Efficiency studies have been conducted at both the contextual level (for example,

national health care systems and health plans) and the individual level (consumer

behavior). At the macroeconomic level, comprehensive data available on major,

industrialized countries have been used to compare health services utilization,

health resources and expenditures, and health outcomes. For example, the

Organization for Economic Cooperation and Development (OECD) study com-

paring per capita health care expenditures in seven major industrialized countries

found that the United States spent about 40 percent more than Canada and almost

three times more than the countries with the lowest expenditures. The large ex-

penditure gap for the United States was not offset by health outcome advantages,

which raised concerns that resources were being misallocated to services with low

benefit relative to cost.54

Efficiency analyses conducted at the level of the health plan system have been

used to compare traditional indemnity plans with FFS providers to HMOs.55

Other studies have conducted production efficiency analyses concentrating on the

size and personnel mix of physician practices and other medical care delivery

settings.56 Results from these efficiency studies can be used for making managed

care contract specifications to ensure that services are accessible, efficient, and

effective.
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Efficiency analyses focusing on consumers and providers have investigated the

effects of cost sharing on health services utilization to determine the optimal

combinations of cost sharing and managed care.57

Conclusion

Is access improving or declining in the United States? For whom? And accord-

ing to what measures? Although we have documented continuing increases in some

realized access measures, including physician and dental visits, inpatient hospital

use has been declining for twenty-five years. However, the declining hospital use

rate reflects, in part, the shift to outpatient services and greater emphasis on

primary care, possibly reducing the need for acute inpatient services. A key

potential access measure, health insurance, reveals that although an increasing

number of people are being covered by Medicaid, there has been a decline in

the number covered by private insurance in the last fifteen years and an overall

increase in the proportion without any health insurance coverage.

Low-income and black populations appear to have achieved equity of access

according to gross measures of hospital and physician utilization (not adjusting

for their greater need for medical care) but continue to lag considerably in receipt

of dental care.

Equity has certainly not been achieved according to health insurance cover-

age, as the proportion uninsured is 50 percent higher for blacks and more than

twice as high for Hispanics and the low-income population, compared to the unin-

sured rate for whites. Further, numerous investigations have noted large inequities

in access for low-income and minority populations regarding not having a regu-

lar source of care; not getting preventive care; delay in obtaining needed care; and

higher rates of morbidity, hospitalization, and mortality that could have been

avoided with appropriate access to care. Many of these documented discrepan-

cies are increasing over time.58

Improving access to care can be greatly facilitated by a new generation of

access models and indicators. They should stress the importance of contextual as

well as individual characteristics to promote policies to improve access for defined

populations.59 They should focus on the extent to which medical care contributes

to people’s health. Access measures should be developed specifically for particu-

lar vulnerable population groups. These measures are especially important because

of the cross-cutting needs of many of the vulnerable groups: persons with

HIV/AIDS, substance abusers, migrants, homeless people, people with disabili-

ties, and those suffering from family violence.60
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Improving equity, effectiveness, and efficiency should be the guiding norms

for research on access.61 Among the most important areas for research are:

• Promoting successful birth outcomes—research on the relationships among

medical risk factors, the content of prenatal care and birth outcomes; contin-

ued research on the increasing disparity between black and white infant

mortality

• Reducing the incidence of vaccine-preventable childhood diseases—research

on the relationships among race, barriers to access, and infectious disease

• Promoting functional dentition status—research to examine continuing differ-

ences in use of dental services according to income and ethnicity and the impact

of these differences on functional status

• Reducing the effects of chronic diseases and prolonging life—research

concerning the differences in use of high-cost discretionary care according to

gender, ethnicity, income, and insurance status and whether these differences

represent overuse or underuse of these services

• Reducing morbidity and pain through timely and appropriate treatment—

research exploring methods to better define what constitutes timely and

appropriate use of physician services during episodes of acute illness and research

on factors that lead to hospitalization of people with acute diseases
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CHAPTER TWO

PUBLIC POLICIES TO EXTEND HEALTH
CARE COVERAGE

E. Richard Brown

Y

T
he United States remains alone among the economically developed countries

in not providing health care coverage to its entire population. The new

century began with approximately forty-four million uninsured Americans—

people who have no private or public health insurance of any kind.

This chapter examines the origins and status of the American system of health

care coverage and the options available to extend coverage to the uninsured. First,

it describes the current state of health insurance coverage, with an examination

of historical trends and the public policies that shaped the current system. The

chapter concludes with a review of the major policy options to extend coverage

to the remaining uninsured population.

Why is health insurance coverage important? It is the principal financial

means by which people can obtain services. The importance of health insur-

ance coverage has been shown in cross-sectional surveys that compare the access

of insured and uninsured people, and in panel or longitudinal studies that examine

over time the effects of losing or gaining health insurance on access and health

status.1

The United States has repeatedly toyed with major reforms to establish a uni-

versal social insurance program to extend health care coverage to the entire

population. Each time it has failed to come to grips with this issue or has adopted

partial reforms, sometimes enacting programs based on a public-assistance, or

welfare, approach. After these repeated failures to enact comprehensive reform,
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TABLE 2.1. PERCENTAGE OF NONELDERLY POPULATION WHO ARE
UNINSURED, AGES 0–64, UNITED STATES, 1977, 1987, AND 1997.

1977 13.8
1987 17.4
1997 18.9

Sources: 1977 data from National Medical Care Expenditure Survey, and 1987 data from
National Medical Expenditure Survey, both cited in Brown, E. R. “Access to Health Insurance in
the United States.” Medical Care Review, 1989, 46, pp. 349–385; 1997 data from Medical
Expenditure Panel Survey, cited in Vistnes, J. P., and Zuvekas, S. A. Health Insurance Status of
the Civilian Noninstitutional Population: 1997. Rockville, Md.: Agency for Health Care Policy and
Research, 1999.

and despite the partial solutions that have been adopted, the problems of lack of

coverage remain a continuing challenge to the U.S. health system and the nation’s

political institutions.

The Uninsured

The large and growing number of Americans who have no health care coverage

continues to be one of the most compelling—and intractable—policy and polit-

ical issues in the United States. In 1977, following failed attempts to enact national

health insurance, twenty-seven million Americans, 13.8 percent of the nonelderly

population, were uninsured (Table 2.1). A decade later, the uninsured population

had grown to 17.4 percent of the nonelderly. By 1997, three years after the end

of the most extensive effort to enact universal coverage, the uninsured rate had

reached 18.9 percent.2

By 1998, more than forty-four million persons were uninsured, including

eleven million children under age eighteen and nearly thirty-three million adults

ages eighteen to sixty-four.3 However, just 358,000 persons age sixty-five or over

(less than 1 percent of all the uninsured) are completely uninsured, because nearly

all the elderly receive at least Medicare coverage.

Because the uninsured population includes so few elderly persons, most

analysts of this problem focus on the nonelderly population. Despite an historic

period of economic growth, very low unemployment, and relatively stable costs

for health insurance coverage, 18.3 percent of those under age sixty-five were com-

pletely uninsured in 1998 (Figure 2.1). (These data are from the Current Popu-

lation Survey, conducted by the U.S. Census Bureau. These estimates, the most

widely used data on health insurance coverage, may differ slightly from those cited

earlier because of differences in measurement.)
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FIGURE 2.1. HEALTH INSURANCE COVERAGE OF THE
NONELDERLY POPULATION, UNITED STATES, 1998.

Source: Analysis of March 1999 Current Population Survey by UCLA Center for Health Policy
Research.

More than eight of ten (84 percent) of the nonelderly uninsured are working

adults and their children. Half (50 percent) of the uninsured are in families headed

by at least one employee who works full-time all year, and another 15 percent

are in families of full-time employees who work less than a full year (Figure 2.2).4

Three-fourths of the uninsured have low or moderate family incomes. More

than half (54 percent) have incomes below 200 percent of the federal poverty level

(that is, less than $34,000 for a family of four in 2000), and another fifth (18 per-

cent) have moderate family incomes (between 200 percent and 299 percent of the

poverty level; Figure 2.3). The low and moderate incomes of the uninsured mean

that efforts to extend coverage to them require considerable financial assistance

to make it affordable, assistance that can come only from employers or govern-

ment. Only one in four uninsured have family incomes at least three times the

poverty level ($51,000 for a family of four); it is unlikely that any of the uninsured

below this level could afford a significant share of the costs of family coverage.

Because of their predominance in the population, 53 percent of the uninsured

are non-Latino whites, but ethnic minorities have disproportionately high unin-

sured rates. More than one out of three nonelderly Latinos (38 percent), one in four

African Americans (24 percent), and one in five Asian Americans and Pacific Is-

landers (22 percent) are uninsured, compared to 14 percent of non-Latino whites.5

Ten states have uninsured rates in excess of 20 percent of their nonelderly

population, while eight states have rates below 12 percent.6 Differences in unin-

sured rates across states are driven mainly by state variations in employment-based
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FIGURE 2.2. FAMILY WORK STATUS OF UNINSURED NONELDERLY
PERSONS, UNITED STATES, 1998.

Source: Analysis of March 1999 Current Population Survey by UCLA Center for Health Policy
Research.

FIGURE 2.3. FAMILY INCOME OF UNINSURED NONELDERLY
PERSONS, UNITED STATES, 1998.
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Source: Analysis of March 1999 Current Population Survey by UCLA Center for Health Policy
Research.
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health insurance, but they are also influenced by the generosity of each state’s

eligibility policy for Medicaid and other public health care insurance programs.

Private Health Insurance Coverage

In 1998, 67.2 percent of the nonelderly obtained private health insurance

through their own or a family member’s employment (Figure 2.1). Another

4.2 percent purchased private health insurance on their own through the non-

group market. Among all nonelderly persons with any private health insurance,

94 percent obtained it through employment. How did employment-based health

insurance gain such a dominant position in the United States, despite the absence

of any nationwide requirement that employers provide their workers with

coverage?

From World War II through the mid-1970s, private health insurance covered

a growing proportion of the American population. World War II produced several

forces that encouraged expansion of private health insurance: wage-and-price

controls that exempted employee benefits, cost-plus government war contracts,

federal tax policies that allowed employers to deduct premiums for health plans

from business revenues and allowed employees to deduct employer-paid health

insurance premiums from taxable earnings, and demands from labor unions

in a very tight labor market and a war-focused economy. By 1945, enrollment in

hospital insurance plans had spread to 24 percent of the population, up from

10 percent in 1940. After the war, commercial insurance companies, following

the early leadership of not-for-profit Blue Cross plans, pushed into the employer-

sponsored health insurance market. By 1950, private hospital insurance covered

51 percent of the population; by 1962, about 70 percent of the entire popula-

tion had hospital benefits and 65 percent were covered for physicians’ surgical

services.7

Private health insurance was popular among consumers of health services

because it spread the risk of expensive medical conditions across a large popu-

lation base, reducing the threat of personal bankruptcy in the event of serious

health problems and making health services financially more accessible to the

covered population. It was also popular among hospitals, physicians, and other

health care providers because it created a stable base of revenues that reduced

their risk of bankruptcy during recession and permitted them to expand and

introduce new technologies during good years. The expansion of private health

insurance coverage was the financial foundation for the rapid growth of medical

care, including escalating investments in medical technology, hospitals, and

specialty care.
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The large proportion of the uninsured who are in working families—

84 percent—underscores the less-than-universal character of employment-based

health insurance. Employment-based health insurance peaked in the mid-1970s

and has ebbed and flowed since that time, especially with each expansion and

contraction of the economy. This dynamic is illustrated by changes in job-based

insurance coverage following the recession of the early 1990s. The proportion of

the nonelderly population with job-based coverage rose from 65.6 percent in 1994

(as the country was just beginning to emerge from the recession) to 67.2 percent

in 1998 (as the economy boomed). But this slight growth in employment-based

insurance coverage was due to more families gaining the benefits of full-time

employment generated by an unprecedented period of economic growth. The

booming economy did not, however, increase the proportion of employees with

job-based insurance. The proportion of adults and children in families headed by

a full-time, full-year employee rose from 65 percent in 1994 to 69 percent in 1998,

but the proportion of persons in full-time, full-year employee families who had

job-based insurance remained flat: 81.1 percent in 1994 and 80.4 percent in 1998.8

The lack of health insurance coverage among the working population is

because many employers are not offering health benefits, some workers are not

eligible for benefits when they are offered, and some workers who are offered

and eligible for health benefits are not accepting them. Job-based insurance among

workers fell from 63.9 percent in 1987 to 60.4 percent in 1996. Contrary to con-

ventional wisdom, most recent studies have found little or no decline in the pro-

portion of employers who offer health benefits to at least some of their workers

(the “offer rate”), except among young workers. But there is growing evidence of

a decline in eligibility for health benefits (the “eligibility rate”) among employees

who work less than full-time, full-year and a decline among full-time, full-year

employees in acceptance of health insurance when it is offered (the “take-up rate”).

Between 1987 and 1996, take-up rates have declined significantly among young

workers, Hispanic workers, those with low educational attainment, and those with

low wages.9 In other studies, the decline also has been attributed to rising costs for

health care services, employers requiring that an increased share of health

insurance premiums be paid by the employee, and stagnant incomes for a signif-

icant part of the workforce.10

Although the proportion of employees who are offered health benefits does

not appear to have been declining, there are large disparities in the offer rate. Small

firms, especially those with fewer than twenty-five workers, are far less likely to

offer their employees health benefits than are larger firms. Only 55 percent of

firms with fewer than ten employees offer health benefits to any of their work-

ers, compared to 72 percent of those with ten to twenty-four employees and

86 percent of those with twenty-five or more workers.11 Consequently, nearly half

(46 percent) of uninsured employees work in firms with fewer than twenty-five
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workers. But larger firms also contribute to the problem; one in four uninsured

employees (28 percent) works in a firm with five hundred or more workers.12

The probability that a worker is offered health benefits in general depends on

the labor market in which the worker is competing for a job. Those who work

for small firms, in agriculture or the service sector, or for a nonunion firm are less

likely to have an employer that offers health benefits. Workers whose employers

do not offer health benefits to anyone working for them disproportionately are

Latino, young adults, or noncitizens; they have less education, work less than full-

time, and earn low wages.13 Because they have no subsidy from their employer or

the government, the low-to-moderate income of these groups makes private pur-

chase of health insurance unaffordable.

Thus private health insurance has not served all sectors of American society.

The elderly and the poor were effectively priced out of the market for private cov-

erage even in its period of rapid growth during the 1950s and early 1960s. In 1958,

while 86 percent of the upper-income third of all American families had some

type of private health insurance, only 42 percent of the lower-income third had

any coverage at all. Like the lower working class and the poor, the elderly were un-

able to obtain adequate private hospitalization coverage at a price they could af-

ford. In 1958, only 43 percent of persons age sixty-five and over had insurance for

hospital care, compared with at least two-thirds of the nonelderly population.14

Although private health insurance dramatically reduced disparities in the use of

health services related to income for the population with coverage, it remained for

Medicare and Medicaid to significantly improve access for the elderly and the poor.

Medicare, Medicaid, and SCHIP

By 1960, political pressures to enact public programs to provide for the poor,

especially the low-income elderly, had become irresistible.15 The Kerr-Mills

Act, enacted in that year, offered generous matching federal grants to states to

encourage them to develop medical care programs for the elderly poor and

the nonelderly disabled and blind. But the program was implemented unevenly

by the states, with the bulk of the federal funds going to a handful of states that

developed comprehensive programs. Senior citizen groups, not assuaged by this

public assistance program, continued to demand health insurance under Social

Security, not a welfare program.16

The November 1964 election gave the Democrats a landslide victory (the

most lopsided popular vote in this century) and gave President Lyndon Johnson

both a clear mandate for his Great Society reforms and a Democratic Congress

(two-thirds in both houses) to enact them. The next year, Congress established

Medicare, a social insurance program for hospital care and voluntary insurance
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for physician services for the elderly, and Medicaid, a public assistance program for

poor people who meet “categorical” requirements. Medicare was a landmark in

American health care reform because, as a contributory program that provided

entitlement to health benefits without a means test, it was the first successful

enactment of social insurance for health services. Medicaid also was important

because of its broad potential scope of benefits and population coverage, despite

its public assistance, or welfare, character that rested on means testing.

Medicare: Improving Access for the Elderly

Medicare has extended coverage to virtually all the elderly and to many blind and

long-term disabled persons for a significant portion of their medical expenses.

Medicare is the largest source of public financing for health care services in the

United States. Persons age sixty-five and over with social security benefits are

automatically entitled to receive Medicare Part A (coverage for hospital services)

and to enroll in Medicare Part B (coverage for physician and other services). Part A

is a mandatory program financed by a special social security tax paid by all work-

ers and deposited in the Medicare Trust Fund, while Part B is a voluntary plan

funded by beneficiary premium payments and contributions from the U.S. Trea-

sury. In 1999, Medicare covered more than thirty-nine million beneficiaries (thirty-

four million aged and five million disabled enrollees), at a cost of $213 billion.17

Medicare is a social insurance program. This is a very important character-

istic. Like Social Security, Medicare Part A is a contributory program, which means

that everyone who works contributes to it through a tax on earnings. And

Medicare is an entitlement program, which means that everyone is eligible

for Medicare upon reaching age sixty-five or, if younger, meeting a stringent dis-

ability test. It is not a means-tested welfare program; this distinction will be clearer

when we discuss Medicaid.

Medicare quickly improved access to medical services, especially hospital care,

for the elderly. But even under Medicare—an entitlement program with uni-

form benefits and standards—beneficiary access problems remain. In the pro-

gram’s first few years, more affluent elderly beneficiaries received more physician

and hospital services than did the lower-income elderly. Similarly, white Anglo

beneficiaries received more health services than did African American benefi-

ciaries. Over time, however, both income and racial differentials were reduced.

Recent studies have found that the vast majority of Medicare beneficiaries report

no access problems, but some groups do encounter serious barriers. About one in

seven Medicare beneficiaries do not have a usual source of care or have not seen

a physician for a medical problem that warranted medical attention. Studies

that examine access to specific procedures consistently find differences by race
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in the rate of selected diagnostic and treatment procedures performed. African

American beneficiaries are less likely than Anglo beneficiaries to receive a variety

of high-technology procedures.18

Lack of coverage for several key benefits limits the effectiveness of Medicare

for many types of health service, particularly for lower-income beneficiaries. First,

Medicare originally did not emphasize preventive care or early detection of life-

threatening diseases, and only recently has it begun to cover screening mammo-

grams and Pap tests. Second, Medicare still does not cover prescription

medications, a problem that has been exacerbated for the elderly, among others,

by rising expenditures for prescription drugs. Growing political support for adding

prescription drug coverage to Medicare has pushed this issue onto the policy

agenda, and it is likely that Congress will enact a coverage program in the near

future. A third notable lack of coverage is for long-term care services. Medicare

restricts coverage for nursing home stays and home health visits to post-hospital

use of limited duration, imposing hardships on the elderly who must use exten-

sive personal resources to pay for care or, if poor or impoverished by medical

expenses, who may apply to Medicaid.

Medicare cost-sharing provisions for covered services also pose financial bar-

riers. Premium costs, deductibles, and coinsurance, as well as physician charges

resulting from “balance billing,” can impose high out-of-pocket expense on the

beneficiary. A high proportion of beneficiaries have supplemental coverage to

offset these costs, but private “Medigap” insurance has become increasingly

expensive. An estimated 16.5 percent of Medicare beneficiaries also qualify for

financial assistance and supplemental benefits under their state Medicaid programs

because their incomes are low.

Approximately 15 percent of Medicare beneficiaries were enrolled in man-

aged care plans (Medicare+Choice) in January 1998, gaining such additional

benefits as prescription drug coverage. In the Medicare Current Beneficiary

Survey in 1996, beneficiaries enrolled in HMOs were more likely than those with

fee-for-service coverage to be very satisfied with costs and all aspects of quality

of care, but, paradoxically, HMO enrollees were also more likely to be very dis-

satisfied with provider attitudes, access to specialty care, and getting information

on the phone.19 In 2000, large numbers of HMOs pulled out of the Medicare

market, jeopardizing the continuity of care for many beneficiaries.

Medicaid: Improving Access for the Poor

Medicaid was enacted in 1965 to provide coverage to poor persons who were

eligible for federally supported, state-run welfare programs. These welfare

programs give cash assistance to families with dependent children (formerly Aid
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to Families with Dependent Children, or AFDC) and to the disabled, the blind,

and the elderly (SSI/SSP). Through this latter component, Medicaid assists el-

derly Medicare beneficiaries who could not afford the required cost sharing for

Medicare or supplemental insurance. Medicaid is administered by the states under

federal guidelines that require minimum standards for eligibility, benefits, and in

some cases provider payments. Funding is shared between the federal government

and the states, with the federal share (called the Federal Medical Assistance Per-

centage, or FMAP) ranging from 50 percent up to 77 percent.

In 1999, Medicaid covered an estimated forty-one million persons at a cost of

$180.9 billion. Half of Medicaid beneficiaries are low-income children, about a

fifth are low-income women, and the remaining quarter are low-income dis-

abled and elderly persons. Medicaid spending is tilted toward the elderly (who in

1998 accounted for 11 percent of all recipients and averaged about $9,700 per

person) and toward the disabled (who made up 18 percent of recipients and

averaged about $8,600 per person, compared with children, who constitute 51 per-

cent of all Medicaid recipients and average about $1,150 per child).20

There is substantial evidence that Medicaid is responsible for a significant

increase in use of health services among low-income persons. In 1964, two years

before the Medicaid program began operation, poor persons averaged 4.3 doctor

visits per year, compared to 4.6 visits for the nonpoor. By the mid-1970s, when

nearly all states were operating Medicaid programs, poor adults averaged more

physician visits than nonpoor adults, and the gap between poor and nonpoor chil-

dren had been reduced (though not eliminated). However, use of a greater volume

of services by the poor may not necessarily indicate complete equity in access

because of the poorer health status of many low-income people.21

Medicaid’s positive effect on utilization rates of low-income persons is, of

course, limited to those who are eligible for the program. Numerous studies have

found that Medicaid beneficiaries, in contrast to uninsured low-income persons,

use health services at a rate comparable to that of higher-income people, after

adjusting for differences in health status. Among poor and near-poor persons who

are sick or in poor health, those who are uninsured during the entire year use far

fewer medical services than those who have Medicaid for even part of the year.22

Prospective studies find that loss of Medicaid coverage has an adverse impact

on the health status of low-income people, especially among persons with chronic

illness. Loss of Medicaid has a serious adverse impact on access to health services

and on the health status of anyone with a chronic illness, such as diabetes or high

blood pressure.23

Despite its important contributions, Medicaid’s ability to improve access to

medical care for the nation’s low-income population has been hampered by sev-

eral factors. State-level discretion in the Medicaid program has resulted in great

variation across states in the population covered and the benefits provided. Federal
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guidelines define mandatory eligible populations and covered benefits, but they

allow states considerable latitude beyond this floor. States vary markedly in their

Medicaid income eligibility level for a family, which ranges from nineteen states

with income eligibility below 50 percent of the federal poverty level for par-

ents of eligible Medicaid children to ten states with income eligibility at or above

100 percent. States also differ in the benefits covered in the Medicaid program.

Each state defines its own package of benefits beyond the mandatory services de-

fined by federal Medicaid law. For example, coverage for such essential services as

prescription drugs, physical therapy, occupational therapy, respiratory care services,

and corrective eyeglasses are all optional. Reimbursement levels for Medicaid also

vary considerably across states, contributing to differences by state in the rate of

physician participation.24

Medicaid’s limitations in covering the poor were exacerbated by budget cuts

during the Reagan administration and ratcheting down by states of income lim-

its for AFDC eligibility. As a result, Medicaid enrollees as a proportion of all poor

persons declined from 51 percent in 1981 to 45 percent in 1982. Beginning in the

mid-1980s, however, Congress enacted a series of expansions in Medicaid income

eligibility in order to extend Medicaid’s beneficial effects to more low-income preg-

nant women and their children. Although only 51 percent of poor children were

on Medicaid in 1985, 60 percent were covered by Medicaid in 1994, an impor-

tant reversal of the trend of a decade earlier.25

Most of this increase was aimed at ensuring financial access to pregnant

women to enable them to obtain prenatal care early in pregnancy in order to

improve birth outcome and the health of the infant. Congress required states

to cover pregnant women up to 133 percent of the poverty level and encour-

aged states to voluntarily expand coverage up to 185 percent of poverty. This

extension of Medicaid to a population well above the income eligibility for cash

public assistance programs partially severed the historic link between Medicaid

and welfare. In addition, Congress required states to increase fees for obstetric

care to attract an adequate number of providers, and it appropriated other funds

for enhanced perinatal care. By 1994, thirty-four states had expanded coverage of

pregnant women beyond federally mandated levels, all fifty states had streamlined

the eligibility process to at least some extent, and forty-four states offered Medicaid

reimbursement for enhanced prenatal services. Nearly one-third of all births in

the United States now are paid for by Medicaid, while other programs fund

improvement in the supply and accessibility of prenatal care services and

nutritional and other supports for mothers and young children.26

The Medicaid program’s improvements in eligibility for pregnant women to

meet specific public health goals is a valuable example of how public policy may

be used directly to improve access. The effects of Medicaid expansion on prenatal

care use and birth outcomes are inconsistent. Some studies show improvement in
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access to care and birth outcomes, while others do not. These findings suggest that

there are multiple components to providing prenatal care that include, but go

beyond, improving financial access: outreach and educational programs, case

management, and supply of providers.27

The expansion of Medicaid coverage appeared to come to a halt with the

enactment and implementation of the Personal Responsibility and Work Oppor-

tunity Reconciliation Act of 1996, better known as welfare reform. Nationally,

Medicaid coverage fell from 12.5 percent of the nonelderly population overall in

1994 to 10.4 percent in 1998, but it fell even more sharply among nonworking

families, from 52.8 percent in 1994 to 40.8 percent in 1998.28 As the economy

continued to improve, some families and individuals who formerly relied on

Medicaid may have obtained low-wage jobs that permitted some access to health

benefits, or they earned more money that enabled them to pay the employee’s

share of premiums. But many of these newly employed workers and their families

found themselves in low-wage jobs without health benefits and joined the ranks of

the uninsured. Although welfare reform promised public assistance recipients that

they will receive transitional Medicaid coverage for at least a year when they leave

public assistance, both advocates and analysts argue that this policy is inadequately

implemented.29

Finally, many noncitizen families refrained from applying for Medicaid. They

feared being labeled a “public charge” if they enroll themselves or their children

in a means-tested program, and that this classification would be used against them

if they tried to renew their visas, return to the United States from abroad, or apply

for citizenship.30 This problem is likely to be moderated by new policies, issued in

May 1999 by the Immigration and Naturalization Service (INS), specifying that

noncitizens will not be classified as a public charge if they or their children enroll

in Medicaid (except those who receive long-term care under Medicaid). However,

immigrant parents who are undocumented and fear contact with the INS are likely

to continue to refrain from applying for Medicaid even for their U.S.-citizen

children, who are fully eligible on the same basis as other citizens.

One important characteristic of the Medicaid program is its origin as a pub-

lic assistance program. Welfare programs, even federally supported ones such as

Medicaid, tend to be administered by the states, albeit under some federal regu-

lation. Unlike Medicare, which is administered as a social insurance program by

the federal government and includes the same eligibility and benefits through-

out the country, the Medicaid program is administered by the states. Medicaid is

in reality fifty-one programs, with variations in eligibility and benefits across all

fifty states and the District of Columbia.

Many of the problems associated with Medicaid are the legacy of its welfare-

based origin. Welfare programs tend to rely on stigmatizing means tests, usually
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conducted in welfare offices.31 It is noteworthy that there is no stigma attached to

Medicare, which is viewed as a universal entitlement, a social contract between

the nation’s young and old generations. Nor is there stigma associated with the tax

exemption of employer-paid health insurance for largely middle- and upper-

income workers, which cost the federal government about $79 billion in 1998—

a health insurance subsidy program that no one calls welfare.32 Despite Medicaid’s

welfare origins, expansion of eligibility in the 1980s to low-income pregnant

women and children at higher income levels—nearly twice the poverty level for

pregnant women and infants—loosened the connection with welfare and created

the logic for 1990s policies that went further.

A second important characteristic of Medicaid is that it is an entitlement pro-

gram. Although it originated as a welfare program, anyone who meets Medicaid’s

eligibility requirements is entitled to receive its benefits, and expenditures for these

benefits thus generate a cost to the state and draw the specified federal matching

payment. In this way, Medicaid differs from block grant programs, in which the

federal government gives the states a maximum allocation; once a state has ex-

pended its allocation, any additional services for eligible persons become the

sole fiscal responsibility of the state. This characteristic has been the nub of major

conflict between liberals and conservatives, with liberals defending Medicaid as

an entitlement and conservatives often proposing to turn it into a block grant—

as they tried unsuccessfully to do in 1996, when welfare reform ended the enti-

tlement of poor children and families to cash assistance.

Expanding Medicaid with Waivers and Managed Care. With the failure to enact

national health care reform, many states looked to Medicaid, among other ap-

proaches, to extend coverage to their uninsured residents. Many states have ex-

panded or otherwise modified their Medicaid programs with the aid of a waiver

under section 1115 of the Social Security Act. These waivers, which must be

granted by the federal Health Care Financing Administration, permit states to mod-

ify eligibility, payment methods, and other characteristics in their Medicaid pro-

grams. All of the waivers permit states to require Medicaid beneficiaries to enroll

in a managed care plan, based on the expectation that managed care enables

the state to slow the growth of its Medicaid expenditures and, in some cases, im-

prove access to health services. Most of the recent waivers also extend coverage to

the working poor and their families, who were not previously eligible for Medicaid,

promising to use at least some of the expected savings from managed care to expand

coverage to low-income uninsured persons. By 1998, 53.6 percent of all Medic-

aid beneficiaries were enrolled in managed care, up from 9.5 percent in 1991.33

By the end of 1999, fifteen states had comprehensive health care reform Med-

icaid waivers, including thirteen that used their waivers to expand enrollment.
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Tennessee undertook the most ambitious expansion as it replaced its fee-for-service

Medicaid program with TennCare, a fully capitated managed care program. By

the end of 1999, TennCare had enrolled more than 1.3 million Medicaid benefi-

ciaries in managed care, including more than 506,000 who did not fit traditional

Medicaid eligibility. Altogether, these thirteen waiver states covered 1.2 million

persons who would not have been eligible without the waiver.34

These successes not withstanding, Medicaid managed care programs raise

concerns among many groups. Community health centers, a critical part of

the health care safety net for the uninsured poor and Medicaid recipients, fear

that they will lose current Medicaid fees, which are a major source of their fund-

ing. In 1997, Medicaid revenues represented a third of federally funded health

centers’ total operating revenue, matching the third of their patients who were

covered by Medicaid.35 Although many community health centers have devel-

oped contracts with managed care plans that enroll Medicaid recipients, they

worry that their lost Medicaid fees will not be offset by serving patients en-

rolled in these plans. Without Medicaid revenues, and with declining federal

grants, there is widespread concern that community health centers and other

safety-net providers will not have the financial support they need to continue to

serve uninsured patients. Advocates for the uninsured and low-income commu-

nities share the concerns of safety-net providers that, without Medicaid revenues,

these last-resort providers will lose their financial viability, and the safety net will

be shredded.

Advocates for Medicaid beneficiaries also worry that managed care will end

up reducing access to health services for enrollees because capitation creates

incentives for health plans and providers to reduce use of services and because

enrollees are locked into their plans for at least several months. They are also

concerned that Medicaid HMOs may offer poorer care than fee-for-service

practice. These concerns have been reinforced by some past experience. In

the 1970s, California’s Medicaid beneficiaries suffered from abuses by managed

care plans that marketed door-to-door with deceptive sales information, raised

serious barriers to obtaining services, and often provided poor quality care. In the

1980s, Medicaid enrollees in Chicago-area HMOs experienced similar market-

ing abuses, failure to provide services, and quality problems.36

Medicaid managed care has yielded a mixed record. On some measures, such

as having a regular provider, Medicaid managed care beneficiaries appear to be

doing better than their fee-for-service counterparts, but managed care enrollees

are more likely to report not getting needed care and more dissatisfaction with

some aspects of their care. There is, however, a growing body of evidence that,

overall, managed care plans offer Medicaid beneficiaries access to health services

that is at least as good as in the fee-for-service Medicaid program and quality of
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care that is equal to or better than care in the fee-for-service program.37

Nevertheless, there is little evidence that managed care reduces Medicaid costs—

in part because most Medicaid managed care enrollees have not been the higher-

cost disabled or elderly for whom substantial savings might be realized and in part

because Medicaid expenditures per beneficiary had already been ratcheted down

to an extremely low level in many states.

Expanding Income-Eligibility for Medicaid. States can also cover parents of chil-

dren who are income-eligible for Medicaid, under the new section 1931 of the

Social Security Act, which allows states considerable flexibility in setting Medic-

aid income eligibility for families.38 By 2000, however, only fifteen states had used

either section 1931 or an 1115 waiver to cover parents to at least 100 percent of

the poverty level.39 Other states remain well below that level.

The State Children’s Health Insurance Program (SCHIP). With the collapse in

1994 of efforts to cover the entire population, many health care reform advo-

cates joined with children’s advocacy groups to expand coverage for children.

They focused a great deal of attention on the fact that there were then more

than eleven million uninsured children eighteen or younger in the United States,

many of whom had low family incomes that were above their state’s often less-

than-generous Medicaid income eligibility level. Children are an appealing group

to cover, both because there is wide political support for public programs that

benefit children and because insuring children costs much less than insuring

adults.

In 1997, Congress enacted the State Children’s Health Insurance Program

(SCHIP), providing funds to states to expand health insurance coverage to unin-

sured, low-income, and moderate-income children. Although liberals and con-

servatives fought over whether to make SCHIP an entitlement that expanded

Medicaid or a block grant that established a separate private insurance pro-

gram, in the end Congress compromised on a generous block grant that could be

used by the states to do either or both.

SCHIP was generous in two ways. First, it enabled states to set  income eli-

gibility levels up to 200 percent of the federal level (in 1999, up to $22,500 for a

family of two or $28,300 for a family of three) or even higher. Second, it

gives states more generous matching funds than under Medicaid—30 percent

higher than the state’s federal Medicaid match, up to 85 percent of a state’s

expenditures—an incentive to induce states to implement the program quickly

and vigorously. SCHIP implementation has been slow and has fallen short of early

enrollment goals, but it is enrolling previously uninsured children and is likely to

help slow the growth in the uninsured population.
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Reforms to Expand Private Coverage

In addition to expanding the population groups covered through Medicaid and

SCHIP, states have also experimented with an array of reforms aimed at expanding

private coverage to the uninsured population. The collapse of national health care

reform efforts has increased pressure to implement state, rather than national, so-

lutions to rising health care costs and access problems. However, states vary in their

political and economic capacity to effectively implement reforms, and they also lack

the legislative authority to enact reforms that would achieve universal coverage.

The main approaches that states and the federal government have pursued

to expand private coverage of the uninsured have included reform of insurance

laws to increase affordability or access to coverage, creation of purchasing alliances

or cooperatives, and, in a few states, passage of legislation mandating coverage.

To varying degrees, these approaches build upon the existing employment-based

insurance system, strengthening the connection between coverage and work.

Small Group and Individual Health Insurance Reform

Compared to larger groups, small groups and individuals face higher premiums

for health insurance as a result of higher marketing and administrative costs and

more difficulty in managing risk in this market. Consequently, they also face such

problems as frequent jumps in premium, frequent changes in insurance carrier,

and medical underwriting (that is, basing premiums on the particular group’s

expected use of health services).40

Furthermore, groups or individuals considered at highest risk often were not

able to obtain any coverage. The Consolidated Omnibus Budget Reconciliation

Act of 1985 (COBRA), for example, addressed this problem by requiring

employers and insurers to allow employees who lost or changed their employment

to keep their health insurance if they pay 102 percent of the full premium.

Although this provision is useful to higher-risk persons who are very concerned

about being without coverage, it does not help those who cannot afford the full

costs of their health plan—the situation facing the great majority of the uninsured,

and especially those who have become unemployed.

The Health Insurance Portability and Accountability Act (HIPAA) of 1996

required states to reform their individual and small-group health insurance

markets. It guaranteed that individuals could buy health insurance without

exclusion for a preexisting condition if they have been covered by an employer-

sponsored health plan for at least eighteen months, exhaust any continuation of

their employer’s health benefits available through COBRA, are not eligible for

any other public or private health insurance, and were uninsured no longer than
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two months. HIPAA also limited insurers’ ability to exclude preexisting conditions

and prohibited them from defining pregnancy as a preexisting condition. It pro-

hibited employers from charging employees higher premiums according to health

status or other factors related to potential usage, and it required insurers to guar-

antee issue and renewal of health insurance for small employers (those with two

to fifty employees). HIPAA also gradually raised the tax deductibility for health

insurance purchased by self-employed persons from 30 percent in 1996 to 80 per-

cent by the year 2006.

What HIPAA did not do was limit the amount that an insurer could charge

for coverage that it guaranteed. As a result, HIPAA-protected coverage is often

unaffordable to individuals who need it, resulting in a negligible impact on the

uninsured population. Moreover, since almost all states had already enacted some

type of small-group and individual market insurance reforms,41 HIPAA served to

bring all states up to a uniform national standard, rather than dramatically change

the accessibility and affordability of coverage. In sum, reforms that extend guar-

anteed coverage to small groups and individuals help regulate the market, but they

will have limited impact in expanding coverage unless they are accompanied by

some form of subsidy.

Purchasing Groups

Unlike high-risk pools that target individuals, purchasing cooperatives target small

businesses. These cooperatives or alliances of small firms are designed to increase

their purchasing power and lower administrative costs. Two-thirds (68 percent)

of small firms that do not offer health benefits cite the high cost of coverage as a

“very important” reason why they do not do so, far ahead of any other reason.42

State-sponsored cooperatives enable small businesses to pool the risk of insurance

coverage, thus lowering premium costs and improving their bargaining power in

the health insurance market. National estimates from the 1997 Robert Wood

Johnson Foundation Employer Health Insurance Survey suggest that about one-

quarter of all businesses participate in a purchasing pool and that smaller busi-

nesses are more likely to participate. The survey also found that pools modestly

increased the availability of employee choice among plans and promoted infor-

mation for employees about plan quality, but pooling did not increase the acces-

sibility or affordability of insurance for employers.43

Employer Mandates

The reforms that have been discussed so far create incremental change in how

health services are financed and in the proportion of the uninsured population

gaining access to coverage. These reforms make coverage available to employers
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or individuals whose high risk or small size has made it difficult for them to find

coverage at rates available to other employers or individuals. Such reforms may

help employers deal with the problem of rising benefit costs, but they do not make

health insurance more affordable for the moderate- and low-income families and

individuals who make up the majority of the uninsured.

To make health insurance more affordable to this currently uninsured

population—as well as to stabilize the employment-based system for financing

health insurance—there has been considerable national and state interest in re-

quiring employers to help pay for coverage for their employees. Despite the ap-

parent value of an employer mandate, only Hawaii has implemented this reform.

The ability of states to adopt employer mandates has been thwarted by the federal

Employee Retirement Income Security Act (ERISA), which exempts self-insured

businesses from state insurance regulations and taxes, although it does not bar

states from regulating health insurance coverage that employers purchase for their

employees.44 Nationally, up to half of all medium and large firms self-insure (that

is, assume all or part of the financial risk of coverage), greatly limiting states’ au-

thority over the employer group insurance market. Hawaii is the only state that

received a Congressional exemption from ERISA for its employer mandate

because Hawaii enacted its mandate legislation in 1974, before ERISA itself

was enacted.

Both ERISA and the political and economic implications of employer man-

dates have led the few other states that planned to enact mandate policies to aban-

don their efforts or place on hold implementation of the mandate.45 Employer

mandates have won the vehement and aggressive opposition of employers, espe-

cially interest groups representing small business. It was the inclusion of a provision

that employers help pay for their workers’ health insurance coverage that generated

one of the most aggressive and effective lobbying campaigns against President

Clinton’s health care reform proposal—perhaps providing the crushing blow.

Frustrations on the Road to Universal Coverage

For at least the last half century, many Americans have found the concept of

government health insurance an appealing way to cover the population.46 Funded

by taxes and administered as a universal national program by the federal

government, or by a combination of federal and state governments, such a social

insurance program would pay physicians, hospitals, and other health care

providers, eliminating the need for private health insurance. Since 1965, Medicare

has provided virtually universal coverage for the elderly, but throughout much of

the twentieth century repeated efforts to enact a universal system for the entire

population have consistently foundered.
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Social Insurance: The Elusive Option

Social insurance systems have many advantages. Canada’s single-payer system,

a social insurance program that has received a great deal of attention in the United

States, has been an efficient means of extending universal coverage with compre-

hensive health benefits. The Canadian system has many advantages that attracted

Americans at the beginning of the 1990s. Canada’s provincial-run national pro-

gram provides universal coverage, excellent access to primary care, patients’ free-

dom to choose their own physicians, a superior record of controlling expenditures

for physicians and hospitals, lower administrative costs, lower out-of-pocket costs for

patients, and less restricted clinical autonomy for physicians.47 However, steady re-

ductions in federal support for the provincial programs, from 50 percent in 1971

to just 23 percent in 1997, has led to lower per capita spending, a shortage of med-

ical personnel and facilities, and increased waiting time for specialty care and

surgery. The decline in federal support and its sequelae yielded a dramatic decline

in popular satisfaction with the system, with the proportion of the public saying

“On the whole the system works pretty well, and only minor changes are needed

to make it work better” falling from 56 percent in 1988 to just 20 percent in 1998.48

Despite these advantages and support, social insurance proposals have not

fared well in the United States since the enactment of Medicare. Although the

single-payer proposals49 introduced into Congress in the recent health care reform

effort received substantial support from some unions and consumer-based

organizations, they could not overcome the powerful opposition of an array of

interest groups representing health care providers, insurers, and business. In

November 1994, California voters rejected (by a 73–27 margin) a Canadian-style

single-payer ballot initiative that had been opposed by a very well-funded campaign.

Given the particular political system of the United States, universal coverage

reforms of all kinds are likely to continue to face stiff opposition, despite their

demonstrated need.

Political Barriers to Universal Coverage Reform

There are many barriers to adopting policy options that would lead to universal

coverage. The effort at health care reform in the early 1990s started out with

massive public support, but many forces combined to sap the political momentum

for change. As we entered the 1990s, nine out of ten Americans, driven by fear of

losing health insurance coverage and being unable to afford the rising cost of care,

told pollsters that they believed the nation’s health care system needed fundamental

change or complete rebuilding.50 The same proportion of chief executive offi-

cers of Fortune 500 corporations, whose attention was focused on their rising health

benefits costs, supported fundamental change or complete rebuilding of the nation’s
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health care system.51 Three-fourths of these corporate executives said the prob-

lems could not be solved by companies working on their own and that government

must play a bigger role. The leaders of four major national business organizations

jointly appealed to the Congress to “do something” about health care costs.52

This impressive support for comprehensive reform dissipated rapidly as

opposition interest groups eroded public support and threw their impressive weight

against Congressional efforts to find a consensus.53 The Clinton administration

created a cumbersome policy process to develop and promote its health care pro-

posal, and (unlike reform opponents) the administration waged a feckless public

campaign that did not mobilize grassroots support. Popular support for any specific

proposal began to decline. Waning prospects for health care reform encouraged

major employers to turn from policy change to other options to lower their own

costs, including encouraging or forcing their employees into managed care and

limiting their own costs by providing employees with a fixed contribution for health

benefits.

Underlying this successful frustration of health care reform efforts is, in

addition to the administration’s flawed process to develop and promote the

President’s reform proposal, the nation’s political system itself. Compared to all

parliamentary democracies that have developed national health insurance systems,

the U.S. political system, institutions, and culture pose significant challenges to

enacting major reforms.54

In the United States, political power is dispersed—divided between the exec-

utive (the government), the legislative body, and the judiciary—rather than con-

centrated, making it more difficult for the government to push through controversial

reforms. In parliamentary democracies, the government represents a majority party

or coalition in the parliament, creating a greater concentration of political power

and fewer opportunities for blocking legislation that the government supports.

In the United States, the government (headed by the president or a governor)

gains office through a winner-take-all election that reduces the opportunity for

third parties to influence policy, quite a different situation from parliamentary

systems. The winner-take-all provision encourages parties to “market” themselves

to the broadest part of the electorate and discourages formation of political parties

with coherent policy or political commitments.

These systemic conditions make U.S. political parties weak institutions.

They are organized as loose coalitions and more focused on fundraising than

on policy guidance. The weakness of political parties opens the door widely to

interest group influence in the policy process. The influence of interest groups

has been greatly enhanced by the growing dominance of expensive television ad-

vertising in political campaigns and the dependence of parties and candidates on

large donations from interest groups, corporations, and individuals with resources
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to give.55 Thus, a political party that “controls” the White House and the

Congress—as the Democrats did in 1993 and 1994—lacks coherence and a

means of enforcing its policy platform. In parliamentary democracies, parties

have more political coherence and more leverage over legislators elected as part

of the party slate.

Compounding the weakness of parties, labor unions in the United States his-

torically have played a more modest political role than they do in other industrial

democracies. In most parliamentary democracies, the power of the labor-

controlled party, clearly representing working families and individuals, was a crit-

ical factor in enacting national health insurance. In the United States, throughout

the twentieth century and at the beginning of the current century, labor tied itself

to the Democratic Party, which it influences but does not control. In contrast to

labor’s relatively weak role, business-oriented interest groups in the United States

assert a broad and powerful influence and have repeatedly undermined or vetoed

efforts to enact national health insurance.

Finally, the United States has a very ingrained political culture that supports

weak government, a tradition that goes back to the very founding of this country.

The United States has never developed either a strong civil service or a tradition

of people looking to government to solve social problems—a different set of pop-

ular expectations than prevail in other industrial democracies.

There are additional political and economic barriers for states that try to tackle

these problems outside a national framework. ERISA limits states’ ability to

regulate employer health and welfare benefit programs. Limited state fiscal

resources create competition among constituencies and interest groups, especially

when the state’s fiscal condition is tight—and state residents who lack health

insurance coverage tend not to be among the more influential political groups.

Elected officials fear raising taxes, which would be needed to fund a health

insurance subsidy, because higher taxes may encourage some businesses to move

to other states or countries, and a vote for higher taxes certainly would be a

weapon in a challenger’s hands at the next election. Finally, many elected officials

worry that generous public subsidies for health insurance coverage will attract a

lot of low-income people to move to the state.

In the Twenty-First Century: Important Roles
for Research and Policy

The new century brought no signs of improvement in our system of providing

and paying for health care coverage. If anything, health insurance coverage

appears to be continuing its long and bumpy slide. Employer-funded health
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insurance seems to respond to changes in the economy but otherwise shows little

evidence of expansion to uninsured working families. Changes in the labor

market—the decline in manufacturing, the increase in low-wage service-sector

jobs, and the increasing use of temporary and part-time employment arrange-

ments—and the decline in real (inflation-adjusted) income among working fami-

lies and individuals have, over time, eroded the foundation of the nation’s

voluntary private health insurance system. Many employers are increasing em-

ployee contributions for health benefits, especially for family coverage, which makes

the employee contribution increasingly unaffordable for low-wage workers and

contributes to growing the ranks of the uninsured. In the long run, these struc-

tural changes are likely to undermine our reliance on private employment-based

health insurance.

Compounding this diminishing private insurance coverage, recent declines in

Medicaid coverage have offset the small gains in private insurance that resulted

from improved employment in the strong economy. The growing number and pro-

portion of the population who are completely uninsured place enormous burdens

on those individuals and families, who must cope with reduced access and increased

personal expense. But this problem also burdens others who help pay for whatever

health services the uninsured receive; this includes employers and employees, who

pay for private health insurance; and state and local taxpayers, who bear the fi-

nancial burden of public hospitals and clinics for the medically indigent.

SCHIP and other modest public-sector incremental reforms help states

address these problems. Taken together, SCHIP and Medicaid provide expanded

federal and state resources to cover uninsured working families and (with ingenu-

ity) individuals. The critical question is whether there is sufficient political will to

maximize the use of these resources and to extend affordable coverage to the

entire population for good access to quality health care.

Despite the many political challenges, there is support for government to

expand and strengthen health insurance coverage. Americans express strong sup-

port for universal coverage, although support for any particular approach is thin.

In an election-focused public opinion poll in 2000, seven in ten adults said the fed-

eral government should help increase the number of Americans covered by health

insurance, but only 38 percent were willing to pay additional taxes for a major

government program to cover all of the uninsured.56 Nevertheless, administra-

tion and congressional proposals to use federal funds to expand coverage receive

broad support, and a number of states, including some with Republican gover-

nors such as Wisconsin, have been taking significant steps to cover their uninsured

residents. The path to universal coverage in the United States may well be through

federal support and incentives to states to develop their own strategies to cover

their entire populations.57 It almost certainly will require a strong grassroots
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campaign by a broad coalition that favors it, including senior citizens groups, con-

sumer organizations, women’s organizations, people of color, and labor unions,

which have recently been undergoing a revitalization and resurgence.

Health services research continues to be important to help policy makers and

the public understand the impact of these trends. Health services research has

played an important role in identifying gaps in insurance coverage, monitoring

the effects of those gaps, and modeling the impact of reform options on coverage

and costs. The devolution of responsibilities for funding and oversight of publicly

financed programs enhances the importance of state- and local-level studies. In

addition, studies of the effects of devolution and related policy changes on low-

income populations and ethnic and racial minorities—especially studies that ex-

amine differences across states and local areas—are particularly important.

Studies of the effect of the type of insurance plan on access and on the process

and quality of care become increasingly important as managed care and market-

based prices dominate the health care field. The shift of both public and private

purchasers to managed care exposes the gaps in knowledge about which aspects

of managed care promote effective use of services and which impede appropri-

ate use.58

Policy interventions are needed to shore up growing gaps in coverage. Health

services research is needed to inform policy analyses and development. Whether so-

lutions are developed at the state or the federal level, through private-sector insur-

ance and financing or through public programs and taxes, with social insurance

programs such as Medicare or means-tested programs such as Medicaid and SCHIP,

the United States cannot escape the need for fundamental reforms that extend cov-

erage to its entire population.
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I
n 1996, U.S. health care expenditures eclipsed the $1 trillion mark. It is difficult

to fathom such a large number. To put it in perspective, suppose you lined up

a trillion dollar bills end to end. They would stretch all the way to the sun!1

This chapter focuses on how these health care expenditures are measured

and then discusses the trends. It concludes with a discussion of whether health

care cost control is even necessary, as a bridge to the following chapter, where

particular strategies are evaluated. Although data and measurement may seem

a bit pedestrian to the analyst interested in proceeding quickly to policy issues,

this is an unfortunate viewpoint. Accurate data on national health care spend-

ing are necessary in order to enact appropriate health policy reforms. (A blunter

reason for accurate data that may ring true to the policy analyst comes from

computer programming: “garbage in, garbage out.”) Once these tools are in hand,

Chapter Four can analyze alternative methods of containing health care

expenditures.

Measuring Health Care Expenditures

As just noted, understanding measurement is essential if one is to fully appreci-

ate many issues that are currently in the forefront of health policy. To give one

example, debate continues about whether the United States, a country that relies

CHAPTER THREE
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more heavily than others on markets in its health care system, has been as suc-

cessful as other countries in controlling health expenditures during the 1990s. Res-

olution of this ostensibly straightforward issue would yield insights as to the

potential savings or losses, if any, that might accrue if the United States adopted

some aspects of other countries’ organization and financing systems. But to

ascertain an accurate answer to this question, it is necessary to understand how

health expenditures are compiled in various countries as well as how they can be

compared.2 This section of the chapter discusses a number of key issues

concerning measurement of health care expenditures.

Expenditures Versus Costs

Most policy discussions employ the term costs rather than expenditures; indeed, the

next chapter also adopts this convenience. It is important to understand that

the two concepts are hardly the same.

Expenditures, of course, mean how much is spent on a particular thing. As

discussed in Chapter Four, in a fee-for-service system expenditures are simply

the product of unit prices and the quantity of goods or services purchased. Total

expenditures can then be broken down in a number of ways, such as by type of

service (for example, hospital expenditures, physician expenditures) or by payer

source (private insurers, Medicare, out-of-pocket).

In contrast, costs apply to the production process. Specifically, the term costs

refers to the value of resources used in producing a good or service. There are two

distinct definitions of cost: accounting and economic. The accounting definition

includes only the value of the resources used in production (that is, labor and

capital). The difference between the sales revenue from a good or service and the

accounting cost is defined as net revenue or profit.

This differs from the economic definition of cost. To an economist, the term

includes not only the value of resources expended in the production process but in

addition a “normal” return on investment.3 Using their definition, economists pre-

dict that in a competitive market profit levels are near zero—that is, a typically

efficient producer garners only a normal rate of return on investment. The per-

sistence of economic profit levels far above zero over a long period of time may

indicate the existence of “market failure,” which in turn might call for government

policy intervention.

Accounting and economic profits are therefore related to each other. The

latter is approximately equal to the former minus a normal rate of return on

investment.4 But both definitions of cost differ from the definition of expenditure.

The distinction is shown in Figure 3.1; for simplicity, we use the economic

definition of cost and compare that to the definition of expenditure. In the figure,
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PriceC

B Quantity
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FIGURE 3.1. DISTINCTION BETWEEN ACCOUNTING AND
ECONOMIC PROFITS.

the horizontal axis shows the quantity of a particular good or service; the vertical

axis, sales prices and production costs. MC refers to marginal costs—the cost

of producing the last unit of output. AC is average cost of output, and Price is

the selling price. Both of the cost curves include a normal rate of return on

investment.

Health care expenditures are equal to the rectangle ABCD, which is simply

the selling price multiplied by the quantity sold, AB. In contrast, economic costs

are shown by a smaller rectangle, ABEF; this is average costs (AE) multiplied by

the quantity sold (AB). In this example, expenditure exceeds cost by the rectangle

CDEF. This implies that excess profits are being obtained by firms in the indus-

try. Other firms therefore may be stimulated to enter the market to reap these prof-

its, which in turn may drive down price and restore profit to a normal level. If this

does not occur, then some form of government intervention may be necessary

to correct market failure.

With these distinctions in mind, we can address the question of whether we

should spend most of our effort analyzing health care cost or expenditure.

Although both are useful, analyses of the entire health care system turn out to

be considerably easier to conduct using the concept of expenditure. This is because

it is extremely difficult to obtain reliable data on cost; private firms are rarely

expected to report their internal cost data to any sort of governmental body. One

exception is Medicare hospital costs, because such data are collected by the federal

government. But for other sectors, such as physician care, pharmaceuticals, and

the like (and for services that are covered by private insurers rather than Medicare

and Medicaid), reliable data on costs are exceedingly difficult to obtain. The

remainder of this chapter, then, focuses on measurement and trends in health
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care expenditure rather than cost. First, however, we discuss measuring changes

in unit price.

Measuring Health Care Prices

The most common measure of health care prices in the United States is the med-

ical care component of the Consumer Price Index (CPI). The CPI, which is pub-

lished monthly by the Bureau of Labor Statistics, provides information on the

change in prices charged to urban consumers for a variety of consumer goods

and consumers.5

To obtain the index, the CPI begins with a common “market basket” of goods

and services. The monthly price data are obtained from urban localities that rep-

resent about 80 percent of the U.S. population. To form the index, each item in

the market basket is given a weight representing its relative importance in the

spending patterns of urban consumers. An index is then formed that compares

the change in prices in a current time period to a base period (usually 1982–1984)

whose index value is set to a value of 100. For example, in 1998 the medical

care component of the CPI had a value of 242.1, which means that medical care

prices were two-and-a-half times what they were during the base period.

As shown later in this chapter when trends are presented, the medical care

component of the CPI is further subdivided into several categories, making it

possible to monitor inflation in various health related markets. The two main sub-

categories are medical care services and medical care commodities. Within ser-

vices, there are separate indices constructed for physicians’ services, dental services,

eye care, other medical professionals, hospital rooms, other inpatient services, and

hospital outpatient services. Within commodities, separate indices exist for pre-

scription drugs, over-the-counter drugs and medical supplies, internal and respi-

ratory over-the-counter drugs, and medical equipment and supplies.

There are a number of limitations to the CPI.6 First, and perhaps most

important, the CPI measures change in price, not in expenditure. It does not take

into account change in the quantity of services provided, only the price.

Second, the CPI measures changes in prices, not price levels. The index

cannot be used to compare difference in health care prices among parts of the

country. Suppose, for example, that in 1998 the medical component of the CPI

was 295 in New York City, and 270 in Los Angeles. All that one could say is that

prices rose faster in New York than Los Angeles since the base year in which the

index was set to 100. It cannot be concluded that health care prices necessarily

are lower in Los Angeles than New York.

Third, the CPI measures the price charged, not the price received by a

producer. This is a critical distinction because of the prevalence of discounts
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offered by providers to managed care plans such as preferred provider organiza-

tions (PPOs). In some competitive parts of the country, such as California,

providers’ list or billed charges are illusory; almost no one pays them. However,

these prices are exactly what is measured by the CPI. What this means is that

the CPI might overstate the amount of medical care inflation in certain parts

of the country because, over time, the true price of care has deviated further below

the billed charge.

Fourth, the CPI measures changes in price for a fixed market basket of consumer

goods. In fact, the entire notion of the CPI is based on the existence of such an

“apples to apples” comparison. By using a standard market basket of goods, it is

possible to determine how price alone has changed. But this also leads to two dif-

ficulties. First, people do change their consumption habits over time, so the market

basket being measured by the CPI may become increasingly irrelevant. The Bureau

of Labor Statistics (BLS), the federal agency responsible for the index, is dealing

with this problem by updating the composition of the market basket more fre-

quently than it had previously. The second difficulty is that the CPI does not take

into account change in the quality of goods and services produced—although

again, BLS is currently grappling with this problem. To illustrate this issue, note

that an increase in per diem hospital charges over the last twenty years is likely to

be exaggerated by the CPI. Over this period, hospital rooms have become much

more expensive not only from inflation but also because of enhancements in the

type of service and facility available to the hospital patient. In theory, the CPI should

hold these changes constant and only look at price inflation of hospital care of a

given quality. This has not been the practice, however.

Fifth, the CPI measures only changes in consumers’ expenditures (premiums

plus out-of-pocket payments). If, as in the case of hospital care, a majority of

expenditures are not paid out of pocket, then the index does not capture the

majority of underlying inflation. This could bias the index figures because

there has been a gradual movement away from out-of-pocket expenditure toward

more employer and government payment, which is not included in the CPI.7

These caveats are not meant as criticism; any differently configured index

would raise a host of other problems. Rather, the limitations of the CPI must

simply be understood when using the index.

Measuring Expenditures

This section examines U.S. expenditures and international comparisons.

U.S. Expenditures. There are many sources of data on U.S. health expenditure;

space does not permit separate discussion of each. Rather, we focus on the primary
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source: the national health accounts produced by the Office of the Actuary of the

Health Care Financing Administration (HCFA), which is housed in the U.S.

Department of Health and Human Services. Trends in these data are presented

later in the chapter.

Data on U.S. national health expenditures are published regularly—usually

annually—in the Health Care Financing Review.8 The data for one year can be viewed

best as a matrix. Each row of the matrix represents the group that spends the

money, whereas each column indicates the provider of services that receives

the funds.9 (An example is presented later in the chapter, as Table 3.5.) A cell in the

matrix therefore represents how much a particular payer (for example, a private

insurer) spends on a specific service (say, hospital care). Because these same data

are compiled annually, by comparing the matrices of several years one can

calculate the rate of change in expenditure in various components of the health

care sector.

When viewing the matrix, one might think that the data come from a single,

consistent source. They do not. Literally dozens of sources are used to piece the

matrices together. Some of the data are collected in a relatively systematic fash-

ion, but others are not. For example, data from the Medicare program are sys-

temically collected by HCFA through the Medicare Statistical System (MSS). One

file in the MSS, the hospital insurance claims file, contains information on each

beneficiary’s spending for Part A (hospital) services, while the supplementary

Medicare insurance file includes similar data for Part B (primarily physician)

services. Although somewhat more unwieldy, Medicaid data are also collected

from the states in a consistent format by HCFA.

But because there are no national data collection requirements for private

insurers, other aspects of the matrices have to be pieced together from multi-

ple data sources. Some are more systematic than others. Hospital expenditures,

for example, largely come from a single source: the American Hospital Associ-

ation’s annual survey of hospitals. But out-of-pocket expenditures come from any

number of sources: a consumer expenditures survey, conducted by the Bureau

of Labor Statistics; periodic surveys of nursing homes, conducted by the National

Center for Health Statistics; surveys about home health care, conducted by

the Visiting Nurse Association; physician and dentist surveys, conducted by the

American Medical Association and the American Dental Association; data about

outpatient clinic services, collected by the Bureau of the Census; and informa-

tion about Community Health Centers, collected by the Health Resources and

Services Administration.10 As discussed at the end of the chapter, the lack of a

consistent data source makes it difficult to successfully administer certain types

of health care reform, particularly regulatory ones such as national expenditure

targets.
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Over the years, there have been various revisions to the national health

accounts. The most noteworthy ones, which applied to the estimates beginning in

1988, employed new data sources and produced a higher level of detail. An

account of the changes made, as well as a detailed discussion of the data sources

that are currently being used, can be found in the Summer 1990 issue of the Health

Care Financing Review.11

There are, nevertheless, a number of problems, most of which are caused by

the lack of source data:

• The accounts are unable to distinguish between some inpatient and outpatient

expenditures (for example, salaried physician care counted as hospital rather

than physician expenditure).

• Premium expenditures by consumers (Medicare Part B payments, private

insurance premiums) are included as payment made by insurers rather than as

out-of-pocket expenditure by consumers.

• Some capital expenditures are double-counted.

These and other issues, as well as recommendations for improving the

accounts, are discussed in a report published by an HCFA technical advisory

panel.12

International Comparisons. The primary source of data on international health

care spending for more than two dozen developed (and some developing) coun-

tries is collected by the Organization for Economic Cooperation and Develop-

ment (OECD), which is based in Paris. These data are published in periodic

articles in the journal Health Affairs.13 Data from the OECD database are presented

later in the chapter.

The previous discussion about U.S. health expenditures focused on the lack

of a consistent data source. As can be imagined, the problem of lacking consis-

tent data is even greater when one compares data from two dozen countries. Those

who compile the OECD data have attempted to make them reliable by dissemi-

nating definitions of key terms as well as common accounting principles to all

member countries. Nevertheless, one must use a great deal of caution in employ-

ing the data because of differences in definition, source of data, and variation in

accuracy among the countries.

Among the areas of particular concern:

• How countries distinguish between health and social services.14 Some, for

example, may classify certain domiciliary care to the elderly as health, while

others might not.
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• How countries distinguish between hospital and long-term care. In some coun-

tries the distinction between the two is much finer than in the United States,

with more long-term care being provided in hospitals.

• Accurate conversion of numerous currencies to a common unit. This is typi-

cally done through purchasing power parities (PPPs), which are “indices that

relate the prices of a market basket of goods in one country to the prices in a

comparative group of countries.”15 For this reason, it is probably safer to rely

on figures pertaining to the proportion of a country’s national income devoted to

health than to an absolute monetary amount.

• Underreporting of certain categories of expenditure by some countries, which

is due in part to data limitations.

Schieber and Poullier, who have published the OECD data for many years,

have responded to various criticisms of the data by noting that “these data have

the advantage of being based on an internationally accepted functional classifi-

cation; receiving direct comment and input from the statistical offices of the coun-

tries; and having methodology, sources, and underlying assumptions widely

disseminated.”16

Trends in Health Care Expenditure

This section is divided into three parts: trends in prices, U.S. expenditures, and

international expenditures.

U.S. Prices

Table 3.1 presents the values for the major components of the CPI from 1975

to 1998, while Table 3.2 shows the corresponding annual rates of change.17

Tables 3.3 and 3.4 present similar data for the items that make up the medical

care component of the CPI.

Beginning with Tables 3.1 and 3.2, we see that since 1975 medical care prices

have grown far faster than others in the U.S. economy. Between 1975 and 1998,

they rose more than fivefold, whereas the index as a whole increased only three-

fold, and the other components listed grew less than threefold. The pattern is

most pronounced in the early years; between 1975 and 1985 medical prices rose

by 140 percent, compared to 100 percent for the CPI as a whole. The last three

years shown—1995 through 1998—are a noticeable departure from the previous

trends. During these three years, medical prices rose by a total of only 10 percent,

not much higher than the 7 percent increase for the CPI as a whole.
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TABLE 3.1. CONSUMER PRICE INDEX (CPI) FOR ALL ITEMS:
UNITED STATES, SELECTED YEARS, 1976–1998.

Medical
Year All Items Care Food Apparel Housing Energy

Consumer Price Index

1975 53.8 47.5 59.8 72.5 50.7 42.1
1980 82.4 74.9 86.8 90.9 81.1 86.0
1985 107.6 113.5 105.6 105.0 107.7 101.6
1990 130.7 162.8 132.4 124.1 128.5 102.1
1991 136.2 177.0 136.3 128.7 133.6 102.5
1992 140.3 190.1 137.9 131.9 137.5 103.0
1993 144.5 201.4 140.9 133.7 141.2 104.2
1994 148.2 211.0 144.9 133.4 144.8 104.6
1995 152.4 220.5 148.4 132.0 148.5 105.2
1996 156.9 228.2 153.3 131.7 152.8 110.1
1997 160.5 234.6 157.3 132.9 156.8 111.5
1998 163.0 242.1 160.7 133.0 160.4 102.9

Source: U.S. Department of Health and Human Services. Health United States, 1993. (DHHS publication no.
PHS 94-1232.) Hyattsville, Md.: Public Health Service, U.S. Department of Health and Human Services, May
1994), p.221; and U.S. Department of Health and Human Services. Health United States, 1999. (DHHS pub-
lication no. PHS 99-1232.) Hyattsville, Md.: Public Health Service, U.S. Department of Health and Human
Services, Sept. 1999), p.285 (modified by author).

Note: 1982–1984 � 100.

Tables 3.3 and 3.4 show the patterns within the medical care sector. The

largest growth rate was for hospital, which increased almost sevenfold in

1995–1996. As mentioned earlier, however, one should be skeptical about this

number because the CPI does not do a good job of accounting for the changing

nature of the hospital product. What is most noteworthy, however, is the consis-

tently low increase in nearly all medical prices between 1995 and 1998. The only

line items experiencing an annual increase in excess of 4 percent were outpatient

and dental services; both of these rose by only 4.5 percent annually.

U.S. Expenditures

Table 3.5 presents 1997 data on U.S. health expenditures from the U.S. national

health accounts. The rows give information on the source of funds, while the

columns indicate the provider of services that received the funds. Some noteworthy

aspects of the data:
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TABLE 3.2. ANNUAL CHANGE IN CPI FOR ALL ITEMS: UNITED STATES,
SELECTED YEARS, 1975–1998.

Medical
Year All Items Care Food Apparel Housing Energy

Average Annual Percentage Change

1975–1980 8.9 9.5 7.7 4.6 9.9 15.4
1980–1985 5.5 8.7 4.0 2.9 5.8 3.4
1985–1990 4.0 7.5 4.6 3.4 3.6 0.1
1990–1991 4.2 8.7 2.9 3.7 4.0 0.4
1991–1992 3.0 7.4 1.2 2.5 2.9 0.5
1992–1993 3.0 5.9 2.2 1.4 2.7 1.2
1993–1994 2.6 4.8 2.8 �0.2 2.5 0.3
1994–1995 2.8 4.5 2.4 �1.0 2.6 0.6
1995–1996 3.0 3.5 3.3 �0.2 2.9 4.7
1996–1997 2.3 2.8 2.5 0.9 2.6 1.3
1997–1998 1.6 3.2 2.1 0.1 2.3 �7.7
1990–1995 3.1 6.3 2.3 1.2 2.9 0.6
1995–1998 2.3 3.2 2.7 0.3 2.6 �0.7

Source: U.S. Department of Health and Human Services. Health United States, 1993. (DHHS publication no.
PHS 94-1232.) Hyattsville, Md.: Public Health Service, U.S. Department of Health and Human Services, May
1994), p.221; and U.S. Department of Health and Human Services. Health United States, 1999. (DHHS pub-
lication no. PHS 99-1232.) Hyattsville, Md.: Public Health Service, U.S. Department of Health and Human
Services, Sept. 1999), p.285 (modified by author).

• Government expenditures account for 45 percent of total health expenditures,

78 percent of which are federal. Government pays far more of the bill for hos-

pital care (61 percent) than physician services (32 percent).

• Although out-of-pocket costs make up, on average, 20 percent of total expen-

ditures, this figure varies tremendously by type of service. It ranges from only

3 percent for hospital care to about 50 percent for dental services, drugs and

other medical nondurables, and vision products and other medical durables.

• Private insurance pays a substantial proportion (over 30 percent) of expendi-

ture for hospital, physician, dental, and other professional services, but relatively

little (less than 15 percent) for nursing homes, home health, and vision care.

More can be learned by examining trends in U.S. expenditures over time,

which are shown in Table 3.6. Between 1975 and 1996, the annual rate of change

in health expenditures has typically exceeded a double-digit rate, but since 1996

it has been lower. The period 1990 through 1994 was a transition period, where

the inflation rate in medical spending averaged about 8 percent. It was lower than

5 percent from 1995 to 1998.
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TABLE 3.6. ANNUAL PERCENTAGE CHANGE IN NATIONAL HEALTH
EXPENDITURES, BY SOURCE OF FUNDS: UNITED STATES,

SELECTED YEARS, 1975–1993.

All Health
Year Expenditures Private Funds Public Funds

1975–1980 13.6 13.6 13.6
1980–1985 11.6 12.3 10.7
1985–1990 10.2 10.3 10.2
1990–1994 7.9 6.0 10.5
1994–1995 4.9 2.6 7.7
1995–1996 4.9 4.2 5.7
1996–1997 4.8 4.3 5.3

Source: U.S. Department of Health and Human Services. Health United States, 1999. (DHHS publication
no. PHS 99-1232.) Hyattsville, Md.: Public Health Service, U.S. Department of Health and Human Services,
Sept. 1999), p. 284 (modified by author).

The other noteworthy trend is the distribution of spending between public

and private funds. Until 1990, the annual rate of increase was nearly identical

between these two sectors, but since 1990 public expenditure increases have far

outpaced private. This stems from a number of causes, most notably cost-

containment efforts by private employers and managed care plans (keeping private

spending lower) and expansion of the Medicaid program (raising public

expenditures).

Analysts have not only studied past trends in expenditures; they have also used

simulation models to project what expenditures will be in future years. One recent

set of projects was computed by the Health Care Financing Administration.18 It

concluded that the proportion of gross national project accounted for by health

expenditures will increase from 13.5 percent in 1997 to 16.2 percent in 2008.

In considering these figures, one should keep in mind that they often turn out

to be quite off the mark. For example, in a report published in 1992, the

Congressional Budget Office estimated that health expenditures would consume

about 18 percent of GDP by the year 2000.19 The more likely figure is about

14 percent.

Needless to say, accurately projecting health spending is difficult if not

impossible. One problem is that, over time, the estimates can become increasingly

farfetched. A recent analysis of these issues was conducted by Warshawsky, who

concluded that “even the most conservative projections, which assume either

robust economic growth, improved demographic trends, or some moderation in

health care price inflation, foresee the health care sector consuming more than a
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quarter of national output by [the year] 2065. If, on the other hand, current

relative price trends continue, economic growth remains anemic, demographic

trends continue or worsen, or the health care sector becomes a major user of

capital, [simulation models] predict that health care expenditures will comprise

between a third to a half of national output.”20

Aside from a number of technical assumptions, the problem with believing

these projections is that they assume, on some level at least, a continuation of

current expenditure trends. This is unlikely to be the case as health care contin-

ues to crowd out other public and private expenditures. Nevertheless, the

increasing ability of new medical technologies to improve people’s health, coupled

with the inability of the U.S. Congress to approve health care reform containing

strong cost control measures, lends credence to the belief that health expenditures

will continue to grow rapidly in the years to come.

International Expenditures

Table 3.7 shows total health expenditures as a percentage of GDP in OECD

countries over the period 1980–1997. The 1997 figure for the U.S., 13.5 percent,

is about one-third higher than for any other country; only Germany also exceeded

the 10 percent mark. Not shown in the table are per capita expenditures expressed

in dollars. In 1997, the U.S. figure was about $3,925, a full 54 percent higher than

the next highest (for Switzerland).21

The Need for Timely and Complete Data Systems

An important issue facing the United States is availability of accurate and timely

data on national health care utilization rates and expenditures. The United States

does not have a system in place that allows it to compute expenditures for the

entire health care sector in a consistent and timely fashion. Such a data set would

be extremely beneficial, and perhaps even essential, for enacting certain types of

health care reform, particularly those that are regulatory in nature.

The problem, in a nutshell, is this: the U.S. government does not require

private insurers to collect and release data on expenditures. Such data, if avail-

able in a consistent format, would increase the country’s flexibility in adopting

various types of reform.

One of the reforms discussed in the next chapter designed to control health

care costs is expenditure targets, which applies to a fee-for-service system. Under

such a system, unit prices are adjusted annually if utilization is above or below a

designated target. To implement such a system requires timely data on health
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TABLE 3.7. TOTAL HEALTH EXPENDITURES AS A PERCENTAGE
OF GROSS DOMESTIC PRODUCT: SELECTED COUNTRIES

AND YEARS, 1990–1997.

1980 1985 1990 1995 1997
Country in Percent in Percent in Percent in Percent in Percent

Australia 7.3 7.7 8.2 8.4 8.4
Austria 7.9 6.7 7.1 8.0 7.9
Belgium 6.6 7.4 7.6 7.9 7.6
Canada 7.3 8.4 9.2 9.7 9.0
Denmark 6.8 6.3 6.5 8.0 7.4
Finland 6.5 7.3 8.0 7.6 7.2
France 7.6 8.5 8.9 9.9 9.6
Germany 8.1 8.5 8.2 10.4 10.4
Greece 3.6 4.0 4.2 5.8 7.1
Iceland 6.2 7.3 8.0 8.2 8.0
Ireland 8.8 7.8 6.6 7.0 7.0
Italy 7.0 7.1 8.1 7.7 7.6
Japan 6.4 6.7 6.0 7.2 7.3
Luxembourg 6.2 6.1 6.6 6.7 7.1
Netherlands 7.9 7.9 8.3 8.8 8.6
New Zealand 6.0 5.3 7.0 7.3 7.7
Norway 7.0 6.6 7.8 8.0 7.5
Portugal 5.8 6.3 6.5 8.2 7.8
Spain 5.7 5.7 6.9 7.3 7.4
Sweden 9.4 9.0 8.8 8.5 8.6
Switzerland 7.3 8.1 8.4 9.6 10.1
Turkey 3.3 2.2 2.5 3.3 4.0
United Kingdom 5.6 5.9 6.0 6.9 6.7
United States 8.9 10.3 12.2 13.7 13.5

Source: U.S. Department of Health and Human Services. Health United States, 1993. (DHHS publication no.
PHS 94-1232.) Hyattsville, Md.: Public Health Service, U.S. Department of Health and Human Services, May
1994), p. 221; and U.S. Department of Health and Human Services. Health United States, 1999. (DHHS pub-
lication no. PHS 99-1232.) Hyattsville, Md.: Public Health Service, U.S. Department of Health and Human
Services, Sept. 1999), p. 283 (modified by author).
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expenditures on a subnational (statewide) basis for all payers. (The current dearth

of statewide data is one important impediment to enacting major health care

reform.) Current data systems, however, do not support such a system, largely

because private insurers and health plans are not required to compile aggregate

utilization and expenditure information.

Is Cost Control Even Necessary?

This chapter has discussed how health care costs are measured and has shown

recent levels and trends. The next chapter considers various methods of control-

ling these costs. Before doing so, however, a natural question to ask is it is even

necessary to control national health expenditures.

The question is not a trivial one. If people wish to spend more on health care,

and consequently less on other things, why should they be stopped—particularly

when it seems increasingly clear that certain new medical devices, products, and

procedures can improve the quality and length of life?

It turns out that there are several reasons cost control is important and likely

to be in the forefront of health policy for years to come. First, there are significant

opportunity costs associated with additional spending. A dollar spent on health

cannot be spent on such other things as education, housing, or consumer goods.

Cost control continues to be a major issue simply because it is imprudent to waste

money in the face of so many strong consumer desires and societal needs.

Second, there are various ways in which the health care market is imperfect,

which fact may lead to more spending than is desirable. Unlike other goods and

services, health care services are often well insured, which insulates consumers

from facing their true cost (that is, resource value). In addition, because consumer

information is often poor, people may demand medical goods and services in part

because of strong advertising, or because they are “induced” to do so by providers

who have a pecuniary incentive to increase demand.

Third, government now pays for almost half of U.S. health care spending.

Even though the United States is now going through a period of unprecedented

budget surplus, the future of social programs is nevertheless worrisome, particu-

larly for programs such as Medicare that face more recipients and fewer contrib-

utors when the baby boom generation retires.

Finally, one of the major reasons that the number of uninsured persons

continues to rise in the United States is health care costs. Although more

employers are offering insurance than in the past, fewer workers are purchas-

ing it because they cannot afford the premiums.22 This trend is likely to accel-

erate if health care costs start to rise again at the levels seen in the 1970s and



1980s. In summary, then, there are compelling reasons to believe not only that

health care costs will remain a central policy interest but also that their control

is in the national interest.
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S
ince the publication of the first edition of this book in 1996, much has

changed in the area of cost containment. At that time, we did not know

whether or not health care cost increases had peaked after their record growth

in the 1970s and 1980s. When this chapter was written for that edition, two studies

had recently been published, predicting that U.S. health expenditures would con-

sume 18 percent of national income by the year 2000.1 These estimates turned

out far off the mark. In actuality, the percentage of gross domestic product (GDP)

spent on health care was constant, at a level of about 13.5 percent, from 1992 to

1996.2 It is unlikely that the figure will even exceed 14 percent, much less 18 per-

cent, when the year 2000 data become available.

Although analysts disagree about the exact reasons for this turnaround, most

would argue that it does relate to the growth of managed care, particularly

HMOs. By moving largely from a fee-for-service to a capitated-based system, at

least for those under age sixty-five, all parties have less economic incentive to in-

crease service volume. Furthermore, many would argue that competition between

health care plans has set in motion strong forces to keep premiums, and hence

total expenditures, lower than they would be otherwise.

Nevertheless, a number of forces could result in a resurgence of cost increase:

• Both hospitals and physician groups find themselves under financial strain and

may need a substantial increase in payments from health plans to stay afloat.

CHAPTER FOUR
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• As a result of historically low unemployment, employers must compete for em-

ployees, and one method of doing so is through providing more comprehen-

sive health insurance benefits.

• The so-called managed care backlash is likely to result in federal and state reg-

ulations that rein in the power of health plans, which in turn could increase

costs—both through the regulatory oversight itself and by requiring plans to

employ costly quality-enhancing processes.

• Rapid consolidation among providers and health plans may result in price-

increasing monopolistic power.

• Mapping the human genome is likely to result in many new expensive thera-

pies to correct genetic disorders.

Thus, although costs were successfully controlled during much of the 1990s,

it is prudent to reconsider the issue of cost containment. This chapter has three

purposes: to present a framework for assessing alternative cost-containment strate-

gies, to review previous research on the success and failure of these strategies, and

to suggest directions for future research that may help clarify the most effective fu-

ture cost-containment options for the United States to pursue.

Framework

Before embarking on an analysis of alternative cost-containment strategies, it is

useful to construct a framework that groups together similar strategies.3 The frame-

work developed here relies on two equations. The first applies to the fee-for-service

system, and the second to capitated systems.
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where

E � total health expenditures

P � unit price for services

Q � quantity of services

C � cost of service per person

N � number of persons

j � index representing each payer
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Equation one states that total expenditures are equal to the product of the

price of services and the quantity of services, summed over all payers. In other

words, it is the sum of P times Q for Medicare, Medicaid, Blue Cross and Blue

Shield, each private insurer, and so on. In contrast, equation two is oriented to-

ward the person, not the service. In this equation, total expenditures are simply

the product of costs per person and the number of persons, again summed over

all payers. Here, total expenditures would equal the number of Medicare bene-

ficiaries times cost per beneficiary, plus the number of Blue Cross enrollees times

the cost per enrollee, and so on.

The equations employ summation signs to illustrate the potential for “cost

shifting.” To illustrate, suppose that one payer, Medicare, successfully controls both

P and Q. This clearly results in lower Medicare costs, but it does not necessarily

contain systemwide health care costs. This is because hospitals and physicians

might respond to Medicare’s controls by trying to increase their Ps or Qs to the

patients of other payers. The same thing could happen in equation two. A strong

health alliance might cut a particularly good deal with a health maintenance or-

ganization (HMO), with the HMO responding by charging more to groups out-

side of the alliance.4

Our framework simply defines the determinants of health expenditures; what

may be hidden is the fact that the success of alternative cost-containment strate-

gies hinges on how they affect consumer and provider behavior. In equation one,

for example, it might appear that a reasonable strategy for controlling expendi-

tures would be to lower the price of services paid to physicians. However, this

would not be successful if physicians responded to these price controls by induc-

ing their patients to obtain more services (that is, P would go down, but Q would

go up).

The same is true of the capitation strategies in equation two. The most ob-

vious approach for controlling expenditures seemingly is to control costs per

person. However, if this is accomplished by paying HMOs less, they may in turn

respond by seeking to enroll only the healthiest people, or by lowering the quality

of care that they provide.

In analyzing cost-containment strategies, then, we must be aware of the abil-

ity of providers (and others) to “game” the system to meet their own goals. Strate-

gies that are difficult to game tend to be most successful. As an example, we argue

that some hospital rate-setting programs were moderately successful in contain-

ing costs because it was difficult for hospitals to game the system by increasing ad-

mission rates and length of stay. Instead, physicians rather than hospitals made

these decisions and physician payment rates were not affected by the rate-setting

programs. In contrast, certificate-of-need programs were less successful in con-

trolling costs because hospitals were able to respond to restrictions on growth in
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the number of beds by purchasing more equipment and engaging in other

activities that were not regulated (or that were tolerated by the regulators). Thus

in analyzing cost-containment strategies, we focus on how they influence provider

and consumer behavior, which in turn strongly influences their ultimate success

or failure.

Before we proceed any further, one other caveat is necessary. This chapter

focuses on ways of containing costs, but it must be remembered that cost con-

tainment is not society’s only goal with regard to health services; access and qual-

ity of care also matter. Consequently, if analysts find that a particular strategy is

effective in controlling costs, they must also consider any spillover effects—such as

decreased quality—that result. Only by considering both benefits and costs can

we make the best policy decisions for reforming our health care system.

Analysis of Cost-Containment Strategies

This section uses the framework just presented to review evidence regarding

the cost-containment potential of various fee-for-service and capitated cost-

containment strategies. Although it addresses more than a dozen such strategies,

still others cannot be included because of space limitations.

Fee-For-Service Options

Fee-for-service options5 can be divided into three types, each corresponding to a

term in equation one: P, Q, and E. The discussion here is divided accordingly.

Price Options. One type of cost-containment strategy that has been attempted

at various times in the United States is controlling the unit price paid to the

provider. On the hospital side, examples include state hospital rate-setting pro-

grams and using Diagnosis-Related Groups (DRGs). On the physician side, both

the Medicare and Medicaid programs have, at various times, attempted to con-

trol their costs by freezing (or even lowering) physician payment rates. There is

also some experience in this regard from Canada. More recently, Medicare and

many Medicaid programs have adopted resource-based fee schedules, which are

simply another form of price controls.

Before reviewing the available evidence, we believe it is useful to outline the

overall advantages and disadvantages of price-control options. There appear to be

two possible advantages. First, controlling price typically involves less administra-

tive effort (and expense) than controlling the quantity of service. Rather than

examining the appropriateness of every provider and every service, it is only
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necessary to ensure that payment rates conform to regulated amounts. Second—

and related to this—price regulation tends to be less intrusive; it does not entail the

type of micromanagement often encountered in the quantity-related options

discussed next.

There are some disadvantages, however. First, it addresses only one compo-

nent of total expenditure. As we shall see, a price-based strategy can be circum-

vented if providers are able to increase the quantity of service they provide.

Second, these strategies can diminish the efficiency of the market. If the wrong

price is chosen, the wrong quantity or mix of services may result.

Several states adopted hospital rate-setting programs in the 1970s and 1980s.

These programs varied on a number of dimensions, the most important of which

were whether they were voluntary or mandatory, and whether they applied to

some or all payers. Most (but not all) were aimed at giving hospitals an incentive

to spend less by controlling hospital charges per day.

Of the twenty-five state-level programs that were in effect by the end of the

1970s, only eight were mandatory as opposed to voluntary, and only four—in

Maryland, Massachusetts, New Jersey, and New York—applied to all payers.6

In most cases, these programs established uniform payment rates, so that public

and private insurers paid the same price for the same unit of care (for example,

day of care, admission, and so on). To include Medicare in their all-payer systems,

these states had to apply to the Health Care Financing Administration (HCFA)

for waivers exempting them from Medicare’s national payment rules. In granting

these waivers, HCFA specified limits on the rate of growth in total Medicare in-

patient payments, or in Medicare inpatient payments per case, under the all-payer

programs.7

Since 1985, with the exception of Maryland these states either have lost their

waivers or allowed them to expire. Ironically, one factor contributing to the

financial pressure for these states to abandon waivers was the implementation of

the Medicare inpatient prospective payment system (PPS) in October 1983.

Because payment rates during the first three years of PPS were a blend of hospital-

specific and national payment amounts, these states felt pressure from their hospital

associations to abandon the waivers because hospitals could increase their

Medicare revenue by joining PPS.

Most research on the subject has found that it was these four programs that

were most effective, with savings on the order of 10–15 percent.8 It might seem

surprising that a gross strategy the likes of limiting hospital payments per day

would work, but apparently it did. This is likely because of the difficulty hospitals

had in “gaming” such a system. If a hospital wants to raise more revenue under

an all-payer, mandatory rate-setting program that establishes daily payment rates,

it has two choices: increase the number of admissions, or increase length of stay.
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But neither of these options is typically available to hospitals because these

decisions are made by physicians, whose fees are not subject to these controls. Con-

sequently, as much as a hospital might wish to raise more revenue, it might not

have the ability to do so.

Implementation of the DRG-based Medicare PPS made such gaming even

more difficult (although it led to its own gaming, of course). Under the DRG

system, hospitals are paid a fixed amount of money for a particular diagnosis, ir-

respective of how much is spent on treating a particular patient.9 Hospitals there-

fore cannot benefit by trying to keep patients longer. Another option for garnering

more revenue is to increase the number of admissions, but this has not happened

for two reasons: the physician rather than the hospital makes this decision, and

hospitals have found it profitable to treat patients on an outpatient basis, which

is paid for separately and outside the DRG system.

There remain two other avenues for increasing revenue under DRGs: earn-

ing more from treating Medicare patients on an outpatient basis, and shifting costs

to other payers. Although Medicare outpatient costs have risen rapidly, this in-

crease has not been sufficient to cut deeply into Medicare savings.10 Medicare is

also implementing an outpatient PPS, which further reduces the incentive to shift

patients.

The same cannot be said about the shift to other payers. According to the

Medicare Payment Advisory Commission (MedPAC), the Congressional com-

mission that studies provider payment under Medicare, hospitals do resort to shift-

ing costs onto private payers.11 The magnitude of cost-shifting practice is shown

in Table 4.1. In 1990, for example, Medicare paid hospitals less than 90 percent

of the costs associated with treating program patients, and Medicaid only 80 per-

cent. In contrast, private insurers paid hospitals about 28 percent more for their pa-

tients’ care than it actually cost to provide. Cost shifting has decreased substantially

in the last few years, mainly because Medicare has begun to pay its share of hos-

pital costs, and Medicaid payments have improved as well. In 1998, private in-

surers were paying “only” 14 percent more than their patients actually cost

hospitals.

Because of cost shifting, some analysts have concluded that DRGs have done

little if anything to control national health care spending,12 the evidence of sub-

stantial savings in the Medicare program notwithstanding.13 This is not necessarily

an indictment of DRGs, however. If other payers were to adopt DRGs, systemwide

hospital spending might be better controlled. For example, a number of state Med-

icaid programs have adopted payment systems based on DRGs, but most com-

mercial insurers have not.14

These conclusions about the successes and failures of hospital price controls

are further supported by experience with physician controls. Most studies indicate
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TABLE 4.1. HOSPITAL PAYMENT-TO-COST RATIOS, 1985–1999.

Year Medicare Medicaid Charity Private

1985 101.0 90.0 n/a 116.0
1989 91.4 75.8 19.3 121.6
1990 89.2 79.7 21.0 126.8
1991 88.4 81.6 19.6 129.7
1992 88.8 90.9 18.9 131.3
1993 89.4 93.1 19.5 129.3
1994 96.9 93.7 19.3 124.4
1995 99.3 93.8 18.0 123.9
1996 102.4 94.8 17.3 121.5
1997 103.6 95.9 14.1 117.6
1998 102.6 97.9 13.2 113.6

Source: MedPAC. “Report to Congress: Selected Medicare Issues.” Washington, D.C.: Medicare
Payment Advisory Commission, 2000.

limited cost savings when physician payments are frozen or reduced, because

physicians respond by providing a greater quantity of services.15 In making its

projections about physician payment costs under the new Medicare fee schedule

that was implemented starting in 1992, the Congressional Budget Office con-

cluded that for every 1 percent reduction in physician fees, the volume of services

would rise by 0.56 percent.16

Why might these physician controls be less effective than hospital controls? It

is because physicians have greater ability to game the payment system. If their

payment rates drop, physicians in a fee-for-service environment can attempt (and

may very well succeed) in increasing the volume of services. Hospitals do not tend

to have this ability. Nevertheless, physicians’ ability to generate additional billing

is probably limited. This is illustrated by the experience of the Canadian provinces,

which have tightly controlled physician fees since the early 1970s. Although the

quantity of services has risen faster in Canada than in the United States over

this time period, it was not nearly enough to compensate for the lower fees.17 In a

country like the United States, where there are multiple payers, an effective way for

a payer to control physician spending is to pay so little to doctors that they do not

want to treat such patients. This, of course, is what has happened in many state

Medicaid programs. Canadian provinces have not suffered from this problem be-

cause there is only one payer; the provinces are the only game in town.

Quantity Options. The next group of fee-for-service cost-containment strate-

gies are those aimed at service quantity or utilization. Examples include certificate-

of-need programs, technology controls, utilization review, and practice guidelines
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(to name just a few). Their primary advantage over price options is that they can

focus on reducing waste in the system. For example, if a particular procedure is

inappropriate for a patient with a given diagnosis, quantity options can focus on

that problem.

There are two disadvantages. Like the price options, they only target one com-

ponent of expenditure. If providers can game utilization controls by increasing

prices, then the savings from these programs are diminished. Second, these strate-

gies are often cumbersome from an administrative standpoint, involving much bu-

reaucracy, paperwork, and undue oversight over the practice of medicine.

The earliest examples of quantity controls were certificate-of-need (CON)

programs. These programs, which became commonplace in the early 1970s, were

aimed at controlling expenditures by reducing the amount of hospital resources

available—both beds and equipment. Typically, hospitals needed permission for

proposed investment in excess of $100,000. A local board, called the health sys-

tems agency, ruled on a hospital’s request for additional resources.

Many studies have been conducted on CON, and almost all reach the same

conclusion: it did not succeed in saving money.18 Although there was some effect

on the number of hospital beds, capital equipment per bed rose even more quickly

than before.19 There are a number of reasons for this failure, but the fundamen-

tal one is that the entity making the decisions on the hospital’s application (the

local health systems agency, and ultimately the state) was not financially account-

able for the increased cost associated with approving a hospital’s request. In other

words, why turn a hospital request down when the cost would be borne by such

payers as Medicare, Blue Cross, or commercial insurers? On the contrary, board

members would have every incentive to approve requests by their local hospital,

since this would be viewed as helpful to their community and constituencies.

This is not to say that technology controls can’t work; they probably can. How-

ever, they need to be implemented at a broader geographic level by an entity that

is at risk for additional health care spending. The Canadian provinces give us such

an example.

Despite claims to the contrary, there is no single Canadian health care sys-

tem. Rather, each province has its own system, but all have to conform to various

federal requirements if they are to receive federal contributions. One key point,

often overlooked in the literature, is that provinces are 100 percent at risk for ad-

ditional health care spending because annual federal contributions are fixed. Un-

like the U.S. Medicaid program, where the federal government at least matches

additional state spending, provinces do not receive an additional penny if they

spend more on health care than anticipated.

Since provinces are also responsible for financing a host of other nonhealth

programs, they must be judicious in allotting their tax revenues to health care. One
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way they have done this is by controlling the diffusion of medical technology. If a

hospital wants to expand or purchase equipment, it needs the province’s permis-

sion, and provinces have not been eager to grant requests. The United States has

far more of most technologies than Canada, when measured on a per capita basis.

For example, in 1996, the U.S. had 16.0 MRI units and 26.9 CT scanners per mil-

lion people; Canada’s figures were only 1.3 and 7.9, respectively.20 Canadians often

claim that they have achieved this by regionalizing their technologies, thereby mak-

ing their system more efficient. Others contend, however, that the result is rationing.

Indeed, evidence from a General Accounting Office study of Ontario shows that

Canadians are subject to waiting lists for most kinds of elective surgery.21

Up to this point, the discussion of quantity has focused not on services but on

hospital beds and technologies. Most recent efforts in the United States, however,

have been aimed at particular services. This is commonly done through utiliza-

tion management (UM). UM programs are normally implemented by third-party

payers as a way to reduce provision of unnecessary or inappropriate services. Ex-

amples include preadmission certification of hospital stays, concurrent and ret-

rospective review of stays, management of high-cost patients, requiring second

opinions before embarking on surgery, and profiling of physicians’ practices.

Evidence so far indicates these programs, particularly preadmission certifi-

cation of hospital stay, may produce moderate savings.22 The evidence on other

programs, particularly second opinion for surgery, is less optimistic.23 One issue

for those who are concerned about controlling future health care costs is that UM

programs are almost universal now, meaning that we may have already gained

about as much in savings as can be extracted.

The wave of the future is now on developing UM for the outpatient setting,

particularly through physician profiling. However, the savings potential of these

programs is still largely untested. There is strong reason to believe that UM in the

outpatient setting is much more difficult to implement, because of the difficulty

in knowing whether a physician who is a high spender is less efficient or more prof-

ligate, or alternatively, has a more severely ill group of patients than his or her

peers. Normally one tries to risk-adjust a provider’s case mix, but this is difficult

at the level of the individual physician, who experiences a relatively low case-

load and therefore is more likely to have healthier or sicker patients as a result of

random chance. The best we are likely to do—and this is now the emphasis—is

to employ risk-adjustment formulas with physician groups.

The most recent UM efforts have focused on developing practice guidelines.

These are written protocols that are designed to instruct physicians on what pro-

cedures are appropriate for a patient with a particular diagnosis. The guidelines

are largely being developed by researchers under the auspices of the federal Agency

for Healthcare Research and Quality, although some medical specialty groups are
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doing so as well. One intent of the guidelines is to increase quality by reducing

the amount of regional variation in health care use. It has been widely docu-

mented that parts of the country have differing surgery rates for certain procedures,

and that this cannot be readily explained by variation in patient health status.24

Development of practice guidelines is still in its formative stage, so we cannot

know the extent to which they can control costs. There is reason to be skeptical,

though. Just as practice guidelines could reduce resource use by physicians who

offer too many services, they could just as well increase spending by physicians

who currently provide fewer services than are recommended by the guidelines.

The issue, then, is whether the guidelines are likely to prescribe a quantity of

service that is greater or less than what is currently being provided. A General

Accounting Office study on treatment of cancer patients gives evidence that many

physicians are conducting less treatment than is suggested by the guidelines. It

concluded that “20 percent of those with Hodgkin’s disease, 25 percent of those

with one type of lung cancer, 60 percent of those with rectum cancer, 94 per-

cent of colon cancer patients—did not receive what [the National Cancer Insti-

tute] considers state-of-the-art treatments. This is especially troubling in that all

these treatments have been proven to extend patients’ survival in controlled ex-

periments, many of which were concluded 10 or more years ago.”25

Expenditure Options. The final group of fee-for-service options are those that di-

rectly target expenditure. Some examples include Medicare Volume Performance

Standards, hospital global budgets, and national and subnational health budget-

ing. The overriding advantage of expenditure control is somewhat tautological—

it directly aims at controlling health care expenditures. The extent to which this

can succeed, however, depends in large measure on whether all health care spend-

ing is targeted, or just a component of total spending such as hospital or physician

expenditures. The primary disadvantage is that implementing such controls may

result in a less efficient health care system, which could reduce the quality of

services.

The primary example of expenditure control in the United States was the

implementation of Medicare Volume Performance Standards (VPS) in the

early 1990s. (This was recently replaced by a similar system, called the Sustain-

able Growth Rate (SGR), described later.) The VPS system was part of the 1989

physician payment reforms adopted by Congress that also resulted in the new

Medicare fee schedule with its resource-based relative values. Congress recognized

that simply redistributing physician fees to make higher payments to primary

care physicians, and lower payments to specialists, though more equitable, would

not by itself control burgeoning program expenditures. This was left to the VPS

system.
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Under the system, each year Congress set a target rate of increase in Medicare

Part B physician expenditures. If actual spending exceeded the target, the next

year’s physician fee update was normally reduced by that amount (although Con-

gress could do, of course, whatever it chose when the time came). Conversely, if

the growth in spending was less than the target, physicians would get more.

Suppose, for example, that the target for 1997 was a 10 percent increase in spend-

ing. If actual spending increased by 12 percent, the target would have been ex-

ceeded. Most likely, this would be extracted the next time Congress updated

Medicare physician fees. If physicians were due a 5 percent cost-of-living increase,

they would likely be granted only 3 percent.

The SGR system was enacted as part of the Balanced Budget Act of 1997

and implemented in 1998. The main different between it and the VPS system was

in setting the target expenditure rate of “sustainable growth,” which was deter-

mined by four factors: the percentage change in physician input prices; the per-

centage change in Part B fee-for-service enrollment; the projected change in real

GDP; and the percentage change in spending for physicians’ services resulting

from other changes in law.26

The VPS system (and by analogy, its successor) have been criticized as being

too blunt an instrument for affecting the individual physician’s behavior. Be-

cause it applies nationally, individual physicians who increased the volume of ser-

vices they provided would not pay the price by experiencing a decline in their fees.

This would only happen if all physicians behaved this way. But if a physician does

not increase his or her volume and other physicians do, then the first physician

suffers—volume (Q) does not climb, but the fee (P) falls as a result of the behav-

ior of other physicians. The system may therefore contain a “perverse” incen-

tive to increase the volume of services—which is exactly what it is supposed to

prevent. One way to improve the incentives is to target smaller groups of physi-

cians, by having separate targets for each specialty, state, or state-specialty com-

bination.27

Fortunately, this type of behavior does not appear to have transpired. The vol-

ume of services, by and large, has been approximately equal to the target.28 One

possible explanation—which has not been confirmed by researchers—is that physi-

cians could be moving more of their practices toward privately insured patients,

because private insurer fees are far higher than Medicare’s.

To find an example of expenditure controls applied to the hospital level, we

must again look to Canada. In each of the provinces, hospitals are paid an annual

global budget, which is negotiated between the provinces and each individual hos-

pital. If a hospital exceeds its budget, there is no guarantee that it will be com-

pensated.

Hospital global budgets seem to have worked in the sense that hospital

spending in Canada has risen much less quickly than in the United States.29
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The primary way in which this has been achieved is that Canadian hospitals now

have only about half as many nonphysician personnel as do their U.S. counter-

parts.30 (Capital expenditures have also been controlled, but for different reasons,

since they are not included in the global budgets.) One perverse effect is that Cana-

dian hospitals seem to prefer long-staying patients who might belong in nursing

homes, because these patients occupy a bed but use few other resources. An-

other fear is that the lack of resources is diminishing the quality of care in Cana-

dian hospitals. What little available evidence there is indicates, however, that

inpatient outcomes appear to be similar in the two countries.31

The two strategies—Medicare VPS/SGR and hospital global budgets—do

not constitute a comprehensive cost-control policy because they are aimed at only

one component of health care expenditure. A broader strategy might be to target

all (or most) health expenditures at the same time, through a system of national

or subnational (regional) budgeting.

The typical way of controlling total expenditures in a fee-for-service system is

through expenditure targets. Generally, under such a system unit prices are ad-

justed to ensure that targeted expenditures are met. This differs from the VPS/SGR

system in two primary ways: (1) it applies to all payers, not just to Medicare; and

(2) it applies to most of the health care system, not just physician payment. Al-

though we have the most experience—both domestically and internationally—

with using expenditure targets for paying physicians, it could nevertheless be applied

to other services, such as hospitalization. In such a case, DRG payments per ad-

mission could be tied to meeting a particular growth in inpatient expenditure.32

The advantage of such a system, of course, is that it controls expenditures di-

rectly. But there are several possible disadvantages. It might result in inefficient

use of resources, it could potentially harm quality, and it requires massive amounts

of timely data that currently are not being produced.

With regard to efficiency in a competitive market, in the long run price is

based on the cost of producing a good or service. If the price is too high, then the

incentive is to overprice the good; if it is too low, the incentive is to underproduce.

Under an expenditure target system, prices change not on account of demand

and supply considerations, but rather how closely total expenditures conform to

a target. The good news is that prices tend to fall when quantity is too high, so it

might be argued that the system is self-correcting. The bad news is that there is no

assurance that health care inputs will be used efficiently by producers when the

market mechanism is circumvented. Even more troubling is the possibility that

the mix of services produced is not based on what consumers would like to buy.

This touches on the second potential problem: quality. Suppose that Congress

set an austere budget level, necessitating a subsequent decline in unit prices.

This might dissuade providers from delivering necessary services for fear that they

would exceed the expenditure target, which in turn could result in diminished
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quality. Because adequate data systems do not yet exist for monitoring quality,

there is a strong possibility that it would be sacrificed in favor of controlling ex-

penditures.

Finally, there is the data problem. To make expenditure targets work in a fee-

for-service system, it is necessary to have up-to-date information about the quan-

tity of services provided to all patients. It is through this information that total

expenditures are tallied, and updates are made to provider prices. In the United

States, however, we have no formal mechanism for obtaining timely utilization

and expenditure data for privately insured patients or for publicly insured patients

in managed care.33 It would take several years to develop such a system, but the

process has not yet even started. Thus, the fee-for-service method that has

the greatest likelihood of controlling cost also perhaps suffers from the most short-

comings. This illustrates that there are indeed no easy answers for controlling cost

under a fee-for-service system.

Capitation Options

Equation two showed that three things are necessary to control expenditures under

a capitated system: control of costs per person (C), the number of persons (N),

and shifting costs between payers. This section focuses on the first component; cost

shifting has already been addressed, and controlling the number of persons (say, by

denying eligibility for coverage)—although clearly a cost-containment strategy—

is inconsistent with the notion of health care reform.

This section discusses two overlapping strategies for controlling costs under a

capitated system: HMOs and managed competition. The treatment is short be-

cause these strategies are dealt with in more detail in Chapter Fifteen.

HMOs. Unlike its efforts with many so-called competitive strategies, the United

States has much experience with HMOs. They have been a part of the U.S. health

care system for decades and growing so rapidly that now most of the working-age

population is enrolled in them or in their cousins, point-of-service (POS) plans.34

HMOs are given an incentive to control costs by the fact that they are paid

on a capitation basis. That is, they receive a fixed payment to provide an enrollee’s

care for a specific length of time, and this payment is unrelated to how much the

HMO actually spends. Thus, if it spends less by being more efficient (say, not hos-

pitalizing unnecessarily), then it gets to keep more money. But how much the

HMO charges in premiums is kept in check by competitive pressures; if it charges

too much in premiums, fewer people are likely to enroll.

Much of the early evidence on HMOs through the 1970s focused on group

and staff-model HMOs; it indicated that they could yield substantial savings—as
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much as 30–40 percent over fee-for-service.35 A savings rate on that order is

now viewed as somewhat optimistic. HMOs do save money, but it is difficult to

know how much. On the one hand, when comparing HMOs and fee-for-service

the savings of the former are exaggerated by the fact that HMOs experience a

favorable selection of patients.36 That is, healthier people are more likely to

join HMOs, and this fact is partly responsible for their savings. On the other hand,

HMOs probably save more than is directly attributable to them because compe-

tition between HMOs and fee-for-service plans has undoubtedly resulted in the

latter reducing their costs.

Whatever savings they generate, HMOs by themselves are probably insuffi-

cient to solve long-term problems in rising health care costs. One reason is that

they are subject to the same forces that raise the costs of fee-for-service medicine—

overall growth in input costs and the development and diffusion of expensive med-

ical technologies. Even less evidence is available on how HMOs affect the quality

of care provided. One comprehensive review of the literature found equal num-

bers of studies reporting better and worse quality of care in HMOs than in fee-

for-service.37

Managed Competition. Analysts have recognized for years that pure competi-

tion is unlikely to work well in the health care sector. There are many reasons for

this; two are detailed here. First, the health care market is a complicated one, with

people having relatively poor information about their alternatives and the impli-

cations (for their health and their pocketbooks) of making these choices. A second

is biased selection; insurers may compete for the healthiest people, leaving sicker

people with no source of insurance.

Advocates of managed competition believe that the marketplace can be trusted

in the health care sector only if the players conform to certain rules.38 To facilitate

consumer understanding, health plans should be required to provide specific min-

imum benefits, or in some proposals conform to standardized benefits. The latter

aids consumers in comparison shopping between alternative plans. Furthermore,

certain practices on the part of insurers, such as “cherry picking” the healthiest

people, charging unaffordably high premiums to unhealthy individuals and groups,

and denying coverage for preexisting conditions, are to be prohibited. To make

consumers think twice before purchasing extravagant insurance policies, em-

ployers would make a defined contribution based on the lowest-cost premium in

the market. Some proposals also tax health plans that are more expensive than the

cheapest approved plan in an area. All of this is to be carried out through con-

sortiums called health insurance purchasing cooperatives, or health alliances.

There is no way to know whether managed competition can succeed in con-

trolling health care costs; it has never been tried on a wide scale. Some elements
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of managed competition have been adopted voluntarily, however, and many peo-

ple claim that much of the success in controlling costs in the 1990s was the result

of health plans competing against each other. It must be recognized, however, that

Medicare was also successful in controlling costs over this period even outside of

its HMO sector, so we are not yet in a position to draw a strong conclusion about

the ability of managed competition to control cost.

Future Research Issues in Cost Containment

Before addressing future research issues, it is necessary to ask a more basic ques-

tion: Are health care costs in the United States too high? Unfortunately, it is im-

possible to know the answer to this question. To answer it, we would have to know

the benefits (both tangible and intangible) that we derive from health care services,

and compare them to the benefits and costs of alternative uses of our resources.

The necessary information is not available to make such macro-level comparison

and probably never will be.

There are, nevertheless, good reasons for ongoing research on methods to

contain U.S. health care costs. First, the fact that other countries spend so much

less per capita raises the possibility that there may be effective cost-control options

available. Second, it is a truism that every dollar spent on health means that there

is a dollar less to spend on other goods and services that the country and its citi-

zens may want. Third, and related to this, there are strong reasons to believe

that the availability of new and effective medical technologies (such as gene ther-

apy) will result in an even greater jump in spending. It would seem prudent that

we understand what options are available to control these and other costs, be-

fore health care spending absorbs even more of our national income.

If continued research on cost-containment methods is appropriate, the next

question is which areas of inquiry are most fruitful. On the domestic front, there

should be continued study of the effects of competition on health care costs. Various

parts of the country are experimenting with competitively driven cost-containment

strategies; research should continue on which of these approaches are most effec-

tive in controlling costs without harming quality and access. In this regard, feder-

ally sanctioned state demonstration projects are extremely desirable because they

allow researchers to assess whether particular methods work on a large-scale basis.

In addition, research on a particular component of a competitive approach (say,

a risk-adjustment formula) should continue so that the tools are available to im-

plement selective competitive reforms if there is the political will to do so.

Regulatory approaches should be studied as well. Empirical evidence from

previous and current use of price controls in the United States indicates that they
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are effective in controlling expenditures, improving or maintaining access, and

reducing or eliminating cost shifting when applied to all payers. Nevertheless, a

deep distrust of increased government intervention into the health care market

poses a substantial barrier to expanded use of price controls or global budgets.

Thus, some types of approach (for instance, single-payer) will be difficult to test

in the United States, even on a small scale. For this reason, more research on

how other countries have implemented cost containment using regulatory

approaches—and the effects of these approaches—is warranted.

Since the late 1980s, there has been a movement toward more funded research

in the areas of medical effectiveness and clinical outcomes. Infusion of more

federal monies into this branch of health services research has been widely viewed

as a valuable investment because of the dearth of information on which medical

interventions work best. It is hoped, however, that this recent emphasis on out-

comes research does not diminish the importance of general health services re-

search, which seeks to address some of the larger concerns discussed in this chapter.
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T
he press frequently reports on the difficulties people have in paying for pre-

scription drugs. An article in the New York Times states, “Perhaps no issue

touches as many lives as the cost of medication, which is why it is consuming

the political landscape this year.”1 The author continues: “Prescription drugs are

now the fastest-growing part of the nation’s health care bill.” An article in the

Wall Street Journal noted substantial increases in pharmaceutical spending during

1997 and 1998 and stated that over the two year period, “insurers and health

maintenance organizations spent 16.8 percent more on prescription drugs.”2

These observations are hardly new. Pharmaceutical prices have been a mat-

ter of concern for nearly half a century. Our political leaders frequently comment

on the increasing prices of new pharmaceuticals and deplore their consequences,

particularly for elderly consumers who require large quantities of drugs and must

often pay for them from their own resources. In 1961, the Kefauver Committee

of the U.S. Senate produced a report on drug prices,3 following an extensive set of

hearings. Thirty years later, the same theme was repeated in 1993 hearings be-

fore the Senate Special Committee on Aging. The committee chairman, David

Pryor, stated: “Millions of older Americans go to bed at night wondering if they

will be able to afford their medications. . . . New drugs are selling in the United

States at prices which are simply staggering. Unless I have read from the wrong

economics textbook, this appears to be market failure at its worst. . . . Where
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the market has not, will not, or cannot work, we must take prudent actions to as-

sure that drugs are priced reasonably.” 4

Despite major changes in the U.S. health care system since the 1950s public

discourse regarding the pharmaceutical industry has remained fairly constant.

The issue of pharmaceutical costs is long-standing. The purpose of this chapter

is to discuss the issue’s underlying causes and consider some possible solutions.

Unfortunately, part of the concern over drug expenditures is misplaced be-

cause of failure to recognize that drugs are an integral component of the medical

care process. In many cases drugs are a substitute for other medical care inputs,

such as hospital stays and physician visits. H2 antagonists, like Tagamet and

Zantac, for example, have practically eliminated the need for ulcer surgery, while

antipsychotic drugs have substantially reduced the need for mental hospital stays.

For both of these drug classes, pharmaceutical expenditures rose after their in-

troduction. Fortunately, nobody expressed concern about the problem of rising

drug costs then, and the effect on overall medical care costs has been favorable.

However, not all drugs are cost-saving substitutes. Some, like the so-called clot

busters used in the emergency room for a heart-attack patient, are complements,

making other services more efficient and improving outcomes. Although these

drugs have also fueled rising pharmaceutical expenditures, few would deny their

value in increasing the quality of health outcomes. Thus, drugs can be both sub-

stitutes and complements to other health care inputs.

The concern over pharmaceutical costs is heightened by lack of clarity about

the nature of the problem. Spending on any good or service is a function of both

price and quantity. Is the problem of rising drug expenditures due to the rising

quantity of pharmaceuticals that are consumed? Or is it due to rising prices? The

answers are complicated by the role played by rapid technological innovation in

this industry, which leads to frequent replacement of older products by newer ones.

Newer products are often more expensive than the older ones, so that expendi-

tures may rise because of displacement—even if prices of all drugs, new and old,

and the number of prescriptions were to remain constant.

To understand rising drug costs, we first review trends in drug expenditure in

the United States. Next we look at U.S. drug prices, considering first a series of is-

sues that make measuring drug prices especially difficult. We then look at the ev-

idence on whether U.S. drug prices are higher than those in other countries. We

also examine the intertemporal relationship between price increases and quality

changes to determine whether pharmaceutical prices have increased after

correcting for therapeutic improvements. Then, we describe the factors deter-

mining drug prices in the United States. Of particular importance are the roles

of therapeutic advance and competition. Finally, we discuss a series of policy
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FIGURE 5.1. SHARE OF NATIONAL HEALTH EXPENDITURES
BY TYPE, 1960–1997.

Source: Department of Health and Human Services. Health United States, 1999. Washington, D.C.:
U.S. Government Printing Office, 2000.
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options for containing pharmaceutical expenditures. Some of these are directed

at consumers, some at physicians, and still others at manufacturers. Current ef-

forts to control pharmaceutical costs are a blend of all three approaches.

The Problem of Drug Expenditures

The share of pharmaceuticals and other components of the U.S. health care sys-

tem from 1960 through 1997 is shown in Figure 5.1.

During this period of nearly forty years, the proportion of total health ex-

penditures devoted to pharmaceuticals has actually declined. In 1997 its share was

just under 10 percent, down by one-third from its 1960 share of over 15 percent.5

Of course, the decline in pharmaceutical share was not due to falling drug ex-

penditures; instead, it resulted from a far larger rise in expenditures on other health

services. The pharmaceutical share is greater than that of nursing homes and den-

tal services, but the drug sector is clearly not a dominant source of health services

expenditure.

We turn next to the question of price change in pharmaceuticals. Data

on consumer prices and the Consumer Price Index (CPI) and its constituent parts
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(including pharmaceuticals and other health services) are calculated and published

by the Bureau of Labor Statistics. Although there are various problems with these

data, which we discuss in this chapter, it is still useful to review the reported trends

in these statistics since they generally indicate maximum price increases.

Figure 5.2 shows time series data on the rate of increase in the overall (“all-

item”) CPI figures, the overall medical care component of the CPI, and CPI trends

for the hospital, physician, dentist, and drug components. The data shown are the

annual rate of price change for the year prior to the date on the graph.

The data show that the rate of price increase of health care exceeded that

of the overall CPI for the entire period, but that the rate of increase of pharma-

ceuticals is similar to that of the other health care components. Prior to 1980, the

rate of increase of drugs was below that of other components, but since then it

has been above most of the components (although below the rate of change in

hospital prices during the period for which data are available).6

If pharmaceuticals constitute only a small portion of overall health care ex-

penditures, and if price increases have been relatively similar to other components

for many years, what is the reason behind the continued public and Congressional

concern over drug prices?

FIGURE 5.2. ANNUAL PERCENT CHANGE IN CPI FROM
PREVIOUS YEAR, 1970–1998.

Source: Health United States 1999.
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One answer to this query is that utilization has risen sharply, in part a result

of the country’s aging population. Furthermore, drugs can do more things today

than in the past, so they are prescribed more frequently. Direct-to-consumer

advertising may also have led to increased consumption. As a result of all of these

factors, we observe that the number of prescriptions filled per year has risen

dramatically, from 1.9 billion in 1993 to 2.5 billion in 1998.7 Within some com-

mon therapeutic categories, the rise in quantity is even more dramatic. The num-

ber of antidepressant prescriptions filled increased by 111 percent during this

period, and that for cholesterol-lowering drugs rose by 162 percent. For oral an-

tihistamines, the increase was fully 500 percent.8

Another response is that there is a fundamental difference between phar-

maceuticals and other health service components. Most health care purchases are

exclusively services, but pharmaceuticals have both service and manufactured compo-

nents. The service role applies to the research and development behind all phar-

maceutical products and also to the professional dispensing of the drug. But the

drug itself is a manufactured product, and most drugs are manufactured on a very

large scale, taking advantage of economies of scale in the manufacturing process.

The cost of manufacturing a drug constitutes less than half of the total cost.9 As

the price charged for the pharmaceutical is much higher than production cost, it

would be possible to reduce the price substantially and still cover the cost.10 To be

sure, high pharmaceutical margins cover high research and marketing costs that

accompany the continued introduction of new drugs. At the same time, these are

costs that generally have already been paid, and consumers may not see a link be-

tween the purchased product and what they are asked to pay. Further obscuring

this linkage is the apparent willingness of most pharmaceutical companies to

sell the same or similar drugs at very different prices, whether through discounts

to some health insurers or health plans, or to patients in other countries.

Still another reason for public concern with pharmaceutical prices lies in

the fact that most insurance plans cover less than 100 percent of the patient

charges for drugs. Although more than four-fifths of health care costs in the United

States are paid by government or private insurers, third-party coverage for phar-

maceuticals has historically been lower than that of hospital and physician ser-

vices.11 At the time of the Kefauver hearings, there was virtually no insurance

coverage for drugs. In 1961, private insurance paid for less than 0.5 percent of

pharmaceutical expenses. Consumers paid directly (as out-of-pocket payment)

for 95.5 percent of drug costs.12 By 1995, private health insurance covered nearly

40 percent of pharmaceutical expenditures, and the out-of-pocket share had fallen

to 39.5 percent.13

Although insurance coverage for health care services has broadened in recent

years, pharmaceutical coverage still lags behind the other segments of the medical



Pharmaceutical Prices and Expenditures 105

care sector. In 1992, patients paid directly for 28 percent of their pharmaceutical

expenses, but at the same time the out-of-pocket share for hospital and physician

charges was only 5 and 18 percent respectively.14 The higher share of pharma-

ceutical expenditures paid directly implies that consumers are less sheltered from

the burden of paying for drugs than for other services, making pharmaceutical

prices more visible to consumers.

For the elderly, the problem of substantial drug expenditure is more compli-

cated. As we have noted, the universal health insurer for the elderly is the Medicare

program. But Medicare does not cover outpatient drugs. However, approximately

two-thirds of seniors either qualify for Medicaid coverage (which covers outpa-

tient drugs) or have private health insurance as a supplement to Medicare cover-

age. Only about one-third of the elderly rely on Medicare alone and thus must

pay fully out of pocket for their pharmaceuticals. Furthermore, cost sharing is in-

creasingly being implemented in Medicare supplemental policies. Coinsurance

and deductibles are frequently linked to the type of drug used to fill a prescrip-

tion. For example, a prescription filled with a generic product may require only

a $5 co-payment, while the co-payment for a brand product might be $20.

It is striking that insurance coverage for drugs is far greater today than it

was in the late 1950s, at the time of the Kefauver hearings, yet the public demand

for government assistance is unchanged. One explanation may be that drugs have

become both more costly and more essential over time. Another factor may be the

disparity in coverage among segments of the population. Some people are cov-

ered relatively well by private insurance, while others find drug coverage to be

meager, and still others have no insurance coverage for drugs at all.

Interpreting Pharmaceutical Price Data

Various reports, both public and private, have described rapidly rising drug prices.

A 1992 report by the U.S. General Accounting Office observed that “during the

1980s, prescription drug prices increased by almost three times the rate of gen-

eral inflation and certain drugs increased in price by over 100 percent in five

years.”15 This report reviewed price data for a sample of widely used prescription

drugs, and concluded: “Prices for nearly all 29 drug products increased more than

the percentage changes for all three consumer price indexes for the six year pe-

riod ending December 31, 1991. The maximum price increase for each product

during this period generally exceeded 100 percent, with some prices increasing by

200 to 300 percent. . . . During this same period, the CPI for all items increased

by 26.2 percent, the CPI for medical care by 56.3 percent, and the CPI for pre-

scription drugs by 67 percent.”16
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Unfortunately, these observations of the price of pharmaceutical products are

incomplete. Since the adoption of the 1984 law facilitating approval of generic

drugs upon a branded drug’s patent expiration, the importance of generics in the

pharmaceutical marketplace has exploded. By 1998, fully 47 percent of phar-

maceuticals dispensed, in terms of physical units, were for the generic product,

up from 40 percent as recently as 1993.17 Thus, nearly half of all drugs consumed

in the United States are products for which there is little suggestion that high price

is a problem.

The Effect of Generic Products on Price

Not only are generic products priced substantially below their branded counter-

parts, but generic prices have declined over time. For most products, the share of

total sales represented by generics for the particular molecule greatly expands fol-

lowing patent expiration. Griliches and Cockburn observe that within two years

of a branded drug’s patent expiration, its market share of product revenue gen-

erally falls by 50 percent.18 If this picture is even broadly correct, then the in-

creasing role of generic products in the pharmaceutical market has surely led to a

declining average price for most products (including both the branded and generic

versions) following patent expiration and the entry of generic producers. Our first

question therefore is how the influence of generic entry, leading generally to a price

decline, relates to the claim that pharmaceutical prices have sharply increased.

To resolve this issue, one first needs to decide whether the generic version of

a drug should be considered the same “product” as its branded counterpart.

Throughout most of the recent past, the Bureau of Labor Statistics (BLS) has as-

sumed that a branded product is inherently different from the generic version.19

It notes that both patients and physicians frequently react differently to the two

types of product despite their bio-equivalence. As a result, the BLS has treated

these products as distinct entities and reported their price changes independently.

Thus, it has not incorporated the increasing use of generic products into its re-

ported price series.20

In contrast, one could accept the implicit judgment of the Food and Drug

Administration (FDA) that generic and branded versions of the same molecule

are identical, and then produce a price series for the incumbent and entrants ac-

cording to their relative output levels. When this procedure is carried out for in-

dividual products, we observe that average prices have typically declined.21

However, one cannot say that the FDA position is entirely correct and the BLS

position is entirely wrong, because a substantial number of buyers do in fact treat

these products as different. In their study of these issues, Griliches and Cockburn

seek to account for these differences and, as might be expected, report price series
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that lie between the two extreme assumptions.22 For the most part, their price

series constructed for individual drugs show some decline in price after intro-

duction of generics, although less than for the series based entirely on the as-

sumption that branded and generic versions represent the same product.

Launch Prices and Drug Price Changes

In addition to the question of generic substitutability, there is also the effect of

pricing strategies during the years following product introduction. Two strate-

gies are used: “skimming” and “penetration.” The former is setting a high intro-

ductory price and reducing it over time, while the latter is the reverse, where a low

introductory price is set but prices rise over time. Clearly, prices set for the same

pharmaceutical products show a declining trend where skimming strategies are

commonly used, but an increasing trend with penetration strategies. There is ev-

idence that both types of strategy are found in this industry. Skimming is typically

applied to drugs representing a major therapeutic advance, while penetration is

commonly used for imitative products.23 As a result, one is likely to find rising drug

prices when more imitative products are introduced, but declining prices when

more innovative products are seen. Therefore, rising prices may be a consequence

of low (penetration) launch prices, while more moderate price trends may result

from high (skimming) launch prices.

Drug Prices and Quality Improvement

Brand-name pharmaceutical products compete with their generic substitutes, but

also among themselves. Even though one drug may be therapeutically similar to

the other drugs in its particular therapeutic category, it may differ in terms of

side effects and adverse interaction profiles; higher prices can frequently be ex-

plained by this type of improvement.24 Thus, the price increase for a new prod-

uct reflects product improvement, while the price for an older product may

actually decline.

To investigate this issue, Berndt and his colleagues estimated a series of

hedonic regression equations in which several attributes were used as proxies for

relative quality of various products. These measures largely reflected individual

side effects. Through this technique, the authors were able to measure price

trends while holding quality level constant. For the years between 1980 and 1996,

and dealing only with antidepressant drugs, they report average rate of price in-

crease under three scenarios: price increases measured without accounting for

generics or quality change, 7.11 percent; price increases including generics but

without incorporating the improved quality of new products, 4.73 percent; and
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price increases incorporating both effects, 4.33 percent. Although the former cor-

rection was far more significant throughout the entire period that they studied,

they observed that there were particular years where the quality change associ-

ated with a new product was a more important factor than the increasing role

of generics.25

Measuring Drug Prices When New Drugs Replace Old Drugs

The BLS computes the overall CPI as well as its constituent parts as a Laspeyres

index, which compares the cost of a given bundle of goods (often referred to as

the “market basket”) purchased at current prices to the cost of that same quantity

purchased at base-year prices.26 This market basket, however, must be adjusted

periodically to reflect current expenditure patterns; otherwise the index has pro-

gressively less relationship to the actual goods purchased by consumers. With re-

gard to health care, newer treatments for old problems, such as coronary artery

disease or renal failure, have totally replaced techniques in use only a few years

ago. In many cases there are new therapies available for problems that were pre-

viously untreatable. If new and improved drugs replace older ones, but at a higher

price, the appropriate price index should account for quality improvement as well

as price increase. When price statistics fail to account adequately for quality im-

provement, a measure of price change is biased upward.

The method used by the BLS for measuring price change is designed to

track prices for a fixed market basket, or one that changes slowly. When items

in the market basket change through shifts in consumer demand, the BLS uses

a “linking” technique through which the price index of a new market basket

replaces the index for an older one. For example, when a new product, such as

a more powerful antihypertensive drug, replaces an established but less-

expensive one, price indices with the old and the new product are each calcu-

lated, and the new index (with the higher-priced product) is scaled downward to

equal the older one. The index including the new item then replaces the prior

index in future calculations. No attempt is made to assess whether an improved

drug is more or less expensive than would be justified by the quality change rep-

resented by its introduction. The price index merely tracks the prices of all items

in the market basket and then recalculates the price index when a new product

is included.

Failure to capture the effect of quality change is especially serious for

pharmaceuticals, where the turnover of products is rapid and new products

frequently are improved versions of older ones, with greater efficacy, fewer side

effects, or a more convenient regimen. The question of whether an increase in
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drug price exceeds, falls behind, or accurately reflects a change in quality is left

unanswered.

Prices and Margins: The Difference Between Wholesale and Retail Prices

Before concluding this discussion of pharmaceutical price measurement, the

important distinction between the price set by the pharmaceutical manufacturer

and what is ultimately paid by the consumer must be noted. The difference be-

tween these two prices is the distribution margin, which includes the cost and profit

of both the dispensing pharmacy as well as the wholesaler, if one is involved in

distributing the product. In many discussions of the cost of pharmaceuticals, there

is the implicit assumption that distribution margin is constant across products so

that whatever price is charged by the manufacturer is passed on to the consumer,

with merely a fixed amount added to cover distribution cost.

However, this picture is not generally accurate in the United States. Steiner,

in particular, has pointed to “the inverse association between the margins of man-

ufacturers and [those of] retailers.”27 His study offers empirical evidence on this

relationship as well as the reasons for its presence. Salehi and Schweitzer28 found

that this relationship applies to pharmaceuticals. Branded pharmaceuticals, which

typically embody a high manufacturing margin, have lower distribution mar-

gins, while generic products with lower margins at the manufacturing stage have

much higher distribution margins. As a result, price differences between branded

and generic products are greater at the manufacturing stage of production than

at retail.

International Price Comparisons

International comparisons of drug prices have also contributed to public concern

that drug prices are excessive in the United States. For example, the Congressional

General Accounting Office (GAO) has published studies comparing U.S. drug

prices with those in the United Kingdom and Canada.29 These reports suggest

that prices for the same branded products are generally higher in the United States

than elsewhere. Even so, the GAO studies are subject to the same conceptual and

methodological problems that we have already discussed.

Most important, the GAO studies fail to account for generic substitution in

any comprehensive way. Thus, although their comparison of relative prices for a

particular branded drug may be correct, they do not necessarily reflect differences

in the actual price facing the consumer since the generic is typically more
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important in the United States than elsewhere. As we noted above, the share of

the market accounted for by generic drugs in the United States has grown sub-

stantially and is now nearly one-half of all drug units (doses) sold.30 Therefore,

merely comparing the prices of specific branded products, without including in

the analysis the presence of generic products, gives a misleading picture of the rel-

ative cost to the consumer from filling a doctor’s prescription.

For example, suppose that half of U.S. prescriptions for cimetidine are filled

by the generic version, the price of which is $104 per hundred, while the price

of the branded product, Tagamet, is $167. The average price is $135.50. Suppose

further that the price of Tagamet in Canada is $150, and the generic price is $100.

But if the generic version’s market share is only 20 percent in Canada, the aver-

age price there is $140, which is higher than the average U.S. price, even though

the price of both products is lower in Canada.

Another problem with the GAO approach is that it relies on wholesale price,

which does not account for the many discounts and rebates present in the United

States. Even if these prices accurately described the charge to a pharmacy for a

cash customer, they will not in general reflect the transaction price to other classes

of buyers, who in fact constitute the largest segment of demand. This factor is im-

portant to the extent that discounting is more widespread in the United States

than in Britain or Canada.

Finally, the GAO studies failed to deal with varying drug consumption pat-

terns in the three countries studied. Not only are drugs used differently in each

country but even the same drugs are taken in a number of forms and dosages.31

The GAO approach side-stepped the entire question and considered a narrower

one: Are wholesale prices higher in the United States than in Britain or Canada

for the specific items that are major-selling American drugs? This approach may

well compare the price of a highly popular U.S. product with those of less com-

monly used products in other countries.

In response to the GAO reports, Danzon and Chao carried out a more com-

plete analysis of international drug price comparison.32 They included all drugs

sold in each of nine countries, incorporating over-the-counter drugs, which sub-

stitute for prescribed drugs; and use data on average transaction prices at the man-

ufacturer level. The authors found that price differences between countries depend

greatly on how the comparison is framed, particularly which country’s quantity

weights are used to construct the price index. Comparisons also differ depend-

ing on whether one compares price per gram of active ingredient or price per

“standard unit” (for example, per capsule or milliliter of liquid). Although by most

measures average U.S. drug prices did exceed those in most other countries, this

result did not always apply, and it did not include the more significant role played

by generic products in the United States.
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The Determination of Drug Prices

We now turn to the causative factors that determine pharmaceutical prices.

The research and development costs required to introduce a new drug are sub-

stantial—frequently in the hundreds of millions of dollars per drug. These costs

include not only direct expenditure on research and testing, but also the time

cost incurred, resulting from the substantial difference between when the outlay

is made and when revenues are received. Part of this lag is the time spent waiting

for the FDA to approve a new product. Furthermore, these outlays are typically

made before a single prescription is filled. As a result, they represent a classic ex-

ample of sunk costs, which do not vary with output. R and D costs, like those

for fixed plant and equipment, have already been spent before the product is sold,

so they cannot influence the actual market price. Whether these costs are high

or low, the optimal price charged by the pharmaceutical company is the same.

Similarly, most marketing costs are incurred in the early years of a product’s

life cycle and for the purpose of introducing it to the medical community. Like

research costs, they do not generally vary with output and therefore also repre-

sent sunk costs. The only variable costs in this industry therefore lie at the man-

ufacturing stage. For large research-intensive companies, however, production

costs are generally less than half of the value of the product.33 Marginal costs

for most drugs are quite low and thereby explain little about the price that is

charged.

Research and development, marketing, and manufacturing costs are all fac-

tors that reflect conditions on the supply side of the market. None of them has a

major impact on pharmaceutical prices. Instead, prices depend predominantly on

demand-side considerations. The price charged for a pharmaceutical is deter-

mined largely by how valuable it is to consumers and what the consumer is will-

ing to pay for it. The critical factor is “willingness to pay,” which in turn depends

on various considerations. In this section, we consider the relevant factors and re-

view some available evidence on their importance.

Therapeutic Advance

The demand-side factor most important in determining the price of a pharma-

ceutical is its therapeutic advance as compared with products already on the mar-

ket. Doctors and patients are willing to pay a larger amount for a medically

improved product as compared to one without a substantial therapeutic advance.

With increased willingness to pay, the seller can set a higher price without driving

customers away.



112 Changing the U.S. Health Care System

TABLE 5.1. PRICES FOR NEW PHARMACEUTICALS RELATIVE
TO THOSE OF EXISTING DRUGS.

To explore the importance of this factor, Lu and Comanor examined the price

premium for new products as compared to the prices of their existing rivals.34 The

results are given in Table 5.1 for new products used for both acute and chronic

conditions.

These data show that the launch prices of drugs that embody an important

therapeutic gain are about two and a half times greater than those of existing sub-

stitutes; a drug with moderate gain is priced about one and one-half times greater,

and a product with little or no therapeutic advance is generally priced at or about

the same level as existing products.

Competitive Forces

When a new product is introduced—whether it embodies a small or large thera-

peutic advance—there are typically existing products used for the same or simi-

lar indications. These alternate products are those which physicians would

prescribe in the absence of the new product and are thereby the rival products

with which a new one must compete. Note that this concept of relevant market,

resting on specific therapeutic indications, is far narrower than the conventional

classification of a therapeutic category. Those classifications, such as antibiotics

or hypertensives, are so broad that they include pharmaceuticals with dissimilar

indications and actions, and hence products that do not actually compete with one

another.

When there are alternative products available for the same or similar indi-

cations, the prescribing physician must select among rival drugs. The physician

and the patients’ willingness to pay for specific drugs are then influenced by any

price differences that may exist. In this case, the seller can seek to increase sales

by cutting the price; the more rival products there are competing in a market, the
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more price cutting actually occurs. The Lu and Comanor study found that the

launch price is substantially lower when there are more branded rivals in direct

competition; subsequent price changes are lower as well. Despite common disdain

for imitative products,35 they play the essential role of promoting more competi-

tive behavior and leading to lower final prices. New imitative products are an

important competitive factor in the pharmaceutical marketplace.

Generic pharmaceuticals also have an important impact on market compe-

tition and price level. Generic producers typically start production after the rele-

vant patent has expired. They do so by gaining FDA approval of an Abbreviated

New Drug Application (ANDA), which merely requires demonstrating bio-

equivalence to the original product. The prices set by generic producers are much

lower than those charged by the original developer of the product, as they com-

pete largely by price. Moreover, the price of a generic product is also affected by

the number of sellers. As their numbers increase, price competition becomes more

vigorous, and prices decline below the level found when there is only a single en-

trant. A study of anti-infectives found that the largest price effects occurred when

the fourth and fifth generic firms entered. Average prices per prescription declined

from nearly $30 with two or three sellers to roughly $17 with the presence of a

fourth rival, and then to $9.25 when a fifth firm entered.36

These reported declines in average price took place despite the fact that the

price charged for the original branded product is typically increased, not reduced,

when entry occurs.37 The original manufacturer does not typically compete on

the basis of price with generic entrants but rather finds it more profitable to con-

centrate on the segment of the market that includes brand-loyal customers. These

are physicians and patients who know a particular brand and prefer it, so they

continue to use it despite the presence of a lower-priced substitute. When generic

manufacturers enter production, the price differential expands as the price charged

for the original branded product increases.

Buyer Characteristics

Another major factor affecting consumers’ willingness to pay for particular drugs

is the mechanism by which payments are made. For uninsured patients who

purchase pharmaceuticals much as they do other consumer goods, demand may

be fairly price-elastic. The buyer is limited to the prescribed product, but he or

she can sometimes influence prescribing decisions by calling attention to

the prices of alternate products. Where generic versions of the drug are avail-

able, the patient may also ask the pharmacist to substitute it for the branded

product. The patient always has the option of not filling the prescription, which

occurs in a large number of cases.38 For all of these reasons, producers may
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encounter substantial price resistance if they set the price much above the an-

ticipated value.

On the other hand, this resistance is attenuated if the buyer has substantial

insurance coverage. In that case, the out-of-pocket cost of a prescribed pharma-

ceutical may be minimal or quite low, and the economic reason to limit one’s

purchase is removed. Demand conditions thus depend on the conduct of man-

aged care organizations and other third-party payers, and also on the nature of

the contractual agreements that govern their payments.

Where payers simply agree to cover the pharmaceutical costs of insured pa-

tients, perhaps with a deductible and coinsurance provision, demand becomes less

price-elastic. Judgment as to which product is prescribed is made exclusively by

the physician, whose decision may depend on marketing and other idiosyncratic

factors, and is not likely to be constrained by the patient’s economic circumstances.

The more inelastic consumer demand is, the higher the product price will be.

Increased insurance coverage of pharmaceuticals would then lead directly to

higher prices.

There are other circumstances where expanded insurance coverage may

lead to more-elastic demand conditions such that there is a shift “from patient-

driven to payer-driven competition.”39 The central factor here is the conduct of

third-party payers. When insurance companies and HMOs institute formularies,

which are restrictive lists of approved products, and indicate to both doctors and

patients that they will pay only for those drugs, they gain a direct influence on

prescribing decisions. Furthermore, the drug price can be a major determi-

nant of whether or not it is included in the formulary. In these circumstances,

pharmaceutical coverage leads to more-elastic demand, rather than less-elastic.

Of critical importance is whether a third-party payer can influence prescribing

decisions.

Where generic products are available in the market, the conduct of third-

party payers can affect prices even without influencing prescribing decisions. This

is because pharmacists can substitute generics for prescribed branded drugs,

and patients can be encouraged through various incentives to buy generics. In

these circumstances, the price elasticity of demand for a branded drug increases

(in absolute value) and the affected producer responds by setting a lower price. Al-

though there are few empirical studies that explore these factors, the structure of

demand conditions for pharmaceuticals is clearly not a simple matter and depends

on the complex relationships among patients, physicians, and third-party payers.

Depending on the behavior of all of these parties, demand elasticity is determined,

and so then is the price set in the marketplace.

Before concluding this section, we note that insurance coverage for pre-

scription drugs has increased over time, so there is an increasing difference
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between patient cost and market price. Furthermore, there has been a general

shift from an overall deductible to a fixed co-payment, which means a richer in-

surance benefit structure for prescription drugs.40 These factors suggest that de-

mand conditions in pharmaceutical markets increasingly depend on the conduct

of managed care providers and other third-party payers. The prices that are set

depend largely on what commitments are made by these payers to offer drugs

to their subscribers.

Differential Pricing

Where price depends on demand conditions, and also where there are clear dis-

tinctions among types of buyer, we expect to find variation in the prices charged

to the buyers. The economist’s model of price discrimination offers a clear

description of this process and indicates that prices depend strongly on the rele-

vant price elasticity of demand. Where elasticity differs among classes of con-

sumers, final prices differ as well. There is considerable evidence that this pattern

is pervasive throughout the pharmaceutical industry. Pharmaceutical companies

establish a list price for each drug, but many (or most) sales are made by dis-

counting that price—and the discount can be substantial. A survey of drug prices

in one area found that the average price charged for a selection of well-known

products sold to hospitals was only 19 percent of that charged to a local phar-

macy.41 Since hospital demand for specific products is likely to be more elastic

than that of an individual pharmacy, which must stock a large number of prod-

ucts to fill individual prescriptions, hospital prices are expected to be much lower

than those charged to pharmacies. Where prices are demand-driven, differences

in demand elasticity are reflected in actual prices.

These discounts may also differ between individual and chain store phar-

macies, and between hospitals and HMOs. A critical fact about the pharmaceu-

tical industry is that there is no single price for an individual product even at a

specific point in time; the price depends on the demand conditions presented by

particular buyers.

When generic products enter the marketplace, they typically appeal more to

some buyers than to others. In particular, HMOs and hospital pharmacies are

likely to use generic products because they have the knowledge and expertise

required to evaluate them, in contrast to individual physicians. One expects there-

fore that generic rivals will make greater sales to some buyers than to others. That

being so, producers of brand products will respond to generic competition more

strongly in some market segments than in others. By setting much lower prices

where generic competition exists, but keeping prices at their original level or even

higher where generic competition is less important, the sellers of many branded
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products have been able to maintain a large proportion of their original sales with-

out depressing revenues excessively.

The evidence that major pharmaceutical firms have pursued this type of strat-

egy is that they have generally maintained market share following patent expira-

tion and generic entry. By the sixth year after patent expiration, average market

share for thirty-five products between 1984 and 1987 was fully 62 percent in phys-

ical units and 85 percent in dollar sales as compared to previous levels.42 The strat-

egy of charging a lower price where a firm faces strenuous competition but setting

a higher price where it does not has been used by many companies to maintain

sales and market share. Once again, buyers’ willingness-to-pay is the critical fac-

tor that determines pharmaceutical prices.

Approaches for Containing Pharmaceutical Costs

Although pharmaceutical companies have sought to maintain or expand revenues,

health care consumers, providers, and insurers have looked for methods to limit

drug expenditure. Here as elsewhere, buyers and sellers face opposing incentives.

Some buyers have sought to reduce the quantity of drugs consumed, but most

have looked for means to lower the price paid for a specific product or to redi-

rect the patient toward a lower-priced alternative. These methods can be divided

into those focused on consumer behavior, physician prescribing patterns, and man-

ufacturer actions. At this point, we review some measures that have been used.

Patient-Focused Measures

Consumer behavior can be altered through economic incentives or education.

Economic incentives typically mean cost sharing, through which patients bear

more of the financial consequences of their actions by paying a larger share of

drug costs. As the cost of drugs to the consumer increases, the quantity purchased

declines, with patients either going without the prescribed drug or shifting to less-

expensive alternatives such as generic products or over-the-counter options.

Cost sharing is sometimes criticized as being an overly blunt instrument, be-

cause it may discourage the use of necessary, as well as unnecessary, therapies.

The RAND Health Insurance Experiment examined the effect of cost sharing on

the consumption of prescribed drugs. Leibowitz and her colleagues reported that

pharmaceutical expenditures by individuals without cost sharing were as much as

60 percent higher than for those with cost sharing.43 The findings were similar for

patients at a large HMO, although the difference was smaller.44 A cost-sharing re-

quirement of $1.50 per prescription reduced the number of prescriptions filled
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by 10.7 percent; doubling the co-payment led to an additional 10.6 percent re-

duction in the number of filled prescriptions. Furthermore, the authors found that

consumers were more likely to reduce consumption of discretionary rather than

essential drugs in response to increased cost sharing. These findings are tempered,

though, by the observation that the cost per prescription rose in response to higher

cost sharing. This change may have occurred because consumers purchased a

greater quantity of drug per prescription, as their cost may have been related to

the prescription rather than the quantity of product actually purchased.45

An alternative to economic incentives in dealing with consumer behavior is

patient education. An example of this type of program is informing patients

that generic drugs are equivalent to brand products. Another is explaining to

patients that the extensive use of certain drugs, such as antibiotics, is unnecessary

and may even be harmful, thereby lowering the quantity purchased. Such pro-

grams can reduce consumer demand for specific products, but they are unlikely

to limit aggregate demand for pharmaceuticals to a substantial extent. Many

patients still expect a prescription at the conclusion of each physician visit, and

physicians respond accordingly.

Provider-Focused Measures

Despite the presence of consumer-oriented programs, most efforts at cost con-

tainment for pharmaceuticals are directed at those who make decisions on drug

therapy: the physician, the hospital, and the managed care provider. Because the

physician, particularly one in private practice, has few incentives to limit phar-

maceutical costs, physician-directed policies are not very different from those

aimed at consumers. When financial constraints are removed from the patient,

they are also removed from the physician.

However, physicians are also the subject of education programs that seek

to improve the quality of prescribing and reduce overall drug expenditures.

These programs are present especially in HMOs or other managed care pro-

grams, and they have great potential because the pace of new-drug introduction

is rapid and physicians have difficulty keeping abreast of new therapeutic options.

Without such programs, the primary means for the physician to learn about new

products is from pharmaceutical company marketing efforts, which are designed

to increase rather than reduce spending on pharmaceuticals.

Even if the physician has few incentives to restrain costs, this is not so for an

organization that actually pays for pharmaceuticals. Generic versions of drugs are

generally favored, and newer, more expensive drugs often discouraged.46 In ad-

dition, these payers may promote the shift of certain products to over-the-counter

status. These drugs can then be obtained without a visit to the physician’s office,
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and such products are typically not reimbursed. More important, hospitals,

HMOs, and government reimbursement plans have long adopted formularies de-

signed explicitly to restrict the drug choices available to physicians in order to

reduce costs. These lists of approved drugs depend in principle on the relative cost

and effectiveness of alternative products. Nearly all formulary programs permit

exceptions, but the burden of obtaining an exemption is often great enough to dis-

courage a physician from doing so unless he or she feels that a nonlisted drug is

absolutely necessary.47

Formularies, however, have the potential for increasing rather than decreas-

ing health care costs if they are so restrictive that patients are prescribed less ef-

fective drugs. Even an expensive drug is generally less costly than a physician visit

or hospital episode, so using a suboptimal drugs may be penny-wise but pound-

foolish. The question of whether or not a formulary lowers or raises drug or over-

all health care costs depends on the relative prices of the drugs included and

excluded from the formulary, the number of patients who use the more expensive

product when it is not necessary, and the treatment ramifications when patients

are switched to a less expensive drug but need the more expensive one. Sloan,

Gordon, and Cocks found that “limiting the number of drugs [through a formu-

lary] appears to have been a very good idea for gastrointestinal disease patients

and for those with asthma, but a bad one for coronary diseases [sic] patients.”48

In the latter case, total medical costs actually increased with the adoption of the

formulary. Other studies have also shown that Medicaid formularies are not ef-

fective in either lowering drug expenditures or reducing overall health care costs.49

Apparently, formularies have not been able to discourage consumption of expen-

sive drugs whose use is unnecessary, while allowing such use when appropriate.

Manufacturer-Focused Measures

A more direct approach to cost containment is exercising a payer’s monopsony

power to limit the price charged by a pharmaceutical manufacturer for its prod-

uct. These actions are frequently adopted by governments that provide coverage

for pharmaceuticals in their national program. Increasingly, foreign governments

or insurance funds have sought to reduce drug prices as a means of cost control.

In most countries, the question is not whether to fix prices, but how to do so,

and in particular how to set prices without removing the incentive to develop

new and improved pharmaceuticals. A typical response is to permit use of a prod-

uct and reimburse the cost in accordance with its relative therapeutic benefit.

Note that, ideally, this objective leads to the same price as that set in a competi-

tive market. Regulatory objectives are thereby similar to those enforced by com-

petitive markets.
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Australia has progressed further than other countries in attempting to calcu-

late the cost-effectiveness of new drugs and setting reimbursement prices accord-

ingly.50 Canada uses this model at the national level as well. Britain, on the other

hand, incorporates the profitability of the pharmaceutical company into its cal-

culation of the National Health Service price for new products.

Similarly, managed care programs in the United States frequently deter-

mine the prices they pay for pharmaceuticals purchased on behalf of their pa-

tients in accordance with the perceived value of the products. For this reason,

pharmaceutical manufacturers now give managed care plans studies of the cost

effectiveness of a new product. As a result of managed care purchasing power,

these organizations typically pay less for pharmaceuticals than do individual

patients.

Advertising is often suggested as a cause of rising pharmaceutical expendi-

ture. With the FDA’s relaxation of prohibitions against direct-to-consumer (DTC)

advertising, this particular marketing approach is ever more visible to the gen-

eral public. The criticism of DTC advertising is that it influences prescribing and

consumption decisions adversely, that is, against patient interests. Although the

FDA monitors advertising carefully to guard against unsubstantiated claims, it

has followed the guidance of the Federal Trade Commission in suggesting that

advertising is inherently biased in favor of the sponsor’s product (for any prod-

uct or service) and one should not expect any other behavior on the part of

advertisers. Firms are therefore permitted to present information that is favor-

able to their cause, and leave it to other producers to do the same for their com-

peting products. If there is a need for unbiased information on competing

products, it should be provided separately. In the field of pharmaceuticals, for

example, there are already a number of independent newsletters, some directed

to physicians and others to patients, comparing alternative therapies. The

potential of the World Wide Web to increase this sort of information is also

enormous.

The most serious question raised in any discussion of drug cost contain-

ment is whether success can be achieved without sacrificing the vitality and via-

bility of the industry, whose hallmark is large investment in R and D for new

products. If cost containment is pursued too severely, does it diminish the return

from innovation to an extent that lower spending levels on research and devel-

opment ensue? Or are returns already sufficiently high that little is lost? It is ob-

vious that some trade-off exists between cost containment and research spending,

but little is known about the terms of this trade-off and thereby little about how

much reduced spending on pharmaceutical R and D might result from particu-

lar cost-reducing strategies. More research is needed before we can reach a firm

conclusion on this matter.
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Conclusions and Directions for Future Research

Recent trends in pharmaceutical prices can be considered from various vantage

points. That the prices of the most advanced drugs have increased over time is

certainly correct, although this result turns largely on the increasing benefits of new

products. Furthermore, this result is especially applicable if a branded product is

considered to be different from and perhaps superior to a generic counterpart. On

the other hand, prices for products of the same quality have tended to decline over

time. Since inflation represents a price change for the same or a similar set of prod-

ucts, one cannot conclude from recent experience that we have seen pharma-

ceutical price inflation. What has occurred instead is that the price of newer

products, especially brand versions, has increased substantially, even while the

price of competing products and generic alternatives has declined.

Our picture of drug price control is a mixed one. The share of health ex-

penditures devoted to pharmaceuticals is relatively low, and there is a history of

moderate price increase, though with some acceleration in recent years. Fur-

thermore, there have been rapid changes recently in the market for drugs, with

increasing importance for provider-driven rather than patient-driven competition.

These changes have a growing impact on both the average rate of price increase

and the pattern of price dispersion for pharmaceuticals. The increased segmen-

tation of pharmaceutical markets on the basis of insurance coverage also means

that the average price level conveys less information about what is actually tak-

ing place. Traditional measures of price change are inadequate and tend to in-

flate the reported rate of increase; also, international comparisons yield

inconclusive results.

A critical policy issue for the cost of pharmaceuticals is whether uniform phar-

maceutical prices should be mandated according to the class of customer. If this

type of proposal were enacted, either through legislation or judicial decisions, pric-

ing practices would change sharply. Berndt has pointed out that under these con-

ditions the vigor of competition in many pharmaceutical markets would diminish

sharply, and we could expect higher overall prices.51 This type of policy change

would increase the cost of pharmaceuticals.

This overview of the major factors determining the cost of pharmaceuticals

illustrates three important areas where additional information would assist policy

analysts. The first is the need to understand better the relationship between drug

price and quality level. Preliminary data show that price is positively affected by

a drug’s therapeutic advance, but the extent of this relationship is not well stud-

ied. The question is especially important because of our present inability to ac-

count for quality improvement in measures of pharmaceutical price increase.
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Second, we know little about how the quality level of a drug is determined.

Until recently, the FDA assigned a three-level quality improvement score to each

drug for which marketing approval was sought. The designation was crude at best

and sometimes contradicted by the marketplace. However, the FDA currently does

not make even these designations, and there is no agreed-upon measure of the ex-

tent of therapeutic improvement in new drugs.

Third, we need better understanding of the degree of competition in phar-

maceutical markets. This factor is especially critical, for we are now observing

another wave of consolidation in the industry. Better understanding of the ap-

propriate breadth of a pharmaceutical market is needed. How much rivalry is

there within therapeutic categories (or across them)? Understanding how phar-

maceutical markets are structured and interact is essential to creating appropriate

public policy for this industry.
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I
n the first of a six-part series on the quality of health care that appeared in the

New England Journal of Medicine in 1996, David Blumenthal culled several defini-

tions to support his premise that medical outcomes are a critical component of qual-

ity.1 He noted that one of the earliest attempts to define quality had come from

the American Medical Association, which in the mid-1980s stated that high-quality

care was that “which consistently contributes to the improvement or maintenance

of quality and/or duration of life.”2 He went on to note that the Institute of Med-

icine had held in the 1990s that quality consists of the “degree to which health ser-

vices for individuals and populations increase the likelihood of desired health

outcomes.”3 Blumenthal contended that the most important new development in

our current understanding of medical outcomes was the recognition that it is pa-

tients who define which outcomes are most important and whether or not they have

been achieved. “Using psychometric techniques,” he argued, “researchers have de-

veloped better measures of patients’ evaluations of the results of care, thus allow-

ing patients’ views to be assessed with greater scientific accuracy.”4

Blumenthal’s emphasis on quality of life in the context of quality of care un-

derscored a body of research that grew rapidly through the 1990s. The tools for

quality-of-life measurement became more refined, allowing sophisticated analy-

sis of patients’ perceived outcomes in a variety of illnesses. Today, health-related

quality of life (HRQL) is studied in a variety of subjects throughout the stages

of life5 and in the community.6
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This work has largely been built on a stage set by Paul Ellwood in his 1988

Shattuck lecture,7 in which he advocated using a technology of patient experi-

ence, drawing on a common patient-understood language of health outcomes. He

proposed that “outcomes management would draw on four already rapidly ma-

turing techniques. First, it would place greater reliance on standards and guide-

lines that physicians can use in selecting appropriate interventions. Second, it

would routinely and systematically measure the functioning and well-being of pa-

tients, along with disease-specific clinical outcomes, at appropriate time intervals.

Third, it would pool clinical and outcome data on a massive scale. Fourth, it would

analyze and disseminate results from the segment of the data base most appro-

priate to the concerns of each decision maker.”

Later, Ellwood went on to say that “the centerpiece and unifying ingredient

of outcomes management is the tracking and measurement of function and well-

being or quality of life. Although this sounds like a hopelessly optimistic under-

taking, I believe that we already have the ability to obtain crucial, reliable data on

quality of life at minimal cost and inconvenience.”8

Ellwood’s support for the active inclusion of quality-of-life data as a key com-

ponent of outcomes management lends important support for the advancement

of this field; however, more than a decade later this form of outcome assessment

is still in its adolescence. Despite its appeal, quality-of-life data must be collected

prospectively and cannot be retrieved from the administrative databases that are

commonly used by health services researchers. During the past decade, patient-

rated assessments of HRQL have been included more frequently in research

and clinical settings, and we are now on the verge of seeing some results.

Definition, Conceptualization, and Measurement of
Quality of Life

Great energy has traditionally been expended by clinicians and other health care

professionals attempting to lengthen the duration of survival in patients with var-

ious chronic diseases.9 During the last few decades, dramatic advances in diag-

nosis, management, and overall understanding of the mechanisms of human

disease have refined the treatment approaches to many medical conditions such

that patients are now living longer with their disease. This is particularly true in

oncology, where some patients live for years after their initial diagnosis.10

Historically, evaluation of the success of medical therapies has focused on

specific clinical parameters and survival. However, the recent surge of interest in

patient-centered endpoints has generated great support for the medical-outcomes

movement. Not only clinicians but also payers and managers have become
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interested in assessing outcomes to begin to measure quality of care. Indeed, some

would argue that the thrust of the outcomes movement stems largely from out-

side the biomedical establishment, as clinicians are held ever more accountable to

external authorities. To understand better how medical outcomes fit into the

framework of health services research, it is necessary to focus on assessing quality

of care.

In the well-known Donabedian model,11 health care quality is examined in

three parts: structure, process, and outcomes of care.

Structure of care refers to how medical and other services are organized in a par-

ticular institution or delivery system. It may include such diverse variables as spe-

cialty mix in a multiphysician medical group, access to timely radiological files

in a hospital, availability of pharmacy services in a hospice program, or conve-

nience of parking at an outpatient surgery center. It may also involve as factors

nonmedical support services such as coordination of care, social work, home care,

daily assistance for the disabled, or clothing and housing for the socially disad-

vantaged.

Process of care refers to the content of the medical and psychological interac-

tions between patient and provider. It may include variables such as whether or

not a blood culture is ordered for a baby with a fever, the nature of the treat-

ment prescribed for a patient with abdominal pain, how much compassion a doc-

tor demonstrates when presenting a negative diagnosis with a patient, how many

times a psychologist interrupts a client during a session, or whether a nurse reg-

ularly turns a bedridden patient to prevent bedsores.

Outcomes of care refer to specific indicators of what happens to the patient once

care has been rendered. This may include clinical variables, such as blood sugar

level in a diabetic, blood pressure measurement in a hypertensive, abnormal chest

X ray during treatment for pneumonia, kidney function after transplantation, or

pain after treatment for cancer. It may also include complications of treatment,

such as bleeding after colonoscopic biopsy, allergic reaction to an antibiotic or in-

jection of iodinated contrast material, graft occlusion after cardiac bypass surgery,

infant mortality following emergency Cesarean delivery, or hospital death rate.

Outcomes of care may also include health-related quality of life, another vari-

able commonly studied in the field of medical outcomes research. The general

concept of quality of life encompasses a wide range of human experience: access

to the daily necessities of life such as food and shelter, intrapersonal and inter-

personal response to life events, and activities associated with professional fulfill-

ment and personal happiness.12 A subcomponent of overall quality of life relates

to health, so HRQL focuses on the patient’s own perception of health and the

ability to function as a result of health status or disease experience. The World

Health Organization defines health as a “state of complete physical, mental, and
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Source: Adapted from Patrick, D., and Bergner, M. “Measurement of Health Studies in the 1990s.”
Annual Review of Public Health, 1990, 11, p. 174.
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social well-being and not merely the absence of disease.”13 Since disease may

affect both quantity and quality of life, the various components of well-being must

be addressed when treating patients. In the Donabedian framework, health-related

quality of life is considered an important outcome variable. Figure 6.1 presents

a framework described by Patrick and Bergner for the theoretical relationships

among HRQL concepts, disease, the environment, and prognosis.14

Although quantity of life is relatively easy to assess (as survival or disease-free

interval, in days, months, years), measuring quality of life presents more challenges,

primarily because it is less familiar to most clinicians and researchers. Proper mea-

surement of such variables is often quite costly. To quantify what is essentially a

subjective or qualitative phenomenon, the principles of psychometric test theory

are applied.15 This discipline introduces the theoretical underpinning for the

science of survey research. Typically, HRQL data are collected with self-

administered questionnaires, called instruments. These instruments contain ques-

tions, or items, that are organized into scales. Each scale measures a different

aspect, or domain, of HRQL. Some scales comprise dozens of items, while oth-

ers may include only one or two items.

HRQL instruments may be general or disease-specific. General HRQL do-

mains address the essential or common components of overall well-being, while
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disease-specific domains focus on the impact of particular organic dysfunctions

that affect HRQL.16 Generic HRQL instruments typically address general health

perceptions; sense of overall well-being; and function in the physical, emotional,

and social domains. Disease-specific HRQL instruments focus on special or di-

rectly relevant domains, such as anxiety about cancer recurrence, dizziness from

antihypertensive medications, or suicidal thoughts during depression therapy.

Many HRQL instruments are available. There are psychologists, sociologists,

and statisticians who devote their entire professional careers to the activity of

developing and validating these instruments. At least one medical journal, Qual-

ity of Life Research, is dedicated exclusively to presenting this research. Hence, an

abundance of literature exists on general HRQL, and a significant body of work

has been published on HRQL in patients with various conditions.17

Approaches to Measuring HRQL

The Southwest Oncology Group (SWOG) has described six principles for HRQL

research in cancer clinical trials (though these principles can be applied to other

clinical or research settings). Here are their recommendations:18

Using the SWOG guidelines, one can confidently select a set of instruments

to assess HRQL in clinical trials involving longitudinal or cross-sectional studies

of patients with malignant or benign conditions. Resources are scarce in any clin-

ical trial, but this setting is always the best for outcomes measurement. Nonethe-

less, HRQL data collection is labor-intensive; hence, when planning clinical trial

budgets the investigator must be aware that including HRQL may be expensive.

The more instruments that are selected, the richer the potential database; how-

ever, it is important to remain parsimonious in instrument selection, choosing only

the relevant domains of HRQL.

Some single instruments are multidimensional, but the SWOG investigators

have proposed a “battery approach,” in which the various components of HRQL

are measured with different scales to ensure that each domain receives adequate
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attention. Ideally, the instruments should be self-administered by the patient,

independent of interviewers; at times, though, a patient may need assistance in

completing a questionnaire.

Self-assessment of HRQL frees patient responses from interviewer bias. Al-

though many instruments use visual analog scales, many quality-of-life researchers

believe that items with specific response sets from which to choose, such as Lik-

ert scales, produce more accurate information that is easier to interpret.19 Longer

instruments can provide greater precision, but they also increase the chance that

patients will tire of the exercise and not give reliable or valid answers. This is par-

ticularly true in the multicenter clinical trial setting. Hence, shorter instruments

are generally preferable when obtaining HRQL measurements under such cir-

cumstances. In general, it is easier and more efficient to use established instru-

ments that have already undergone psychometric validation.

HRQL data collected using published instruments allow the researcher to

compare the study results to data from other samples or diverse populations with

various chronic diseases. Nevertheless, sometimes it is necessary to develop new

questionnaire items to ensure that a particular concept is adequately evaluated.

Under such circumstances, new scales can be tested for reliability and validity dur-

ing the course of data collection.

Psychometric Validation of HRQL Instruments

Developing and validating new instruments and scales is a long and arduous

process. It is not undertaken lightly. Simply drawing up a list of questions that

seem appropriate is fraught with potential traps and pitfalls. Two important char-

acteristics to assess in new instruments are reliability and validity. Reliability is the

term used to indicate that a test instrument measures the same thing on repeated

testing. Validity indicates the extent to which the instrument measures what it is

intended to measure. Validity is complex and may be estimated by criterion va-

lidity (in which the test instrument is compared to a “gold standard” measure) or

by construct validity (through which components of the test instrument are highly

correlated with other instruments that measure similar content areas). Reliabil-

ity and validity should be established before using an instrument; therefore it is

preferable to use established HRQL instruments if they are available and con-

ceptually appropriate.

When scales and instruments are developed, they are first pilot tested to en-

sure that the target population can understand and complete them with ease. Pilot

testing reveals problems that might otherwise go unrecognized by researchers. For

example, many terms that are commonly used by medical professionals are poorly

understood by patients. This may result in missing data if patients leave questions
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blank. Furthermore, since older patients may have poor eyesight, pilot testing in

this group often identifies easily corrected visual barriers such as type size and page

layout. In addition, self-administered instruments with complicated skip patterns

(“If you answered yes to item 16b, continue with item 16c; if you answered no

to item 16b, skip to item 19a”) may be too confusing for even the most competent

patients to follow. This, too, can result in missing data and introduce difficulties in

the analysis. Pilot testing is a necessary and valuable part of instrument develop-

ment. It serves as a reality check for scale developers.

Caveats on Collecting HRQL Data

Once an instrument is thoroughly pilot tested and found to be reliable and valid,

it must be administered in a manner that minimizes bias. Quality-of-life data can-

not and should not be collected from patients directly by the treating health care

provider. Patients often favor socially desirable responses under such circum-

stances.20 This introduces measurement error. No matter how objective the treat-

ing clinician may claim to be, it is impossible for him or her to collect objective

and unbiased outcome data through direct questioning. Variations in phrasing, in-

flection, eye contact, rapport, mood, and other factors are difficult or impossible

to eliminate. Data must be gathered by disinterested third parties using established

psychometric scales and instruments.

Future Directions in Applying HRQL Assessment

There is a need for basic descriptive information on the HRQL of differing pa-

tient groups, simply from an epidemiological perspective. Characterizing the

fundamental elements of HRQL for these individuals requires studying their

health perceptions and how their daily activities are affected by their general health

and their specific illness. Physical and emotional well-being form the cornerstone

of this approach, but research must also extend to issues such as eating and sleep-

ing habits, anxiety and fatigue, depression, rapport with the clinician, presence of

a spouse or partner, and social interactions. Characterization of all domains must

address not only the actual functions but also the relative importance of these is-

sues to patients.

Beyond the descriptive analysis, HRQL outcomes must be compared in pa-

tients undergoing different types of therapy for the same condition. From the per-

spective of health policy, both general and disease-specific HRQL should be

measured to facilitate comparison among common diseases or conditions. HRQL

outcomes may also be correlated with medical variables such as co-morbidity;
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or sociodemographic variables such as age, race, gender, education, income, in-

surance status, geographic region, and access to health care. In this context, HRQL

may be linked with many factors other than the traditional medical ones.

Research initiatives must rely on using established HRQL instruments with

accepted psychometric characteristics, and independent data collection proce-

dures. The basic science of measurement of HRQL is now well established21 and

is being widely adopted. However, integration of HRQL among other health ser-

vices outcomes is still in its infancy. Indeed, the potential value of these methods

in health management organizations has yet to be fully realized. This affords a

unique opportunity for simultaneous, coordinated introduction of such measure-

ment techniques in both the clinical and administrative spheres.

Quality-Adjusted Life Years

One popular technique used to evaluate new or established therapies is cost-

effectiveness analysis. It is performed by developing a probability model of the

possible medical outcomes of interventions for a given condition. For each out-

come in the model, expenses are identified and the results are compared, typically

as cost per year of life saved.22 Years of life saved, or life-years, are calculated

for a population, not for individuals.23

For example, if one treatment produces on average six years of survival with

HRQL at a low level, and an alternative treatment produces on average three years

of survival with HRQL at a relatively high level, then the duration of survival must

be adjusted for these differences before the two treatments can be compared.

Hence, before the final analysis, life-years are adjusted for HRQL to account

for whatever health states may result from various treatments. These are called

quality-adjusted life years (QALYs). That is, one patient who survives a given

disease for ten years with 50 percent impairment in HRQL (scoring 50 of 100 po-

tential points on an HRQL scale) would be said to have gained 5.0 QALYs; an-

other patient who survives for only eight years but experiences just 20 percent

impairment in HRQL (scoring 80 of 100 points on the HRQL scale) would be

said to have gained 6.4 QALYs. Using QALYs, investigators can incorporate qual-

ity and quantity of life into the same equation. By using QALYs, researchers

recognize that a year of time spent in one health state is not necessarily equiva-

lent to the same year spent in another health state. Because medical treatments

for the same illness may produce various health states, it is important to adjust for

these differences.

The primary appeal of these approaches to summarizing the quality of var-

ious health states is their simplicity. By using QALYs, clinicians, managers, pay-

ers, and investigators can compare outcomes and health services utilization among
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individuals or populations with a uniform unit of measurement that is easily quan-

tified. However, these approaches raise important ethical concerns for the physi-

cian providing care to an individual patient.24 Although a wide range of variables

contribute to the physician’s recommendations for treatment (or no treatment),

there is nothing more relevant to decision making than the patient’s own assess-

ment of quality of life. Even if a treatment may be life saving, ethical principles

suggest that the patient’s preference regarding treatment must be respected. If the

patient feels that his or her quality of life is so poor that no treatment would make

it better, then we must respect the patient’s wishes.

Feedback to Patients

To give better information to patients facing such decisions, it is important to have

HRQL outcome data on individual treatments to facilitate clinical decision mak-

ing. Specific examples of currently available information include the finding that

HRQL is better when chemotherapy is given continuously rather than intermit-

tently in women with advanced breast cancer,25 or that the HRQL of women

receiving breast conservation treatment is no different than for women undergo-

ing mastectomy.26 In addition, new information has recently become available

to understand HRQL in men treated for localized prostate cancer.27 However,

there are limited data of this type. We need to expand our database on HRQL

outcomes to improve information for managers, payers, health care executives,

and policy makers involved in the process of distributing limited health care re-

sources, as well as to physicians and patients involved in clinical decision making.

Contributions from the Literature

In this section, we review seminal research in health services where HRQL meth-

ods were developed or incorporated as important outcomes. Although this section

is not exhaustive, we present an historical framework for research in this area.

Alameda County Human Population Laboratory Studies

Three decades ago, Lester Breslow and colleagues recruited a probability sample

of adults from Alameda County, California, to examine the health status and well-

being of a community. This research program conceptualized health in broader

terms than the traditional categories of disability and disease. Their work drew

heavily on the World Health Organization (WHO) definition of health to guide

their assessment of the population, focusing on the physical, emotional, and social
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dimensions of well-being.28 Although they examined some social indicators (such

as employment, income, and marital status) in their study sample, the focus of their

work was on the self-reported evaluation of the three dimensions of well-being

(physical, mental, and social) identified in the WHO definition of health. The mea-

surement methods available at the time were less developed psychometrically than

now, but the investigators consistently demonstrated the reliability and validity of

their self-report surveys29 and were able to evaluate these three dimensions

of health. They established the feasibility of asking people about their HRQL and

demonstrated equal response rates to personal interview, telephone, and mailed

questionnaires as strategies for data collection. Further, they showed that data from

the three administration strategies were nearly interchangeable.

In addition to the conceptually and methodologically pioneering work of this

group, this research program made several critical observations:

• Those who were employed were healthier than those who were out of work or

retired.30

• Separated persons were less healthy than those in other marital-status groups.31

• There is a positive association between physical health status and mental health

status, independent of sex, age, or income adequacy.32

• There is a positive association between socioeconomic status and mental

health.33

• Certain common health habits (hours of sleep, exercise, abstention from al-

cohol and tobacco, and so on) are positively related to physical health sta-

tus,34 and these personal health habits are inversely related to subsequent

mortality35 and disability.36

The RAND Health Insurance Experiment

The RAND Health Insurance Experiment (HIE) was one of the first large health

services research intervention trials. It was conceived in the early 1970s at a time

when there was considerable discussion about national health insurance re-

form and new approaches to limiting the rapidly expanding health care bud-

get.37 The HIE randomly assigned 2,005 families (3,958 individuals between

fourteen and sixty-one years of age) to health insurance plans that provided free

care, varying degrees of co-payment, or care through a health maintenance

organization.38 In addition to examining the cost of care and utilization of

services, this comprehensively designed study looked at a number of important

health outcomes, including physiological measures (for example, blood pressure,

far vision), health habits (smoking, weight, cholesterol level), and self-reported

measures of health status (physical functioning, role functioning, mental health,
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social contacts, health perceptions). The requirement for reliable and valid mea-

sures of health status in the RAND HIE led to one of the most extensive ex-

plorations of the conceptualization of health and the methodologies required for

measuring HRQL.

Although it is not possible in this chapter to examine all of the advances in mea-

surement of HRQL that were developed as part of the RAND HIE, a few key con-

cepts and measures should be described. The methodological aspects of this work

were spearheaded by John E. Ware, Jr., and are best captured in a paper published

in 1984.39 Ware noted that the “attention of society, government and health care

providers has broadened beyond survival and biomedical status into the areas of be-

havioral and psychosocial outcomes. There also seems to be a shift in the objectives

of health care toward more socially relevant health and quality-of-life outcomes and

increased awareness of the interest in the psychological and economic costs of

disease and disability.”40 He also noted the methodological advances that made it

possible to have patients evaluate these matters through self-report measures.

Ware carefully clarifies that “quality of life encompasses personal health

status and other factors such as family life, finances, housing and jobs,” such as-

pects being the content of much of the social indicators research movement; how-

ever, not all of these factors are expected to be influenced by the health care

system.41 Therefore, he suggests that it is more important to consider the concept

of health status as separate from the larger arena of quality of life, with health

representing proper functioning and well-being (hearkening back to the WHO de-

finition of health).42 In this explication of a framework for measurement of health-

related quality of life, Ware identifies the dimensions seen in Figure 6.2: the disease,

personal functioning, psychological distress and well-being, general health per-

ceptions, and social and role functioning.43

Using this framework, the RAND investigators developed a number of large

questionnaire batteries to examine each dimension of HRQL. These question-

naires were developed specifically for the HIE, were tested and validated as part

of the HIE, and were then used as critical outcome measures. Detailed descrip-

tions of these measures are available as separate reports prepared through the

RAND Corporation, and also through many publications.

One of the most widely used measures is the Mental Health Inventory (MHI),

described by Veit and Ware in 1983.44 In contrast to existing psychological

measures designed to diagnose mental illness, the MHI was developed to look at

psychological distress and well-being in the general population. Ware and asso-

ciates drew heavily on existing measures of well-being in developing the MHI.

However, they performed much additional work to conceptualize the issues of im-

portance to this domain of HRQL and were careful to separate mental health

from physical health. What resulted was a 38-item index of mental health that
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could be separated into two main constructs: (1) psychological distress (anxiety, de-

pression, loss of behavioral or emotional control) and (2) psychological well-being

(general positive affect, emotional ties). Elegant psychometric evaluation of this

measure was completed as part of the HIE.45

There are many important legacies from the RAND Health Insurance Ex-

periment. From the point of view of quality-of-life research, conceptualizing

HRQL as a key outcome of health care is critical. In addition, the HIE developed

many reliable and valid tools for measuring the dimensions of health-related qual-

ity of life. However, in addition to the tools themselves, data from this study also

constitute important reference points for the relative value of specific changes in

scores. That is to say, what does a change in quality-of-life score mean? Data on

life events captured in the RAND HIE in relation to change scores for the mea-

sures of health-related quality of life provide intervention-based validity for the

quality-of-life scores. The reader is referred to a review by Testa and Nackley46

for an excellent discussion of this issue.

The Medical Outcomes Study

The Medical Outcomes Study (MOS) is another example of a major health ser-

vices research study that in its design and conceptualization included health-related

quality of life as a key outcome of care47 (see Table 6.1). Many of the key

Source: Adapted from Ware, J. E., Jr. “Conceptualizing Disease Impact and Treatment Outcomes.”
Cancer, 1984, 53 Supplement, p. 2317.

Disease

Personal functioning

Psychological distress/Well-being

General health perceptions

Social role functioning

FIGURE 6.2. FRAMEWORK FOR MEASURING HEALTH STATUS.
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System Characteristics
Organization
Specialty mix
Financial incentives
Workload
Access and convenience

Provider Characteristics
Age
Gender
Specialty training
Economic incentives
Beliefs and attitudes
Preferences
Job satisfaction

Patient Characteristics
Age
Gender
Diagnosis or condition
Severity
Co-morbid conditions
Health habits
Beliefs and attitudes
Preferences

Technical Style
Visits
Medications
Referrals
Test ordering
Hospitalizations
Expenditures
Continuity of care
Coordination

Interpersonal Style
Interpersonal manner
Patient participation
Counseling
Communication level

Clinical End Points
Symptoms and signs
Laboratory values
Death

Functional Status
Physical
Mental
Social
Role

General Well-Being
Health perceptions
Energy and fatigue
Pain
Life satisfaction

Satisfaction with Care
Access
Convenience
Financial coverage
Quality
General

Source: Adapted from Tarlov, A. R., and others. “The Medical Outcomes Study: An Application of Meth-
ods for Monitoring the Results of Medical Care.” Journal of the American Medical Association, 1989, 262,
p. 926.

TABLE 6.1. CONCEPTUAL FRAMEWORK FOR THE MEDICAL
OUTCOMES STUDY.

Structure of Care Process of Care Outcomes

investigators for this study had been involved in the RAND HIE. Again, Ware and

colleagues at RAND were central figures in developing the health outcome mea-

sures for the MOS. Thus, it is not surprising that the measures of functional sta-

tus, health, and well-being draw heavily on the prior measures developed for the

Health Insurance Experiment.48

The self-report measures of HRQL used in the MOS were quite lengthy.49

However, one of the major methodological advances from this project was the

realization that shorter measures might be as effective as the lengthier measures

traditionally used in this type of research. Longer measures lead to added preci-

sion, but they also increase the burden on the respondent and the likelihood of

missing data. Furthermore, they are too cumbersome for most clinical settings. An

additional conceptual breakthrough was developing a generic HRQL tool that

could facilitate comparing common diseases across specific dimensions of HRQL.
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Noteworthy results from this research include development of the MOS short

form, first published as a 20-item questionnaire50 and later an expanded version

known as the MOS Short Form 36 or the RAND 36-Item Health Survey 1.0.51

The short forms of the MOS instruments are being widely used in a variety of re-

search and clinical settings to examine health outcomes of care.52 Furthermore,

these measures are being translated for use in multinational studies as well as na-

tional studies that include diverse populations.53

Although very promising, there are limitations to using the MOS in quality-

of-life research, because of the multiple scale or dimension scores, rather than a

global score. Work is ongoing to address this issue.54 In recent years, the goal of

parsimony in instrument selection has generated interest in an even shorter form

of the MOS instrument, known as the SF-12.55 This 12-item questionnaire sum-

marizes HRQL in two domains: the mental component summary and the physi-

cal component summary. Although there is some sacrifice in richness of the data,

the shorter version has useful summary scales and obviates the need to present

HRQL in the eight separate domains of the SF-36. When selecting HRQL in-

struments, investigators are well-advised to consult http://www.qlmed.org, an out-

standing source of information on new and existing HRQL measurement tools

for a variety of clinical conditions. In addition, investigators are directed to the

work of M. Staquet and colleagues, who recently proposed uniform guidelines for

the reporting of HRQL data from clinical trials.56

Efficacy Studies

Quality of life has long been an implied outcome of treatment for a variety of

common, chronic medical conditions. For a disease such as rheumatoid arthritis,

the subjective assessment of response to anti-inflammatory agents (pain relief, in-

creased mobility) has been critical in evaluating new treatments.57 In the case of

antihypertensive treatments, side effects from medication may interfere with com-

pliance and affect successful control of this clinically silent condition.58 Cancer

treatments are another area where quality-of-life outcomes are salient.59

Randomized clinical trials of treatment efficacy are the most compelling stud-

ies in which quality-of-life measures have been used. The studies that have been

most successful included adequate resources to collect extensive quality-of-life data,

and they used a comprehensive battery of instruments. Recently, there has been

a move toward more abbreviated quality-of-life outcome measures for integration

into large multicenter trials.60 In these situations, the burden on respondents and

staff is an important consideration. It is hoped that these shorter forms will be

equally sensitive to measuring difference in quality-of-life outcomes. Many stud-

ies are under way currently, and results should be forthcoming in the next few years.
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Two examples of the use of quality-of-life measures in efficacy studies illus-

trate the added value of this outcome to standard endpoints. In 1986, Bombardier

and colleagues reported on the results of a randomized, double-blind, multicen-

ter trial in which auranofin (an oral gold salt preparation) was compared to

placebo in patients with classic or definite rheumatoid arthritis.61 Treatment

was administered over a six-month period during which there was serial evalua-

tion of traditional clinical endpoints (number of tender and swollen joints, grip

strength, fifty-foot walk time, duration of morning stiffness) along with adminis-

tration of an extensive battery of questionnaires designed to assess HRQL (func-

tion, pain, global impression, utility, depression, health perception). This trial

demonstrated that auranofin therapy was superior to placebo using standard clin-

ical measures, which was confirmed by similar results among the array of HRQL

measures. The authors comment that although objective clinical benefits were

modest in the auranofin treated group (for instance, reduction in the number of

tender and swollen joints), there were meaningful improvements in patients’

performance and other outcomes valued in daily life as measured by the HRQL

assessments.62

This was an important study from the perspective of HRQL assessment, since

a variety of independent instruments were used to measure the components of

HRQL. For example, three instruments were used to assess functional status. Al-

though each measure had a slightly different emphasis, the direction of change

on each instrument and the comparative results in the two treatment groups were

similar. Further evaluation is necessary to determine which instruments are most

sensitive in detecting treatment effects.63

In 1986, Croog and colleagues64 reported the results of a randomized trial

that was designed specifically to address the impact of antihypertensive therapy

on quality of life. In the opening paragraph of their paper, the authors say that

“physicians who are successful in controlling blood pressure may be unaware of

the negative effect that antihypertensive drugs can have on the quality of life on the

physical state, emotional well-being, sexual and social functioning, and cognitive

acuity of their patients.”65 Furthermore, they note that patients may believe that

the side effects of antihypertensive medications are so serious that they become

noncompliant, with resulting lack of therapeutic efficacy.66

In this multicenter, randomized, double-blind clinical trial, men with mild to

moderate essential hypertension were evaluated for the effects of captopril, methyl-

dopa, and propranolol on the quality of life and control of blood pressure. Since

all three drugs had been shown to be effective in controlling hypertension, the

major question of interest was related to their effects on HRQL. An important

additional goal was to evaluate selected measures for their ability to discriminate

the effects of the three medications on the HRQL of patients with hypertension.
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In this study, HRQL was defined conceptually in five domains: sense of well-being

and satisfaction with life, physical state, emotional state, intellectual functioning,

and ability to perform in social roles and the degree of satisfaction from these

roles.67 An extensive battery of previously validated measures, as well as some

newly created scales, were administered to patients by trained interviewers at a

baseline assessment and twenty-four weeks later.

A number of changes in HRQL were observed within each group at twenty-

four weeks. Patients treated with captopril had significant improvement in general

well-being (anxiety, positive well-being, and vitality), as well as improvement in

work performance and in cognitive functioning,68 with other HRQL scales re-

maining unchanged. In contrast, patients receiving methyldopa showed no sig-

nificant improvement except in cognitive functioning, and they had significant

worsening in measures of depression, work performance, sexual dysfunction, phys-

ical symptoms, and life satisfaction.69 Patients receiving propanolol in this study

experienced improvement in cognitive functioning and social participation but ex-

perienced increased sexual dysfunction and physical symptoms.70

The degree of change between treatment groups was compared using multi-

variate analysis. This evaluation revealed significant differences between the cap-

topril and methyldopa groups, and the captopril and propanolol groups, but not

between the methyldopa and propanolol groups.71 The authors observed that

there was significantly more worsening or no change in general well-being, phys-

ical symptoms, and sexual dysfunction for those patients taking methyldopa or

propanolol as compared to patients receiving captopril.72

The large sample sizes in this trial allowed detection of very small but sig-

nificant changes in HRQL, as evaluated by a wide range of measures. Are these

differences clinically relevant? The authors support the clinical importance of their

findings with two comments. Most of the patients who withdrew from the trial be-

fore the second HRQL assessment did so because of adverse effects on HRQL

(determined through an exit interview). Secondly, other studies have indicated that

even a change of 0.15 SD on scales similar to those used in this study were asso-

ciated with being laid off or fired from a job, or were predictive of using mental

health services.73 Thus, although the effect size detected in these studies was rel-

atively small, it was related to clinically meaningful events and could thus be in-

terpreted as showing an important change in quality of life.

Perhaps the most important aspect of this study was the observation that dif-

ferent antihypertensive medications vary in their impact on a number of aspects

of HRQL, and that this effect can be successfully evaluated through using cur-

rently available psychosocial measures.74 The rigorous design of the study, as well

as use of standardized measures, should encourage similar evaluation of other
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cardiovascular drugs that may have differing effects on HRQL but similar patterns

of efficacy. Beyond the research applications of HRQL assessment, the HRQL

profile of various antihypertensive medications may be useful for the practicing

clinician to individualize therapy and promote optimal adherence to the recom-

mended regimen.

These two examples demonstrate the importance of evaluating quality-of-life

endpoints in efficacy studies because they amount to an additional outcome that

includes the patient perspective. This is most important in therapeutic situa-

tions where the toxicity of treatment is high and the benefits may be few. Quality-

of-life assessment has been widely adopted by the pharmaceutical industry as a

component of the drug approval process.75 These assessments are also an ex-

panding part of large clinical treatment trials for patients with cancer and AIDS.

We are still in the early phases of experience with HRQL as an outcome in such

large-scale and long-term trials.

Effectiveness Research

The newest aspect of health services research is in the area of effectiveness. Cer-

tain clinical topics do not lend themselves to randomized clinical trials because of

ethical concerns, inability to control adequately for contravening factors, and var-

ious other reasons. In these clinical areas, consensus has arisen that descriptive

studies are most appropriate to improve our understanding. These studies pri-

marily address effectiveness. In contrast to controlled clinical trials that examine

efficacy, effectiveness research studies the outcomes of treatment as they are ac-

tually practiced in clinical settings. To this end, in the 1990s the Agency for Health

Care Policy and Research (now known as the Agency for Healthcare Research

and Quality) funded a number of patient outcome research teams (PORT) to

investigate common medical treatments and procedures.76 Although this research

effort has emphasized literature review of efficacy studies, as well as examina-

tion of practice variations using administrative databases, it has also been an op-

portunity to collect quality-of-life outcome data from patients undergoing various

procedures. The PORTs have not conducted clinical trials; hence their primary

contribution has been in shaping the clinical effectiveness and outcomes literature.

In the future, we can expect valuable HRQL data from this research.77

Future Research and Policy Issues

A great deal of work remains in order to operationalize research in outcomes and

HRQL to inform health policy in the United States.
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Incorporating HRQL Endpoints

How can HRQL endpoints be effectively incorporated in research, clinical care,

and policy decisions?

Several workshops among health services researchers78 sponsored through

the NIH and NCI79 have emphasized the need for incorporating HRQL end-

points into research and clinical care settings. The technologies, although not

yet perfect, are much more accessible and feasible than just a short time ago.

Scannable, user-friendly instruments are available, and normative databases are

being developed rapidly. Health care consumers and providers would like access

to such information.

As has been emphasized by several prominent health services researchers,80

it is the patient outcome that must drive our policy decisions. Prolonged survival

with poor quality of life may not be desirable to patients. Consumers are anxious

to have information about the HRQL impact of new treatments. If there is un-

certainty about the efficacy or effectiveness of a treatment or choices among treat-

ments, then HRQL endpoints will take on paramount importance.

Only through a concerted effort to collect primary HRQL data can this out-

come be considered as a primary endpoint. All studies of efficacy and effective-

ness must include patient-rated measures of HRQL whenever there is a potential

quality-of-life question. Common core measures should be shared across studies

so that relevant comparisons can be made. However, we must not fail to ask crit-

ical questions related to new therapies, to better understand their relevance to pa-

tients. For enough data to materialize, these measures of HRQL must be

considered routine and not exceptional. The additional costs of data collection

should be borne by funding agencies, insurers, and providers so that the value of

new tests or procedures can be fully evaluated.

HRQL Endpoints and Changing Health Policy

Are HRQL endpoints sufficient to force a change in health policy?

In asking whether HRQL outcomes are sufficient to force changes in health pol-

icy, we must consider the reliability and validity of currently available HRQL tools.

In addition, we must ask whether statistically significant changes in evaluating

HRQL are clinically significant. To obtain more precise evaluation of the quality of

our tools, it is necessary to reference or calibrate our HRQL instruments against

known outcomes of clinical importance to patients, purchasers of health care,

and health care providers. For this work to proceed, we must invest in collecting im-

portant clinical information along with our HRQL data. Research in HRQL needs

to be supported to extrapolate effectively from the HRQL endpoint to decisions
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on public health policy. Short-term management applications include using HRQL

endpoints and other outcomes and effectiveness research as critical measures in the

quality assurance (QA) arena.

Advancing the HRQL Research Agenda

As Andersen, Davidson, and Ganz81 have recently described, “There are symbi-

otic relationships between Health Services Research (HSR) and Quality of Life

(QOL) studies.” First, the HSR paradigm gives guidance for including structure

and process in designing QOL studies. HSR suggests what leads to QOL im-

provement. It supplies ways to conceptualize, and relates the many important forces

that contribute to, QOL in addition to specific clinical interventions. Second, QOL

is an important outcome in the HSR paradigm. Early studies in HSR did not focus

primarily on QOL as an outcome indicator. Health service utilization was inves-

tigated as a means to improve access to care and change the organization and de-

livery of care, rather than as a direct vehicle to enhance health status and QOL.

Quality of life, however, is a key outcome in the emerging model of HSR.82

Until recently, and with the exception of a few studies already cited, HRQL

has been included infrequently in traditional health services research. The expan-

sion and development of HRQL measurement has emerged primarily from clini-

cal research. What is needed urgently is careful and appropriate inclusion of HRQL

outcomes in traditional health services research. Similarly, researchers in clinical

settings who are measuring HRQL should account for the structure and process of

care in designing their research and data collection. As suggested by Andersen and

colleagues,83 “This era of health care reform calls for a paradigm shift, away from

the heroic and costly therapeutic measures that extend the quantity of life, to a pa-

tient or consumer-focused approach aimed at health promotion and disease pre-

vention, using QOL measures as the ultimate criteria for success.” As indicated

throughout this chapter, the potential for accomplishing this goal is on the horizon.
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T
he fundamental goal of the U.S. health care system is to provide the mix of

health services that optimizes the overall health of the population. The key

to achieving this goal is to ensure that we continuously strive to improve the qual-

ity of health services. The Institute of Medicine has defined quality of care as

“the degree to which health services for individuals and populations increase

the likelihood of desired health outcomes and are consistent with current pro-

fessional knowledge.”1

The main purpose of this chapter is to review various methods for assess-

ing quality of care and to summarize some of what is known about the current

level of quality in the United States. We begin by considering criteria for se-

lecting topics for quality assessment. Next, we present a conceptual framework

useful for organizing evaluation of quality. The definitions, methods, and state

of the art in assessing the structure, process, and outcomes of care are then

discussed.

The bottom line to this chapter is that scientifically sound methods exist for

assessing quality and that they must be employed systematically in the future

to guard against deterioration in quality that might otherwise occur as an un-

intended result of organizational and financial changes in the health services

system.

CHAPTER SEVEN

EVALUATING THE QUALITY OF CARE

Elizabeth A. McGlynn and Robert H. Brook
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Selecting Topics for Quality Assessment

It is neither feasible nor desirable to examine everything that occurs in the health

care system. Quality assessment or monitoring is conducted by selectively exam-

ining dimensions of the health delivery system. There are two possible approaches

to selecting topics in order to understand performance quality. The first approach

is to examine the health services delivery system without reference to specific clin-

ical problems or treatments. Much of the work that is being done by health plans

and hospitals to improve quality (for example, total quality management, con-

tinuous quality improvement) examines systems issues. An example of this ap-

proach is looking at the timeliness with which laboratory test results are received

by the physician who ordered the tests.

The second approach is to examine quality from a clinical perspective, fo-

cusing on specific health conditions or services and evaluating care delivered to

the population of individuals who have those health problems or who require par-

ticular services. An example of this approach is examining compliance with spe-

cific standards of care, such as whether the appropriate medication is used at

the right dosage to treat a person with hypertension. In addition, quality can be

assessed by a single entity with the intention of improving its own quality (inter-

nal quality assessment), or quality can be compared among several similar enti-

ties and the information made available for decision making (external quality

assessment). This chapter focuses more on the clinical approach than the systems

approach and on external assessments more often than internal assessments. These

biases reflect the authors’ belief that future public expenditures on quality meth-

ods should be targeted in these two areas.

Criteria for Selecting Quality Assessment Areas

The clinical approach to external quality monitoring begins with selecting the

health conditions or problems to be included. From the work of the HMO Qual-

ity of Care Consortium,2 five criteria for selecting conditions are recommended:

1. The condition is highly prevalent or has a significant effect on mortality

and morbidity in the population.

2. There is reasonable scientific evidence that efficacious or effective inter-

ventions exist to prevent a disease from developing (primary prevention); to identify

and treat the disease at an early stage (secondary prevention); or to reduce impair-

ment, disability, and suffering associated with having an illness (tertiary prevention).
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3. Improving the quality of service delivery enhances the health of the

population.

4. The recommended interventions are cost-effective.

5. The recommended interventions can be significantly influenced by health

plans or providers.

The first criterion emphasizes that quality assessment should focus on those

conditions that seriously threaten the health and well-being of the population,

as opposed to conditions without serious consequences. From a logistical view-

point, focusing on conditions that are highly prevalent increases the likelihood of

identifying a sufficient number of cases for review so that there is adequate sta-

tistical power to draw conclusions.

The second criterion underscores the idea that health plans and providers

should be held accountable only for those interventions that are supported by sci-

entific studies or formal professional consensus. The health care system should not

be encouraged to deliver care of uncertain benefit, and systems that have not em-

braced unproven practices should not be penalized. Many health services that are

provided in this country do not meet these standards; some services may never be

subjected to the rigorous evaluation of a randomized trial because of concerns

about the ethics of withholding treatment (as would be necessary for a no-

treatment control group) or offering a treatment that is believed to be less desir-

able (as would be necessary to test competing treatments). For these areas,

we should rely on studies with less rigorous designs or on consensus opinion.

Figure 7.1 shows the distribution of evidence for some common surgical proce-

dures and one medical condition. Among articles that were included in several

systematic reviews of the literature, randomized controlled trials represented only

a small fraction (4–11 percent) of the available literature.3 As scientific knowledge

expands, so too will the capacity for scientifically based quality monitoring.

The third criterion suggests quality assessment should target those interven-

tions that have a significant positive impact on the health of the population.

This recognizes that one of the potential effects of quality monitoring is to shift

health plan resource allocation or physician practice choices to areas that are being

evaluated, as opposed to areas that are not subject to assessment. This should only

occur among services for which improved quality makes a positive contribution

to the overall health of the population, rather than focusing on improving services

that produce only a negligible improvement in health. The greatest potential for

improving health occurs with interventions that are highly efficacious or effec-

tive and that are frequently underused or misused.

The fourth criterion acknowledges that there are limited resources available

for health care today; as a result, cost must be taken into account in selecting areas
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for quality assessment. There is limited information available in the literature on

the cost-effectiveness of various interventions, but the criterion remains important

as a framework for evaluating potential assessment areas. Within a clinical area,

there may be several possible ways of evaluating quality. Among those for which

positive health benefits can be shown, one should also consider whether there are

differences among the interventions being evaluated in the cost-effectiveness

of achieving the health benefit. If significant differences exist, the more cost-

effective intervention is the preferable choice for measurement.

The final criterion affirms that only those interventions that can be signifi-

cantly influenced by health plans or providers should be included. Many primary

prevention campaigns (for example, seat belt use) have been most effective in a

public health context rather than private. Initial survival after a myocardial in-

farction may be more a function of the adequacy of the trauma system in a geo-

graphic area than the quality of medical care; after admission, the focal point

of responsibility shifts more clearly from the trauma system to the health plan,
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hospital, or provider. Some interventions may be highly dependent on patient com-

pliance, and this may be difficult to achieve or may vary depending on the char-

acteristics of the enrolled population. For example, return to work after a back

injury may be more dependent on workers compensation benefits than the qual-

ity of care provided.

When we used these criteria with the HMO Quality of Care Consortium to

select potential areas for quality-of-care assessment in managed care, we identi-

fied thirteen conditions for which measures might be developed.4 The condi-

tions are shown in Table 7.1. Since that time, the National Committee for Quality

Assurance (NCQA) has introduced and refined a set of quality measures for man-

TABLE 7.1. EXAMPLE OF QUALITY MEASUREMENT PRIORITIES.

Quality Area from
HMO Consortium Current HEDIS Measure

Low birthweight Prenatal care in first trimester*
Childhood infectious diseases Childhood immunizations

Adolescent immunizations
Otitis media None**

Childhood asthma Appropriate medication use
Influenza Flu shots for older adults
Breast cancer Mammography screening
Coronary artery disease Beta blockers after acute myocardial

infarction
Cholesterol control after cardiac event
Control of hypertension

Lung cancer and Advice to quit smoking
smoking-related diseases

Stroke None
Diabetes mellitus Annual measure of glycosylated

hemoglobin and control
Annual measure of lipids and control
Monitoring for nephropathy eye exam

Medical problems of frail elderly Health Outcomes Survey
Hip fracture None
Appropriateness of common None

medical and surgical procedures

Notes: *Early prenatal care may prevent low birthweight.

**A measure of appropriate prescribing for otitis media was dropped after one year because
of methodological and clinical problems with the measure.
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aged care plans known as the Health Plan Employer Data and Information Set

(HEDIS). This is the most widely adapted system for measuring quality nation-

ally. As Table 7.1 shows, most of the areas in which the HMO consortium rec-

ommended that measures be developed are covered in HEDIS. A few additional

measures (such as cervical cancer screening, follow-up after mental health hospi-

talization) that were not in the HMO consortium’s list are included in HEDIS.

A Conceptual Framework for Quality Assessment

A conceptual framework is a useful mechanism for defining the aspects of care

that are evaluated for each condition in a quality assessment. The most commonly

used conceptual framework in quality assessment is the one proposed by Avedis

Donabedian.5 He identified three dimensions of quality: structure, process, and

outcomes (Figure 7.2). We organize our review of quality assessment around these

three dimensions. In each section, we present a definition of the dimension of

quality, discuss methods available for assessing that dimension, and summarize
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what is known about that aspect of quality of care in the U.S. health care system

today.

Structural Quality

Early efforts to evaluate quality focused predominantly on structural elements,

but these have garnered less attention as the field of quality measurement has

improved.

Definition of Structural Quality

Structural quality refers to those stable elements of the health care delivery system

in a community that facilitate or inhibit access to and provision of services. The

elements include community characteristics (say, prevalence of disease), health

care organization characteristics (such as number of hospital beds per capita),

provider characteristics (specialty mix), and population characteristics (demo-

graphics, insurance coverage). Structural characteristics can be used to describe

both the need for health care (prevalence or incidence of disease) and the capac-

ity of the community or health care delivery system to meet those needs (avail-

ability of properly trained personnel).

Methods of Structural Quality Assessment

For purposes of quality assessment, we are particularly interested in those elements

of structure that (1) predict variations in the processes or outcomes of care and (2) are

subject to change. For example, the characteristics of the population residing in a

community may predict differences in processes of care or outcomes. Persons with-

out health insurance or who are otherwise economically disadvantaged may ex-

perience barriers to accessing the health service system; such barriers might be

suggested by a comparatively lower rate of using necessary services among differ-

ent populations. In turn, such reductions in utilization might be associated with less

favorable outcomes. However, policy makers are unlikely to be able to change the

characteristics of the population. The more appropriate focus for quality improve-

ment is on reducing barriers to access, through changes in either the availability of

insurance or characteristics of the health services delivery system (for example, num-

ber of public health clinics, hours of operation for other health providers). Because

the relationship between the structure of the health services delivery system and the

processes or outcomes of care is indirect, structural quality measures are less useful

for policy makers than measures of process quality or outcomes.
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Community characteristics represent the context in which the health services

delivery system operates; they offer one perspective for evaluating the adequacy

of the service system to respond to community needs. The prevalence of disor-

ders in the community, for instance, may be useful in estimating specific com-

munity needs. Information about the availability of health resources may be an

indicator of the potential for meeting those needs. One common measure of re-

source availability is the physician-to-population ratio; the general tendency is to

interpret a higher ratio as representing better quality (though this is not always the

case).6 The location of the community relative to health resources is another key

indicator of the ease with which residents may obtain certain services; inner-city

and rural residents may have to travel further than others to obtain services. Al-

though an evaluation of community characteristics is not generally included in

quality assessment, it may be an important precursor to understanding the par-

ticular quality challenges likely to be faced in a community.

Health care organization characteristics have been evaluated in terms of

the capacity of the organization to provide high-quality services. Various fac-

tors, including the quality of the physical plant and equipment, ownership, ac-

creditation, staffing patterns, distribution of reimbursement by source of payment,

organizational structure, and governance mechanisms, have been considered

markers of the likelihood that an organization provides good quality of care.

Most of these factors at best can be viewed as facilitating or inhibiting the likeli-

hood of delivering good care; because these factors always appear in combina-

tion, it is difficult to evaluate the incremental effect each has on quality.

Provider characteristics have been included as explanatory factors in quality

assessments, among them age (or years in practice), gender, race or ethnicity, med-

ical school attended, location of residency training program, specialty, board cer-

tification status, job satisfaction, and method of compensation. Board certification

is the professional indicator of quality; additional years of training and an ex-

amination are required to become board certified. Various specialty boards are

responsible for granting board certification. Overall, about 60 percent of physi-

cians are board certified.7 The specialties with the highest rate (80 percent and

above) of board certification include pediatric cardiology, radiology, gastroen-

terology, colon and rectal surgery, pulmonary disease, cardiovascular disease, al-

lergy and immunology, medical genetics, and nuclear medicine. The specialties

with the lowest rate (60 percent and below) of board certification include gen-

eral practice, psychiatry, internal medicine, and general surgery.

Population characteristics may be useful in predicting the likelihood that an

individual receives high-quality care. Information may be used to identify indi-

viduals who are at risk for receiving lower quality of care; in particular, organi-

zations that provide services to individuals at high risk should be aware of the
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special needs of these populations. Various population characteristics have been

examined: sociodemographics, insurance coverage and type, presence of co-

morbid conditions, functional status, and so on.

The most common method of assessing structural quality is through organi-

zational accreditation. Several organizations currently conduct accreditation pro-

grams. Generally accreditation requires that an on-site survey team inspect the

facility and verify that the organization meets standards. The Joint Commission

on the Accreditation of Healthcare Organizations accredits hospitals, health care

networks, clinical laboratories, and organizations that provide home care, long-

term care, behavioral health care, and ambulatory care. The National Commit-

tee for Quality Assurance (NCQA) accredits managed care organizations,

managed behavioral health care organizations, credentials verification organiza-

tions, physician organization certification, and preferred provider organizations.

The American Accreditation Healthcare Commission accredits utilization review

programs, preferred provider organizations, and managed care organizations.

What Do We Know About Structural Quality?

Few structural factors have been found to be associated with significant variation

in health outcomes, although they are frequently associated with differences in the

process of care. A study of the effect of implementation of the prospective pay-

ment system on the quality of care delivered to Medicare beneficiaries, for ex-

ample, found that patients who were black or from poor neighborhoods or who

were admitted to rural hospitals received poorer-quality care than other Medicare

patients.8 These differences in quality, however, did not result in a higher death

rate among patients who were black, Medicaid beneficiaries, or living in the poor-

est neighborhoods or rural areas. The same study found that higher quality of care

was delivered in teaching, larger, and urban hospitals.9 The mortality rate in the

hospitals with the worst quality was 4 percentage points higher than the rate in

the hospitals with the best quality. This study illustrates an important application

of quality assessment for evaluating the impact of changes in public policies.

The Medical Outcomes Study found that specialty training, payment system,

and practice organization had independent effects on resource utilization after

controlling for differences in patient case mix.10 Cardiologists and endocrinolo-

gists had higher utilization rates than other specialties; general internists had a

somewhat higher utilization rate than family physicians. Solo practitioners and

those in single specialty groups had 41 percent more hospitalizations than physi-

cians in health maintenance organizations.

However, from a policy perspective it is important to note that variations in re-

source use generally have not been associated with significant differences in
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outcomes. A study comparing rates of hospital discharge, readmission, length of

stay, and reimbursement for Medicare beneficiaries in two communities with

differing resource profiles (Boston and New Haven) found significant variation

in use of the hospital but no difference in mortality rate.11 Another study com-

paring Massachusetts and California found no relationship between length of stay

and outcomes (that is, deaths, functional status postdischarge, readmission, and

patient satisfaction) for Medicare beneficiaries treated for one of six medical

and surgical conditions.12 One conclusion is that substantial reduction in utiliza-

tion (and thus cost) may be possible without negative effects on health.

Socioeconomic differences (such as education, income, and race) have been

shown to predict differences in utilization even when insurance coverage is simi-

lar. For example, a comparison of breast and cervical cancer screening in Ontario

and the United States found that despite the availability of universal coverage in

Ontario, women with less than a high school diploma and those with lower in-

comes were less likely to receive these two preventive services in both countries.13

Another study examining predictors of utilization among children with special

health care needs found that children who were poor, of a minority group, living

with their mother or someone other than their parents, and without health in-

surance or a regular medical provider were more likely to experience barriers to

access and to use fewer services than other children with similar needs.14 The pol-

icy implication is that improving care for these populations may require more than

just reducing financial barriers.

The structure of health insurance benefits can significantly affect utilization.

In the RAND Health Insurance Experiment, the rate of cost sharing contributed

to a 75 percent differential in per person expenditures between the most and least

generous health plans.15 Reduction in use of ambulatory services was greater than

in use of hospital services. Despite the dramatic variance in utilization rate, there

were few differences in health outcomes for the average individual. Low-income

persons in the plan with no cost sharing had somewhat better control of high blood

pressure, correction for vision problems, and care for dental problems compared

to those in plans with cost sharing.16 Private policy makers may have used these

findings to guide development of plans with much higher cost sharing.

There is some evidence that a relationship exists between the number of pro-

cedures done by an individual physician or institution and the outcomes, with higher

volume being associated with better outcomes.17 New York state found that since the

cardiac procedures reporting system was introduced, risk-adjusted mortality de-

creased for both high-volume and low-volume surgeons.18 For low-volume sur-

geons (�50 procedures annually), the risk-adjusted mortality rate declined from 7.94

percent in 1989 to 3.20 percent in 1992 (a 60 percent decrease). Among high volume

surgeons (�150 procedures annually), the risk-adjusted mortality rate declined by
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one-third, from 3.57 in 1989 to 2.36 in 1992. One of the contributing factors was that

25 percent fewer procedures were being done by low-volume surgeons in 1992 as

compared with 1989. The other factors were that low-volume, high-mortality physi-

cians stopped performing surgery in New York state and newer low-volume surgeons

performed better than average. Policy makers could limit reimbursement for certain

procedures to facilities and physicians with certain minimum volumes. The Pacific

Business Group on Health makes information publicly available on surgical proce-

dure volume as a means of encouraging people to go to higher-volume facilities.

Process Quality

Quality assessment done to make comparisons between organizations for con-

sumer choice or accountability usually focuses on process quality.

Definition of Process Quality

Process quality refers to what occurs in the interaction between a patient

and a provider. It is generally divided into two aspects: technical excellence and

interpersonal excellence. Technical excellence means that the intervention was

appropriate (that is, the health benefit to the patient exceeded the health risk by a

significant margin) and that it was provided skillfully. Interpersonal excellence

means that the intervention was humane and responsive to the preferences of the

individual.

For purposes of quality assessment, we are primarily interested in those

processes of care that are likely to produce optimal outcomes—either improve-

ment in health or reduction in the rate of decline. The best evidence of the rela-

tionship between processes and outcomes is from randomized clinical trials because

they can prove conclusively the efficacy of an intervention (the potential to pro-

duce desired outcomes under ideal circumstances). Evidence from other scien-

tific methods, though not as conclusive, is often used to demonstrate the importance

of a variety of interventions in medical care. The IOM definition of quality em-

phasizes this relationship between the process of service delivery and outcomes, as

well as noting the role of professional consensus in defining high-quality processes.

Methods of Process Quality Assessment

We discuss four methods that have been used to evaluate the quality of medical

care processes: (1) appropriateness of an intervention; (2) adherence to practice

guidelines or standards of care; (3) practice profiling, and; (4) consumer ratings.
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These four methods share some features, but we discuss them separately to em-

phasize a number of methodological considerations.

Appropriateness of Intervention. Appropriateness of intervention means that,

for individuals with particular clinical and personal characteristics, the expected

health benefit from doing an intervention (diagnostic or therapeutic procedure)

exceeds the expected health risk by a sufficient margin so that the intervention is

worth doing. RAND and UCLA have pioneered a method of assessing the ap-

propriateness with which a variety of interventions are evaluated.19 The basic

method involves five steps.

Step One: Review the Literature. A detailed literature review is conducted to summa-

rize what is known about the efficacy, utilization, complications, cost, and indi-

cations for the subject intervention. Where possible, outcome evidence tables

are constructed for clinically homogeneous groups.

Step Two: List Indications. A preliminary list of indications is developed for the in-

tervention that categorizes patients in terms of their symptoms, past medical

history, results of previous diagnostic tests, and clinically relevant personal char-

acteristics (such as age). The indications list is designed to be detailed enough so

that patients within an indication are homogeneous with respect to the clinical ap-

propriateness of performing a procedure; the indications are comprehensive

enough so that all persons presenting for the procedure can be categorized.

Step Three: Convene a Panel to Select Indications. A nine-person multispecialty panel is as-

sembled to assume responsibility for developing and rating the final set of indi-

cations. The panel is chosen to be diverse with respect to geographic location,

practice style, and other characteristics. Both “doers” and “nondoers” of a pro-

cedure are included on the panel.

Step Four: Rate the Indications. The indications are rated using a modified Delphi

process. In the first round, indications are individually rated by panelists (who have

the literature review available); the panelists may also recommend changes to the

structure of the indications. In the second round, the panel meets face-to-face for

a discussion of the results from the first round of ratings and makes final ratings.

The indications are rated from 1 to 9, where 1 means that the procedure is very

inappropriate for persons within an indication and 9 means that the procedure

is very appropriate for persons within an indication. The median panel rating is

used to determine the appropriateness rating for each indication; a median rating

of 1–3 is considered inappropriate, 4–6 is equivocal or of uncertain value, and
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7–9 is appropriate. There is also a requirement that the panel have a reasonable

and statistically determined level of agreement among themselves.

Step Five: Evaluate Appropriateness of Interventions. The appropriateness with which in-

terventions are used can then be evaluated. Generally, information is abstracted

from the medical record (inpatient or outpatient) because of the level of clinical

detail required to assign patients to indications. An alternative approach that

has been applied when appropriateness is assessed prospectively is to interview

both the patient and the physician.

Observations on the Appropriateness Method. The reliability and validity of the appro-

priateness method has been extensively evaluated. The test-retest reliability of in-

dividual panel members’ ratings and the reproducibility of overall panel ratings

have been found to be comparable to the levels of common diagnostic tests.20 The

content and construct validity of ratings of appropriateness have been supported

by the studies done.21 For example, regression analysis performed on indications

for patients with chronic stable angina undergoing coronary angiography demon-

strated that appropriateness ratings rise as severity increases, among patients who

failed medical therapy, and among patients who had positive findings on nonin-

vasive tests.22

The ratings of each indication are the explicit standards by which care is eval-

uated. The indications can be linked to the quality of scientific evidence, and rat-

ings can be updated as knowledge changes. It is also possible to conduct sensitivity

analyses that evaluate the importance of certain factors in the indication structure

with respect to determining appropriateness. For example, in our study of ap-

propriateness of hysterectomy, we found that among women who wanted to main-

tain fertility, the expert panel required considerable evidence of efforts to find

an alternative solution to the presenting problem before the hysterectomy was con-

sidered appropriate.23 Because there are no national averages established for the

expected appropriateness of care, most of the comparisons have been made

among groups (hospitals, managed care organizations) participating in a study.24

Adherence to Practice Guidelines or Professional Standards. Adherence to prac-

tice guidelines or professional standards is a method of process quality assessment

that evaluates the extent to which care is consistent with professional knowledge,

either by examining adherence to specific practice guidelines or by evaluating

whether care meets certain professional standards. The Agency for Healthcare

Research and Quality (AHRQ) defines clinical practice guidelines as “systemati-

cally developed statements to assist practitioner and patient decisions about ap-

propriate health care for specific clinical conditions.”25 Practice guidelines are
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often formulated graphically as decision algorithms to reflect the complexity of

clinical decision making.

For a number of years, AHRQ funded the development of practice guide-

lines26 and published a monograph on various methodological approaches to the

development of clinical practice guidelines.27 More recently, AHRQ has funded

several Evidence-Based Practice Centers to conduct systematic reviews of the lit-

erature that can be used by others to develop practice guidelines. Today, most spe-

cialty societies develop practice guidelines in their area. The U.S. Preventive

Services Task Force is one of the leading organizations developing guidelines for

the use of preventive care services (for example, immunizations, Pap smears, mam-

mograms). Because of the relative ease of evaluating adherence to preventive ser-

vice standards, they represent a common basis for quality assessment. One

argument that is frequently raised in objection to using the rate of adherence to

preventive service recommendations as a marker of quality is the role of patient

compliance in seeking such services. Despite this concern, preventive service use

remains one of the leading quality indicators currently in use.

For purposes of quality assessment, it is almost always necessary to translate

guidelines into review criteria by establishing operational definitions of adherence

and nonadherence to the guidelines, as well as definitions for key clinical concepts

employed in the guidelines. Many practice guidelines, for example, contain vague

clinical terms (“mild,” “moderate,” “severe”) that must be explicitly defined in

order to evaluate whether a particular patient qualifies for a portion of the guide-

lines and then to assess adherence to the guideline. The performance expectation

is generally 100 percent adherence to the guideline, and comparisons are made

either among similar groups or compared to a benchmark.

Practice Profiling. Practice profiling is a method for comparing the patterns of

cost, utilization, or quality of processes among providers.28 The method compares

practice patterns to a norm (say, the average of other physicians in the organiza-

tion) or to a preestablished standard (based on a practice guideline). Profiles are

generally constructed as a rate of occurrence of some process (such as office

visit, service, surgical procedure, laboratory test) over a specified period of time for

a defined population.29 What distinguishes profiling from most appropriateness or

guideline adherence approaches is that the review is not necessarily conducted spe-

cific to a clinical condition; rather, it may cover a broader range of practice pat-

terns (such as hospital admission rate). Profiles can be constructed at any level in

the health delivery system—nationally; regionally; or by health plan, specialty,

medical group, or individual physician. Profiling is most often used to examine uti-

lization of a variety of services, including hospital admission, ambulatory visit, lab-

oratory test use, referral pattern, diagnostic test use, or medication prescription.
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Profiling has been used for internal quality improvement and cost contain-

ment more often than for external reporting of performance. One consequence

of this is that there are fewer reports in the literature about the results of profil-

ing analysis. There are, however, a few articles that emphasize some of the criti-

cal issues that must be addressed if profiling is to be used routinely for quality

assessment.30 Perhaps the most important issue that has arisen is the need for case-

mix or severity adjustment (differences in severity, prevalence of diseases, and other

characteristics of the populations being compared). The methods for case-mix ad-

justment, particularly in the ambulatory setting, are in a developmental stage.

In addition, much of the clinical information that is typically required for

case-mix adjustment cannot be found among claims data; this implies that sup-

plemental data are required in order to make adequate adjustments. One study

of referral patterns found that adjusting for the age and sex distribution of pa-

tients in a physician’s panel reduced the coefficient of variation in referrals by more

than 50 percent.31 When a case-mix adjustment was applied, 75 percent of physi-

cians identified as outliers under the age and sex adjustment method were no

longer classified as outliers.

This problem is particularly important to solve for the purpose of external

comparison, but even internal uses of profiling would benefit substantially from

improved adjustment methods (as when physicians in a health plan are profiled).

For example, the Medical Outcomes Study found that patients of cardiologists

were older, had lower functional status and well-being scores, and had more

chronic diagnoses than patients of general internists; patients of family practi-

tioners were younger, had better functional status and fewer chronic conditions

than patients of general internists.32 These case-mix characteristics were associ-

ated with differences in hospitalization rate, physician visit rate, and rate of pre-

scription drug use. Internal plan comparisons should account for these variations.

The other challenge for profiling is the problem of sample size. There is con-

siderable interest in using profiling techniques to examine the practice patterns of

individual physicians. However, one must have an adequate number of observa-

tions on each physician to determine whether the differences observed are statisti-

cally significant. Among other things, this implies that common processes (such as

use of screening mammography) are more suitable for profiling than rarer processes

(using adjuvant chemotherapy for breast cancer treatment). Among processes,

greater aggregation is more suitable than less (using all laboratory tests versus using

a single test). These issues have been pointed out even by proponents of profiling.33

Consumer Ratings. Consumer ratings are the most appropriate method for eval-

uating the interpersonal quality of care. Surveys of health plan enrollees are the

most common method for eliciting information from individuals about their health
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care. Two types of information are generally sought: (1) reporting of events and

(2) ratings of care. We discuss reporting of events (patient experience) here and rat-

ings of care (patient satisfaction) under the outcomes section.

Consumers may be asked to report interventions such as immunizations,

mammography, and cholesterol testing that are indicators for technical process

quality. The National Immunization Survey, for example, tracks the rate of

immunizations for children in the first two years of life. Such reporting is

particularly useful if the intervention is likely to be remembered accurately by

consumers and if the intervention is difficult to identify in other data sources.

Consumer reports are also used for a variety of access issues, such as waiting

time for an appointment or to see the doctor, distance to the nearest health

facility, hours of operation, ability to see the provider one wants to see, and other

similar questions regarding consumers’ experiences in trying to obtain services.

Consumers may also report on what the physician did during an encounter

(explain options, provide requested information, counsel about health habits).

Patients’ ability to report on events varies with the time frame (a shorter

time span produces more reliable information) and the type of event (inva-

sive events such as surgery may be more memorable than health promotion

counseling).

What Do We Know About Process Quality?

It is beyond the scope of this chapter to summarize all of the literature regard-

ing process quality. However, we include some examples of what is known about

process quality from published studies that have used one of the four methods

being discussed.

Appropriateness. Figure 7.3 illustrates the results of various studies of appropri-

ateness that have been conducted over the past ten to fifteen years.34 Overall,

the proportion of procedures judged to be inappropriate ranges from 2 percent

(coronary artery bypass graft surgery or CABG, and cataract) to 32 percent (carotid

endarterectomy). The proportion of procedures judged to be of uncertain clini-

cal value ranges from 7 percent (CABG surgery) to 38 percent (percutaneous trans-

luminal coronary angioplasty). Combining these estimates of inappropriate and

uncertain care suggests that about one-third of the procedures performed in this

country are of questionable health benefit relative to their risks. Although the ap-

propriateness method has been primarily used to assess overuse of care, it can also

be applied to evaluate underuse. For example, in a study done in Los Angeles

county, 25 percent of patients who had indications that a CABG surgery was nec-

essary had not received the procedure.35
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SUMMARY OF SELECTED STUDIES.

There is little evidence to suggest that a relationship exists between the rate

at which procedures are done and the appropriateness of care. A study examin-

ing geographic variations in the use of coronary angiography, carotid en-

darterectomy, and upper gastrointestinal tract endoscopy and the appropriateness

with which those procedures were used found that the rate of inappropriate use

was similar among high-use and low-use sites.36 Another study failed to find a

relationship between rate of hospital admission in a community and the appro-

priateness of those admissions.37 The considerably higher rate of use for coronary

angiography and CABG surgery in the United States as compared to Canada were

also not found to be associated with differences in the appropriateness with which

the procedures were performed.38

We have also found little evidence to suggest that economic incentives have

an influence on appropriateness. For example, in the Trent region of the United

Kingdom, the proportion of inappropriate coronary angiography was similar to

the rate found in the United States and varied among centers within the region.39
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In Israel, where physicians are salaried, the proportion of inappropriate or un-

certain cholecystectomy ranged from 17 percent to 36 percent.40 The findings for

managed care organizations within the United States are consistent with these in-

ternational findings. The proportion of hysterectomy judged to be inappropri-

ate among seven managed care organizations ranged from 10 percent to

27 percent. In the RAND Health Insurance Experiment, although the hospital-

ization rate was lower in the managed care organization as compared to fee-for-

service, reductions occurred in both discretionary and nondiscretionary

admissions.41 Reduction in utilization in response to cost containment concerns

may occur in ways that are not clinically sensible. For example, limitations on

the number of paid prescriptions in a Medicaid program reduced the overall num-

ber of prescriptions filled by 30 percent, but these reductions occurred among ef-

fective and essential medications as well as those with limited effectiveness.42 The

lower rate of cardiac procedures found in Canada as compared to the United

States is achieved almost exclusively through providing these procedures at a sig-

nificantly lower rate to persons age sixty-five and older.43 The key policy impli-

cation to be drawn from the appropriateness literature is that resource allocation

strategies must incorporate clinical criteria if resources are to be spent in a way

that has the greatest health benefits.

Adherence to Guidelines. Because guidelines are a relatively new phenomenon,

there are few systematic studies of adherence to them. Perhaps the most impor-

tant consistent finding from studies of guideline adherence is that there is sub-

stantial variability in compliance with guidelines or treatment recommendations

among providers. Further, when guidelines are first promulgated, adherence tends

to be fairly low overall.

A review of the effect of guidelines on clinical practice found that fifty-five of

the fifty-nine evaluations reviewed detected a significant improvement in the

process of care.44 The rate of adherence reported in these studies was frequently

well below 50 percent, even after implementation of the guidelines. A recent sum-

mary of the literature on quality found that 50 percent of recommended pre-

ventive services were received, 70 percent of patients received recommended acute

care services, and 30 percent received contraindicated acute care. About 60 per-

cent of patients received recommended chronic care, and 20 percent received con-

traindicated care.45

In a study of the quality of prenatal care, we examined adherence to thirty-

seven process quality criteria on the basis of medical record reviews at six man-

aged care organizations.46 We found significant variations in compliance with the

criteria among the organizations, although the rate of adherence was consider-

ably higher than many reported in that review article. The proportion of women
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in each of the six health plans who received seven routine screening tests in early

pregnancy ranged from 64 percent to 95 percent, with an average across all plans

of 82 percent. On average, about 84 percent of these women received other rou-

tine prenatal care; the range was from 78 percent to 87 percent. The adherence

to criteria covering care for specific problems encountered in pregnancy was con-

siderably lower; overall 70 percent of women received recommended care, and

the range was from 54 percent to 77 percent.

The NCQA produces an annual report on the performance of managed care

organizations.47 In 1999, performance on the eleven effectiveness-of-care mea-

sures ranged from 83.6 percent for the proportion of women receiving prenatal

care in the first trimester to 40.9 percent for the proportion of persons with dia-

betes who received an annual eye exam. Rates of breast and cervical cancer

screening were 72.2 percent and 69.9 percent, respectively. Plans that report pub-

licly, that have been reporting for more than three years, or that are accredited

tended to score higher on these measures.

Another indicator of the process quality of care is the use of best practices

for certain conditions. For example, thrombolytic therapy has been shown to sub-

stantially improve the chances of survival among individuals who have suffered a

myocardial infarction.48 An evaluation of the use of thrombolytic therapy found

that only about 18 percent of patients with a myocardial infarction received throm-

bolytic therapy, and that the proportion receiving this drug declined with age—

despite evidence of increased efficacy with older persons.49

Similar results have been reported for use of antidepressants. Only 20–30 per-

cent of general medical patients with depression are prescribed antidepressant

medications, and 30 percent of those with prescriptions are receiving a subthera-

peutic dosage.50 Minor tranquilizers are often used to treat depression51 despite

the lack of evidence for efficacy.52 The quality of medication use among ethnic

minority patients is even lower than that found for white patients.53 Greater at-

tention to the use of best practices through monitoring adherence to guidelines

should substantially improve the quality of health care processes.

Practice or Area Profiling. The framework for profiling comes from the litera-

ture reporting significant variations in the use of a variety of common medical

and surgical procedures over the last three decades. Variations have been docu-

mented among countries, in regions of the same country, within states, and be-

tween cities in the same state or region. The Dartmouth Atlas of Health Care publishes

national data showing rate of variation for a variety of health care procedures.

The data are presented in maps that use color coding to demonstrate visually

the degree of national and regional variation. Previous analyses of variations have

shown, for example, that the rate of prostatectomy is 35 percent higher in the
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Midwest than the West, and the hysterectomy rate is 80 percent higher in the Mid-

west than in the Northeast.54 Similar results have been reported for hip and knee

replacement and diagnostic procedures such as CT scan and ultrasound. A com-

parison of two communities in the same region found that the rates of use of a

variety of common medical procedures ranged from 127 per thousand popula-

tion in New Haven to 214 per thousand population in Boston.55 The same study

found that rates of use of various surgical procedures ranged from 62 per thou-

sand in New Haven to 86 per thousand in Boston.

A study designed to illustrate the use of practice profiling as a cost-

containment tool compared the patterns of resource use between physicians pro-

viding care to Medicare beneficiaries in Oregon and Florida.56 The study found

that Florida physicians used more resources on average than Oregon physicians;

the results were consistent across specialties and practice types. Considerable vari-

ation within each state was found. The authors acknowledge that at the individ-

ual physician level, profiling is best used to screen for potential problems rather

than draw firm conclusions.

Consumer Reports. Consumers are able to report accurately many experiences

in the health service system. One study, for example, found that consumers ac-

curately reported 80–94 percent of history and physical elements that were per-

formed during a health examination.57 That study found some variation by patient

characteristics; elderly and less-educated consumers were less accurate in their re-

porting of events. Another study comparing various data-collection methods found

that patients and physicians agreed 96 percent of the time on what tests had been

ordered, 94 percent of the time on what treatments were discussed, and 88 per-

cent on patient education.58 A more recent study, however, found somewhat lower

rates of agreement between audiotapes, physician notes in the medical record,

and patient reports of health promotion activities (smoking, alcohol use, and blood

pressure).59 The authors concluded that, when using audiotapes as the gold stan-

dard, the medical record tends to underestimate the frequency of health promo-

tion counseling (smoking and alcohol use), and patient reports tend to overestimate

the frequency of this activity. For reporting of whether blood pressure was taken,

both the medical record and patient reports are quite accurate.

The 1988 National Maternal and Infant Health Survey relied on patient re-

ports to assess adherence to recommendations from the Public Health Service’s

Expert Panel on the Content of Prenatal Care. Only 56 percent of respondents

indicated that they had received all six of the procedures recommended by the

panel in the first two visits (blood pressure measurement, urine test, blood test,

weight and height taken, pelvic examination, and pregnancy history).60 Only

32 percent of respondents said they had received any counseling in all seven of



170 Changing the U.S. Health Care System

the recommended areas (nutrition, vitamin use, smoking cessation, alcohol use,

drug use, breast feeding, and maternal weight gain). This study found that women

receiving care from private offices were significantly less likely to receive the full

range of services than women receiving their care from publicly funded clinics.

Assessing Outcomes

Outcomes can be defined as the results of efforts to prevent, diagnose, and treat var-

ious health problems encountered by the population. Outcomes are seen by many

as the bottom-line measure of the effectiveness of the health care delivery system.

A wide range of potential dimensions can be included in the broad category of

outcomes. In Figure 7.2, for example, we list clinical status, functional status, con-

sumer satisfaction, and mortality to illustrate a few possible outcomes.

Clinical status refers to biological, physiological, and symptom-based aspects

of health. These are the outcomes that are generally of interest to physicians be-

cause they are most directly amenable to treatment. Functional status captures mul-

tiple dimensions, including physical, mental, role, and social functioning.

Assessments of functional status typically ask respondents to indicate the frequency

or extent to which physical or mental disorders interfere with their ability to perform

their usual activities. Functional status is of greatest interest to consumers because

it represents how changes in clinical status affect their everyday life. Consumer sat-

isfaction assesses the extent to which experiences in the health service system were

consistent with expectations and were acceptable to those receiving care.

There are two key challenges in using outcome assessments for evaluating the

quality of care. Both of these challenges reflect the fact that the outcomes we

observe are produced through the interaction of a variety of factors both in and

outside of the health service delivery system. First, to use outcomes to make ex-

ternally valid comparisons among health plans or providers, adequate methods

must be employed to control for differences in the severity of illness or the health

profile of the populations being compared. A familiar example of an initial fail-

ure to do this was the release by the Health Care Financing Administration

(HCFA) of hospital mortality data. Initially, the data were not adjusted for dif-

ferences in the severity of illness for patients, and not surprisingly some of the hos-

pitals that had the worst performance records were those serving the sickest

patients (for example, hospices for the terminally ill).61 There is still considerable

controversy as to whether the severity adjustments introduced by HCFA subse-

quent to the initial release were adequate, but the addition of severity adjustments

substantially improved the discriminant validity of the model.62

The second key challenge for the use of outcomes data is the issue of at-

tribution, that is, determining the extent to which the health plan or physician
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that is currently being evaluated is responsible for the observed outcomes. Health

outcomes are affected by a variety of factors, not all of which can be modified

by the health delivery system. Because these factors may be distributed differ-

ently among populations enrolled in health plans or those seeking care from pri-

mary care physicians, these external effects must be controlled for in statistical

analyses in order to understand the extent to which variations in the quality of

care are contributing to the observed variations in outcomes. For interventions

that take place over a long period of time (chronic disease care), outcomes ob-

served in the current time period may be the result of actions taken (or not taken)

much earlier in the course of illness, and those actions might not have been un-

dertaken by the physicians or health plan currently responsible for treating the

patient. To the extent that individuals change providers frequently, discontinu-

ities in service may further contribute to a less-than-optimal course of treatment.

Who bears the responsibility for these complex series of events remains a ques-

tion open to debate.

Methods of Outcome Assessment

We consider three approaches to outcome assessment that have been used to

evaluate the quality of care delivered: (1) condition-specific; (2) generic; and (3) sen-

tinel events, or adverse outcomes.

Condition-Specific Approach. The condition-specific approach, sometimes re-

ferred to as a “tracer” condition approach, examines the outcomes for individu-

als who have a particular diagnosis (say, hypertension). The outcomes for

condition-specific approaches may emphasize clinical status (blood pressure con-

trol for hypertension), although disease-specific measures of functional status should

also be assessed (for prostate cancer, treatment assessments should include incon-

tinence, impotence, and bowel function). The advantage of condition-specific out-

come assessment from a quality perspective is that it may most closely reflect a link

to the processes of care delivered. For example, if one health plan has a higher pro-

portion of individuals with hypertension whose blood pressures are outside of the

“controlled” range, one might reasonably conclude that the plan has problems in

managing the disease (medication, diet, monitoring for complications). The diffi-

culty with condition-specific approaches to quality assessment is that they require

substantial investment in developing methods across a sufficiently wide range of

diseases to produce a picture of the overall quality of care delivered in a health plan.

One of the things we do not know is the extent to which quality is consis-

tent from condition to condition within a health plan. We hypothesize that even

within health plans there is variability in outcomes by condition; some plans may

have good outcomes for adult chronic diseases and be less successful in achieving
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good outcomes for chronic disease in childhood. One study of quality at the hos-

pital level found that the relative rates of complications were similar within in-

stitutions, but there was less correlation between medical and surgical cases.63

The other difficulty in the context of today’s information systems is that one may

not be able to identify individuals who have particular health problems so that

population-based outcome assessments can be conducted.

Generic Approach. The generic approach examines outcomes that can be as-

sessed on all individuals, regardless of their health problems. Mortality, general

functional status, and patient satisfaction outcomes are most commonly assessed

in generic approaches. The advantage to the generic approach is that it can be

applied across the entire population enrolled in a health plan or seeing a partic-

ular physician. The difficulty with this approach is that research has yielded con-

siderably less understanding of the link between what is done in the medical care

system and the resulting generic outcomes of the population. There is reason to

believe that other factors (education, socioeconomic status) enter into determin-

ing these outcomes. Further, the need to control for variations in severity and case

mix of a population when making comparisons of generic outcomes is extremely

important, and no reliable methods for doing so currently exist.

Patient satisfaction may be the most commonly evaluated generic outcome at

the health plan level. Patient satisfaction measures consumers’ attitudes about the

quality and acceptability of care. Until recently, plans used a variety of surveys to

assess satisfaction. These surveys included overall satisfaction, interpersonal com-

munication and information giving, timeliness, intention to recommend or use the

plan again, technical quality, time spent with providers, access and availability,

outcomes, choice and continuity, financial aspects and billing, and physical envi-

ronment.64 Patient satisfaction is an important predictor of certain patient be-

haviors such as the likelihood of changing health plans65 or physicians,66 and

compliance with recommended medical therapy.67

Sentinel Approach, or Adverse Events. The sentinel approach identifies some

event, usually an adverse outcome, that is likely to be associated with poor qual-

ity of care and tracks the frequency with which the event occurs. Some exam-

ples of adverse outcomes are mortality, early readmission to a hospital,

complications of a surgical procedure (transfusion, reoperation), nosocomial in-

fections in the hospital, suicide, adverse drug reaction (especially drug-drug

interactions), and very-low-birthweight births. Sentinel events can be useful for

identifying potential problems, but it is almost always necessary to conduct further

assessments to conclude whether an adverse event was “preventable” or not. The

frequency with which adverse events occur affects their practicality for quality



Evaluating the Quality of Care 173

assessment. Events that occur rarely are less useful for quality monitoring because

it is more difficult to determine whether differences are statistically significant.

What Do We Know About Outcomes?

As with the literature on process quality, it is beyond the scope of this chapter to

summarize everything that is known about the outcomes of care. Rather, we offer

examples of some of the important findings from the published literature. It should

be noted that the three categories of outcomes studies—condition-specific, generic,

and adverse events—are not mutually exclusive. For example, mortality is an out-

come measure that can be applied in any of these contexts; however, each ap-

proach provides its own type of insight into variations in the quality of care.

Condition-Specific Outcomes. There is evidence that appropriate monitoring of

outcomes can contribute to improvement in the quality and outcomes of care.

Perhaps one of the leading examples of this comes from New York state’s Cardiac

Surgery Reporting System, administered by the New York State Department of

Health. Since 1989, hospitals have voluntarily reported data to this system on all

open heart surgeries. A clinical database is used to identify preoperative risk fac-

tors for CABG surgery; these factors are used to estimate risk-adjusted mortality

rates (that is, predicted mortality rates) for each hospital and surgeon perform-

ing CABG in the state. Performance is evaluated by comparing the predicted rate

to the actual mortality rate, and the results are made public. Since the system was

implemented in 1989, the risk-adjusted mortality rate has declined from 4.17 per-

cent to 2.45 percent—a 41 percent decrease.68 The policy lesson is encouraging;

making severity-adjusted outcomes data available to the public can lead to im-

proved health outcomes.

When evaluating outcomes associated with a particular health plan or provider,

it may be useful to examine the overall context in which changes are occurring.

For example, mortality due to heart disease has been falling for the past two

decades, so improvement in outcomes for heart disease might be part of a general

national trend. A recent study examining changes in outcomes of acute myocar-

dial infarction (AMI) among the elderly between 1987 and 1990 found that, in the

month following the AMI, mortality decreased from 26 percent to 23 percent; mor-

tality declined from 40 percent to 36 percent in the year following the AMI.69 The

authors indicate that only a portion of the improvement in outcomes can be at-

tributed to changes in treatment, such as the use of thrombolytic therapy.

Condition-specific outcomes may be used to compare the results of treatment

approaches or for groups of patients. One study examined the outcomes for

Medicare patients undergoing lung resection for lung cancer. The authors found
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that perioperative mortality was 7.4 percent, survival one year postoperative was

69 percent, and two-year survival was 54 percent.70 Survival following surgery

was lower for men, older persons, and those who had pneumonectomy rather than

a lesser procedure. A study examining clinical outcomes (mortality, recurrent in-

farctions) for men and women treated with thrombolytic therapy after an AMI

found that women had worse outcomes than men; although some of the differ-

ence is attributable to baseline clinical status (women were older and had a higher

prevalence of co-morbid conditions), further investigation of sex-related differ-

ences in outcome is recommended.71

Although mortality is one of the most common outcome measures used,

it is a rather blunt instrument for examining variations in quality. Another

approach is to examine variations in clinical status variables (glycemic control

for diabetics, blood pressure control for hypertensives). A study of diabetes out-

comes in the UK, for example, found that gender (male), years since diagnosis,

and characteristics of the practice setting (larger, better equipped, dietician on

team, physician specialized in diabetes treatment) were significantly related to bet-

ter glycemic control.72 Factors such as age, social class, lifestyle, attitude, satisfac-

tion, and knowledge were not correlated with glycemic control.

Condition-specific examinations of quality can also be conducted using symp-

toms rather than diagnoses. A study comparing access and outcomes of care for

Medicare beneficiaries enrolled in HMOs versus fee-for-service who reported hav-

ing either joint pain or chest pain found that although there were differences in

access to care for these patient groups (HMO enrollees with joint pain had bet-

ter access to care than fee-for-service enrollees, but HMO enrollees with chest pain

had somewhat less access; HMO enrollees with either symptom were less likely to

see a specialists, receive follow-up care, or have their progress monitored), there

were no differences in elimination of symptoms; enrollees with joint pain reported

less improvement in symptoms.73

Condition-specific measures may also be used for evaluating the quality of

comprehensive programs such as community-oriented primary care. A study ex-

amining the effectiveness of this approach for control of hypertension found

that hypertensive adults treated in the community-oriented primary care model

were more likely to have their hypertension under control.74 Although improved

control was greatest for men and blacks, every other age and racial group demon-

strated improved outcomes in the model program as compared to other sources

of care.

Generic Outcomes. A summary article examining the efficiency and effectiveness

of generic occurrence screening for quality assessment concluded that this method

is relatively inefficient because of high error rates; sensitivity was estimated to be

70–80 percent, but specificity ranged from 22 to 73 percent.75 Effectiveness of
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the method was limited by lack of interrater reliability among peer reviewers. The

authors propose that condition-specific outcome measures be used rather than

generic approaches.

Functional outcomes may be used to assess the effect of a policy change. The

Medicaid Demonstration Project in Hennepin County, Minnesota, randomly

assigned clients with chronic mental illnesses to prepaid plans or to usual (fee-for-

service) care. Some of the generic outcome measures used to evaluate the effects

of prepaid care on these clients included general health status, physical func-

tioning, social functioning, and community functioning. The authors found no

consistent evidence that enrolling chronically mentally ill clients in prepaid care

resulted in worse outcomes in the short run.76

Patient satisfaction has been used to compare systems of care, particularly

HMO and indemnity insurance, but the conclusions from this work are mixed. A

review of the literature on HMO performance indicates that HMO enrollees tend

to be less satisfied with perceived quality of care and patient-physician interac-

tions but more satisfied with many other aspects of their care, including finan-

cial aspects, than those in indemnity plans.77 Results from the Medical Outcomes

Study indicate that financial access was rated highest in prepaid systems. Orga-

nizational access, continuity, and accountability were rated highest in indemnity

systems. Coordination and comprehensiveness were rated lowest in HMOs.78 An-

other review of patient satisfaction with outpatient care indicated that, compared

to patients in traditional indemnity insurance, those in HMOs were less satisfied

with care overall, access to care, interpersonal aspects of care, continuity, and avail-

ability of appointments; they were more satisfied with waiting time in the physi-

cian’s office and similarly satisfied with technical aspects of care.79

Sentinel or Adverse Events. A study examining variations among hospitals in the

frequency of adverse events (defined as injuries due to medical treatment) found

that primary teaching hospitals had a significantly higher rate of adverse events

(4.1 percent versus 3.2 percent on average) and rural hospitals had a significantly

lower rate (1 percent).80 The proportion of adverse events that was due to negli-

gence was lower among primary teaching (10.7 percent) and for-profit (9.5 per-

cent) hospitals and was significantly higher among hospitals serving predominantly

minority populations.

An examination of the potential for using readmission rates as an indicator

of quality in the UK found that the readmission rate peaked early in the month

following discharge and was considerably lower among surgical specialties as

compared with medical specialties (general surgery was 4.1 percent compared

with 15.1 percent for geriatric medicine).81 Readmission patterns did vary with

the age and sex of the patient, indicating that standardization for these factors is

important.
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Complications of care are often used as a generic indicator of adverse

outcomes. One study, for instance, examined complications in trauma care to

evaluate whether the adverse outcomes were the result of provider process error

or a patient disease-related event. Complications were a common outcome for

trauma cases, with 83 percent of patients experiencing at least one complication;

however, only 27 percent of the complications were due to provider-related fac-

tors, and of those only 23 percent (or 6 percent of all complications) were judged

to be a quality problem.82 Complications of revascularization procedures (death,

renal impairment, myocardial infarction) were also used to assess the quality of

care delivered to Medicare patients in sixteen hospitals. The study found sub-

stantial variation in complications among the hospitals studied; risk-adjustment

changed the quality ranking of hospitals performing CABG surgery but did not

significantly change the quality ranking of hospitals performing angioplasty.83

The authors conclude that if sample sizes are small, adverse outcome measures

may be more sensitive than mortality alone for detecting differences in quality.

Adverse events may be used to evaluate the consequences of a policy

change. When Massachusetts made health coverage available to uninsured, low-

income pregnant women, there was interest in whether this would contribute to

a statewide reduction in low-birthweight births. During the time period when ben-

efits were expanded for low-income women, however, access to prenatal care de-

clined statewide and the overall effect was that the improved access for low-income

women did not result in a decrease in low-birthweight births in the state. The pol-

icy lesson here—and one that is also important for evaluation research—is that

external events can sometimes overwhelm an otherwise successful experiment.84

A study in the twelve Veterans Administration hospitals found that lower qual-

ity of care significantly increased the risk for early hospital readmission (p < 0.05)

for patients with diabetes, chronic obstructive lung disease, or heart failure.85

Patients with diabetes and heart failure were at increased risk of readmission be-

cause of a failure to adhere to discharge readiness criteria. Patients with chronic

obstructive lung disease were at increased risk for readmission because of poor

quality workup at admission.

Conclusion

Over the next decade, as policy makers continue to struggle with mechanisms for

controlling rising health care costs and the structure of the delivery system

continues to change, the need to measure, monitor, and report on the quality of

care will only become more important. We have demonstrated in this chapter that

a variety of methods exist for systematically evaluating the quality of care.
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Quality is a multidimensional topic, and efforts to understand how quality is

changing with the dynamics of organization and financing in the health delivery

system must include both technical and interpersonal excellence in the process of

care, as well as the full range of outcomes of care—clinical, functional, satisfac-

tion, and life-expectancy. Although the field of quality assessment stands ready to

make a substantial contribution to giving purchasers of health care the informa-

tion necessary to make informed choices among health plans, physicians, and hos-

pitals, considerable methodological and logistical work remains to be done to bring

quality monitoring into the mainstream of such decision making. Better methods

must be developed for adjusting the results of quality assessment for differences

in the severity and other characteristics of populations whose care is being evalu-

ated. Improved techniques must be designed to effectively disseminate informa-

tion on quality to various audiences.

As systems are developed to monitor and publicly report on the quality of care

delivered in health plans and by different providers, more efficient methods for

obtaining the data necessary to conduct these activities must be designed. An

adequate quality monitoring system requires data from administrative, clinical,

and consumer sources; a single data source will never be adequate to inform the

multidimensional quality concerns that have been discussed in this chapter.

Administrative data have been used extensively for quality assessment because

of easy availability; clinically detailed assessments are not possible with adminis-

trative data. Given the importance of chronic disease for costs and quality of life,

detailed clinical and consumer data must also be made available routinely for

quality monitoring.

The American health care system continues to face the challenge of balanc-

ing its three competing goals: containing health care costs, improving access to

care, and enhancing the quality of care. As health reform efforts continue in the

private sector, at the state level, and perhaps even at the federal level, quality can-

not be left behind. The incentives in current cost-containment mechanisms pose

a direct challenge to quality; without an adequate system for assessing the value

of the health care product, quality of care—the dimension in which this coun-

try takes greatest pride—may be severely undermined.
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Q
uality-of-care research consistently finds that a key determinant of outcomes

is where and from whom an individual receives medical care. For example,

Kahn and colleagues found that the mortality rate for persons admitted with a

heart attack was 25 percent higher in hospitals in the lowest quartile of process

quality compared to the highest quartile.1 Performance is not always consistent,

however, across patients, providers, conditions, or procedures. Health plans may

do well with an employed population and less well with a low-income Medicaid

population. Hospitals may provide excellent cardiac care while offering below-

average labor and delivery care.

Changes in the organization and financing of care have also increased

concerns about variation in quality. In the unrestricted-choice model character-

ized by fee-for-service, individual providers were accountable for ensuring the

delivery of high-quality health care. Physicians were trusted to be effective

advocates for their patients’ needs. However, as third parties began to use finan-

cial incentives to control costs and restrict choices, the perception (if not the reality)

was that physicians could no longer act solely in the patient’s interest.

We have moved from assuming that adequate mechanisms of accountability

existed in the health system to demanding proof that various levels within the

health system are accountable for the decisions that are made regarding resource

allocation. Such proof is being demanded by those who purchase and those who

seek health care services. Through their insurance mechanisms, purchasers
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increasingly ask for evidence that the services they are buying are effective and

necessary. Consumers are increasingly concerned about being unable to get the

care they need. Both groups have cause for concern because each type of qual-

ity problem has been found in the U.S. health care system (and in other countries).2

Routine reports to the public on the quality of health care are one response

to concerns about accountability. Public release of information on quality is

intended to have two main effects: to facilitate informed choice and to stimulate

quality improvement. The purpose of this chapter is to (1) describe the type of

information that is currently being publicly released, (2) discuss some of the

methodological issues that arise in producing information for public release, and

(3) summarize what is known about the use of information on quality for consumer

choice and quality improvement.

Public Information on Quality

Remarkably little information on quality is consistently available throughout the

United States across all providers in the health system. Some information is avail-

able in some areas about the quality of hospitals, health plans, medical groups,

and individual physicians. Table 8.1 lists the types of measures available at each

level in the health system and gives some examples of organizations that have

released data. This is not an exhaustive list, but one intended to demonstrate some

of the options that have been tried.

Hospitals

Public information on hospital quality focuses primarily on mortality rate and

accreditation status. The Health Care Financing Administration (HCFA) released

information in 1986 on the mortality rate in all hospitals in the United States pro-

viding care for Medicare beneficiaries. The report was widely criticized because

it did not adequately adjust for differences in the risk profile of patients being cared

for in each institution.3 In 1987, HCFA released a report that included risk-

adjusted mortality rates, but concerns about the adequacy of the risk-adjustment

methodology continued.

Hospital mortality rates have also been released for coronary artery by-

pass graft (CABG) surgery. Perhaps the leading example of this is New York state’s

Cardiac Reporting System, which releases risk-adjusted, in-hospital mortality rates

for CABG surgery on all hospitals in New York. The Pennsylvania Health Care

Cost Containment Council has also released public information on risk-adjusted,
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TABLE 8.1. ILLUSTRATION OF PUBLIC INFORMATION RELEASED
BY ENTITY.

Organizational Entity Type of Information Examples

Hospital Overall mortality Health Care Financing
Administration (HCFA)

Mortality by specific New York, Pennsylvania,
procedure Pacific Business Group 

on Health (PBGH)
Mortality by specific California Hospital
disease Outcomes Project,

Cleveland Quality Choice
Accreditation Joint Commission on the

Accreditation of
Healthcare Organizations
(JCAHO)

Rankings by U.S. News & World 
specialty area Report

Health plan Process of care NCQA (HEDIS)
Patient experience with care NCQA (CAHPS)
Accreditation NCQA
Categorical rankings Combined Autos/UAW

Reporting System 
(CARS), U.S. News &
World Report

Medical group Process of care PBGH
Patient experience with care PBGH

Physician Mortality rate for coronary New York, Pennsylvania
artery bypass graft surgery

in-hospital mortality rates for the same surgery. An initiative is currently

under way in California to release data on this procedure from hospitals that have

volunteered to make data available (as compared to New York and Pennsylvania,

where reporting was required). The Pacific Business Group on Health has also re-

leased data on risk-adjusted mortality rates following various transplant procedures

for hospitals in California.

Hospital mortality rates have been released for specific conditions. The

California Hospital Outcomes Project released information on risk-adjusted

inpatient mortality for persons admitted with an acute myocardial infarction

and on maternal outcomes.4 Cleveland Quality Choice released mortality data on

selected conditions, including acute myocardial infarction, congestive heart failure,

obstructive airway disease, gastrointestinal hemorrhage, pneumonia, and stroke.5
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Accreditation status represents another type of information publicly available

on hospital quality. The Joint Commission on the Accreditation of Healthcare

Organizations ( JCAHO) is responsible for conducting hospital accreditation

in the United States. Hospitals that wish to serve Medicare beneficiaries must ob-

tain accreditation, which means that most hospitals in the United States seek it.

Although there are a variety of levels of accreditation, two currently dominate:

accreditation with commendation (18 percent) and accreditation with recom-

mendations for improvement (81 percent).

In the popular press, perhaps the most familiar report card on hospitals is

U.S. News & World Report ’s annual issue on “America’s Best Hospitals.” The

magazine examines three major aspects of performance in developing its rank-

ings: reputation, mortality rate, and annual surveys by the American Hospital

Association. Rankings are calculated for all hospitals in each of sixteen spe-

cialty areas, and the top forty-two performers in each specialty are published in

the magazine. Reputation scores are based on a survey of twenty-four hundred

board-certified physicians who are asked to rank the top five hospitals in the na-

tion in their specialty (results are averaged for the most recent three years). Mor-

tality scores are based on the ratio of observed to expected risk-adjusted mortality

rates from Medicare data. The final category is composed of a variety of struc-

tural elements: whether the hospital is a member of the Council of Teaching

Hospitals, availability of high-technology services, discharges, surgical volume,

nurse-to-bed ratio, availability of a trauma center, discharge planning services,

service mix, availability of geriatric services, and availability of gynecology ser-

vices. Each of the three major components has an equal weight in determining

the final ranking.

Health Plans

The National Committee for Quality Assurance (NCQA) is responsible for the

widespread availability of information on the performance of managed care

plans. NCQA annually produces information on selected processes of care, pa-

tient experiences with care, and accreditation. Most report cards on managed

care plan performance are based primarily, or solely, on the information made

public by NCQA; health plans voluntarily submit the data on which these reports

are based.

Information on selected processes of care is developed by plans using stan-

dardized specifications contained in a reporting system known as the Health Plan

Employer Data and Information Set (HEDIS). For HEDIS 2000, plans were asked

to report on their performance in calendar year 1999 on nineteen measures of the

effectiveness of care. These are shown in Table 8.2. In 1999, 247 organizations
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TABLE 8.2. LISTING OF THE HEDIS 2000 EFFECTIVENESS
OF CARE MEASURES.

Area Measure Description Population

Preventive care

Diabetes care

Mental health care

Proportion of two-year-olds
who are up to date on their
immunizations
Proportion of adolescents who
are up to date on their immu-
nizations
Proportion of women screened
for cervical cancer
Proportion of women screened
for breast cancer
Proportion of women whose
first prenatal care visit was in
the first trimester
Proportion of women who
received a checkup after
delivery
Proportion of smokers receiving
advice from a physician to quit
smoking
Proportion of diabetics who had
a glycosylated hemoglobin test
in the past year
Proportion of diabetics whose
glycosylated hemoglobin was
greater than 9.5 percent
Proportion of diabetics who had
a lipid profile in the past year
Proportion of diabetics whose
LDL cholesterol was less than
130 mg/dL
Proportion of diabetics who had
an eye exam in the past year
Proportion of persons who had
appropriate monitoring of
kidney function in the past year
Proportion of persons who were
hospitalized for a mental health
problem who had an outpatient
visit within seven and thirty
days after discharge

Children who turn two during
the reporting year

Children who turn thirteen
during the reporting year

Women who are twenty-one to
sixty-four during reporting year
Women who are fifty-two to
sixty-nine during reporting year
Women who delivered a live
infant during the reporting year

Women who delivered a live
infant during the reporting year

Persons who were smoking or
who had recently quit during
the reporting year
Persons eighteen to seventy-five
years old with diabetes

Persons eighteen to seventy-five
years old with diabetes

Persons eighteen to seventy-five
years old with diabetes
Persons eighteen to seventy-five
years old with diabetes

Persons eighteen to seventy-five
years old with diabetes
Persons eighteen to seventy-five
years old with diabetes

Adults with an admission for a
mental health problem

(Continued)
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Mental health care

Heart disease care

Proportion of persons who
received at least three follow-up
medication management visits
in the first twelve weeks of
treatment
Proportion of persons who
received antidepressants
continuously for twelve weeks
Proportion of persons who
received antidepressants
continuously for six months
Proportion of persons who
received a beta blocker
following a heart attack
Proportion of persons with
known coronary disease whose
LDL cholesterol was less than
130 mg/dL

Adults with depression who
were receiving antidepressants

Adults with depression on
antidepressants

Adults with depression on
antidepressants

Persons age thirty-five and older
discharged alive following an
admission for a heart attack
Persons eighteen to seventy-five
who had CABG surgery, coro-
nary angioplasty, or a heart
attack

TABLE 8.2. LISTING OF THE HEDIS 2000 EFFECTIVENESS
OF CARE MEASURES.

Area Measure Description Population

representing 410 health plan products reported data for public release.6 An

additional 112 organizations reported data to NCQA for use in benchmarking but

did not allow NCQA to release results attached to their names.

A subset of the HEDIS measures report on patients’ experiences with care

using a standardized survey known as the Consumer Assessments of Health Plans

Survey (CAHPS).7 The survey, developed by RAND, Harvard, and RTI under a

cooperative agreement with the Agency for Healthcare Research and Quality

(AHRQ), is fielded by independent vendors on behalf of participating health plans.

Surveys are returned directly to the vendor, which prepares the results and

sends information to NCQA. The results reported are a combination of single-

item ratings (health plan, personal doctor or nurse, all health care) and multi-item

composites (getting needed care, getting care quickly, courteous and helpful office

staff, customer service, claims processing).

NCQA also accredits managed care plans using a set of standards that cover

structural dimensions of the organization as well as indicators of performance.

Starting in July 1999, part of the accreditation status for a plan is based on

performance on selected HEDIS measures. Until recently, NCQA reported

accreditation status as full accreditation (three years), one-year accreditation,
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provisional, and not accredited. Beginning in 2000, NCQA has moved to

reporting accreditation in two ways. Overall accreditation status is character-

ized as excellent, commendable, accredited, provisional, or denied. Accreditation

is also reported in consumer-oriented categories (access and service, qualified

providers, staying healthy, getting better, and living with illness), using one to four

stars. Both types of accreditation results are available on NCQA’s Website

(www.ncqa.org). Users can construct their own report card depending on the area

in which they live.

A number of report cards have been constructed from NCQA data by

different groups. Two are described here; one is an employer-based effort and the

other is from the popular press. The Combined Autos/UAW Reporting System

(CARS) was developed by RAND for the three major American automobile man-

ufacturers (DaimlerChrysler, Ford Motor Company, and General Motors) and the

United Auto Workers (UAW) to provide a consistent method for reporting on

health plan performance to the employees and retirees of those organizations.

Because of the interest in sending consistent messages to consumers, the work has

been directed by a steering committee that includes representatives from the three

automobile manufacturers, the UAW, the Greater Detroit Area Health Council

(GDAHC), the State of Michigan, the U.S. Office of Personnel Management, the

HCFA, the Agency for Healthcare Research and Quality, the NCQA, and

the Foundation for Accountability.

The results are given to employees during open enrollment (fall for

DaimlerChrysler and General Motors, winter for Ford). Scores are developed in

five categories (access and service, doctor communication, staying healthy, getting

better and living with illness, accreditation status) based on NCQA data using a

publicly available methodology.8 Currently, health plans receive one to five stars

depending on their performance relative to all other plans with which the three

automobile manufacturers and GDAHC contract. The number of stars a plan

receives is based on evaluating statistically significant differences in performance

compared to the median.

In the popular press, U.S. News & World Report also developed a method for

reporting on health plan performance using data from NCQA. The most re-

cent report was in October 1998. The methodology, developed for the maga-

zine by the National Opinion Research Center (NORC), used twenty-eight

HEDIS measures in five categories (prevention, adult access to care, member sat-

isfaction, physician credentials, and children’s access to care) to develop overall

scores for 271 health plans (www.norc.uchicago.edu/new/hmo). Scores were trans-

formed so that the best plan in the nation received a score of 100 and the worst

plan received a score of 0. Plans were then assigned one to four stars according

to a statistical test. The overall ratings were reported along with numeric scores
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(from 0–100) for each of the five categories and the plan’s accreditation status

(www.usnews.com/usnews/nycu/health/hmo/main1).

Medical Groups

As information on quality has become available more systematically on managed

care plans, interest in having such information at the medical group level has

increased. Many consumers do not understand the role health plans play in

ensuring provision of high-quality care and would prefer information closer to the

point of service delivery. This is particularly true in areas, such as California, where

medical groups are a dominant form of physician organization and many med-

ical groups contract with multiple health plans.

The Pacific Business Group on Health (PBGH), a coalition of large and small

employers, has produced a series of report cards on fifty-one medical groups in

California, and seven in Oregon and Washington. The report cards cover four

major areas: preventive care service delivery, preventive care counseling, care for

chronic conditions (hypertension and hypercholesterolemia), and patient satisfac-

tion and access. The reports are based on patient survey data. Numeric scores

are reported in each category along with a symbol indicating whether performance

is significantly above or below average. Reports are available on a Website

(www.healthscope.org) that also includes reports on health plans and hospitals in

California, Oregon, and Washington.

Physicians

Consumers are probably most interested in the quality of individual physicians,

but to date little information is publicly available at this level. Most of the reports

at the level of the individual physician have been developed for internal use by

health plans or medical groups as part of determining compensation. Risk-

adjusted mortality rate following CABG surgery is available at the individual

physician level in New York and Pennsylvania.

Some Methodological Issues in Performance Reporting

A number of groups are currently developing and disseminating report cards, as

we have discussed. Most of these efforts are local or regional rather than national,

but they reflect a shared sense that consumers want (or should want) better

information about the performance of the health care system. There is some dan-

ger that, in markets with multiple report cards being made available, consumers
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will end up being more confused than educated. This is particularly likely because

methodological choices in constructing summary scores can lead to divergent

results, even when using the same data. There is likely to be some benefit to

developing a national consensus on reporting strategies so that consumers become

familiar with the information that is available and begin to use the information in

their decision-making process. We now describe some of the choices that report

card developers have to make.

Number of Measures

As the amount of information collected on quality performance has expanded,

attention has shifted to how this information can be meaningfully transmitted

to consumers. Both methodological and communications issues arise and inter-

act. Cognitive psychology affords some insight into the amount of information

humans can use in making a decision. Typically, five to seven “bits” of informa-

tion are the maximum that can be held in short-term memory and incorporated

into a single decision. This suggests that minimizing the amount of information

provided facilitates use by the intended audience. However, a single number about

performance (for example, overall hospital mortality or mortality following CABG

surgery) may not be adequate to characterize all the important dimensions for con-

sumers. This balancing act between enough information and yet not too much

continues to be debated among those producing report cards. Making informa-

tion available on the Internet may allow the best tailoring for individuals. High-

level aggregate results could be displayed on the first page of a Website, and

then users could seek additional detail relevant to their own circumstances on

subsequent pages.

Report cards have taken numerous approaches to presentation, including

giving results on individual performance measures versus summary scores for mul-

tiple measures. Some present both summary scores and individual results (for

example, PBGH report cards). A review of the literature on decision making

suggests strongly that the scale approach is preferable because it serves the

purpose of reducing the amount of information that consumers must consider

when making a decision.9 The authors note that there is an apparent contradic-

tion between the amount of information people can typically use in making a

decision and the desire frequently expressed by consumers for more information.

A study by one of those authors yielded an interesting insight into this con-

flict.10 Handicappers for horse races were given the option of selecting five to forty

variables from among eighty-eight possible variables to predict the winners of

horse races. Their confidence in predictions increased with the number of vari-

ables, but their accuracy did not improve. The handicappers were as accurate in
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predicting results with five variables as they were with forty; as the number of vari-

ables increased, the level of consistency decreased. The authors of the review

article conclude that “the approach of giving consumers the maximum amount

of information is not the most effective path to informed consumer choice.”11

Further, they report that in focus groups consumers “commonly respond that they

find the information overwhelming and confusing and that they do not know how

to bring all the pieces of information together into a decision.”12 In these focus

groups, consumers were looking at report cards with about twenty measures or

pieces of information (plan characteristics) on them, and in some cases as many

as thirty-eight plans were included.

Credibility of Data Source

One of the challenges for public reporting is the credibility of the data source.

Consumers may be suspicious of information that is produced by the entity being

evaluated. Two main approaches are commonly used to enhance the credibility

of the information. In some cases, a third party collects and analyzes the data.

This is true for accreditation and for the consumer surveys used by NCQA (that

is, CAHPS). The other approach is to audit the performance data. NCQA is now

requiring that HEDIS results, based on plan analyses of their own administrative

and medical record data, be audited by an outside group certified to perform this

function. Auditors essentially look at both the integrity of the process used to pro-

duce the result and the reproducibility of the results in determining whether the

information is accurate.

Risk Adjustment

For comparisons between entities to be fair, the data must be adequately ad-

justed for differences in the populations receiving services; this is known as risk

adjustment. Outcome data are more likely to require risk adjustment than process

measures because a larger number of factors outside the control of the organiza-

tion being evaluated contribute to observed performance.13 The reports on hos-

pital mortality have paid the greatest attention to risk-adjustment issues.

Missing Data

In our previous work on developing reporting strategies, we have considered a

number of potential solutions to handling missing data.14 These issues are par-

ticularly important if one is developing scales (groups of measures), but some of

the same issues may arise if one is reporting performance on single items. Reports
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based on surveys routinely face this issue because respondents may not answer all

questions. One always has the option of noting nonresponse (NR) for entities that

do not report on one or more measures, but it may be difficult for consumers to

compare “NR” with an actual performance designation. For this reason, we prefer

some type of imputation strategy. Three are summarized here.

Mean imputation takes the average value of all entities that have reported on

a measure and assigns that average to entities whose results were missing for the

measure. Imputing the mean value maintains the mean of the observed values

and is a conservative approach that suggests that in the absence of other

information we assume a plan’s performance is average.

Regression imputation is a more sophisticated approach to imputing the

means because it uses more information to estimate what the entity’s performance

might have been, given other characteristics (for example, number of enrollees or

profit status) or performance on other measures. This method is likely to estimate

a missing value closer to the true plan performance than simple mean imputation.

Imputing the lowest observed value is a more punitive approach to dealing

with missing data in that it assigns an entity the score associated with the entity

that had the worst result on the measure. This policy, used by the CARS project,

is designed to encourage complete reporting by penalizing plans that fail to report.

Report cards that present summary scales must choose an imputation method.

Because the method used is likely to affect the results, it would be preferable for

report card developers to indicate the method they used to deal with missing data.

For most report cards we looked at, it was difficult to tell which method was used.

Aggregation Issues

If a report card developer chooses to present scales, a number of other analytic

issues arise in constructing the scales. Conclusions can vary with the choices in

these areas.

Choosing an Organizing Framework. There are two strategies for creating a

framework. The first approach, which might be called “bottom-up,” starts with the

individual measures that are available and creates summary categories that max-

imize the number of measures used. This can either be done quantitatively, using

factor analysis or other methods designed to identify patterns in data, or it can be

done qualitatively by obtaining expert opinion. The U.S. News & World Report ap-

proach to health plan performance reports used factor analysis to create categories.

The second approach, which might be called “top-down,” starts with the

information that potential users would like to have to make decisions and identi-

fies measures that communicate the desired information. The Foundation for
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Accountability has done considerable work in this area, which contributed to the

frameworks used by NCQA and the CARS project. The methods for identifying

what information the target audience wants may include surveys, focus groups, or

semistructured interviews.

The bottom-up approach is more frequently associated with research or

decision analysis. This approach has the advantage of trying to use all avail-

able information. Since the approach is empirically driven, another advantage

is the opportunity to identify patterns in data that might otherwise escape notice.

The disadvantage of this approach, particularly if done quantitatively (say, using

factor analysis), is that it may produce results that are difficult to interpret and

may not be valued by the intended audience. In analyzing Medicare plan per-

formance data using factor analysis, we found some of the resulting groups

impossible to interpret.15

The top-down approach is more audience-sensitive because it identifies

attributes that are important to those making the decision. Because decision mak-

ers generally come to a task with some questions already in mind, an optimal top-

down approach organizes information into categories that respond to the questions

on the mind of the potential user. The disadvantage of this approach is that there

may be categories of interest to decision makers for which few measures or none

currently exist.

Scaling. Individual measures that are combined to create summary categories

may have different means and variances. This potentially presents a problem for

scaling in that it can permit some measures to have a greater (or lesser) effect on

the results because of their distributional properties.

Standardization is a simple calculation, but it is frequently misunderstood

owing to its similarity to related statistical calculations. The idea is to transform

item scores so that entities are ranked on a comparable scale across items. This

prevents an item with a large range (say 0–100) from completely dominating an

item with a small range (say, 0–1).

The benefit of standardizing is that it simplifies comparing items and un-

derstanding the meaning of weights applied to those items. The standard devia-

tion scale makes using a simple rule of thumb based on the normal distribution

easy; thinking of a standard deviation increase of 1 in each item is often easier

than comparing a 35-point increase on a 100-point scale with a .012 increase in

the mean of a dichotomous variable.

Weights. A basic starting point in constructing new scales is to give each measure

in a scale equal weight. This implies that every element of the scale is equally

important in arriving at a summary assessment. For many performance measures,
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this assumption of equal importance is at odds with both consumer and expert

assessments of the measures. In previous work, we considered six options for

weighting measures within scales:16

1. Equal weights. We start with equal weights as the base case since it is the op-

tion requiring the least judgment and offers a convenient method for evaluating

the effect of weights on the results. All alternative weight schemes should be com-

pared to the results based on equal weights. Equal weights is probably the most

common approach taken in current report cards.

2. Consumer weights. A second option would be to ask consumers to assign

weights to measures. This could be done either by surveying consumers to estab-

lish standardized weights for printed publications or by establishing an interactive

mechanism that allows each individual to assign weights reflecting his or her own

preferences.

3. Expert weights. Under this approach, experts assign weights based on their

assessments of the relative importance of the measured process. Importance may

be determined relative to the effect on outcomes, or it may reflect expert assess-

ments of what has been suggested as being important to consumers according

to the literature. This is the approach used in the CARS report card.

4. Population weights. Under this approach, measures are assigned a weight that

reflects the proportion of the population eligible for the service represented by the

measure. Importance is established on the basis of the number of people to whom

the measure might be relevant.

5. Factor weights. If a factor-analytic approach was used to construct the

reporting framework, one could use the resulting factor weights in creating

aggregate scales. This is the approach used by U.S. News & World Report for health

plan performance.

6. Importance weights. This approach would adopt a particular outcome

(mortality, quality-adjusted life-years) and develop weights that quantify the effect

of the measures on the outcome. Values could be obtained from the literature or

expert assessment.

Statistical Evaluation of Differences

The final analytic consideration for public reporting is to evaluate whether results

are statistically significantly different from one another. In general, ignoring sta-

tistical significance is likely to increase misinformation. The challenge is how to

present the results in a way that is interpretable by users. Given that one is com-

mitted to using statistical significance to distinguish performance, some additional
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analytic issues must be addressed in terms of the reference point for compari-

son. Performance for any one entity could be compared to:

• The average performance of all entities reporting the measure nationally

• The average performance of all entities reporting the measure in a market

• A benchmark based on actual performance (say, best result in the nation)

• A benchmark based on desired performance (best theoretical result)

There has been considerable debate about the best basis for making per-

formance comparisons among entities. Those who favor national comparisons

argue that they underscore the goal of having equal quality of care through-

out the country. Those who favor using regional comparisons argue that some

variation nationally is unavoidable and fundamentally people can select only

from local providers. Those who favor using benchmarks (rather than relative

performance) prefer to emphasize the importance of a goal rather than grading

on a curve. Benchmarks can be established either by observed best practices or

by reference to goals (such as Healthy People 2010). These arguments often

assume that the best observed performance is suboptimal. Those favoring relative

performance reporting note that choices are made relative to the available

options.

The choices in this area reflect beliefs about the message that a report card is

intended to deliver. First, one must consider whether quality is a relative or an

absolute concept. In reality, there are very few absolutes in medicine (and by

extension, in quality). Process quality, for example, in Donabedian’s conceptual-

ization incorporates both technical excellence (providing the right service com-

petently) and interpersonal excellence (doing so humanely and with reference to

the patient’s preferences).17 This suggests that there are few interventions that are

clinically appropriate and acceptable to all patients all the time. Most quality mea-

sures are designed with the idea that a higher rate of performance is desirable, but

unless techniques for incorporating informed patient refusal and rare clinical con-

traindications are factored into the measurement method, excellent quality

performance should rarely reach 100 percent.

One of the policy implications of using an absolute level of performance as

the metric of comparison is that entities may be encouraged to deliver care that

is either clinically inappropriate or unacceptable to patients in order to raise their

level of performance. Alternatively, using relative performance as a basis of com-

parison could fail to establish adequate incentives to improve performance. A par-

ticular concern about using relative performance is that the best observed

performance may not be very good. This is not consistent with some of the data

we have examined. For example, for plans contracting with the three major U.S.
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automobile manufacturers, the best performance in the nation in every case

exceeded the Healthy People 2000 goals.

The second consideration among the relative comparison options is whether

to make national or regional comparisons. Using national standards establishes

a policy of expecting equal excellence in delivery of health services nationally. For

many measures, there is no strong rationale for expecting substantially different

performance by region. We observe differences in the quality of care received

by persons in urban and rural areas, by racial or ethnic group, by income or

insurance coverage, but in most instances there is no clinical justification for these

differences. The proponents of risk or case-mix adjustment suggest that these tech-

niques be applied to quality measurement to account for differences in perfor-

mance that reflect the populations served. Using national standards may provide

greater incentive for quality improvement than using regional standards. This

varies with the market.

The third consideration is whether to make comparisons relative to the aver-

age or best performance. Any number of cut points could be chosen within the

distribution of actual plan performance. Reference to the average would seem

to promote substantially less quality improvement activity than reference to the

best. Using the best performance as an anchor may yield a conceptually clearer

way of distinguishing the top and bottom performers.

Summary of Methodological Issues in Reporting

This section summarizes some of the methodological choices that report card

developers must make when designing public reporting. Many proprietary systems

may not make clear the choices they have made. In most instances, report card

developers have made varying choices even while using the same basic data source.

This has the potential to produce apparently different results and may contribute

to consumers’ confusion and subsequent unwillingness to use this information to

guide choices. The main message, however, from this discussion is that there is no

right or wrong way to produce public information. Since the choices made affect

the results, transparency of method should be highly valued.

What Is Known About the Use of Quality Information

Relatively little is known systematically about how consumers and other target

audiences for public information on quality (purchasers, providers) use the avail-

able information. The general perception, and one supported by a recent analy-

sis of the literature, is that the information is not widely used.18 The summary of
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the literature in this section relies primarily on the recent review article. One of the

most interesting findings from the review was the paucity of evaluative informa-

tion on this question. The reviewers found only twenty-one articles in the peer-

reviewed literature that had addressed the question of use, and these studies had

evaluated seven public reporting systems.

Consumer Use of Information

The evaluations of consumer use of information have been of three types: eval-

uating whether consumers are able to use information, asking consumers whether

they used information for decision making, and examining whether patterns of

utilization changed following the release of public information.

Consumers frequently are unable to understand the content of report cards.19

Some consumers may not have the skills necessary to use comparative informa-

tion in decision making. Understanding the content is a prerequisite to using the

information. Additional work may be required to improve the usability of report

cards. Alternatively, groups that represent consumers may be a more appropriate

target for information than individual consumers.

Consumers’ reporting on their use of report cards is mixed and has been eval-

uated in limited markets. A national survey of consumers found that most relied

on family, friends, and their own doctor to make decisions about where to go for

care.20 About 40 percent of people surveyed had seen comparative information

on health plans, and about one-third of those who saw the information used it

(about 13 percent overall). A survey of patients who had undergone CABG surgery

in one of four hospitals in Pennsylvania found that only 20 percent of patients

were aware of the information on hospital mortality rates for that procedure;

among those who were aware, less than 25 percent said the results influenced their

choice of surgeon.21 A study of the HCFA mortality rates found that consumers

were more influenced by press reports of high-profile problems at local hospitals

than by the data on risk-adjusted mortality.22

About half of the employees of companies in St. Louis and Denver who

received health plan report cards as part of open enrollment remembered the

report.23 Among those who remembered seeing the report, 95 percent found it

trustworthy, 82 percent found it helpful for learning about plan quality, 66 percent

found it somewhat or very helpful in deciding whether to stay in or switch plans,

and 50 percent were more confident in the decision that they made.

Few changes in utilization associated with the results of hospital report cards

have been observed. A study of New York general acute hospitals found no

changes in occupancy rate after release of the HCFA mortality rates.24 A quasi-

experimental study of the impact of the New York state report on mortality

following CABG surgery found that hospitals and physicians with better
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performance experienced gains in market share and prices, although this effect

diminished over time.25

Purchaser Use of Information

There is even less systematic information on the use of performance data by

purchasers. One study that conducted interviews with large purchasers in

California, New York, Ohio, and Pennsylvania found that most had HEDIS data

available to them and just over half used the information to select plans with which

to contract.26 A national survey of a random sample of employers with more than

two hundred employees found that larger employers were more likely to use data

from NCQA than smaller employers, but that a minority (11 percent) rated the

information as very important.27

Some important leadership in purchaser use of report cards is currently

coming from the automobile manufacturers (through the CARS project) and

the Office of Personnel Management (OPM) for federal employees. All three

automobile manufacturers and OPM require NCQA accreditation and submis-

sion of HEDIS data as a condition of contracting. The Pacific Business Group on

Health has also made performance information available to purchasers and the

public in the markets in which it operates. These latter activities, however, have

not been formally evaluated.

Use by Providers

Consumers and purchasers might use performance information to make choices

among providers, but providers’ primary use of this information is for quality

improvement. Most of the peer-reviewed studies in this area have focused on

the hospital report cards. NCQA has presented evidence from its recent report

on managed care plan performance that public reporting may be associated with

higher quality.

Two studies have been conducted on the Pennsylvania CABG surgery mor-

tality report card. One found that whereas most cardiologists and all surgeons in

the state were aware of the report, few thought that it was important or had

discussed it with their patients.28 Most were critical of the methods, particularly

the adequacy of risk adjustment and the reliability of the data. A study of orga-

nizations in the state found that the information was a stimulus to development of

marketing materials, provider monitoring, benchmarking, and collaborative

improvement activities within the hospital.29

Five studies have been conducted on the New York cardiac reporting system.

One study found considerably greater acceptance of the reports among physicians

in New York than what was reported in Pennsylvania; 67 percent reported that
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they found the content very useful or somewhat useful, 22 percent said they rou-

tinely discussed the results with their patients, and 38 percent said the report

had affected referral patterns.30 A case study in a hospital that had performed

poorly reported that after an initial negative reaction to the report the institution

used the results productively to improve collaboration and identify sources

of high mortality.31 A survey of hospital executives found that most were

knowledgeable about the methods used in the New York reports and that high-

mortality hospitals were more likely to be critical of the results.32 Outcomes appear

to have improved in the state following release of the information; risk-adjusted

mortality rates in the state have declined from 4.17 percent to 2.45 percent.33

This exceeds the rate of decline nationally, but some critics suggested that this

resulted from fewer high-risk procedures being done or from patients going out of

state for care. In fact, a study found that fewer residents of New York went out

of state for CABG surgery following the release, and the likelihood of having

the surgery following a heart attack (one of the most high-risk reasons for surgery)

increased.34 The findings of studies conducted on other hospital report cards

are similar.35

In its 1999 report on managed care quality, NCQA found that health

plans submitting data for public release had a higher rate of performance than

those submitting data not for public release.36 NCQA also reported that accred-

ited plans performed better than those that were not accredited, and plans that

had been reporting for public release for three consecutive years performed bet-

ter than those that had not released information in all three years.

Conclusion

Despite the high level of interest in report cards on quality performance by

organizations, there are few examples available nationally. NCQA has the widest

geographic reach in producing performance reports on managed care plans.

California appears to be the state with the most information across levels in the

health care system (health plans, hospitals, and medical groups). New York’s

experiment with routinely reporting risk-adjusted mortality data on one procedure

has been subject to the most extensive evaluation.

Although the evidence on the use of report cards by various audiences—

consumers, purchasers, providers—suggests that the information is not widely

used and appears to have only a small effect on performance, it is premature to

declare this experiment a failure. Studies of the rate at which innovations diffuse

suggest that it takes a long time for a new approach to be widely accepted.37

The literature on making documents useful for various audiences suggests that a
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key problem for many of these reports may be related to poor presentation of the

information.38 We have more information available today than we have ever had,

but it reflects a small portion of the reasons people seek care—so failure to find

widespread effects may be consistent with assessments of the meaningfulness of

the information. Increased attention to the methods that are used to construct

report cards, better use of communication techniques that are known to be

effective, and more formal evaluations of such efforts are required before we have

the information necessary to draw conclusions about the utility of public reporting.
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T
he health service needs of people in the United States have changed dra-

matically during the past century as a result of the shift from acute to chronic

conditions and an increasing life span. In 1900, the major health problems

stemmed from acute infectious diseases such as typhoid fever and smallpox. Peo-

ple usually recovered or died rapidly from those diseases. By midcentury, three

chronic conditions alone—heart disease, cancer, and stroke—accounted for more

than 50 percent of deaths; today, chronic illnesses are the predominant cause of

death.1 Reductions in acute illness have contributed to a historic increase in life

expectancy, from 47 years in 1900 to 73.6 years in 1997. Because the birthrate

also is falling, elderly people constitute a growing segment of the population. By

2035, when most baby boomers will have aged, one in five Americans (sixty-seven

million people) will be age sixty-five or over.2 Disabilities can affect people of

any age, but the rate increases with age. Only 2.4 percent of people under sixty-

five need any assistance with daily activities, compared to almost half of those

eighty-five and over.3 People with chronic illness frequently experience disability

and require assistance over an extended period.

Long-term care is the set of health and social services delivered over a sus-

tained period to people who have lost (or never acquired) some capacity for

personal care; ideally, it enables recipients to live with as much independence

and dignity as possible.4 Provided in institutional, community, and home settings,

long-term care encompasses an array of services ranging from high-tech care to
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assistance with such daily activities as walking, bathing, cooking, and managing

money. The care can be furnished by paid providers (formal care) or unpaid fam-

ily and friends (informal care), or by a combination of the two. Long-term care

differs from most topics discussed in this volume because it includes social as

well as medical services.

This chapter reviews the recent literature on long-term care, showing how fi-

nancial considerations have framed the dominant policy debates and research

agenda. Policy makers frequently view nursing homes as a low-cost alternative

to a hospital and consider community services and family care as less expensive

substitutes for a nursing home—neglecting quality-of-life issues. Both policy mak-

ers and researchers also tend to ignore the diversity among older Americans, as

well as the problems faced by low-income women who serve as caregivers (whether

in a paid or an unpaid capacity).

Nursing Homes

The term nursing home covers a variety of institutions, including skilled nursing

facilities (SNFs), which offer twenty-four-hour nursing care; and residential

care facilities (RCFs), which provide some personal care but no licensed nurs-

ing care. Public policy first encouraged establishment of private nursing homes

in 1935, when Old Age Assistance (public aid for low-income elderly), part of

the Social Security Act, specifically barred residents of public facilities

(almshouses) from receiving this aid. The federal government gave funds directly

for construction of nursing homes in the 1950s in an attempt to solve a hospital

bed shortage and to save money by discharging hospital patients to a less-

intensive level of care. Public funding of nursing homes expanded dramati-

cally after the passage of Medicare and Medicaid in 1965, leading to rapid

growth in the number of facilities. Both programs defined nursing homes as pre-

dominantly medical institutions, emphasizing the nursing over the home.5

At the most acute end, such policy changes as Diagnosis-Related Group

(DRG) hospital reimbursement and the growth of HMOs have contributed to the

growth of “subacute” care. This type of nursing home care is designed to shift

care from hospitals into nursing homes, both reducing hospital costs and captur-

ing extra Medicare reimbursement.6 The reimbursement formula for nursing

home care in general encourages for-profit enterprises; three-quarters of free-

standing nursing homes now are profit-making.7

Although most older people assume that Medicare covers nursing home stays,

it accounts for only 14 percent of total nursing home expenditures. The program

pays for one hundred days of post-hospital recovery care in a nursing home; it
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provides no coverage for custodial care. Medicaid, by contrast, pays for custo-

dial as well as skilled nursing care and has thus become the primary funding source.

It finances 42 percent of nursing home expenditures for the elderly and represents

three-quarters of the total $48.5 billion government spending on nursing homes.8

Although about 40 percent of nursing home users enter facilities paying privately,

many of them become eligible for Medicaid after “spending down” or depleting

their resources. The annual cost of a nursing home stay in 1993 was $37,000, a

sum that exceeded the incomes of four-fifths of elderly people.9 Nursing home

spend-down has attracted policy attention because those who spend down account

for a significant proportion of Medicaid nursing home expenditures, and because

the phenomenon is a demonstration of the catastrophic costs of long-term care.10

Nursing homes dominate long-term care spending. The rapid and unexpected

rise in government expenditures for nursing homes during the 1960s and 1970s

contributed to the policy focus on containing costs. Research has distinguished

two types of nursing home user: (1) someone with a short stay, typical of post-

hospital use; and (2) someone with a longer stays, typical of more custodial use.11

The long-stay residents consume most nursing home funds.12 Research in this area

has been used extensively in developing private long-term care insurance.13

Other research has concentrated on designing, implementing, and evaluating

alternative reimbursement methods.14 Studies suggest that although various tech-

niques, especially prospective payment, have slowed the increase in costs, they also

have reduced access for Medicaid patients and limited the supply of beds below

needed levels in some areas.15 To discourage nursing homes from taking only

the least disabled (and least expensive) Medicaid patients, some states have tried

reimbursement formulae that pay more for the care of the most disabled. But this

system may have the unintended consequence of reducing access for those need-

ing only custodial care. One group of researchers concluded that reimbursements

often reflect state budget balances and overall states resources more than the ac-

tual costs of providing nursing home care or improving quality.16

Although economic issues dominate research and policy, widespread concern

about the treatment of nursing home residents (especially after highly publicized

scandals) has kept some attention on quality-of-care issues.17 The definition of

quality has changed over the years. Initially, regulations defined it in terms of such

“structural” features as conforming to fire and safety codes. Regulations then began

to include measures of “process,” such as whether a bed-bound patient is reposi-

tioned frequently enough to prevent pressure sores. Most recently, federal nursing

home regulations have broadened to cover some “outcome” measures, such as

change in functional status and psychosocial well-being as indicators of quality.18

Some researchers have shown how nursing homes can reduce accidental falls,

urinary incontinence, decubitus ulcers, and use of physical restraints and
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psychotropic drugs.19 Others have examined quality differences between for-profit

and not-for-profit nursing homes, finding that the latter generally provide better

care.20 Studies documenting high use of chemical and physical restraints, inade-

quate supervision of care by physicians and professional nurses, and the poor qual-

ity of life in many institutions helped inform the federal 1987 Omnibus Budget

Reconciliation Act’s (OBRA) detailed language on nursing home quality. OBRA

included national standards for training nursing home aides, presence of social

work staff, and delivery of medical care in nursing homes,21 but poor-quality fa-

cilities remain common.22

Community-Based Services

For many, long-term care conjures up the image of bedridden elderly residents in

nursing homes. But most older people with functional limitations remain at home,

often receiving assistance from family and friends as well as community agen-

cies. Community-based services include adult day care, transportation, and con-

gregate meals. Home care includes high-tech equipment, home-delivered meals,

visiting nurses, home health aides with some training who can provide basic per-

sonal care such as help with bathing, and homemakers or untrained workers who

assist with housecleaning and some personal care. We refer to both in-home and

out-of-home services as “community-based” services in this chapter.

Public funding for community-based services remains limited. Medicare em-

phasizes medically oriented, postacute home care, not the ongoing social support

services many people need to live independently in the community. Recipients

must be homebound, under the care of a physician, and in need of part-time or

intermittent skilled nursing or physical or speech therapy.23 The way these rules

was interpreted was loosened in the early 1990s, leading to rapid growth in

Medicare expenditures for home health care. In reaction, Congress severely re-

stricted reimbursements in 1997, leading to a 45 percent drop in expenditures the

following year.24 An exception to Medicare’s home care restrictions is the exper-

imental Social Health Maintenance Organizations (SHMOs), which combine the

prepaid, at-risk features of regular HMOs with a modest amount of ongoing

chronic care benefit. Difficulties in controlling costs, as well as the failure to co-

ordinate acute and chronic medical services,25 make it unlikely that SHMOs

will represent a major expansion of long-term care under Medicare.

Unlike Medicare, Medicaid does not limit community-based services to post-

acute care. The government’s concern with reducing Medicaid nursing home

spending encouraged expansion of Medicaid coverage of community-based ser-

vices. Legislation passed in 1981 gave states the option of applying for waivers
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from existing Medicaid rules in order to provide case management, personal care,

respite care, and adult day care.26 Regulations sought to ensure that such services

substituted for, and cost less than, nursing home placement. Largely as a result

of these waivers, Medicaid spending on community-based services doubled be-

tween 1989 and 1993. Nevertheless, 9 percent of Medicaid’s $122 billion bud-

get is spent on community-based services, compared to 24 percent on nursing

homes.27

Two other major federal programs that fund services for elderly people in the

community are Title III of the Older Americans Act (OAA) and the Social Ser-

vices Block Grant (SSBG). Both have fixed annual budgets that are substantially

smaller than the amount spent by Medicaid on community-based services; both

programs thus sometimes run out of money before the end of the year and refuse

to accept new clients. Moreover, the amount of assistance provided to each re-

cipient tends to be even lower than that furnished by Medicaid programs.28

The policy focus on cost containment has shaped the direction of research on

community care. A series of “channeling” demonstration projects in the early

1980s studied a range of community services in an attempt to see if funding those

services could save money by keeping disabled elderly people out of nursing

homes. Evaluators concluded that some highly disabled clients would not have en-

tered institutions even without access to community services.29 Thus, although

community-based services are usually cheaper than nursing home care for a sin-

gle individual, total costs tend to be higher because more persons are served by

community-based care than would have been served by nursing homes. These

findings, coupled with rising Medicaid costs, have stimulated research on identi-

fying clients at imminent risk of institutionalization or those inappropriately placed

in nursing homes so that community services can be targeted to them alone.30

Drawing primarily on the Andersen model of health services utilization,31 re-

searchers have identified characteristics of elderly people that increase the prob-

ability of nursing home placement: advanced age, poorer health status, increased

functional impairment, being white, living alone, and not owning a home.32

Another body of research addresses the policy concern that publicly funded

care not substitute for care provided “free” by family and friends. Such a concern

is based on the premise that formal (paid) and informal (unpaid) services are in-

terchangeable and that an hour of paid care results in one less hour of care by

family members. Most studies of the intersection of formal and informal services

focus exclusively on allocating tasks between family caregivers and formal

providers. Family members, however, typically conceptualize caregiving as a com-

plex relationship, not simply as a set of discrete tasks. It is thus unsurprising that

researchers consistently find that formal services supplement rather than supplant

informal care.33
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A similar line of research arises from the fear that large numbers of elderly

people will come out of the woodwork to use new services because such

community-based services as household cleaning, unlike nursing homes, are be-

lieved to lack built-in limitation on consumption. This fear, too, appears to be mis-

directed. Although the potential pool of clients of community-based services is

vast, a critical issue for some community agencies is recruiting clientele, not con-

trolling intake.34 Some elderly people postpone assistance until they are extremely

disabled in order to maintain a sense of independence.35 Having absorbed a value

system that glorifies self-sufficiency, they may be unable to rely on others even

when very needy. Some elderly people also may cling to housekeeping chores as

a way of separating themselves from their more severely impaired counterparts.

As Alan Sager comments, “The notion of a horde of greedy old people and lazy

family members anxious to soak up new public benefits appears to be more a pro-

jection by a few wealthy legislators accustomed to domestic and hotel and restau-

rant service than it is a realistic image of our nation’s elderly citizens.”36

Moreover, one person’s “latent demand” is another’s “unmet need.”37 Those

who fear that the expansion of community services will open the floodgates im-

plicitly acknowledge that the elderly are drastically underserved. Only 36 percent

of the 5.6 million functionally impaired elderly people living in the commu-

nity receive any formal care.38 More than half of those with the severest disabil-

ities receive no formal help.39

Policy on the quality of existing community-based care is at least fifteen years

behind similar nursing home policy. Several organizations, such as the Joint Com-

mission on the Accreditation of Health Care Organizations ( JCAHO), have de-

veloped voluntary accreditation standards for some types of community care, but

research is just beginning to define quality in community settings and develop a

methodology for measuring it.40

Variations in the Need for Formal Services

As the previous two sections have shown, the research and policy focus on finan-

cial considerations has overshadowed other public health concerns such as equity,

adequacy, and quality. Understanding variations by race, ethnicity, gender, and

class can help identify critical research and policy issues that previously have re-

ceived inadequate attention.

The elderly population is becoming increasingly African American, Latino,

Native American, and Asian American. These groups constituted approximately

16 percent of the elderly population in 2000 and are expected to represent ap-

proximately 34 percent by 2050.41 Thus, programs aimed at the types and levels
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of functional disability of elderly whites may become less appropriate. Elderly

African Americans have the highest rate of death and functional limitation, caused

in part by high rates of hypertension, diabetes, circulatory problems, and arthritis.

Elderly African Americans also are more likely to rate their health as fair or poor.42

Research on the functional disabilities of Latinos is inconsistent. Some studies show

that Latinos have fewer disabilities than all other groups, some report a similar level,

and some find a higher level. Older Latinos have a lower death rate than whites

overall, but higher death rates from diabetes, accidents, and chronic liver disease.43

The health status of Asian American elderly generally is similar to that of white

elderly. Aggregate data, however, mask the increasing diversity within Asian

American communities. Some Asian Americans groups, especially recent immi-

grants, have long-term care needs that differ dramatically from those of whites.44

Women constitute 59 percent of the elderly population and 71 percent of

those eighty-five and over.45 Women at every age experience more functional lim-

itations than men. Women also have a disproportionate need for formal long-term

care because many live by themselves. Seventy-eight percent of elderly people liv-

ing alone are women; 36 percent of all elderly women and 44 percent of women

seventy-five and over live alone.46

Class also influences the need for long-term care. Research on aging in the

United States generally focuses on income (which is a point-in-time measure of

cash flow) rather than class (which is a long-term position in the economic strati-

fication system that also includes assets and occupational position). Research

outside the United States suggests that class position has a direct impact on

health status, independent of access to health care. A Swedish study of people

eighty-five and over reported that former blue-collar workers are twice as likely as

former white-collar workers to experience limitation in activities of daily living.47

In the United States, functional limitations are highest among elderly people with

relatively low income, even after controlling for age and race.48

Race and ethnicity, gender, and class interact, intensifying the need for long-

term care and aggravating access barriers. The disability rate is highest

among older African American women, being about 50 percent higher than

that among older white males.49 Those with the greatest need for long-term care

have the least ability to pay for it. In 1997, elderly men’s median income was

$17,768, while elderly women’s was $10,062. The median income for white men

sixty-five and over was $15,276, two and a half times that of elderly African

American and Latina women ($6,220 and $5,968, respectively).50 Approximately

84 percent of African American elderly people enter nursing homes on Medic-

aid, compared to less than 44 percent of whites.51 The term multiple jeopardy has

been used to describe this cumulative disadvantage of age, race, gender, and class

in regard to health and income.52
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Variations in Using Long-Term Care

The elderly population is a heterogeneous group. Characteristics such as gender,

race, ethnicity, and class exert a significant influence on the use of LTC services.

Gender

Women are much more likely to enter nursing homes than men; 70 percent of

nursing home residents are women, and women are twice as likely as men to use

a nursing home at some point in their lives.53 The imbalance in nursing home uti-

lization occurs not only because women have more disabilities but also because

they frequently outlive their husbands and thus lack the social support needed to

stay at home.54 The cruel irony is that, after a lifetime of caring for others, many

women are bereft of essential support when they are most in need. Policy makers

and researchers rarely address the social and economic policies responsible for the

predominance of women in nursing homes. It is unclear to what extent women

also are especially likely to suffer from inadequacy of community services.

Race and Ethnicity

As early as 1980, the U.S. Commission on Civil Rights argued that racial differ-

ences in the utilization rate of nursing homes might indicate access barriers.

In 1990, 25.8 percent of whites age eighty-five and over were in nursing homes,

compared to 16.7 percent of African Americans, 11.0 percent of Latinos, and

12.1 percent of Asian Americans.55 Differences persist even after controlling for

other predictors of nursing home use.56

The relatively little research on the relation between race and ethnicity and

use of community services is contradictory. Some studies report that minority el-

derly people use community-based care at the same rate as whites (or a higher

rate) after controlling for need and resources.57 Other studies find that African

Americans and Latinos are less likely to use community services.58

Several reasons could account for the racial and ethnic differences in long-

term care utilization.59 Some studies suggest that minority elderly people are less

knowledgeable than whites about the types and functions of many community-

based services, others suggest that nursing homes have discriminatory admission

policies, and still others suggest that health professionals are less likely to refer

minority elderly people to formal services.60 This racial and ethnic variation is

typically overlooked by policy makers who design programs for the “average” elder

who is white and middle class.61
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Class

Some observers argue that social policy for older persons in the United States cre-

ates a two-class system. Low-income elderly rely on Medicaid and other poverty

programs, while those who are better off benefit from tax preferences and uni-

versal programs such as Medicare. Poverty programs are the most vulnerable to

cuts because their constituency lacks political and economic clout.62

Specific research on class factors in long-term care is sparse and primarily

deals with the problems faced by Medicaid recipients. Some evidence suggests that

many nursing homes discriminate against Medicaid patients. High occupancy

rates (averaging 95 percent nationwide) enable nursing homes to be choosy about

admissions. Because the Medicaid reimbursement rate is lower than the amount

nursing homes charge private-pay residents, facilities prefer clients who can pay

out of pocket.63 Hospital discharge planners in California estimate that it is four

to seven times more difficult to place Medicaid patients in nursing homes than

privately-funded patients.64

The quality of life of Medicaid nursing home residents appears to be espe-

cially poor. Medicaid recipients tend to be relegated to institutions that, accord-

ing to some measures, offer the worst-quality care.65 Even within a facility, residents

relying on Medicaid sometimes receive less care than private-pay residents. Med-

icaid also does not pay for “incidentals,” such as laundering personal clothing or

making a phone call. All such expenses must come from the $30–70 per month

(varying by state) that Medicaid recipients are allowed to keep.66

Class also affects distribution of community-based services. Because most peo-

ple who receive such care pay privately, utilization varies directly with income. Not

surprisingly, people with higher incomes spend far more than others on care.

Moreover, self-pay clients receive more hours of home health care than those who

rely on public funds.67 Although Medicaid increases access to community-based

services, 71 percent of noninstitutionalized older persons with poverty level in-

comes do not receive Medicaid.68 Other elderly people, called “tweeners,” have

incomes just above the poverty level and therefore do not quality for Medicaid but

are too poor to pay privately for services.69

Recent developments have accentuated the class bias of noninstitutional care,

especially home health care. First, the deregulation and cost-containment mea-

sures of the 1980s eased Medicare restrictions on proprietary home health agen-

cies. By 1998, 56.7 percent of home health agencies were proprietary.70 For-profit

agencies seek out the best-paying (privately insured) patients, leaving other pa-

tients for nonprofit and government agencies. Second, large multihospital systems

looking for a relatively inexpensive way to expand have been eager to acquire

home health agencies.71 Third, for-profit chains have expanded. Currently,
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81.6 percent of the thirty-eight largest home care organizations are members of

for-profit chains.72 These changes have increased the competitiveness of the home

health care system, putting agencies under growing pressure to generate revenue

by focusing on the most remunerative patients and the best-paid services, thus

decreasing access for those whose care is less profitable.73 Little research has

attempted to determine if the quality of care varies by type of payment or own-

ership or affiliation of the home health agency.

The greatest difference of class may lie in services provided outside the bounds

of established organizations. Although most studies ignore the vast network of

helpers recruited through ad hoc, informal arrangements, some evidence suggests

that disabled elderly people rely disproportionately on this type of assistance.74

Abel’s study of fifty-one predominantly white, middle-class women caring for el-

derly parents found that just fifteen used services from a community agency, but

twenty-eight hired helpers who were unaffiliated with formal agencies. Nine of

the unaffiliated home care aides worked forty hours a week, and sixteen provided

around-the-clock care.75 The help from such workers typically is not included in

government statistics; however, it constitutes a major source of assistance to the

affluent that is not available to others.

Private Sector Financing Initiatives

The inequities in long-term care may become even more apparent if initiatives to

rely more on private sector financing win increased support. Such initiatives

take two forms. Some, such as home equity conversions and individual medical

accounts, seek to promote private saving, which can then be used to finance long-

term care. Others attempt to bring individuals together to pool the risks of pay-

ing for long-term care; these mechanisms include private long-term care insurance

and continuing-care retirement communities.76

Advocates of such programs argue that the growing segment of the elderly

population that is sufficiently well off to be able to pay for long-term care should

not rely on limited government funds.77 Critics charge that expansion of the

private sector would sharpen the divide between rich and poor. Most private

sector approaches are beyond the reach of low- and middle-income elderly peo-

ple. Many elderly have neither enough equity in their homes to pay for extended

long-term care nor enough income to pay for comprehensive private long-term

care insurance.78 In 1995, a policy paying $100 a day for nursing home and $50

a day for home care cost an average annual premium of $1,881 at sixty-five and

$5,889 at seventy-nine.79 Entry fees for continuing-care retirement communities

can be as high as $440,000 for a two-bedroom house for a couple, with monthly
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fees of $4,267. Increased private financing may also dissolve whatever popular

support public programs currently enjoy. Walter Leutz writes: “This could clearly

lead to a two-class system of care, which would be rationalized by arguments that

blame elderly victims for not insuring. It would not be uncommon to hear the

argument that those who don’t plan for the future don’t deserve such a generous

program, and so on into the all-too-familiar pattern.”80

Informal Care

Research offers overwhelming evidence to refute the enduring myth that fami-

lies abandon their elderly relatives. Shanas was one of the first scholars to show

that elderly people remain in close contact with surviving kin.81 More recent stud-

ies demonstrate that this contact translates into assistance during times of crisis.

Families and friends deliver 70–80 percent of the services disabled elderly people

receive.82 A study published in 1989 concluded that seven million relatives and

friends care for elderly people.83

Informal care continues to be allocated on the basis of gender. Women rep-

resent 72 percent of all caregivers and 77 percent of children providing care.84

Daughters are more likely than sons to live with dependent parents and to serve

as the primary caregivers.85 Sons and daughters also assume responsibility for dif-

ferent tasks. Sons are more likely to assist parents with household maintenance

and repairs, while daughters are far more likely to help with housework, cook-

ing, shopping, and personal care.86

Research on informal care typically focuses on the burden it imposes. Stud-

ies have found that caregivers experience a range of physical, emotional, social,

and financial problems. In many cases, caregiving responsibilities reignite family

conflict, impose financial strain, and encroach on both paid employment and

leisure activity.87

Despite the many reports of caregiver burden, limited assistance is avail-

able. The dominant concern of policy makers is that caregivers will unload re-

sponsibilities on the state. As a result, policy makers support social services and

financial assistance for caregivers only insofar as they serve to postpone or prevent

institutionalization. The major demand of many caregivers is respite services,

which provide temporary relief from care.88 Although most states have established

respite programs, they tend to be grossly underfunded, able to serve a small num-

ber of families and offering very few hours of care.89 State programs to reimburse

caregivers for their services typically limit payment to those caring for patients

deemed most vulnerable to institutionalization. Stringent eligibility criteria often

exclude caregivers who are spouses, children over the age of eighteen, relatives
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who live apart from the care receivers, and relatives with income over a certain

amount. The level of reimbursement tends to be low.90

The policy response to the conflict between wage work and care also has

been limited. The Family and Medical Leave Act (FMLA), passed with wide-

spread acclaim in 1993, covers leave of no more than twelve weeks, provides no

remuneration, excludes part-time and contingent workers and those employed

in small firms, and defines family narrowly. Workers who are white, middle-class,

and married are most likely to be able to take advantage of the act.91 Most

state programs have similar restrictions.92 Employer-based programs to accom-

modate family caregivers tend to be narrow in scope and concentrated in large

businesses.93

Unlike respite services, financial compensation, and workplace reforms, pro-

grams enhancing the ability of caregivers to adapt to their responsibility enjoy en-

thusiastic support. The low cost of such programs partly explains their appeal.

It is far cheaper to establish a ten-week course of lectures for caregivers than to

provide them with the services of homemakers and home health aides over a

period of months or even years. In addition, many caregivers attest to the bene-

fit of such programs. Support groups alleviate the intense isolation surrounding

caregiving. Educational programs that dispense information about the disease

process or the new equipment dispatched to the home boost competence and con-

fidence. Counseling services help caregivers disentangle unresolved emotional

issues from the process of delivering care.94 A major disadvantage of these pro-

grams is that they reinforce the belief that our primary goal should be to help care-

givers adjust to their unavoidable burdens rather than to make care for the

dependent population more just and humane.

Workers in the Long-Term Care System

Paid as well as unpaid caregivers suffer from the failure to fund long-term care ad-

equately. Nursing homes, home health agencies, and the elderly themselves seek

to save money by keeping wages low. In New York City, 99 percent of home care

workers are women, 70 percent are African American, 26 percent are Latina, and

almost half (46 percent) are immigrants. A high proportion are single mothers

with three or four children. They typically earn less than $5,000 a year. Eighty

percent cannot afford adequate housing, and 35 percent often cannot buy enough

food for their families.95 Home care work also is characterized by inadequate su-

pervision and training and few opportunities for advancement.96 National stud-

ies of nursing home assistants show that they receive poor wages and few benefits
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and in large, metropolitan areas are overwhelmingly women of color and immi-

grants.97 One qualitative study found that even though most assistants took extra

jobs to make ends meet, staff conversations centered “on not having enough

money for rent or transportation or children’s necessities.”98

Most research on home care workers addresses the concerns of home health

agencies regarding training, supervision, and especially retention of workers.99

The high turnover rate of nursing home assistants, estimated to be 40–75 percent

annually, has led to a similar focus in the nursing home literature.100 The research

focuses on factors that could be changed at the level of the individual nursing

home, such as daily organization of work.101

Some studies report that nursing home assistants enjoy helping and caring for

patients, but that rules and regulations designed to protect patients’ rights, ensure

quality, and promote efficiency frustrate their efforts. Racial and ethnic differences

between workers, administrators, and patients further undermine positive rela-

tionships.102 The racial, ethnic, and class composition of the home care labor force

similarly creates serious problems. Many workers complain that they are treated

like “maids,” asked to perform tasks they consider inappropriate and demeaning.

They also report that they have difficulty overcoming the distrust of some

clients.103 Overall, the challenges facing wage workers in the long-term care sys-

tem receive scant attention in the research literature.

Conclusion

The rapid growth of the older population will put new strains on our long-term

care system, especially when the baby boom generation reaches age eighty-five

beginning around 2030. We can confidently predict that this cohort will be dis-

proportionately widowed women with high rates of disability and poverty; many

will be members of racial and ethnic minorities.

Although the priority in both policy and research is typically on cost

containment, the most critical issue is how we can provide adequate and high-

quality long-term care services equitably to this growing and diverse population.

The limited financial resources of many older people create a need for a univer-

sal Medicare type of social insurance for long-term care. The considerable new

public financing needed to establish such a system has stymied consideration of

such policies in the past. Since the underlying long-term care needs will not dis-

appear simply because public policy fails to come to terms with them, it behooves

us to reform our current medical care system so that resources can be allocated to

address the pressing needs of the twenty-first century.
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T
he epidemic of acquired immune deficiency syndrome (AIDS) presents to the

health care system myriad challenges, which have changed over time. In

the 1980s and early 1990s, there were few highly effective treatments. However,

recent advancements in the treatment of human immunodeficiency virus (HIV)

disease now offer great hope of longer survival and better quality of life for

persons with HIV disease. New treatments have demonstrated reduced morbid-

ity and mortality associated with HIV infection.1 But frequent side effects, the

development of drug-resistant HIV, and the unknown durability of the suppres-

sive action of antiretroviral regimens render uncertain their long-term effects on

quality of life and survival.2 Furthermore, HIV disease remains contagious, often

disabling, and frequently fatal. Of particular concern is evidence of a lack of eq-

uity in the treatment of HIV disease among minorities, women, the uninsured

and Medicaid insured, and heterosexual and injection drug users, compared to

other groups.3 Such challenges increasingly force health care policy makers, plan-

ners, and administrators to reevaluate the organization, delivery, and financing

of AIDS health services.

Health services providers and researchers must understand the needs of peo-

ple infected with HIV, as well as accessibility to care, cost of care, and quality of

services. In this chapter, we cover these key issues in health services. First,

important characteristics of the changing epidemiology and treatment patterns

of AIDS should be understood in the context of real-life health care delivery.

CHAPTER TEN
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Second, providers and managers need to integrate emerging data on the accessi-

bility, costs, and quality of services in this era of more effective AIDS treatment.

At the same time, the unique problems of diverse subpopulations and service sys-

tems should be addressed more rigorously. Third, these issues need to be exam-

ined not only within the arena of formal medical services but more broadly within

the continuum of care, from prevention to ambulatory medical and psychosocial

services and to hospital and long-term care. Fourth, the implications and research

needs for policy, planning, and program administration in health services will be

considered.

Developing an approach for addressing the various agendas within the context

of national and local health policy for HIV, as well as other chronic diseases, is

paramount. In this chapter, existing knowledge about critical issues of HIV/AIDS

is discussed. The purpose is to present the necessary background for addressing

the challenges of the disease and for developing health policy, planning, and

program implementation. Approaches to critical policy problems are suggested,

and the crucial areas for new investigation are identified to guide future

HIV/AIDS health policy.

The Changing Epidemiology and Clinical Treatment
of HIV/AIDS

Both the epidemiology and the clinical treatment of HIV/AIDS are changing.

There are broad implications for health services.

Epidemiology

AIDS is a chronic infection, characterized by progressive failure of the immune

system and development of opportunistic infections or cancers. HIV is an unusual

type of virus (known as a retrovirus) that causes immune suppression leading to

AIDS. Individuals infected with HIV develop antibodies within a short period of

time and may exhibit no symptoms for many years. Typically, the immune system

weakens gradually and the blood level of CD4 cells (a type of white blood cell

known as a T-helper/inducer lymphocyte) declines from a normal level of

1,200–1,400 cells/mm3. Persons with few CD4 cells are prone to opportunistic

infections and certain cancers. Such symptoms as persistent fevers, night sweats,

and weight loss begin to occur more frequently when the CD4 count drops below

500 cells/mm3.

It is unclear whether all persons with asymptomatic HIV infection and CD4

count � 200 will eventually go on to develop AIDS; a small proportion of those

infected have shown no sign of immune failure after more than a decade.4 In
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addition to the CD4 count, the most powerful predictor of survival is the quan-

tity of HIV RNA per ml of serum (known as viral load).5 The development of

AIDS has been estimated at eleven years from time of HIV infection.6 However,

with new generations of HIV treatment regimens, it is not clear how long survival

can be prolonged. There is hope, however, that HIV will soon become a chronic

disease like hypertension or diabetes, which are rarely fatal or disabling if timely,

high-quality care is provided. New treatments, such as integrase inhibitors, fusion

inhibitors, and immune modulators may be available soon, leading to additional

hope and additional challenges.7

Worldwide, an estimated 70,930,000 individuals are living or have lived with

HIV; of these, 1,800,000 adults have died of AIDS. Currently, it is estimated that

about 900,000 Americans are infected with HIV, among them a growing number

of women and persons of color (Table 10.1).8 As of December 31, 1998, 688,200

people were diagnosed with AIDS, and there have been 410,800 deaths from

AIDS, for a case-fatality rate of 60 percent.

For the first time since 1987, HIV is not on the list of the fifteen leading

causes of death in the United States for 1998.9 However, AIDS remains the lead-

ing cause of death for blacks age twenty-five to forty-four.10 Although the overall

number of annual deaths has dropped by more than 50 percent from a high of

49,897 in 1995 to 21,437 in 1997, women and people of color account for a larger

proportion of AIDS-related deaths in 1997 than they did in 1995 (Table 10.2).

The reduction in mortality is thought to be due to improvements in treatment,

although improved health has not been the case as much for women as for men,

nor for persons of color compared to whites. Further evidence of the overall

improvement of the health of persons with HIV in the United States is the

reduction in age-adjusted mortality rate for HIV (5.9 per hundred thousand

in 1997 compared to 15.6 per hundred thousand in 1995) and the 30 percent

decline in the rate of hospitalization for HIV between 1995 and 1997.11 As we

shall discuss, inequitable distribution of treatment to persons of colors, women,

and other disadvantaged groups probably accounts for the corresponding dispar-

ity in health improvement for these groups.

Widely recognized risk factors for transmission of HIV include male-to-male

sexual contact, male-to-female sexual contact, injection drug use (IDU), blood

product exposure, and perinatal transmission from mother to infant (during preg-

nancy, delivery, or possibly breast feeding). Frequently, individuals are exposed

through multiple infection routes, so the actual mode of HIV transmission may

be unclear. A substantial portion of HIV-infected persons are unaware of their

underlying HIV infection. Many cases of HIV infection remain underreported,

because they may not meet the Centers for Disease Control (CDC) definition of

AIDS and some states have no reporting requirements for HIV infection; the
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TABLE 10.1. CUMULATIVE AIDS CASES IN THE UNITED STATES,
THROUGH DECEMBER 1998.

Number
Category (688,200) Percentage

Gender
Male 574,783 84
Female 113,414 16
Unknown

Ethnicity
White, not Hispanic 304,094 44
Black, not Hispanic 251,408 37
Hispanic 124,841 18
Asian or Pacific Islander 4,974 1
American Indian or Alaska Native 1,940 0

Exposure
Adult (n � 679,739)

Men who have sex with men 326,051 48
Injection drug use 173,693 26
Men who have sex with men and

inject drugs 43,640 6
Hemophilia or coagulation disorder 4,911 1
Heterosexual contact 66,490 10
Blood transfusion, blood components

or tissue 8,382 1
Other or risk not reported or identified 56,572 8

Exposure
Pediatric (n � 8,461)

Hemophilia or coagulation disorder 234 3
Mother with or at risk for HIV infection 7,687 91
Blood transfusion, blood components

or tissue 378 4
Other or risk not reported or identified 162 2

Residence by census area
Metropolitan area with population � 500,000 578,010 84
Metropolitan area with 50,000 to 500,000 67,076 10
Nonmetropolitan area 39,856 6

Source: Data for this table taken from Department of Health and Human Services, Centers for
Disease Control and Prevention, HIV AIDS Surveillance Report, 1998, 10(2), 1–43. Data are for fifty
states, the District of Columbia, and U.S. dependencies, possessions, and independent nations
in free association with the United States. Includes pediatric cases under age twelve for
Connecticut and Texas and under age six for Oregon.
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accuracy of diagnosing and reporting HIV/AIDS also varies by geographic

location and affected population. The growth of the HIV/AIDS epidemic is,

however, in large part due to changes in the mode of transmission and the

sociodemographic characteristics of the groups in which the epidemic is growing

fastest.12 Contrary to the early epidemic, the rate of increase in HIV transmission

is now slower among whites and homosexuals than in communities of color and

heterosexuals.

Treatment

The main type of treatment is medication to combat loss of immune function and

to prevent specific disease complications. The most widely used drugs are anti-

retrovirals, which slow the progress of HIV infection and boost immune function.

Some of the earliest developed antiretrovirals that were used to treat HIV disease

were in the class of drugs known as nucleoside reverse transcriptase inhibitors,

including zidovudine (ZDV/AZT), didanosine (ddI), and zalcitabine or dideoxy-

citidine (ddC). However, newer generations of antiretrovirals have also come into

widespread use, expanding the armamentarium of treatments. In particular, pro-

tease inhibitors (PI) and nonnucleoside reverse transcriptase inhibitors (NNRTI)

are frequently key ingredients, in combinations that often include three or more

medications. Such combinations, or “cocktails” constitute what has become known

as highly active antiretroviral therapy (HAART).

Accumulating data from clinical and pathogenesis studies support institution

of combination antiretroviral therapy for patients with HIV infection and evi-

dence of declining immune function.13 Thus, delay in diagnosing HIV or insti-

tuting therapy is thought to represent poor access or poor quality of care. Despite

gains in developing HAART medications, several problems still exist. First, HIV

sometimes develops resistance to antiretroviral medication. Second, severe side

effects and complications often affect people taking these medications. Third, in

order for persons with HIV infection to obtain full benefit from treatment, they

must withstand a variety of difficulties in adhering to treatment with a large num-

ber of pills and a complex dosing regimen for a long period of time.

Antibiotics are frequently used to prevent or treat a common pneumonia

(pneumocystis carinii, or PCP) or other opportunistic infection that develops in

a person with AIDS.14 Recent research suggests that opportunistic infection pro-

phylaxis (for example, against PCP) may be discontinued for certain patients with

restored immune function as a result of receiving combination antiretroviral ther-

apy.15 In a study of 262 patients in the Swiss HIV Cohort Study, patients who were

able to raise the CD4 level to at least 200 cells/mm3 (through combination anti-

retroviral therapy) did not develop PCP or other opportunistic infection.16
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Most clinical services are directed toward monitoring for immune function

decline, development of specific HIV complications (PCP, infectious diarrhea,

central nervous system infection), and reduction of treatment side effects. This

monitoring involves using the full range of medical services, from physical

examination to radiology and laboratory tests. Ongoing monitoring is also

important because concomitant infectious diseases (such as tuberculosis and

hepatitis) and metabolic complications of treatment (diabetes, lipid disorders)

remain a common problem. Laboratory testing of infecting HIV specimen for

resistance to various treatments has become a growing part of clinical care

for HIV-infected persons.17 In the absence of a complete cure from traditional

medical treatment, many people with HIV/AIDS may also resort to alternative

medicine. Alternative therapies fall into four primary groups: nonconventional

drug treatment, nutrition and diet modification (vitamins, minerals, and herbs),

acupuncture or chiropractic, and psychospiritual intervention. Estimates of the

incidence of alternative therapy usage range from 29 percent to 42 percent of

AIDS patients surveyed.18

Challenges of HIV/AIDS for Health Services:
Access, Costs, and Quality

Investigators are beginning to shed light on important patterns in how persons

with HIV/AIDS use health services. Available information on population and sys-

tem characteristics and how they determine access to medical care, costs, and qual-

ity of service are important considerations. Nationally representative data from

the HIV Costs and Services Utilization Study (HCSUS) are beginning to fill many

critical gaps in information on these topics.

Access to Care

Access to care in HIV is often assessed by existence of regular medical care and

coverage of services, as well as by an absence of delays and barriers to care.

Access to Regular Medical Care and Delays in Care. Having a regular source of

medical care is recognized as important for the general population, as well as for

those with various chronic diseases. Problems in access to care for persons with

HIV may be reflected in the degree to which they are in regular care. The HCSUS

estimated that about half (between 36 and 63 percent) of all nonmilitary, nonin-

carcerated adults in the contiguous United States with known or unknown HIV

infection see a provider outside of an emergency room at least every six months.19
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More than three months elapsed from the initial HIV-positive test until first medical

care for HIV in nearly one-third of the HCSUS national sample of HIV-infected

persons in regular care. The median duration of this delay was one year.20 In a

progressive infection such as HIV, such a lengthy delay is alarming, from a per-

sonal and a public health standpoint.21 Opportunities for education about the dis-

ease, transmission to others, and social support may be missed during such a delay.

Public Benefits, Income, and Health Insurance. As HIV disease progresses, many

persons experience disability and unemployment and rely on public entitlements

and private disability programs for income maintenance and health care benefits.

These include Social Security Disability Income (SSDI) and Supplemental Security

Income (SSI), administered by the Social Security Administration. Medicaid and

Medicare become primary payers for health care with the onset of disability

and depletion of personal funds.

Overall, much of the HIV-infected population is covered by public insur-

ance.22 It is estimated that 29 percent of the population in care is covered by

Medicaid alone and 19 percent is covered by Medicare with or without other in-

surance coverage. Private insurance covers 32 percent of the HIV population,

while 20 percent of those with HIV disease have no health insurance coverage.

Public insurance also finances the majority of HIV-related care.23 Although pub-

lic insurance covers about half of the HIV population, it accounts for 62 percent

of HIV-related costs. Private insurance accounts for only 28 percent of HIV-related

costs, while the uninsured account for 11 percent of HIV-related costs.24

Lack of private health insurance may affect the utilization pattern. For

example, many states limit Medicaid coverage for the number of inpatient hos-

pital days per year. This policy creates financial risk for providers as the average

length of stay and the number of admissions are often higher for those with AIDS-

related illnesses (compared to non–AIDS-related illnesses).25 Furthermore, those

with public insurance have a longer than average length of stay compared to those

with private insurance. Lower use of outpatient care among those with public in-

surance may contribute to the longer average length of hospital stay.26

As with other costly chronic conditions, insurance companies have sometimes

denied benefits to HIV-positive individuals based on preexisting conditions.

Insurance companies sometimes require HIV antibody testing of insurance

applicants and deny policies to those testing positive. Litigation has been one

common avenue to resolve eligibility for health insurance benefits.27

Barriers to Care. Lack of insurance and underinsurance represent formidable

financial barriers to treatment for HIV/AIDS.28 Persons with HIV/AIDS are

more likely than the general population to be uninsured or to have Medicaid
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insurance.29 Although evidence suggests that access to care for the uninsured and

Medicaid populations increased between 1996 and 1998, it still remains subop-

timal.30 Compared to those with private insurance, the uninsured and those

with Medicaid are less likely to receive protease inhibitor therapy and more likely

to have never received any antiretroviral medication.31 Even among the insured,

substantial disparities in access persist thanks to other barriers to care, such as

competing subsistence needs. For example, HCSUS found that more than one-

third of subjects went without or postponed medical care because of one or more

subsistence needs; and that minorities, women, and drug users were most likely to

report these problems. Going without or postponing care for one of the four sub-

sistence needs was associated with significantly greater multivariate odds of never

receiving antiretrovirals (ARVs) and having low overall access to care.32

Competing caregiver responsibilities may also prevent persons with HIV dis-

ease from receiving timely medical care. About 16 percent of HIV-infected patients

with children delay seeking medical care, while 14 percent of those living with

another HIV-positive individual also delay seeking medical care in HCSUS.

Generally, women are more likely to report putting off care than men because

they are more likely to be caring for someone else.33 Thus, studies of the HCSUS

sample have shown that addressing social needs may actually compete (in terms

of time, energy, and money) with obtaining medical care. Other barriers may

include disability from HIV/AIDS disease, loss of employment, and social stigma,

resulting in the loss of private insurance coverage or moving to less generous

coverage.34 Others may be reluctant to use their private insurance because of

concern about confidentiality and threat to employment.

Lack of insurance, poverty, and underuse of ambulatory services often coin-

cide within the groups in which the epidemic is spreading most rapidly. For

example, research early in the epidemic found that disadvantaged groups

(minorities, women, injection drug users) often lack insurance, have difficulty with

access to continuity care, and do not receive needed treatment.35 Research

conducted since the advent of HAART found that blacks, Latinos, and women

continue to have trouble accessing important HIV treatment.36 Compared

to whites, blacks were more likely to have poor access to outpatient care and

less likely to receive protease inhibitors.37 In addition, female injection drug users

were less likely to receive highly active antiretroviral therapy compared to

homosexual men.38

The high costs associated with newly developed AIDS medications (not all

of which are covered by insurance) may also serve as a barrier to treatment

for disadvantaged groups. Studies of the diffusion of such AIDS treatments

as zidovudine show that when new AIDS treatments are developed it takes

time for them to diffuse through the population, and they often do so unevenly.39
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A similar pattern has been observed in more recent studies of protease in-

hibitors.40 Big gaps tend to be found between advantaged and disadvantaged

groups in the use of new treatments, particularly a short time after they are

introduced into the population, but the gap tends to converge over time (though

not disappear).41 One reason blacks and other disadvantaged groups have de-

layed access to the newest, most effective treatments may be that they are less

likely to participate in clinical trials because of access barriers, mistrust, or poorer

health status.42

Stability and continuity of care are particularly important for those with

HIV infection. However, discontinuity in HIV care has been identified as a prob-

lem in obtaining appropriate access to care.43 A cohort study in one low-

socioeconomic urban population found that failure to suppress viral load with

HAART was associated with higher rates of missed clinic appointments, non-

white ethnicity, and drug use.44 One potential consequence of discontinuity is

greater use of the emergency department for nonemergency medical services.

Inadequate access is often cited as the reason for inappropriate ER use.45

HCSUS found that individuals with suboptimal access to care also overuse emer-

gency room care.46 In addition to continuity, comprehensiveness of care is

important in ensuring optimal care. For example, evidence suggests that access to

a broad range of services is associated with better outcomes in that poor ac-

cess to comprehensive general medical care has been shown to result in poor

access to needed PCP prophylaxis.47

Other nonfinancial barriers are language barriers, cultural competence,

and illiteracy, and similar problems. For example, a recent study found that Latinos

had poorer survival compared to whites, even after controlling for insurance sta-

tus, socioeconomic status, and regular source of care. These findings suggest

that Latinos may face access barriers related to language and culture that result

in suboptimal treatment and worse outcomes.48

Access to care also may be related to costs of HIV care, prevention,

and health outcomes. In a study of hospitalized HIV patients in Southern

California, better access to comprehensive community-based services was

associated with less hospitalization for HIV disease, which suggests that costs

may be reduced with adequate access to care.49 In this sample of patients,

better access to general medical care was also associated with greater use of pre-

hospital HIV testing and counseling.50 Other research on persons with sympto-

matic HIV disease found that better access to care predicted improved

health-related quality-of-life (HRQOL) outcomes.51 Thus, augmenting access to

care may prevent spread of the disease and improve outcomes without exces-

sive costs.
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Costs

The current annual expenditures to treat HIV disease are estimated to be $6.7 bil-

lion, or about $20,000 per patient per year. About 46 percent of these costs are

for hospitalization, and 40 percent for medication.52 Total pharmaceutical costs

in 1997 were about $9,000 per person per year, $7,000 of which was for anti-

retroviral medications.53 Since the beginning of the epidemic, the largest category

of direct AIDS care costs has been for hospital utilization. However, there has

been an overall reduction in hospital use, since the advent of HAART medica-

tions: 30 percent reduction in the number of hospitalizations and 40 percent

reduction in the number of days hospitalized.54

Thus AIDS costs are not as great as feared earlier in the epidemic, and there is

little reason to expect that AIDS costs will become disproportionate to other chronic

diseases and threaten the financing system. The $6.7 billion in annual expenditures

that HIV care consumed is less than 1 percent of the more than $700 billion spent

on health care in 1996. This may be considered relatively small in relation to the

7 percent of total potential years of life lost because of HIV in the United States—

an amount more than the comparable loss from pneumonia, influenza, chronic ob-

structive pulmonary disease, diabetes mellitus, and chronic liver disease combined.55

However, there is preliminary evidence that costs vary greatly as a function of the

population served, the type of provider, and the region of the country.

Because it is known that sicker patients cost more regardless of the disease,

there is concern that much of this variation is related to the adequacy of outpa-

tient care provided to diverse populations. Inadequate outpatient care could result

in delayed initiation of HAART treatment or treatment with less effective med-

ications and result in higher morbidity and mortality, development of preventable

opportunistic infections, and rapid progression of the disease. Available data sug-

gests that HIV/AIDS patients from groups with lower socioeconomic status and

less access to care (minorities, drug users, and women) make use of costlier sources

of care (such as emergency rooms and hospitals) and for longer duration, raising

the concern that these variations in costs are due to variation in provider quality.

Hence, the costs of HIV/AIDS care should be examined in the context of the

quality of care as well.

Quality of Care

Studies of quality of care in AIDS cover underuse of needed therapy, provider

experience in delivering appropriate care, patient satisfaction with and adherence

to therapy, and quality of life and other outcomes.
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Underuse of Therapy. The emphasis of HIV/AIDS quality-of-care assessment

centers on whether those with HIV/AIDS receive appropriate clinical treat-

ment specific to their stage of HIV disease. Despite available clinical guidelines to

inform HIV providers, certain subpopulations are less likely to receive these treat-

ments. In HCSUS, blacks and women were less likely to receive HAART therapy,

compared to whites and white men respectively.56 In addition, blacks and His-

panics were less likely to receive appropriate PCP and mycobacterium avium com-

plex (MAC) prophylactic therapies, compared to whites.57 Other research found

that public insurance (compared to private insurance) may be associated with a

poorer level of quality, or inappropriate care.58

Hospital and Physician Experience and Specialization. Experience in treating

HIV disease is another important predictor of better-quality care. Studies have

found that hospitals and staffs with greater experience in treating HIV/AIDS pro-

duce lower inpatient mortality.59 Similarly, greater physician experience in treat-

ing HIV/AIDS also predicts longer survival.60 Although controversial, the

preponderance of evidence in AIDS indicates that the critical factor in produc-

ing better quality care is experience with a sufficient volume of patients with AIDS,

rather than specialty certification in infectious disease, immunology, or oncology.61

Patient Satisfaction. Satisfaction is also an important indicator of the quality

of care and adequacy of services for those with HIV disease. Patient dissatisfac-

tion has been shown in the general population to predict utilization, continuity of

care, switching providers, adherence to treatment, delay in obtaining treatment,

and health outcomes.62 In a study of persons with AIDS, Stein and others found

that IDUs, the uninsured, and public hospital patients were less satisfied with

the technical and interpersonal care they received, as well as with their access to

care.63 Similarly, in a study in Boston, blacks and drug users had lower patient sat-

isfaction in multivariate analysis.

Adherence to Treatment. Adherence is essential for successful treatment of peo-

ple with HIV because inadequate dosing of antiretroviral medication may not

suppress viral replication and may allow HIV to form new genetic variants of the

virus. These variants can be resistant to entire classes of drugs, rendering certain

combinations of drugs ineffective. Drug-resistant strains of HIV can also be trans-

mitted to others, creating an alarming public health threat.64 The reasons for non-

adherence are multifaceted but must be understood in order to develop effective

intervention.65 Long-term adherence to treatment with an antiretroviral regimen

is critical to survival with HIV infection, but problems in adherence are commonly

reported. In HCSUS, only 57 percent of those who were taking antiretroviral
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medication reported that they actually took all their medications as they were pre-

scribed.66 Blacks, Hispanics, women, and heavy alcohol and drug users were

the groups least likely to adhere to treatment. Surprisingly, adherence was not

necessarily worse if there are more pills to take, but it was better when the indi-

vidual was aware that the medications are effective and that nonadherence could

lead to viral resistance. Other factors associated with poor adherence include

adverse side effects, traveling, forgetfulness, emotional distress, lack of social

support, poor relationship with one’s provider, low education, and low health

literacy.67

Health-Related Quality-of-Life Outcomes. The goal of providing medical care is

to improve outcomes; thus outcomes are a marker of quality of care. One

important outcome of HIV care is health-related quality of life. HRQOL is

increasingly recognized as an important facet of health status and health service

delivery for those with HIV disease, one that comprises physical and mental func-

tioning and well-being from the perspective of individuals. HRQOL is perhaps

one of the most important health outcomes to examine in HIV disease because

of the bothersome symptomatology, high mortality, and resultant need for regu-

lar and urgent medical services. Various drug treatments for HIV may also affect

HRQOL differently than it affects disease progression and physiological markers

of outcomes.

Both clinical trials and observational studies of HIV disease now commonly

include generic measures of HRQOL outcomes to evaluate the simultaneous

effects of clinical intervention, treatment side effects, and disease impact over

time.68 HRQOL measures have been shown to be associated with CD4 count,

symptom severity, length of hospital stay, and disease progression (from asymp-

tomatic HIV infection, to symptomatic infection, to AIDS).69 The association

between HRQOL and the clinical indicators of the health status of the patient

supports the hope that aggressive diagnostic evaluation and targeted treatment

of abnormality may improve function and the patient’s sense of well-being.

Although there are associations between HRQOL and clinical and utilization

measures, one study found that only 12–33 percent of the variability in HRQOL

was accounted for by the clinical, use, and demographic variables examined,70

suggesting that HRQOL measures tap aspects of health that extend beyond phys-

iological parameters. Thus HRQOL measures can be useful tools for assessing

both the physical and mental health outcomes of HIV disease within inpatient

and outpatient settings. Associating HRQOL and the clinical indicators of health

status of the patient supports the hope that astute diagnostic evaluation and

targeted treatment of abnormality may improve function and the patient’s sense

of well-being.
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Toward a Comprehensive Continuum of Care

Persons with HIV/AIDS often present themselves to the health care delivery sys-

tem in need of immediate, acute care services. However, the course of the illness

is now more commonly characterized by a gradual decline in physical, cogni-

tive, and emotional function and well-being, which may require primary care, sup-

portive care, housing, supervised living, home health care, and hospice services.71

Intermittent episodes of severe complications sometimes represent specific disease

complications or less definitive symptoms. A longer period of relative quiescence

sometimes gives way to subtle decline in functioning and loss of ability to perform

usual daily activities without assistance.72 As a result, people living with AIDS

often need a wide array of personal and social services to support community-

based living in the least restrictive setting.73

Providing a continuum of care is the ideal. What the continuum of care con-

sists of is open to debate and is shaped by the availability of financial resources

supporting various programs. In general, the continuum can encompass preven-

tion services, public benefits and insurance counseling, primary care, dental care,

mental health care, substance abuse treatment, physical and occupational ther-

apy, coordination of long-term care, social services, and secondary and tertiary

medical care. Combining medical and supportive social services may be the best

approach to providing a continuum of care at the community level.

Prevention and Education

Controlling the AIDS epidemic depends on education and public health strate-

gies to reduce high-risk behaviors. Groups with increasing incidence are tar-

geted for intervention: men who have sex with men, IDUs, women who have

partners with risk factors, adolescents, and minority ethnic groups. Education and

outreach have been major approaches to risk reduction. However, controversy

continues to mount around condom education in schools and needle exchange

programs. Such controversy has prevented implementing programs throughout

the United States. Recent research estimates that only 2.2 percent of U.S. high

schools offer condom education programs, while syringe distribution is illegal in

all but four states.74

Despite lay concerns that condom education and needle exchange programs

promote increased sexual activity and injection drug use respectively, recent

empirical research found no justification for these concerns.75 Condom education

programs have not been associated with increased sexual activity in adolescents.

Rather, research has demonstrated that condom education programs have
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increased condom use among young people who choose to lead a sexually active

lifestyle.76 Similarly, rather than promote further injection drug use, needle

exchange programs have reduced HIV infection by increasing the availability of

clean needles for those who choose to use injection drugs.77

Testing and counseling services are considered vital to monitoring

HIV/AIDS; however, these practices are often underused. It is estimated

that fewer than 40 percent of people in the United States with HIV risk factors

have been tested for HIV.78 Confidentiality concerns affect HIV testing and care-

seeking behavior.79 A substantial proportion of untested individuals say they would

be tested if their test results could not be identified.80 Furthermore, those tested

anonymously sought testing and medical care earlier in the course of HIV disease

than did people tested confidentially.81

There are many licensed tests for clinical diagnosis of HIV infection, but

the most common is the enzyme-linked immunosorbent assay (ELISA) test. The

Public Health Service has provided guidelines for counseling and testing, which

are felt to “help uninfected individuals initiate and sustain behavioral changes that

reduce their risk of becoming infected and to assist infected individuals in avoid-

ing affecting others.”82 Studies have shown that access to continuous medical care

is associated with timely receipt of HIV testing and counseling services.83 Thus,

regular access to medical care, in addition to behavioral risk reduction, is an

important factor in reducing the transmission of HIV.

Because of recent breakthroughs in antiretroviral therapy, the use of postex-

posure prophylaxis (PEP) as a risk-reduction method has recently been given

attention. PEP is the introduction of antiretroviral therapy after possible exposure

to HIV through sexual contact or injection drug use. Although the CDC recom-

mends using PEP for health care professionals occupationally exposed to HIV,

health care workers are increasingly receiving inquiries from the public about PEP

following nonoccupational high-risk HIV exposure (that is, sex or injection drug

use). Although somewhat limited, recent research suggests that it would be rea-

sonable to use PEP after exposure to HIV through sex and injection drug use, but

only if the probability of exposure to HIV (through sex and injection drug use)

is of the same order of magnitude as percutaneous occupational exposure.84 For

individuals with continuing or low-risk exposure, more traditional state-of-the-art

risk-reduction programs (for example, education and outreach) are suggested.

Notifying the partners of people with HIV, though potentially beneficial in

promoting risk reduction and prevention of HIV, is not systematically used across

states. Because of concern for confidentiality, most states have voluntary programs

and are not required to reveal the identity of the person infected. Additionally,

notification is not possible if the index case has had anonymous sex partners, and

it may be inefficient in a population with a high prevalence rate of HIV infection.



240 Changing the U.S. Health Care System

Mental Health and Drug Use

In the beginning of the AIDS epidemic, many community-based organizations,

such as the Shanti Foundation, were created to help with the grief associated with

death and dying from AIDS. As more people with HIV became long-term sur-

vivors, mental health services and formal and informal support networks have en-

joyed new importance for the individual coping with the illness.

The prevalence of psychiatric disorder (major depression, dysthymia, gen-

eralized anxiety disorder, and panic attacks) and substance abuse is dispropor-

tionately high among those with HIV disease.85 As in the general population,

psychiatric and substance abuse disorders within the HIV population may impair

quality of life, adversely affect access to appropriate health care, and compromise

adherence with complicated medication regimens.86 Psychiatric and substance

abuse disorders may also be associated with sexual behavior and drug-using activity

that endanger others with the risk of HIV infection.87

Thus there is substantial need for drug and alcohol abuse treatment. Reduc-

ing substance abuse can improve HIV prevention, as well as appropriate use of

services and disorders. Many HIV-infected persons need treatment for psychiatric

disorder, with or without concomitant medical treatment. To the extent that men-

tal health, substance abuse, and medical services are all needed, patients would

benefit from coordination of these services, for example by sharing medical

records, streamlining assessment of benefits eligibility, and providing the services

in close proximity so as to reduce transportation barriers and inconvenience.

Oral Health and Dental Services

Such oral manifestations as candida, mouth ulcers, and gum disease are common

in HIV disease. The occurrence of oral lesions is important for prognosis and

affects quality of life. There is a broad consensus that persons with HIV should

see a dentist regularly.88 However, HCSUS findings suggest that many of these

individuals do not do so.89 Specifically, characteristics associated with lower use

of dental services were not having a regular source of care, not having health

insurance, lower educational attainment, female gender, and black ethnicity. The

source of care also influenced dental care utilization. Patients whose usual source

of care was a VA clinic were most likely to use dental services, which suggests that

comprehensive delivery systems (as with the VA) may facilitate use of dental

services.

HIV-infected patients have substantial dental care needs. It is estimated that

52 percent of HIV patients have a regular need for ongoing dental care; IUDs

and low-income patients were more likely to perceive a need for dental care.90
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Despite high need for dental services, dentists have not been universally receptive

to caring for individuals with HIV.91 It can be very difficult to find a dentist will-

ing to treat an HIV patient. Dentists have seen themselves at considerable risk

from HIV infection. This attitude on the part of dentists as a group may result

in less disclosure by HIV patients to their dentists. One previous study found

that only 53 percent of patients had told their dentist of their infection.92 Women

may be particularly at risk of poor access to dental care.93

Dental and medical services also have interrelated roles in managing HIV

disease. Oral health problems associated with HIV are often more complicated

and refractory than those in the general population and require the attention of

both medical and dental personnel. Without early and adequate access to dental

and medical care, periodontal disease in the immunocompromised patient can lead

to life-threatening infection. HCSUS found that more than 58,000 people under

treatment for HIV in the United States had unmet medical or dental needs. Unmet

dental needs were more than twice as prevalent as unmet medical needs, and

11,576 people were estimated to have both unmet dental and medical needs.

Those with low income were most likely to report unmet needs for both dental

and medical care. Of particular policy concern, the uninsured and those insured

by Medicaid without dental benefits faced more than three times the odds of

unmet need for both types of care than the privately insured.94

Informal Social Support

Social support from family and friends has been shown to benefit HRQOL.95

In HIV populations, the perceived availability of social support has been shown

to be related to lowered hopelessness and depression and to an increased feeling

of psychological well-being.96 Social resources also influence service use. People

with more social services available to them were less likely to use formal mental

health services.97 Social support can be critical in facilitating access to necessary

services by helping to overcome the disruption of loss of employment and financial

problems.

Formal Supportive Services

Few studies have assessed the need for supportive health-related and social ser-

vices. These services have even traditionally been provided by AIDS service

organizations (ASOs) such as the Gay Men’s Health Care Crisis in New York,

AIDS Project Los Angeles, and the San Francisco AIDS Foundation. Supportive

services can include meals, food banks or pantries, residential facilities, buddies,

transportation, child care, public benefits counseling, and respite care. In HCSUS,
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a high level of unmet need (16–40 percent) was identified for a variety of sup-

portive services: benefits advocacy, substance abuse treatment, emotional coun-

seling, home health care, and housing services. Unmet needs were highest for

benefits advocacy, substance abuse treatment, and emotional counseling. Non-

whites had higher unmet needs for any one of five services. Compared to those

who did not graduate from high school, participants with some college had less

unmet need for substance abuse treatment and less unmet need for any one of the

five services; and participants who were college graduates had less unmet need for

emotional counseling and any unmet need. Being unstably housed was associated

with higher unmet need for benefits advocacy and home health care.98

Caregivers

The number of persons who provide home care to people with HIV/AIDS has

increased. This trend suggests the need to focus on developing more home

and community-based services. In HCSUS, 21 percent of HIV-positive individ-

uals used home care services. Use of home care services was concentrated among

those with AIDS: 39.5 percent received home care, compared to 9.5 percent

of those at an earlier stage of the disease.99 It is not clear under what circum-

stances home care services may substitute for or complement more expensive in-

patient services, although there is some evidence that this use decreases overall

costs.100 As the population with HIV changes, however, the availability of infor-

mal home care (that provided by friends and family) may decrease, threatening

the adequacy of the formal home care system.

Organizing Comprehensive Care and Services

Organizing comprehensive services involves providers and managed care organi-

zations; case management may facilitate care coordination while addressing di-

verse patient needs.

Providers

Up to three quarters of primary care physicians in the United States have cared

for an HIV-positive patient, but national data on the distribution of current

providers and the amount of care they provide are lacking. Understanding cur-

rent HIV care requires understanding both the sites and types of providers. Costs,

access, and quality of care depend not only on patient characteristics but also

on those of the providers.
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As the HIV epidemic spreads into new populations, it also is reaching new

providers. Accurate assessment of present and future care requires a representa-

tive sample of all types of health care provider. Current data are limited to small

numbers of institutional centers or highly identified AIDS practices, such as those

involved in centrally funded research efforts. Forthcoming data on HCSUS

providers will shed light on this important area.

Managed Care

HIV/AIDS treatment is offered in a growing array of settings, including those

that incorporate managed care practices. The majority of Americans receive their

health coverage through private insurance companies and managed care orga-

nizations, but the number of persons with AIDS covered by private plans has

decreased over time.101 Private insurers have reduced their exposure to HIV-

infected persons, because of the fear of high-risk individuals and partially as a

result of highly inflated estimates of the average cost of an AIDS case.102 Thus,

an individual with HIV may find it difficult to purchase an individual policy. Strate-

gies to reduce provider risk also include tighter underwriting guidelines, use

of HIV testing for enrollment, and denying insurance to those with a history of

sexually transmitted disease.

Some states are experimenting with capitated arrangements and managed

care as a way to provide better access to care for Medicaid recipients. In these

arrangements, providers are at risk for the costs of care, creating an incentive to

limit costly treatment and procedures. Very little is known about the impact on

costs and quality of care when reimbursement for AIDS is capitated. Even with

Medicaid’s shortcomings, some have advocated for an expansion of Medicaid

eligibility to address the problem of financing of care for HIV/AIDS.103 How-

ever, the advent of managed Medicaid programs raises further questions about

the adequacy of managed care or Medicaid for financing HIV/AIDS care.

The chief advantage of managed care for the HIV-infected is the potential

for better delivery of comprehensive, coordinated care. Coordination of care needs

to be extended to the social complexity of HIV disease, which cannot be ignored

in efforts to design programs for this vulnerable population. Thus, shifting financial

risk from insurers to providers presents new opportunities to improve health care—

but at the same time, unfortunately, new mechanisms may restrict an HIV-infected

person’s opportunity to receive the highest-quality care. Inevitably, the care pro-

vided to those with HIV-infection changes under managed care, as it has for other

conditions. The challenge of managed care is to develop a system to ensure effi-

cient and high-quality care with incentives and rules to meet the needs of patients,

providers, payers, and organizations in a balanced way.104
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Case Management

Addressing problems of access, cost, and quality of HIV/AIDS care in medical

and community-based settings has highlighted the importance of reducing ser-

vice fragmentation and developing a more comprehensive approach to delivery.

Case management has often been suggested as a strategy for coordinating care.

There are many definitions of case management. Most approaches include “core

activities”: intake and assessment; a comprehensive, multidisciplinary care plan;

referral to social and medical services; monitoring of care; modification of care

plan based on current problems; and client advocacy.105 For many, case man-

agement may offer community-based alternatives to hospitalization, which may

be more cost-effective and humane. Use of home services, such as intravenous an-

tibiotics and total parenteral nutrition, may save 30–50 percent of hospital costs.106

Case management has been found to contribute to longevity between HIV

diagnosis and death and between first hospitalization and death.107 Findings from

the HCSUS showed that case management was associated with decreased unmet

needs.108 In longitudinal analysis, having a case manager predicted the receipt

of combination antiretroviral therapy.109

Policy Implications and Research Needs for Management,
Planning, and AIDS Policy

The HIV/AIDS epidemic has spread out from its initial geographic epicenters to

much broader communities of the socially and economically disadvantaged. Con-

currently, the range of medical treatments for HIV and AIDS complications has

grown more effective, as well as more complex. The settings in which these treat-

ments are administered are increasingly diverse, including those that incorporate

managed care principles, such as public as well as private health maintenance

organizations (HMOs). Despite these developments, public policy decisions related

to HIV/AIDS have thus far relied primarily on studies that use convenience sam-

ples of the earliest affected cohort—mostly white males with male-to-male sexual

contact as the identified mode of exposure. Using this information to guide pub-

lic policy and other decisions concerning HIV/AIDS is potentially misguiding.

HIV/AIDS is only one of many public health problems and social issues that

confront the United States as it begins the twenty-first century. The initial impe-

tus for action has waned as the epidemic enters its third decade and the popula-

tions most affected by AIDS have changed. Within the HIV/AIDS community,

allocation of scarce resources is politically charged. Should more funds be directed

toward prevention, or should treatment take priority? How can research funds
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have the greatest impact: through a return to basic science, or expanded access to

new treatments and accelerated clinical trials? What is the appropriate funding

relationship between medical services and social services?

Similarly vexing questions plagued the debate about proper allocation of

resources between AIDS and other diseases. Certainly, no easy answers exist for

these questions, and powerful interests groups can be found on every side. A debate

about priorities is healthy, but there is potential for conflict that may do a disser-

vice to those with HIV infection. Developing partnerships and networks to

effectively organize and deliver health and social services is paramount.

Health Policy Issues and Options

As HIV infection increases in communities of color and among the poor, the

financial burden on public payers and health care providers inevitably grows.

Reliance on Medicaid has profound implications for people with HIV/AIDS as

public support for Medicaid has waned. In addition, new federal eligibility man-

dates of the 1990s have increased the cost of Medicaid to states. As a result, many

state legislatures are searching for ways to effectively control the costs of the

program. Rate setting of provider payments is one way states have attempted to

control their Medicaid costs. Moving patients into managed Medicaid health plans

has also become common. In many states, the reimbursement level has not kept

up with inflation; Medicaid generally pays providers less than their costs of care.

As providers limit the number of Medicaid patients they serve, access to care may

deteriorate for those dependent on Medicaid.

Medicare currently pays for a smaller portion of AIDS expenditures than

Medicaid because of the twenty-nine-month waiting period from the onset date

of disability. One policy alternative is to significantly reduce or entirely elimi-

nate this waiting period.110 The proportion on Medicare has increased greatly

since the 1990s, probably because people are living longer with the infection. The

Congressional Budget Office estimated that a reduced AIDS-specific waiting

period would cost the federal government $3 billion over five years, while it would

generate $550 million in Medicaid savings to the states.111 Medicare administra-

tors may be unwilling to support another disease-specific expansion of the pro-

gram, given the agency’s experience with end-stage renal disease (ESRD), wherein

costs have ballooned since its implementation. It is important to note that Medicare

eligibility is only a partial solution for persons with AIDS because Medicare has

no outpatient prescription drug benefit and most treatments for HIV disease are

pharmacologically based.

Expansion of employer-based insurance is highly unlikely with the demise of

the Clinton administration’s 1993 Health Security Act and its employer mandate
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provision. Policy attention should be directed toward maintaining private health in-

surance for those with HIV. Some states have programs that pay private health

insurance and Consolidated Omnibus Budget Reconciliation Act (COBRA) pre-

miums for people with AIDS and other high-cost illnesses; California and

New York are prominent examples. These programs represent a win-win situa-

tion for persons with AIDS and public agencies. Those with AIDS are able to

remain with their current health care providers and maintain continuity of care.

At the same time, public providers and payers are relieved of a substantial por-

tion of the burden of care and treatment by shifting it to the private sector.

A large number of federal agencies and offices have responsibility for AIDS

health services and health policy, among them the Department of Health and

Human Services Office of HIV/AIDS policy, the White House Office of AIDS

Health Policy, the Agency for Health Quality Research (AHQR), the Health

Resources and Services Administration (HRSA), numerous branches of the

CDC, and numerous institutes within the NIH. Better coordination is needed for

the activities of these agencies and offices, and as well as the many private, state,

and local organizations involved in AIDS health services and policy. Such coor-

dination may improve the ability of these organizations to deliver HIV-related

health services in an efficient and effective manner.

Ryan White CARE Act and ADAP Programs

The Ryan White Comprehensive AIDS Resource Emergency Act (CARE) was

originally signed in 1990, as a federal program designed to improve the quality

and availability of care for persons with HIV/AIDS and their families. Under

Title I of the Care Act, covered services included a variety of medical and sup-

portive services: primary health care, case management, home health, food ser-

vices, hospice care, housing, transportation, and prevention and education

services.112 The main target population for these services were poor and unin-

sured populations.

Under Title I, cities qualifying for Title I funds are defined as Eligible Met-

ropolitan Areas (EMAs). Appropriation of Title I funds are awarded by two meth-

ods: formulas (based on cumulative AIDS cases and cumulative AIDS incidence)

and supplemental applications among the EMAs. These supplemental plans must

include a plan for additional funds based on needs not met by the formula grants,

a high incidence of AIDS, and proof of the existing commitment of area

resources. In these additional applications, the needs of infants, children, women,

and families are also to be addressed.

Within each EMA, the priorities for spending Title I funds must be established

by HIV health services planning councils. Many EMAs have designated planning
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councils by expanding existing HIV-AIDS planning bodies. Examples of the rep-

resentation on a planning council are housing organizations, drug treatment

providers, the American National Red Cross, the United Way, the Department of

Veterans Affairs, and private foundations. The CARE Act also requires that

individuals with HIV/AIDS be voting members of HIV health services planning

councils.

Research suggests that the CARE act has been successful in improving access

to some Title I services (for example, basic medical care) for low-income popula-

tions.113 A study of CARE and non-CARE clients in San Francisco found no dif-

ferences in utilization of physician visit, hospitalization, or emergency room use,

after adjusting for sociodemographic characteristics and health status.114 How-

ever, the study also found that high unmet need existed for dental care, home

health care, and alternative therapies—suggesting that further strategies are

needed to increase access to care for low-income HIV-infected populations.

Pharmacy support, through the ADAP (AIDS Drug Assistance Program), is a

new but increasingly important component of the CARE act.115 Under the ADAP,

uninsured and underinsured persons with HIV disease can access newly developed

treatment medications (such as protease inhibitors). Although the CARE act has

been successful in increasing availability of medical and nonmedical services for

those with HIV disease, concern has arisen whether CARE act funding spent on

newly developed medications is too high (as with HAART). Although timely use

of newly developed treatment medications is important in managing HIV disease,

many who use these drugs often become disabled and also need supportive ser-

vices. Thus policy makers are faced with a dilemma because CARE funding spent

on expensive medications may reduce funding for available supportive services,

thereby possibly exacerbating unmet needs for supportive services.

Needs of Special Populations

Certain special populations deserve attention: HIV-positive women, children, ado-

lescents, certain ethnic groups, drug-dependent individuals, and those suffering

from psychiatric disorders. These groups may face additional barriers to early

intervention and access to care.

Women. By the year 2000, the number of new AIDS cases reported annually

in women is predicted to equal that of men.116 AIDS is the fourth leading cause

of death for twenty-to-forty-year-old women. African American and Latina

women account for more than 75 percent of infected women and 80 percent

of the AIDS cases reported for women in 1998.117 The course of clinical care

differs somewhat from men, as women present to the medical care system at a
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more advanced stage of the disease than do men and they develop some unique

complications (such as cervical cancer). Women also use services differently.118

Some studies indicate that differences between men and women in their use of

services such as the emergency room and inpatient and outpatient sites may be

explained by such factors as insurance status, stage of illness, and transmission

risk.119

Obstetric and gynecological conditions and procedures may contribute

substantially to the health service use of women.120 The availability of obstetric

and gynecological services, licensing and funding for trained health care providers,

a shortage of obstetricians, and the limited HIV experience of health care

providers with HIV-infected women may influence health service access and

utilization. About 25 percent of women receiving care in the United States have

dependent children under the age of eighteen.121 The competing responsibili-

ties of caregiving for children or other HIV-infected persons in the household often

act as a barrier to receiving timely care.122 Other gender-specific factors that may

influence use include misdiagnosis or undiagnosed HIV-related conditions, sexual

or domestic violence, and commercial sex work.123

Children. An estimated two thousand children in the country have HIV infec-

tion. As of December 1998, 1.2 percent (n � 8,461) of AIDS cases had been

reported in children younger than thirteen; 58 percent of childhood AIDS cases

are African American and 23 percent are Hispanic. Infection in children was gen-

erally acquired perinatally, and almost 91 percent had mothers with (or with known

risk for) HIV infection.124 More than one-half of mothers of perinatally infected

children were IDUs or had a sexual partner who injected drugs. As many as

25 percent of children born to HIV-positive mothers are infected.125 Although

HCSUS found that only 4 percent of children of women who were HIV-positive

tested positive for HIV, this figure may be considered a lower bound, since nearly

half (42 percent) of HIV-positive women with children had not been tested.126

The costs of pediatric AIDS are higher than the costs of adult AIDS,

largely because of higher hospital costs, which are estimated at about $35,000-

$37,000 per year, including inpatient care, outpatient care, home health, and

pharmacy service.127 Medicaid is the primary payer for both hospital and com-

munity-based services for pediatric AIDS.128 Contributing to the high costs are

the complications of medical management owing to the absence, disability, or

death of one or both parents through AIDS or drug use, urban poverty, and com-

plex social conditions.129

Adolescents. AIDS is the seventh leading cause of death in people of age fifteen to

twenty-four; it contributes to premature mortality of those who are supposed to be
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healthy and productive, and who should expect to live a normal life span. Nearly

three times as many males compared to females, between the ages of fifteen and

twenty-four, have been reported to have AIDS. This population is of particular

concern because of the number of sexual contacts and behaviors that contribute

to increased risk and likelihood of infection, although the risk is not reported

for more than one-third of male adolescents and one-half of female adolescents.130

Although adolescents are generally aware of HIV transmission and AIDS,

many have misperceptions about sexual activity, drug use, and prevention mea-

sures. Despite adequate knowledge, most adolescents continue to participate in

unprotected sex.131

Ethnic Groups. HIV/AIDS disproportionately affects certain ethnic groups;

African Americans and Hispanics are most likely to be HIV-infected. Further-

more, African Americans are less likely to receive HAART than whites, for a

variety of reasons (lack of insurance; lack of regular care; competing needs for

food, clothing, and housing; attitudes and beliefs such as distrust of doctors). These

same groups more often experience barriers to both access and outreach. Many

may not be aware of the benefits of receiving early treatment. Geographic bar-

riers to care may exist that pose access concerns. The site of care for HIV/AIDS

may not be in a familiar neighborhood setting. Agencies may not be prepared

to deal with the special cultural needs of racial and ethnic minorities.132 These

issues may exacerbate the vulnerability already experienced by people with

HIV/AIDS in receiving the full range of health care services that are needed and

available.

Drug-Dependent Individuals and Those with Psychiatric Disorders. The preva-

lence of drug dependence and psychiatric disorders remains disproportionately

high in the HIV population. The high prevalence of these disorders in this pop-

ulation has important clinical and public health implications. The availability of

effective, albeit complicated, treatments for HIV requires infected persons to ac-

cess care, use services appropriately, and adhere strictly to medication regimens.

Failure to adhere closely to treatment may facilitate development of medication-

resistant viral strains that can render antiretroviral medications ineffective and in-

crease the likelihood of transmission of a resistant strain. Psychiatric disorders,

drug use, and drug dependence are likely to limit adherence to treatment as well

as access to appropriate comprehensive medical and mental health care and sub-

stance abuse treatment. The high prevalence rate of these disorders points to

the importance of integrating mental health and substance abuse treatment into

the ongoing clinical care of persons with HIV infection.
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Future Issues in HIV/AIDS Health Services Research

Ideally, policy and planning options are based on evidence of the effectiveness of

treatment and an acceptable level of the costs of delivering such treatment. The

completion of the landmark HCSUS study should vastly improve policy-relevant

AIDS health services data. This study is providing data relevant to a wide range

of issues pertinent to HIV policy, including costs and utilization, access and

barriers to care, adherence, quality of life, social support services, mental health,

dental health, and quality of care.

New research efforts must continue to include the changing clinical profile of

the epidemic. In addition, research efforts must provide insights into national

trends, such as regional variation in the pattern of HIV-related disease compli-

cation. Changes in treatment pattern and in the price of medication over time

make predicting future costs even more difficult. The many nonmedical costs of

HIV/AIDS should be examined (direct costs of transportation, informal support,

and housing as well as indirect costs of disability days from work resulting from

treatment or deteriorating health).

Studies of special populations are also needed—women, children, adolescents,

IDUs, those in rural communities, and the racial and ethnic minorities who con-

stitute a growing proportion of the HIV-infected population. Data collected on

cost and use enable policy makers to compare current patterns of costs and uti-

lization across the spectrum of HIV disease, across geographical areas, across the

range of institutional and individual providers (including managed care settings),

and for both the insured and the uninsured populations, as well as variations with

different financing and provider arrangements.

Given that side effects are likely to be constantly associated with the

medication used to treat HIV disease, further research is needed to develop and

evaluate interventions to improve adherence with treatment regimens. Such

research takes on greater salience with the widespread use of HAART medica-

tions. Particular populations of interest for future adherence research are those

with mental disorders, substance abusers, or both.

Lack of insurance, poverty and underuse of ambulatory treatment is likely to

continue within the groups in which the epidemic is spreading most rapidly.

Disadvantaged groups (minorities, women, IDUs, and the poor) experience

difficulty more often in obtaining access to outpatient care. In addition, they may

not receive appropriate treatment, which may account for greater mortality in

those populations. People with impaired access to health services often use costlier

sources of medical care and use them for a longer duration. Furthermore, variation

in the quality of AIDS care by geographic region, sociodemographic group, and

type of provider is likely to reflect poor quality of care for certain individuals.
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In view of these concerns, the important characteristics of the changing

epidemiology of AIDS and clinical treatment patterns need to be continuously

examined in order to address problems in access, costs, and quality. Health ser-

vice delivery systems need to be developed to address the emerging needs of

diverse population groups affected by HIV/AIDS. Additionally, it is important

that Ryan White CARE programs also address the emerging needs of diverse pop-

ulation groups affected by HIV/AIDS. Neither the arena of formal medical ser-

vices nor supportive services can be overlooked. Developing finance and delivery

systems within the context of long-range planning and evaluation is paramount.

In this chapter, we have reviewed existing knowledge and critical gaps in

information about HIV/AIDS to establish a basis for addressing the current

and future challenges that HIV/AIDS present for development of relevant health

policy and health and social services planning and program implementation.
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T
hroughout the past century, expert panels and government commissions have

highlighted the importance of certain basic principles for children’s health

care. Over the past decade, the Maternal and Child Health Bureau’s (MCHB)

Bright Futures Project has reiterated that health care for children should be com-

prehensive, continuous, coordinated, and accountable. Despite great technical

advances and the development of important programs that have improved

the health and changed the lives of many children, the system of care for chil-

dren in the United States has yet to embody the principles of Bright Futures and

other expert panels. Many children lack insurance and experience numerous bar-

riers to receiving appropriate care. The medical, developmental, and environ-

mental threats to children have changed in nature and complexity, and the system

of care that has evolved to meet these changing needs is fragmented, disorga-

nized, and difficult to navigate.

As the health care marketplace changes, attention should be directed to-

ward how these transformations affect the availability and quality of essential

child health services. The changing marketplace poses its own set of challenges,

but significant changes in organization and payment of health services cre-

ate new opportunities to construct a child health system more responsive to

the emerging health needs of children and able to overcome deficiencies

in the current system. Unfortunately, many of the design elements that should

be included in a new system might not meet the narrower financial goals of a
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managed care organization. How can development of a child health system

be supported—a system that provides home visitation for families at risk, early

intervention services for children with potential developmental delay, preventive

mental health services for children who have been abused and neglected, and

comprehensive services to children with special medical needs? How can these

and other services be ensured when they may not be profitable to the health

care industry?

Whether marketplace transformations and federal and state health financ-

ing policies improve the organization of children’s health services and children’s

overall health status depends upon the extent to which these and other questions

are addressed. How do children fare under a health system restructuring dri-

ven primarily by cost considerations? How are the unique health care needs of

children addressed as traditional medical services are reconfigured into man-

aged care? Can current access barriers to comprehensive, coordinated health ser-

vices be resolved? How can the principles outlined in Bright Futures guide the

transformation of children’s health services? By what standard should we eval-

uate the effectiveness of new organizational approaches to delivering child health

services?

This chapter examines the key issues underlying the incongruity between the

needs of children and families and the current and evolving structure of health

services in the United States. We describe the unique health needs of children

and the rationale for a child standard of care to ensure that emerging systems can

meet these needs. Next, we examine characteristics of the U.S. health care system

that influence children’s access to care, including the disjointed organization of

health services, and financial and structural barriers to health care. In the context

of proliferating state-based initiatives and sweeping market-based reforms in the

health system, we present several options for accommodating the special needs

of children. Finally, we describe how emerging models of care can be modified

to provide more effective, organized, and family-centered health services for

children.

Special Health Needs of Children

Children’s health needs and risks fundamentally differ from those of adults and

thus require special consideration in structuring, organizing, and delivering health

services.1 Among the unique characteristics of childhood that have important im-

plications for health system design are a child’s developmental vulnerability, de-

pendency, and differential patterns of morbidity and mortality.
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Developmental Vulnerability

Developmental vulnerability refers to rapid and cumulative physical and emotional

changes that characterize childhood, and the potential impact that illness, in-

jury, or untoward family and social circumstances can have on a child’s life-course

trajectory. Physical health conditions (such as low birthweight or asthma) as well as

the child’s social environment (severe poverty, unstable family, environmental ex-

posures such as lead) can harm the developmental process.2 Several conceptual

models have been used to elucidate the dynamic relationships between factors that

can promote or adversely affect children’s capacity to achieve their physical, emo-

tional, and cognitive potential.3 Studies demonstrate two phenomena: the sub-

stantial, cumulative impact of early exposures and adverse social conditions on

health status throughout the life course; and the role of critical developmental pe-

riods in which early insults cause long-term consequences.4 Research linking the

impact of various risks and insults to the developmental pathways supports a

broader conceptualization of health determinants and of health services.

The potential to alter the life-course trajectory is illustrated by studies that

demonstrate the effectiveness of timely intervention in modifying adverse biolog-

ical and social conditions that may harm a child’s development. For example, cog-

nitive development and behavioral competence at preschool age is greater when

low-birthweight children receive supportive family and educational services.5 Such

studies support the notion that timely and appropriately organized services can

prevent loss of developmental potential; they highlight the mutability of various

risks and their life-course effects.6

Children’s developmental vulnerability also implies that interventions must

be sustained over time to appropriately address periodic, recurrent, and ongoing

biological and environmental threats. For example, although comprehensive early

childhood intervention programs that serve socially disadvantaged children have

improved young children’s cognitive abilities, postintervention exposure to ongo-

ing social disadvantage may offset earlier gains.7 Discontinuities in health care

and interrupted eligibility for early childhood intervention programs are examples

of modifiable threats to sustained developmental improvement for at-risk children.

New and Differential Morbidities

The declining prevalence in the United States of nutritional and infectious disease

and the changing patterns of childhood risk have increased the prominence of other

causes of morbidity and mortality.8 Children increasingly are affected by a broad

and complex array of conditions termed “new morbidities”: drug and alcohol use,
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family and neighborhood violence, emotional disorders, learning problems, and so

on. These new morbidities originate in complex family or socioeconomic condi-

tions rather than an exclusively biological etiology and cannot be adequately ad-

dressed by traditional medical services.9 Instead, such conditions require a

continuum of comprehensive services that include multidisciplinary assessment,

treatment, and rehabilitation as well as community-based prevention strategies to

sustain positive outcomes.10 Such multidisciplinary approaches often incorporate

and integrate public and private sector services. For example, early intervention,

family preservation, and violence prevention programs involve broad-based, multi-

sector approaches that transcend agency and service-sector boundaries.11

The types and patterns of condition for children are changing, and patterns

of morbidity and the manifestation of medical conditions in children funda-

mentally differ in their pathophysiology and treatment compared to adults.12

Serious, chronic medical conditions are less prevalent in children and usually

are related to birth or congenitally acquired conditions, rather than the degener-

ative conditions that affect adults. Age-specific drug metabolism, disease expres-

sion, and health status assessments differentiate children from adults. For example,

in children, cardiac conditions may result from any number of distinct congeni-

tal malformations, whereas in adults, cardiac conditions are dominated by a sin-

gle degenerative disorder (atherosclerotic heart disease). These differences explain

why pediatric specialists are more prepared to diagnose and treat many children’s

chronic and severe conditions. Age-related differences in disease prevalence, ex-

pression, and management have important implications for issues such as ensur-

ing appropriate access to care, developing age-specific quality assessment measures,

guaranteeing availability of adequately trained providers, and furthering regional

distribution of pediatric health professionals and services.13

Dependency

Children also have complex and changing dependency relationships that affect

their development and their use of health services. Children depend on their par-

ents or other caregivers to recognize and respond to their health needs, to orga-

nize their care and authorize treatment, and to comply with recommended

treatment regimens. The importance of this dependency for children’s access to

health care is illustrated by studies comparing maternal utilization of health ser-

vices with children’s use of care. Studies find that maternal and child use of care

is highly correlated, irrespective of the level of health status.14 Recent reports such

as those by the National Commission on Children and the Carnegie Commission

on Early Childhood further address the interdependency of family and social en-

vironments and their impact upon children’s health and development.15
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Health Service Delivery for U.S. Children

Although the principle that children’s health services should be organized into

a comprehensive, coordinated, continuous, and accessible system of health

services is broadly supported, it is not clear how evolution in the health care

marketplace and restructuring of the delivery system advance these principles

for all children. Children’s health care encompasses health promotion and disease

prevention strategies that are necessarily broad and increasingly specify

multisector approaches that integrate medical, public health, educational, and

social services. Consequently, consolidating personal medical care services

and other services heretofore delivered by the community health sector into pri-

vately managed, vertically integrated delivery systems may not produce the scope

and horizontal integration of health and related services needed to rationalize

the delivery system for many children. Managed care arrangements may effec-

tively organize primary and specialty medical services for relatively healthy

populations. However, the increasingly prevalent new morbidities and the com-

plex socioeconomic and environmental conditions faced by many families often

require intense, sustained, and coordinated health services that neither the

current system nor the emerging managed care arrangements are structured

to provide.16

Child Health Service Sectors

The U.S. child health system has been characterized as a patchwork of discon-

nected programs, each with distinct eligibility, administrative, and funding

criteria.17 The three distinct yet interdependent sectors that constitute child health

services have unique histories, mandates, organizational characteristics and con-

straints, and funding streams.18 They are the personal medical and preventive ser-

vices sector; the population-based, community health services sector; and the

health-related support services sector.

Personal Medical and Preventive Services. Personal medical and preventive

health services for children include primary and specialty medical services, which

are generally delivered in private and public medical offices, hospitals, and labo-

ratories. Restructuring the organization of the personal health service care sector,

where the majority of health care dollars are spent, is the major focus of current

health system change. Personal medical services are principally funded through

private health insurance, by the federal Medicaid program, and by out-of-pocket

payments from families.19
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Population-Based Community Health Services. The second sector of child health

services includes population-based health promotion and disease prevention ser-

vices, such as immunization delivery and monitoring programs, lead screening

and abatement programs, and child abuse prevention. Other community health

services are special child abuse treatment programs and rehabilitative services for

children with complex congenital conditions or other chronic and debilitating dis-

eases. Community-based programs provide assurance and coordination functions

for children’s health services, such as case management and referral programs for

children with chronic diseases, and early intervention and monitoring programs

for infants at risk for developmental disability. Funding for this sector comes from

federal programs such as Medicaid’s Early Periodic Screening, Diagnosis, and

Treatment program (EPSDT), Title V (Maternal and Child Health) of the Social

Security Act, and many other categorical programs.20

Health-Related Support Services. The third sector of the child health system in-

cludes health-related support services, such as nutrition education, early inter-

vention, rehabilitation, and family support programs. Among the services in this

sector are parent education and skill building in families with infants at risk for de-

velopmental delay due to physiological (such as low birthweight) or social (such as

very low income) problems, or special education and psychotherapy for children

with HIV. Funding for these services comes from diverse agencies, among them

the U.S. Department of Agriculture (funding the Supplemental Food Program for

Women, Infants, and Children, or WIC) and the Department of Education (fund-

ing the Individuals with Disabilities Education Act, or IDEA).

Fragmented Delivery System

These three child health sectors have evolved separately,21 and the patchwork of

programs that make up each sector poses real challenges to forging a continuum

of integrated services. Incremental federal and state funding for children’s health

programs has produced this array of categorical, condition-specific, means-tested

programs that are not well integrated within or between the child health service

sectors. Many of these programs were developed to fill gaps or to address an

emerging need (child abuse, HIV, mental health problems, lead toxicity), yet there

is often little coordination within the federal, state, or local governing authori-

ties, nor any attempts to link with private sector efforts. Program administrative

mandates and categorical or block grant criteria often determine the number of

children who can be served.

Some states have moved to establish omnibus coordinating agencies or ad-

ministrative councils for children and family services. The Maternal and Child
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Health Bureau is the single federal agency charged with improving the health sta-

tus and organization of service systems for children at the federal level. Some have

argued that this lone federal agency has neither the authority nor sufficient fund-

ing to accomplish its mission.22

Integrating Services

Achieving better health outcomes for the growing number of children afflicted

with multiple and complex problems requires coordinated health and health-

related services that may include primary and specialty medical care, case man-

agement, early intervention, and special education.23 Recent efforts to rationalize

the organization and allocation of child health services are exemplified by the in-

fant and toddler portion of the IDEA legislation. The 1986 amendments to this

legislation mandate interagency collaboration and regional service integration

as part of a state planning process for early childhood intervention services. In

many states, this has resulted in organized comprehensive and coordinated as-

sessment and treatment services for infants and young children at risk for devel-

opment disabilities owing to a variety of adverse perinatal outcomes or

environmental factors.

Other examples of integrated delivery models developed for children at risk

demonstrate efficiency in providing coordinated, multisectoral services for chil-

dren. The Child and Adolescent Service System Program (CASSP) is the National

Institute of Mental Health initiative to increase states’ capacity to create coordi-

nated systems of care in mental health for children and youth.24 An example of

such a mental health service integration model, developed in Ventura County,

California, has involved the collaboration of health, juvenile justice, mental health,

and education agencies for the purpose of coordinating service delivery to chil-

dren and reducing out-of-home placement for children with severe mental health

conditions. Evaluations of the Ventura Model demonstrate improved mental

health outcomes in children and lower frequency of out-of-home placement.25

Innovative models, designed to facilitate service coordination by decatego-

rizing funding streams and creating flexible funding pools, include a series of

ongoing demonstration projects that have taken place in communities in the

United States over the past decade.26 These projects illustrate some of the strate-

gies used to integrate services and increase children’s access to appropriate ser-

vices, by rationalizing provision of public funds.

Part of the difficulty in integrating health services comes from the sheer

volume of categorical programs, as well as the scope of eligibility and finan-

cial constraints that inhibit greater coordination.27 Table 11.1 illustrates part of

this challenge. A comprehensive approach to providing preventive, diagnostic,
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TABLE 11.1. PUBLIC PROGRAMS IN CHILD HEALTH SERVICE AND
HEALTH NEED DOMAINS.

treatment, and rehabilitative services across the physical, emotional, cognitive, and

social domains would require integration of many programs and funding sources.

Financing Children’s Health Care

Intimately linked to structure and organization of health services is how these ser-

vices are financed. A range of funding streams currently fund parts of the full con-

tinuum of services that children need. However, health insurance remains a

principal determinant of children’s access to medical care. Financial barriers to

medical care result primarily from lack of insurance for primary care services (such
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as well-child care and immunizations) or specialty child health services (such as

mental health services and rehabilitative therapy).

Uninsured Children

Public child health insurance eligibility expansion has occurred as studies con-

tinue to document significant differential access to health care for uninsured chil-

dren. Children without health insurance are less likely to have routine doctor

visits or receive care for injuries, and more likely to delay seeking care.28 In

the 1997 National Health Interview Survey (NHIS), parents of uninsured chil-

dren reported a higher rate of unmet medical, dental, medication, and vision

needs than did parents of privately insured children.29 Delay in care for com-

mon childhood conditions that have potentially disabling effects (such as ear in-

fection leading to hearing loss) has been attributed to families’ lack of health

coverage for the child.30 Uninsured preschoolers have a lower immunization cov-

erage rate and lower compliance with well-child visit schedules.31 Uninsured

families are also more likely to rely on the emergency room to be their regular

source of care, and to inappropriately use costly emergency room and hospital

outpatient departments for the child’s primary care needs.32 Lack of health

insurance can also result in families restricting their children’s participation in

sports and other activities because of concerns about their ability to pay for

injury care.33

The proportion of uninsured children in the United States has increased

over the last twenty years. The proportion of children who are uninsured rose

40 percent between 1977 and 1987.34 By 1989, 13.3 percent of children

were uninsured.35 The percentage of children covered by employer-based insur-

ance dropped steadily for more than a decade. The decline in private insurance

coverage for children resulted from elimination of dependent coverage by some

employers and from economic shifts toward service jobs without generous health

benefits. By 1992, the percentage of children with employer-based coverage had

declined to 56.2 percent (from 60.7 percent in 1987), accounting for nearly three

million children losing coverage.36

The number of uninsured children would have been even greater if expan-

sions of the Medicaid program had not partially compensated for this erosion

in employer-based insurance.37 Between 1989 and 1993, the number of chil-

dren covered by Medicaid increased 54 percent, from 13.6 percent of U.S. children

in 1989 (8.9 million children) to 19.9 percent in 1993 (13.7 million).38 Although

Medicaid extends coverage to children in the lowest-income families, two-thirds

of uninsured children live in families with income above the poverty level.39 In

1992, 21 percent of children with family income of 100–199 percent of the federal
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poverty level were uninsured,40 and 74 percent of uninsured children lived in fam-

ilies with one or more working parents.41 By March 1998, roughly at the time of

enactment of the federal State Children’s Health Insurance Program (SCHIP),

10.7 million children (representing 15 percent of the U.S. child population) were

uninsured.42 This included a significant number of children who were eligible for

but not enrolled in Medicaid.43

Specific provisions of the SCHIP legislation addressed some historical

limitations of Medicaid.44 States were required to implement outreach programs

and to ensure that children found not to be eligible for SCHIP would be re-

ferred to or enrolled in Medicaid if eligible. States also were permitted to extend

twelve months of eligibility to a child once Medicaid eligibility was established so

that eligibility losses caused by month-to-month income fluctuations could be

reduced.

Medicaid Participation. Medicaid participation has been hampered by low

reimbursement level and by eligibility rules that cause discontinuities in chil-

dren’s enrollment.45 Complex Medicaid eligibility criteria and fluctuations in

family income result in significant turnover in enrollees each year. It is esti-

mated that 40 percent of Medicaid AFDC enrollees lose Medicaid coverage each

year.46 Duration of enrollment is a critical Medicaid program issue for children.

Longitudinal data from 1991 to 1993 showed that only 20 percent of newly

Medicaid-eligible children under age sixteen retained coverage after twenty-eight

months.47 Of the children under age sixteen who lost Medicaid coverage, only

about 61 percent were insured four months later.

A significant proportion of children who are Medicaid-eligible remain

unenrolled. This is particularly true for Latino children.48 Eligibility expansion

has extended coverage, but reasons that eligible children still do not participate in-

clude delinking of Medicaid from cash assistance, limited outreach49 and parent

knowledge,50 and complex rules that are difficult for eligibility workers to ad-

minister.51 In 1993, an estimated 2.3 million uninsured children were Medicaid-

eligible.52 By 1996, this number increased to an estimated 4.3 million.53

State Children’s Health Insurance Program. Enactment of the State Children’s

Health Insurance Program in 1997 as Title XXI of the Social Security Act ex-

tended health insurance to children who had not been eligible for Medicaid or

private, employer-based coverage. SCHIP extended coverage to approximately

one-third of the eleven million uninsured children54 living in families with income

between the existing Medicaid eligibility threshold and 200 percent of the federal

poverty level. Initially authorized for 1997 through 2001, SCHIP included
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provisions to prevent children who otherwise could be enrolled in private employer-

based insurance from participating in SCHIP.55

Private Insurance. Children with employment-based health coverage also are at

risk for loss of insurance and disruption of care. Health insurance for children

covered under their parents’ employment is jeopardized when job loss or job

change occurs. As the economy shifts from high-paying, benefit-rich manufac-

turing jobs to lower-paying, benefit-poor service jobs, dependent coverage is less

assured. For example, 25 percent of children from thirteen to eighteen months old

in a large health maintenance organization had experienced some disruption of

coverage during the previous five-month period.56 Uninsurance among workers

and their families who could receive employer-based insurance but are not en-

rolled also has been studied.57

Even those children and families with health insurance frequently have been

underinsured for essential primary medical care, including well-child care, im-

munizations, and specialty care. In 1992, 50 percent of indemnity insurance health

plans covered well-child care and 65 percent of preferred provider organizations

(PPOs) covered immunizations.58 Children with special health care needs caused

by a congenital condition, chronic illness, or injury may lack adequate private

medical coverage, especially for speech therapy, behavioral therapy, physical ther-

apy, and other essential services.59 Moreover, despite the demonstrated efficacy of

nonmedical social services for health and developmental outcomes, services such

as home visitation and health-related consultation are rarely benefits for privately

insured children. In contrast, Medicaid generally covers these services.

Cost Sharing. Nearly all health plans apply cost-sharing mechanisms to mini-

mize unnecessary use of medical services and thereby limit expenditures. The

RAND Health Insurance Experiment found that placing cost-sharing require-

ments on families for primary and preventive care services reduced children’s use

of these discretionary services.60 Although short-term adverse outcomes from re-

duced use of medical care were not detected in the RAND study, the sensitiv-

ity of children’s basic ambulatory medical services to cost sharing was

demonstrated.61 With the expansion of managed care, more preventive services

such as immunization and well-child care are routinely covered, and adminis-

tration fees, deductibles, co-payments, and other cost-sharing mechanisms are

less often applied for preventive and primary care visits. In contrast, cost shar-

ing continues to be applied to acute and chronic care services. For many poor,

near-poor, and even middle-income families, even nominal cost sharing poses a

significant barrier to care.
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Nonfinancial Barriers to Care

Children’s access to medical care traditionally has been measured by analyzing

utilization patterns for specific provider services (such as number of annual physi-

cian visits), designated populations (adolescents, children in foster care), children

with specific conditions (for instance, those with asthma), or specific services (im-

munization, prenatal care, and so on).62 Such analyses have identified many fac-

tors that impede use of care and that appear to account for differential utilization

rates (such as ethnicity, income, and residence) when controlling for health need

(as measured by health status indicators and number and type of conditions).63

Nonfinancial barriers to care include structural, environmental, and personal bar-

riers such as bureaucratic complexity in the organization of child health services;

cultural barriers based on ethnicity or language; and provider distribution or short-

age, among others.64

Race and Ethnicity. In addition to income, differential access has been consis-

tently documented on the basis of race and ethnicity. Differential access and use

associated with race and ethnicity may result from varying modes of utilization,

insurance barriers, and the cultural competency of providers. Nonwhite children

and adolescents have fewer physician visits and are less likely to have continuity

of care.65 Studies of access to care of Latino children have also indicated a high

rate of uninsurance and differential patterns of utilization based on parental

immigration status.66 Problems of care and health outcomes for African Ameri-

can children have been improved when targeted interventions can overcome or-

ganizational barriers.67 A study of African American women receiving prenatal

care in an environment that potentially equalizes access to care (a U.S. Army base)

detected a lower infant mortality rate and underscores the important role that spe-

cial barriers have in poor health outcomes for children.68

Regular Sources of Care. As Barbara Starfield has demonstrated in numerous re-

views of access to care, having a regular source of primary care is particularly im-

portant for children.69 Children with a regular source of care are more likely to

receive needed medical services and immunizations, resulting in a higher level of

satisfaction reported by the family.70 Having a regular source of care is principally

determined by insurance status, and the insurance effect on access is often medi-

ated by having a regular provider.71 In several studies, the type and characteris-

tics of the regular care provider have their own independent effect on utilization,

irrespective of type of insurance coverage. Therefore, considering the type of a

usual source of care is important in analyzing differences in access among chil-

dren. It is a key indicator of the success of insurance expansions such as SCHIP.72
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Provider Training. Emerging patterns of morbidity in children, including com-

plex risks, health conditions, and social problems pose new challenges to health

care providers and delivery systems.73 Surveys and anecdotal reports document

inadequacies in clinical training for health professionals and their inability to iden-

tify, treat, or refer children suffering from complex medical conditions, mental dis-

orders, developmental problems, complex psychosocial problems, and abuse

and neglect.74 In one study, physicians’ assessments identified less than 50 percent

of emotional problems of the children who were screened.75 These inadequacies

are a function of provider training and knowledge, systemic undervaluing of

assessment for new morbidities, and the shortage of community-based treatment

resources for these problems.76

Distribution of Providers. Geographic access barriers pose problems for both in-

sured and uninsured poor families. Travel time for a family in an underserved

urban area or rural location may be substantial77 and result in reduced use of

care.78 For poor children, a limited supply of local physicians is associated with

reduced access to preventive care services79 and routine emergency room use for

nonemergent sick care.80 Although the overall number of pediatricians has in-

creased over the past two decades, the geographic distribution of pediatricians rel-

ative to the child population has not improved significantly.81 The shortage of local

primary care providers for poor children has been further compromised in recent

years; the number of office-based physicians delivering primary care services in

low-income areas declined by 45.1 percent between 1963 and 1980.82

Children who receive care in an office-based setting are more likely to receive

continuity of care and coordination of services. One effect of the shortage in

office-based primary care providers has been the high, and often inappropriate,

rate of emergency department utilization.83 Persons who identify their regular

provider of care as a hospital outpatient department, rather than a medical office,

are significantly less likely to see the same provider on a subsequent visit,84 and

young children receive less preventive care, including immunizations, in these set-

tings.85 In recent years, the outpatient department of a hospital has increasingly

replaced the office of a private physician as the site of the regular source of care

for poor children.86

Improving the Child Health System

The task of integrating personal medical services with complementary community-

based health, social, and educational services demands substantial coordination as

well as financial incentives. Achieving health system objectives for children requires



274 Changing the U.S. Health Care System

greater access to health insurance, integration of services, quality measure-

ment, public and community monitoring of performance (including data sys-

tems, involvement of communities, and new measures of how well community

systems are performing), and tailoring managed care delivery systems to meet

the developmental needs of all children and the special needs of vulnerable child

populations.87

Health Insurance

In the early 1990s, it seemed that national health care reform might provide

universal coverage and usher in a more organized system. Instead, state-initiated

health insurance expansions for children took center stage. Some states ob-

tained Medicaid demonstration waivers and used this flexibility to convert to man-

aged care systems and to expand coverage for previously uninsured groups.88

Other states embarked on health insurance expansion for children using state fund-

ing (such as Pennsylvania’s Child Health Insurance Program, or CHIP), or

developed programs that combine public and private revenues (such as Colorado’s

Child Health Plan). Another form of child health insurance expansion was the

Blue Cross and Blue Shield Caring Program for Children.89 Such privately funded

programs primarily covered well-child services and care for acute and chronic ill-

ness, but not hospitalization. Thus, program costs were relatively modest.

Enactment of SCHIP in 1997 further strengthened the role of the state in ad-

ministering unique, state-based health insurance programs for children. State op-

tions to determine benefit package, cost sharing, and enrollment mechanisms in

SCHIP have contributed to the difference in insurance eligibility and program

structure across states.90 Past experience with children’s incomplete participa-

tion in Medicaid and their failure to be covered by employer-based insurance when

it is available has produced a challenge for SCHIP.91 Enrollment of eligible chil-

dren has been a focus of state implementation strategies and will be important for

reauthorization of the program. As states experiment with outreach and enroll-

ment procedures, identifying successful methods of enrolling and retaining chil-

dren in the SCHIP and Medicaid programs is an important objective.92

Health System Integration

Expansion of health insurance coverage and system reorganization based on man-

aged care cannot guarantee children’s access to a system of health care that is

comprehensive and coordinated. Structural and organizational characteristics of

the current health system must be addressed to improve allocation and quality

of health services for children and families.93
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The principles of comprehensive, continuous, and coordinated care originally

embodied in Medicaid’s EPSDT program, and reinforced in 1989 amendments

to Title XIX, recognize that access to basic ambulatory medical care does not suf-

fice to meet the needs of children with complex health conditions and environ-

mental risks. For such children, screening, diagnostic, and treatment services must

be supplemented with a constellation of supportive services, including outreach,

comprehensive case management home visiting, and family counseling services.94

Several authors have suggested that services should address existing health con-

ditions but should also be sensitive to the functional and developmental capacities

of the child as well as to the family’s needs and the community environment.95

This implies a systematic focus on strategically optimizing investment in children’s

health development.

Programs designed to reduce health risks and promote protective factors have

been tested for children at risk of adverse developmental or other outcomes. In

an increasingly cost-conscious era, initiatives to broaden and integrate child health

services and develop linkage across sectors must demonstrate both effectiveness

(improved health outcomes, in an applied setting) and efficiency (cost impact).96

Home visiting and other early intervention programs targeted to at-risk families

have proven cost-effective in improving children’s health status, cognitive func-

tioning, and academic performance, while decreasing dependence on public

assistance.97 Until recently, few of these successful demonstration and local com-

munity projects have been implemented on a statewide scale. North Carolina’s

SmartStart, California’s Children and Family First Act, and Vermont’s Success

by Six all report new statewide efforts targeting the health and development of all

young children. These are broad, population-based health promotion and disease

prevention programs, where the medical sector plays a key role. It is not clear to

what degree these new population-based initiatives will become comprehensive

and integrated with traditional children’s medical services.

The potential of integrated service programs, such as early intervention or

school-linked health services, is uncertain in the current managed care market-

place. They are not likely to reduce the short-term costs of a managed care

organization by reducing hospitalization or other high-cost medical expenditure.

Instead, the savings from these programs may be realized in a lower incidence of

special education participation, enhanced family functioning, and lower welfare

outlays.98 Savings are likely to accrue to the education, mental health, juvenile jus-

tice, and other business sectors, rather than to the organization that provided the

care. It may be more difficult for states to continue to support integrated cross-

sector delivery efforts such as early intervention programs, school-based clinics, or

many public health safety net programs. Over the past decade, many of these

services have been paid for (in the case of early intervention and school-based
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clinics) or heavily subsidized (in the case of public clinics and hospitals) with Med-

icaid funds. As Medicaid funds are diverted into commercial managed care con-

tracts, the ability of the state or local community to use these funds for community

health programs and health-related support services may be reduced. Contin-

ued development of integrated continuums poses a fundamental challenge to states

and localities that choose not to earmark some portion of their Medicaid funds,

or identify new revenues for this purpose (as California and North Carolina have).

Although direct control over Medicaid funds may decline, the range of mech-

anisms that states are implementing (combined or separate medical and mental

health managed systems, service exclusions, and so on) presents an opportunity to

test what types of public-private arrangement prove effective. The infrastructure of

the managed care organization may create new opportunities for coordination, if

not integration.99 Greater attention to early childhood development, coupled with

the need for Medicaid (and SCHIP) managed care contractors to forge relation-

ships with existing public programs for children, could spur enhanced integra-

tion. For example, statewide population-based early childhood health and

development promotion programs in California, North Carolina, and Vermont are

already being linked with initiatives on the part of local health care providers

and managed care organizations. There is a tremendous opportunity to understand

which managed care mechanisms serve as barriers or facilitators to quality health

care, to identify measures that capture the unique objectives of children’s health care,

and to use state intervention in Medicaid and SCHIP as a research laboratory.

Measures of Health Care Quality for Children

Government agencies, medical professional organizations, and multidisciplinary

expert working groups have all developed normative definitions of comprehensive

primary care.100 For example, standards have been issued by the federal MCHB

and the American Academy of Pediatrics for children’s medical care, and by the

Child Welfare League of America for the health needs of children in foster care.101

The recent Bright Futures recommendations, funded by the MCHB and the Health

Care Financing Administration (HCFA), present a comprehensive set of standards

for the content of well-child services.102 The principles embodied in Bright Fu-

tures reaffirm the need for an integrated health care system that is comprehensive,

continuous, accessible, coordinated, and accountable. Other research and health

care organizations are developing practice guidelines for particular services or med-

ical conditions based on evidence or the consensus of an expert panel.103 Such

guidelines are more readily implemented than the normative standards.

In the private sector, the National Commission for Quality Assurance (NCQA)

developed the Health Employer Data Information Set (HEDIS), which compares
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commercial health plan performance on quality indicators of effectiveness of care,

access, and utilization. Many commercial health plans report a subset of HEDIS

measures (focusing on maternal and child health) separately for Medicaid en-

rollees.104 HEDIS and other quality assurance systems based on administrative

data do not capture all domains of quality that are of interest for children’s health

care. Family satisfaction information collected from patients can supplement uti-

lization and administrative data, particularly for difficult-to-measure constructs

such as perceived access. The Consumer Assessment of Health Plans (CAHPS)

consumer satisfaction surveys ask parents about their child’s health care and have

a supplemental survey for parents of children with special health needs.

In 1999, an ambitious national initiative was launched by the Foundation for

Accountability (FACCT), the NCQA, and several federal agencies. The Child and

Adolescent Health Measurement Initiative (CAHMI) is developing several new

quality care measures. Surveys developed by FACCT also ask parents about their

child’s experience with health care and focus on key areas of child development,

primary care services, and care for chronic illness. For example, the FACCT

Promoting Healthy Development Survey examines provision of developmentally

relevant services to children from birth to three. The Living with Illness survey ex-

amines service delivery to children with chronic medical conditions.

There are a number of reasons that developing performance measures and

standards of care for children and families is a unique and challenging under-

taking.105 Because children are constantly developing, it is difficult to attribute pos-

itive or negative characteristics of their health care to their functioning and future

outcomes. The complexity of some constructs that define quality care for children

(comprehensive, family-centered, integrated) makes it difficult to create valid qual-

ity indicators that can be used for performance comparison. Additionally, the rel-

atively small number and heterogeneity within a group of children with a

particular kind of complex medical condition is a methodological challenge in

creating standards and performance measures associated with those standards.

These are challenges that the pediatric health services research community is

attempting to address. In 1997, the Association for Health Services Research

(AHSR), with several federal agencies, convened a research agenda setting con-

ference to develop a new, strategic child health services research agenda with a

particular focus on quality of care.106

Public Accountability and Monitoring

Public accountability for ensuring that all children have access to comprehensive

health care has not been part of U.S. child health policy. In the European nations

that maintain population-based service delivery models and use public health
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nurses and other providers to track and monitor infants through the preschool

years, compliance with immunization schedules and age-appropriate preventive

care visits is substantially higher than in the United States.107 A combination of

universal access to preventive care and integrated health information systems per-

mits such population-based assurance.

Despite recent advances in health information systems, current U.S. data yield

little detailed information on quality of care or health outcomes.108 Data systems

currently are not structured or capable of producing child-focused information

on encounters with the broader child health system, including the public health,

nutrition, and school-based health sectors. Some efforts are under way across

the United States to introduce model systems that can be used to ensure delivery

of the most basic of medical services for children. An example is the Robert Wood

Johnson Foundation’s All Kids Count initiative, which supports demonstrations of

state and local immunization information and monitoring systems.109 National

surveys such as the National Health Interview Survey (NHIS) and its supplements

on children and on individuals with disabilities, and the Medical Expenditure Panel

Survey (MEPS), produce much of the national data on children’s access to and

use of (and costs of) health care.

Data are lacking in some areas, but there still is a role for community per-

formance monitoring.110 Because children’s health services are delivered in mul-

tiple sectors, a community rather than a specific public program or commercial

managed care organization may have the most to gain or to lose from investing in

its children’s health. Such a monitoring process would include evaluating which

aspects of the system facilitate or hinder access, using information about best prac-

tices to make improvements where necessary, and examining improvement by

monitoring children’s outcomes.

Ideally, community systems should be organized to respond to the determi-

nants of children’s health, in terms of availability of services, providers, and pro-

grams.111 Normative standards for children’s health care have identified the need

for coordination across programs and organizations. To capture the potential con-

tribution to children’s health from the sectors responsible for their care, perfor-

mance should thus be measured at the community level. Consideration of

standards of care for children should not neglect administrative and community-

level attributes that promote or undermine quality. For example, measures of

service and system integration can be applied to evaluate performance within and

among the child health service sectors. Defining the critical pathways by which

coordination (when successful) takes place constitutes an initial step in develop-

ing the measures and the infrastructure for community performance monitoring.112

Linking the results to specific organizational attributes would then make it possi-

ble to improve those system attributes that affect quality. Monitoring these attributes
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is important for policy and planning purposes.113 For example, a number of com-

munities are devising population-based report cards on determinants of children’s

health that, when linked to a monitoring system, can be used to mobilize change.114

These initiatives may be an initial step toward the population-based accountabil-

ity that has been lacking for children and families.

Managed Care for Children

Historically, many Medicaid-insured children received medical care in safety-net

public health facilities, where provider continuity and comprehensive health

care were not always available.115 Past difficulties in access and fragmentation of

the delivery system help to explain the rapid transition in the 1990s from fee-for-

service to managed care Medicaid programs. By the late 1990s, forty-one states

had converted their Medicaid programs into managed care delivery systems,116

while many state SCHIP programs also turned to managed care arrangements.

Children covered by commercial health insurance also have been affected by

these trends. By 1995, approximately six of every ten enrollees in managed care

were in for-profit health plans.117 The effectiveness and improvement of managed

care as a delivery system is an important policy question for both publicly and pri-

vately insured children.118

In early studies, managed care organizations demonstrated marginally higher

preventive care utilization for maternal and child health services.119 In a unique

study that randomized families to managed care or to fee-for-service arrangements,

managed care plans successfully reduced emergency room use and ambulatory

visits for nonsevere conditions but did not appear to reduce medical services for

children with acute needs. Thus, the authors concluded that managed care can

rationalize care without inappropriate rationing of care.120 Other studies com-

paring access and use under fee-for-service or managed care arrangements have

found mixed results.121

There have been concerns that managed care organizations’ lack of experi-

ence with comprehensive delivery systems for children, and their tendency to con-

trol rather than coordinate services, could jeopardize care for children with chronic

illness.122 Managed care arrangements are largely untested in terms of their abil-

ity to cost-effectively manage the care of vulnerable children. Many children with

special health needs (such as serious medical conditions) or with special circum-

stances (foster children, homeless children) have been excluded from previous stud-

ies of health outcomes, use, or costs. Even when included in such studies, they

often make up such a small proportion of the study sample that evaluation of the

impact of managed care on their health outcomes is impossible. In addition, Med-

icaid beneficiaries (and often commercial insurance enrollees as well) in most states
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were initially offered a choice between fee-for-service and managed care. Sev-

eral studies show that children electing not to enroll in managed care are more

likely to have certain medical diagnoses or higher health care utilization than chil-

dren who do enroll.123 It is thus difficult to compare the experiences of children

who elect to enroll and those who do not, particularly without detailed informa-

tion about their health care needs.

Several studies suggest the kinds of access barriers that children with special

health needs might confront within a managed care organization. A survey of

pediatricians participating in managed care plans revealed a high rate of denied

referrals to specialists for children.124 Early studies of managed care for children

with special health care needs suggested that managed care plans limit mental

health and related services, as well as access to specialists.125 Another survey of

administrators from twenty-two managed care plans found that few plans made

special efforts to ensure inclusion of pediatric providers in the network.126

As managed care expands in the U.S. marketplace, research on the outcomes

and effectiveness in such systems is increasingly important.127 However, it is not

only differences between enrolled populations that makes comparison difficult for

children. Variation in managed care structures, benefits, and implementation

across regions makes it difficult to generalize experience within one region or study

to that of other localities. For example, a 1998 survey of state Medicaid programs

showed a variety of mixed financing arrangements affecting children’s services,

including medical and behavioral health contracts, service exclusion, and diag-

nosis exclusion.128 In the absence of generalizable findings about managed care

impact, certain important focus areas have been identified for Medicaid program

oversight of managed care contractors: specificity of pediatric service benefits, re-

quirements for pediatric providers contracting within networks, medical necessity

standards tailored for children, quality indicators for children, appropriate pay-

ment rates for pediatric services, and promotion of high-quality care.129

It is important—but a complex undertaking—to evaluate how contracting

arrangements affect care for children. Earlier studies of Medicaid managed care

focused on difference between fee-for-service and managed care arrangements

rather than on difference within managed care systems.130 Optimal financing and

contracting arrangements within Medicaid managed care are important to iden-

tify for children with special health needs and other groups of vulnerable children

in particular.131

From Social HMOs to HDOs

To overcome the obstacles to comprehensive and coordinated systems of health

services for high-risk children and families, new forms of managed health care
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must be created. This could take the form of social HMOs or health development

organizations (HDOs). The social HMO concept augments current vertically

integrated medical services with additional health promotion, social services,

and enhanced coordination mechanisms to produce appropriate horizontal inte-

gration.132 Demonstration project social HMOs for the frail and elderly popula-

tion have offered multifaceted risk assessment and an inclusive set of services,

resources, case management, and coordination.133 Evaluation of social HMO ex-

perience for the elderly has produced mixed outcomes.134 Nonetheless the social

HMO concept has enormous potential for maximizing the fit between the true

health needs of children and an appropriately constructed and integrated deliv-

ery system.

An extension of the social HMO concept is what has been termed a health

development organization (HDO).135 The HDO framework creates a mecha-

nism to integrate services not only vertically and horizontally but longitudinally

as well, to optimize the health development trajectory of children. HDOs would

actively develop the health of the child population by using principles and prac-

tices that optimize health development trajectories. These include minimizing the

influence of risk factors during a critical developmental period through targeted

risk reduction and strategic use of health promotion and other protective fac-

tors. This is illustrated in Figure 11.1.

Studies of the commercial managed care sector have examined the prolifera-

tion of managed care systems that target particular populations or service needs.136

This market-based trend toward innovation and diversification could extend to

children’s services and stimulate new systems of specialty care for children that

previously were attempted only within public sector integration initiatives.137

Conclusion

Population-based, integrated models of service delivery systems have been devel-

oped in European nations and in localized demonstration projects in the United

States. Most European countries provide universal health, developmental, and so-

cial services to children beginning at conception, including nationally insured

health care, maternity leave and support, and child care and development pro-

grams.138 The U.S. health care system continues to produce many important in-

novations in addressing the special medical and developmental needs of children.

Using managed care to rationalize delivery of personal medical services may sub-

stantially improve children’s access to basic medical care. Nonetheless, many health

needs, especially for children with complex medical or socially based health prob-

lems, may not be adequately addressed.
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The evolution of the U.S. health care system into distinct sectors, with frag-

mented services and categorical funding mechanisms, poses a significant barrier

to improved organization of care. Improving the health care delivery system for

children means integrating the activities of largely publicly funded community-

based health services with privately delivered managed care models. Whether or

not the emerging health system more adequately meets the health needs of chil-

dren and successfully addresses the newer morbidities depends not only on in-

surance coverage but also upon integrating the disparate sectors of the child health

system.

Opportunities exist during this time of great structural change to fashion de-

livery systems that grant all children access to a continuum of services. How-

ever, in the public policy area, insufficient attention has been paid to the unique

needs of children and to the design of a system that meets children’s needs. The

FIGURE 11.1. HOW RISK-REDUCTION AND HEALTH-PROMOTION
STRATEGIES INFLUENCE HEALTH DEVELOPMENT.

Note: This figure illustrates how risk-reduction strategies can mitigate the influence of risk factors
on the developmental trajectory, and how health promotion strategies can simultaneously sup-
port and optimize the development trajectory. In the absence of effective risk reduction and health
promotion, the developmental trajectory will be suboptimal (dotted curve).

Source: Halfon, N., Inkelas, M., and Hochstein, M. “The Health Development Organization: An
Organizational Approach to Achieving Child Health Development.” Milbank Quarterly, 2000,
78(3), 447–498.
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move to managed care may facilitate some of the changes that are necessary to

improve services delivered to children, if essential components and safeguards are

included. Policy makers, health care providers, and the public at large have to con-

sider how to ensure that children’s unique needs are met under the evolving health

system if health outcomes are to be improved.
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M
ental disorders are both common and costly to society. In any given year,

about 21 percent of the adult U.S. population suffers from a mental disorder,

with about 3 percent suffering from chronic or recurrent and severely impairing

disorders.1 Comparable figures for children and adolescents are 21 percent and

5 percent.2 Although mental illnesses are not associated with a high mortality rate,

they often have their onset in early adulthood, affecting what would normally be

the most productive working years. Thus, for example, the Global Burden of Dis-

ease Study found that mental illnesses accounted for 15.4 percent of all disability-

adjusted life-years, ranking second only to cardiovascular conditions.3

In addition to the direct costs of treatment for mental disorders other than

dementia, estimated to be about $69 billion, or 7.3 percent of total care costs in

1996,4 mental illness has been shown to reduce employment rates and work

productivity5 and increase absenteeism.6 Furthermore, mental illness is often

accompanied by drug and alcohol abuse, adding another $13 billion to direct

treatment costs.7 Fifteen percent of adults with mental illness over the course of

a year have co-morbid substance disorders8; this figure reaches 50 percent

for adults with severe mental illness.9 Other social costs associated with mental

illness and substance disorders include violence,10 homelessness,11 child abuse,12

motor vehicle accidents,13 teenage pregnancy,14 and marital instability.15

Pharmacological advances in treating mental illness began in the 1950s and

have continued, improving our ability to care for these disorders in an effective
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as well as cost-effective manner.16 Yet despite the large costs that untreated men-

tal illness imposes on society and the great advances in treatment that have been

made, the use of mental health services is poorly matched to need. Although

15 percent of adult Americans obtain mental health services each year, only

slightly more than half of them have a diagnosable mental or substance disorder,

representing less than one-third of all adults suffering from such disorders.17 In

contrast, 4.5 percent of adults without a diagnosable disorder receive mental health

care.18 Similarly, although 21 percent of children receive mental health services

in any given year, more than half of children with diagnosable disorders do not

receive any treatment.19 Some of the barriers to mental health care that have been

identified are stigma, geographic inaccessibility of providers, financial constraints

because of inadequate insurance coverage, and the failure of health care providers

to identify the mental health needs of their patients.20

In addition to the substantial access barriers facing the patients in greatest

need of treatment, substandard quality of care and inappropriate treatment have

been long-standing concerns in the mental health sector, dating from the inhu-

mane treatment of the mentally ill in the “lunatic asylums” of the 1700s and

1800s21 and continuing into the present, with revelations regarding excessive use

of restraints and seclusion within certain psychiatric institutions.22 These access

and quality issues suggest the need for a fundamental rethinking of our current

mental health policy, defined by Murphy and Dorwart as “a set of governmen-

tal systems and regulations that shape the way mental health services are financed

and delivered in the United States.”23

This chapter describes policy issues specific to the mental health services

system in the United States. First comes an overview of the nature and treatment

of mental illness and the financing and delivery of mental health services. The

chapter then summarizes some of the ways in which mental health care differs

from health care in general, suggesting the need for separate consideration of men-

tal health services in the policy debate. Some of the concerns for special popula-

tions are then described. The chapter concludes with an in-depth discussion of

a few of the important issues facing mental health policy makers.

Overview of Mental Illness and the Mental
Health Services System

Who are the “mentally ill”? The Surgeon General’s Report on Mental Health24

defines mental disorders as “conditions characterized by alterations in thinking,

mood or behavior associated with distress and/or impaired functioning.” This de-

finition encompasses a variety of disorders, such as anxiety disorders (which are
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experienced by about 16.4 percent of adults each year), mood disorders (such as

depression and bipolar disorders, also known as manic depression, experienced

by about 7.1 percent of adults), schizophrenia (at about 1.3 percent), and numerous

other conditions (including dementia).25 Common manifestations of mental dis-

order include anxiety, which is characterized by feelings of fear and dread; psy-

chosis, including hallucinations and delusions; mood disturbances, such as

prolonged periods of extreme sadness or euphoria; and cognitive impairment, or

the inability to organize, process, and recall information.26

Distinctions are drawn among mental health problems below the threshold for

a standard diagnosis, all diagnosable mental illnesses, serious mental illness (SMI),

and severe and persistent mental illness (SPMI). Standard diagnoses are based on

criteria outlined in the Diagnostic and Statistical Manual of Mental Disorders (DSM), pub-

lished by the American Psychiatric Association. Serious mental illnesses are those

interfering with social functioning; severe and persistent mental illnesses are chronic

in addition to being associated with serious functional impairment. Examples of

SPMI are schizophrenia, bipolar disorder, certain types of major depression, panic

disorder and obsessive-compulsive disorder.27 Among children, conditions associ-

ated with severe functional impairment are instead referred to as serious emotional

disturbance (SED). About 5 percent of adults have SMI and 2.6 percent have

SPMI;28 about 9 percent of children aged nine to seventeen have SED.29 Although

even subthreshold mental health problems can cause impairment, persons with per-

sistent and serious mental disorders face major challenges in attempting to live nor-

mal lives and are frequently the focus of mental health policy initiatives.

How and where are persons with mental illness treated? Regier and others30 coined

the term “the de facto mental health system” to describe the fragmentation of

mental health services delivery in the United States into four sectors: the mental

health specialty sector, the general medical sector, the human services sector,

and the voluntary support network sector. In addition to psychiatrists, mental

health specialists include psychologists, psychiatric nurses, and psychiatric social

workers. Among the generalists are primary care physicians, nurse practitioners,

and physician’s assistants. In the human services sector are social welfare pro-

grams and services provided within correctional institutions, schools, and religious

institutions. The voluntary support network sector includes self-help groups and

other consumer organizations.

Respectively, 5.9 percent, 6.4 percent, 3.0 percent, and 4.1 percent of adult

Americans obtain mental health services each year from each of these four sectors;

overall, 14.7 percent received services in any of these sectors.31 Among children

and adolescents, 21 percent use mental health services each year, with 8 percent

receiving mental health specialty care, 1 percent using services provided by

generalists, 11 percent receiving school-based services, and 1 percent obtaining

Mental Health Services and Policy Issues 293



care from other human services programs and the voluntary support network.32

It should be noted that in addition to the mental health services provided by each

of these sectors, informal caregivers play an important role in the care of the

mentally ill,33 despite the fact that persons with severe and persistent mental

disorders are less likely to be married34 and tend to have fewer close ties to friends

and relatives35 and so are less able to turn to family members for support.36

Diagnosis and treatment of mental illness takes place in a variety of settings:

psychiatric and general hospitals, community mental health clinics, residential

treatment centers, psychiatrist and primary care provider offices, and so on. Since

the 1960s and 1970s, there has been a shift away from inpatient care toward

community-based care, with the “deinstitutionalization” of many long-term psy-

chiatric inpatients.37 The number of inpatient days attributable primarily to

psychiatric disorders declined by about 11.3 million between 1988 and 1994.38

The recent rise in managed care has further encouraged the shift in care from

costly inpatient settings to less intensive outpatient settings.

Although psychiatric hospitalization is becoming an infrequent event even

among seriously ill patients, the high cost associated with inpatient episodes ensures

that it still accounts for a large proportion of total mental health spending, about

one-third of the $69 billion spent in 1996. Inpatient episodes include those oc-

curring in psychiatric hospitals (17 percent of total mental health spending), ded-

icated psychiatric units within general hospitals (10 percent), and scatter beds or

cluster beds within general hospitals (6 percent).39 Residential treatment centers

for children accounted for another 4 percent of total spending, and nursing home

and home health agencies 7 percent.40 The remainder was spent on outpatient

mental health clinics (18 percent), psychiatrists (10 percent), psychologists and

social workers (14 percent), generalist physicians (5 percent) and psychotropic drugs

prescribed in outpatient settings (9 percent).41

Because of our poor understanding of the etiology of mental disorders,

interventions to prevent mental illness are less well-developed than in other areas

of medicine. Those prevention programs that exist in mental health have tradi-

tionally focused on children. Thus mental health services for adults consist

primarily of treatment of existing disorders, including both active treatment

and custodial care. Active treatment of mental illness falls primarily into two

categories: psychosocial intervention, employing various forms of psychotherapy,

and pharmacotherapy (use of psychotropic drugs). Procedures such as electro-

convulsive therapy (ECT) are also used. In addition, persons with SPMI often

require a range of other types of supportive services, including income support,

assisted housing, family intervention, and vocational rehabilitation.

Given the fragmentation of the delivery system and the diverse needs of per-

sons with severe and chronic mental disorders, case management services are often

necessary to ensure that these patients receive the full range of services required
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for them to lead a relatively normal life. Mental health case managers were orig-

inally assigned to assist patients affected by the deinstitutionalization of the

1960s,42 when long-term inpatients were discharged to what was more the hope

than the reality of comprehensive, integrated community care. More recently, pri-

vate sector case management of mental health services has become popular,

although primarily as a means of containing costs. One of the most touted mod-

els of care in the public sector has been the Program of Assertive Community

Treatment (PACT), which offers individualized case management with a multi-

disciplinary team approach.43 PACT is considered to offer integrated, cost-effective

care for persons with severe mental illness44; it is potentially a model for programs

developed by managed care organizations.45

Who pays for mental health services? As with the delivery system, the financing of

mental health services is fragmented, including private, state, and federal funding

streams from multiple sectors (health, social welfare, housing, criminal justice,

education).46 States had the sole responsibility for financing and delivering men-

tal health services until World War II, when the National Mental Health Act

introduced the role of the federal government in funding research, training, and

development of new mental health programs.47 The federal government role in

financing mental health services increased as a result of the Community Mental

Health Center (CMHC) Act of 1965,48 which paved the way for deinstitutional-

ization, shifting costs from primarily state-funded public psychiatric hospitals to

primarily federally funded outpatient mental health clinics, and devolving

responsibility for organizing mental health care from state to local government.49

The slow expansion of mental health benefits under Medicaid and Medicare

over time has also increased the role of the federal government in financing

services, at the same time that private health plans have taken on a larger

role with the evolution of the employer-based insurance system. Currently, about

52.6 percent of mental health expenditures are publicly financed, with the

remaining 47.4 percent paid by private parties, including private insurance

(26.9 percent), out-of-pocket expenditures (17.4 percent) and other private funds

(3.2 percent).50 Medicaid is the most important source of public funds,

accounting for 18.9 percent of all mental health expenditures, followed closely

by direct state and local funding (17.3 percent), Medicare (14.4 percent) and other

federal funding (2.0 percent).51

Health Care Policy: Is Mental Health Different?

Although many of the policy questions around delivering and financing mental

health services mirror those for medical care, mental health is characterized by

certain features that set it apart from medical care and have implications for
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attempting to subsume mental health into broader health care policies. This section

summarizes what is different about mental health care.

Stigma

Historically, a disorder with no known etiology was treated as a mental health

problem and stigmatized.52 Despite the public’s increasing understanding of the

nature of mental illness, fear, avoidance, and discrimination are still commonplace

reactions to persons with mental illness.53 Stigma poses a substantial psychologi-

cal barrier to seeking care for mental health problems,54 particularly in the spe-

cialty sector.55 For this reason, the Surgeon General has identified overcoming

stigma as one of the most important steps to improving mental health treatment

in the United States.56 In contrast, stigma does not generally pose a barrier to

access for treating a medical condition. With the development of more effective

psychotropic medications having fewer side effects,57 psychiatry is becoming

increasingly medicalized over time. The shift toward a medical model for treatment

of psychiatric disorders may eventually lessen stigma, though at the possible cost of

reducing support for psychosocial interventions.

High Rate of Treatment in the General Medical Sector

Patients with psychiatric disorders often seek care for their condition in the pri-

mary care sector instead of the mental health specialty sector. Data from the

two largest epidemiological studies of the prevalence and treatment of psychiatric

disorders in the United States, the Epidemiological Catchment Area (ECA) study

and the National Comorbidity Survey (NCS), showed that only slightly more than

one-quarter of adults with a diagnosable mental or addictive disorder in a given

year receive any treatment; of those receiving services, only about half are treated

in the specialty sector. Use of mental health specialty services is even lower for

children and the elderly. Even among the most impaired children—those with

SED—only 40 percent of those receiving any treatment obtained specialty men-

tal health services.58 Among elderly Medicare beneficiaries receiving physician

services for a psychiatric condition, only 29 percent saw a specialist at least once.59

The degree to which primary care providers and other generalists can effec-

tively substitute for mental health specialists in the treatment of psychiatric dis-

orders is controversial.60 Mental health treatment provided by generalists tends to

focus on psychotropic drug prescriptions, with about two-thirds of such drugs pre-

scribed by primary care providers and medical specialists other than psychiatrists.61

Episodes of mental health treatment in the general medical sector tend to be

shorter and less costly than episodes involving mental health specialty care.62

296 Changing the U.S. Health Care System



However, evidence on the relative quality of psychiatric care provided in the two

sectors is limited, with somewhat mixed evidence suggesting that mental health

specialists may provide more appropriate care.63

The issue of whether generalists are being substituted for specialists, and

the implications of such substitution, arise in other areas of medicine as well.

However, mental health services may be particularly prone to delivery through

the general medical sector, because of three factors. The first is the stigma asso-

ciated with visiting a mental health specialty provider such as a psychiatrist. The

second is that insurance benefits are structured in such a way as to favor provid-

ing mental health services as part of a primary care visit.64 The third is the geo-

graphic maldistribution65 and inadequate supply of mental health specialists in

many parts of the United States.66 Distance and provider supply have been shown

to influence mental health services utilization and the choice between specialist

and generalist care.67

Role of State and Local Governments in Financing and Delivery

The public sector has always played a larger role in financing and delivering men-

tal health services than for medical care. For example, federal and state funding

accounted for 56.3 percent of all mental health and substance abuse spending

in 1996, but only 47.5 percent of all health care spending.68 Public financing of

mental health services has been argued in part as a response to the external costs

imposed on society by mental illness and addictive disorders, including unem-

ployment, crime, violence, and homelessness.69 The availability of publicly funded

services may, however, amount to a disincentive for employers to offer behav-

ioral health care benefits to workers.70

The difference between sources of financing for mental health versus med-

ical care is particularly noticeable for direct state and local funding, at 19.4 per-

cent of all behavioral health versus 7.2 percent of general health expenditures.71

Although the federal government has been playing an increasing role over time

in financing behavioral health care, state and local government are still the most

important public payers when looking at combined mental health and substance

abuse expenditures, accounting for 18.7 percent of expenditures.72

The high proportion of mental health and substance abuse funding that

comes directly from states is largely attributable to the historical role played by

public psychiatric hospitals, which have been operating since the middle of the

nineteenth century; at their peak in 1955 they had a resident census of 558,922.73

Although closing or downsizing state mental hospitals has become commonplace,

they continue to constitute the largest single expenditure for a mental health

care specialty organization in the United States.74 Only about 26 percent of
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nonfederal general hospitals in the United States are run by state and local gov-

ernments,75 but about 36 percent of psychiatric hospitals are public.76 The shift

from inpatient to outpatient care under deinstitutionalization has reduced the

importance of state hospitals, but the state plays an ongoing role in organizing

care for the mentally ill. For example, the replacement of the CMHC program

with state block grants in the 1980s reduced federal control over delivery of

services and allowed states to tailor programs to meet the needs of their particular

patient populations.77

Private Insurance Coverage

Private insurance coverage for mental health and substance abuse treatment tends

to be much less generous than for medical care. A recent study showed that 9 per-

cent of small firms and 1 percent of large firms did not offer any mental health

or substance abuse benefits to employees in the health plan with the greatest en-

rollment.78 Employers routinely impose higher cost-sharing requirements and

lower maximum lifetime dollar limits for mental health services than for medical

care. Other restrictions are also commonly imposed on behavioral health care that

do not apply to medical care, such as limiting the number of outpatient visits

(typically twenty) or inpatient days (usually thirty). Although the Health Mainte-

nance Organization Act of 1973 requires that HMOs pay for mental health and

substance abuse services in order to be certified, only minimal coverage is

required.79

One implication of differential coverage of medical and mental health care

is that an employee who develops breast cancer can get most of her treatment

reimbursed, while a comparable employee with onset of bipolar disorder (another

chronic, costly, and partially heritable disorder) cannot. The cost-offset criterion

often used by managed care organizations (MCOs) for broadening mental health

services coverage is further evidence of inequity in insurance coverage; requir-

ing that expansion in psychiatric treatment must achieve cost-neutrality through

commensurate reduction in medical costs is a much stricter standard than the cost-

effectiveness typically required of medical services. This differential coverage may

be due in part simply to stigma or discrimination, but there are economic expla-

nations for the phenomenon as well, including the safety-net coverage provided

by the public sector, “moral hazard,” and adverse selection.80

The demand response to enhanced insurance coverage, known as moral haz-

ard, has been shown to be substantially larger for mental health services than med-

ical care under fee-for-service systems.81 The RAND Health Insurance

Experiment, a randomized study of the effect of insurance on health care costs,

found that use of mental health care increased by about twice as much as use of

298 Changing the U.S. Health Care System



medical care in response to reduced cost-sharing requirements.82 Mental health

service utilization is more responsive to subsidies, which may reflect greater

uncertainty about the value of these services. It may also reflect the desirability of

certain types of behavioral health care among populations with less acute need

for such services. As one example, most people will not choose to undergo cardiac

surgery in the absence of clear-cut indications for such treatment, even if it is fully

covered by their insurance. In contrast, free psychotherapy might well prove highly

attractive to many well-educated, psychologically minded individuals with no

diagnosable psychiatric disorder. Anecdotal evidence about the popularity of

Prozac and other selective serotonin reuptake inhibitors (SSRIs) among persons

without a standard diagnosis of a depressive disorder suggests that in the absence

of direct controls (utilization review, or “gatekeeping”), more generous coverage of

behavioral health care could lead to increased utilization among a wider

population than was originally intended.

In terms of the moral hazard problem, mental health care is similar to long-

term care, where calls for enhanced insurance coverage of services such as home

health care have led to predictions of a “woodwork effect,” that is, service uti-

lization that would not have occurred in the absence of insurance coverage. The

woodwork effect in mental health suggests that relatively healthy people might

engage in extended psychotherapy or take Prozac to lose weight if insurers offer

better coverage for these services. Thus concerns about skyrocketing costs in

response to insurance subsidies may in part explain the current inequitable

situation in which insurance coverage of behavioral health is much poorer than

for medical care. As with the long-term care proposals, which typically set explicit

functional criteria to determine which patients are eligible for benefits, mental

health coverage can more easily be expanded in conjunction with care manage-

ment processes that limit benefits to patients for whom medical necessity can be

documented.

In addition to moral hazard, insurers may be reluctant to offer generous

mental health and substance abuse benefits because of the potential for adverse

selection. Individuals suffering from mental illness have been shown to have higher

medical as well as behavioral health care costs,83 and the chronic nature of men-

tal disorders suggests that there is greater potential for a patient to self-select into

the insurance plans offering the best behavioral health care benefits. In contrast,

patients and insurers cannot predict very well which patients will experience acute

medical conditions during the next year, eliminating the potential both for those

patients to self-select into generous insurance plans and for insurers to avoid

enrolling them. Plans seeking to avoid enrolling a disproportionate number of

patients with behavioral health care needs often engage in a “rush to the bottom,”

resulting in minimal coverage of these services.
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One proposed remedy is to mandate benefits, which would allow insurers to

offer coverage without fear of attracting all of the costly patients. It should

be noted, however, that mandated benefits cannot prevent all forms of “cream-

skimming” and “dumping.” For example, MCOs may try to discourage patients

with mental illness from enrolling by purposely trying not to develop a reputation

for providing high-quality behavioral health care, by engaging in strict utilization

review that effectively limits covered benefits, or by limiting provider networks so

that a long waiting period for a mental health specialty visit effectively rations care.

Medicare and Medicaid Coverage

Differential coverage of mental health and medical care can be seen not only with

private insurance but with publicly funded programs as well. Medicare and Med-

icaid insurance are particularly important sources of insurance coverage for those

with serious and persistent mental illness, since their capacity for gainful

employment is impaired. Thus they are less likely to be covered by employer-based

insurance, but they often qualify for disability-related income support and

health insurance benefits through either the Supplemental Security Income (SSI)

or the Social Security Disability Insurance (SSDI) program. (The programs play

a large role in covering those with physical disability as well. However, mental

illnesses such as schizophrenia or bipolar disorder have earlier onset than many

medical disorders, leading to a high proportion of disability related to mental ill-

ness—about 22 percent of disabled Medicare beneficiaries qualify on the basis of

psychiatric impairment.84) Thus it is important to understand the limitations

of public insurance coverage of mental health services relative to medical care.

Although the Omnibus Budget Reconciliation Act of 1989 removed the last

of Medicare’s payment limits for outpatient mental health care, Medicare con-

tinues to impose a 50 percent co-payment rate for outpatient mental health ser-

vices other than initial diagnostic services and psychotropic drug management, in

contrast to the usual 20 percent coinsurance rate for medical care. In addition,

in an effort to prevent states from shifting the cost of psychiatric hospital care onto

the federal government,85 Medicare limits lifetime coverage of psychiatric hos-

pital care to 190 days, although no such restrictions are placed on general hospi-

tal stays. Furthermore, Medicare’s failure to cover outpatient prescription drugs

has a disproportionate impact on the out-of-pocket costs for those with mental ill-

ness, for whom drug therapy is often a critical component of treatment.

Medicaid offers more comprehensive coverage of outpatient mental health

care than Medicare and pays for most prescription drugs. However, its coverage

of psychiatric inpatient facilities is less generous. Again, this is probably due to

the desire to avoid having federal funds replace direct state and local funding; the
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federal government prohibits state Medicaid programs from covering care pro-

vided to adults from twenty-two to sixty-four years old within “institutions for men-

tal disease,” or IMDs (psychiatric hospitals and nursing homes specializing in

psychiatric services). Although the elderly are generally covered because Medic-

aid is the secondary payer after Medicare rather than the primary payer, some

states exclude psychiatric hospital care from Medicaid coverage for children as

well as for nonelderly adults.

Differential coverage of mental health and medical care, or psychiatric and

general hospital stays, puts beneficiaries at risk for high out-of-pocket costs and also

distorts incentives. As one example, the IMD exclusion amounts to an incentive

for states to treat Medicaid beneficiaries in need of inpatient mental health ser-

vices in general, rather than psychiatric, hospital settings. It has also been cited as

one reason for underdetecting mental health problems within nursing homes,

which are fearful of losing Medicaid funding.86 As another example, on the mar-

gin the treatment choices of Medicare beneficiaries with depression may be skewed

toward ECT, a service that is covered under Medicare, and away from antide-

pressants, which are not reimbursed in outpatient settings.

Medicare Reimbursement Methodology for Inpatient Care

Psychiatric hospitals and certain psychiatric specialty units within general hospi-

tals have been exempted from payment under the Prospective Payment System

(PPS), Medicare’s reimbursement methodology for acute general hospitals, since

its introduction in 1983. This exemption results from the high degree of hetero-

geneity that was found in the cost of inpatient episodes within psychiatric diag-

nosis-related groups (DRGs) and the relationship of hospital specialty to variability

in costs within DRGs.87 Implementation of PPS for psychiatric facilities was

predicted to result in an inequitable situation for psychiatric hospitals, as well as

to generate incentives for hospitals to skim the healthiest patients and dump the

sickest patients within DRGs. As a result, psychiatric specialty facilities are instead

reimbursed under the Tax Equity and Fiscal Responsibility Act (TEFRA) of 1982.

Like PPS, TEFRA reimbursement is based on the notion of a target amount

paid for each admission. Unlike PPS, TEFRA target amounts are based in part

on the historical cost structure of the facility. Furthermore, providers can apply

for an increase in their target amount, for example, if they can document an

increase in patient case mix. Facilities with average costs above the target amount

bear the extra costs, much like under PPS, but it has been argued that facilities

with average costs well below target amounts operate under incentives similar to

cost-based reimbursement.88 In addition to offering fewer incentives for cost con-

tainment than PPS, TEFRA rules are considered by some commentators to be
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inequitable.89 They also allow permit additional “gaming” on the part of general

hospitals. Whether general hospitals apply for PPS exemption for their psychiatric

units has been shown to depend on which reimbursement methodology—PPS or

TEFRA—would prove to be most lucrative.90 Those with exempt units may also

choose whether to treat each psychiatric patient in the unit or a scatter bed, which

may again depend on their expected reimbursement under each system.

Treatment Variability

It has been argued that there is less consensus about the effectiveness of treatment

in psychiatry than in other fields of medicine.91 This uncertainty may stem from

the difficulty in evaluating psychosocial interventions that cannot easily be stan-

dardized. For example, psychotherapy is generally manualized for research stud-

ies, yet the individualized aspects of psychotherapy may be precisely what makes

it work. As a result of this uncertainty, treatment variability also seems to be greater

in mental health than medical care.92 This uncertainty about which treatments

actually work and variability in using treatments probably contributes to the

reluctance of insurers to cover mental health services and the failure of patients

to obtain appropriate care.

Information Deficits

Poor consumer information may have even greater implications for quality of care

among patients with psychiatric disorders than it does for patients with medical

conditions. The classic economic theory of markets is predicated on the assump-

tion that consumers make rational choices based on perfect information. If so,

market forces should prevent health care providers from offering suboptimal qual-

ity, since patients would avoid these providers, eventually driving them out of

the market. Yet health care markets are more often characterized by imperfect

information; even well-educated patients often know little about their condition,

possible courses of treatment for it, and the quality of care being given.

The assumption of perfect consumer information is particularly difficult to

justify when the patients involved have psychiatric disorders. Many people suffer

from cognitive and perceptual deficits that hinder their ability to compare the qual-

ity of competing health care providers and make rational market choices. More-

over, patients with psychiatric disorders are less likely to be married or to have

close family ties, thus lacking support from family members who might act as their

advocate in choosing a health care provider. Market failures due to imperfect

information are therefore likely to be exacerbated among patients with psychiatric

disorders. Furthermore, the patient in greatest need of services—one with a
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severely disabling disorder such as schizophrenia—is precisely the one most likely

to suffer impaired judgment.

Special Populations

Poor access to mental health care is a problem for many Americans, and to a cer-

tain extent the reasons for inadequate treatment cut across demographic groups.

However, certain issues are of particularly great concern for populations such as

the elderly, children, members of minority groups, and residents of rural areas.

Elderly

Rates of mental disorders generally appear to be as high among older adults as

younger.93 The loss of loved ones, which is common at an older age, frequently

triggers depression, and the suicide rate is highest among older Americans.94 Yet

despite their equivalent need for services, the elderly are less likely than the

nonelderly to be diagnosed and treated for mental illness95; when they do obtain

care, they are less likely to receive services from the mental health specialty sec-

tor.96 Suboptimal use of services among the elderly is probably due to both

provider and patient factors. Providers often do not recognize the signs of mental

illness among the elderly, failing to distinguish it from the normal aging process.97

Cognitive impairment and differences in how the disorders present can make men-

tal illness difficult to diagnose among the elderly. In turn, elderly patients tend to

have greater perception of stigma than the nonelderly,98 and traveling to obtain

specialty care poses greater difficulties for the elderly because of their physical

frailty. Financial barriers contribute to their lower use of behavioral health care

as well, although it is unclear whether these barriers are greater for the elderly

than for younger patients, for whom the cost of treatment is also a major concern,

particularly given their higher rate of uninsurance.

Finally, the elderly and their caregivers suffer from the added burden of

Alzheimer’s disease and other dementias, which add another $18 billion in treat-

ment costs to the $69 billion associated with other mental disorders. The preva-

lence rate for dementia rises with age, with approximately 8–15 percent of the

elderly suffering from Alzheimer’s disease.99 Dementia and other organic disor-

ders are a frequent cause of psychiatric hospitalization among the elderly,

accounting for 64,596 inpatient stays in 1990.100 Although treatment options for

dementia are currently very limited, family members and other community care-

givers often experience difficulty managing the behavior of these patients. These

difficulties sometimes necessitate hospitalizing agitated patients simply to get them
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under control, even though their illness cannot be treated as effectively as other

mental disorders. As with all mental illness, caregiver burden is a major concern

for the family members of patients with dementia.

Children

Roughly 21 percent of children from nine to seventeen have a diagnosable men-

tal disorder each year, with about 5 percent experiencing severe impairment as a

result.101 Suicide is a major concern for this age group, being the third leading

cause of death among adolescents, at a rate of about 9.5 per hundred thousand.102

Although 21 percent of children ages nine to seventeen receive mental health ser-

vices each year, as with adults a portion of this use is accounted for by children

without a diagnosable disorder. Thus 11 percent of children, or roughly half of

all children with mental disorders, have a mental disorder that is left untreated.

As with the elderly, diagnosis of mental illness is generally more difficult in the

case of children and relies heavily on proxy respondents, such as parents and teach-

ers. Among children who receive mental health services, the majority of these ser-

vices are provided within schools.103 Only 20 percent of children with SED receive

mental health specialty services.104 Inadequate access to specialty care among

children is exacerbated by a shortage of child psychiatrists and other mental health

specialists focusing on children.105 Another problem specific to child mental

health services is the lack of studies documenting the safety and efficacy of drugs

for this age group, leading to concerns about potentially inappropriate off-label

use of psychotropic medication among children.

Minorities

Mental disorders are generally as common among members of racial and eth-

nic minority groups as for nonminorities,106 or more common, especially because

of their higher rate of risk factors for mental illness (such as low socioeconomic

status). High suicide rates are a particular concern among Native Americans.107

Yet members of minority groups tend to have fewer outpatient visits than non-

minorities108 and less frequent use of mental health specialists.109 Interestingly,

though, African Americans are admitted to inpatient care at a much higher rate

than whites.110

Reasons for differential treatment pattern are likely to vary across populations.

For example, African Americans are thought to experience greater distrust of the

system,111 while Asian Americans may find mental health services to be particu-

larly stigmatizing.112 Recently immigrated Hispanic Americans and Asian

Americans are likely to experience language barriers. Some barriers to accessing
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care (notably financial) cut across all racial and ethnic groups but are likely to pose

greater constraints for members of minority groups, who are less wealthy on

average than nonminorities. Finally, few providers of mental health services are

members of minority groups themselves,113 and patients are less likely to drop out

of treatment if providers share their language and ethnicity.114 To address the

issue that inadequate cultural competence is a deterrent to receiving appropriate

treatment, the Surgeon General has called for mental health services to be tailored

to the demographic and cultural characteristics of the patient being treated.115

Rural Residents

The distance to a provider tends to be longer in rural areas, suggesting greater

time and transportation costs associated with obtaining care. Furthermore,

geographic accessibility of mental health specialists is limited in rural areas,116

leading to heavier reliance on primary care providers than in urban areas.117 Thus

lack of physical proximity to providers of mental health services is a major con-

cern among rural populations. These problems have led to proposed solutions

such as “telepsychiatry,” but there is not yet sufficient information to evaluate

whether these innovations can address access issues on a large scale. The

geographic barrier to accessing specialty services is exacerbated by the greater

stigma experienced by a rural resident in obtaining mental health care, since those

in a rural area have less anonymity.118

Current Mental Health Policy Issues

Many of the limitations of the U.S. mental health services delivery system are best

addressed through interventions aimed at patients and providers, or they depend

primarily on decisions made by private parties, such as insurers and employers.

This section focuses instead on some of the actions that can be taken at the federal

and state levels to improve mental health care.

Safety-Net Providers

Prior to the 1970s, most inpatient mental health care was provided within men-

tal hospitals directly owned and operated by the states. Between 1970 and 1992,

however, all of the net growth in the number of psychiatric hospitals in the United

States occurred in the private sector, increasing the proportion of psychiatric hos-

pitals run privately from 33 percent to 64 percent.119 Over the same time period,

the number of general hospitals with psychiatric units grew from 664 to 1,516.120
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The movement from state psychiatric hospitals into private psychiatric and gen-

eral hospitals continued into the 1990s, fueled in part by the closing of public

facilities in many parts of the country on account of state budget deficits, deteri-

orating physical facilities, and the perception that direct public provision of services

is less efficient than contracting with private parties to provide the services (known

as the make-versus-buy debate).

Earlier predictions maintained that the state mental hospital would not

survive as an institution. Between 1990 and 1997, the inpatient census in state psy-

chiatric hospitals declined by 37 percent. Yet the reality is that even though state

mental hospitals are experiencing reduction in patient population, they are unlikely

to disappear altogether, at least in the foreseeable future. Currently 239 state

psychiatric hospitals remain open, accounting for about 45 percent of state mental

health budgets (National Association of State Mental Health Program Direc-

tors data).

Privatization has led to cautions about declining access to care for the sick-

est and most costly patients. Concern about the financial incentives for private

hospitals to skim the relatively healthy patients and dump the sickest ones have

been heightened by the concurrent trend toward for-profit psychiatric hospitals,

in part because of for-profit conversions and growth in for-profit psychiatric hos-

pital chains. In contrast to the general hospital sector, in which only 13 percent of

hospitals are for-profit, 43 percent of psychiatric hospitals are for-profit.121

Although the evidence on case mix and quality differences between public, private

for-profit, and private not-for-profit providers is mixed,122 the growing dominance

of private, for-profit providers in the psychiatric sector has nonetheless been

controversial.123 It would be arguably premature for states to relinquish all direct

control over delivering inpatient psychiatric services before ensuring that a safety-

net provider exists.

Certainly for the most vulnerable patients, public hospitals continue to

play a critical role. State hospitals are among the few willing to admit patients who

are violent or disruptive, require long stays, or are uninsured.124 Thus in the

absence of alternative arrangements to guarantee access to private hospitals for

these patients, it is important for states to maintain ongoing financial and politi-

cal support for public psychiatric hospitals, including initiatives to improve the

quality and cost-effectiveness of care provided in those institutions.

Managed Behavioral Health Care Under Public Programs

Following the trend in private insurance, public insurance programs are moving

into managed care at a rapid rate. Thirty-five percent of elderly Medicare bene-

ficiaries are expected to be in managed care plans by 2007.125 State Medicaid
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programs have moved even more rapidly to enrolling beneficiaries in managed

care plans. By 1998, the proportion of Medicaid beneficiaries enrolled in MCOs

was 54 percent (a dramatic increase from the 14 percent in 1993), and all but three

states had some form of Medicaid managed care program (according to the

Health Care Financing Administration Website, www.hcfa.gov). In contrast to

Medicare, Medicaid managed care programs are generally mandatory and often

cover the disabled. Although the initial focus of Medicaid managed care programs

was women and children on public assistance, currently twenty-nine states have

managed care programs for disabled SSI recipients,126 a population with a high

incidence of mental illness and substance abuse. Currently twenty states also have

non-Medicaid managed care programs that include behavioral health care.127

The fundamental ability of managed care plans to meet the needs of patients

with chronic and costly illness has been questioned. Reservations notwithstand-

ing, under the inexorable pressure of cost containment, continued enrollment of

publicly insured patients in managed care plans seems certain. The question for

mental health policy makers is therefore how to structure public managed care

programs to ensure the best possible access to behavioral health care. In this con-

text, several decisions face the public purchaser seeking to contract with a health

plan to cover their beneficiary population.

The first question is whether mental health and substance abuse services

should be “carved in” or “carved out.” Managed behavioral health care carve-

out vendors are essentially MCOs that cover only mental health services (and typ-

ically substance abuse services as well). It has been estimated that as much as

40–45 percent of all employer-based mental health care coverage in 1994 may

have been part of a carve-out,128 with a total of more than 162 million people

currently enrolled.129 Carve-out services can be used in conjunction with either

fee-for-service or a managed care arrangement for medical care, and many HMOs

also have internal behavioral health care carve-outs.

Carve-out vendors are sometimes, but not always, put at risk for service use

of the enrollees. In risk-based carve-outs, the vendor receives a capitated payment

and is at full or partial risk for the actual costs of the patient population. Almost

half of the lives covered by carve-outs are enrolled in risk-based programs.130 In

administrative services only (ASO) contracts, the purchaser pays the carve-out ven-

dor a fee to manage the care of the patient population. The vendor is not at risk

for the utilization of the patients per se; however, the amount of the administra-

tive payment can be specified to depend on the vendor’s performance, so the ven-

dor receives a reduced fee in the event that behavioral health care costs are not

sufficiently contained. In either case, the vendor has a financial incentive to reduce

costs. Furthermore, given the volatility of the market for behavioral health care

carve-outs, the desire to develop a reputation for effectively managing care is
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arguably another important incentive for vendors to contain costs.131 Consistent

with these incentives, the literature on the effects of managed behavioral health

care carve-outs has reliably shown large reductions in utilization and costs,

particularly on the inpatient side.132

Currently, Medicare managed care plans are all carve-ins, with a single cap-

itation payment covering both behavioral health and medical care. In contrast,

Medicaid programs have made extensive use of carved-out and stand-alone

models of managed behavioral health care for their populations, even when cov-

erage of medical care remains fee-for-service. Persuasive arguments can be made

for or against carving out behavioral health care. Arguments in favor of carve-

outs133 are that a vendor specializing in behavioral health care is better able to

manage quality and costs, because of economies of scale and scope in setting up

a specialty network; that having a separate budget may protect funding for men-

tal health and substance abuse services within an MCO; and that carving out

behavioral health care prevents adverse selection on the part of patients and skim-

ming and dumping of psychiatric patients by competing insurance plans as long

as only a single vendor is used.

The potential disadvantages of carving out behavioral health care are poor

integration of medical and behavioral health care; incentives for cost shifting

between the medical and behavioral health care vendors; potential stigmatization

of the carved-out services; and potentially less control over providers, since both

risk-based and ASO carve-out vendors frequently contract with independent net-

work providers who are paid on a fee-for-service basis. Poor coordination between

primary care and mental health care providers is a particular concern for the

elderly, for whom mental health and medical problems tend to be closely inter-

twined. The counterargument is that primary care providers tend to avoid diag-

nosing mental illness in their patients from lack of knowledge, interest, and time.

Thus the positive aspect of cost shifting is that patients may be more likely to

receive diagnosis under a carve-out system in which they can be referred elsewhere.

If behavioral health care is carved out, the question is raised whether it is

best to have a single carve-out vendor or multiple competing vendors. Closely

related to this decision is the choice of using risk versus ASO contracts. In the case

of risk-based contracting, the choice of a single vendor has clear-cut benefits in

terms of avoiding incentives for vendors to compete to enroll healthy, low-cost

patients and avoid sick, high-cost ones. However, competition between vendors

ought to produce better incentives to contain costs and offer high-quality services.

In theory, risk adjustment of capitation payments to competing behavioral health

care carve-out vendors can prevent incentives for cream-skimming and dumping;

in practice, it has proven difficult to adjust payments sufficiently to avoid these

incentives altogether.134 Thus it is more common for Medicaid programs to

contract with only a single carve-out vendor at a time (even when contracting with
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multiple competing HMOs for medical care), but to engage in a rebidding process

every few years, to establish incentives for the carve-out vendor to do a good job.

Another alternative for public purchasers is to contract with competing ven-

dors, but use mixed payment systems, or “soft” capitation contracts, rather than

full capitation mechanisms, so that the purchaser retains some of the risk of the

patient’s costs and vendors have less cause to engage in patient selection. In a mixed

payment system, the vendor receives a payment equal to � � (� � costs), where

0 � � � 1 and � is a fixed payment that is independent of actual costs—for

example, � � (1 � �) � expected costs. Thus the vendor bears some, but not all,

of the risk associated with higher costs. Soft capitation systems are similar, in that

the purchaser bears some of the risk. A per capita target amount and “risk corri-

dors” are set for the expenditures of the carve-out vendor; if the vendor’s actual

costs exceed the target amount, the purchaser pays a portion of the additional costs.

The proportion borne by the purchaser can be specified to depend on how far

above the target amount costs actually are; typically the purchaser assumes more

risk with further expenditure increases. Conversely, if the vendor’s costs fall below

the target amount, the purchaser retains some but not all of the difference, with the

proportion increasing the further the actual costs lie below the target amount.

The idea is that the purchaser does not want the vendor to suffer huge losses

if the target amount dramatically underestimates costs but also does not want the

vendor to have an incentive to earn windfall profits by reducing expenditures far

below the target amount. Thus, from the point of view of the vendor, mixed pay-

ment systems and soft capitation contracts limit the extent of both the up and the

down sides to capitation payments.

The impact of managed care on costs, quality, and health outcomes has been

a strong focus of research interest in the past decade, yet we still know relatively

little about the ability of MCOs to provide high-quality care for persons with se-

vere and chronic mental illnesses, or even for those with more routine behav-

ioral health care needs.135 It has been argued that certain types of managed

care settings pose a unique opportunity for improving the care of the chroni-

cally ill,136 but the strong financial incentives of MCOs to avoid sick patients and

offer minimal benefits may dominate their structural advantages in caring for these

populations. Given (1) the high degree of variability in the costs of patients with

behavioral health problems, (2) the degree of risk aversion of most MCOs, and

(3) the inadequacy of risk-adjustment methodologies, using some form of risk shar-

ing between the purchaser and the carve-out vendor is advisable, especially if the

purchaser contracts with competing vendors.

Performance-based incentives (based on quality indicators and not just cost-

containment goals) should also be incorporated into the contract whenever

possible. Measuring and risk adjusting outcomes tends to be even more difficult

for behavioral health than medical problems; as one example, mortality is a more
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useful outcome measure for medical conditions such as myocardial infarction than

for even severe mental illnesses such as schizophrenia. Little is known about

outcomes for the mentally ill under managed care, although one study suggested

that persons with schizophrenia improved less under a mental health carve-out

than under fee-for-service.137 However, both private and public efforts to measure

quality of care are under way138 and should be strongly encouraged, since the abil-

ity of behavioral health care carve-out vendors to reduce utilization cannot be

interpreted in either a positive or negative light without corresponding informa-

tion on quality and outcomes.

Parity in Health Insurance Benefits

The issue that has been perhaps most at the forefront of mental health policy

initiatives in recent years is parity in health insurance benefits. At least three-

quarters of employers restrict coverage of behavioral health care to a greater

degree than coverage of medical care, although there is some evidence that the

disparity is declining over time.139 The idea behind parity was to eliminate such

inequities in coverage. The federally legislated Mental Health Parity Act of 1996

(PL 104-204) mandated that, beginning in January 1998, health plans offering a

mental health benefit could not impose a lower annual and lifetime spending limit

on mental health benefits than for medical care. Employers with fewer than fifty

workers and those that could show that their premiums increased by more than 1

percent as a result of parity were exempt from this provision. Importantly, how-

ever, this legislation did not prevent insurance plans from dropping mental health

benefits altogether, requiring higher cost sharing for behavioral health care, or

imposing limits on the number of covered outpatient visits or inpatient days; only

dollar limits were affected.

Because of the weakness of the Mental Health Parity Act, there has been a

strong push to enact parity legislation at the state level that would address some

of the limitations of the federal legislation. As of December 1998, fourteen states

had passed additional parity legislation that was stronger than the federal legis-

lation.140 However, as with medical care, the Employee Retirement Income

Security Act of 1974 (ERISA) exemption for self-funded employer health plans

makes it impossible for states to mandate benefits for all persons with employer-

based insurance. Furthermore, as of 1994, only twenty-two states required that

health plans cover mental health services at all; nine required that insurers make

coverage available but did not require that plans include it, and nineteen had no

mental health mandates.141

Because of the concerns about moral hazard and adverse selection described

earlier, health plans have been reluctant to increase coverage of mental health
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services. However, to the extent that parity legislation sets a lower bound on be-

havioral health care benefits for all plans, such legislation should reduce the po-

tential for patient selection into more generous plans. Furthermore, although

relatively little is known about the price elasticity of demand for mental health ser-

vices under managed care,142 the tradeoff between demand-side and supply-side

cost containment suggests that patient cost-sharing requirements can be reduced

as long as there is a commensurate increase in utilization management by

providers. The majority of privately funded behavioral health care is managed.

Thus, it has been argued that more comprehensive coverage of mental health ser-

vices need not add excessively to costs, so long as the moral hazard is constrained

by comprehensively managing care.143 The negative corollary to this point is that

in a managed care environment parity in benefits can be achieved on paper, but

without translating into actual practice if gatekeeping is stricter for behavioral

health care.

Although a convincing argument can be made for implementing parity in

insurance benefits, current legislation does not go very far in addressing financial

barriers to mental health care. Since individuals with SPMI are less likely to have

insurance coverage through their own (or a spouse’s) employer, parity legislation

primarily assists persons with less-disabling illnesses. Even for patients with private

insurance, current parity legislation contains many loopholes that allow employers

to continue differentially restricting use of mental health services. Because parity

legislation is designed to address disparity between medical and behavioral health

care coverage, at most it can only bring mental health benefits up to the inadequate

standard currently set by medical care insurance. As Mechanic144 notes, many of

the long-term care and rehabilitative services required by individuals with mental

disorders are generally not covered by private health insurance. Furthermore, par-

ity legislation does not address the large proportion of Americans who are unin-

sured or publicly insured. Parity legislation is therefore at best a partial solution to

concerns about financial barriers to behavioral health care. Thus mental health

policy makers should prioritize not only stronger federal parity legislation that

applies to all health plans and all states but also inclusion of comprehensive men-

tal health and substance abuse benefits in all health policy initiatives seeking to

expand insurance coverage to underinsured and uninsured populations.

Conclusion

Health care policy speaks to many of the same issues facing mental health policy,

but additional concerns unique to behavioral health must be addressed. Individ-

uals with severe and chronic psychiatric disorders are among the most vulnerable
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patient populations, having historically been neglected or mistreated. Given the

limited ability of many persons with severe and chronic mental illness to advocate

forcefully for themselves, mental health policy makers need to take responsibility

for ensuring that these patients have adequate access to the services they need to

reenter society. Of particular concern for this population are the limitations of

public insurance coverage for psychiatric care, the tenuousness of the psychi-

atric safety-net system, and the fractured system of delivering and financing men-

tal health services that makes it difficult for these patients to obtain the full

continuum of services they need.

Access to care is also a concern for individuals with less-severe, acute

disorders, many of whom are covered by employer-based insurance. The inad-

equate and inequitable coverage of behavioral health care under private insur-

ance plans, potential for dumping or denial of needed care on the part of

managed care plans, shortages of mental health specialists and certain types

of mental health services in many parts of the country, and stigmatization of

psychiatric treatment are among the major impediments to ensuring appropri-

ate care for this population.

Two of the important trends in delivering and financing mental health care

are the shift from public to private for-profit providers and the increasing domi-

nance of managed behavioral health care. Additional resources need to be devoted

to monitoring these trends and documenting their consequences, to ensure that

the access and quality of care available to Americans with medical problems

extends to those with mental illness as well.
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A
nalysis of the current health care system and debates on alternative solutions

to increasing coverage, improving access, and controlling costs have often

proceeded without regard to the specific implications of the effects on women.

Although women and men share the same need for affordable, accessible, and

quality care, there are specific health concerns and patterns of use unique to

women that are often overlooked. Many health conditions are particular

to women, occur with greater frequency among women, or have different conse-

quences for women than for men. These differences affect the amount and kind

of health care services needed.

Women have a large stake in how health care services are financed and

delivered. They are the coordinators of care for their families and have higher

use rates than men.1 Furthermore, women’s less advantaged and less stable eco-

nomic status places them at particular financial risk for the costs of medical care.

This chapter examines some of the key policy factors related to financing

and delivering services for women under sixty-five years of age. First, we examine

the adequacy of women’s access to health insurance coverage and the ability of that

coverage to protect against the costs of health services. This includes current cov-

erage patterns, analysis of the advantages and disadvantages of the current in-

suring system for women, and the economic importance of coverage. Second, we

examine how health insurance coverage affects women’s access to care. Lastly,

we look beyond financial barriers to other aspects of the health care system that

CHAPTER THIRTEEN

WOMEN’S HEALTH

Key Issues in Access to Insurance Coverage
and to Services Among Nonelderly Women

Roberta Wyn and Beatriz M. Solís



influence access. The population is limited to the nonelderly because much of the

chapter focuses on health insurance coverage. Although women over sixty-five also

face health insurance access problems, most older women have insurance coverage

through Medicare; therefore, their insurance coverage issues differ. (Chapter Nine,

on long-term care and the elderly, discusses related issues regarding older women.)

Women’s Access to Insurance Coverage

The mechanisms for obtaining health insurance coverage are embedded in com-

plex social and economic situations that differ between women and men and

among subgroups of women. The current health insurance structure in the United

States is a voluntary system that relies primarily on health insurance obtained from

one’s own employment or the employment of a spouse or parent, augmented by

individually purchased private insurance, and public systems for eligible low-

income individuals and families (Medicaid) and for the elderly (Medicare). This

patchwork of coverage options leaves many women dependent on coverage

through a spouse, reliant on a changing public system, or uninsured. Even though

women have a lower rate of being uninsured than men (Table 13.1), they often

must rely on complicated arrangements to obtain coverage.

The main source of coverage for both women and men is through employ-

ment, obtained either through one’s own employment or that of a spouse or
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TABLE 13.1. HEALTH INSURANCE COVERAGE BY GENDER,
AGES 18–64, UNITED STATES, 1998.

Percentage Covered

Health Insurance Coverage Women Men

Employment-based
coverage, primary 40 55

Employment-based
coverage, dependent 28 14

Privately purchased 5 5
Medicaid 7 3
Other coverage* 2 2
Uninsured 18 21
Total 100 100

Note: *Medicare, CHAMPUS, Indian Health Services.

Source: Authors’ analysis of the March 1999 Current Population Survey.
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parent. Pairing coverage with employment connects two distributive systems: work

and insurance. Thus, the factors that determine the distribution of jobs in this so-

ciety also determine access to employment-based health insurance coverage.2 This

places women at a disadvantage as they have less attachment to the labor mar-

ket than do men. Even though the proportion of women who work full-time for

the full year has increased since the 1980s, fewer than half of working women in

1989 had this labor market status.3 The remainder were either part-time or sea-

sonally employed, or a combination of the two—work status conditions less likely

to involve coverage.4 Although nearly equal proportions of nonelderly women and

men have employment-based coverage (68 percent for women and 69 percent

for men; Table 13.1), women are more likely than men to be covered as a

dependent (that is, covered through a spouse or parent), and less likely to have cov-

erage directly through their own employer.

Another distinction between men and women is women’s greater reliance on

Medicaid. Women are twice as likely as men to receive this benefit (Table 13.1)

because of income and eligibility requirements that women are more likely to

meet. Despite women’s greater access to Medicaid than men, this program fails

to reach many poor women; in 1997, nearly four out of ten poor women (family

income below 100 percent of the poverty level) were uninsured.5

Among women, patterns of coverage vary considerably by racial and ethnic

background (Table 13.2). Ethnic minority women are less likely than white women

to have employment-based coverage. Medicaid coverage, in part, compensates for

these lower employment-based coverage rates; black women and Latinas have

higher rates of Medicaid coverage than white women.

Yet even with Medicaid serving as a safety net, gaps in coverage persist. Black,

Asian American and Pacific Islander (AAPI), and Latina women all have higher

uninsured rates than white women. Nearly four out of ten Latinas and one out of

four black and AAPI women are uninsured.

Low-income women have high uninsured rates. Four out of ten (39 percent)

poor women (family income below poverty) and one-third (32 percent) of near-poor

women (family income 100–199 percent of poverty) are uninsured, compared to

12 percent of women with family income at or over 200 percent of poverty.6

Issues with Women’s Current Coverage Options

Changes in both private sector and public health coverage may affect access to

health care for women. In the absence of effective cost controls, it is likely that

employment-based coverage as a dependent (also referred to as family coverage)

will be ever more difficult to obtain, as employers attempt to reduce health

insurance costs. Employers with a high proportion of workers with family coverage
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face higher health care costs. Between 1989 and 1996, the premiums for family

coverage increased faster than for employee-only coverage, leading some employers

to question their role and responsibility to finance health insurance for an em-

ployee’s family.7 This concern over rising health insurance costs has led some

employers to increasingly restrict access to dependent coverage by increasing

employee contributions to dependent coverage, paying incentives to those who

chose employee-only coverage, or switching to managed care plans.

Medicaid coverage is also vulnerable to economic constraints to restrict spend-

ing and growth. A major change that has occurred in Medicaid is the shift from

fee-for-service to managed care delivery system. In 1997, 15.3 million Medicaid

beneficiaries were enrolled in managed care, an increase from 2.7 million in 1991.8

The populations enrolled in these managed care plans are primarily adults in fam-

ilies (the majority of whom are women) and children, who account for nearly

three-fourths of Medicaid beneficiaries, although they generated only 27 percent

of total program spending in 1996.9 The elderly and disabled account for the

majority of Medicaid spending (64 percent) because of their more intensive use

of acute and long-term care services.

Many features of managed care, such as its focus on coordinated care and

emphasis on primary care, have the potential to improve access for the Medic-

aid population. Yet studies comparing Medicaid fee-for-service and Medicaid

managed care are mixed, with some measures showing improvements for women

enrolled in managed care, and others showing little difference.10

TABLE 13.2. HEALTH INSURANCE COVERAGE BY ETHNICITY,
WOMEN AGES 18–64, UNITED STATES, 1998.

Percentage Covered

Asian American
and Pacific

Health Insurance Coverage Latina Black White Islander

Employment-based
coverage, primary 25 41 42 38

Employment-based
coverage, dependent 20 15 33 26

Privately purchased 3 3 5 5
Medicaid 11 15 4 5
Other coverage* 2 3 2 3
Uninsured 39 23 14 23
Total 100 100 100 100

Notes: * Medicare, CHAMPUS, Indian Health Services.

Source: Authors’ analysis of the March 1999 Current Population Survey.
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Medicaid managed care is being implemented primarily to save costs; thus

concern over access and quality has been raised. The incentives in managed

care, with the fixed payment reimbursement, could lead to underservice.

Furthermore, the limited experience of many managed care plans in working with

a low-income population may create barriers to care or insufficient understand-

ing of the range of services a low-income population may need. The Medicaid

population is a fluid population with considerable turnover in eligibility. This

could limit development of stable relationships with managed care providers and

diminish the incentives to provide preventive care. Nonetheless, managed care

does have the potential to improve access to care, and in particular to primary and

preventive care.

Another major change that affected Medicaid was passage of the Personal

Responsibility and Work Opportunity Reconciliation Act of 1996 (PRWORA),

known as welfare reform. This legislation replaced Aid to Families with Dependent

Children (AFDC) with Temporary Assistance to Needy Families (TANF), a time-

limited assistance program. This legislation also severed the automatic link be-

tween welfare and Medicaid.11 Medicaid eligibility standards are tied to state

AFDC levels of July 1996, and legislation allows continuance of Medicaid cover-

age under certain circumstances once a woman becomes employed.

Additionally, under welfare reform, changes were made in the Medicaid

eligibility of immigrants, which has restricted access to benefits for certain groups

of immigrants and caused a decline in applying for benefits on account of concern

over eligibility and immigration status.12

After steady enrollment growth during the early 1990s, Medicaid enrollment

started to decline in 1995. For adults, enrollment growth fell by 5.5 percent

between 1995 and 1997.13 The findings from a national study of former welfare

recipients do not bode well for access to coverage for poor women after wel-

fare reform. After six months off welfare, 34 percent of welfare leavers were unin-

sured, increasing to 49 percent after one year,14 even though provisions of the law

do allow continued Medicaid eligibility under certain conditions.

Economic Importance of Coverage:
Women and Economic Disadvantage

Financing health care and distributing health care costs are particularly impor-

tant for women. Nonelderly women are more likely than men to use physician

services. Women’s use of obstetrical/gynecological care explains this difference

partially, but not totally.15 A large gap in use rate between men and women is

seen during the reproductive years. Per capita expenditures for women fifteen
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to forty-four years old are $2,123 compared with $1,272 for men, a differential

attributable, in part, to the expenses associated with reproductive services for

women.16

Cost As a Barrier

Financial barriers are often cited by women as a reason for not receiving care.

Among women who did not receive clinical preventive services during a one-year

period, the most frequently cited barrier was the cost of care, reported by four out

of ten nonelderly women and about two out of ten elderly women.17 Low-income

women and those who are uninsured have the lowest clinical preventive use rates

and access to care.18

Having insurance coverage does not guarantee that medical or preventive ser-

vices are affordable. Lack of coverage for specific health services and out-of-pocket

expenses even when insured (to meet deductibles, co-payments, or coinsurance

obligations), increase the financial risk for insured women. Studies have shown that

use of services is highest when there is no cost sharing and that cost sharing re-

duces the amount of effective and less effective medical care alike.19 Furthermore,

coinsurance appears to have a greater effect on low-income persons, reducing their

use of effective services relative to the use rate for higher-income people. Not all

effects of cost sharing are viewed as detrimental, however. Cost sharing reduces

the demand for services and therefore health care expenditures, and cost-sharing

obligations can also reduce the use of health care services of little or no value.20

However, cost sharing does impose a disproportionate burden on low-income per-

sons and can inhibit use of important medical and preventive services.

Women age fifteen to forty-four spend a larger proportion of their income on

out-of-pocket medical costs than men of the same age range, in part because of

the coverage gaps for preventive and reproductive services.21

Health Insurance Coverage and Women’s Access to Services

Several studies have documented the relationship between insurance coverage

and access to care, building upon the conceptual framework developed by

Andersen and colleagues22 that measures such access indicators as utilization of

physician and hospital visits, delayed care, and receipt of preventive care.

Uninsured women are much less likely than those with health insurance cov-

erage to have had a doctor visit in the past year or a regular place where they
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receive care.23 Continuity of coverage is also important; lack of continuous health

insurance coverage is associated with access problems.24

A more specific measure of access than physician and hospital visits is use of

clinical preventive services. There is considerable agreement about the efficacy

of these services and, in most cases, the frequency at which services should be

received. This consensus is an independent criterion of use that can be applied

across subgroups of women.

Women who lack health insurance coverage are less likely than those with cov-

erage to receive such screenings as blood pressure test, glaucoma testing, clinical

breast examination, mammography, and the Pap test.25 Many uninsured women

also have low income, a factor associated with elevated risk for many of the con-

ditions that these screenings are intended to discover. Thus, the burden of paying

for preventive services often falls on those women who are least able to afford such

costs. Lack of insurance coverage may well force women and medical providers

to prioritize urgent health care problems, compromising access to preventive

screenings. This creates an ineffective health care system, one in which advances

in prevention and early diagnosis are not fully and adequately used. Diagnosis of

disease at an early stage is particularly important for cervical and breast cancer;

both morbidity and mortality are reduced if these cancers are detected early.

A further indicator of access for women is use of prenatal services. Studies

have documented that uninsured women do not receive adequate prenatal ser-

vices, as measured by the point during pregnancy when care was initiated and the

number of physician visits throughout the pregnancy.26 During the late 1980s,

several legislative options and mandates were enacted to expand Medicaid eligi-

bility for low-income pregnant women and their infants. These expansions

required states to cover all pregnant women, as well as children below age six,

living in families with income up to 133 percent of the federal poverty level.27

According to the National Governors’ Association Center for Best Practices, as of

1999 thirty-seven states have expanded eligibility for pregnant women beyond the

federal mandates.28 The average Medicaid eligibility level for pregnant women

went from 174 percent of poverty in 1997 to 180 percent in 1999.

Health Outcomes

Lack of health insurance coverage not only reduces access to health care but

appears to affect health outcomes. Women without health insurance coverage

have a more advanced stage of breast cancer at diagnosis and, among those with

local and regional disease, poorer survival than women with private coverage.29

Lack of coverage also affects birth outcomes among women30 and increases the
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risk of in-hospital mortality (for both women and men).31 As access measures

increasingly include health status as an outcome, rather than focusing mainly

on health care use, more will be known about the connection between access and

health status.

Beyond Health Insurance and Cost: Factors Affecting Use

There are several other access barriers that women report in addition to the cost

of services. Studies indicate the importance of having a regular connection to the

health care system. Having a usual source of care is associated with women’s

increased use of clinical preventive services and general medical checkups, even

among insured women.32

Access to a regular provider of care is also an important component of

women’s health. Women’s health care has been characterized as fragmented;

many women typically see more than one provider for primary care needs in part

because women’s health is often split into reproductive needs and all other needs.33

Because of this fragmentation, women may not receive needed services or may

receive repeated services.

Studies have shown that the type of provider seen influences receipt of cer-

tain services for women. Women who see an obstetrician/gynecologist are more

likely to be screened for breast and cervical cancer than are those whose pri-

mary physician is an internist or family practitioner.34 Physician specialty also

affects access to health promotion advice. Internists and family practitioners are

more likely to counsel their patients in such areas as exercise, nutrition and diet,

and mental health issues, whereas obstetricians/gynecologists are more likely to

ask about sexual practices and sexually transmitted diseases.35

Practice and referral patterns of physicians are important determinants of

using clinical preventive services for women; nearly three-quarters of women who

have mammograms reported physician recommendation as the reason for the

screening.36 To facilitate access to women’s reproductive health care, legislation

has been passed in approximately 60 percent of states that allow women enrolled

in managed care plans some level of direct access to an obstetrician/gynecologist

without first obtaining a referral from a primary care physician.37

Enhancing the accessibility of services for women is also crucial. Factors such

as geographic location of services, availability of child care, and cultural sensitivity

of services all influence access to the health care system.38 Time constraints also

impede women’s access to care. Multiple roles and responsibilities (paid

employment, care of children and parents, household work) all compete for women’s

time. Women often make tradeoffs to allocate the time and resources available.
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In one study, more than one-quarter of women who did not receive a recommended

clinical preventive service reported time constraints as a factor.39

Policy Implications and Future Research

The current insurance system leaves many women uninsured; low-income women

and women of color are especially at risk of not having insurance coverage.

Women without insurance coverage are at serious risk of delaying or not receiv-

ing needed care and of not being screened for early detection of disease. Costs re-

main a barrier even for insured women, suggesting that any coverage that imposes

large deductibles and coinsurance obligations would hinder use of necessary

services, especially for economically disadvantaged women. Lack of coverage

for specific services also reduces the use of necessary care, such as pre-

ventive screenings. Limited coverage of important services, such as reproductive

care, restricts the choices that women have available to them. These problems with

benefit coverage emphasize the importance of comprehensive coverage.

Particular consideration of low-income women is required in formulating new

health policy regarding financing of services. They have the lowest rates of screen-

ing for certain clinical preventive services and the poorest health status, and they

are the most vulnerable to the effects of costs.

However, unintended effects of welfare reform legislation may make health

insurance coverage even harder for low-income women to obtain. Medicaid

enrollment is declining after a decade of growth, attributable in large measure

to welfare reform legislation.40 Among former welfare recipients, one-third (34 per-

cent)  are uninsured in the first six months of leaving welfare; after twelve or more

months, about one-half are uninsured.41

In addition to financial access to health services, the organization of health

care needs to facilitate access to a regular source and provider of care to increase

the continuity of care women receive. Appropriate incentives need to be in place

in the health care system to encourage physician promotion of primary and pre-

ventive care. Women may benefit from having a women’s health specialist as a

primary care provider,42 an area that requires additional consideration and

research. The trend toward defining gynecologists as primary care providers would

increase access to certain types of preventive screenings for women, but it is

not clear what effect this designation will have on women’s overall access to

nonreproductive-related primary care services.

We need further research on special measures needed to reach women who

historically have been underserved by the health care system, such as ethnic

minority women, low-income women, and those with less formal education. These
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population groups often experience the worst health status and are typically less

likely to have access to primary care and preventive care services; once in the

system, they may also experience disparity in medical treatment.

In addition to the financial and structural barriers that women face, many

women experience competing social roles and responsibilities that interfere with

their own needs for appropriate health care. Many women report time constraints

as a deterrent to use of services. Some of these barriers can be addressed by

the health care system; extending hours, bringing services into the community

where women live and work, and providing child care access could remove some

of these barriers.

Facilitating access to the health care system is only part of the process of

improving the health of women. Additional research is needed on the coordina-

tion and process of care once a woman has been screened and identified as need-

ing further diagnostic work and treatment. We must continue to investigate

disparity in access to services, treatment approaches, and clinical outcomes

between women and men, and among subgroups of women, to understand and

eliminate the causes of any inequity in the health care system.43
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H
omelessness has reached crisis proportions in the United States today. It is

estimated that 3.5 million people are currently without a home.1 However,

the crisis is much worse than this; nationally, 14 percent of the U.S. population

(26 million people) have been homeless at some time in their lives and 5 percent

(8.5 million people) have been homeless within the past five years.2 Los Angeles

is known as the homeless capital, although some would argue that New York holds

this infamous distinction. Seventy-one percent of homeless persons live in cen-

tral cities, while 21 percent live in suburban areas and 9 percent live in rural

areas.3

History of Homelessness

A discussion of how the United States has dealt with the homeless is relevant

because homeless policies have come full circle. The picture of the homeless

population of the United States has changed over the years.4 Homelessness

was first encountered in colonial North America as a result of rapid economic

changes, fluctuations in immigration and seasonal and wage labor, and sickness

and disease. An increasing number of families sank to the level of destitution.

There was no in-kind or cash aid for the destitute. As a result, the colonies be-

came deluged with people who had marginal means to survive.5
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In American history, there have been two responses to homelessness (patterned

after English poor law principles): outdoor relief (basic assistance given outside a

public institution) and institutionalized relief (public poorhouses, also known as

indoor relief or shelter relief). By this early period of American history, a clear dis-

tinction was already being made about the deserving and undeserving poor—a

principle that still endures today. The undeserving poor, referred to in colonial

times as paupers, were considered idle and able-bodied, and their inability to

support themselves or their families was considered an individual and moral fail-

ure. Policies for the undeserving poor never focused on systemic failure as a cause

of poverty but instead placed blame on the moral degeneracy of the individual.

As Cotton Mather put it, “For those who indulge themselves in idleness, the ex-

press command of God unto us is, that we should let them starve.6

Throughout most of the nineteenth century, the major policy response to the

homeless was outdoor relief. As with our current entitlement programs for

the poor, critics believed that outdoor relief served to sustain homelessness.

According to Alexis de Tocqueville, the outdoor relief system bred the very

condition it sought to remedy: “man had a natural passion for idleness,” and by

providing the means of subsistence outdoor relief freed the homeless from an

obligation to work.7 Critics of poor relief policies also sought the more punitive

approach of reduction in aid as a means of encouraging work. The Royal Poor

Law Commission Report of 1834 stated that “while relief should not be denied

the poor, life should be so miserable for them that they would rather work than

accept public aid.”8 Current block grant and entitlement policies for the poor (that

is, welfare, shelter relief) continue to allude to these same principles.9

However, reformers’ views of relief recipients were contrary to those who

actually received relief.10 Very few of those receiving relief could work. The

majority were in fact single mothers, children, the aged, and the sick. Neverthe-

less, reformers felt that the very existence of outdoor relief would deter the able-

bodied from self-sufficiency; hence relief was a threat to the work ethic.11

During the middle and late nineteenth century, theories regarding the desti-

tute took a less draconian posture. There was less emphasis on differentiating

between the deserving and undeserving poor. The idle, able-bodied person was

considered a victim of external forces beyond his control, such as poor educational

or religious upbringing.12 From this theory emerged the institutionalization of the

homeless. The main objective behind institutionalization was that the external

forces that caused the homeless condition were mutable and could be reversed.

But institutionalization was later perceived as a more expensive and less

effective form of relief. Mothers and children were mixed together with substance

abusers and the mentally ill. The rehabilitation rate was low and mortality

was high.13
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As the twentieth century opened, theories about the deserving and un-

deserving poor reemerged. Homelessness was once again blamed on individual

degeneracy rather than on economic conditions. The ineffectiveness of major poli-

cies for the homeless triggered a public campaign that fully dissolved these

programs. The lack of safety-net programs resulted in parents’ giving up their

children to the child welfare system in order to find work. Middle-aged,

unemployed men began to flood the streets.

It was during this time that we began to see the emergence of the “skid row”

population, which actually developed as a result of industry’s need for a mobile,

semiskilled labor class. The term derived from the skid roads, or skidways, used

by Seattle’s lumberjacks employed as seasonal labor to slide logs to the mills. These

skid roads (later, skid rows), with their flophouses, taverns, brothels, labor agen-

cies, inexpensive eating places, and location near transportation stations, served

as centers for unattached seasonal laborers. They were populated by middle-aged

white men, predominately Northern European immigrants, employed in seasonal

and temporary work.14 During the twentieth century, the skid row populations

grew during depression and at the end of a war in proportion to increasing

unemployment. The Great Depression, with 25 percent unemployment, brought

a large cross-section of the general population to skid row in search of work and

housing.15

With the economic boom years after World War II, and welfare reform, skid

rows decreased in size. With less need for an unskilled labor pool, skid row became

a haven for mainly white, middle-aged, alcoholic men.16 However, they did not

disappear. In the 1950s, with the civil rights movement, development of psy-

chotropic drugs, loss of funding for state mental institutions, and inadequate fund-

ing of community-based mental health services, we began to see an increasing

number of alcoholic and mentally ill men and women living on the streets.17

In the 1970s, 1980s, and 1990s, homeless trends of the past became prelude

to current trends. The effect of reducing welfare benefits relative to inflation was to

increase the number of homeless families. Urban development, loss of low-income

housing, and high unemployment resulted in more homeless persons who were

members of minority groups. Politically expedient policies—such as street sweeps

of the homeless and reduction in public aid to the homeless—dominate the pub-

lic discourse. Not since the Great Depression have we seen so many homeless per-

sons and such a broad cross-section of society represented in their ranks.18

As in the past, most homeless are burdened with unattended mental and

physical health problems, which hinders their ability to work. Because of the

prevalence of infectious disease, they have the potential to spread tuberculosis and

the like to other homeless persons and the general population. Planning for

appropriate and effective health services for the homeless requires attention to the
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unique characteristics of this population—both as individuals and as patients—in

terms of health status, barriers to obtaining and adhering to prescribed medical

care, and integration of housing and health services.

Who Are the Homeless?

Although in recent generations the homeless population primarily consisted of

middle-aged, alcoholic white men, the distant past has become prologue to the cur-

rent demographic profile of the homeless population, which consists of men,

women, and children. About two-thirds of the currently homeless are single

men (67 percent) and 20 percent are single women.19 About 34 percent of home-

less women and 8 percent of homeless men are currently married.20 Fifteen

percent of homeless persons are parents with children.21 Sixty percent of home-

less women and 41 percent of homeless men have at least one minor child, but of

these only 39 percent of women and 3 percent of men currently live with those

children.22 Homeless persons are young; a majority of the currently homeless are

between the ages of twenty-five and forty-four, most children (62 percent)

are under the age of eight, only 1 percent are unaccompanied youths or teen par-

ents under the age of eighteen, and only 2 percent of the homeless are older than

sixty-five.23 About 23 percent of homeless persons are veterans.24

The economic picture of homeless persons is dismal, as would be expected,

and suggests that they are severely lacking in the educational and financial

resources necessary to access health care. Thirty-nine percent have not graduated

from high school, 34 percent have a high school diploma or GED, and 28 percent

have some post–high school education.25 Further, in 1996, the mean monthly

income for a homeless family was $475 (46 percent of the federal poverty line for

a family of three). All other homeless persons reported a mean monthly income

of $348, or 51 percent of the federal poverty level for one person.26 Despite these

figures, only 28 percent receive income maintenance.27 Fifty-five percent do not

have medical insurance, compared to 32 percent of formerly homeless persons

and 17 percent in the general population.28

From a public policy standpoint, it is important to distinguish between the

incidence and course of homelessness.29 Half of the homeless population may be

considered to be newly homeless (homeless one year or less) and one-fifth are long-

term homeless (homeless for more than two years).30 The distinction between

homeless and nonhomeless impoverished is not a clear one, since people cycle in

and out of homelessness during their lifetimes.31 However, most preventive poli-

cies have focused on the conditions of the long-term homeless (mental illness,

substance abuse, and criminal activity), a population which is overrepresented in

enumeration samples of homeless persons. The consequences of focusing on the
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long-term homeless are seen not only in punitive policies that attribute social prob-

lems to individual shortcomings (as the history of homeless policies attests) but

also in policies having limited impact on the incidence of homelessness. This

distinction between long-term and short-term homelessness redirects policy to

focus on variation in the homeless population—why people become homeless, why

they cycle in and out of homelessness and why some remain homeless for a long

period of time—rather than focusing on providing housing as a first step.32

The shortage of adequate low-income housing is the major precipitating fac-

tor for homelessness. Unemployment, personal or family life crisis, increase in rent

out of proportion to inflation, and reduction in public benefits can also directly

result in the loss of a home. Early findings on the impact of recent federal welfare

reform policy have shown that reduction or elimination of public assistance

benefits resulted in homelessness.33 Illness, on the other hand, tends to result in

loss of a home more indirectly, by way of these more direct precipitating factors.

Other indirect precipitants of homelessness are deinstitutionalization from a public

mental hospital, substance abuse, and overcrowding of prisons and jails from which

prisoners who are not self-sufficient are often released.34

Health Status

The health impact of lack of housing is a pervasive issue among homeless persons

(lack of housing affects the health of all homeless persons), whether newly home-

less, long-term homeless, formerly homeless, or episodically homelessness. Even

a relatively short bout of homelessness exposes an individual to severe deprivation

(hunger, lack of adequate hygiene) and victimization (physical assault, robbery,

rape).35 The homeless—adults and children—have a very high prevalence of

untreated acute and chronic medical, mental health, and substance abuse prob-

lems. They are exposed to illness thanks to overcrowding in shelters and exposure

to heat and cold.36 Further, those homeless persons who have a substance abuse

or mental health problem, or a physical disability, are at increased risk of not

exiting a shelter environment.37

A dearth of prospective research makes it difficult to identify whether certain

health conditions precede, cause, or result from the homeless experience. However,

research has found that unstable housing—such as extreme overcrowding,

substandard housing (lack of heat, dilapidated living conditions) or loss of housing

altogether contributes significantly to poor health outcomes, and that stable

housing plays a critical role in improving these health conditions.38

The significant impact of housing on health produces a striking difference

in health outcomes between the homeless and their housed counterparts. Sig-

nificant difference in health outcomes emerges when we compare the homeless
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to their poor, but stably housed, peers. Homeless mothers were more likely than

poor but stably housed mothers to experience spousal abuse, child abuse, drug

use, and mental health problems.39 In contrast, when we compare homeless

mothers to their marginally housed peers, quite a different picture emerges.

There is no significant difference in the mental and physical health of home-

less mothers and their poor but marginally housed peers.40 This relationship be-

tween housing and health is important and suggests why we must view the entire

ecology of homelessness, including the impact of lack of housing on well-being,

rather than focus narrowly on the health and mental health problems of the

homeless.

Physical Illness

Homeless persons are subject to the same risk factors for physical illness as the

general population, but they may be exposed to an excessive level of such risk.

They also experience risk factors unique to homelessness: excessive use of alcohol,

illegal drugs, and cigarettes; sleeping in an upright position (resulting in venous

stasis and its consequences); extensive walking in poorly fitting shoes; and

inadequate nutrition.41

Further, homelessness itself is physically dangerous, as homeless persons are

at risk for assault and victimization, as well as exposure to the elements. Homeless

people are at great risk of being victimized because they lack personal security,

whether they live in a shelter or outdoors. They are exposed to illness owing to

overcrowding in shelters and exposure to heat and cold.42

Consequently, the homeless have much higher incidence of physical illness

than the general population. About 37 percent of homeless persons report having

poor health, compared to 10 percent in the general population.43 Homeless

persons who are older, women, those with less education, and those who indicate

a physical or mental health condition are more likely to report their health status

as fair or poor. If one controls for these contributors to poor health status, length

of time being homeless is significantly associated with the homeless perceiving

themselves to have fair health status.44 Studies have found that one-third to one-

half of homeless adults have at least one chronic condition.45 Thus, illness appears

to be taking its toll, preventing some of the homeless from escaping their predica-

ment. For example, one-quarter of homeless adults report that their poor health

prevented them from working or going to school.46

Even more seriously, the age-adjusted mortality rate is three to four times

higher in the homeless population (New York City shelters) than in the general

population.47 Among homeless men, prior use of injection drugs, incarceration,

and chronic homelessness increased the likelihood of death.48
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Risk factors for death among homeless patients in another study in Boston in

forty sites offering health care for the homeless include AIDS, renal disease, symp-

tomatic HIV, history of cold-related injury, liver disease, arrhythmia, substance

abuse, and chronic homelessness.49 Homeless children experience a higher num-

ber of acute illness symptoms (fever, ear infection, diarrhea, asthma, and so on),

and their mothers are more likely to report that their children are in fair or poor

health than their housed counterparts.50

The most common group of self-reported physical illnesses among home-

less adults is arthritis, rheumatism, and joint problems. The next most common

self-reported medical conditions are chest infection, cold, cough or bronchitis, high

blood pressure and problems walking, lost limb, or other handicaps.51 From

objective clinic reports, the most common physical illnesses among homeless adults

are infectious disease; dental problems; vision problems; skin and ear problems;

gastrointestinal disease; female genitourinary problems; and inadequate nutrition,

immunization, and cancer screening.52 Inadequate immunization, although not

a physical illness, reflects the lack of preventive health care in this population.53

Communicable Disease

The data suggest that prevention, diagnosis, and treatment of infectious disease

among the homeless population needs to be addressed by health care, housing,

and social service providers. Contagious diseases, such as tuberculosis54 and

HIV infection,55 are more common among the homeless than the general

population.

Increased risk of tuberculosis in this population is well documented.56

The prevalence of tuberculosis infection among homeless adults ranges from

32 percent in San Francisco57 and Los Angeles58 to 43 percent in New York.59

The rate is three to six times greater than the 5–10 percent prevalence of TB

infection among the general population.60 The rate of active tuberculosis among

men in a New York shelter clinic is 6 percent.61 The rate of positive tuberculosis

skin test has been found to be related to duration of homelessness,62 living in a

crowded shelter or single-room occupancy hotel,63 injection drug use,64 and

increasing age.65 The homeless can spread communicable diseases such as

tuberculosis to others. Homeless persons may also be more infectious than

other persons with TB66; a homeless person with undiagnosed pulmonary

tuberculosis who frequented a neighborhood bar infected 42 percent of the reg-

ular customers of that bar.67 Tuberculosis may be more difficult to treat among

the homeless because of the difficulty of screening, following, and maintaining

TB treatment for this population, and because many have multidrug-resistant

organisms.68
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The prevalence of HIV infection among the homeless is higher than in the

housed population. Studies reveal an HIV infection rate of 9 percent among

San Francisco’s homeless adults.69 Among 649 women in the same study, HIV

seroprevalence was 6.3 percent.70 Risk factors for HIV infection included being

black, injection drug use, and chronic homelessness.71 The rate of HIV infec-

tion nationally is estimated to be between 0.3 percent and 0.4 percent.72 Regarding

the rate of HIV in clinic populations, in a treatment sample of homeless clients of

a primary care clinic in Denver the overall seroprevalence of HIV was 0.9 percent

(1.3 percent for men and 0.1 percent for women).73 In a treatment sample of

17,292 homeless adult clients of the Boston Health Care for the Homeless

Program, AIDS was the leading cause of death among persons age twenty-five to

forty-four.

Moreover, studies have found an association between HIV infection and

serious mental illness among homeless persons. In a New York shelter, HIV preva-

lence among homeless psychiatric patients was 19 percent.74 Two important risk

factors for HIV infection among persons with serious mental illness are depres-

sion leading to risky intravenous drug use practices, and risky sex conduct.75

The homeless population has also experienced outbreaks of several other

infectious diseases, often as a result of overcrowding, poor sanitation, and exposure

to others who are likewise at risk of disease. Outbreaks have been reported of

meningococcal disease,76 pneumococcal pneumonia,77 diphtheria,78 hepatitis B,79

hepatitis C,80 and bartonella quintana.81

Women’s Health

Homeless women are severely in need of women’s health services,82 yet pregnancy

and recent childbirth are risk factors for becoming homeless.83 Among homeless

women interviewed in Los Angeles, 41 percent had used no contraceptive method

of any kind during the past year, although the average reported frequency of vagi-

nal intercourse during that time was once per week.84 Less than 10 percent use

condoms regularly, despite a lifestyle that places them at great risk for AIDS and

other sexually transmitted diseases.85 Sixty percent of homeless family planning

clinic users had a history of a sexually transmitted disease, and 28 percent had a

history of pelvic inflammatory disease.86 About half of homeless women age forty

or older did not receive a clinical breast exam in the past year, and 53 percent of

homeless women who are forty or older did not receive a mammogram in the past

year.87 In addition, 46 percent of homeless women did not receive a Pap smear in

the past year,88 compared to less than 23 percent of women in the general pop-

ulation.89 This is alarming, given that 23 percent of homeless family planning

clinic users had an abnormal Pap smear.90
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Regarding homeless women’s obstetrical history, 76 percent of homeless

women have at least one natural child.91 Homeless women are more likely to

be pregnant (11 percent of homeless adults, 24 percent of sixteen-to-nineteen-

year-old homeless youths) than their poor but housed peers (5 percent).92 In

addition, they are more likely to receive inadequate prenatal care than poor but

housed women (56 percent versus 15 percent).93 It follows that homeless women

are more likely than impoverished but housed women to have poor birth outcomes

(16 percent versus 7 percent low-birthweight newborns).94 In New York City, infant

mortality was highest among the homeless (24.9 per thousand live births) as

compared to poor housed women (16.6 per thousand live births), and nonpoor

housed women (12.0 per thousand live births).95 In Los Angeles, homeless women

had a higher rate of premature births (18.5 percent versus 11 percent of the

general population).96 However, the rate of infant mortality for homeless women

was the same as that for housed women.97

Violence

Violent and abusive behaviors continue to be a major cause of physical and emo-

tional injury in the United States, but homeless persons suffer disproportionately

from its far-reaching consequences. More than half of homeless persons report hav-

ing been criminally victimized while homeless (36.6 percent of the general popu-

lation have been victimized in the past year).98 Homeless men experience a slightly

higher rate of recent physical victimization than homeless women (20 percent ver-

sus 18 percent respectively); however, homeless women experience a higher rate

of recent sexual violence (9 percent versus 1 percent respectively).99In a recent study,

13 percent of homeless women report being sexually assaulted or raped in the past

year alone,100 compared to 2.7 percent of women in the general population.101

Serious mental illness is a significant predictor of victimization for both home-

less men and women. Forty-four percent of homeless persons with serious mental

illness have been criminally victimized within the past two months alone.102

Among seriously mentally ill homeless persons, recent victimization is a predictor

of future victimization as well as increased length of time homeless.103 Moreover,

the co-morbidity of serious mental illness and substance abuse also predicts

victimization among homeless persons. The more severe a homeless person’s

mental health and substance abuse disorders, the more likely he or she is to have

been victimized.104

Victimization prior to age eighteen is also widespread among homeless per-

sons. Twenty-two percent of the homeless report physical abuse as a child or youth,

and 13 percent report sexual abuse.105 Child physical and sexual abuse history is

also found to be a strong precursor to adult homelessness.106
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Homeless persons with mental illness are more likely to have experienced

sexual or physical abuse as a child. Mental illness and substance abuse in home-

less women were associated with history of both physical and sexual abuse;

however, in homeless men, only mental illness was associated with physical

abuse history.107 Moreover, there is overlapping evidence that the prevalence of

childhood abuse in homeless women with serious mental illness is substantially

higher than among homeless women in general, and the intensity of exposure

to that violence contributes to the severity of their psychiatric symptoms.108

Adolescents

Homeless youths in the United States are a unique subpopulation of homeless

persons. The current estimates of homeless youths range from one hundred thou-

sand to five hundred thousand.109 Eight percent of adolescents in a nationally

representative sample of young people reported that they were homeless at least

one night in the past twelve months.110 Homeless youths in the United States

are defined as individuals under nineteen years of age who meet at least one of

these criteria: (1) they have run away from home or their alternative care place-

ment and remained away for a long period of time with little or no connection to

family or caretakers; (2) they have been forced out of their home or foster care

placement, have been abandoned by their parents, or have left home for the streets

with their parents’ knowledge and consent; or (3) they have no stable place of

residence; lack adult supervision, guidance and care; and have little likelihood

of reunification with parents.111

Youths become homeless largely as a result of persistent family dysfunction,

specifically parental neglect, physical or sexual abuse, family substance abuse, and

family violence.112 Given their family problems, it is not surprising that home-

less youths suffer from a high rate of developmental health problems: poor cop-

ing skills, suicidal tendencies, substance abuse, depression, and other mental health

problems resulting in a high frequency of psychiatric hospitalization.113 More-

over, 28 percent of street youth and 10 percent of shelter youth have participated

in survival sex (sold sex for food, clothing, or shelter), and research has found that

family abuse, including physical abuse, is a strong correlate of survival sex among

these young people.114

Homeless youth also suffer from victimization and health problems that largely

extend from their homeless condition. They experience an extremely high rate of

psychological maladjustment and victimization while homeless.115 Assault and

robbery were especially frequent, having been reported as experienced in one-

fourth to one-half of homeless youths, and having been raped in the past

three months was reported by one in ten of these youths.116 The traumatic
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experience of living on the streets seems to supercede that of the family charac-

teristics that may have led to their homelessness, although this finding deserves

further research.117

Homeless youth also experience physical health conditions that exceed the

incidence among youth in the general population. These include hepatitis,118

HIV119 (with seroprevalence of 5 percent among homeless youth in a New York

City shelter clinic120), respiratory problems (asthma and pneumonia, scabies

and trauma), and pregnancy.121

Dental Health

One of the more overt identifiers of poverty in the United States is poor dental

health. It is one of the major health problems reported by homeless individuals.122

However, few statistics exist on the prevalence of dental problems specifically

among homeless persons. Ninety-one percent of homeless persons who have

contact with a shelter-based dental program are found to have untreated caries.123

Moreover, homeless persons living in the community are one-third as likely as

domiciled adults to have obtained dental care in the past year; consequently

they are twice as likely to have gross dental decay (57 percent versus 23 percent).124

Given this high rate of dental disease, dental care should be an integral part of

any health care services package developed for the homeless population.

Mental Illness and Substance Abuse

The media has made the public aware of the high prevalence of mental illness

and substance abuse among the homeless and their desperate need for effective

mental health and substance abuse treatment. Moreover, alcohol, drug abuse,

and mental health problems among the homeless dominate the research on home-

less inquiry. Regarding lifetime incidence, more than three-quarters (86 percent)

of homeless persons have experienced at least one alcohol, drug, or mental

health problem in their lifetime, with 57 percent having mental health problems,

62 percent having alcohol problems, and 58 percent having drug problems. The

rates of recent psychiatric problems are also very high: two-thirds (66 percent) of

homeless persons have experienced at least one alcohol, drug, or mental health

problem during the past month. Thirty-nine percent had mental health problems

in the past month, 38 percent had alcohol problems, and 26 percent had drug

problems.125

Regarding diagnostic data, one-third of homeless adults suffer from current

serious mental illness, including schizophrenic, affective, personality or character,

and cognitive disorders.126 Further, one third have substance abuse disorder.127
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About 17 percent have dual diagnoses of chronic mental illness and chronic

substance use.128 The latter individuals pose a challenge to developing services

that successfully address both aspects of their illness.129 In addition to intrinsic

illness processes, environmental stresses and homeless appearance must be

considered in order to avoid inaccurate diagnosis of mental illness among homeless

individuals. These individuals may experience chronic isolation, geographic

mobility, disturbed sleep, and fear of victimization, and they may show disheveled

appearance and signs of lack of self-care.130

A similarly high prevalence of mental problems has been found among

homeless children and mothers. It has been reported that 47 percent of homeless

children age five or younger are developmentally delayed, and 31 percent of those

older than five are clinically depressed.131 Homeless and low-income children

experience significant adversity in their lives, but homeless preschool children face

more stress.132 Moreover, homeless children are further behind academically than

their housed counterparts.133 Mothers’ emotional status (in addition to various

stressors) strongly predicts children’s negative emotional outcomes.134 More than

two-thirds (73 percent) of homeless mothers have a lifetime diagnosis of one or

more mental health disorders (mood, anxiety, or substance use disorder). For

homeless mothers, posttraumatic stress disorder, substance abuse disorders, and

major depression are disproportionately represented, with the lifetime rate of

posttraumatic stress disorder three times greater than in the general female

population.135

Access to Health Care

It is important to recognize that the majority of homeless persons (75 percent)

have used health services in the past year,136 which may represent good access to

care—but it may also underscore the poor health status of homeless persons.

However, 24 percent of homeless persons report they needed to see a doctor in

the last year but were not able to.137 Moreover, a look at homeless persons’ sources

of health care use suggests inappropriate health care delivery. For example, more

than one-half (57 percent) lack a regular source of care (which has been

acknowledged as an important indicator of access to medical care), compared to

24 percent of the poverty population in the United States and 19 percent of the

general population.138

The majority of homeless persons seek care at places that do not provide

continuous quality care. Of those homeless persons who sought care in the

past year, 32 percent report receiving medical care at a hospital emergency room,

27 percent at a hospital outpatient clinic, 21 percent receive care at a community
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health clinic, 20 percent at a hospital as an inpatient, and 19 percent report

receiving care at a private doctor’s office.139 The high rates of emergency room

use and hospitalization in this young population represent the substitution of

inpatient and emergency room care for outpatient ambulatory care services.

Homeless persons’ limited access to ambulatory care is due to individual fac-

tors (competing needs, substance dependence, mental illness) as well as system

factors (availability, cost, convenience, appropriateness of care).

Use of Physical Health Services

Homeless adults are more likely than the general population to report having had

a medical hospitalization during the preceding year.140 For example, a Hawaiian

study found that homeless persons’ age and sex-adjusted acute care hospitaliza-

tion rate was 542 per thousand person-years, as compared with the general

population rate of 96 per thousand person-years. In this study, homeless adults were

admitted to acute care hospitals for 4,766 days compared with a predicted 640 days,

resulting in costs of $2.8 million per year for excess hospitalization.141 Further,

when hospitalized, homeless adults are most likely to be admitted to general county

hospitals.142 A study in New York found that homeless adult patients’ hospital length

of stay exceeded the mean general admission by 36 percent.

About three-quarters of hospitalized homeless adults were hospitalized for

conditions for which hospitalization is often preventable (substance abuse, mental

illness, trauma, respiratory disorders, skin disorders, and infectious diseases other

than AIDS).143 Another study found that following hospital discharge, 40 percent

of homeless adults were readmitted to the hospital within fourteen months, usually

with the same diagnosis as on the initial hospitalization. These high hospitaliza-

tion and readmission rates resulted in costs at a major urban hospital of more than

$1.8 million during the three-month study.144 The finding that most of the

homeless inpatients were admitted for problems that could have been treated

less expensively in an outpatient setting suggests difficulty in sustaining treatment

intensity for homeless persons outside of the hospital. These data imply an

ineffective local service delivery system for the homeless population.

Despite higher rates of medical hospitalization and disease, homeless adults

are in fact less likely to use medical ambulatory services than the general

population. Homeless adults have a lower number of ambulatory physician

contacts in the past year (2.9) than the poverty group (6.3) and the general

population (5.5).145 This suggests that the homeless may delay seeking medical

attention at a time when severe stages of illness could be prevented.

Different design approaches must be applied to the distinct needs of certain

subpopulations of the homeless. For instance, we need to design health service
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programs that facilitate health access and health promotion for homeless adoles-

cents, who are at risk for multiple health problems but of whom only 28 percent

used medical care services in the past year.146 Another distinct subpopulation is

homeless children. They are more likely to use ambulatory medical services (two

or more emergency department visits during the past year and higher outpatient

visit rates for well care and sick care), but they are also more likely to have been

hospitalized in the past year than their poor but housed counterparts.147 These

findings highlight not only the poor health status of the homeless but also the need

for programs that increase outreach efforts and improve the availability of and

access to ongoing primary care services for homeless adolescents and children.

Once homeless persons do get needed medical services, they may find it

difficult to comply with treatment. Only 50 percent of homeless patients in

New York City who were referred from a satellite clinic to a hospital clinic kept

their appointments, and only 25 percent with cardiovascular disease remained

in long-term therapy.148 Further, in a New York City shelter, only six out of fifty

homeless individuals requiring isoniazid prophylaxis for tuberculosis were found

to be taking their medications; not one completed the full year of treatment,149

and only four of thirty acutely psychotic homeless patients were taking the psy-

chotropic medications that had been prescribed for them.150

Success of interventions and compliance with medical regimens is affected by

the social situation of the homeless.151 Their social conditions, competing needs,

and unique lifestyles all combine to make more traditional approaches to health

care delivery less effective for homeless patients even when compared to poor

domiciled patients.

Use of Mental Health and Substance Abuse Services

As noted above, mental illness and substance abuse is more prevalent among

homeless people than in the general population. Consequently, of the hospital

admissions for homeless persons, the vast majority (51.5 percent) were for treat-

ment of substance abuse or mental illness, compared to 19.7 percent for other

low-income patients.152 A large proportion (15 percent to 44 percent) of homeless

adults report having had a previous psychiatric hospitalization.153 The age- and

sex-adjusted rate of admission of homeless to Hawaiian state psychiatric hospitals

was 105 per thousand person-years, compared with the general population rate

of 0.8 per thousand person-years.154

Despite their high prevalence of current mental illness and prior psychiatric

hospitalization, most homeless individuals have not recently used existing outpa-

tient mental health and substance abuse systems for care. Only 18 percent of

homeless people in Baltimore’s shelters had used outpatient mental health services
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during the six months preceding a study,155 and the majority of those with previous

mental hospitalization had not made an outpatient mental health visit in the

past five years.156 Although 51 percent of homeless persons with chronic mental

illness have used outpatient mental health services at sometime in their lifetimes,

compared to 38 percent who used inpatient services, only 14 percent have

used these services in the past two months, compared to 5 percent who used in-

patient services.157 Seventy-three percent of homeless clients who report inpatient

treatment for mental health problems received this treatment before they became

homeless.158 There is also high prevalence of inadequately treated mental illness

within the homeless population: 25 percent of homeless adults considered

committing suicide, and 7 percent attempted suicide during a yearlong period.159

These data suggest that homeless persons who are mentally ill are in need of

continuity of mental health services but are not receiving these services within an

outpatient setting.

The data on lack of outpatient treatment are even more striking for use of

outpatient substance abuse services. Only 26 percent of homeless persons with

recent substance abuse problems (within the past six months) have used outpatient

services in their lifetime, compared to 43 percent who used inpatient services.160

Moreover, about half (52 percent) of those with recent substance abuse depen-

dence had ever received treatment from the formal substance abuse treatment

delivery system.161 Recent residential treatment (past two months) for substance

abuse problems was far more common than recent outpatient treatment. Only

7 percent of homeless persons with substance abuse problems used outpatient sub-

stance abuse services in the past two months, compared to 16 percent who used

inpatient services during this time period.162 The limited-use outpatient treatment,

as well as the lack of any treatment use among recent substance abusers, suggests

closer examination of system-level characteristics that may interfere with the

homeless receiving the services that they need.

Barriers to Health Care

Compounding their increased risk for disease is evidence that homeless people

encounter major obstacles to obtaining needed medical and psychiatric services.

About one-quarter of homeless persons stated that they needed to see a doctor in

the past year but were not able to do so,163 and more than half did not have a reg-

ular source of care.164 Some homeless persons do seek care for their health prob-

lems, but certain segments of the population are less likely to obtain care even if

they are sick or have a regular source of care. For instance, homeless adults with

little education and without health insurance are less likely to seek care even if

they are sick.165 Persons who are less likely to have a regular source of care are

346 Changing the U.S. Health Care System



young, are Hispanic, do not have health insurance, are long-term homeless (five or

more years since last housed), have subsistence difficulties, or are socially

isolated.166

Homeless persons with mental health problems are less likely to seek mental

health services if they do not receive mental health advice or referrals from service

providers outside the mental health system or if they have affective disorders (such

as depression).167 Homeless with substance abuse problems were less likely to seek

treatment for these problems if they did not get help accessing these services, spent

more time in places that were not meant for sleeping, and lived in service-poor

environments.168 Delay in seeking care or the lack of a regular source of care may

result in health care practitioners’ having to manage conditions that would have

been easier to treat had the individual sought help earlier.

Homeless individuals face numerous problems in obtaining appropriate health

care: cost, transportation, competing needs, mental illness, the homeless lifestyle,

personal barriers, lack of availability of health services, medical provider bias,

insufficient discharge planning from hospitals, and lack of recuperative care.

Cost. First, there are the financial barriers and problems in satisfying eligibility

requirements for health insurance. One fifth of homeless adults who had not

obtained needed medical care stated that this was due to inability to pay for med-

ical services.169 Only one-third170 to nearly one-half171 of the homeless in the

community have any form of health insurance (Medicaid, Medicare, Veterans

Affairs, or private insurance), and most have no cash resources at all.172

Transportation. Accessible transportation to medical facilities is often unavailable

to this population.173

Competing Needs. The homeless have competing needs, and it is understandable

that they may place greater priority on fulfilling their basic needs for food, shelter,

and income than on obtaining needed health services or following through with a

prescribed treatment plan.174 Although we typically think of homeless people as

having an inordinate amount of time on their hands, often they must deal with

the varied schedules and locations of several service facilities to ensure that all their

needs are met.175 For instance, it is not uncommon for a homeless person to

begin the day early in the morning by queuing up at a soup line for breakfast, then

walking to the next soup line to join the long queue for lunch, and then walking

back to the shelter to wait in line once again in hope of securing a bed for the

night.

Even medical care for an active disease may seem less important than other

needs, and preventive health care sometimes loses out completely. For example,
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in a New York City study that reviewed the hospital records of both homeless and

poor domiciled children, immunizations were delayed in 70 percent of homeless

children in the study, compared to 22 percent of immunization delay for domi-

ciled children.176 Other studies of mothers’ self-report of immunization delay have

produced divergent results: several studies found that immunizations were delayed

in about 30 percent of homeless children, while one study reported only 5 percent

of immunization delay among homeless children.177 About a half to a third of the

homeless persons who said they had not obtained needed medical care stated that

this was because their medical problem was not sufficiently serious to warrant their

attention.178

Mental Illness. Those homeless individuals who experience psychological distress

as well as disabling mental illness may be in the greatest need of health services179

and yet may be the least able to obtain them.180 This may be181 attributable to

such individual characteristics of mental ill health as paranoia, disorientation,

unconventional health beliefs, lack of social support, lack of organizational skills

to gain access to needed services,182 or fear of authority figures and institutions as a

result of previous institutionalization.183 Further, mentally ill homeless adults often

require services, largely unavailable today, that are able to handle multifaceted

problems including mental illness, substance abuse, physical illness, criminality,

and such social service–related problems as housing and employment.184

What is needed are nontraditional services that would fulfill basic needs before

addressing psychodynamic issues.185 Comprehensive case management is needed

that would address such homeless mentally ill persons’ housing, social support,

employment, vocational rehabilitation, mental health, and physical health

needs.186 Such services would be best provided by a multidisciplinary team and

health service center.

Lifestyle. The social conditions of street life itself may affect compliance with

medical care. There is usually a lack of proper sanitation;187 no stable place to

keep medications safe, intact, and refrigerated;188 and inability to obtain the proper

food for a medically indicated diet such as diabetes mellitus or hypertension.189

Lacking social support, homeless persons often do not have anyone who can trans-

port them to a clinic or care for them if needed after giving birth or experiencing

a major illness.190 Although most homeless persons are long-term residents of their

community, many are quite mobile within a city in their search for subsistence

resources. This mobility makes continuity of care difficult.191 Keeping follow-up

appointments—necessary for continuous, comprehensive care—is difficult

for homeless people because of their competing needs and different time

orientation.192
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Personal Barriers. Homeless people at times present barriers to their own care.

Because an exhibition of toughness is necessary to survive on the streets, home-

less persons may at times deny that they have health problems in an attempt to

maintain a sense of their own endurance. However, while attempting to present

a tough façade, they actually may be afraid to venture out of the immediate

geographical area to which they have become somewhat acclimated, which

presents a barrier to seeking medical services in another area. They may be too

embarrassed to have medical professionals see them in a condition of poor

personal hygiene. They may fear that their meager financial resources will be taken

away to pay for the medical care they receive.

Fear of authority figures and need to control a situation concerning them-

selves are additional factors that keep homeless people from seeking medical

care.193 Fear of those in a position of authority is prevalent over the spectrum of

the homeless population and can result in failure to seek medical care. For example,

homeless undocumented immigrants have reason to fear that medical providers

will call in immigration and naturalization authorities; runaway teenagers and

homeless women with children may fear child protective service workers; and drug

abusers or ex-cons may fear the police.194

Unavailability of Health Services. There is a lack of facilities that can adequately

treat homeless people. The offices of most middle-class physicians will not wel-

come an unwashed, ungroomed individual.195 As a result, national health care

reform and universal coverage may not solve the access problems of homeless

people, as is evident in their barriers to care in Great Britain today.196 Availabil-

ity and accessibility of primary care for many homeless persons in Great Britain

is quite limited despite the elimination of hospital and medication charges.197

Further, health care facilities designed for the poor, or for emergency treat-

ment, are not set up to provide the basic care that the homeless population

requires, and they may not be set up to take into consideration the culture of

homelessness. Homeless people often cannot keep the scheduled appointments

that are required in most primary care operations, thus creating barriers to first

contact as well as follow-up care. However, the purpose of an emergency room

is to provide urgent or emergent care to people who arrive without prior sched-

uling. This is often why homeless individuals use emergency rooms as their source

of medical care, but emergency rooms cannot provide the continuous compre-

hensive medical care that the complex problems of the homeless require.198

Many primary care settings that were designed for the housed poor are not

set up to treat homeless patients. Public health systems for the poor tend to be based

on clinics designed for specific, targeted programs such as family planning, pre-

natal care, tuberculosis testing and treatment, mental health and substance abuse
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treatment, or immunization, yet the multiple medical and social problems of home-

less persons do not neatly fit into such types of services. For instance, underuse of

outpatient mental health and substance services by the homeless has much to do

with the fragmentation of these services from other health and human service set-

tings, which threaten the availability and accessibility of services for homeless per-

sons. However, the extent of mental health and substance abuse services that are

integrated with other service settings is very limited and has been diminishing over

time.199 Thus, many homeless persons end up seeking medical care late in the

course of their diseases or for traumatic or life-threatening conditions.

Bias. Homeless people may sense from the medical profession itself a barrier to

obtaining needed medical care. Medical providers may consider homeless persons

to be undesirable patients because of their poor hygiene or their mental illness, or

because of assumptions that they are coming to the hospital for shelter and not

for a medical problem.200 Clinic directors reported that in more than 50 percent

of clinics, physician recruitment was hampered by poor working conditions,

inadequate salaries, physician bias against working with the homeless, and the lack

of respect this work receives from the medical profession.201 Being treated with

lack of respect does not encourage follow-up care or compliance with care.

Health care practitioners, usually middle-class people, may view various

aspects of health care quite differently than do their homeless patients. The

attitudes of homeless patients in regard to establishing priorities, adhering to sched-

ules, and keeping appointments can differ from those of their providers, setting

up the possibility of conflict and failure.202 Treatment plans are often automati-

cally based on the assumption that the patient has a home. However, most home-

less persons lack reliable access to a place where they can recuperate (in bed, if

indicated) and properly store medication. Ordinary and uncomplicated postclinic

care such as cleansing a wound with soap and hot water may be extremely diffi-

cult to implement. Prescribed dietary regimens, which may involve taking med-

ications with meals, are impractical if the patient is without a reliable place to store

groceries. Because shelters, soup lines, and garbage cans provide an unreliable

source of nutritious food, homeless people have little control over what they eat.

Needles and medications with recreational use (for example, valium) are highly

valued on the street and can make homeless patients a target for victimization.203

Inadequate Discharge Planning. For homeless inpatients there is also a lack of

adequate discharge planning. They are discharged directly from the hospital to

the streets; even homeless mothers are discharged in that way with their newborn

infants soon after childbirth. Readmission of homeless patients to hospitals is

not uncommon.204
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Lack of Recuperative Care. Finally, there is a lack of recuperative services for

homeless patients. When they are inappropriately discharged from a hospital, they

are often unable to manage the necessary recuperation. Recuperation cannot be

adequately managed on the streets or accommodated in a shelter. Few health cen-

ters that care for the homeless offer recuperative care services because of the cost

as well as restrictive licensing in many cities. Reports by hospital staff show that

longer hospital stays among homeless patients are primarily due to lack of hous-

ing. The leading cause of long stays cited was placement problems among home-

less psychiatric patients. Public hospitals have been under court order since 1991

to place all such patients in supportive housing at the time of discharge. However,

because of a shortage of supportive housing in New York City and the continued

downsizing of state psychiatric hospitals, this process can be delayed for months.

Physicians also reported delaying the discharge of homeless patients who required

follow-up care, knowing that these patients’ access to ambulatory care and clean

environments or their compliance with treatment might be limited.205

Research on the Poor

Since the War on Poverty in the 1960s, there has been explosive growth in

collecting and analyzing poverty-related data from administrative systems, sur-

veys, and program evaluations. Funding for this research has been primarily by

the federal government, followed by local governments and private foundations.

These data have been used by elected officials not only to identify important public

policy issues but also to monitor the progress of publicly funded poverty programs

in meeting their objectives. Increased concern with rigorous methodological

standards has encouraged legislators to depend more heavily on research experts

for statistics as to the impact of particular legislation than on the testimony from

lobbyists. The U.S. Congressional Budget Office and the Office of Management

and Budget offer statistics on the cost and benefits of social programs to fuel

legislative debate in Washington. Hence, statistics have become the mainstay

of legislative debate in the United States, with experts on all sides of an issue

offering their estimates of the social impact of a given policy.

History of Research on the Homeless

Despite the lengthy history of homelessness in the United States, homeless inquiry

(and therefore long-term national policy on the homeless) did not commence until

the 1980s. Most social inquiry on poverty began in the 1960s, but the delay in

research on the homeless resulted in part from the political perception that
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homelessness was an isolated issue affecting a few urban areas.206 This delay in

research also derived from the difficulty in measuring homelessness. Conventional

censuses and samples by design (for example, household samples) missed the home-

less. Sampling frames for homeless would be subject to more costly data collection

methods (such as in-person interviews).207 The difficulty of measuring and enu-

merating the homeless restricted estimates of the size and composition of the pop-

ulation to anecdotal accounts. Recognition of homelessness as a major public policy

issue was first highlighted on the local level by Baxter in 1981208 and then on the na-

tional level in a fifty-five-city survey of hunger and homelessness published by the

U.S. Conference of Mayors in 1982.209 These studies were soon followed by the first

hearings on homelessness in the U.S. Congress since the Great Depression.

By the time homelessness entered the national political agenda, social research

methods affecting poverty-related policies began to shift. In the 1960s and 1970s,

the federal government sponsored a series of large-scale welfare, job-training, and

education experiments. Although much was learned from these experiments, they

were costly, took several years to complete, and often produced inconclusive results.

Moreover, the 1980s witnessed decreased government support of poverty-related

research and programs stemming from strong public sentiment for lower taxes and

smaller increases in budget growth at all levels of government—a sentiment that

has continued into the 1990s. As a result, few new experiments have been launched

by federal agencies. The federal and local governments, as well as most private

foundations, instead choose to sponsor short-term assessment studies to support

evaluation of relatively small demonstration projects, and to make longitudinal

and cross-sectional survey data files available to academics and others for

multivariate analyses.

In the mid-1980s, as a result of increased interest in homelessness and

decreased government support of poverty programs, the Robert Wood Johnson

Foundation (one of the nation’s largest philanthropies) in conjunction with the

Pew Charitable Trusts (one of the nation’s largest general funds) sponsored

the Health Care for the Homeless (HCH) demonstration project.210 This nineteen-

site, four-year project focused on comprehensive health care for the homeless.

Evaluators for the demonstration projects found that in the first two years of

the program, one hundred thousand patients had been seen.211 Two-thirds of the

visits were for acute problems, and one-third for chronic conditions. The homeless

were six times as likely to have a neurological disorder, five times more likely to

have hepatitis, four times more likely to have respiratory or nutritional disorders,

and two to three times more likely to have skin problems or to suffer from

trauma.212

In response to the results provided by this and other private initiatives, in July

1987 Congress passed the Stewart B. McKinney Act (Public Law 100-77), the first
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major legislation on homelessness. Title VI of the McKinney Act established a pri-

mary health services program, which is structured similar to the RWJ Health Care

for the Homeless demonstration programs. The McKinney Act was the govern-

ment’s first attempt at a long-term national policy to respond to the needs of the

homeless.

Approaches to Studying the Homeless

One issue that has plagued research on both poverty and homelessness is the need

for widely accepted definitions of these conditions. To devise effective programs

and policies and to allocate appropriate resources, it is essential to know with some

confidence the total number of people affected and the fluctuations of this num-

ber over time. A primary obstacle to developing credible data is the absence of

broadly accepted definitions of the problem condition.

The U.S. poverty measure is an important indicator of well-being in America

and sharply affects public policy and programming for the poor. For the past

decade, there has been heated debate that the current measure used to estimate

the poverty rate is outdated and does not accurately reflect the nation’s poverty

population, nor does it adequately serve policy makers or researchers.213 The

measure was originally developed in the early 1960s as an indicator of the num-

ber and proportion of people with inadequate income for needed consumption

of food and other goods and services. It does not account for many of the key

welfare programs designed to alleviate poverty, such as food stamps and the Earned

Income Tax Credit. Beginning in 1992, the Panel on Poverty and Family

Assistance of the National Academy of Sciences/National Research Council

(NRC) conducted a thorough review of the poverty measure and recommended

replacing it with a new measure, based on a commonly accepted notion of

economic deprivation and accounting for the impact of social welfare programs

on the poor.214 The Census Bureau corroborated with this conjecture in its recent

announcement of the 1998 poverty rate when it acknowledged the flawed and

antiquated nature of the current measure and stressed the need to update it.215

As with standard definitions of the poverty measure, researchers have

confronted similar debates over the biasing effects of certain definitions of the

homeless. Early studies focused on the literal homeless, defined as those who sleep

in shelters provided primarily for homeless persons, or in places—public or

private—not intended as dwellings. However, these early studies found one-third

of people in housing situations not considered by most standards as conven-

tional housing were sleeping in a shelter or a public place on any given night

and had spent at least one night during the previous week in someone else’s home

or in a hotel.216 Recently, many homeless researchers217 have adopted the same
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definition of homeless that garners greater public interest, a definition also used

in the McKinney Act of 1987—namely, an individual who lacks a fixed, regular,

and adequate nighttime residence that is (1) a supervised publicly or privately

operated shelter designed to provide temporary living accommodations (includ-

ing welfare hotels, congregate shelters, and transitional housing for the mentally ill);

(2) a public or private place that provides a temporary residence for individuals

intended to be institutionalized; or (3) public or private place not designed for, or

ordinarily used as, regular sleeping accommodations for human beings. This

definition ultimately includes homeless persons who are more likely to incur greater

public cost (that is, service users and the more vulnerable homeless persons—those

living on the street), and hence invoke the public interest.

Since research on homelessness did not keep pace with other research on

poverty, most methods to estimate the composition and size of the low-income

group (derived from common definitions) were also applied to the homeless.

The most widely used method for national estimates of poverty has been the sim-

ple head-count ratio (the poverty rate or proportion of people who are poor).218

In 1990, the Census Bureau used the head-count ratio to enumerate the home-

less population in the United States. These counts took place in five cities (Chicago,

Los Angeles, New Orleans, New York, and Phoenix) that were chosen purposely

to represent differing regions and weather conditions and to include the two cities

believed to have the largest homeless populations (New York and Los Angeles).

Head-count ratio has been largely criticized by poverty and homeless re-

searchers alike for its failure to gauge the depth and dimensions of the condition

being enumerated. Such a ratio gives an accurate portrayal of the currently poor

or homeless population and useful information for purposes such as projecting

service needs (number of shelter beds needed, number of persons or families in

need of affordable housing, potential patient population for safety-net clinics).

However, since the head-count ratio reduces individuals easily or accurately into

a single type, if relied on for inference as to the population of persons who become

poor or homeless these samples can systematically bias estimates. For instance,

although the head-count ratios suggest that homelessness is a persistent problem

affecting seriously disabled and deviant individuals, studies of formally homeless

people suggest that a large number experience homelessness in short spells and

are fairly ordinary Americans.219

There is a need for information in simple, disaggregated form that examines

incident cases of a representative sample of homeless persons to assess persis-

tence of homelessness and associated risk factors. This has recently been done

to a large extent in the Housing and Urban Development/Urban Institute report

cited throughout this chapter. Another example is that the head-count ratio does

not produce statistics on individual or family resources, nor does it yield statistics
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that exclude all government benefits from income.220 These measures can assess

important public policy issues, such as appropriate policy interventions for different

groups of persons and the impact of government benefits on poverty.

As should be made apparent from this discussion, poverty and homelessness

have been treated as mutually exclusive—rather than intersecting—conditions.

Since its inception, the annual poverty rate has excluded from its sample some

high-risk poverty groups, such as the homeless and people in institutions. This

exclusion has largely resulted from the standard methodology (household surveys)

used to estimate poverty, which fails to capture these groups. Since 1967, the

Census Bureau has developed the poverty statistic by comparing the official poverty

threshold with an estimate of resources for each family (or individual) in the

Current Population Survey for March of each year, which includes about sixty

thousand households. In its review of the poverty measure, the National Research

Council urged the Census Bureau to use its special operations of the decennial

census (which counts people without conventional housing) to more closely

approximate the poverty rate, and to make comparisons between housed and

unconventionally housed poor persons.221 However, although the National

Research Council did acknowledge the doubtful quality of census estimates on

the homeless, it made no recommendations on how to improve these counts, nor

did it propose alternative sampling methodologies to improve a survey’s ability to

count the homeless.222

To reconcile the gap in comparison data between the homeless and their

housed peers, homeless researchers have conducted a series of studies on these pop-

ulation groups. Even so, the samples have been small and focus on specific sub-

populations (say, women with children). These studies have compared indicators

of deprivation among housed and homeless poor persons—economic, physical,

psychological, and social deprivation. The comparisons have contributed to our

knowledge base by directly assessing the differences in well-being among home-

less and housed persons as well as focusing public and private sector policies on

ameliorating the various dimensions of deprivation among these populations.

Unfortunately, the limited sample size of studies on the homeless and their

housed peers precludes reliable results about these groups. To allow reliable com-

parisons as well as constitute the basis for firm and precise national estimates of

poverty, alternative sampling methodologies need to be closely examined so that

an annual, supplemental survey of the homeless is included in the poverty series.223

Recent homeless research itself lends information on effective sampling method-

ologies that would be useful for a large supplemental probability survey of the

homeless.224 Most studies on the homeless have been based on small convenience

samples, but several recent studies have used large community-based probabil-

ity samples of the homeless.225 Most of these used a service-setting sampling
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approach and a multistaged sampling procedure: conventional area sampling

methods, with probabilities proportionate to population size; a systematic sample

of programs (shelters, meal programs) selected with probability proportional to

size; and random sampling of homeless people who use homeless programs on

randomly selected days and times (in some cases, enumeration of shelter inhabi-

tants were undertaken).

This sampling method would result in lower-bound estimates (population may

be underestimated in rural areas and other locations where there are few or no

homeless services). The focus on the service program as the ultimate sampling unit

takes into account critical public policy concerns, such as the amount of turnover

within the homeless population, variation in the length of a homeless spell, multiple

contact with homeless services by a single client, and seasonal variation in home-

lessness.226 Other community-based probability studies apply more inclusive sam-

pling frames (say, combining a service-setting sampling approach with a blitz

sampling approach—a one-night enumeration).227 These studies have found that

less inclusive sampling frames can substantially affect population estimates, but they

do not consistently produce biased estimates of population characteristics.228

However, a supplemental survey of the homeless would be costly. The March

Current Population Survey, which is used to estimate poverty, uses telephone

interviews as its primary survey research method. Any survey on the homeless

would require face-to-face interviews, which is an expensive research method.

Moreover, the study would incur even greater costs if it included methods used in

an inclusive sampling frame, combining a service-setting sampling approach with

a blitz sampling approach, which is usually time consuming and expensive.

Still, the benefits of a well-designed annual study of the homeless arguably out-

weigh the cost. Studies have shown that phone coverage is high in the United States,

and point estimates based on telephone surveys are generalizable to the entire pop-

ulation, but coverage is low for poor (especially homeless) persons. This suggests

that telephone interviewing of representative samples of poor persons is likely to

be seriously affected by coverage bias. Moreover, an annual survey of homeless per-

sons will yield comparison data on perhaps the most vulnerable population of poor

persons, and it could also monitor the performance, impact, and unmet service

needs of publicly funded (McKinney) programs for homeless persons.

Poverty and homeless researchers alike are currently investigating more cost-

effective methods of data collection for policy relevant research. This has resulted

from decreased government support of poverty-related research and programs

and also the Government Performance and Results Act of 1996, which oblig-

ates federal departments to report on the performance of all funded programs

in meeting their specified objectives. Researchers have focused their efforts on

using administrative data sources as a cost-effective means to monitor performance,

document unmet needs, and describe program impact.
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Administrative data are data used in ongoing record keeping for social welfare,

health, and other public agencies and programs. For many types of analysis and

research, administrative data offer advantages that are only accentuated by policy

and program changes. These advantages include detail and accuracy of program

information, large sample sizes that permit more types of analysis, state-specific

data that can reflect state programs, low cost relative to alternative forms of data

sources, data on the same individual over a long period, and the ability to obtain

many kinds of information through links to other datasets.229 Administrative data

possess some limitations that diminish their application in certain types of research;

among the shortcomings are the inability to (1) estimate such things as the rate

of program participation; (2) measure all outcomes such as indicators of well-being

that would not be tracked in the program-based data; and (3) measure anything

if a person is “off the program.”230

Even so, researchers see the opportunity to offset these limitations through

linking data. Administrative data from one program seldom contain enough

information for useful evaluation, but by linking administrative data from a

number of programs and across time, it is possible to explain an array of

explanatory and outcome variables. Further, linking information from state

administrative databases with survey data on individuals and households has

considerable promise in estimating measures of well-being.231

Administrative data are playing an increasingly prominent role in informing

research and policy analysis on our nation’s poor and disadvantaged. Homeless

and poverty researchers are currently examining how to use administrative data

to determine (1) average daily census of service users; (2) incidence, or the number

of new records of persons or families; and (3) prevalence, or the number of all

unduplicated cases of persons or families.232 In this climate of scarce resources

and citizen reluctance to support big government, these researchers have come to

understand the potential of administrative data to describe prevalence, incidence,

and program impact. These researchers are also strongly encouraging policy

makers, program managers, funding agencies, and foundations to join in the effort

to strengthen administrative data and to ensure that administrative data play an

expanding role in monitoring the well-being of the nation’s disadvantaged.

Health Programs for Homeless People

A variety of programs have been developed to address the health care needs of

the homeless, but there is no effort to integrate these systems or to ensure per-

manent funding. Without adequate and permanent funding, their support is in

jeopardy every year.233 Within the federal government, most of the services fall

under the umbrella of the 1987 McKinney Act, the first comprehensive federal
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legislation to address the health, education, and social welfare needs of homeless

persons. In this section, we focus on several programs that have addressed the

health of homeless persons.

Health Care for the Homeless

Federal efforts to provide medical services to the homeless population are

primarily conducted by the HCH program. Community health centers supported

by the 1985 Robert Wood Johnson Foundation/Pew Memorial Trust Health

Care for the Homeless Program, subsequently covered by the McKinney Act,

have addressed many of the access and quality-of-care issues raised in this

chapter.234

A critical aspect of HCH is outreach. Teams of health care professionals bring

a wide range of services to homeless persons in shelters, hotels, soup lines, beaches

and parks, train and bus stations, religious facilities, and other places where home-

less people are found. This reduces barriers to care such as lack of transportation,

lack of information about available facilities, and psychological problems. Out-

reach teams are typically based in health care centers, to which clinicians can refer

homeless patients who need additional medical attention. A walk-in appointment

system reduces access barriers at these medical facilities. Medical care, routine lab-

oratory tests, substance abuse counseling, and some medications are provided free

of charge to reduce the cost barrier.

HCH programs try to employ staff (physicians, nurses, case mangers, den-

tists, and so on) who are nonjudgmental and sympathetic to the social problems

of homeless people. Physicians and nurse practitioners build trusting relationships

with homeless patients. They know that this requires patience. HCH providers try

to treat homeless patients with as much respect as affluent patients are custom-

arily given in a private doctor’s office. This encourages effective intervention, bet-

ter compliance, and higher quality and continuity of care. Providers learn to look

beyond the presenting problem and are prepared to intervene on many fronts,

some of which do not lie within the traditional boundaries of medicine. At the

same time, they realize that some homeless patients do not want to address any-

thing other than the problem for which they are seeking care (at least at first).

Medical providers are usually in the primary care disciplines, and therefore

capable of treating the common problems faced by homeless people. They can

recognize and treat, or refer for treatment, most common primary care problems

that are medical, mental, or social in nature, including inadequate vaccination,

routine health maintenance and prevention, developmental delay, depression and

anxiety, substance abuse, physical and emotional abuse, trauma, skin infestation,

peripheral vascular disease, malnutrition and failure to thrive, anemia, dental

decay, podiatry problems, and vision impairment.
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Providers often work in teams made up of a case manager, nurse, nurse

practitioner, social worker, and physician. The case manager coordinates treat-

ment and referral for homeless patients. A referral network of community groups

and public agencies are called upon for problems the health center does not

have the capability to treat, such as basic needs for shelter, food, and clothing; sub-

specialty health problems, including serious mental illness and substance abuse;

social problems, including lack of income, public benefits, health insurance, and

employment, as well as legal problems; emergency care; and hospital care. Trans-

portation vouchers (for public transportation, taxis, or ambulances) are often given

out to transport homeless patients to this network of referral facilities. In addition,

some facilities offer showers, food, and clothing, as well as health education and

preventive care programs. Respite care is provided by a few of these facilities,235

where the average length of stay is two weeks.236

National evaluations of the HCH programs have been conducted.237 Results

reveal that availability and accessibility of services was accomplished to a cer-

tain degree—the program treated 23 percent of homeless persons in smaller cities,

but only 8 percent of homeless persons in larger cities. The HCH programs were

successful at the difficult task of maintaining continuity of care for homeless pa-

tients. Half of their clients were seen on more than one occasion. The number of

contacts with clients having a chronic medical condition average 4.5, with two-

thirds being seen more than once, whereas contacts with the remaining clients

averaged 2.3. Compared to patients without targeted conditions (whose average

stay in the system was about one month), patients with the targeted chronic med-

ical conditions of tuberculosis, hypertension, peripheral vascular disease, diabetes,

or seizure disorder were seen about every two weeks for a period of two to three

months. However, these visits may represent provision of more than one type of

encounter per patient, so firm conclusions about treatment frequently cannot be

drawn from the available data.

There is evidence that the HCH program also provided comprehensive care.

Even though 47 percent of patient encounters were for primary care services,

25 percent were for case management and social services, and 28 percent were for

substance abuse, mental health, and dental services or referral to a hospital or

specialist. A large-scale national evaluation of McKinney-funded HCH programs

is nearing completion. No data exist on health status outcomes of the HCH

program.

Periodic national evaluations of HCH programs, however, have been limited.

The dearth of formal evaluation results from limited resources and variability in

population and program characteristics, and also from obstacles in conducting

outcome-based cost-benefit analysis. A primary goal of HCH programs is to

increase access to outpatient services, and decrease use of costly inpatient services.

But measuring access to services may actually result in higher use and greater cost
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(for lab tests, medication, specialty referral, and hospitalization) as problems

that went untreated are assessed. Another goal of HCH programs is to im-

prove health outcomes to decrease long-term costs. Still, HCH projects do not

have control over the availability of all necessary resources that have a direct

impact on improved health outcomes, such as affordable housing, livable in-

come, or other needed social services. As a result, HCH programs are currently

relying on client-based evaluations (a patient satisfaction study that is under way),

instead of broad-based evaluations to inform policy.

Mental Health Programs

Title VI of the McKinney Act also has two provisions specific to mental health

and substance abuse services for homeless persons, which are overseen by the

Center for Mental Health Services of the Substance Abuse and Mental Health

Service Administration (PL 100-77, Stewart B. McKinney Homeless Assistance

Act, Title VI, Subtitle B). The first is the Mental Health Services for the Home-

less Block Grant, which sets aside funds to implement services for homeless persons

with mental illness, including outreach services, community mental health services

and rehabilitation, referral to inpatient treatment and primary care and substance

abuse services, case management services, and supportive services in residential

settings. An evaluation of one such program for homeless persons with dual

diagnoses of mental illness and substance abuse revealed greater housing stabil-

ity, a 66 percent decrease in contact with the criminal justice system, a 50 percent

decrease in crisis contacts, a 60 percent reduction in hospital admissions, and a

75 percent reduction in use of detoxification services.238 Projects for assistance in

transition from homelessness supplants this program and provides funds for

outreach services for homeless persons with mental illness who may also have a

substance abuse disorder.

The second provision features two demonstration programs: a mental health

demonstration program (called the Demonstration Program for Homeless Adults

with Serious Mental Illness) and a substance abuse demonstration program (called

the Community Demonstration Grant Projects for Alcohol and Drug Abuse Treat-

ment of Homeless Individuals). These programs are the only demonstration

projects in the HCH provisions of the McKinney Act. In 1992, amendments to

the McKinney Act consolidated the mental health services demonstration program

and the alcohol and drug abuse treatment demonstration program into the Access

to Community Care and Effective Services and Supports Program (ACCESS).

ACCESS is an eighteen-site demonstration program in nine states, designed

to examine the influence of service system integration on use of services and qual-

ity of life for homeless people with severe mental illness as well as those with
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dual diagnoses of mental illness and substance abuse.239 At this time, ACCESS

provides the only McKinney-funded national evaluation that informs HCH

programs of successful service approaches to serving a specific subset of the home-

less population: the mentally ill and substance abusers, a population that does not

necessarily represent the service needs of the overall homeless population.

Findings from the ACCESS program show significant results for the service

delivery structure of the project, service system integration. Fragmentation of

service systems has long been recognized as a serious impediment to delivering

community-based care for homeless people with severe mental illness and home-

less persons in general. The ACCESS program features a broad range of services

for the homeless, including mental health care, medical care, and substance abuse

treatment. It also offered community survival services such as income support,

housing assistance, and social and vocational rehabilitation (services not offered

in the HCH programs in general). Service system integration was related to

superior housing outcomes; it improved access to housing services three months

after program entry, and through the services attainment of independent housing

twelve months after program entry. Service system integration was not found to

be significantly related to use of services in domains other than housing, but this

finding varied among sites.240

Studies of the ACCESS program also examined the association between

certain personal characteristics and service use. For instance, social supports were

positively associated with using medical or surgical outpatient services and

substance abuse outpatient treatment. Although a greater level of social support

at baseline did not lead to consistent increase in service use over time, it appears

that social supports while in the program (intensive case management) were

strongly associated with improved access to an array of health and social

services.241 As the first formally evaluated program on a systems integration

intervention for the homeless, the ACCESS program produced significant

empirical evidence that integrated systems and services can effectively have an

impact on outcomes.

There are several other demonstration programs for the homeless mentally

ill, not directly supported by McKinney Act funds (ACCESS was the last official

McKinney Act funded demonstration project) that could potentially advise service

policies for the HCH programs. These programs, although not McKinney-funded,

are still supported through funds from the Center for Mental Health Services of

the Substance Abuse and Mental Health Service Administration. One such pro-

gram is the Collaborative Program on Homeless Families: Women with Psychi-

atric, Substance Use and Co-Occurring Disorders and their Dependent Children,

a five-year program that began in FY 1999. The Homeless Families program

(for short) will document and examine strategies to provide treatment, housing,
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support, and family preservation services to homeless mothers with psychiatric or

substance abuse disorders who are caring for their children.

The Homeless Prevention Program is a three-year knowledge development

program to document and evaluate the effectiveness of homeless prevention

approaches in at-risk populations. The interventions are focused on individuals

with serious mental illness or substance use disorder, who are formerly homeless

or at-risk for homelessness, and who are engaged with the mental health or sub-

stance abuse treatment systems. Evaluation results are expected in FY 2000.

The Housing Alternatives program evaluates the effectiveness of housing

approaches for persons with serious mental illness—namely, supported hous-

ing (independent, scattered-site), linear residential treatment, and modified ther-

apeutic community treatment. Early findings from the program reveal positive

outcomes from supported housing programs that combine any assertive com-

munity treatment approaches (support teams providing mental health, substance

abuse, and support services, and treating the client as a consumer rather than a

patient). These programs had high residential tenure rates, and clients had con-

tact with service coordinators if they experienced unhealthy symptoms frequently,

reported problems with alcohol or drug use, or used drugs frequently.242

Veterans’ Programs

Services for homeless veterans are offered through the U.S. Department of Vet-

erans Affairs. The Homeless Chronically Mentally Ill Veterans Program provides

outreach, case management services, and psychiatric residential treatment for

homeless mentally ill veterans in community-based facilities in forty-five U.S. cities.

The Domiciliary Care for Homeless Veterans Program operates in thirty-one

states, addressing the health needs of veterans who have psychiatric illness or

alcohol or drug abuse problems. Veterans with such health problems are given

room and board in the domiciliary. Services include screening for health problems,

medical and psychiatric examinations, treatment and rehabilitation, and

postdischarge community support.243 An evaluation of these programs reveals

that one-third of homeless veterans complete residential treatment; of those, one-

third are in stable community housing and one-third are employed at the time

of discharge.244

In the Homeless Chronically Mentally Ill Veterans Program, the number of

clinical contacts with program staff and the number of days in residential treat-

ment were associated with improvement in the greatest number of outcomes.245

In the evaluation of the Domiciliary Care for Homeless Veterans Program, distinct

differences in racial outcomes were found. Few differences were found between

black and white veterans in terms of program participation, but black veterans
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showed significant improvement in medical symptomatology, social contacts, and

nonviolence, and white veterans showed increased outpatient service use.246

Other VA-sponsored health-related programs include a Health Care for the

Homeless Veterans Program and the HUD-VA Supported Housing Program.

The VA Health Care for the Homeless Veterans Program is an outreach and case

management program operating at seventy-one sites across the nation. An

evaluation of this program finds that overall satisfaction with residential treatment

services was high.247 Moreover, a higher percentage of dually diagnosed veterans

from programs that target dual diagnosis than those from substance abuse

programs were discharged to community housing rather than to further

institutional treatment.248 The evaluators suggest that integration of substance

abuse and psychiatric treatment may promote faster return to community living

for dually diagnosed homeless veterans. The supportive housing program is a joint

supported housing program with HUD, making available permanent housing and

ongoing treatment services to hard-to-serve homeless mentally ill veterans

and those suffering from substance abuse disorders. Rigorous evaluation of this

program indicates that the approach significantly reduces the length of

homelessness for veterans plagued by serious mental illness and substance abuse

disorders.

Other Health Services

The Salvation Army extends a variety of social, rehabilitation, and support services

to homeless persons. Their centers include adult rehabilitation programs, food

programs, and permanent and transitional housing facilities. Travelers Aid

International, a network of social agencies, gives homeless adults and youths short-

term counseling, shelter, food, and clothing.249

The Better Homes Fund was started by Better Homes and Gardens magazine in

1988. The fund offers assistance to homeless families to enable them to escape

from homelessness. Local service providers are funded, evaluated, and given train-

ing materials to help homeless families attain the social services, support, and skills

they need to become housed and remain so.250

The Homeless Families Program (HFP), a national demonstration program

in nine cities cosponsored by the Robert Wood Johnson Foundation and HUD,

awarded its first grants in 1990. This program offered housing combined with

appropriately designed health and supportive services for homeless families.251

HFP found that 85 percent of families were still stably housed eighteen months

after entering the program and that access to mental health and substance abuse

services improved. However, the system of activities of the HFP projects did not

result in broad-based changes: there was no improvement in access to physical
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health services, case management was in short supply, and the project focused

more on families becoming stably housed than becoming self-sufficient. There-

fore, the HFP resulted in only 39 percent that were working, preparing for work,

or obtaining further education in the program, and only 41 percent of families

needing child care services received it at least once throughout the program. The

evaluators recommended developing (before program implementation) a clearer

theory of how to effect change and better understanding of the nature of the

service systems involved.252

Homeless Health Care: Future Work

The literature on homeless health care indicates that positive health outcomes for

homeless persons are closely linked to stable supportive housing situations that

reconnect them to the community. The link between housing and health is based

upon the premise that some people need more than just health care in order to

have positive health outcomes. At this time, most safety-net health care providers

(such as HCH providers) do not have a distinct housing component. Over the last

decade, however, demonstration projects for the homeless have shown that service

integration (coordinated services but unchanged administrative systems) and sys-

tems integration (interagency coordination), when pursued simultaneously, can

effectively influence outcomes. Forging advances in an integrated system goes

beyond identifying new ways to protect and improve health through this model;

it requires moving these innovative approaches to widespread application. This

can be achieved by allowing the results from these demonstration projects to

bolster political advocacy for health care for the homeless program.

Poor health outcomes for homeless persons are often as much an issue of

system-related barriers as patient-related ones. For example, poor adherence to

tuberculosis therapy in New York in the 1980s was often blamed on the patients,

but adherence improved and case rates declined once the health care system

was adapted to meet the needs of the homeless. The directly observed therapy

program at the same Harlem hospital reported a 91 percent adherence rate when

on-site and home-visit supervised therapy was made available to TB patients. Stein,

Lu, and Gelberg’s finding—that a longer history of homelessness independent of

its relationship with other known risk factors for poor birth outcomes such as lack

of prenatal care—appears to be an independent risk factor for poorer birth out-

comes.253 The authors suggest that this finding likely results from inadequate

nutrition, neglect of health during homeless times, and chronically stressful and

difficult life circumstances. To affect health outcomes, the delivery system must be

organized to first stabilize the lives of homeless patients and thus make it possible

for them to adhere to their medical needs.
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Where possible, stabilization of housing and health problems should be a

priority. Not only can supportive housing improve health outcomes for the home-

less, but it is also a cost-effective approach. Better access to supportive housing for

homeless psychiatric patients could reduce hospital stays by as much as seventy

days per admission. Seventy days in a general hospital psychiatric unit, even at a

rate of $250 per day for subacute care, costs $17,500, whereas a unit of supportive

housing with social services for an entire year costs $12,500 in New York City.254

Researchers and policy makers are currently advocating comprehensive

systems of care (systems and service integration) to address the needs of homeless

individuals. Service integration involves coordinating services, but relationships

between service agencies do not fundamentally change. Systems integration

requires fundamental change in how agencies share information, resources, and

clients.255 The goals of integration are to improve access to comprehensive services

and continuity of care; reduce service duplication, inefficiency, and costs; and

establish greater accountability.256

Service and system integration is far from a new concept. For the past thirty

years, efforts to achieve integration have been variously called community inte-

gration, comprehensive services, and continuum of care. In the past, the efforts

were not always successful. Among the problems that have weakened efforts at

service integration are (1) resistance at all organizational levels, (2) not establishing

a communication network between staff of various agencies to garner appreciation

of different expertise and to develop a shared commitment to serving the target

population, (3) inflexible funding or regulatory relief, (4) no clear sense of what

communities offer and what they need to improve, (5) no focus on services and sys-

tem integration (focus instead on the organizational level and not on service de-

livery, or no involvement with current or former service recipients in all stages of

planning and development), and (6) no staff person dedicated to facilitating long-

term systems change or bringing key players to the table and keeping them there.257

The recent resurgence of systems integration initiatives included such target

populations as the homeless. The myriad needs of the homeless makes integrated

systems and service delivery an appropriate response, and it also offers perhaps

the best opportunity to assess the extent to which client outcomes are related to in-

tegration interventions. There have been several programs on system or service

integration for the homeless, but only the ACCESS program has been formally

evaluated.258 It integrated a range of services, including mental health care,

medical care, income supports, housing assistance, substance abuse treatment, and

social and vocational rehabilitation. Preliminary findings from this study

comparing client outcomes found significant access to housing for clients in more

integrated sites.259

The ACCESS program uses mental health agencies as its principal system of

care, but increasing attention is being devoted to models of integration and
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coordination that use the primary care sector as the principal system of care.

A large body of literature shows that the primary care sector is often the only

source of care for a significant portion of individuals with substance abuse and

psychiatric disorders, making primary care physicians well positioned to identify

these problems and intervene.260 Primary care physicians can identify preclini-

cal substance abuse and psychiatric disorders in the context of patient contact for

other problems, and their influence with their patients can facilitate effective

intervention.261

Screening is the essential first step, and many professional organizations, such

as the American Medical Association and the American Society of Addiction

Medicine, recommend that physicians routinely screen patients for these

disorders.262 Though primary care clinicians receive some training in providing

mental health care, it is not enough to meet the need. Recent research demon-

strates that primary care clinicians do a better job detecting, treating, and referring

these problems when working in a collaborative relationship with mental health

and substance abuse service providers, and this approach is also more cost-effective.

Psychiatric illness—primarily depression, somatization, anxiety, and substance

abuse—accounts for the majority of disability days per month even when

controlling for physical illness.263 Evidence shows that collaborative relation-

ships between primary care physicians and mental health and substance abuse

service providers can decrease health resource use in the U.S. health care system.

But before health providers and policy makers consider the success and need

for integrated health services for the homeless, they must first address a far graver

concern: the long-term sustainability of health safety-net systems that serve as the

bulwark for integrated system initiatives. In the absence of universal, compre-

hensive coverage, the health care safety net has served as the default system for

caring for many of the nation’s uninsured and vulnerable populations. Core safety-

net providers typically include public hospitals; federal, state, and locally supported

community health centers (CHCs); federally qualified health centers (FQHCs) or

clinics such as Health Care for the Homeless clinics; and local health departments.

Some safety-net programs are targeted specifically to the general homeless

population (as with HCH programs) or specific groups within this population, such

as children, youths, or veterans. Other safety-net programs are nontargeted,

available to the low-income population as a whole or specific low-income groups

such as youths or veterans.264

In the past, safety-net providers have served two primary groups of under-

served patients: Medicaid recipients and the uninsured. The patient popula-

tion served by safety-net providers affords continuity of health care: the long-term

uninsured can remain long-term users of the safety net, and Medicaid recipients

can cycle off Medicaid and become uninsured (as frequently occurs), without much

interruption in their health care provider.
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Moreover, safety-net providers rely heavily on Medicaid revenues and direct

federal, state, and local subsidies as their primary funding sources. However, three

competing factors impede on the future viability of the health care safety net:

(1) the full impact of Medicaid managed care in an ever more competitive health

care marketplace (2) the rising number of uninsured individuals, and (3) the ero-

sion and uncertainty of major direct and indirect subsidies that have helped safety-

net functions.265 Safety-net providers have experienced substantial decreases in

their Medicaid revenues as a result of the diversion of Medicaid recipients to man-

aged care plans. Medicaid revenues have helped core safety-net providers defray

some of the costs of supporting care for uninsured patients. Moreover, private

managed care organizations have no legal responsibility or mission to continue to

support the care of patients once they become uninsured, which undermines

the continuity of care. To exacerbate matters, the Balanced Budget Act of 1997

reduced some of the major direct public subsidies that have helped finance health

care for indigent populations. A number of state and local funds are also being

cut or frozen.266 This financial strain on core safety-net providers comes during a

period of growth in the uninsured population, where more than 18 percent (forty-

four million people) of the total nonelderly population lack health insurance, an

increase of 5 percent (eleven million people) over the past decade.

The shift to Medicaid managed care, the cuts in direct and indirect subsi-

dies, and the increase in the uninsured population have had adverse effects on

core safety-net providers as well as on the uninsured and other vulnerable pop-

ulations who rely on them for care. HCH programs—the core safety-net provider

for the homeless—have experienced a 35 percent increase in the number of

patients who are uninsured.267 Thirty percent of HCH projects report decreas-

ing revenue from nonfederal grant sources. Third-party (insurance) revenue is

also down, thanks to Medicaid managed care and the increasing number of

uninsured patients.268

Moreover, it has been argued that the complex and interrelated health con-

ditions of the homeless (including nonmedical factors not usually addressed by

managed care entities), the preexisting problem of discontinuity of care resulting

from transience, the sensitivity of homeless health care providers, and homeless

persons’ heavy reliance on clinic-based health care makes the managed care model

an inappropriate response to the health care needs of the homeless.269 Despite

the shift to Medicaid managed care, the patterns of health care use among the

homeless signify continued use of core safety-net programs.

Implementation of innovative policies (that is integrated systems) for the

services that both targeted and nontargeted safety-net programs for the homeless

provide have been continuously frustrated by inadequate, untimely, or unsys-

tematic evidence on process and outcome measures. It takes many years to

assemble information regarding safety-net providers, and important data is often
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missing or only describes situations in a few communities.270 Information on

program effectiveness is critical to determine appropriate measures of consumer

need, services delivered, and outcomes attained. Such information gives policy

makers and practitioners important insight into which policies have the greatest

impact on homelessness, and which practices serve homeless people most

effectively.271 More important, the fragility of safety-net providers has the potential

to become a national crisis. As a result, efforts must be made to improve the abil-

ity to monitor and track the changing structure, capacity, and financial stability of

these providers.272

The need for better information has been strengthened by the Government

Performance and Results Act, which requires not only that public programs

provide better information on process and outcomes measures but also that

agencies identify cross-cutting responsibilities and specify in their strategic plans

how they will work together to avoid unnecessary duplication of effort.

The Results Act requires that the primary agency funding the program

facilitate the strategic process and outcome plans. Nontargeted safety-net

programs do not have a single established entity to track and monitor activity, since

various agencies have responsibility for programs and policies that affect one part

of the safety-net delivery system. But targeted safety-net programs for the home-

less do have an established entity: the Interagency Council on the Homeless.273

Currently, targeted programs for the homeless have identified cross-cutting re-

sponsibilities related to homelessness under the Results Act, but they have not

yet described how they will coordinate or consolidate their efforts at the strategic

level, nor have they incorporated results-oriented goals or outcome measures.274

The council has begun to discuss the need to better connect and monitor targeted

homeless assistance programs with nontargeted programs that provide health care

services.275 However, a more concerted effort needs to be directed at improving

the capacity and ability to monitor targeted and nontargeted safety-net programs

for the homeless. Furthermore, to adequately respond to the Results Act, agencies

need to consistently incorporate results-oriented goals and outcome measures rel-

ative to the homeless in their performance plans.276

The potential created by the Results Act promotes better information

regarding the impact of targeted and nontargeted health safety-net programs

on the homeless, and the cross-cutting component of the act encourages facilita-

tion of an integrated systems approach. However, to forge advances offered by an

integrated system approach requires moving beyond policy prescription to policy

development and implementation. In its report “The Future of Public Health,”

the Institute of Medicine advances this point when it stresses the critical need

to advocate for public health, build constituencies, and identify resources by

generating supportive and collaborative relationships with public and private
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agencies and constituent groups for effective planning, implementation, and

management of public health policies.277

Homeless health programs have already established a venue to facilitate

coordination of services—the Interagency Council on the Homeless—which has

brought agency representatives together to coordinate administration of programs

and resources for assisting homeless people. Council staff and the executive di-

rectors of two major homeless advocacy groups believe that the council lost much

of its influence in 1994, when Congress stopped its funding and turned it into a

voluntary working group, but HUD acknowledges that the council is still very in-

volved in coordinating federal efforts and sharing information.278 The council

serves as a vital mechanism for promoting coordination maintained in the Results

Act, and it should be supported and used as such. It is critical that those in health

practice for the homeless help to formulate policies on an integrated systems ap-

proach achieved in the ACCESS program and use the Interagency Council on the

Homeless as a venue to advocate their adoption. Failing to fulfill this responsibil-

ity ultimately leads to static policy prescription, which gets lost behind the covers

of public health journals and reports, rather than active policy development.

Specific Programmatic Needs

The Health Care for the Homeless program has provided accessible, continuous,

comprehensive, appropriate, and sensitive care to homeless people. However, these

facilities help only 50 percent of homeless persons in their communities.279

Currently there are 128 HCH grantees nationally, representing three hundred

subcontractors. Thus, one basic starting point in addressing the health care needs

of homeless people is to increase the amount, and ensure stability, of funding

for this excellent program.

Access to dental care is seriously needed by homeless individuals as well as

other impoverished groups in our country,280 yet poor oral health may prevent

homeless individuals from obtaining employment and escaping from the streets.

Vision care for homeless persons is also lacking. They can get their vision tested

by their primary care providers, but such providers often do not make eyeglasses

available.281 Further, great efforts must be made to address the family planning

and prenatal needs of homeless women. Without attention to health care for

these women, we will be creating a second generation at risk of poverty and

homelessness.

Respite care is severely lacking for the homeless, even in the majority of

facilities funded by HCH programs. Currently, a shelter or the street is often the

site to which a homeless patient is discharged,282 and these are inappropriate
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environments for the sick. Since shelters are, for the most part, open only at night,

where do ill homeless persons go for rest, nutrition, and simple basic care?

Convalescent facilities are needed so that homeless persons, after being provided

medical, surgical, or obstetrical care, are not discharged from an outpatient setting

or hospital to the streets when their recuperation requires running water, a bed,

refrigeration, or proper nutrition.283 Respite care would ensure that homeless

persons receive care that most others with homes and families routinely enjoy.284

The homeless need a protected environment in shelters or HCH program

facilities for respite, convalescence, and treatment. Given their high rate of ex-

cessive hospitalization, such respite care would help homeless individuals stay out

of hospitals and reduce hospital stays.

The chronically mentally and physically ill or disabled would rapidly fill up

respite care facilities. Therefore, long-term public housing is needed for the chron-

ically ill, including housing to treat homeless persons with tuberculosis, severe men-

tal illness, and substance abuse, as well as hospice facilities for those with terminal

illnesses such as AIDS. Community-based screening must be performed to ensure

early identification of people with such an illness.285 Burt and Cohen286 suggest

that, “at the very least, the extent of serious health disabilities suggests that hous-

ing solutions must include not simply financial assistance or public housing, but

also supportive services that can help the disabled deal with the life crises that can

destabilize them and ultimately result in a return to the streets.” Such services must

be able to treat homeless persons with the dual diagnosis of substance abuse and

mental illness.287

The reform in medical education toward a humanistic primary care model

will, it is hoped, have an impact in creating a cadre of medical providers who

are trained to care for vulnerable populations such as the homeless. Fifty percent

of McKinney-funded HCH clinics report that they have difficulty recruiting physi-

cians. Perhaps medical education reform, in combination with health care reform,

will ameliorate some of the major recruitment barriers experienced by these

clinics: poor working conditions, inadequate salaries, physician bias against work-

ing with homeless patients, and the lack of respect this work now receives from

the medical profession.288 Since most of the care provided to homeless people is

in the emergency room rather than a special clinic for the homeless, all medical

and surgical trainees in medical school, residency, and fellowship programs must

be trained to develop an appreciation for their patients’ housing and poverty sta-

tus. “It is thus essential that those delivering health care to homeless persons care-

fully consider how their usual procedures and advice will be heard and experienced

by those who do not have a home.289 Appropriate models of care must be devel-

oped, taught to clinicians, and replicated in the community.

Single-payer national health care delivery is the best option for homeless peo-

ple and is endorsed by the National Health Care for the Homeless Council and
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National Coalition for the Homeless.290 A single-payer plan allows homeless

persons to have health care regardless of whether or not they are welfare recipients.

Such a plan should guarantee the right to choose one’s health care provider.

This would allow the homeless to obtain medical care regardless of where they

move. Further, free choice gives homeless people the opportunity to select care

from programs such as HCH, with providers who have experience in managing

the intertwined health and social problems of homeless persons, and it allows

these programs to be reimbursed for their efforts. It would make funding of such

programs permanent, whereas they are now funded year to year. A single-payer

plan should also be designed to augment reimbursement to providers for ser-

vices they give to homeless and other vulnerable populations, to acknowledge the

intensive effort required to assess and treat homeless patients’ complex and

intertwined medical, mental health, and social problems. It is essential that this

plan be universal as well as comprehensive and cover mental health, substance

abuse, dental care, vision care, medications, case management, ancillary services,

and long-term care. Such a plan would offer comprehensive coverage regardless

of income or employment status; no cash contributions should be required of the

homeless, given their extreme impoverishment.

Homeless Health Care: Needed Research

Jahiel291 carefully summarizes the serious need for health services research to

evaluate the health care provided to the homeless population, in terms of access,

cost, organization, and quality (structure, process, and outcomes) of this care.

There is no way of knowing how the homeless population will fit into a man-

aged care delivery system. Evaluation of existing programs is very limited, and

lacking are cost-effectiveness studies that compare programs. Research on how

to improve the physical and social environments of the homeless is essential. Shel-

ters are dangerous; architecture and urban planning research could resolve this

problem. Streets are dangerous, too, which requires the joint efforts of social

policy experts, social workers, police, and emergency medical services personnel

working together to understand how to prevent crime and its attendant

psychological distress.

Conclusion

Perhaps of greatest concern is that our nation seems to have come to accept

homelessness as just another negative aspect of modern life, similar in this way to

violent crime. It is difficult for health policy makers to address the problems of the
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homeless population when public support for homeless people is weak at best. Per-

haps advocates for the homeless have done a disservice, by focusing on homeless

persons’ medical, mental health, and substance abuse problems and needs rather

than on the core issues of lack of low-income housing, and the breakdown of

social cohesiveness and community relations in this country. As Gary Blasi suggests:

292

As a nation, we should not limit our treatment of homelessness to addressing

only the physical health, mental health, and substance abuse problems of home-

less persons. To end homelessness, we must address our nation’s attitudes toward

and treatment of the poor, as well as its welfare and housing policies. We need

to focus our attention not only on ameliorating or managing homelessness, but

also on an effort to end mass homelessness.
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PART FIVE

DIRECTIONS FOR CHANGE

Y





A
s we enter the twenty-first century, managed care has become an integral

part of the U.S. health care system. In the early 1990s, President Clinton

presented a plan for national health care reform that was based on a modified

version of managed competition first proposed by Alain Enthoven.1 Through a

combination of newly formed health alliances and competitive bidding by health

plans, the incentives of the health care market would have been restructured to

encourage price competition in the health care market at both the health plan

and provider levels.

Although several significant incremental reforms were enacted by Congress

during the 1990s, the failure to pass comprehensive national health care reform

legislation meant that responsibility for restructuring the health care system fell

primarily on the private sector and individual states. This chapter offers a review

and synthesis of the empirical literature on the effects of managed care and

competition and discusses the implications of current trends, what we have

learned to date, and some directions for future research.

Models of Managed Care

Managed care has existed in the United States for more than seventy years.

As early as 1932, the Committee on the Costs of Medical Care called for the

practice of medicine in the United States to be reorganized into prepaid
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group practice.2 This recommendation acknowledged that the incentives of fee-

for-service, solo-practitioner medical practice were inefficient compared to a system

where physicians coordinated their care and received a fixed payment in advance

for their services. Despite these conceptual advantages, the only prominent prepaid

group practice for many years was the nonprofit Kaiser Permanente health plan.

During the past two decades, managed care has evolved into a broad concept

encompassing a variety of managed care organizations (MCOs) or managed care

plans (MCPs), some of which barely resemble prepaid group practice.

Health Maintenance Organizations

Health maintenance organizations (HMOs) are the traditional form of managed

care. Group-model HMOs contract with a single medical group to provide care

to plan members, while staff-model HMOs employ physicians directly. In group-

model HMOs, the medical group contracts exclusively with the HMO. In both

these organizational models providers represent a closed panel; that is, providers must

be staff or medical group members who do not treat patients outside the HMO.

Group- and staff-model HMOs represent a traditional model of managed care

that many physicians view as excessively intrusive and many consumers see as too

restrictive because of their closed panels. Therefore, alternative models have evolved

that allow physicians greater autonomy in how their practices are organized and

permit greater choice for plan members. Network-model HMOs contract with mul-

tiple medical groups, rather than a single group, while HMOs on the independent

practice association (IPA) model contract with individual physicians in solo practice.

Network- and IPA-model HMOs are typically open panel; physicians do not contract

exclusively with a single HMO and may continue to treat non-HMO patients.

All forms of HMOs employ some form of gatekeeper, a primary care physi-

cian who serves as the initial point of contact for receiving care and who must

authorize referrals for specialty care. However, in response to competitive pressures

during the 1990s, HMOs have begun offering multiple managed care products,

including other forms of managed care (described later).3 For example, some

HMOs offer an open-access product that allows self-referral within the network but

imposes increased cost sharing on members who choose this option. These hybrid

arrangements are likely to continue growing in response to changing perceptions

of what best serves the interests of the health plans, providers, and members.

Preferred Provider Organizations

Preferred provider organizations (PPOs) represent a less restrictive form of

managed care than the HMO, mainly because they do not require primary care

physicians to serve as gatekeepers and thus permit self-referral to specialists. They
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are generally formed by employers or insurers who contract with physicians and

other providers to create a network of participating or preferred providers. These

preferred providers generally agree to follow utilization management guidelines

and to accept discounted fee-for-service payments as conditions for participating

in the PPO. Health plan members are encouraged to use the preferred provider

network through reduced cost sharing, although they are generally covered for

care provided by nonparticipating physicians.

Point of Service

Point of service (POS) plans are essentially the same as the open-access HMOs

we have already described, but they also provide limited coverage for self-referral

outside the network. Members may choose the level of managed care they desire

at the point of service, with the degree of cost sharing increasing along with

freedom of choice. Members in these three-tier plans who use a gatekeeper (HMO

tier) have the lowest co-payments, while those self-referring to network providers

(PPO tier) have higher co-payments, and those seeking care outside the network

(POS tier) have the highest co-payments.

Growth of Managed Care

Without question, managed care has grown substantially since the early 1970s,

when Paul Ellwood’s advocacy of health maintenance organizations4 was trans-

lated into national policy as the HMO Act of 1973. This legislation gave federal

grants and loans to federally qualified HMOs to promote their expansion. More

importantly, it required employers with twenty-five or more employees already

offering health insurance coverage to offer at least two HMO options, thus

promoting the growth of managed care. By the time Harold Luft published his

seminal book on HMO performance in 1981, slightly more than seven million

U.S. residents were enrolled in HMOs,5 and almost half of all HMO members

were concentrated in California in a single network, the Kaiser Foundation Health

Plans.6 By 1990, enrollment in HMOs increased fivefold to about thirty-five mil-

lion in almost seven hundred HMOs across the United States. As the 1990s came

to an end, HMO enrollment had more than doubled again, to an estimated eighty-

one million, or about 25 percent of the U.S. population.7 Another seventy-five

million are currently enrolled in other forms of managed care, including PPOs

and POS plans. Among individuals who obtained health insurance through their

place of employment, 86 percent were enrolled in some form of managed care as

of 1998.8 Almost 60 percent of individuals with employment-based coverage are

enrolled in PPOs or POS plans, indicating a shift away from traditional HMOs.9
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A number of factors explain the rapid proliferation of managed care during

the past two decades. A primary driving force clearly has been employers seek-

ing lower-cost alternatives to indemnity insurance for their employee health benefit

plans. At the start of this period of growth, the cost advantages of HMOs were

most thoroughly documented by Luft, who found that the long-term cost savings

of HMOs were primarily attributable to a lower rate of hospitalization, rather

than improved productivity or lower input costs.10 Thus, although the empirical

evidence did not suggest that HMOs would produce substantial savings, they

nevertheless gave employers an alternative to the inflationary incentives of

indemnity-based, fee-for-service health benefits.

In the early years of managed care, employees faced a complex decision in

choosing whether to enroll in an HMO. One major advantage was a reduction

in out-of-pocket expenditures associated with most HMOs. Prior to the mid-1980s,

however, this financial advantage was offset by having a limited choice of providers

and by having to obtain gatekeeper approval before seeking specialty care. These

disadvantages of the traditional HMO spurred development of less-restrictive

forms of managed care—PPOs and POS plans, discussed earlier. Advocates of

managed care cite this ability of the industry to innovate and create new products

that vary across markets in response to consumer demand as a major advantage

of market-driven reform.

In addition to these cost considerations on the part of employers and

employees, managed care also has the potential to improve quality of care, at least

in part because of the financial incentives facing providers. In theory, managed

care has the potential to improve coordination of care through clinical manage-

ment of entire episodes of care, develop information systems to assist in care

coordination, identify and eliminate wasteful or ineffective practices, and identify

and manage care for the costliest conditions (such as those involving chronic illness).

In summary, managed care has grown rapidly during the past two decades, ac-

cording to some early empirical evidence of cost savings and on the expectation

that financial incentives would lead to improved coordination of care and thus

better quality. What does the evidence show about how it has actually changed

the health care system?

California and the Development of Competitive Markets

An essential element of the development of the managed care market is compe-

tition among health plans and the interaction between health plans and consumers.

These interrelationships can have important implications for ongoing product

innovation and the overall development of the managed care market. To better
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understand this process, it is instructive to examine the evolution of the managed

care market in California and its impact on restructuring the state’s health care

system.

In June 1982, the California legislature adopted what was to become model

legislation for the nation, designed to encourage price competition in the health

care sector. The law explicitly permitted formation of health plans that contracted

with selected, or “preferred,” providers. This legislation allowed the state’s

Medicaid program, known as MediCal, as well as private insurance companies to

contract with a subset of licensed hospitals to which it would channel its enrollees

in return for signing participating contracts. The contracts often required price

concessions and increased utilization review oversight in order to control both

price and use of health services. The law allowed the growth of HMOs and

created the conditions necessary for the formation of PPOs.

In the early 1980s, less than 20 percent of the state’s insured population was

enrolled in managed care plans (most of them being in the Kaiser Permanente

HMO). In the years following introduction of the law, the number of plans in

California peaked at more than one hundred. Through increased competition and

ongoing consolidation as the market matures, the number of plans has been

substantially reduced; as of the end of 1999, about fifty-two plans were licensed

to operate in the state.11

With the passage of California’s selective contracting law, health insurance plans

had greater flexibility to develop alternative health insurance patterns and to test

design features in order to attract subscribers. This increased competition in the

health insurance market led to a burst of innovation and a proliferation of choices

available to consumers. For example, PPOs grew rapidly by offering a wide choice of

providers in their networks. In addition, they combined this feature with lower

monthly premiums (compared to prevailing standard fee-for-service indemnity

plans) and financial incentives to use network providers, while still affording some

financial coverage for out-of-network utilization. The number of people voluntar-

ily selecting these plans that include some reduction in their choice of provider grew

dramatically. At the same time, innovations in the HMO market were being tested.

The number of HMOs competing with Kaiser and with PPOs grew rapidly.

The new HMOs differed dramatically from Kaiser in ways that made them

attractive to both providers and consumers. Physicians could join an HMO either

as individuals or as part of an IPA or group practice. Hospitals, likewise, could

contract with the plans selectively. Consumers had a wide choice of private

providers in these plans, and the monthly premium was generally less than with

conventional indemnity plans.

During this same period, employers began changing their fringe benefit con-

tribution rates for health insurance, requiring employees to pay more from their
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monthly paychecks if they selected plans with higher premiums. The response

of consumers to these changes has been remarkable. Voluntary enrollment in man-

aged care plans grew so rapidly that within ten years a majority of the privately

insured population had joined some type of managed care plan offering lower

monthly premiums in return for some restrictions on choice of provider. This shift

from general indemnity health insurance to managed care plans requiring con-

sumers to accept some restrictions on providers and hospitals was largely caused

by market forces, but it was also assisted by government action encouraging those

forces. The basis for this dramatic restructuring of the health care system is the

increased role of price competition in the health care sector among providers and

health insurance plans, and more efficient pricing in the health insurance market.

As might be expected, the supply side of the health market also underwent

dramatic changes. As the number of people joining managed care health plans

grew, health plans had to add capacity to their provider networks to handle the

increased volume. Consequently, the percentage of physicians and hospitals con-

tracting with managed care plans has increased substantially. The growth in en-

rollment in health plans gives the plans greater bargaining power when negotiating

with providers for participation in their networks. To counter this growing power

on the part of health plans, providers began consolidating to form their own

networks. These networks allowed for expanded primary care capacity within local

areas as well as wider geographic coverage.

Impact of Managed Care

In the traditional setting, hospitals compete on the basis of services, technology,

and amenities to attract physicians and their patients.12 Physicians’ ability to de-

liver quality care and compete for patients depends in part on the range of ser-

vices that they can provide. Hospitals partially control the range of available

services by deciding what specialized equipment and staff they will invest in. In

negotiating with hospitals, physicians can increase their bargaining leverage by

credibly threatening to shift their patients to another hospital. Hospitals, in turn,

can remove admitting privileges from physicians who do not bring in many pa-

tients. Lack of admitting privileges to a highly regarded local hospital could put

a physician at a competitive disadvantage.

Price Competition Among Insurers

Introducing selective contracting and managed care risk contracts changes the

economic incentives faced by both insurers and providers. The ability to assemble

preferred provider networks endows insurers with the potential power to channel
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patients away from more expensive providers. Insurers, competing with one

another for subscribers, have both a financial incentive and the benefit of

economies of scale to search the market for an optimal mix of high-quality and

low-price providers. Under such conditions, insurance carriers can leverage ex-

cess capacity and competitive hospital market conditions to negotiate lower prices

with health care providers.

In theory, effective use of the selective contracting mechanism can generate

savings for insurers, thereby leading to price advantages over other insurers who

pay “too much.” Such price advantages could be important in building or main-

taining a subscriber base in a competitive insurance market. However, selective

contracting plans operate under constraints that in all likelihood prevent them

from choosing providers solely by price. If payers use only a price criterion in

choosing providers, they may assemble too limited a network, thereby putting

themselves at risk of diminishing their subscriber base because of unacceptable

quality or access. Thus, payers must assess the relative attractiveness of individual

hospitals to consumers before choosing which hospitals to exclude for reasons of

high price.

Faced with the pressure to reduce prices or risk being excluded from an

insurer’s network, providers must also balance tradeoffs in negotiating with selec-

tive contracting plans. They must assess their importance to the insurer’s network,

which determines the likelihood of being excluded should they refuse to grant

requested price concessions. Their ability to retain patients should the contract

not be offered influences their bargaining position.

Previous research on the early effects of selective contracting in California

indicates that restructuring the health care market can lead to increased price

competition and lower cost growth. Melnick, Zwanziger, Bamezai, and Pattison

found that increasing price sensitivity on the part of buyers has resulted in

increased price competition among hospitals, leading them to offer price discounts

to secure contracts with managed care plans.13 Hospitals lowered their costs when

faced with competitive pressure on their prices exerted by managed care plans.14

Previous published studies showing that competition can lead to smaller

increases in hospital costs and prices have been limited in several ways. Because

they were done soon after the introduction of price competition, they do not ad-

dress the question of whether the cost-containment effects can be sustained over

a long period of time, or if they are simply a one-time reduction followed by

increases at previous rates.

Zwanziger, Melnick, and Bamezai addressed the question of whether price

competition in California resulted in a long-term and sustained reduction in

hospital expenditures.15 This analysis was designed to isolate and compare the ef-

fects of competition on hospital revenues prior to and following the growth of

managed care plans. Hospitals in the most and least competitive market quartiles
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(as defined by quartile distribution) were identified and their net revenues were

calculated for each year from 1980 to 1990, controlling for all other factors. If

competition were effective in controlling hospital expenditures, revenues would

be lower for hospitals in more competitive markets than for hospitals in less com-

petitive markets after enactment of selective contracting legislation in 1982.

In the period 1980–1982, before the introduction of price competition, hos-

pital expenditures in the most competitive markets (quartile) were 13.75 percent

higher than those in the least (quartile) competitive markets. Beginning in the years

immediately following the introduction of California’s procompetition law, the

difference in hospital expenditures between hospitals in the highly competitive

markets and least competitive markets began a steady and sustained decline. In

1983–84, hospitals in high-competition markets collected 11.13 percent more rev-

enue than hospitals in the least competitive markets. The difference in net revenue

between hospitals in the most competitive and least competitive markets contin-

ued to narrow in each subsequent year. Finally, by 1989–90, the difference in net

revenues between hospitals in highly competitive markets compared with those in

the least competitive markets had reversed its historic relationship. Hospitals

in markets with the greatest competitive pressure received 1.62 percent less rev-

enue per year than those facing the least competitive pressure.

Hospital Prices

Despite rapid growth in health plans that feature selective contracting, there is

very little empirical evidence in the literature concerning its effects on hospital

prices. The desired outcome is lower prices, but some researchers caution that

endowing insurers with substantial market power could have a negative impact.

For instance, Pauly suggests that in areas where an insurance carrier commands

a large share of the health insurance market, it may exploit its position to gain

greater discounts.16 Hospitals in these areas may be so hampered by revenue

constraints that serious reductions in quality of care could occur, or financial losses

could eventually threaten their viability.

Several studies have addressed these issues both theoretically and empirically.17

One of the best empirical tests of these issues, to date, was conducted by Staten,

Umbeck, and Dunkelberg.18 They evaluated the effects of hospital market struc-

ture and insurer market share on the discount rate that hospitals offered to gain

acceptance into the newly formed Blue Cross of Indiana PPO. They compared

historical charges with the initial proposed bid for each hospital to calculate the

discount rate. These discount rates were regressed on two alternative measures of

hospital market structure (sole hospital in the county, or number of hospitals in

the county) and two alternative measures of Blue Cross market share (Blue Cross
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share of the individual hospital’s volume, and Blue Cross share of the private mar-

ket). The ratio of inpatient days per bed for a one-month period was included as

a measure of capacity use. The study found that hospitals located in counties with

more competitors offered greater discounts and that higher Blue Cross share at

either the hospital or the market level did not significantly lower the proposed dis-

counts offered by hospitals.19

Melnick, Zwanziger, Bamezai, and Pattison conducted a study of hospital

prices that was designed to conduct an improved empirical test of these issues.20

This study used actual hospital price data from one of the oldest and largest PPOs

in the country. The data set contained per diem prices paid by the PPO in 1987,

which was nearly five years after its formation. By this time, the PPO and its

hospital network had been involved in several rounds of negotiation, allowing

provider membership in the PPO to solidify into a more or less stable network and

the per diem contract prices to reflect a stable pattern of relative price differ-

ence between facilities. In addition, the measure of hospital market structure is

empirically derived from patient-origin data.

The results indicated that prices paid to hospitals in the Blue Cross of California

PPO network, after controlling for hospital product differences, were strongly in-

fluenced by the competitive structure of the hospital market.21 Hospitals located

in less competitive markets were able to secure higher prices. The estimated value

of the coefficient for the Herfindahl-Hirschman index (HHI), a measure of mar-

ket competition, was 0.11–0.13. To illustrate the effect of the HHI on prices, con-

sider a market where a merger leads to three competitors becoming two. Assuming

that the competitors have equal market shares, the HHI would change from 0.33

to 0.50, an increase of 50 percent. Such a reduction in the level of competition

would lead, on average, to an estimated price increase of approximately 9 percent.

These findings on the relative bargaining position of the hospital and the PPO

offer some insight into payer strategies for network design and network pruning.

They suggest that consolidating a payer’s business in fewer hospitals produces off-

setting price effects. The consolidation increases the importance of the PPO to

the hospital, enabling the PPO to extract bigger price discounts. At the same time,

however, the payer becomes more dependent on those hospitals and must even-

tually pay them higher rates. Hospital mergers and consolidations in a competi-

tive market also contribute to higher prices, even among nonprofits.22

High-occupancy hospitals in markets with little excess capacity receive much

higher prices than expected. These results are particularly striking since neither

hospital occupancy nor the average occupancy of the other hospitals in the mar-

ket individually affects prices. Only a relatively small number of hospitals have a

high occupancy rate, defined as 75 percent or greater. Still, the results show how

important the availability of excess capacity is to the PPO in maintaining a credible
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threat to move patients elsewhere. If this spare capacity becomes too small, the

negotiated price paid by the PPO increases dramatically.

The results illustrate some of the subtleties involved in developing hospital

networks. In general, it pays for plans to contract with mid-sized hospitals where

they can gain greater leverage with the same patient volume than in larger hos-

pitals, which can absorb a greater number of Blue Cross patient-days without

becoming too dependent on a single payer. In addition, these findings suggest that

increased consolidation among plans leads to greater hospital cost savings since

the importance of a single hospital diminishes, the larger the plan size. Factors

other than minimum price are important for the PPO to consider in determining

the configuration of its networks.

Kralewski and others identified factors that affect the ability of HMOs to

secure hospital discounts.23 By analyzing hospital-HMO contracts, hospital

operating characteristics, and market conditions, they determined that the level of

risk sharing, the number of hospitals within a five-mile radius, the proportion

of the population enrolled in HMOs, and the number of HMOs operating in the

metropolitan statistical area (MSA) were directly related to the ability of HMOs

to offer discounts. Further analysis showed that higher cost sharing by enrollees,

a larger number of hospitals within a five-mile radius, and more HMOs operat-

ing within an MSA results in greater discounts. This suggests that competitive

HMO markets do lead to price concessions for hospital services. Hospitals are

using discounts as one way to attract HMO business and garner market share.

In addition, Feldman, Kralewski, Shapiro, and Chan found that in competi-

tive health care markets hospitals have to compete with each other for managed

care patients by offering discounts for inpatient services.24 Specifically, staff- and

network-model HMOs can extract larger discounts from hospitals compared to an

IPA or a group-model HMO because they usually have higher patient enrollment.

HMOs, however, do not always seek the services of hospitals offering the low-

est prices. Another study by Feldman and colleagues found that HMOs use different

criteria in contracting with hospitals.25 Low prices, an important element, nonethe-

less are only one aspect taken into consideration. Of six HMOs reviewed in this

study, four network- and group-model HMOs placed price as the most important

factor and sought discounts intensely, while two IPA-model HMOs focused more

on access and quality rather than seeking the lowest prices. Consequently, these

two HMOs contracted with more hospitals within the community.

Health Care Expenditures

Since the time of rapid growth in managed care in the early 1980s, several stud-

ies have further confirmed the original findings summarized in Luft’s work on

HMO performance.26 The best overall summary of the empirical literature
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regarding the impact of managed care after 1980 was conducted by Miller and

Luft.27 This literature review supported Luft’s earlier findings that HMOs

produced significantly lower hospital admission rates compared to indemnity plans.

The most significant finding was from the Medical Outcomes Studies, which found

admission rates 26–37 percent lower in HMOs.28

Discussion of the savings of managed care relative to indemnity insurance is

quickly diminishing as a relevant issue in the United States. Given the substantial

portion of the population already enrolled in managed care, a more relevant ques-

tion for the future is, Can competition between health plans control the rate of

growth in health care expenditures?29 As we have discussed, there is empirical evi-

dence that competitive markets have had a lower rate of growth in hospital expen-

ditures. Other evidence supports the conclusion that total health care expenditures

grew more slowly in California relative to the rest of the nation in the mid-1990s

owing to the increasingly competitive market.30 However, a number of markets con-

tinue to have little competition, and at least 35 percent of employees nationwide are

offered only a single health plan by their employers.31 Therefore, the conditions for

managed competition still do not exist in many areas of the United States.32 Con-

sequently, despite the proliferation of managed care during the 1990s, its poten-

tial for containment of national health expenditures has not been fully realized.

Quality of Care

During the 1990s, California was in the forefront in developing a health care mar-

ket based not only on price competition but also on value-based purchasing.33 The

efforts of several large purchasing groups, notably the California Public Employees

Retirement System (CalPERS, representing state, county, and municipal

employees), the University of California (UC), the Pacific Business Group on

Health (PBGH, representing thirty-three large private and public purchasers), and

the Pacific Health Advantage (formerly the Health Insurance Plan of California,

representing small employers), were central to transforming the market. PBGH

(which includes CalPERS and UC) played a central role in collecting enrollee

satisfaction data, requiring that Health Plan Data and Information Set (HEDIS)

data made available by participating health plans be audited independently, and

conducting several independent surveys assessing health plan performance

(including provider satisfaction with health plans).34 The California Office of

Statewide Health Planning and Development (OSHPD), and more recently

PBGH, sponsored several major studies to develop risk-adjusted measures of

hospital outcomes for individual clinical conditions, such as acute myocardial

infarction, that are then published as public report cards.35

Although the capacity for meaningful quality reporting is being established

in California and other markets across the United States, a fundamental question
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still remains: Is the overall quality of managed care plans better than that of

indemnity plans? Again, Miller and Luft have conducted the most thorough review

of the existing literature.36 They indicate that the evidence regarding HMOs and

quality is rather mixed, except with regard to Medicare beneficiaries with chronic

conditions who had worse quality in several studies.37 They conclude that concerns

about diminished quality under managed care are not fully warranted, but that

quality improvements are also less than anticipated. They cite entrenched patterns

of clinical practice, inadequate risk-adjustment methods for capitation rates,

and deficient measurement and reporting of quality indicators as continuing

barriers to quality improvement.38

Future Challenges

Managed care has clearly produced a revolution in the U.S. health care delivery

system.39 The elements of managed competition, outlined by Enthoven more than

two decades ago, have slowly evolved in various markets throughout the country,

most notably in California. Managed care has become entrenched in the health

care market, and the predominant form of health care delivery, albeit in contin-

uously evolving organizational forms. Along with its rapid growth during the

1990s, managed care has also experienced an increasing level of popular dissat-

isfaction and bad publicity, as newspapers and other media constitute regular out-

lets for some of the most common complaints against managed care.

This popular discontent is typically referred to as the managed care back-

lash.40 The most dramatic examples are individual stories of denied care or ben-

efits. In several extreme cases, denial of treatment has resulted in enormous

legal settlements against managed care plans. As managed care has become so

pervasive, so have examples of denied treatment—even among health care

researchers, as evidenced by several recent accounts in the academic literature

documenting the personal experiences of researchers with managed care denials.41

Employers are also increasingly dissatisfied with what they view as the

unfulfilled promise of managed care. A national coalition of large purchasers who

have led the development of value-based purchasing—including PBGH, General

Electric, General Motors, and the Buyers Health Care Action Group of

Minneapolis—view managed care as entering a period of market gridlock.42

According to these large purchasers, two important changes are necessary in the

current market. First, physicians must take greater responsibility for reorganizing

the practice of medicine to improve quality and to achieve greater efficiency, a

role the profession has abdicated to managed care.43 Second, performance and

outcomes measures must evolve into a new set of more compelling measures
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focused on patient safety, and consumers should play a greater role in develop-

ing and advocating these new measures. Of course, many current outcome

measures, such as the risk-adjusted mortality reports produced in California and

elsewhere, are examples of this type of safety-oriented measure. Translating these

reports into compelling information that changes consumer and provider behavior

continues to be a challenge, however.44

National health expenditures and health insurance premiums began to grow

more rapidly in 1998,45 after a period of unprecedented slow growth during

the mid-1990s that was viewed by many advocates of managed care as evidence

that competition was finally working to contain overall health care costs. If the sav-

ings associated with managed care are primarily due to lower hospitalization rates

and favorable risk selection, health care costs should begin to increase again as

these sources of one-time savings are exhausted. An alternative explanation for

the slow growth in health care expenditures during this period is that health plans

sustained short-term losses to compete for market share.46 Kaiser Permanente, for

example, incurred losses of more than $500 million in California during this period

before seeking premium increases of more than 10 percent in 1999 and 2000.

Thus, dissatisfaction with managed care as a cost-containment strategy is likely to

increase if health care costs begin accelerating.

Selection bias continues to be an important problem, particularly given the

inadequate status of risk-adjustment mechanisms. The promise of managed

care and managed competition is difficult to realize fully unless health plans have

incentives to enroll all levels of risk. Although adequate risk-adjusted payment sys-

tems have been developed for hospital inpatient and outpatient services under the

Medicare program, risk-adjusting capitation rates has proven more difficult,47

primarily because of the difficulty in identifying a priori who in the population

is likely to experience high-cost acute events. As with Diagnosis-Related Group,

or DRG-based, prospective payment for hospitals, which required more than a

decade of methodological development before it was ready for implementation,

risk-adjusted capitation may require a large-scale commitment of federal funding

over the next few years. After all, if researchers can map the human genome,

developing a reasonably reliable predictive model of personal health care

expenditures that can be used to risk-adjust capitation rates should be possible.

Conclusion

In summary, there is an emerging empirical literature demonstrating that com-

petition in the hospital sector can lead to lower hospital costs and lower prices for

major purchasers. Third-party plans that use selective contracting (PPOs and
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HMOs) can leverage competitive market conditions to negotiate lower prices with

hospitals. However, the way in which these insurance plans design and manage

their hospital networks is important in determining the benefits ultimately derived

by the consumers of health care services. The effectiveness of selective contract-

ing as a cost and price control method is highly dependent on the existence of a

sufficient level of competition in the market. This suggests that both third-party

payers through their contracting activities and government agencies through reg-

ulatory oversight must ensure that market conditions remain competitive.

Given the rapid growth of managed care throughout the United States,

additional research into the various effects of the significant structural changes

brought about by managed care is essential. Along with more analysis on costs,

prices, and expenditures, it is necessary to conduct research into the quality and

access implications of a competitive system. There has been insufficient research

on how managed care plans are able to achieve their cost savings, and whether

the savings come from increased efficiency or reduced quality. Further, findings

from California indicate that increased price competition leads to reduced ac-

cess for the uninsured population.48 These findings underscore the importance of

reforming the health insurance system to include everyone.
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M
edicare was enacted in 1965 as a compromise on the road toward a

comprehensive system of national health insurance. Like most great

compromises, its original design reflected prevailing concepts about health

benefits and health care delivery that have changed substantially in the last

thirty-five years. As the second largest social insurance program in the United

States after Social Security, Medicare continues to provide tremendous benefit

to beneficiaries and their families, who might otherwise individually bear the

entire health care costs associated with aging. More than a safety net, Medicare

gives seniors and the disabled access to the highest-quality health care. But as

the United States enters the twenty-first century, Medicare is facing several

significant challenges that threaten the very principles on which the program

was originally based.

This chapter begins with a review of the origins of Medicare as an alterna-

tive, incremental strategy developed after decades of failed attempts to enact

comprehensive national health insurance.1 We then discuss how Medicare has

evolved, including its benefit structure and payment mechanisms, to meet vari-

ous challenges since its enactment in 1965. Next we review the current challenges

facing Medicare, including the demographic threat to its long-term solvency.

Finally, we discuss recent proposals to transform Medicare from a defined benefits

program to one based on defined contributions, and how such proposals can be

expected to affect costs, access, quality, and the scope of benefits.

CHAPTER SIXTEEN

MEDICARE REFORM

Jeanne T. Black and Gerald F. Kominski



Origin and Philosophy of Medicare

The United States stands alone among developed nations in not providing

universal health coverage to its population. Proposals for national health insurance

in the United States were first made before World War I. Following the Great

Depression, every decade of the twentieth century saw major proposals put

forward that failed to win approval in the U.S. Congress. At the root of this fail-

ure are fundamental ideological differences between liberal and conservative policy

makers. Historically, liberals have advocated a system of social insurance, while

conservatives have favored a welfare approach that extends assistance only to those

who cannot fend for themselves in the private market.

The theory of social insurance recognizes that the benefits and costs of cap-

italism are not equally distributed within society, and that in a democracy

government has a role in tempering the impact of a competitive market economy

on individuals.2 Thus, the United States has social insurance programs to cush-

ion the financial impact of occupational injuries, unemployment, and poverty in

old age. In general, social insurance programs share three principles:

1. Pooled risk, because serious illness is unpredictable

2. Redistribution of income through the tax system, to achieve affordable

coverage for all

3. National administration, to ensure universal access

Although the United States has failed to adopt a system of universal coverage

for all residents, it does have a program of social health insurance for its elderly pop-

ulation. The Medicare program, enacted on July 30, 1965, as Title XVIII of the

Social Security Act, is the most important piece of health insurance legislation in

U.S. history. Its passage raises a fundamental question: Why was Medicare enacted

rather than universal health insurance? To answer this question, and to understand

how Medicare evolved as well as current proposals for its reform, requires a brief

review of the history of national health insurance initiatives in the United States.

The first efforts to promote national health insurance in the United

States grew out of the Progressive movement that emerged during the first decade

of the twentieth century. Those efforts were based on European models of com-

pulsory social insurance, first enacted into law by Chancellor Otto von Bismarck

of Germany in 1883. The leaders of the American Medical Association (AMA),

having positive views of the German and British systems, initially were support-

ive of the progressives’ efforts.3 However, the AMA soon found that local medical

societies were vehemently opposed. By 1920, the medical profession solidified its
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opposition to comprehensive health reform, a position that it maintained through-

out the remainder of the twentieth century. Conversely, organized labor, which

initially feared that government programs such as compulsory social insurance

would lessen workers’ need to join labor unions, later became an outspoken

advocate of national health insurance.

Calls for health reform to address rising medical costs are not a recent

phenomenon. In 1927, eight private foundations established the Committee on

the Costs of Medical Care. The committee’s final report, published in 1932, called

for reorganizing health care delivery into prepaid medical group practice, and for

promoting experiments in voluntary health insurance. Voicing its opposition, the

Journal of the American Medical Association editorialized against “the forces representing

the great foundations, public health officialdom, social theory—even socialism and

communism” that were threatening the “sound practice of medicine.”4

Following the Great Depression, President Franklin Delano Roosevelt estab-

lished the Committee on Economic Security. Its recommendations formed the

basis for the package of social legislation known as the New Deal, which included

the Social Security Act of 1935. However, the committee’s consideration of health

insurance brought an immediate storm of criticism from the AMA. As a result,

Roosevelt did not publicly support national health insurance, fearing that passage

of his entire program—and his reelection—could be jeopardized by its inclusion.

At the same time, the AMA, suspicious of future government involvement in

health care, began to support the private, voluntary hospital insurance programs

begun by Blue Cross and commercial insurance companies, and state Blue Shield

programs for surgical and medical expenses.5

Despite the failure to enact a national health insurance program as part of

the New Deal, support for such a program remained strong in Congress. Every

year between 1939 and 1951, a comprehensive health insurance bill sponsored by

Senator Robert Wagner (D-N.Y.), Senator James Murray (D-Mont.), and Repre-

sentative John Dingell, Sr. (D-Mich.), was introduced into Congress. Over this

thirteen-year period, the Murray-Wagner-Dingell bills never received enough sup-

port to be reported out of committee, and thus these bills never reached a vote on

the floor of the House or Senate. In 1948, Harry Truman campaigned for presi-

dent with national health insurance as part of his Fair Deal platform. Once elected,

however, he was unable to overcome the opposition of a coalition of Republicans

and Southern Democrats. The AMA mounted a nationwide campaign promot-

ing the horrors of “socialized medicine,” and several supporters of national health

insurance failed to win reelection in 1950.6

By the early 1950s, Truman’s advisors in the Federal Security Agency (now

the Department of Health and Human Services) were convinced that a new

strategy was necessary. They concluded that progress toward national health
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insurance required a more limited, incremental approach. Popular support for

the Social Security program meant that a health insurance program for the elderly

stood the greatest chance of approval. Linking a program of Medicare to Social

Security had the added benefit of avoiding the stigma associated with a welfare

program and portraying Medicare as analogous to private insurance for which the

beneficiary has paid.

A program to address the needs of the elderly was also more difficult for the

AMA to oppose. In the words of Robert M. Ball, who worked on the initial

Medicare proposals and later became a Social Security Commissioner:

The elderly were an appealing group to cover first in part because they were so

ill suited for coverage under voluntary private insurance. They used on average

more than twice as many hospital days as younger people but had only about

half as much income. Private insurers, who set premiums to cover current

costs, had to charge them much more, and the elderly could not afford the

charges. Group health insurance, then as today, was mostly for the employed

and was just not available to the retired elderly. The result of all this was that

somewhat less than half of the elderly had any kind of health insurance, and

what they had was almost always inadequate. . . . So the need was not hard to

prove, nor was it difficult to prove that voluntary individual insurance was not

only not meeting the need, but that it really could not meet the need.7

In order to win political support, it also was crucial for Medicare not to be

viewed as a threat to the existing health care delivery or financing system. The

program was positioned as a solution to the financial difficulties of the elderly that

resulted from use of medical services, particularly costly hospitalization, rather

than one that would comprehensively address their health needs. As a strategy

to temper the AMA’s opposition, physician services were not included in the initial

Medicare proposals.

Between 1958 and 1963, numerous congressional hearings and intense

lobbying took place on the subject of Medicare. Although it was now generally

accepted that there was strong public support for a program of health insurance

for the elderly, there was vociferous debate between social insurance and welfare

advocates regarding the benefits and structure of the program and whether it

should be administered by the federal government or by the states. President John

F. Kennedy strongly supported providing hospital insurance for the elderly through

the Social Security program. However, he was unable to obtain the support of the

majority on the House Ways and Means Committee, which had authority for pro-

posed legislation requiring new federal expenditures and whose members included

a conservative coalition of Republicans and Southern Democrats opposed to
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expansion of federal programs. Finally, the landslide Democratic victories in the

1964 elections led President Lyndon Johnson to make hospital insurance for

the elderly the first piece of legislation introduced into both houses of Congress

as part of his Great Society program.

Competing bills were submitted and considered by the Ways and Means Com-

mittee. Under the chairmanship of Representative Wilbur Mills (D-Ark.), a sur-

prising compromise was reached. The Medicare program would provide hospital

insurance to all Social Security beneficiaries based on the Blue Cross model and

voluntary insurance for physician services based on the health plan for federal em-

ployees provided by the Aetna Life Insurance Company. Conservatives had hoped

to limit Medicare to state programs serving the very poor elderly. However, in the

final bill, benefits for the poor were expanded to cover all ages, to be administered

as a joint federal-state program known as Medicaid.

In summary, Medicare emerged out of frustrated efforts to pass national

health insurance that began in the early part of the twentieth century. Its propo-

nents conceived it as a social insurance program, and they hoped and expected

that it would be a foundation for incremental expansion to other populations and

additional benefits. However, the compromises that led to its passage masked these

philosophical underpinnings and sowed the seeds for many of the conflicts over

Medicare’s design and financing that continue into the present.

Evolution of Medicare

In its final form, Medicare included two parts, Hospital Insurance (Part A) and

Supplementary Medical Insurance (Part B). The major benefits covered under

Part A originally were ninety days of hospital care per episode8 of care plus

sixty lifetime reserve9 days, one hundred days of post-hospital care per episode in

a skilled nursing facility (SNF) if preceded by an inpatient admission, one hun-

dred post-hospital home health visits per year, and one hundred ninety lifetime

days of inpatient psychiatric care. Hospice benefits were added later, and home

health care was shifted to Part B. Part B covered most physician services, outpa-

tient hospital services, and durable medical equipment. There was no coverage

for outpatient prescription drugs, nor any limit on a beneficiary’s out-of-pocket

expenses. The original Medicare benefits package remains essentially unchanged.

Medicare is financed by a combination of payroll taxes, general revenues,

and beneficiary contributions. Part A is a true social insurance program, with

eligibility based on payment of payroll taxes that are mandatory for all workers.

All beneficiaries eligible for Part A are also eligible for Part B, but participation

is voluntary and requires monthly premium payments, which are deducted directly
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from Social Security checks. These premiums represent approximately 25 percent

of Part B costs, with the remainder contributed by federal general revenues. Both

Part A and Part B require beneficiary cost sharing. For Part A, this includes a

deductible for the first day of hospital care plus coinsurance for hospital care

beyond sixty days, and coinsurance for SNF care beyond twenty days as well as

for durable medical equipment provided by a home health agency. Part B has an

annual deductible and requires 20 percent coinsurance for most services.10

Because Part B is voluntary and financed in part by current beneficiary pre-

miums, it intentionally diverges from the social insurance model. The political

opponents of social insurance for physician services accepted their inclusion in a

separate voluntary insurance plan to preempt future efforts to expand the social

insurance component of Part A.

Medicare’s framers also knew that political support for the program required

that it be modeled on the existing system of health care delivery and financing. As

a result, hospital reimbursement was based on existing cost-based agreements with

the Blue Cross system, and insurance companies served as payment intermedi-

aries. Similarly, fearing physician refusal to participate in the program, Part B did

not establish a fee schedule. Instead, it established payments based on a modi-

fied version of the physician’s “usual, customary, and reasonable (UCR)” fees

charged to privately insured patients; Medicare’s version was known as the “cus-

tomary, prevailing, and reasonable (CPR)” charge. To reassure physicians that the

physician-patient relationship would remain intact, Part B allowed physicians to

bill patients directly, with the patient to seek payment from the government. In

addition, physicians could bill patients for the difference between Medicare’s

allowed charge for a service and the physician’s usual charge, a practice known as

balance billing.

Once Medicare had been enacted, transforming it into action was an enor-

mous task. To ensure passage and smooth implementation, Medicare’s develop-

ers had made accommodations to a wide range of interest groups. One result of

these compromises was rapid growth in Medicare expenditures. The cost-based

hospital reimbursement system and CPR physician payment system were pre-

dictably inflationary, and both hospital charges and physician fees increased

sharply in the program’s early years. The program’s initial emphasis was on

removing financial barriers to care, but not on changing the delivery or financing

of the health care system. In 1972, Medicare was expanded to cover individuals

with end-stage renal disease and disabled people under age sixty-five who had

been receiving Social Security disability benefits for two years.

During the 1970s, the rising cost of health care was a growing national

concern, and it shaped concerns about the future of Medicare for the next two

decades. National health expenditures as a percent of Gross Domestic Product
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(GDP) rose from 7.1 percent in 1970 to 8.9 percent in 1980.11 Medicare’s share

of national health care costs grew from 10.5 percent to 15.2 percent over the same

period.12 Following the failure of various national health insurance proposals in

the 1970s and of legislative and voluntary efforts to control hospital costs, the

Medicare program began to adopt a new stance toward provider payment

beginning in the mid-1970s. Medicare sponsored several demonstration projects

during this period to develop incentive reimbursement programs for hospitals that

would encourage greater efficiency and cost containment. Beginning in the 1980s,

Medicare received increased Congressional scrutiny because of the growing fed-

eral budget deficit. The stage was thus set for Medicare to adopt new policies

aimed at restraining costs.

In 1983, the Health Care Financing Administration (the federal agency

responsible for Medicare and Medicaid) implemented the Prospective Payment

System (PPS) for hospitals. Rather than paying hospitals according to their ret-

rospective costs, PPS paid them a fixed amount relating to the patient’s reason for

admission, categorized according to a classification system known as Diagnosis-

Related Groups (DRGs). PPS had an immediate effect on hospital utilization;

length of stay decreased more than 10 percent between 1983 and 1985, and

admissions declined as hospitals shifted procedures to the outpatient setting.13

Medicare also implemented price controls and global expenditure targets for

payment of physician services beginning in 1992. The Medicare Fee Schedule

(MFS), based on the Resource-Based Relative Value Scale (RBRVS) developed at

Harvard University, had as explicit goals redistribution of payments from surgi-

cal to primary care services as well as from urban to rural practitioners. Both the

DRG and RBRVS approaches have been adopted by commercial insurance plans

as successful cost-containment measures.14

Despite successful implementation of hospital and physician price controls,

Medicare continued to face challenges in the 1990s, since expenditures continued

to grow at a faster rate than revenues. This led to concerns about the long-term

solvency of the program, based on projections in the mid-1990s that the program

would be in a deficit by the year 2001. To address this impending financing crisis,

the Balanced Budget Act (BBA) of 1997 was enacted with strong bipartisan

support. The BBA included a number of measures aimed at controlling Medicare

spending as well as increased efforts to combat fraud and abuse. These proved

even more successful than anticipated. In 1998, the growth rate in Medicare

expenditures fell to an unprecedented 1.5 percent,15 and Medicare costs actu-

ally decreased in the six months ending in March 1999.16 However, by 2000,

lawmakers were facing political pressure to return some of these savings from

providers seeking higher payments, from health plans seeking higher capitation

rates, and from beneficiaries seeking expanded benefits.
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Is Medicare Facing a Crisis?

There is no question that the Medicare program faces formidable challenges in the

coming decades. As with U.S. health care costs overall, Medicare expenditures have

risen steadily as a proportion of GDP. The aging of the baby boom generation is

expected to create enormous additional demands. The Medicare benefit package,

envisioned initially as just a first step toward comprehensive coverage, has become

increasingly inadequate to meet beneficiaries’ health needs. The policy question

is whether these challenges represent a crisis that requires a radical solution, or

whether continued incremental changes will maintain and improve the program

as they have in the thirty-five years since its inception. This section discusses the

demographic and utilization factors that contribute to rising Medicare costs, fore-

casts of Medicare insolvency, and the rising financial burden on beneficiaries.

Demographics

The most significant threat to the future of the Medicare program is the aging

of the U.S. population. As the baby boom generation (those born between 1946

and 1964) reaches retirement age between 2011 and 2029, this demographic bulge

will create an enormous financial burden on Medicare. The number of benefi-

ciaries is estimated to rise from approximately thirty-nine million in 1999 to sixty-

nine million in 2025,17 an increase much greater than that in the number of

workers paying into the program. Not only will the proportion of the popula-

tion age sixty-five and older continue to increase, but the proportion of the oldest

old (age eighty-five and older) will be the fastest-growing segment of the elderly.18

Demographic changes have political and social implications for the Medicare

program in addition to their economic impact.19 Demographic projections depend

on assumptions regarding mortality, fertility, and immigration. Average life

expectancy increased throughout the twentieth century as a result of improved

standards of living as well as advances in medical care. The key question here is

whether historical rates of improvement in mortality will continue, or whether

there is a genetically determined limit to the human life span. Whatever the answer

to this question, further improvements in average life expectancy will increase the

number of years individuals are dependent upon the Medicare program.

Assumptions regarding the number of children born to women of child-

bearing age affect population growth, the proportion represented by the elderly,

and the ratio of tax-paying workers to the number of Medicare beneficiaries. Cur-

rent forecasts use a fertility rate of slightly below replacement level, consistent with

the experience of most European countries. In the long run, however, it is difficult
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to predict the impact of economic conditions on fertility as well the impact of

increased immigration.

In a country with a below-replacement fertility rate, population growth results

from both increased longevity and immigration. Most public discussions of the

Medicare program do not recognize the impact of immigration, but it is the pop-

ulation factor most subject to policy control. Foreign-born residents represented

9.7 percent of the U.S. population in 1997, and more than 20 percent of the pop-

ulation were either foreign-born or had one or both parents who were.20 Most

immigrants to the United States in the twenty-first century will belong to ethnic

groups currently identified as minorities. These groups also tend to have higher

fertility rates than the native-born white population; 18 percent of U.S. births in

1995 were to foreign-born women.21 Therefore, immigration may increase the

proportion of younger workers in the population. It will be an increasingly diverse

population, however, while Medicare beneficiaries during the next several decades

will be predominantly white.

Some policy makers point to the dependency ratio as proof that the Medicare

program faces a crisis. The dependency ratio is frequently expressed as the num-

ber of contributing workers per beneficiary. Because Medicare Part A is funded

through a payroll tax, a decrease in the ratio means an increasing tax burden on

workers, unless expenditures per enrollee are reduced. Projections show this ratio

decreasing from 3.6 workers per Medicare beneficiary in 2010 to 2.3 in 2030.22

However, one criticism of the dependency ratio is that is does not take into con-

sideration the other significant group of dependents that workers must also sup-

port, namely, children. As the number of children per family has decreased, the

total number of dependents per hundred workers actually declined from 90.4 in

1960 to 69.7 in 2000. This number is expected to increase again to 80.2 by 2040,

but it is still significantly lower than the 1960 ratio.23 This broader definition of

dependency suggests that although the overall burden on tax-paying workers is

less than in the years prior to enactment of Medicare, those sixty-five and over

will be demanding a greater share of societal resources during the next few

decades. This may create unintended but unavoidable intergenerational conflict

in a program that depends on intergenerational transfers.

Because Medicare is a public program for a targeted population group, it is

subject to unique political pressures not experienced by universal health care

programs. In countries with national health insurance, the risk pool includes the

entire population, of which the elderly are a relatively small proportion. Expen-

ditures for individuals under age sixty-five are already counted in the system, so

the effect of a growing number of individuals reaching age sixty-five is simply the

incremental cost of health care for sixty-five-year-olds versus sixty-four-year-olds.24

In contrast, the baby boom generation will create a huge budgetary impact in the
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United States, because beneficiaries transition from private insurance to public

insurance when they become eligible for Medicare. The European countries

and Japan have already absorbed the health costs of a population that aged more

rapidly than that of the United States. Though there have been signs of strain and

incremental reforms in their health systems, these countries continue to provide

universal coverage, and cost pressures have not resulted in radical restructuring.25

Costs

A generally accepted means of assessing trends in health care expenditures is to

examine their relationship to national GDP. Between 1975 and 1995, Medicare

expenditures exceeded GDP growth by 3.5 to 4.0 percent per year.26 Consequently,

the Medicare program became an ever larger proportion of the national

economy. The trustees of the Part A and Part B trust funds are required by law to

make an annual report to Congress that forecasts future expenditures and revenue.

The 1998 trustees’ report showed Medicare spending growing from 2.7 percent

of GDP in 1998 to 5.3 percent in 2025.27 However, as of 2000, the 2025 estimate

had been reduced to 3.95 percent.28 This change illustrates how sensitive forecasts,

particularly long-term ones, are to changes in the underlying economic conditions.

Price, volume, and intensity of service all play a role in medical expenditures.

Both the PPS and MFS were mechanisms to limit provider payment and reduce

utilization. These approaches to price controls have been effective, but they do not

address other underlying determinants of continuing expenditure growth—that

is, the diffusion of medical technology and the increasing intensity of services.

The growth in health care costs of the elderly has been primarily due to tech-

nology driving increasing intensity of services consumed per capita.29 Analysts

differ in their assumptions about how individuals will use services in the future,

and the evidence is contradictory. Factors that would increase costs include the

fact that the oldest old are far more likely to be institutionalized or to require

assistance with activities of daily living.

In addition, utilization rates for procedures such as angioplasty and hip

replacement among Medicare beneficiaries have increased dramatically over the

past ten years, with some of the largest increases in the population age eighty-

five and older. Will the average eighty-five-year-old consume fewer resources

because she will be healthier? Or, will she consume the same or more because

she will have bypass surgery and a hip replacement in order to continue play-

ing tennis?

Finally, many chronic conditions are not strongly associated with mortality, so

that increased longevity will mean more people living with chronic conditions such

as dementia.30 On the other hand, several factors support the notion that per
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capita use of services may decline as the population ages. For example, a large

proportion of Medicare costs is incurred in the last year of a beneficiary’s life;

thus, increased longevity means that the cost of dying will be spread over a longer

period of time. In addition, the cost of dying is lower for the oldest old.31 The

costs for a ninety-three-year-old who dies of pneumonia in a nursing home are

less than those for a sixty-eight-year-old who dies in the intensive care unit of com-

plications from open heart surgery. In addition, advances in treatment and

improved understanding of risk factors can delay the onset of some chronic

conditions.32

Efforts to reduce growth in the price and volume of services, through either

regulation or competition, were the focus of Medicare reform efforts in the 1980s

and 1990s. However, societal choices about the adoption of new technology and

who will receive what services are the most difficult issues facing the Medicare

program and the U.S. health system in the twenty-first century.

Forecasts of Insolvency

The Medicare Part A Trust Fund has been forecast to become insolvent many

times during its history. The frequent declarations of a crisis in Medicare can be

explained in part by the nature of economic forecasts. Forecasting requires

assumptions about demographics, economic growth, worker productivity, health

care costs, and other important variables. Small differences in assumptions com-

pound over time, with the result that analysts’ forecasts can vary significantly and

change dramatically from year to year. Nevertheless, the Medicare trustees are

required by law to project the funds’ status seventy-five years into the future.

Considering the changes that have occurred since 1925 in medicine, in technol-

ogy generally, in society, and in the world economy, it is obviously absurd to expect

long-term forecasts to be reliable.

Reliable short-term estimates are also difficult to produce. In 1996, the Part A

Trust Fund was projected to be bankrupt in 2001.33 However, the reimbursement

changes mandated by the BBA of 1997 were more successful than anticipated

in restraining Medicare costs, and by the time of the 1999 trustees’ report, bank-

ruptcy of the trust fund had been put off until 2015.34 As the U.S. economy

remained strong, with unemployment levels at historic lows, the 2000 annual report

forecast the fund to be solvent until 2025.35 Despite their inherent instability, these

annual forecasts create political pressures and are used to frame the policy debate.

Because of the continuing strength of the U.S. economy, the impending crisis in

Medicare has subsided temporarily, and pressure for fundamental reform has sub-

sequently been relieved. The next economic downturn may force the insolvency

crisis to suddenly reemerge, however.
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Benefit Gaps and Rising Out-of-Pocket Expenditures

The Medicare benefit package was modeled after the private health plans

of the 1960s, with Part A analogous to Blue Cross hospital coverage and Part B

to Blue Shield coverage of physicians’ services. The private “Medigap” market

developed to offer supplementary insurance, similar to major medical policies sold

by many private insurers. Medicare as originally designed was not intended to

cover all the medical expenditures of the elderly. Early estimates were that it would

pay about 40 percent.36 In 1994, it was estimated to cover 52 percent.37 The pro-

gram has always required beneficiaries to contribute a significant amount toward

their covered medical benefits in the form of the part B premium as well as de-

ductibles and coinsurance. However, noncovered services account for the major-

ity of beneficiary out-of-pocket spending. In 1993, the largest component was the

cost of long-term care (42 percent), followed by prescription drugs (18 percent).38

In 1965, the medical profession, which fought so strenuously against the

passage of Medicare, also considered prepaid group practice to be socialized

medicine and ostracized physicians who practiced in what are now called group-

model HMOs. However, rising health care costs stimulated many changes in the

structure of private health plans. As discussed in the previous chapter, by the 1990s

HMOs and other forms of managed care had replaced indemnity fee-for-service

(FFS) as the predominant type of health plan design. Managed care plans elimi-

nated the distinctions between hospital and physician benefits, which had become

unwieldy as health care delivery moved increasingly into ambulatory care. They

included benefits for preventive services. Many employers also added prescription

drug coverage as an inducement for their employees to switch from costly

indemnity plans. Meanwhile, the basic structure of Medicare remained

unchanged. What began as a program that mirrored private health insurance in

1965 has become one with a distinctly different benefit structure as we enter the

new century.

The traditional Medicare program lacks two important benefits found in

most employer-sponsored health plans: prescription drugs and catastrophic cov-

erage. Although prescription drugs are increasingly important in treating the

chronic illnesses suffered by the elderly, their cost is rising much more rapidly

than that of health care overall. National health spending on prescription drugs

rose 15.4 percent from 1997 to 1998. In contrast, total national health expendi-

tures increased 5.6 percent, with increases of only 3.4 percent for hospital care

and 5.4 percent for physician services.39 Although 87 percent of beneficiaries

in 1996 had supplemental coverage (through privately purchased Medigap poli-

cies, Medicare HMOs, employer-sponsored plans, or Medicaid40), more than

one-third had no coverage for prescription drugs.41
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Exacerbating the situation is the fact that the retail pharmacy prices paid by

the elderly and others without prescription drug coverage are substantially higher

than the prices negotiated by managed care plans. In 1998, the elderly accounted

for 34 percent of dispensed prescriptions—and 42 percent of total prescription

drug spending.42 Medicare also has no limitation on beneficiaries’ out-of-pocket

costs, whereas the typical private insurance plan covers all expenses after the

enrollee has incurred a specified amount of coinsurance payment.

Medicare does not cover long-term nursing home care, which is also gener-

ally not covered by private employer-sponsored health insurance. Although there

is a small private market for long-term care insurance, most nursing home costs

are paid by the Medicaid program (for those who are poor or who spend down

their assets), or out of pocket. Although the need is great, there are currently no

viable reform proposals to include nursing home care as part of the basic Medicare

benefit package.

The poverty rate among the elderly has dropped from 28.5 percent in 1966 to

10.5 percent in 1998, equivalent to the rate in the population age eighteen to sixty-

four.43 However, health care costs have risen much faster than the incomes of the

elderly. Therefore, out-of-pocket costs represent an increasing proportion of

income—the very condition Medicare was enacted to ameliorate. In 1998, average

out-of-pocket costs for Medicare beneficiaries represented 18.6 percent of median

income, with this proportion projected to rise to 28.6 percent by 2025,44 not

including expenditures for long-term care.

In the 2000 Annual Report of the Public Trustees of the Medicare Trust

Funds, Marilyn Moon and Stephen G. Kellison had this to say about the

challenges facing Medicare:

. . . caution is clearly needed in any major restructuring of Medicare. Making

changes in increments may be a prudent approach for the future. . . . The

approach of the last two decades, seeking improvements in the efficiency and

effectiveness of health care delivery, will continue to be an important

contributor to Medicare’s future. But it is hard to imagine that such efforts

alone will allow us to expand coverage from one in every eight Americans to

one in every five without additional resources. The challenge facing the future

financing of this program is how we as a society share the costs of health care

for a much larger aging population.45

Reforming Medicare

During the 1990s, the Clinton administration consistently supported use of the

private market to achieve cost savings and promote innovation in delivering health

services. The Medicare�Choice program was established as part of the BBA of
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1997 to expand private sector health plan options for Medicare beneficiaries. Plans

participating in Medicare�Choice must cover the basic package of Medicare ben-

efits. They compete within a given market on the basis of supplemental benefits

such as prescription drugs, provider networks, and customer service. However,

they do not compete on price. Beneficiaries continue to pay the same basic Part B

premium, and their total cost sharing cannot be greater than that of traditional

Medicare. All plans within a county are paid the same rate per beneficiary, with

minimal adjustment for health status. As the name implies, Medicare�Choice has

given many beneficiaries the choice between traditional Medicare and a managed

care plan similar to that offered by employers in the private sector, while pre-

serving the basic entitlements of the original Medicare program. As of 2000,

almost 6.9 million beneficiaries were enrolled in managed care plans.46

Since the passage of Medicare in 1965, the political values of the United

States have shifted fundamentally. Whereas government was once viewed as a pos-

itive force for social change, the prevailing climate holds that government is inef-

ficient and that markets can better meet the desires of individual consumers. This

orientation, coupled with cyclic forecasts of trust fund insolvency, has led some

policy makers to assert that the Medicare program requires radical restructuring

if it is to survive into the new century.

Premium Support Approach

Traditional Medicare is a defined benefits program, in which all beneficiaries are

guaranteed a defined set of benefits regardless of ability to pay or health sta-

tus. As health care costs rise and the beneficiary population increases, this sys-

tem creates an open-ended financial obligation for the federal government. Policy

makers who seek to limit this obligation have proposed replacing the current pro-

gram with a defined contribution or voucher approach. In its purest form, de-

fined contribution would limit the obligation of the federal government by

providing beneficiaries a fixed dollar amount with which they would purchase

their own health insurance in the private market. The amount of the govern-

ment contribution would be adjusted for inflation using a standard economic in-

dicator such as the Consumer Price Index (CPI) or the GDP. Thus, federal

Medicare expenditures would be fixed at a targeted level, equal to the govern-

ment’s contribution multiplied by the number of eligible beneficiaries, and ben-

eficiaries would pay any difference between the cost of the plan they chose and

the federal contribution. If health care costs continue their historical pattern of

rising faster than GDP, the financial risk for these increased costs would be shifted

to beneficiaries.

Noting that a strict voucher approach would not be viable either politically

or programmatically, economists Henry Aaron and Robert Reischauer proposed
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a version of the defined contribution approach termed premium support.47 There

are two crucial assumptions underlying this approach: private sector competi-

tion is the best means to restrain the rate of cost increases in the Medicare pro-

gram; and the federal government’s financial obligation should be limited in order

to impose fiscal discipline on the program and avoid the need for future tax

increases to support Medicare.

Under the premium support system, the federal government and beneficia-

ries would share the risk of rising health care costs. The federal contribution would

not be tied to an external economic indicator but would instead be based on

bids submitted by private sector health plans seeking to participate in the Medicare

program. The traditional Medicare program would be retained, but it would be

required to compete with private health plans.

In theory, premium support would offer beneficiaries greater choice, enabling

them to select the health plan that best met their needs. Because they would pay

the difference between the premium support contribution and the cost of their

chosen plan, beneficiaries would have a financial incentive to choose a plan that

offered the best value in terms of cost and quality. The beneficiary’s required con-

tribution would replace the current Part B premium as well as eliminate the need

for Medigap coverage under the traditional program.

The Politics of Premium Support

In addition to creating the Medicare+Choice program and enacting significant

cuts in provider reimbursement, the BBA of 1997 also established the National

Bipartisan Commission on the Future of Medicare to make recommendations re-

garding a comprehensive approach to preserve the program, including its long-

term financing, covered benefits, and beneficiary contributions.48 This Medicare

Commission was co-chaired by Senator John Breaux (D-La.) and Representative

Bill Thomas (R-Calif.). The co-chairs were not interested in incremental reforms;

they championed the premium support approach as a means to restructure the

entire Medicare program. They cited as a model of premium support the Federal

Employees’ Health Benefit Program (FEHBP). This program offers a menu of

health plan choices to all federal employees based on a competitive contracting

process; it served as the original model for managed competition developed by

Alain Enthoven.49

Under the Breaux-Thomas proposal, as premium support was called, health

plans seeking to participate in Medicare in a particular market would submit

competitive bids for a standard benefits package. They could also offer a high-

option plan with additional benefits, or stop-loss coverage, or both. The compet-

itive bidding process also would apply to the traditional Medicare fee-for-service

program. The federal premium contribution would be set at 88 percent of the
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average bid for the standard benefit plan within each market. A premium sub-

sidy would be provided for individuals up to 135 percent of the federal poverty

level.

The Medicare Commission fell one vote short of the number required for

formal approval of its recommendation in March 1999, in part because of

disagreement regarding the inclusion of prescription drug coverage. At the same

time, the sense of fiscal urgency diminished when the Medicare Trustees Annual

Report released on March 30, 1999, showed that the projected life of the trust

fund had been extended to 2015.50 Despite the failure of the Medicare

Commission to bring a bill to Congress, there remained considerable bipartisan

interest in the Commission’s concepts. In November 1999, Senators Breaux, Bill

Frist (R-Tenn.), Bob Kerrey (D-Neb.), and Chuck Hagel (R-Neb.) introduced a

bill based on the Breaux-Thomas proposal, with the addition of a prescription

drug option.51

Evaluating Premium Support Proposals

There is no reform approach, no system of market incentives or regulatory

controls, that will enable the Medicare program to achieve cost savings, pre-

serve access, improve quality, and expand benefits simultaneously. Any reform

proponent who claims that a particular approach will do all these things is in-

dulging in wishful thinking and political pandering. The challenge is to weigh

carefully the benefits and risks of proposed reforms and to choose those strategies

that are most likely to preserve the integrity and basic values of the Medicare

program. The premium support approach should be evaluated in terms of the

extent to which it is likely to meet goals related to cost, access, quality, and

comprehensiveness.

Market Competition and Medicare Expenditures

The premise of the premium support approach is that market competition

among private health plans will force them to be more efficient than the tradi-

tional Medicare program and thus will restrain growth in Medicare spending.

However, the empirical evidence on cost trends does not support this assump-

tion. Between 1969 and 1998, Medicare and private health care expenditures

per capita grew at a similar pace overall—an average of 10.0 percent annually

for Medicare and 11.2 percent for private insurance.52 Between 1984 (follow-

ing implementation of PPS) and 1991, the Medicare growth rate remained below

the private rate.53

The 1990s saw changing patterns of health expenditures that have significant

implications for the policy debate regarding Medicare reform. As enrollment in
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private managed care plans soared in the early 1990s, cost increases among the pri-

vately insured dropped significantly below those of Medicare. With increased

federal efforts to combat Medicare fraud and abuse and passage of the BBA of

1997, a major reversal took place in 1997, when Medicare growth rates deceler-

ated and dropped below those of private insurance.

These trends continued through the end of the decade, with Medicare

expenditures actually decreasing in the six months ending March 31, 1999,54

and private plans increasing premiums at double-digit rates.55 Market-driven

approaches assume that the short-term phenomenon of the early 1990s can be

sustained into the future, despite the fact that recent trends have already

moved in the opposite direction. Many analysts believe that the early cost savings

associated with managed care were due primarily to the shift out of unman-

aged fee-for-service plans and thus represented a one-time reduction only.56

The insurance industry itself has signaled doubt in its ability to achieve cost

savings through competition in its response to Medicare’s Competitive Pric-

ing Demonstration project, also created by the BBA of 1997. This demonstra-

tion was intended to test the use of competitive bids by private Medicare�

Choice health plans in selected markets to establish what Medicare would pay

them per beneficiary. However, the health plans in these markets vociferously

protested the demonstration. Among their complaints was the fact that the

markets chosen were those where managed care was already well established.

The health plans claimed that competitive bidding in these markets would not

be a fair test of potential savings from competitive bidding because there was

less inefficiency to eliminate from the system. One health plan threatened that

if competitive bidding were implemented, health plans would have to reduce

benefits.57 It should be noted that although administrative costs represent less

than 2 percent of the public Medicare program’s expenses,58 private for-profit

health plans spend an average of 14 percent on administration and profits.59

Thus, a private health plan would have to decrease beneficiary medical costs

by 12 percent before it could deliver any savings to the Medicare program.

The response to the Competitive Pricing Demonstration suggests that private

health plans may be less interested in true market competition than in a sys-

tem that preserves their ability to obtain a guaranteed profit from the federal

government.

If private sector managed care cannot demonstrate that it yields a permanent

decrease in the rate of spending growth, then one crucial element of the premium

support approach is undermined. Furthermore, the Medicare Commission staff

acknowledged that even the savings forecast by Breaux-Thomas would not be

sufficient to meet the Medicare program’s need for additional resources to absorb

the impact of the baby boom generation.60
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Long-Term Solvency

If market competition alone cannot achieve long-term solvency for the Medicare

program, how do premium support proponents plan to accomplish this goal?

The answer lies in the definition of solvency. As discussed earlier, there are three

sources of Medicare financing: the payroll tax funding Part A, and beneficiary pre-

miums and general revenues supporting Part B. Payroll taxes and beneficiary

premiums can be modified only by legislative action. The Part A Trust Fund is an

accounting mechanism that allows the Medicare program to collect payroll taxes

paid by workers and their employers and use them to fund current benefits without

an explicit annual appropriation by Congress. It is technically insolvent when its

reserves plus projected payroll tax collections fall below projected benefit obligations.

Declarations of insolvency have proven to be politically powerful tools for

attempts to reform Medicare. However, solvency of the Part A Trust Fund does

not accurately represent the financial requirements of the Medicare program

overall. As medical care is increasingly provided in outpatient settings, Part B

expenditures have created additional demands on the general fund (that is, gen-

eral tax revenue). The existence of multiple funding streams has also led to ac-

counting manipulation. In 1997, home health benefits were shifted from Part A

to Part B, which improved Part A solvency but increased general fund obligations.

Fiscal conservatives are concerned that over time, Medicare’s current financing

structure will create an open-ended demand on general revenue.

The real key to understanding premium support proposals is that they

represent a strategy to limit the federal government’s responsibility for Medicare

costs, but not necessarily to control the overall growth in Medicare expenditures.

The Breaux-Frist bill, for example, would cap general revenue expenditures at

40 percent of total Medicare costs.61 This would be accomplished by converting

Medicare from a program of guaranteed benefits to one of defined contributions, thereby

placing beneficiaries at risk for the difference between the growth rate in the

government’s contribution and the growth rate in health care costs.

Beneficiary Costs

As discussed earlier in this chapter, the current Medicare program has imposed

increasing financial burdens on beneficiaries. From a systemwide perspective, the

impact of premium support on beneficiaries would depend on where the level of

government support is set relative to the current Part B premium and average

expenditures for Medigap premiums. Since a principal goal of the premium sup-

port approach is to limit the federal government’s financial obligation, the federal

contribution could be expected to decrease as a proportion of the total premium
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if health costs resume a high rate of growth. By definition, the financial burden

on beneficiaries would increase.

All beneficiaries in traditional Medicare currently pay the same premium

for Part B and face the same deductibles and coinsurance rates. Under pre-

mium support, health plans would be free to vary each of these factors. The

financial impact on beneficiaries would differ depending on the premiums of-

fered by health plans in their area and which plan they chose. In fact, this is the

intent of premium support—to create a financial incentive for beneficiaries to

select a lower-cost health plan. However, health plan premiums may not reflect

true differences in efficiency and quality, but instead differences in health status

that cannot be fully accounted for because of inadequate risk-adjustment mech-

anisms. Without adequate risk-adjusters, beneficiaries with severe disabilities or

chronic illnesses may receive better care if they remain in the traditional pro-

gram. In addition, not all beneficiaries live in markets with sufficient health plan

competition, so beneficiaries in these markets could be subject to significantly

higher costs. One study estimated out-of-pocket costs for traditional Medicare

or a high-priced private plan could reach more than 39 percent of beneficiary

income by 2025.62

There is probably no element more important to equitable implementation

of a competitive market approach to Medicare reform than developing an ade-

quate risk-adjustment mechanism. In a social insurance program such as tradi-

tional Medicare, risk is pooled so those beneficiaries with extensive health needs

pay the same premium as do those who are healthy. Traditional FFS offers an in-

centive to provide additional services to those with the greatest need, even if this

incentive results in overprovision of care. Medicare HMOs, however, receive a

fixed amount per beneficiary, which creates an incentive to attract the healthiest

members and to provide fewer services. As noted by one recent report, “[t]he more

the Medicare beneficiary risk pool is split up, the greater the burden on the risk-

adjustment mechanism to protect universal access.”63 In 1996, 5 percent of elderly

Medicare beneficiaries accounted for 45 percent of program expenditures.64 This

means that a health plan could greatly improve its profits by avoiding enrollment

of individuals with serious health problems, or encouraging their disenrollment by

making specialist access difficult. In addition, beneficiary self-selection on the basis

of risk is virtually inherent in a choice model, because healthier individuals are

more willing to change providers and accept the primary care gatekeepers of

HMO plans than are those with chronic illnesses.

In theory, risk adjustment of capitation rates according to beneficiary health

status and expected expenditures could neutralize health plans’ incentives to

avoid enrollment of the sickest individuals. Unfortunately, the science of health

care risk adjustment is still not advanced. The initial payment methodology for
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Medicare�Choice led to significant overpayment of health plans.65 HCFA esti-

mated that the demographic adjusters used with its previous method for risk-

adjusting capitation payments, the average adjusted per capita cost (AAPCC),

explained only 1 percent of the variation in individuals’ health care expenses. The

risk-adjustment system mandated by the BBA of 1997, to be phased in over five

years beginning in January 2000, is expected to explain 9 percent when fully

implemented.66 The new model is certainly an improvement over the previous

method of paying Medicare HMOs, but it will be several years before there is any

evidence regarding its effectiveness in reducing adverse selection. Some analysts

believe that the only feasible means of minimizing both risk selection and

underprovision of services is to use a system of partial capitation, in which some

portion of health plan payments would be based on individuals’ actual use of

services.67 However, the premium support proposals assume that an adequate risk-

adjustment mechanism can be implemented.

Traditional Medicare Under Premium Support

Premium support proposals require that the traditional Medicare program

administered by HCFA be financially self-supporting and compete with private

health plans on the basis of price. However, there is a real risk that this approach

would result in adverse selection significant enough to send the traditional

Medicare program into a so-called death spiral. This occurs when persons with

chronic health problems elect to stay in an FFS program while healthier individ-

uals choose less-costly options. Average costs rise for those who remain in FFS,

and premiums soon may become unaffordable for the group with the greatest

health needs. All group plans that have attempted to maintain an FFS option

within a range of choices have experienced this selection problem—including the

FEHBP, the model for the premium support approach.68

Under premium support, it is likely that adverse selection would narrow the

role of the traditional Medicare program to functioning as a safety net for the sick-

est and poorest beneficiaries. This could lead to erosion of its political support.

The traditional program could be viewed as a welfare program rather than an

entitlement for all beneficiaries, and its higher costs could easily be portrayed as

an indicator of government inefficiency rather than a reflection of its risk pool.

This would completely undermine the original social insurance motivation that

led to the creation of Medicare. Premium support would also further erode the

uniform benefits beneficiaries were entitled to under traditional Medicare, by

allowing regional differences in benefits according to local market conditions

and by fostering differences between traditional Medicare and Medicare

managed care.
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Impact of a Competitive Market on Access

A key feature of a competitive market is the free entry and exit of firms. When a

Medicare HMO exits a market, elderly and disabled beneficiaries face two choices.

They can enroll in another health plan, if one operates in their area, or return

to traditional Medicare, which does not cover the supplementary benefits that are

offered by most Medicare HMOs such as prescription drugs. This change of

health plans may disrupt their continuity of care, requiring them to find a new

physician and change their relationships with home health and other providers.

The initial years of Medicare�Choice experience illustrate the potential impact

of free market entry and exit.

In fall 1998, just prior to implementation of Medicare�Choice, ninety-nine

health plans announced that they would withdraw from selected Medicare HMO

markets or reduce the geographic area served by their plans, requiring 407,000

beneficiaries to choose a new health plan or return to FFS. These announcements

took place after HCFA denied the HMOs’ requests to modify their previously

submitted plans by increasing premiums, raising co-payments, or reducing

coverage of prescription drugs.

Some of the nation’s largest managed care organizations participated in

the pullout, including United Healthcare, Aetna, Prudential, and PacifiCare,69

claiming that the proposed 2 percent increase in Medicare payments to

HMOs was inadequate. When the General Accounting Office (GAO) investigated

this development, it found that payment rates were indeed an issue; health plans

withdrew from counties that had low AAPCC rates relative to other counties in

the plan’s service area.70 However, more plans withdrew from high-payment

markets than from low-payment areas. Health plans also withdrew from counties

where they had limited Medicare experience, were unsuccessful in attracting a

large number of members, faced competition from larger plans, or were unable

to develop adequate provider networks.

HMOs’ flight from Medicare�Choice has continued since 1999. Medicare

HMOs dropped 327,000 beneficiaries in 2000. The Medicare HMO market is

expected to become even more unstable in 2001, when HMO withdrawals are

projected to affect approximately 934,000 beneficiaries. Over this three-year

period, 27 percent of beneficiaries enrolled in Medicare HMOs were required to

change health plans or return to FFS.71

Without explicit government regulation, health plans are free to withdraw

from markets and to change benefits and cost sharing annually. Recent experience

illustrates the instability inherent in relying on the market to maintain stable access

to health care for seniors, for whom change is stressful and continuity of care is
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particularly important. Health plans generally withdrew from areas that are

unprofitable. Society cannot, and should not, expect investor-owned insurers to

put access and continuity of care before profits. Likewise, society should not place

Medicare beneficiaries in the middle of the emerging political battle between

managed care companies and Congress over the appropriate level for Medicare

capitation rates.

Protecting Vulnerable Beneficiaries

Although the poverty rate among the elderly has dropped significantly since

initiation of the Medicare program, many beneficiaries remain vulnerable

in terms of income, health status, and other factors. In addition, racial and ethnic

disparities persist. More than 30 percent have significant physical or cognitive

impairments, or both.72 As discussed previously, without adequate risk adjust-

ment of payments, health plans have an incentive to avoid enrolling these

individuals or to encourage their disenrollment through barriers to accessing

services.

Another challenge facing a Medicare program based on private market

competition is making available information on health plan choice in a way that

elderly and disabled individuals can comprehend. A study conducted in areas of

high Medicare HMO penetration found that only 11 percent of respondents had

sufficient knowledge to be able to make an informed choice between Medicare

HMOs and traditional Medicare, and 30 percent knew virtually nothing

about HMOs.73 The most common source of information for these beneficia-

ries was HMO advertisements.

The premium support proposal may also disadvantage rural residents. Rural

areas face many challenges in giving their residents access to health services.

Rural counties have both a higher proportion of elderly residents and higher rates

of poverty than do metropolitan areas.74 Under the traditional Medicare program,

urban and rural residents alike receive Medicare Part A and pay the same pre-

mium for Part B. However, it is generally not in the business interests of HMOs

to serve rural areas. These areas often rely on a single community hospital, mean-

ing that health plans lack negotiating leverage to demand provider reimbursement

cuts. Opportunities for meaningful competition are limited because rural areas do

not have sufficient population or enough providers to support multiple managed

care plans. There may even be insufficient population to justify the overhead costs

of administering a single managed care plan. Because of the difficulty of operating

managed care plans in rural areas, the majority of the counties from which

Medicare HMOs withdrew in 1999 were rural.75
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Quality

Because capitation creates incentives for health plans to reduce utilization and

possibly to stint on needed services, increased attention has been focused on

measuring quality of care and health plan performance. A review of the litera-

ture performed by Robert Miller and Harold Luft76 showed mixed evidence

regarding the quality of clinical care provided by managed care organizations in

general. This should be unsurprising, since HMOs across the country differ greatly

in the populations served, local market conditions, the amount of care delegated

to physician organizations, and physician payment incentives. Overall, no

significant differences were found in the clinical quality of care provided by HMOs

and FFS health plans.

Their review did note several studies in which chronically ill and vulnerable

patients had significantly worse outcomes when enrolled in an HMO in com-

parison with traditional Medicare. A Florida study showed that Medicare HMOs

in the state enrolled beneficiaries who were healthier than those who stayed in tra-

ditional Medicare—and that health plan members were more likely to disenroll

when they incurred higher utilization, that is, when they became sicker.77 Evidence

on member satisfaction is mixed as well.78 Enrollees in FFS plans generally are

more satisfied with the nonfinancial aspects of care, such as quality of physician

interaction and access to specialists. HMO enrollees tend to be more satisfied with

their cost of care in comparison with the out-of-pocket costs incurred by enrollees

in an FFS plan. However, individuals with chronic illness enrolled in managed

care plans report a significantly higher level of dissatisfaction than chronically ill

persons in an FFS health plan.79

The Managed Care Backlash

Only a few years ago, managed care was hailed as the solution to the nation’s

rising health care costs. However, initial enrollees in managed care were healthy

individuals who benefited from the coverage of preventive services and lower out-

of-pocket costs, or those for whom group-model HMOs such as Kaiser were a

long-established feature of their local health care system. As managed care became

the major form of employer-sponsored health coverage, enrollment began to

include individuals with chronic conditions and those whose employers no longer

offered indemnity health plans.

This changing enrollment and other factors have led to a widespread managed

care backlash. According to a survey conducted by health polling expert Robert

Blendon, consumers rated managed care companies lower than telephone

companies, banks, and oil companies in terms of customer service.80 This
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dissatisfaction manifested itself in a flood of legislative efforts to protect consumers.

As of 1998, more than a thousand managed care bills had been introduced in

Congress and state legislatures.81 Passage of a federal Patients’ Bill of Rights

was fiercely debated in 1999, including whether patients should be granted the

right to sue their health plans. Facing the prospect of increased governmental reg-

ulation, a coalition of managed care organizations promised voluntary changes,

including providing external review of service denial decisions, coverage of emer-

gency room visits using a “prudent layperson” definition of emergency, and direct

access to obstetrician-gynecologist services.82 Some of the backlash has been fueled

by anecdote or widely publicized horror stories; some by individuals’ actual

experiences, including those of some prominent advocates of managed care.83

For a variety of reasons, consumer confidence in managed care has diminished.

Expanding Benefits

Policy makers agree that the Medicare benefits package should be updated to

reflect changes in the needs of the elderly and in the practice of medicine. Yet past

experience shows how difficult it is to devise a benefit that is not prohibitively

expensive and is perceived by beneficiaries as meeting their needs. In June 1988,

Congress passed the Medicare Catastrophic Coverage Act (MCCA); by November

1989 it was repealed. The MCCA expanded Part A benefits (reducing the bene-

ficiary liability for hospital co-payments, increasing the SNF benefit, and

expanding home health and hospice benefits), capped out-of-pocket expenses

for Part B, and provided drug benefits (subject to a deductible and coinsurance).84

Unlike existing Medicare benefits, however, it was designed to be budget-neutral

for the federal government. Rather than increase the Social Security payroll tax,

the MCCA was financed entirely by beneficiary premiums. Further departing from

prior Medicare policies, the premium schedule was progressive, based on adjusted

gross income. Following the principles of social insurance, the catastrophic

coverage was compulsory, designed to provide the most protection for those with

the greatest medical expenses and the lowest incomes.

The lobbying efforts to repeal this legislation stemmed from a number of

factors, including its complexity and the resulting difficulty in communicating

its benefits, pharmaceutical industry opposition, and lack of consumer under-

standing of the purpose and value of catastrophic coverage. Opposition was

strong among the affluent elderly; they were satisfied with existing private Medigap

policies and were least likely to need the protections of the new legislation.85 At

its founding in 1965, Medicare was established as a universal program. With

the repeal of the MCCA, the public rejected a means-tested approach to ex-

panding Medicare in which well-off beneficiaries would finance benefits for the
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vulnerable. This experience contained lessons for policy makers that apply to fur-

ther expansion of Medicare benefits, including prescription drug coverage.

Beginning in 1999, rising awareness of the financial burden of drug costs on

the elderly led to bipartisan support for a Medicare prescription drug benefit. The

availability of prescription drug coverage was the reason many beneficiaries ini-

tially had enrolled in Medicare�Choice plans.86 However, this coverage was not

available to all enrollees, and its comprehensiveness eroded in the late 1990s as man-

aged care plans experienced difficulty sustaining profitability in this line of business.

In 1998, 67 percent of Medicare�Choice plans offered a prescription drug

benefit, and 84 percent of enrollees were covered.87 In 1999, 21 percent of

Medicare�Choice plans limited drug coverage to $500 or less, with this figure

rising to 32 percent in 2000. In addition, health plans raised co-payments an

average of 21 percent for brand-name drugs and 8 percent for generics.88 The

proportion of employers providing retiree coverage for Medigap or Medicare�

Choice premiums also declined, from 40 percent in 1994 to 28 percent in 1999.89

Individual Medigap plans that include prescription drug coverage are beyond the

financial reach of most beneficiaries. As a result, almost half of Medicare bene-

ficiaries lacked drug coverage for some or all of the year.90

The structure of proposals for a prescription benefit has reflected the over-

all debate regarding Medicare reforms. Conservatives in Congress would rely on

enrollment in private health plans, while the Clinton administration sought to

expand the benefits offered under traditional Medicare. All proposals afford

financial protection for those with income below 135 percent of poverty. Relying

on the private market to supply voluntary prescription drug coverage is

problematic owing to the risk of adverse selection; even the Health Insurance

Association of America expressed its skepticism.91 The pharmaceutical industry

is opposed to any government plan that would lead to regulation of drug prices

or allow the federal government to use its position as a huge purchaser to negotiate

low prices. Conservatives argue that a one-size-fits-all government plan is not what

seniors want; liberals insist that relying on the private market cannot guarantee

universal access to a specified benefit. The debate over prescription drugs thus

represents a microcosm of the debate over the future of Medicare.

Conclusion

Medicare was implemented in 1965 as an incremental step toward national health

insurance in the United States. Thirty-five years later, it survives as the country’s

second largest social insurance program and is likely to continue well into the

twenty-first century as a separate program. The fundamental challenge facing
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the future of Medicare is whether it will continue to be a defined benefits pro-

gram, or whether it will transition to a defined contribution program.

When Medicare was enacted, a founding principle was that it was supposed

to reflect mainstream medicine, including mainstream delivery and payment

methodologies. One obvious question regarding the future of Medicare is whether

various reform proposals are consistent with this original principle. Despite the

substantial movement during the past two decades toward defined contributions

for pension benefits in the private sector, defined contributions for health benefits

are still not common.92 Before beginning a grand experiment with the future of

Medicare, perhaps policy makers should wait until the private market fully

embraces this reform.

In the meantime, incremental efforts to expand benefits and offer additional

subsidies to low-income beneficiaries are likely to reduce existing disparities within

the program and to improve the health and financial stability of those who are

most vulnerable.
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F
or those looking for challenging health policy issues, prevention is currently a

gold mine—but it was not always so.

Greek mythology has it that Chiron, a centaur, taught Aesculapius, a son of

Apollo, the art of healing. Aesculapius has become well known, but few are aware

of his mythical fate. As his healing powers became more renowned, so did the

challenges presented to him. Finally, he restored life to the dead, and for this

interference with fate, he was struck dead by a thunderbolt from Zeus.1 (One need

not expand on this as a parable for modern technology and the medical

profession.)

Aesculapius had several children, including two daughters, Panacea (about

whom little is known) and Hygia, the goddess of health. In early drawings and

friezes, Hygia and Aesculapius are often pictured together. Only recently has the

separateness, or political coolness, between curative medicine and hygiene—or

health promotion and disease prevention—become apparent.2

With time and the growth of the science and technology base in each area,

they have been recognized as relatives, and frequently competitors, for resources.

Resolving unnecessary competition between them and prescribing a balance of

the two present both challenges and opportunities to frame comprehensive

preventive services and health care policy for the United States.

This chapter focuses on the answers to three questions. First, what is

preventable? In well-designed studies, what interventions have been shown to
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work? These data lead to our present (2001) recommendations for preventive care

services.

Second, what are the problems associated with applying our knowledge to the

care of individuals and populations in the real world? We may know the risk

factors for a condition and the biological changes that must be reversed or

terminated, yet we may not be able to prevent the condition. We know more than

we are able to do, because many of our treatments require major changes in

human behavior or in society. Scholars have created theoretical models for these

changes, enumerating key independent variables.3 However, skilled practitioners

concerned with behavioral changes may find these models less-than-helpful. Also,

some potentially effective treatments are not currently acceptable to society as a

whole.

The third and final group of questions is: What value does society place on

prevention? What are we, as a nation, willing to do to eliminate certain causative

agents or change our environment? How much are we willing to invest in some-

thing so that it will never occur? We may know what to do to prevent X, and

how to do it, but lack the collective will to take the actions necessary to prevent X,

even though the consequences of this inaction are obvious.

The future-oriented and value-laden nature of prevention must be recognized

by those who would teach, promote, or practice it. From a cognitive developmental

perspective, this requires that the recipient be in a formal stage of operation.4 That is,

the target must be able to recognize the causal relationship between actions taken

today and their delayed preventive effects tomorrow (or believe unquestioningly

in the recommendations). Individuals, therefore, must believe in tomorrow and

place a value on their future, however short or long.

Those professionals who are prepared to provide preventive services certainly

are able to understand the causal chain of events and have reason to be future-

oriented. However, practicing prevention requires the ability to forgo the

satisfaction of doing something that has immediate and visible effect (even if it is

untoward) and to imagine the consequences of failure to prevent. A successful day

in the practice of prevention could be seen as a series of zeros, or investments in

the future, with nothing tangible to show for today’s work.5

Recent History

Pioneers in public health, many of whom were concerned with environmental

hygiene, lent statistical support to the maternal admonitions “always wash your

hands” and “cleanliness is next to godliness.” Florence Nightingale made sound

recommendations to the British army, even though allegedly she never accepted
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the germ theory.6 Still, scholarly inquiry occasionally helps us rewrite history. A

recent biography by Hugh Small has explained some of the behavior attributed

to her.7 He has exposed a cover-up in which Nightingale was asked by the British

army High Command to investigate the apparently unnecessary deaths of more

than sixteen thousand soldiers in hospitals in the Crimea. She discovered that the

problem was related to complete neglect of hospital hygiene, which had created,

in essence, a “death camp.” She subsequently pushed for the government to pub-

lish the evidence to mobilize opinion for public health reform. However, the

government’s refusal led, or contributed in a large measure, to her physical and

mental breakdown.

Nightingale responded by leaking a report to the public that showed how the

government had suppressed the vital evidence; she used this as a way of avenging

the deaths of so many common soldiers. Small’s published accounts of these

episodes (and his discovery of the cover-up and its failure) indicate how important

her contribution was to public health after the war, and that she had made use

of the most scientific expertise of the day. Small goes ahead to note that Britain’s

urban death rate fell significantly after the war because public resistance to pub-

lic health legislation regarding hygiene evaporated in the face of her careful

arguments.

Apparently, after her death, her biographers tried to restore her reputation

as the nurse with the lamp claiming that she had solved the hygiene problem at

her wartime hospital, and reduced the death rate from 42 percent to 2 percent.

In her notes, Nightingale indicates that the death rate rose from 8 percent to

42 percent in four months after her arrival, and that she was not responsible for

the reduction. Small’s book has swept away some of the myths and makes it pos-

sible to reevaluate her work. However, the enduring picture of the “lady with the

lamp” may continue to put her in the camp of nursing, rather than environ-

mental public health reform. The basics of public health are the tenets upon

which the practice of prevention are based.

Over the past several years, the relative roles of the individual, the professions,

and the government (in the form of public health activities) have changed. It

has been accepted that individuals must bear responsibility for their health

behaviors—thus our practice of blaming the victim. However, individuals have

the right to expect that health care providers will recommend preventive ser-

vices to them that are appropriate for their age and risk factors, and provide them

when professional intervention is required (for example, immunizations and screen-

ing tests such as mammograms).

The role of public health agencies, though formerly limited to offering such

services to special population groups, has grown from this role to providing
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leadership in terms of planning strategic objectives for prevention for the entire

nation. In the process, public health practitioners have assumed a critical role in

defining (answering) the questions posed.

The American Medical Association suggested the annual physical examina-

tion as a method for maintaining health in 1922. Despite growing awareness that

preventive services on an annual basis were not clinically effective, the annual

approach to the health examination was not revised by the AMA until 1983, in

a policy statement that withdrew support for the annual physical examination and

instead focused on an individualized periodic health visit.8

Despite the progress made in other fields of medical science, it was more than

fifty years after the AMA’s advocacy of annual preventive examinations that, in

1975, the La Londe Commission was established by the Canadian government to

examine the scientific literature, and to bring forth a series of evidence-based

recommendations for practicing clinical prevention.9

Shortly afterward, the most significant event in the history of prevention in

the United States occurred. In 1977, the Department of Health, Education, and

Welfare published Healthy People: The Surgeon General’s Report on Health Promotion

and Disease Prevention.10 This landmark work spelled out the overall goals for five

age groups; defined two examples for special focus within each; and defined four

types of objective to be accomplished for each: public and professional awareness,

surveillance and evaluation, service improvement, and risk reduction. It also

named a federal public health agency to lead the work on each specific objective.

Thus, it began to spell out the relationships among the private and public sectors,

and it defined the players in the game of prevention. As suggested earlier, although

the individual must be involved or feel empowered to take certain actions, these

must be encouraged, recommended, and administered by health professionals.

The public and the professions must know the threats to health and what is

available to reduce the risks to an individual, and have the courage to ask questions

that may embarrass the interviewee (such as “Are you sexually active?”).

Primary prevention is obviously the prevention of choice. However, except

under those circumstances in which immunizing agents have been developed,

primary prevention involves the efforts of a variety of individuals to undo those

learned lifestyle behaviors that are hazardous to one’s health. As is evident in

several studies, this is possible, but it requires considerable effort.

Subsequently, the federal government established the U.S. Preventive Services

Task Force (USPSTF), which further contributed to our knowledge of what is

worth doing.11 The task force echoed the findings of the Canadian group, that

many screening tests to detect disease at an early stage often produce a large

number of false positive results, leading to unnecessary subsequent diagnostic



440 Changing the U.S. Health Care System

assessments. The task force reiterated the fact that in examining proposals for

secondary prevention (to be defined later in this chapter), screening tests—or those

used to detect health problems early—must be accurate and reliable.

Here are some definitions that are fundamental to prevention through early

detection.

Accuracy refers to the reliability, sensitivity, specificity, and positive predictive

value of a test.

Reliability means the ability to produce the same result on repeated occasions

(whether it is valid or not).

Sensitivity means the ability to detect individuals who have the condition

targeted by the screening procedure. A test with low sensitivity will fail to detect a

number of individuals with the condition, producing a high number of false

negative values.

Specificity means the ability to differentiate individuals who have the condition

targeted by the screening procedure from the rest of the population. A test with

poor specificity results in a number of normal individuals being included in the

group alleged to have the condition, producing a high number of false positive

values.

Positive predictive value (PPV) means the ability of a test to produce reliable

values for population screening rather than as part of a diagnostic workup. It is

a function of the prevalence of the target condition in the population being tested

as well as of the sensitivity and specificity of a test. The most important factor in

determining the usefulness of the PPV is the prevalence of the target condition.

A test with high sensitivity and specificity can still generate more false positives than

true positives if it is used to screen for a relatively rare condition. Table 17.1 shows

what happens when a test that is 99 percent sensitive and 99 percent specific is

used to screen for a condition with a prevalence of 0.1 percent in a population

of one hundred thousand individuals.

The PPV is the value that results from dividing the number of true positive

individuals by the total number of those with positive test results. In this illustration,

TABLE 17.1. PREVALENCE, SENSITIVITY, AND SPECIFICITY IN
HYPOTHETICAL TEST RESULTS.

Test Is: Condition Is: Totals

Present Absent

Positive 99 (true positive) 999 (false positive) 1,098
Negative 1 (false negative) 98,901 (true negative) 98,902
Total 100 99,900 100,000
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the 99 true positives represent 9.0 percent of the total of 1,098. If one is only con-

cerned about the consequences of missing actual cases, this 99 percent sensitivity

looks great. However, if one is concerned with the consequences of falsely labeling

individuals—for example, telling healthy people they have human immunodefi-

ciency virus (HIV) infection—the 9 percent PPV is unnerving. It indicates that

roughly ten times as many persons are falsely labeled to have the condition in ques-

tion as are truly identified. In addition to the psychological hardship thus imposed,

a low PPV entails substantial additional expense for further evaluation and testing

(necessary for all positive test results) of individuals who should have been properly

identified initially.

Among the other critical issues considered by the task force was lead time

bias, that is, whether or not early detection actually extends length of life or merely

advances the diagnosis to an earlier date, with the patient dying at about the same

time anyway. The gaps in evidence needed to answer the first question (What is

worth doing?) were identified by the task force and suggested an enormous

research agenda for preventive medicine.

Perhaps the most important contribution of the task force was creation of a

rating guide by which all preventive practices could be graded.12 The ratings

are based on strength of recommendation as well as the quality of the evidence.

Here is the grading system:

1. There is good evidence to support the recommendation that the condition be

specifically considered in a periodic health examination.

2. There is poor evidence to support the recommendation that the condition

be specifically considered in a periodic health examination.

3. There is fair evidence to support the recommendation that the condition be

excluded from consideration.

4. There is good evidence to support the recommendation that the condition be

excluded from consideration.

Good, fair, and poor are defined by examining the burden of suffering created

by the condition, and the nature of the intervention (cost, simplicity, and so on).

The quality of evidence is rated this way:

I. Evidence is obtained from at least one properly designed, randomized clinical

controlled trial (RCT).

II-1. Evidence is from at least one well-designed controlled trial, without

randomization.

II-2. Evidence is from at least one well-designed, cohort-case controlled analytic

study.
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II-3. Evidence from a multiple time series design, with or without the interven-

tion, in populations. All of the Type II evidence comes from quasi-

experimental designs.

III. Evidence is based upon opinions of respected authorities, their clinical

experience, descriptive studies, and so on.

Thus, rating the recommendation for an annual mammogram in women over

fifty years of age IA describes the quality of the evidence to support it (in this

instance, good evidence from a randomized controlled trial).

Concepts Underlying Prevention

Before pursuing the health policy issues facing decision makers in the health care

system of tomorrow, it is important for policy makers to understand certain terms

or concepts drawn from epidemiology that underlie the practice of prevention.

The natural history of a phenomenon views a disease, illness, or threat to health as

beginning at some point in time (often at birth) and increasing over time in terms

of its degree of severity or impairment of functioning of a molecular system, an

organ, or an individual. For example, at birth there is little evidence of the pres-

ence of atherosclerosis. With the passage of time, and depending on genetic

influences, diet, physical activity, and other factors, there is subsequent narrowing

of arterial vessels (such as the coronary arteries) because of the development of

atheromata or lipid-laden plaques, until at some time in the history of this disorder

the condition breaks the clinical horizon. That is, the individual ceases to be

asymptomatic and the problem manifests itself in the form of physical evidence

or symptoms (for example, chest pain on exertion or myocardial infarction).13 This

history may be relatively long, as in the case of coronary heart disease, or it may

be relative short, as in the case of spousal violence.

The most important derivative of the natural history of a disease is that

diseases or disorders are present at a subclinical stage, at which point they may be

detected with appropriately sensitive and specific tests applied to those suspected

of having the disease and for whom a test is clinically indicated. From this

perspective, we derive definitions of the level of prevention.

Primary preventive services are those activities or procedures that maintain the

health of the individual. Secondary prevention refers to early detection of a problem

using a variety of screening techniques. This means identifying the presence of the

problem before it breaks the clinical horizon or becomes symptomatic. In the case

of coronary artery disease, data on some risk factors associated with the stage of

the disease—a lipid profile, history of smoking, lack of exercise—may be obtained
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very easily. Such data can indicate the desirability of a more expensive test—a

stress electrocardiogram—that may reveal diminished blood flow to the heart.

When positive, this test lowers the clinical horizon and advances the point in time

at which a diagnosis is made. Then, the question facing those concerned with

prevention is, Can the individual be persuaded to alter those behaviors that lead

to developing the condition?

Finally, although it may seem internally contradictory, tertiary prevention is

defined as efforts to maintain the existing levels of functioning in an individual

once afflicted with a problem (for example, maintaining residual musculoskeletal

function after a cerebrovascular accident).

Host-agent interaction is a basic epidemiological concept that views phenomena

threatening health in terms of the interactions among an agent (chemical, biological,

or physical), a host (the individual), and the environment in which both exist. Both

causes and means of prevention can be assessed in terms of these interactions.

The epidemiological basis for prevention is quite simple. Hosts can be altered;

they can be changed immunologically through vaccination with biological agents,

thus rendering them resistant to a specific agent in the environment. (There may

be no general panaceas.) Host behavior that leads to increased risk of a disease

(and there are many such behaviors) may be altered through counseling with

regard to risk, and persuading individuals of the importance of behavior change.

Clearly, the most effective prevention is accomplished when the host is completely

passive in the prevention process (does not have to think or change), as with

fluoridation of water. Unfortunately, such examples are rare.

With regard to causative agents, they may be eliminated, reduced in con-

centration, or altered. Smallpox has been eliminated from the globe, but hand-

guns proliferate. Both India and Pakistan have detonated atomic weapons and

have the means of settling a long-standing grudge permanently. A variety of public

health measures make our water free of bacteria, and we have substituted less toxic

materials for those that have been widely used in dwellings (for example, asbestos).

Changes in the environment can be accomplished by removing the agents,

the hosts, or both, from a threatening environment, or affecting or attenuating

their interactions. This may be done, for example, by laws associated with smog

control, or in another arena by banning the sale of cigarettes from vending ma-

chines so as to prevent sales to underaged individuals (more theoretical than real)14

or possibly eliminating the sale of attack weapons to the public. However, policy

decisions leading to legislative changes that eliminate certain agents from the

environment are often difficult to achieve. Many agents have very strong support

from interest groups of their own; the National Rifle Association and certain

political forces feel that society has seriously impaired the quality of their lives

by limiting access to military assault weapons.
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Policy Questions for Prevention

As suggested in the initial section, this chapter discusses issues related to preven-

tion in our current health care system. First, What is worth doing? How do we

know? A derivative of this question is, Who must be involved or responsible if

prevention is to occur?

In the United States, other issues have clearly gained considerable policy

importance. They relate to our concern with costs and overall resource allocation.

One issue is, Who shall pay (and how much)? What is it worth (and to whom) to

prevent X? As noted earlier, this is not a purely cognitive endeavor. Values are

associated with prevention; thus the related question, Whose values shall prevail?

We pursue these questions not encyclopedically but by focusing on certain

targets for prevention that illustrate the barriers faced by those concerned.

These targets are  pulmonary and cardiovascular disease associated with cigarette

smoking, death due to firearms, and the AIDS epidemic. In each case, preventive

procedures or maneuvers advocated for each are listed and potential barriers to

their accomplishments reviewed. To do this, let’s go back to the literature.

The Database: What Do We Know, and How Do We Know It?

The 1979 Surgeon General’s Report listed one of the basic objectives as

“surveillance and evaluation.” Two years later, the Centers for Disease Control

and Prevention (CDC), in collaboration with state health departments, initiated

an ongoing system of telephone surveys designed to generate data on the preva-

lence of certain behaviors at the state level to track the progress of programs de-

signed to affect health behaviors.

In 1982, twenty-five state health departments conducted telephone surveys

using CDC training and standardization methods.15 In 1984, these activities

evolved into the Behavioral Risk Factor Surveillance System (BRFSS), which

was also designed to support major public health initiatives in prevention, such as

legislation concerning cigarette taxation and mandatory seat belts. The system

employs the Waksberg method of using randomly chosen noninstitutionalized

adults for telephone interviews. Two sets of questions are asked: a core set asked

in all states, including standardized questions developed by the CDC; and ques-

tions developed by individual states to meet their specific objectives.

The BRFSS estimates a variety of important measures in the adult popula-

tion, including the prevalence of being overweight, leading a sedentary lifestyle,

smoking, or avoiding seat belts. For weight, the survey used the Body Mass
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Index (BMI), defined as weight in kilograms divided by height in meters squared.

In 1988, BRFSS data indicated 20.9 percent of the population exceeded the

recommended BMI for their age). Sedentary lifestyle was defined as fewer than

three sessions per week of twenty minutes or more of leisure physical activity; here

the average was 58 percent. Cigarette smoking got a 24.7 yes rate, and seatbelt

nonuse got 30.1 percent. Several other factors were also included, but not

presented here.16 Data are reported by age group and gender; those cited in this

paragraph are for the entire adult population of the United States.

A considerable volume of literature exists on what should be done (and the

evidence to support these recommendations). To examine this in one volume,

the reader is referred to the Guide to Clinical Preventive Services.17 This guide re-

views the evidence on more than one hundred interventions to prevent sixty ill-

nesses and conditions. The latter are grouped as in a traditional medically oriented

systems review. There are also chapters on counseling and immunizations. Each

chapter—for example, screening for lead toxicity—cites the relevant literature,

available up to the time of publication, leading to a specific recommendation.

As indicated, the appointment of the task force was preceded by Healthy People

(1979), which sets forth a litany of the health problems affecting the U.S.

population. Subsequently, a series of similar reports (Healthy People 1990 and Healthy

People 2000) have marked our progress (or, in many cases, the lack of same) toward

the goals. In each of these reports, voluminous literature is cited.18

The latest version of this prescriptive effort is part of an initiative, Put

Prevention into Practice (PPIP), announced in the fall of 1994 by the secretary of

Health and Human Services, Donna Shalala. The centerpiece of this effort is The

Clinician’s Handbook of Preventive Services.19 It is divided into sections covering

preventive services for children and adolescents, adults, and older adults, with

appendices that include risk-factor tables. The PPIP kit includes the handbook

A Personal Health Guide, designed to help patients work with their doctors and other

health care providers. It has a reminder of recommended immunizations and

screening tests, as well as spaces for recording the dates on which interventions are

given. In addition, the PPIP kit includes reminder stickers for appointments, flow

charts for office use, and other tools that have been shown to facilitate provision

of preventive services.

In addition to the BRFSS data on self-reported risk factors, the National

Health and Nutrition Examination Survey (NHANES) offers data on the preva-

lence of abnormal physical, mental, and social health disturbances, as determined

by laboratory and clinical examination. NHANES collects data on hyperten-

sion, body mass, anthropomorphic measurements, and serum cholesterol, all done

in the field. Extrapolating these data to the U.S. population requires that clinical

and laboratory examination be performed (by a special team of examiners) on
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individuals carefully selected from the U.S. population in surveys designed by

epidemiologists and statisticians. As suggested, both types of survey involve ran-

dom samples of the U.S. population, stratified in such a way as to permit estimates

with a stated limit of confidence.

The U.S. Public Health Service (USPHS) has a long history of disseminating

such population-based data. Initially, this was done by the freestanding National

Center of Health and Vital Statistics; it is now done by the same agency follow-

ing its administrative transfer to the CDC.20 This transfer has not diminished the

quality of such efforts. Also, the Morbidity and Mortality Weekly Reports (MMWR) of

the CDC are a rich source of summarized data from surveillance and evalua-

tion activities conducted by the federal government.21

Community-Oriented Prevention

The majority of descriptive or analytical studies dealing with the efficacy of an

intervention are based upon the study of individuals, where intervention X is done

by professional Y. However, in the past two decades there has been an increase

in the number of studies applying a public health model to prevention; that is, a

community intervention as it relates to preventing specific diseases (or reducing risks

in the population related to those diseases). In addition to offering mass screening

or immunization campaigns, these make possible an intervention through the mass

media and campaigns involving various civic and employer groups. These stud-

ies have, in general, shown some positive impact, but they have not produced

the level of change anticipated.22 As a result, they have begged the question for

policy makers, How should we invest or divide our resources—through commu-

nity efforts, or individualized clinical intervention? An editorial entitled “The

Tribulations of Trials—Intervention in Communities” discussed the disappoint-

ing results of the Take Heart and COMMIT (smoking cessation) community

trials.23 The Take Heart effort produced no significant results; the COMMIT trial

had one modest, positive outcome.

In addition to the efforts, already described, to provide preventive services

in the public and private sectors, many private corporations have discovered the

commercial benefits of organizing preventive services for their employees. Stud-

ies have shown such activities (exercise facilities at work, stress reduction classes,

smoking cessation programs) result in reduced absenteeism, higher employee

morale, and increased productivity.24

The process of reviewing scientific experimentation extends the frontiers of

knowledge about prevention, but it is based on available studies. It is likely that

certain studies that are important to policy makers will never be done because of
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the ethical consequences of randomizing populations (specifically the disadvan-

taged) to treatment and control groups and the costs of some longitudinal stud-

ies. An example of this was reported by Lewis and colleagues in a report of

terminating a randomized controlled trial of asthma education for poor Latino

children.25

Three Examples of Prevention

Here are three examples of preventive challenges, concerning smoking-related

illness, mortality from gunshot wounds, and the HIV/AIDS epidemic.

In the first edition of this book, this section began with a discussion of

preventing infectious disease in childhood. It chronicled achievements within

the public arena in terms of increasing immunization levels among children for

measles, rubella, diphtheria and tetanus (DPT), polio and hemophilus B, and

influenza. Although some disparity in the level of immunization still exists among

various racial and ethnic groups, the worldwide magnitude of the HIV/AIDS

epidemic suggests that this is a more salient example to illustrate the obstacles to

achieving the goals of prevention.

Example One: Cardiopulmonary Disease Attributable to Cigarette Smoking

The impact of cigarette smoking on health status is enormous. It is the primary

cause of premature death in the United States.26 Since the initial Surgeon

General’s report on smoking more than thirty years ago,27 U.S. residents as a group

have been gradually withdrawing from the addiction to nicotine produced by

smoking. The CDC has developed software to estimate the smoking-attributable

mortality of any population group and to project years of life lost thanks to

smoking.28

A variety of efforts have been mounted over the past thirty years to reduce

the prevalence of smoking. Something is working, but slowly. The prevalence of

smoking has fallen 0.5 percent per year over the period 1965–1985 and more dras-

tically, 1.1 percent per year, over the period 1986–1989. However, evidence sug-

gests the prevalence of smoking among teenagers is increasing.29

Prevention efforts to reduce this unnecessary carnage have followed the four

objectives originally defined in 1979:

1. Increase awareness. Recent studies indicate growing awareness of the risks

associated with smoking, especially among physicians.30

2. Surveillance and evaluation systems are in place, including a Teenage Attitudes

Toward Smoking system.31
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3. Risk-factor reduction is occurring with the decreasing prevalence of smoking.

4. Service improvement is represented by increased attention to the problem in

all health care settings.

About 25 percent of all adults are still addicted smokers. The prevalence of

smoking is inversely associated with years of education. Among those with twelve

or fewer years of education, 32 percent are smokers, versus 13.6 percent of those

with sixteen or more years of education.32

A variety of programs have been designed to target the young, including

legislation prohibiting sale of cigarettes to minors from vending machines in forty-

four states. A growing number of public places and workplaces, such as restau-

rants, have been declared no-smoking zones by local or state ordinances.

The number of places where one can conveniently light up is shrinking. Several

U.S. airlines have designated all flights, including international ones, as nonsmoking.

Other proposed efforts, such as increasing taxes imposed on cigarettes, are

gaining support. Manufacturers have been accused of spiking their cigarettes with

extra nicotine to enhance their addictive capacity. If cigarettes were considered a

drug because of the presence of nicotine, they would fall within the jurisdiction of

the FDA and thus be subject to regulation. The U.S. Supreme Court has recently

ruled, however, that the FDA does not have regulatory authority over tobacco.

Despite these consumer-oriented prevention programs, there have been few

serious attempts to influence the providers or growers of the agent. The tobacco

industry is large and powerful; growing the agent also represents the only means

of economic survival for many farmers.

Given the slow reduction in the prevalence of smoking and the many pro-

grams designed to prevent teenagers from becoming addicted, the United States

needs to address a major policy question. We seem to have reached a point where

further reduction in tobacco consumption, especially among the young, is difficult

to achieve. This begs the question, Should we continue to struggle to limit the

growth of tobacco use while ignoring or even encouraging tobacco production?

How much would it cost to buy out those commercial interests who help to main-

tain a cadre of nicotine-addicted individuals who suffer the morbidity and mor-

tality associated with their habit? How do we compare the relative value of

twenty-seven deaths from measles per year to four hundred thousand deaths per

year from tobacco-related disease?

Example Two: Deaths from Gunshot Wounds

The magnitude of the problem of gunshot wounds has been described in many

publications. Since 1960, more than half a million Americans have died from

firearm injuries.33 The term contains a heterogeneous group of specific problems;
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all have one thing (agent) in common: the availability of a gun, usually a hand-

gun. However, like the treatment of a medical symptom, such as a headache, it

is necessary to establish a diagnosis (in this case, to define the problem clearly)

before prescribing a treatment or preventive intervention. The total of more than

thirty-one thousand deaths attributable to gunshot wounds that were reported in

1990 includes about nineteen thousand cases of suicide—or over 60 percent.

Another two thousand were accidental deaths, mainly children who discover a

loaded gun unsafely stored and kill themselves, and more than eleven thousand

cases of homicide. Of the latter, most shootings (52 percent) were not done in the

course of a crime, but by acquaintances or relatives of the victim as the result of

escalating interpersonal conflict.34

As suggested, each occurs because of the availability of a gun, and each vic-

tim has his or her own group of survivors who seek to prevent another similar

episode (no matter that the root causes may differ). One of the main problems

faced by all these advocacy groups is that the use of guns has been associated in

the media with crime, when in fact shootings associated with a felony represent

only a fraction of all deaths from guns.35

The history of efforts to regulate guns in the United States is a comedy with

tragic results. This includes federal initiatives (now under the purview of the

Bureau of Alcohol, Tobacco, and Firearms) and a variety of community and state

laws that have done little to stem the proliferation of handguns in the United

States. It is estimated that there are currently two hundred million working

firearms owned by U.S. citizens.36

A Comparison

The problems created by tobacco are secondary to the effects of inhaled smoke

and development of a physical dependence because of addiction to nicotine. The

problems associated with the existence of handguns are secondary to a psycho-

logical and cultural dependence fostered by popular myths about the so-called

American way of life.

Both tobacco and handgun use are supported by large lobbying forces that

have, to date, outsmarted governmental public health groups. For example, the

California legislature passed five laws in 1994 specifically related to gun control.

These laws prohibit gun sales to minors, prohibit sale of ammunition to anyone

under eighteen years of age, require gun dealers to make records of their sales

available to law enforcement officials, prohibit anyone under a restraining order

for domestic violence from owning a gun while the order is in effect, and suspend

a minor’s driver’s license if apprehended for a motor vehicle violation while

carrying a concealed weapon.
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All of these laws chip away at the central issue—the existence and ready avail-

ability of guns. All fail to recognize that the epidemic of homicide—the primary

cause of death among African American young men—has grown with the avail-

ability of guns to this population. Those who have studied this subject feel these

agents must be eliminated from the environment.37 All existing laws (such as

the Brady Bill) are primarily focused on changing the environment to make it more

difficult to obtain a gun, not on removing a gun already in private hands. These

existing laws could have some effect—a waiting period may reduce the number of

suicides from gunshot wounds among those who do not have ready access to them

at the peak of their depression—but barely address the main issue.

The popular image of the usefulness of guns in self-protection against

criminals is furthered by the advertising practices of gun manufacturers. They

clearly have recognized the importance of creating a new market by suggesting,

in advertisements, how valuable a handgun is for a woman’s self-protection. A

study of trauma center workers in Alabama revealed that 74 percent of women

(mostly nurses) employed in these centers owned a gun, and 45 percent carried a

loaded gun in their car.38

What are the options for policy makers? Do they understand the epidemiol-

ogy of firearm deaths? How will they limit the number of guns in the United

States, in the face of a strong constituency that believes ownership of guns is a

right protected by the Second Amendment to the Constitution? Perhaps in no

other area of prevention are values so evident and so powerful. Our inaction

suggests that we do not understand, or we do not care, or both. How can policy

makers introduce rationality into this discussion?

Example Three: The AIDS Epidemic

This chapter began by posing a series of questions for public health professionals

and policy makers concerned with prevention: What do we know? Who must be

involved for prevention to occur? What are the barriers to applying what we know?

What value does society place on prevention? The HIV/AIDS epidemic in Africa

provides a compelling example of just how difficult it can be to address these

questions. Worldwide, an estimated 36.1 million people are infected with human

immunodeficiency virus (HIV). Seventy percent of these cases are in Sub-Saharan

Africa, where the adult prevalence rate of 8.8 percent dwarfs the rates of 0.56 per-

cent in South and Southeast Asia and 0.6 percent in North America.39 Approxi-

mately fifty-five hundred people die of AIDS every day in Sub-Saharan Africa.40

In South Africa, Botswana, and other Southern African countries with the high-

est rates of infection, it is estimated that more than one-third of today’s teenagers

will die of AIDS.41
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What do we know? The first case of AIDS was identified in 1981; two years

later, researchers isolated the HIV retrovirus. The scientific establishment in the

developed world overwhelmingly accepts the research evidence showing that HIV

is the agent that causes AIDS.42 The virus is transmitted through sexual contact;

through sharing of needles among infected users of injected drugs; by exposure

to infected blood products; and from mother to infant during pregnancy, delivery,

and possibly breast feeding. The primary prevention strategy for HIV/AIDS is

education aimed at persuading individuals to modify high-risk behaviors. These

education efforts must be multifaceted and employ targeted outreach because of

the diverse population groups affected and the changing patterns of infection.

In the United States, the virus spread initially mainly through men who have sex

with men and through injected drug use. HIV infection is now increasingly

associated with heterosexual contact, and women and racial and ethnic minori-

ties represent an increasing proportion of cases. In Southern Africa, the dominant

mode of transmission continues to be through heterosexual exposure. More than

half of those infected are women;43 in South Africa, it is estimated that more

than 20 percent of pregnant women are HIV-infected. Secondary prevention

involves treatment of those infected with HIV to delay the onset of AIDS, and

to avoid the risk that infected mothers will transmit the virus to their babies in

utero or at delivery. Considerable success has been achieved through the use of a

“cocktail” of antiretroviral drugs. Like much of Western medicine, however, these

remedies are costly. At an annual estimated cost of more than $10,000 per indi-

vidual treated, the newest drug therapies are far beyond the means of the devel-

oping world.44

Even the question of what we know has become complicated. South African

President Mbeki ignited an international controversy in 2000 when he argued that

HIV does not cause AIDS, and that African leaders should not look to the

developed countries for solutions to their unique pandemic.45 Despite the evidence

that antiretroviral drugs can reduce the risk of in utero transmission, Mbeki refused

to allow these drugs to be given to HIV-infected pregnant women. He was re-

ported to have told an African National Congress parliamentary caucus that

“the United States and pharmaceutical companies have conspired to establish a

false link between HIV and AIDS to promote the sale of antiretroviral drugs.”46

Here we see how prevention efforts can be complicated by beliefs and values

developed through historical political struggles. Mbeki finally gave in to pressure

from his allies at the end of 2000.

This leads us to the question of who should be involved in HIV/AIDS

prevention. At the beginning of the epidemic, South Africa was absorbed in its

struggle to end apartheid and in the challenge of creating a new democracy. The

United States and the World Health Organization initially did little to intervene in
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the developing crisis. The Washington Post editorialized that Africa suffered from a

“plague of denial.”47 The epidemic is having a devastating economic effect on the

nations of Southern Africa. It is estimated that HIV/AIDS will reduce economic

growth in South Africa by 17 percent between 2000 and 2010, the equivalent of

$22 billion.48 AIDS has decimated the ranks of teachers, deprived the economy

of productive workers, and created millions of orphans. Accused of ignoring the

problem until it threatened to affect their own self-interest, foreign nations recently

have escalated the issue beyond the boundaries of Africa. In April 2000, the Clinton

Administration took the unusual step of declaring AIDS to be a threat to na-

tional security, fearing that its spread could destabilize governments and undermine

its efforts to support free-market democracies throughout the world.49 Subsequently,

several major pharmaceutical companies agreed to cut the prices of antiretroviral

drugs sold in African countries, and the Export-Import Bank of the United States

offered up to $1 billion in loans to purchase the drugs.50 At a meeting of the World

Bank and International Monetary Fund, the World Bank president identified AIDS

as the most important development issue in Africa. Collaborating with UNAIDS

(the Joint United Nations Programme on HIV/AIDS), the World Bank has estab-

lished the Multisectoral AIDS Program for Africa, which will provide $500 million

to support HIV/AIDS prevention and care.51

The increased international attention brings additional resources to bear on

the AIDS epidemic, but it also brings a new set of players and potentially com-

peting priorities. Even among the U.S. agencies involved, the National Security

Council, the Office of the U.S. Trade Representative, and the CDC are not ac-

customed to collaborating with each other. A greater challenge for these diverse

agencies is to recognize that the leadership for effective implementation of pre-

vention programs must come from the African countries themselves. United

Nations Secretary General Kofi Annan called for African leaders to make the

AIDS epidemic their top priority in order to use these resources to greatest effect.52

Beyond the question of who should be involved in the prevention effort, the

African countries must address behavioral, social, and economic factors that con-

tribute to the spread of HIV infection. Efforts to educate young people about the

dangers of casual sex and the importance of condom use are hampered as AIDS

claims the lives of many teachers and increasing poverty leads youths to drop out

of school. Male cultural attitudes result in multiple sexual partners and sexual re-

lations between older men and young girls. When economic factors force workers

to travel far from home to find work, they may spread the infection through a net-

work of sexual partners. The low status of women limits their control over their

partners’ use of condoms. High rates of other sexually transmitted infections and

low rates of male circumcision also contribute to an increase in HIV infection.53
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In addition, suspicion of Western approaches to these problems is combined with

a strong desire for self-determination. The African nations do not have the

resources to fight AIDS alone, but they must take ownership of the prevention

process.

Finally, what value does the world place on containing AIDS in Africa? Annan

issued this challenge:

The AIDS pandemic—unexpected, unexplained, unspeakably cruel—presents

us with a tragedy we can barely comprehend, let alone manage. . . . AIDS

leaves poor societies poorer still, and thus even more vulnerable to infection.

It brings in its wake discrimination, prejudice, and often violations of human

rights. It is taking away not only Africa’s present, but also its future. . . . The

challenge cannot be met without resources. But donors can and must do more

than that. They must adopt policies and priorities that meet the needs of the

countries most affected. And they must raise awareness in their own countries

that AIDS is not over. That AIDS is far more than a medical problem, that

AIDS is a threat to an entire generation—indeed, a threat to human

civilization as a whole.54

Conclusion

Our three cases have one thing in common: all are due to agents—infectious,

chemical, or physical. In the case of HIV/AIDS, science has yet to produce a

preventive measure (vaccine), and the virus is spread by sexual contact and injected

drug use. The other two cases are different: one is associated with chemical

addiction to nicotine, and the other is a product of culture dependence. Both have

powerful lobbies that have sought to confuse the public. One of these (smoking)

is slowly being reduced at great public expense. Gun violence is still a symptom.

One can only remember the Surgeon General’s Report of 1979, noting that public

and professional awareness, surveillance, and evaluation must precede reduction

in risk factors and improvement of services.

Where should we invest? It seems clear that among these three cases, values

(confounded with economic interests), not lack of knowledge, are the primary

obstacles. Policy makers reviewing other targets for prevention listed in Healthy

People 2000 should count the number for which we know what to do but fail to do.

Answers to the second question—What can we do?—reveal how many health

problems are not preventable because of our inability to apply existing knowledge.

In the end, when we examine our values, we find the cause of our limitations.
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I
n our current effort to reform the organization, delivery, and financing of health

care, which is more aptly described as personal health services or medical care,

the broad question of how providers of these services contribute to the public

health goals for our country receives little consideration. Most of the debate about

personal health services has focused on how to control the enormous and

continually escalating costs of medical, hospital, and other services; and how to

overcome the access barriers that arise from lack of health benefits, inadequate

ability to receive needed care, discrimination, poor distribution of providers, and

other problems. In deciding how these medical care system problems should be

addressed, what is the role, if any, of public health agencies?

Neglect of this question probably derives from the common view that public

health is concerned only with disease control by such means as epidemiological

investigation, immunization, health education, and attention to safety hazards in

the physical environment. Another common public perception is that public

health’s primary concern is the economically disadvantaged segment of the

population. The purpose of this chapter is to delineate the appropriate roles for

public health in the personal health services system.

A perspective on this role starts with public health’s mission. According to the

Institute of Medicine, National Academy of Sciences, the mission is “fulfilling

society’s interest in assuring conditions in which people can be healthy.”1 Public

health thus concerns itself with the health of the entire population and how it
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may be enhanced by improving the health-related conditions in which people live.

Public health efforts are directed at modifying three conditions that can contribute

to population health: the physical environment, social and behavioral factors, and

the system of delivery of personal health care services.

The environment, the physical aspects of people’s surroundings, profoundly

affects their health. The well-known impact of working conditions, food handling,

and exposure to fluoride—among myriad other living circumstances—illustrates

the point. Therefore, from its outset public health has directed substantial effort to-

ward ensuring a safe physical environment, at first mainly focusing on microbial

threats to health but increasingly aiming more broadly at the whole physical milieu.

With the twentieth-century transition from communicable to noncommuni-

cable diseases as the predominant health problem, evidence has grown that

people’s behavior (for example, with respect to tobacco and alcohol) has a strong

and often definitive influence on the disease mechanisms that cause death, related

disability, and the timing of disease development and progression. The Public

Health Service has estimated that half of the premature deaths in the United

States are due to the choices that people make in their everyday activities.2 In

analyzing the underlying causes of death rather than the disease mechanisms

involved, McGinnis and Foege found that almost two-fifths are attributable to

tobacco, diet or activity patterns, and alcohol (Table 18.1).3

The broader social environment—including such factors as the strength of

family and other social relationships, sense of shared responsibility for the quality

of life in the community, and beliefs about acceptable and unacceptable behavior—

also strongly influence patterns of health and ill health in the population.4

TABLE 18.1. ACTUAL CAUSES OF DEATH IN THE
UNITED STATES, 1990.

Cause Estimated Number Percentage of Total Deaths

Tobacco 400,000 19
Diet and activity patterns 300,000 14
Alcohol 100,000 5
Toxic agents 60,000 3
Firearms 35,000 2
Sexual behavior 30,000 1
Motor vehicles 25,000 1
Illicit use of drugs 20,000 �1
Total 970,000 46

Source: McGinnis, J. M., and Foege, W. H. “Actual Causes of Death in the United States.” Journal
of the American Medical Association, 1993, 270, 2207–2212.
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The third major influence on the health of the population is the availability

and quality of personal health services, particularly medical care. Extensive

achievements in this field during recent decades—in biochemistry, pharmacology,

noninvasive testing procedures, surgical techniques and other areas—have

increased the possibility of longer and healthier lives. The dramatic impact that

they sometimes make on the individual’s situation, however, creates a tendency to

overestimate their overall health significance. Bunker attributes only five years of

the thirty-year increase in life expectancy of Americans during the twentieth cen-

tury to the work of the medical care system.5

Public health has generally operated inconspicuously, identifying and imple-

menting means to improve all three conditions that can advance health and

incorporating those advances into the context of life. Credit is rarely given for

what has been accomplished through public health initiatives, in part because their

success is often measured by health problems that do not occur or whose impact

is controlled. Thus, we take for granted that water from the tap is safe to drink;

that individuals with tuberculosis are identified quickly and appropriately treated

so they are not a threat to the public; and, more recently, that automobiles have

seatbelts and public buildings are largely smoke-free.

Given public health’s history and orientation, what are appropriate public

health roles related to personal health services? To summarize the reasons for

public health involvement in personal health services:

1. Personal health services are becoming increasingly effective as a means of

improving health, and thus a concern of public health.

2. A substantial proportion of the population either does not have access to

them under current arrangements or may lose access with change in government

programs or in living circumstances such as a job move.

3. A considerable portion of the personal health services delivered suffer from

deficiency in quality, often affecting health outcomes.

4. The recent spiral in medical care costs has absorbed a disproportionate

share of social resources, limiting investment to reduce inequality in access to

health care services and preventing investment in other sectors (transportation,

social services, housing, environmental protection, and so forth) that could

potentially yield higher dividends in health at the population level.

Thus, examination of the role of public health in personal health services

is timely and important. Public health represents society’s interest, but how

should society’s interests be advanced, and what are the leverage points to effect

change?
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Public Providers of Personal Health Services

Public health departments, of course, have long administered certain personal

health services aimed toward health promotion and disease prevention, such as

prenatal care and childhood immunization. They have often provided such ser-

vices directly, particularly for those segments of the population that the private

health care system seldom reaches effectively. In many locales, the health

department has served as planner, convener, and facilitator, helping to mobilize

community resources, especially clinicians, to provide services to the economically

disadvantaged. Also, in many states and communities, public health departments

have assumed responsibility for a broader array of personal health services for

people with low income. For example, some local public health agencies carry

responsibility for Medicaid and local indigent care programs.

These responsibilities are exercised in several forms. Some jurisdictions

operate health plans for Medicaid and other low-income individuals, contracting

with physicians, hospitals, and other providers and performing the other required

functions of a managed care organization. Other jurisdictions have comprehen-

sive personal health care delivery systems, including both inpatient and outpatient

activities. In some jurisdictions, the local health agency has statutory responsibil-

ity for health care for the indigent. The responsibility to provide health care

services to this large population without health benefits has become so burden-

some in some jurisdictions that it jeopardizes the conduct of other activities with

a potentially greater impact on health.

Historically, actual involvement in personal health services emerged initially

as a critical aspect of public health’s original task: communicable disease control.

During the early part of the century, when the struggle against infectious diseases

extended beyond environmental action to include developing personal immu-

nity in individuals, health departments undertook mass smallpox vaccinations (and

subsequently other immunizations). More substantial engagement in personal

health services by public health expanded with maternal and child health during

the 1920s, from the growing conviction that such services could reduce the

excessively high maternal and infant death rates recognized as prevailing at that

time. Then came certain diagnostic procedures, especially as technology for

communicable disease control advanced. For example, tuberculin testing of

tuberculosis patients’ contacts and then x-raying positive reactors became an

accepted public health practice. Further, health department laboratories offered

communicable disease diagnostic services to physicians in their communities.

Subsequently, these services expanded into other realms such as screening for

diseases having congenital and environmental causes.
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Advances in clinical science and corresponding improvements in medical care

necessitate greater public health attention to them as means of improving health.

Widespread recognition of the potential of these advances to protect and enhance

health has led to establishing large-scale, public programs of medical care for peo-

ple identified as having an unmet personal health service need, thus filling

substantial gaps in the delivery system.6 In other cases, this lack of availability

of health care in a defined population has been met by making payment for per-

sonal health services to individuals meeting specific eligibility requirements, such

as Medicaid programs. In addition, the government may create financial incentives

for private organizations to finance or provide care to populations unable to afford

it. The traditional tax-exempt status of nonprofit organizations and voluntary

private hospitals was, in part, based on the assumption that these institutions would

help to meet the needs of the poor through uncompensated care.

Direct Service Delivery

Direct delivery of personal health services by government in the United States

goes back to the U.S. Marine Hospital Service, which was established to provide

care for merchant seamen in support of the nation’s entry into international com-

merce, as well as to the country’s early military medical services. These two agen-

cies, for merchant seamen and military forces, have evolved into the current U.S.

Public Health Service and the Armed Forces Medical System.

Over the years the federal government has assumed responsibility for directly

providing medical services to other substantial segments of the population. The

Department of Veterans Affairs operates an array of medical centers, nursing

units, domiciliary care units, and outpatient clinics for its beneficiaries, many of

which are affiliated with academic medical centers, both to enhance the quality

of care and to give training opportunities to young physicians.7 The Indian Health

Service operates (or funds the operation by Indian tribal government of) hospi-

tals, health centers and other types of ambulatory care unit on tribal lands

throughout the country.8

State governments have historically provided hospital services not for such

specific segments of the population but rather for people suffering from particu-

lar conditions, such as mental illness and tuberculosis. Beds for these purposes have

declined substantially over the last quarter century as TB cases have fallen and

also been treated increasingly on an ambulatory basis, and as state hospitalization

for mentally ill patients has been curtailed with the notion that they would be better

served in community centers. Unfortunately, the latter have not materialized to

the extent needed.
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County and city governments have provided both in-patient and out-patient

general hospital services for the indigent, and emergency and some other medical

services, often with financial support from state and federal sources. These have

tended to be uneven, reflecting the lack of nationally assured services in the United

States.

Since 1975, the total number of hospitals in the United States has dropped

15 percent and the number of beds almost 30 percent, but the proportion of

beds under federal governmental auspices has fallen relatively more, from 10 to

6 percent (Table 18.2). The proportion of beds operated by state and local gov-

ernments has remained quite steady, about one-seventh of the total. Mean-

while community nonprofit hospitals have expanded their proportion of beds,

now well over half the total, and community for-profit hospitals have doubled

their share, from 5 to 11 percent. The former increase largely reflects services of

community hospitals that were previously undertaken by specialized rather than

general hospitals.

TABLE 18.2. TRENDS IN HOSPITALS AND BEDS, BY
OWNERSHIP, 1975–1997.

Hospitals

1975 1985 1997

All hospitals 7,156 6,872 6,097
Federal government 382 343 285
State and local government1 1,761 1,578 1,260
Community nonprofit1 3,339 3,349 3,000
Community for-profit1 775 805 797

Beds (Thousands)

1975 1985 1997

All hospitals 1,466 1,318 1,035
Federal government 132 112 62
State and local government1 210 189 148
Community nonprofit1 658 707 591
Community for-profit1 73 104 115

Note: (1) excluded are long-term hospitals and hospital units in institutions such as prisons and
college dormitories, facilities for the mentally retarded, and alcoholism and chemical dependency
hospitals.

Source: National Center for Health Statistics. Health, United States, 1999. Hyattsville Md.: National
Center for Health Statistics, 1999.
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Core Public Health Responsibilities

The public health care system delivers substantial amounts of medical care, par-

ticularly for the economically disadvantaged and the chronic severely mentally ill

and developmentally impaired. But this role is not necessarily central to the broad

public health mission. In fact, local fiscal authorities have often diverted what

resources are appropriated for the traditional public health core functions into per-

sonal health services for the poor, usually secondary and tertiary services. This

reflects the strain of forty-four million Americans being without health benefits,

a number that has every likelihood of continued growth in the absence of national

policy that health care should be the right of every citizen and in the wake of the

failure of national health reform. However, the other consequence of allocating

money to what appears to be the most pressing priority—sick people without other

sources of emergency medical services—is that these funds are not available for

community-oriented prevention activities. Thus public health has a diminished

ability to respond to serious public health threats such as the resurgence of

tuberculosis and measles—or HIV/AIDS, the greatest new health threat.

The growing perception that our nation had lost sight of its public health

goals, allowing the public health infrastructure to fall into disarray, led to the pre-

viously cited Institute of Medicine recommendation that the public health mis-

sion be defined as “fulfilling society’s interest in assuring conditions in which people

can be healthy.” Based on this mission, the report identified three principal core

functions for public health: assessment, assurance, and policy development.

Assessment

An indispensable role for a public health agency is to assess the opportunities to

improve the health of the population in its area. In so doing, the public health

agency needs sophistication in assessing the contributions of the various

determinants of health to the burden on the population posed by ill health. An

essential initial step is to collect (directly or through analysis of external databases)

a health-and-disease profile of the population. Traditionally, assessments have

targeted the major causes of morbidity, mortality, and more recently disability. In

addition, health can be measured as a set of positive attributes based upon the

expansive definitions of health adopted by public health bodies nationally and

internationally. In Healthy People 2000: National Health Promotion and Disease Prevention

Objectives, this perspective on the meaning of health is well captured: “health is best

measured by citizens’ sense of well-being.”9
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At the state and local levels, an ideal assessment would be to array the major

causes of morbidity, disability, mortality, and lack of well-being for major segments

of the population defined by age, gender, and geography, and possibly also by

race or ethnic identity. Traditionally, ill health has been arrayed according to

disease (cancer, heart disease, arthritis, and so on). However, as McGinnis and

Foege have proposed, a better way to consider health improvement opportunities

might be to focus on the common factors that underlie many of the most bur-

densome health conditions (Table 18.1). At least seven of these factors have in

common that they can be ameliorated through behavior change.

In analogous fashion, how might we judge the potential contribution of health

services to potential health improvement in the overall population of a defined

area and in population subgroups? The point of departure for such an exercise is

to determine the percentage of the population variance in key health measures

that is associated with health services. To take as a hypothetical example acquired

heart disease, health services might be found to account for 10 percent of the vari-

ance in mortality and disability rates. The next step would be to determine the

characteristics of health service systems that are reproducibly associated with

the best and worst outcomes.

To the degree possible, differences between the best and worst outcomes

would be partitioned into problems of access to services, overuse and underuse

of appropriate services, poor coordination of care, and poor technical quality of

services. Although developing databases that would permit this degree of problem

definition is at an early stage for most health conditions, a substantial investment

in quality indicators, practice guidelines, and outcomes measurement should in

time produce sufficient tools for public health departments to assume leadership

in assessing the problems in organizing and delivering personal health services by

both private and public providers.

A related role is to identify the characteristics of populations that are not

receiving adequate care by virtue of diminished access, poor quality, or lack of

financial resources. Traditionally, public health organizations have taken the lead

in pointing out that there is a substantial segment of our population (now more

than forty million Americans, including ten million children) who do not have ac-

cess to any organized source of continuing medical care or payment for such care.10

They are largely dependent on so-called emergency services that state or local gov-

ernments may provide or require other local institutions to offer. In addition, many

millions work in precarious job situations where they are at risk of both job loss and

loss of health benefits offered by or through their employer. Although individuals

losing their jobs can now continue to receive the same health benefits under fed-

eral legislation for up to eighteen months if their employer had twenty or more em-

ployees, many cannot afford to bear the entire cost and allow it to lapse.
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What is most striking is that during the 1990s, a period of unprecedented

economic growth in the United States, the number of uninsured continued to

grow and the percentage of Americans covered by employer-related health benefits

declined. Public health agencies should become the most trusted source for

information on unmet service needs, the nature of quality assurance practices used

by providers, health outcomes, and health status of subpopulations within their

territory. They should also systematically assess the degree of integration of health

services with other governmental and private sector services, such as education,

social services, and welfare.

Tools are available to help public health agencies in the overall assessment and

planning process. APEX (Assessment Protocol for Excellence in Public Health)

and PATCH (Planned Approach to Community Health) are among a growing num-

ber of stepwise guides to assessing community health needs. Neither of these focuses

primarily on personal health services, but assessment of these needs can and should

be built into an overall community assessment. APEX includes a three-stage process,

with the last one, policy development and assurance activities, intended to ensure

implementation of the organizational action plan.11 PATCH, developed by the

Centers for Disease Control and Prevention (CDC) as a community health pro-

motion tool, also emphasizes community mobilization.12 Many health departments

are using Healthy Communities 2000: Model Standards, a guidebook to marrying the

national objectives in Healthy People 2000 with local needs and priorities.13

Assurance

The Institute of Medicine report stressed “assurance” to their constituents that

services necessary to achieve agreed-upon goals are provided, whether by

encouraging actions by other entities (private or public sector), by requiring such

action through regulation, or by providing services directly. Public health agencies

should involve key policy makers and the general public in determining a set of

high-priority personal and communitywide health services that governments

will guarantee to every member of the community. This guarantee should include

subsidization or direct provision of high-priority personal health services for those

unable to afford them.14

Health assurance is a central function of public health. In proposing plans to

improve the health of its population, a department of public health should ensure

that all groups have access to a minimum set of high-quality personal health care

services. The plan should also set expectations for the performance of health

care systems and health care providers.

Developing large managed care organizations with broad responsibility for the

health care of a defined population of enrollees is a natural point of leverage in
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assuring adequate performance of the health care system. Large managed care

organizations are developing clinical data systems that generate databases

amenable to analysis of outcomes of care and of the types of service provided

to individuals and groups defined by disease (for example, adult onset diabetes

mellitus), age group (such as infants from zero to one year), income level, or

geography. In addition, “quality” has become a basis for competition in the mar-

ket for personal health services. Therefore, health department leadership should

include helping to define the kinds of outcome an organization should be able

to show based on best practices observed in the literature.

Health departments should have special expertise in setting expectations for

outcomes in clinical preventive services—such as age-specific immunization rates,

mammography rates by age, and so on—and in monitoring these rates. However,

monitoring the results of services provided when a disease state is present is of

equal importance. Thus, public health agencies should also participate in setting

expectations for disease and procedure outcomes, such as mortality rates for

cardiovascular disease, or complication rates for endoscopy or angioplasty. They

may also suggest the specifications and dissemination plans for report cards that

are increasingly required of health care providers, as these reports can identify

problems with access and quality.

Currently, most health departments have no jurisdiction over the organiza-

tions delivering comprehensive care, except for licensing institutions and some-

times provider groups. In some areas, particularly large cities, the health

department may also deliver clinical services—presenting a potential conflict of

interest in setting standards or expectations for results. Nonetheless, there are

existing levers that can be used to help assure good outcomes from delivering

personal health care services. The health department can help to establish a local

coalition of private and public health benefit purchasers that sets requirements for

both services to be provided and the quality and service data that plans and

providers must make available in a standard format. The health department can

also take the lead in disseminating information on what should be a required core

of preventive services, such as those developed by the U.S. Preventive Services

Task Force.15 The department can also publicize the practice guidelines being

developed through public and private processes and can urge consumers to ask

questions about outcomes, both in general and for conditions about which they

are concerned, before selecting choices under an employer-sponsored health

benefit plan.

Public health agencies should make it a central function to receive, analyze,

and report on the results of quality assurance efforts in personal health services

delivery. They can use their role as guardian of the public’s health to publicize

both problems and progress to the public, as well as to inform providers and
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professional organizations about opportunities for improvement in an effort to

assure both access and quality. Assuring that the public has objective information

on the performance of alternative managed care organizations and physician

groups is increasing in importance as more employers adopt a passive purchaser

role vis-à-vis health plans, giving employees a fixed amount of money and letting

them choose among a number of locally available plans.

Public Policy

A number of assurance functions are accomplished through participating in the

development of public policy. Some access, data, and quality-assessment

requirements are being incorporated into laws or administrative regulations. Public

health, as an agent of the public with the responsibility of “fulfilling society’s

interest in assuring conditions in which people can be healthy,”16 should be proac-

tive in suggesting where and what regulation is appropriate and in commenting

on proposals advanced by others.

An important public policy role is to underscore the large number of un-

insured and the continuing growth of this population. Policy makers need to be

shown that the uninsured population is much less likely to receive preventive

care, seek care for serious symptoms, have continuing sources of care, and

have problems diagnosed at an early and treatable stage. They need to understand

that providing health benefits to the uninsured is even more challenging as the

ability of public systems to deliver health services dwindles under competition

from the private sector, and as the same private sector competition reduces the

availability of services for those who cannot afford to pay.

Identifying the opportunity to improve some health outcomes through broader

health benefit coverage is part of a larger need to educate the public and policy

makers on the key determinants of health, and on how policy options can affect

these factors. In this context, almost all careful studies of determinants of health

have found that personal health care services make a difference in health, but

this difference accounts for a small fraction of the variance in health among

populations—overall and for specific health conditions. Determinants with a gen-

erally larger contribution to variance include genetics, income distribution, social

factors, environmental exposure, and health behavior.

Among these items, health habits have received the most attention in recent

years, but the other contributors to common diseases often display strong effects.

For example, in acquired cardiovascular disease, the degree of social isolation

displays risk gradients and effects of about the same order of magnitude as

behavioral risk factors.17 For most disease categories, and certainly for quality of

well-being, poverty is a quantitatively more important risk factor than access to
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health care services or the quality of those services in describing the difference

in health between populations. In addition, economic, community, social, and

political factors are the primary contributors to such major societal problems of

ill health as child abuse, spousal abuse, other violence, and birth outcomes.

As part of this educational effort, public health departments can provide data

showing that the current level of investment in health care services is dispropor-

tionate to the ability of those services to alter the population burden of ill health.

Whether the argument is for additional resources or for reallocation of existing

resources to address other causal factors, the rhetoric is not likely to strike a re-

sponsive chord unless the health department can make a convincing case for what

type of investment is likely to achieve greater societal returns. For example, would

after-school programs for youth in areas of high risk of school dropout and gang

membership be a better investment than a higher density of MRI machines, or

increasing the Medicare payment for erythropoietin? Would a uniform home

prenatal and postnatal home visiting program for lower-income pregnant women

yield a better health return than routinely offering amniocentesis as a covered

health benefit? Would a social marketing campaign to encourage youths to drink

nonalcoholic beverages have more impact on alcoholism than more or better

rehabilitation facilities?

Although there are no unequivocal answers to most of these questions,

showing the effects of well-evaluated model programs is a useful initial step in this

educational process.

Expertise and Capacity

What is the interest and capacity of public health agencies at the state and local

levels to assume the set of responsibilities we have outlined? The Institute of

Medicine report and strong efforts by the CDC, the American Public Health

Association, and national and local health officer associations to define core public

health functions have raised consciousness of the role public health should play

in health promotion at the community level. Barriers to assuming these central

roles include restricted flexibility in use of funds (which are often channeled from

categorical programs), mismatch of skills and interests between existing person-

nel and new priorities, and outsiders’ perception that a more limited role for public

health agencies is advisable. For example, a survey of thirty-two health depart-

ments and districts in Washington state found that the self-assessed strengths of

most were program management and direct provision of service. They felt that

the major deficiencies were assessment functions and use of data to guide

community and program planning and policy.18 If public health is to assure the
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health of populations, then establishing its expertise and credibility as the pathfind-

ing organizer and lead planner in achieving this area of goals must be accorded

a high priority.
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P
art of the national debate on health care reform in 1994 involved the

contentious issue of medical malpractice liability and the tort system for

addressing it. Despite the failure of health care reform in the 103rd Congress, the

issue of medical malpractice liability continues to provoke debate and alternative

proposals for modifying the tort system for handling it.

Several reasons make this issue an aspect of any major change in the health

system, whether brought about by legislative or voluntary action. First is the charge

that high medical malpractice insurance premiums and defensive medicine are

major contributors to escalating health care costs. Second is the concern about

the right to sue managed care organizations (MCOs) for medical malpractice.

Third is the long-standing dissatisfaction with the tort system’s handling of

medical malpractice, for its failure to compensate many victims of malpractice

and to deter negligent practice.

Does Medical Malpractice Litigation Increase Costs?

With respect to the first allegation, the evidence does not support the charge that

medical malpractice litigation is a major cause of the rising costs of health care.

On average, physicians pay less than 4 percent of annual practice receipts for

malpractice insurance. This represents less than 1 percent of total U.S. health
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expenditures and therefore cannot be a primary cause of the growth in expendi-

tures.1 With respect to the impact of defensive medicine, although some proce-

dures may be unnecessary, others may be beneficial and part of cautious,

conservative medical practice.2 Moreover, some precautions may prevent mistakes,

making the net economic impact of defensive medicine unclear.3 The Office of

Technology Assessment (OTA) concludes that “overall only a small percentage

of diagnostic procedures—certainly less than 8 percent—is likely to be caused

primarily by conscious concern about malpractice liability.”4 Much of the in-

creased spending on health care can more reasonably be explained by expanding

and proliferating medical technology rather than by the practice of defensive

medicine.5

Should Malpractice Suits Against MCOs Be Allowed?

With respect to the second concern, a central issue in the growth of managed care

is the question of the liability of MCOs for malpractice.

Concerns about malpractice in managed care organizations are associated

with the shift to outpatient care, which increases the exposure of physicians and

utilization review entities, and with reliance on screening by primary care physi-

cians and use of gatekeepers, which possibly restricts referral to specialists.6 Court

interpretations of the Employee Retirement Income Security Act of 1974 (ERISA)

have barred some malpractice suits against managed care plans on the ground

that ERISA preempts state laws that relate to health benefits of self-insured plans.

Plaintiffs denied care by such plans are limited to relief in federal courts of pay-

ment for only the costs of the medical care denied; they cannot recover damages

available in state courts for injuries suffered as a result of the denial.7 In recent

years, the interpretation of the ERISA preemption has been somewhat narrowed

to bar only suits for denial of care (benefits decisions) but allow suits relating to

quality of care (medical decisions)—a difficult distinction to draw.8 Many decisions

are mixed benefits and medical or treatment decisions, and in one such case,

Pegram v. Herdrich, the U.S. Supreme Court held in a unanimous decision in

June 2000 that MCOs cannot be held liable as fiduciaries under ERISA for wrong-

ful conduct in making such mixed decisions.9

Further restriction of the ERISA preemption occurred in 1995 in a unani-

mous decision of the U.S. Supreme Court, holding that a New York statute

imposing surcharges on hospitals and HMO fees for some health care payers,

including ERISA plans, in order to create a pool of funding to cover the unin-

sured was not preempted by ERISA because the statute had only an indirect

economic effect.10 In the view of a legal authority on ERISA, this case may “signal
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a change both in methods of statutory interpretation and in the Court’s willing-

ness to allow state regulation of some aspects of health care delivery that affect

ERISA plans.”11

Those seeking to retain the immunity from suit that ERISA has provided to

self-insured plans contend that allowing such suits increases the costs of health

care. Advocates for increased legal accountability of MCOs deny this contention

but say that some increased cost would be acceptable to protect patients from

substandard care.12

Texas was the first state to enact legislation creating a cause of action against

health insurance carriers, HMOs, and other managed care entities for negligent

treatment decisions, so that these entities have a statutory duty to exercise ordi-

nary care in making decisions that determine when services are provided or affect

the quality of diagnosis, care, or treatment.13 The right to sue managed care

organizations and health plans for denial of care or substandard care has been a

central feature of the Congressional debate on a Patient’s Bill of Rights.

In view of the fact that 140 million workers and their families receive their

health care through plans sponsored by employers and covered by ERISA,14 it is

a serious matter of equity to afford them access to the courts for medical mal-

practice. The recent changes in judicial interpretation of the ERISA preemption

indicate that the time may be ripe to remedy this inequity in the law spawned by

ERISA, to allow malpractice suits against MCOs for medical injuries—just as they

are allowed against hospitals.15

Is the Tort System of Compensation Fair and Equitable?

The third concern is dissatisfaction with the tort system on the grounds that it

costs too much; is an erratic, unpredictable, and inefficient method of com-

pensating persons injured by substandard care; and fails to deter negligent prac-

tice.16 Despite extensive state legislation designed to curb malpractice suits, the

question is still unresolved as to whether the present tort system of handling med-

ical malpractice liability meets the objectives of, first, fairly and adequately com-

pensating persons injured by substandard care and, second, deterring negligent

practice.

To examine the options available for addressing the issues concerning the

medical malpractice liability system, it may be helpful first to review the medical

malpractice insurance crises of the 1970s and 1980s and their sequelae—the

causes, the state legislative responses that ensued, and evaluations of these legislative

actions. Then we may turn to alternative proposals that have been advanced.

Finally, some comments are offered on how best to compensate victims of
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substandard medical care and how best to deter negligent medical practice—a

question that may become urgent with legislative or voluntary reform of the health

system.

The Malpractice Insurance Crises of the 1970s and 1980s

In the 1960s and early 1970s, the frequency and severity of medical malpractice

claims increased dramatically. Claim frequency increased nationally at an average

annual rate of 12.1 percent, and paid claim severity (cost per claim, including

awards and out-of-court settlements) increased at the rate of 10.2 percent. In some

states, the increases were even greater. In California, both the frequency and

severity increased between 1969 and 1974 at an average annual rate of nearly

20 percent.17 Throughout the 1970s, awards rose at a rate in excess of the gen-

eral rate of inflation and of the cost of medical care. Between 1970 and 1975, the

average malpractice award increased from $11,518 to $26,565—an average

annual rate increase of 18 percent. By 1978 the average award had increased to

$45,187, representing a cumulative increase of 70 percent for the three years

1976–1978.18

Because of this escalation in the number of malpractice claims filed and in

the size of awards, the premiums for malpractice liability insurance rose astro-

nomically, by as much as 500 percent in some states.19 In 1974, several important

insurers withdrew from the market.20 Thus, the crisis of the 1970s was not because

a large number of patients were injured but because of the breakdown in the mal-

practice insurance market.21

As a result, many physicians without adequate insurance coverage avoided

high-risk cases, limited their practices in other ways (as with obstetrician-

gynecologists limiting their practices to office gynecology), withdrew from emer-

gency service or from practice altogether, or practiced without insurance coverage

or with lowered coverage.22

The problems with availability and affordability of malpractice insurance

led to formation of compulsory pooling arrangements—joint underwriting

associations—to compel insurers to provide insurance for malpractice as a con-

dition of writing other insurance.23 These joint underwriting associations were

formed to ensure insurance coverage for physicians who could not obtain insur-

ance, by requiring insurance companies offering property and casualty insurance

to underwrite insurance for a physician who could not obtain liability insurance.

Patient compensation funds, funded by a surcharge on all insurers, were established

in nine states to settle catastrophic claims up to a certain limit. Some physicians

formed their own insurance companies. These physician-owned firms insure
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about 60 percent of U.S. physicians and are represented by the Physicians In-

surers Association of America.24

In response to this crisis, many states formed commissions to investigate and

report on the medical malpractice insurance crisis in their states. In nearly every

state, new statutes were enacted to restrain medical malpractice suits by restrict-

ing the scope of liability, limiting the size of awards, reducing the statute of

limitations, limiting contingent fees of attorneys, and introducing pretrial screening

panels or arbitration to discourage “frivolous” suits.25 These measures are

discussed later in this chapter.

After 1976, the frequency of claims leveled off, but the severity of awards

continued to increase.26 By 1985, however, when the second malpractice insurance

crisis occurred, malpractice insurance premiums were again rising. From 1981 to

1986, malpractice insurance premiums rose 75 percent, according to the 1983

Physicians’ Practice Costs and Income Survey and the 1986 Physicians’ Practice

Follow-Up Survey.27 Claim frequency was rising by more than 12 percent after

the increase in the 1970s that led to the 1975 crisis. Between 1975 and 1984,

average medical malpractice verdicts increased at nearly twice the rate of the

Consumer Price Index. These events prompted a leading authority on medical

malpractice to say, “the fact that claim frequency and severity have continued to

rise tends to confirm the fact that the response to the last crisis did not radically

change the malpractice system.”28

The medical malpractice insurance crises have been ascribed to medical

factors, legal factors, and insurance practices. The medical factors include greater

use of health services because of the enactment of Medicare and Medicaid and

the growth of voluntary insurance; increased use of advanced medical technol-

ogy entailing greater risk; and the fact that the practice of medicine is inherently

a high-risk undertaking with a certain number of adverse outcomes, regardless of

negligence. Also contributing to malpractice claims are heightened expectations

on the part of consumers (the “every couple expects a perfect baby” syndrome)

and changes in the doctor-patient relationship as medicine has become more highly

specialized and technical, with resulting depersonalization of health services.29

Legal factors have also contributed to the increase in claims. Abolition or

modification of the locality rule, making the acceptable standard of practice a

state or national standard, tends to increase claims and make expert witnesses

more available. Abolishing the charitable immunity rule that formerly insulated

voluntary hospitals from suits was a factor that favored plaintiffs’ suits. Another

contributing factor was expanding the scope of informed consent, requiring a

subjective scope of disclosure of the risks of a procedure as needed by a particu-

lar patient rather than the objective scope of disclosure afforded by what a

reasonably prudent physician practicing in the same or similar circumstances
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would disclose. Similarly, expansion of the doctrine of respondeat superior, which

imposes responsibility on an employer for an employee’s wrongdoing, contributed

to claim increases. States that abolished or expanded the locality rule, abolished

charitable immunity, and adopted broadened informed consent and respondeat

superior doctrines were found to have claim costs twice as high as states that made

none of these changes.30

Insurance experience and practice also contributed to the crisis. In the

mid-1970s a decline in the stock market reduced capital and earnings on the in-

vestments of the insurance companies. Since most companies wrote “occurrence”

policies—the insurance company would be responsible for future claims as long

as the incident on which the claim was based occurred in a year for which the

insurance was purchased—insurance companies had to maintain large reserves

to cover the “long tail” of future claims (the period from the occurrence of the

incident to the eventual claim and its disposition).

After the 1975 crisis, insurance companies generally wrote “claims made”

policies, in which the physician was covered for the year for which the policy

was written, leaving a long tail of uninsured liability for the physician.31 To cover

a claim made after a claims-made policy has expired, the health care provider can

purchase insurance known as “tail” coverage.32 As a result of these experiences

and practices, although insurance was available in the 1980s, it was more expen-

sive and less coverage was provided, largely because of increasing loss payments,

declining interest rates, tightening of the reinsurance market, and also because of

increasing awards and uncertainty about the tort system.33

The medical malpractice insurance crises created problems in the medical,

legal, and insurance sectors of society, but the main losers were consumers. The

major part of the cost of these premium increases was paid neither by physicians

nor hospitals but instead was passed on to third-party payers as part of the cost of

medical and hospital service.34

State Legislative Reforms

Following the medical malpractice insurance crisis of the 1970s, most states

enacted various laws to restrain malpractice suits. These changed laws have been

grouped as relating to (1) filing claims, (2) defining standards of medical care or

burden of proof, (3) determining the amount recoverable, and (4) alternatives to

court resolution of claims.35

Filing Claims

In this category are a number of types of statute.
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Ad Damnum Clause Reform. This legislation prohibits the plaintiff from stating

the amount sought to be recovered, as is traditional in the pleadings, although

some statutes permit the plaintiff ’s attorney to request a specific sum at the trial.

The justification for this reform is the belief that publication of large claims is

prejudicial to defendants and inappropriately influences juries.

Limitation on Attorneys’ Fees. Most commonly, attorneys in medical liability

cases are paid a fee contingent on the outcome of the case (35–50 percent of

any award made to the plaintiff plus the expenses of litigation) rather than an

hourly rate. Legislative reforms establish a sliding scale (the percentage declining

with the size of the award) or set a reasonable amount as approved by the court.36

Contingent fees are supported on the ground that they constitute an incen-

tive for lawyers to take cases that have a reasonable likelihood of success and to

refuse those in which the plaintiff is unlikely to prove that the doctor was negli-

gent. Theoretically, contingent fees allow recourse to the courts for low-income

persons, but in reality lawyers will not take a case unless a substantial award is

likely.37 Thus, the contingent-fee system tends to screen out frivolous cases, but

it also denies recourse for minor injuries or for injuries to the elderly, two types

that do not promise large awards. The exclusion of small cases from the court

system, however, may be due to high fixed costs of suit, including the costs of

expert witnesses, not to contingent fees.38

Contingent fees are prohibited in England and Canada, which have

historically had a lower rate of malpractice litigation than the United States,

although the frequency of litigation has been increasing in these countries recently.

In the United States, the Federal Tort Claims Act limits contingent fees to

25 percent, and state workers’ compensation laws also regulate contingent fees.

Opposition to contingent fees is urged on the ground that they stimulate excessive

litigation, create a conflict of interest between attorney and client, and impede

settlement of claims.39 About half the states specify a limit on attorneys’ fees or

authorize the courts to set fees.40 From a public policy point of view, limitation of

the plaintiff ’s attorney’s fee is prejudicial to claimants when defendants (physicians,

hospitals, and insurers) may spend unlimited amounts for the most skilled defense.

In a dissenting opinion in a case holding constitutional the California Medical

Injury Compensation Reform Act (MICRA), which prescribes a sliding scale of

contingency fees, Chief Justice Rose Bird of the California Supreme Court stated

that the act “prohibits severely injured victims of medical negligence from paying

the general market rate for legal services, while permitting defendants to pay

whatever is necessary to obtain high quality representation.”41

Preventing Frivolous Suits. Legislation to discourage claims without legal merit

requires the losing party in a malpractice case to reimburse the opposing party for
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costs if the suit is fraudulent or in bad faith. About fifteen states have such laws.

Or a state may require a certificate of merit by way of an affidavit of an expert

before a suit is filed.

Pretrial Screening Panels. Legislation to offer mandatory or voluntary screening

of malpractice cases as a prerequisite to trial is intended to discourage nonmerito-

rious claims. The panel’s decision is not binding and does not prevent the plaintiff

from filing a lawsuit. The argument in favor of pretrial screening panels is that the

number of claims going to trial is reduced. In opposition is the contention that these

panels add an extra step in resolving claims and do not reduce the number of suits.42

The OTA identified twenty-two states with some form of pretrial screening.43

The constitutionality of pretrial screening panels has been challenged as a

violation of due process and equal protection, denial of a jury trial in violation of

the Seventh Amendment to the Constitution, and improper delegation of judicial

authority. Generally, the legislation has been upheld as a valid exercise of the

police power of the state, but in six states such statutes have been declared

unconstitutional.44

Statutes of Limitations. Many states have shortened the time within which a

medical malpractice claim must be filed after an injury occurs or should have

been discovered. States have also limited the latest age at which a child may

bring an action, or they have specified that a statute would be suspended only

until a child reached a certain age. California sets a limit of three years from

the time of the injury or one year from discovery, whichever is earlier. For

minors, the rule is three years or the eighth birthday, whichever is later. Longer

deferred statutes of limitations are designed to protect victims of latent injuries,

but some late claims may be suits to recover by retroactive application of new

standards, adding to the costs of the tort system. Instead, an authority in this

field recommends a short statute of limitations with additional time for discov-

ery, as in California; to offset the incentive to conceal injuries, physicians should

be required to pay an uninsurable fine for fraud or concealment of a negligent

injury.45

Defining Standards of Care and Burden of Proof

In this category are five types of statute.

Standards of Care. Statutes specifying the applicable standard of care in a

malpractice suit, whether community, state, or national, were passed as the old

locality rule has been replaced by state or national standards. One of the reasons

for changing the strict locality rule was the difficulty in finding physicians willing
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to testify against their local colleagues; expanding the locality rule enabled

plaintiffs to engage national experts.46

Qualifications of Expert Witnesses. Some statutes specify the qualifications for an

expert witness. For example, Ohio requires that an expert witness spend 75 percent

of professional time in the active practice of his or her specialty.47

Clinical Practice Guidelines. Many specialty boards have developed clinical

practice guidelines, and the Federal Agency for Health Care Policy and Research

has supported the development of guidelines. Since such guidelines represent pro-

fessional consensus on appropriate procedures, they may be applicable in medical

malpractice cases, despite the possibility that courts may exclude them as evidence

because of the rule against hearsay evidence or admit them only as part of expert

testimony.

At least three states—Maine,48 Minnesota, and Vermont—have passed

legislation that permits guidelines to be used as a defense in malpractice litiga-

tion, under certain circumstances. Both Maine and Minnesota bar the plaintiff

from introducing the guidelines as evidence that the physician failed to meet the

standard of care. Vermont permits guidelines to be admitted in evidence by

either the plaintiff or defendant in mandatory malpractice arbitration. Concern

is expressed that guidelines may not reflect changes in medical practice promptly;

that there is a potential for conflict among national, state, and institutional

guidelines; and that these conflicts may hinder rather than help solve issues in

medical liability.49

Informed Consent. The expansion in the 1970s of the doctrine of informed con-

sent to a more patient-oriented standard, mentioned earlier, has led some states

to enact legislation specifying what information must be given to the patient or

specifying professional or customary standards of disclosure as a defense.50

Res Ipsa Loquitur. The legal doctrine of res ipsa loquitur (“the thing speaks for

itself ”) was expanded in the 1970s from an inference of negligence to a pre-

sumption of negligence, which shifts the burden of proof from the plaintiff to the

defendant and requires the defendant to show that the injury did not result from

the defendant’s negligence. This expanded application was found to place

defendants at a disadvantage, with the result that some states have prohibited or

limited use of the doctrine.51

Determining Amounts Recoverable

This category comprises six types of statute.
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Joint and Several Liability. About two-thirds of the states have modified the rule

on joint and several liability, which allows the plaintiff to sue all defendants

responsible and recover from each in proportion to fault (joint liability) or to sue any

one defendant and recover the total amount, with that defendant able to recover

from the other defendants for their shares (several liability). In some states several

liability was abolished. More commonly, the statutes limit several liability

depending on the degree of the defendant’s or plaintiff ’s fault or the ability of

other defendants to pay the claim. For example, in Iowa, if the defendant is less

than 50 percent responsible for all damages, he or she is liable only for his or her

proportion of the damages; but if the responsibility is more than 50 percent, the

defendant can be held severally liable for the entire amount of the damages.52

Collateral Source Offsets. The collateral source rule is a rule of evidence that

prevents introducing evidence that the plaintiff has health or disability insur-

ance covering the same injury. This rule originated at a time when individuals

privately provided such coverage; the view was that the prudent person should not

be penalized and the wrongdoer should not be relieved of liability because this

would negate the deterrent effect of the penalty. The rule is opposed on the ground

that recovery from multiple sources produces a windfall for the plaintiff (although

in reality most health and disability policies require the plaintiff to reimburse

the insurer for any payments received from the tort system).

At least thirty states have modified the collateral source rule, either to require

juries to be informed about payment from other sources or to mandate an offset

from the award for all or some of the collateral benefits. Also, a statute may be an

exception to modification of the collateral source rule, allowing exclusion of col-

lateral source benefits where the health care insurer has the right of subrogation,

that is, the right to recover payment from an award in a tort action.53

Itemized Jury Verdicts. Requiring juries to itemize the various components of an

award for damages instead of issuing a lump-sum figure is designed to promote

objective and realistic awards by juries and to permit subsequent analysis of

verdicts.54 Thus, with itemized jury verdicts, the economic components of an

award (past and future medical expenses, past and future income loss) and noneco-

nomic components (pain and suffering, bereavement, loss of consortium, loss of

parental or filial support, and punitive damages) are clearly set forth.

Caps on Damages. Caps on damages may set a limit on noneconomic dam-

ages only (such as pain and suffering), or put a total cap on both economic and

noneconomic damages.

A number of states place some limit on noneconomic damage awards. These

limits range from $250,000 to $1 million. Some states specify exceptions; the
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Michigan cap does not apply to cases in which the patient has an injury to the

reproductive system or has lost a bodily function.55 Since no clear guidelines exist

for assessing compensation for pain and suffering, proposals have been made to

establish specific guidelines based on the age of the victim and the severity of the

injury.

Only eight states have a cap on total damages, both economic and noneco-

nomic. Permitted damages in these states range from $500,000 to $1 million. Four

of these states have patient compensation funds.56

Statutory limits on damage awards are the subject of controversy and

constitutional challenge. As of 1993, supreme courts in fifteen states had held caps

on damages unconstitutional as a denial of due process or equal protection.57

A recent wave of decisions has invalidated caps on damages as a violation of

provisions of the state constitution, most commonly as a violation of the right to

a jury trial.58 For example, in holding unconstitutional the $500,000 cap on

noneconomic damages in the Oregon Tort Claims Act, the Supreme Court of

Oregon stated that the cap “violates the injured party’s right to receive an award

that reflects the jury’s factual determination of the amount of the damages as will

fully compensate (plaintiffs) for all loss and injury to them.”59

The supreme courts of Illinois, Kentucky, and New Hampshire have made sim-

ilar decisions, and on Aug. 16, 1999, the Ohio Supreme Court, in a four-to-three

decision, held unconstitutional a broad 1996 law designed to limit damage suits by

capping damages, shortening the statute of limitations in certain suits, and other-

wise curtailing damage suits.60 In many states, these decisions have fomented a

struggle between the legislature and the courts on change in the civil justice system,

with business groups calling for limitation on liability lawsuits and the courts in-

validating them on state constitutional grounds.

Other states, however, have upheld limits on noneconomic damages.61 In a

1985 California case upholding the $250,000 limit on noneconomic damages in

MICRA, on the ground that the limit is rationally related to the state’s interest

in reducing malpractice costs, mentioned earlier, Chief Justice Bird issued a sting-

ing dissent, stating that victims of severe medical injury have been singled out to

bear the bulk of relief in the medical malpractice insurance crisis, and the

$250,000 limit on noneconomic damages cannot withstand any meaningful level

of judicial scrutiny.62

Punitive Damages. Punitive damages may be imposed in a case of intentional,

gross, or egregious negligence. Those who favor punitive damages in a malprac-

tice action emphasize their deterrent effect; those who oppose punitive damages

state that allegations of gross negligence are used for bargaining in settlement

negotiations and that such conduct is more appropriately regulated by licensing
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bodies, institutional review committees, or the criminal justice system.63 Some

reformed statutes abolish punitive damages in any suit for compensation for

negligence; others limit punitive damages in various ways (limiting the amount,

paying the punitive damage award to the state instead of permitting a windfall

to the plaintiff, restricting the contingency fee on a punitive damage award to

reduce the incentive for pursuing such claims).64

Periodic Payments. By 1987, twenty-one states had enacted provisions requiring

or allowing periodic payments of an award.65 Periodic payments benefit the

defendant and the insurer by reducing the cost of a large award and permitting

modification of the award in the event the injured person dies, thus eliminating a

windfall to the beneficiaries. Periodic payments benefit the injured person by

ensuring availability of funds and avoiding the risk of mismanagement of a large

lump sum.

Evaluations of State Legislative Reforms

To the ordinary observer, the increase in frequency and severity of medical

malpractice claims in the 1980s, after the malpractice insurance crisis of the 1970s

and the state legislative reforms that followed, would seem to indicate that these

reforms were not effective. But one does not have to rely on this crude observation.

A number of studies have examined the effects of the various reforms described

in the previous section. Of these, the OTA selected six principal empirical studies

that examined the impact of tort reform in two or more states to ascertain whether

these reforms reduced the frequency of medical malpractice claims, the size of

awards or payments, or the level of medical malpractice insurance premiums, all

of these collectively called “malpractice cost and indicators.”66

OTA has performed a valuable service in excerpting from its meta-analysis

the principal lessons for policy makers. Here we summarize the OTA evaluation

of the various reforms, based on the six empirical studies in its meta-analysis:

• Only caps on damage awards and collateral source offsets reduced one or

more of the malpractice cost indicators.

• Damage caps were found to reduce payment per claim paid in three studies.

OTA concluded that caps on damages are effective in lowering payment per paid

claim and therefore malpractice insurance premiums.

• With respect to collateral source offsets, the studies differed. Two studies

found that mandatory collateral offsets had no effect on claim frequency. Danzon,

however, examined discretionary and mandatory offsets and found a significant

reduction in claim frequency and in amount of payment per paid claim.67
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• Limit on attorneys’ fees had no significant effect on frequency of claim,

payment per claim paid, or insurance premiums.

• With respect to voluntary, binding arbitration, the findings differed. Danzon

found that arbitration increased frequency and reduced payment per claim paid.68

By contrast, Zuckerman, Bovbjerg, and Sloan found no significant impact of a

preinjury arbitration agreement on frequency, amount paid, or level of insurance

premium.69

• No significant effect of restricting the use of the res ipsa loquitur doctrine was

found.

• One study found a greater number of malpractice claims from using the

expanded, patient-oriented standard of informed consent. Another study

found that statutory limits on the type of information that must be disclosed to

the patient did not have a significant impact on payment per paid claim or on the

probability that a claim would result in payment.

• Two studies found no significant impact of mandatory or discretionary pe-

riodic payments on payment per paid claim, and one study found no impact on

malpractice insurance premiums.

The OTA concluded that two reforms significantly reduced one or more of

the malpractice cost indicators: caps on damage awards, and mandatory collat-

eral source offsets. No significant impact was found in three reforms: limits on

attorneys’ fees, mandatory or discretionary periodic payments, and restricting

the use of res ipsa loquitur. Other reforms that were found to have mixed (some pos-

itive findings and some negative) or isolated effects (only one significant result) are

restricting statutes of limitation, establishing pretrial screening panels, limiting the

doctrine of informed consent, and allowing costs awardable in frivolous suits.

Since methods of alternative dispute resolution (ADR) have not been used

extensively, no evaluation of the impact of these methods (neutral evaluation,

court-annexed arbitration, summary jury trials, and mediation) was made. OTA

comments that the reluctance to use ADR when it is voluntary and questions about

its constitutionality when it is mandatory indicate that binding ADR is unlikely to

have much impact on malpractice costs.70

Regarding use of practice guidelines as the standard of care, OTA pre-

dicts that practice guidelines may not be appropriate as a means of tort reform

but that their development may be important in determining the standard of care

under the existing tort system.

In its 1994 report on defensive medicine, the OTA offers further evaluation

of various strategies in malpractice reform, particularly with respect to their impact

on practicing defensive medicine. OTA concludes that tort reforms that tinker with

the current system retaining personal liability of the physician are likely to be more
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successful in limiting the direct costs of malpractice—claim frequency, payment

per paid claim, and insurance premiums—than in altering physician behavior.

Use of practice guidelines is not a panacea, OTA states, but they may reduce

defensive medicine because they offer guidance for the courts on standard of care.

ADR has the advantages of making available greater technical expertise in

malpractice than a lay jury, and the process may be quicker—but it may also

increase the number of claims and strengthen the link between malpractice claims

and professional licensing.

Enterprise liability offers the advantages of reducing administrative costs asso-

ciated with multiple defendants, of ensuring better quality control systems, and of

removing the personal liability of the physician; but the physician is still likely to

be called as a witness if the case goes to trial.

Selective no-fault, an administrative system compensating patients who expe-

rience an accelerated compensation event—an injury that is generally avoidable in good

medical care—may limit physicians’ involvement in the claims process, but the

idea of personal responsibility may remain and thus may make unlikely any

change in practicing defensive medicine.71

An earlier review of four published studies evaluating the effectiveness of tort

reform in reducing claim frequency and severity concluded that piecemeal reforms

have varied widely in measurable effects.72 After summarizing the findings of these

studies, Halley refers to Sylvia Law’s characterization of tort reform as “consumer

hostile.”73 Pointing out that these piecemeal measures make recovery by an injured

person more difficult and restrict the awards obtained, Halley writes:

In this view, tort reform compounds the other undesirable features of the tort

approach: the lottery effect, yielding overcompensation to a few injured

patients, and under compensation or no compensation to a larger number;

long delays for those finally obtaining compensation; great system expense,

since attorneys for the plaintiffs and the defense and insurers receive the major

share of the premium dollar; and the increasing hardships of adversarial tort

litigation [footnote omitted]. As a consequence, there has been considerable

interest in new approaches, although none of these has obtained widespread

support, and the level of such interest has always been crisis-driven.74

Criticisms of the Tort System

An important criticism of the tort system of handling medical malpractice is the

small fraction of the premium dollar that reaches the injured person. In 1976, a

landmark report of the Special Advisory Panel on Medical Malpractice in New
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FIGURE 19.1. MEDICAL INJURIES, NEGLIGENT CONDUCT, AND
MALPRACTICE CLAIMS.
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Source: Office of Technology Assessment. Impact of Legal Reforms on Medical Malpractice Costs.
(OTA-BP-H-19.) Washington, D.C.: U.S. Government Printing Office, Oct. 1993, p. 9. Adapted
from Posner, J. R. “Trends in Medical Malpractice Insurance, 1970–1985.” Law and Contemporary
Problems, 1986, 49(2), 37.

York state found that of total medical malpractice premiums only 25–40 percent

goes to the claimant, and most of this payout goes to claimants with large claims.75

In 1977, Munch (later Danzon) estimated that only forty to fifty cents of the

premium dollar reaches the injured person—much less than the sixty-two cents

for workers’ compensation and eighty cents for first-party health insurance.76

Another criticism is the small proportion of injured patients who are com-

pensated. In 1985, Danzon reported that the incidence of malpractice is much

greater than the frequency of claims.77 In 1991, the Harvard Medical Practice

Study found that not more than 6.25 percent and possibly fewer than 1 percent

of those injured receive compensation for medical injuries. Most victims of rela-

tively minor injuries, and most victims of even severe injuries who are over sixty-

five, receive no compensation.78 The universe of injuries includes those due to

adverse outcomes of the disease or medical procedures and those due to negli-

gence. For those due to negligence, only a small proportion of patients injured sue;

of those who sue, a smaller proportion receives any compensation. Figure 19.1,

adapted by the OTA from J. R. Posner’s work, depicts this experience.79

Despite the inequities and even injustices of the tort system for handling

medical malpractice, it has persisted, with only the piecemeal changes we have

described, because, as consumer advocates point out, it is “often the only practical

means available to patients for exposing, punishing, and deterring substandard

medical practice.”80
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Alternatives to the Tort System

Various alternatives have been proposed. The four main types (the first three

of which have been briefly mentioned) can be summarized as (1) alternative

dispute resolution (ADR), which includes conciliation, mediation, and arbitration;

(2) enterprise liability; (3) no-fault insurance, which includes medical adversity

insurance and “neo–no-fault” insurance; and (4) the Model Medical Accident

Compensation System, patterned after the workers’ compensation system.

Alternative Dispute Resolution

ADR is a nonjudicial process that includes conciliation (bringing the parties

together), mediation (bringing the parties together and suggesting possible solu-

tions),81 and arbitration (holding a hearing at which the parties present their cases

and an award is made). The most important of these is arbitration, which may be

voluntary or mandatory, binding or nonbinding, an independent proceeding, or

related to a court case.

Arguments in favor of arbitration are that it resolves claims quickly, reduces

costs, permits greater access for small claims, and reduces the burden on the courts.

Arguments against arbitration are that it may favor providers if a provider

is a member of the arbitration panel, it may not compensate the injured person

adequately, it may reduce the provider’ s incentive to lower the incidence of mal-

practice because the private arbitration process avoids the stigma of a court suit,

agreements to arbitrate may not be fully understood by the patient and thus

may give an unfair advantage to the provider, and the informality of arbitration

hearings may violate the due process rights of the parties.82

Experience with alternative dispute resolution is still limited. The courts have

encouraged its use. Some state statutes allow binding, irrevocable arbitration agree-

ments in medical malpractice cases, or, as in California, private agreements may

lead to arbitration. In 1981, authorities in the field pointed out that arbitration

has the advantages of accommodating all types of cases; offering various arbi-

tration arrangements; and being expeditious, economical, and generally accept-

able, so that it should be considered “not alone as a procedural alternative to

litigation but as a substantive contribution to resolution of medical issues.”83

Despite these alleged advantages of arbitration, concern has arisen that delay

in the arbitration process and the ability of providers to select favorable arbitra-

tors may prejudice injured patients. For example, in Engalla v. Kaiser Permanente

Medical Group,84 a mandatory arbitration case involving excessive delays in

appointing an arbitrator, the California Supreme Court held that Kaiser
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Permanente’s failure to comply with the time requirements of the arbitration

agreement would allow this case to be heard in court, but the California Supreme

Court did not invalidate the mandatory arbitration system generally. In accor-

dance with recommendations of a blue ribbon advisory panel appointed by Kaiser

Permanente following this decision, Kaiser Permanente has reformed its arbi-

tration process to include an independent administrator, use of a single neutral

arbitrator, early mediation, explicit deadlines, and a broad advisory panel.85

The increasing popularity of new strategies for conflict resolution may impel a

resurgence of alternative dispute resolution of medical liability.

Enterprise Liability

Related to alternative dispute resolution is the concept of enterprise liability, which

allows patients, providers, and health care institutions to enter into a contract

placing all liability for the physician’s action on the health care institution.

Those favoring contracting for enterprise liability argue that it encourages

health care institutions to strengthen their quality control measures, reduces the

cost of liability insurance and improves the physician-patient relationship by elim-

inating the threat of suit, reduces the need for defensive medicine, promotes early

and more certain awards, and reduces insurers’ administrative costs by reducing

the number of individual policies and claims.

Against contracting for enterprise liability are the arguments that it does not

cover all patients, the courts may look unfavorably on the contracts as an unfair

limitation on the tort rights of patients, and consumers are not sufficiently informed

or sufficiently powerful to protect their interests in contract negotiations.86

Enterprise liability may be a realistic possibility because of its compatibility

with managed competition.87 Even in the absence of managed competition,

enterprise liability may gain acceptance because 80 percent of malpractice claims

arise from hospital care, and the hospital would be the enterprise responsible for

this care. HMOs that employ physicians directly are legally responsible for actions

of their staff physicians. Hospitals are similarly responsible for care provided by

interns and residents. Darling v. Charleston Community Memorial Hospital88 established

the legal obligation of the hospital for the quality of care it provides.

The growth of integrated health care delivery systems in which an organi-

zational unit bears the insurance risk and also provides clinical services has fueled

new support for replacing the current system of medical malpractice liability with

a system of enterprise medical liability.89

There are several arguments advanced for enterprise liability.90 First, the

current system suffers from the well-known deficiencies of failing to compensate

many injured patients and failing to deter negligence. Moreover, certain practices
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of malpractice insurers, such as not basing premiums on individual experience

but rather on location and specialty, minimize incentives for quality improve-

ment.91 Second, the organizational unit that is ultimately responsible for efficient

health care should also bear financial liability for malpractice so that it can include

the cost of patient harm in its calculations. Third, placing liability for malprac-

tice in the high policy-making level of the organizational unit tends to decrease

defensive medicine, which has been estimated to cost about 8 percent of diagnostic

procedures.92

Fourth, imposing liability at the high level of the organizational unit may also

promote equity by encouraging policies that benefit the many with cost-effective

procedures rather than the few with expensive procedures.93 Fifth, imposing

liability on health plans follows from a capitated payment system, since health

plans must bear the cost of future medical care from the present payment, and

enterprise liability would require plans to incorporate the cost of malpractice

awards in their calculations.94 Sixth, health plans are in a position to reduce the

incidence of malpractice through organizational and managerial strategies. Finally,

an integrated delivery system may have the capacity to arrange for sharing liability

among numerous units in a health plan network.

Proponents of enterprise liability contend that such a system promotes quality

by improving relations between health plans and health care professionals,

promoting teamwork, and relieving physicians to some extent of the extremely

negative experience of malpractice suits.

Despite the apparent cogency of these arguments, many questions are unan-

swered. Is enterprise liability feasible in the absence of comprehensive health care

reform? Which enterprise should be responsible: the health plan, or the hospital

or other enterprise directly involved in delivering health care?95 What inequities

result from the operation of different health plans? In a mixed health care system—

part managed care and part traditional practice—how is malpractice liability han-

dled fairly? Notwithstanding the theoretical appeal of many of the arguments for

enterprise medical liability, can such a system realistically be implemented? Can

it withstand legal challenge? Does it prejudice the injured patient by shifting lia-

bility to a powerful and invisible defendant? The growth of managed care and the

national debate on managed care liability have given new life to the concept of

enterprise liability.

No-Fault Compensation

The essence of the no-fault approach is that it is a compensation system that

eliminates proof of negligence as a basis for collecting damages. As Grad points

out, a no-fault system would recognize the fact that the risk of medical injury is
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inherent in modern medicine and would permit compensation for all such injuries,

irrespective of negligence.96

In 1976–77, the California Medical Association and the California Hospital

Association sponsored the Medical Insurance Feasibility Study in California to

determine the economic feasibility of a pure no-fault system. This study is

important for showing that adverse outcomes of medical care, although numer-

ous, are finite and can be identified. The study found that 82 percent of adverse

outcomes were class I adverse outcomes, involving complications of treatment

(including giving drugs to patients). Class II adverse outcomes—the effects of

incomplete or delayed diagnosis or treatment—accounted for only 15 percent

of adverse outcomes.97 Most no-fault systems now in use around the world cover

only class I adverse outcomes and not class II outcomes. It is therefore suggested

that since class I injuries account for 82 percent of total adverse outcomes, a no-

fault system applicable to that 82 percent might be worthwhile, leaving class II

outcomes in a residual fault-based liability system.98

In support of a no-fault insurance system, it would extend compensation to

more injured persons, deliver compensation more promptly, avoid the substantial

cost of proving negligence, make similar compensation available to patients with

similar injuries, and create incentives for improving the quality of care by defin-

ing the causes of untoward outcomes and means of avoiding them and by basing

insurance premiums on each provider’s experience rating.

Those against a no-fault insurance system urge consideration that it may cost

more than the current system because more people will be compensated; although

the question of negligence is eliminated, the question of causation remains; it

requires work to define the compensable events and the compensation schedule;

the system covers only economic damages, not pain and suffering, although the

compensation schedule might reflect some elements of pain and suffering; it

removes a deterrent to substandard care; it may cause some providers to refuse to

accept high-risk patients; and it may be complex in resolving claims involving

multiple providers.99

Next we turn to two forms of limited no-fault insurance: medical adversity

insurance and neo–no-fault insurance.

Medical Adversity Insurance. In 1973, Havighurst and Tancredi proposed a no-

fault approach that they called “medical adversity insurance.”100 The proposal

would identify those injuries that deserve compensation, calling them “designated

compensable events.” The proposal aimed to improve the quality of care by

defining categories of untoward outcomes and the means for avoiding them.

Although this system has not been implemented, benefits claimed for it are the

impact on the quality of medical care (it generates a listing, specialty by specialty,
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of potential adverse effects of various procedures), administrative savings

derived by avoiding court suits, and reduction of emotional stress and stigma for

all parties.101

Neo–No-Fault Insurance. Another variation on the no-fault system is neo–no-

fault.102 The essence of this proposal is to encourage early out-of-court settlement

for the actual economic losses and use the money that would have been spent on

litigation and pain and suffering to pay for adequate injury compensation. This

proposal differs from pure no-fault because the tort system is retained as an

alternative.103

Under this proposal, a provider facing a malpractice claim has the option of

offering the claimant, within 180 days after the claim is filed, periodic payment or

a lump sum approved by the court as compensation for economic losses, includ-

ing medical expenses, rehabilitation, and lost wages not covered by other insur-

ance. Certain disincentives to sue would prevail: recovery is allowed only for

wanton conduct; the standard of proof required is higher (not the usual standard

in civil cases of preponderance of the evidence, but rather proof by clear and

convincing evidence); limitation of noneconomic damages; and a penalty on the

plaintiff of having to pay the defendant’s costs if the claimant is awarded less than

the noneconomic loss offered by the defendant.

The advantage of this proposal is that it produces prompt payment for

economic loss in return for giving up the right to sue. But in egregious cases with

great pain and suffering, the claimant would be permitted to bring a tort action.

Examples of U.S. No-Fault Systems. Three examples of limited no-fault systems

exist in the United States.

In 1986, Congress enacted the National Childhood Vaccine Injury Act of

1986, with its no-fault compensation system for children injured as a result of side

effects of immunization against childhood diseases. The legislation was designed

to encourage vaccine manufacturers to increase their production of vaccines,

which had declined dangerously because of the industry’s fear of malpractice suits.

Compensation is payable by the federal government on the basis of strict liability,

that is, without regard to fault or negligence by the manufacturer or the admin-

istering physician.104

Two states, Virginia and Florida, have enacted no-fault compensation systems

for birth-related neurological injuries. The Virginia Birth-Related Neurological

Injury Compensation Act of 1987 was designed to make liability insurance for

obstetrician-gynecologists affordable and available by taking claims for certain

catastrophically injured newborns out of the tort system, thus permitting quicker

compensation and increasing access to obstetrical care.105
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Compensation is awarded only for those infants who meet a narrow statutory

definition of injury to the spinal cord or brain—caused by deprivation of oxygen

or mechanical injury in the course of labor, delivery, or resuscitation in the

immediate postdelivery period in a hospital—that rendered the infant perma-

nently “motorically disabled” and developmentally or cognitively disabled such

that assistance in all activities of daily living is required, and that was not caused

by congenital or genetic factors, degenerative neurological disease, or maternal

substance abuse. The injury must have been caused by a physician who was

participating in the program or at a participating hospital.

The program is funded by an annual assessment of $250 per licensed physi-

cian, voluntary assessments of $5,000 per participating physician, and $50 per

delivery for participating hospitals, not to exceed $150,000 in any twelve-month

period.106

The procedure is as follows. The claimant files a claim with the Workers’

Compensation Commission and serves a petition on the fund that administers the

program and determines whether the claim falls within the definition of the statute.

If the fund finds that the injury is compensable, the commission issues an order

without a hearing and sends the case to a medical review panel of three quali-

fied and impartial physicians, which makes a recommendation to the commission

as to whether the case is covered by the act. If the fund determines that the case

does not fall within the definition, then the commission holds a hearing at which

the panel’s recommendation is given considerable but not determinative weight.107

Awards are made according to statutory provisions.

The plaintiff has no option of an alternative remedy if the delivery was per-

formed by a participating hospital, but final appeal may be made to the Virginia

Court of Appeals. By the end of 1992, only four claims had been filed under

this program.

The Florida Birth-Related Neurological Injury Compensation Act was passed

in 1988 and is similar to that of Virginia but differs in several respects. The claim

must be filed within five years, instead of ten; it is not required that the infant need

assistance in all activities. A hospital is protected from liability only if the delivery

is done by a participating physician, so hospitals either require their physicians to

participate or pay the physician’s assessment. Thus, about 90 percent of obste-

tricians in Florida participate.108

A thorough study of the experience under these no-fault, birth-injury statutes

found that the number of cases is small, perhaps because of lack of outreach and

the option remaining of choosing to sue in tort. The study also found that no-fault

cases are resolved more quickly than tort suits, and that no-fault’s low adminis-

trative costs are related to using only a few expert hearing officers and medical

consultants.109 The study concluded that no-fault programs are feasible and



The Continuing Issue of Medical Malpractice Liability 491

produce major gains in efficiency. In the opinion of the authors of the study, a

broader no-fault injury program covering more eligible cases would improve both

compensation and deterrence, though this outcome depends on the details of

implementation of the statutes.110

Experience with No-Fault Insurance in Other Countries. Three countries have

adopted systems of no-fault compensation for personal injury: New Zealand,

Sweden, and Finland.

Since 1974, New Zealand has had a comprehensive system of compensation

for all personal injuries, whether they occur at work, on the highway, in the home,

in the hospital, or anywhere else. The scheme was introduced because of varying

results for people with equal problems and equal needs, because many people

received no compensation for injuries, and because extravagant and drawn-out

adversary techniques reduced compensation to claimants.111

The intent of the scheme is to compensate all instances of physical or mental

harm caused by accident but excluding those arising from illness or old age. The

scope of the scheme is broad, but excluded are (1) the effects of a cardiovascular

or cerebrovascular episode unless it is work-related and the result of undue

strain, or unless the episode results from an injury by accident; and (2) physical or

mental damage caused exclusively by disease, infection, or the aging process.112

Administered by a nonprofit, autonomous governmental organization (the

Accident Compensation Corporation), the New Zealand program, as of 1989,

compensated for total disability, in periodic payments, at a level of 80 percent of

earnings up to a ceiling of $976 per week (N.Z. $1 � U.S. $0.62 as of Feb. 15,

1989). Proportionate adjustments are made for partial disability. The benefit level

is fixed at 80 percent to create an incentive for rehabilitation. Payments are made

for disability, adjusted for inflation, until age sixty-five, when pensions take over.

In addition to payment for loss of earnings, reasonable costs of medical and

dental treatment are covered, as well as reasonable costs of transport to the doc-

tor or hospital for initial treatment and for further rehabilitative treatment, reha-

bilitation, and retraining assistance; payment for reasonable cost of necessary

constant personal attention of the injured person following the accident; lump

sum for permanent physical disability; lump sum for pain and suffering; lump sum

to dependent spouse and dependent children; and other benefits.113

The program is financed by contributions from employers and employees and

the self-employed, together with payments from owners of motor vehicles (in 1989,

$100 a year for a private car!) and a small supplement from general taxation. The

New Zealand physician or surgeon in 1989 paid a levy based on income at the rate

of 1.45 percent, or $920 up to the maximum levied income of $63,458

(subsequently raised to $104,000, with the annual levy raised to $2,600). These
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payments cover the physician for his or her own incapacity and also release the

physician entirely from all risk of claims for damages from others.114

The New Zealand system has enjoyed wide public support for the years that it

has been in operation. New Zealand has not experienced the growth in defensive

medicine or the harm to the doctor-patient relationship associated with malpractice

suits. As for the effect on the quality of medical practice, the Right Honorable Sir

Owen Woodhouse, who is largely responsible for introducing and promoting the

New Zealand compensation system, said that “it is a strange argument that physi-

cians need to be made fearful of court actions in order to maintain those profes-

sional standards upon which their whole livelihood will depend. Certainly there

are no signs in New Zealand that medical standards have deteriorated in the

15 years during which the comprehensive scheme has been operating.”115

On January 1, 1975, Sweden introduced a voluntary patient insurance scheme

administered by a consortium of insurers headed by Scandia Life. The scheme is

funded and paid by the county councils on a per capita basis, costing about U.S.

$1.76 per year. Injured patients may elect to bring an action in tort or may receive

compensation under the patient compensation program without having to

prove fault.116 The program was not enacted by the Swedish government but is

the result of an agreement between the Federation of County Councils and a con-

sortium of Swedish insurers. Although the program is generally described as no-

fault, it is not strictly so because error underlies most payments: “Such an error,

however, does not have to be proved negligent; error may be assumed where the

outcome is unusual.”117

In January 1978, Sweden introduced a pharmaceutical scheme, which is also

a voluntary, nonstatutory system covering injuries from vaccination and blood

products. Impelled by the threat of legislation, the program is paid for by the drug

industry, and premiums are based on each company’s market share.

Five types of injury are covered under the Swedish compensation system:

(1) treatments, (2) timing and accuracy of diagnosis, (3) accidents, (4) infections,

and (5) injuries caused by diagnostic procedures. To be compensated, an indi-

vidual must have reported sick for a minimum of fourteen days or been hospi-

talized for at least ten days, or have suffered permanent injury, or died.

Compensation is paid for loss of income and for medical care, with indemnities

for pain and suffering and permanent disfigurement.

The philosophy of the Swedish system is based on the principles of tort law

in that injuries, complications, or undesired results as an unavoidable consequence

of the illness or necessary treatment are not covered. Compensation is paid

whether or not the error of judgment or clinical practice was negligent; therefore

doctors and nurses are willing to admit errors and encourage patients to file

claims.118
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The claims process is simple, inexpensive, and easy to administer. The pa-

tient has the right to take an appeal to a claims panel, which meets for a day about

twelve times a year. If the claims panel rejects the appeal, the patient’s final resort

is to submit the claim to arbitration.

Finland has introduced comprehensive pharmaceutical and treatment injury

insurance modeled after the Swedish system. The Patient Injury Act of 1986 per-

mits payments for loss of earnings, loss of amenities, and pain and suffering.

Ninety-three percent of all medical care is provided by the State. Compensation

is payable for any injury that has arisen from examination, treatment, or any

similar action, or neglect of the same; that has been caused by an infection con-

nected with examination or treatment; or that has been caused by accident

connected with examination or treatment, occurring during ambulance transport,

or resulting from a defect in medical equipment.

The scheme is financed through insurance, which doctors and other health

providers must obtain. The Patient Insurance Association issues policies and

handles claims and settlements. Failure to carry insurance makes the unin-

sured provider liable for ten times the normal premium. If a provider is uninsured,

the Patient Insurance Association pays the patient and then collects the increased

premium.119

In Finland, the Patient Injury Act of 1986 has eliminated the need to prove

negligence entirely. In Sweden, negligence need be proved only if the injured

person elects to sue in tort instead of seeking compensation through the patient

insurance program. But, since the damages paid under the insurance program are

the same as those recoverable in tort, there is little incentive to sue.120

The Model Medical Accident Compensation Act

Finally, we turn to the proposal for a system of medical accident compensation

that applies the principles of workers’ compensation to medical injury compen-

sation.121 In the belief that administrative or agency compensation is theoreti-

cally and realistically the solution for the medical professional liability dilemma,

Halley and colleagues have advanced a model statute authored by Bryce B. Moore,

former director of the Kansas workers’ compensation program, and supported

by extensive research by the Midwest Institute for Health Care and Law.

Like workers’ compensation, the Model Medical Accident Compensation

System involves a trade-off: it extends benefits to a larger number of injured

individuals than are compensated currently in exchange for restricting the tort

system. The administrative process is designed for prompt, limited, and certain

compensation for an increased number of injured individuals, avoiding the delay,

costs, and uncertainties of court procedures. A greater proportion of the premium
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dollar would go to the injured person than occurs under the adversarial

process. Attorneys may represent claimants and providers in the administra-

tive process.

Definition of the medical injury or compensable event is not through a

schedule of compensable events but rather through review of individual cases,

applying the standard of reasonable care. Proof of negligence is not required, but

the concept of medical error or “fault” (responsibility for an outcome) is retained

to distinguish compensable events from progression of the disease or unavoidable

consequences of treatment. Administrative determination by the Medical Accident

Compensation Board replaces adversarial tort litigation and the jury. The

determination of compensable events is made by the Medical Accident

Compensation Board, assisted by an expert review panel.

Payment of all compensation claims is guaranteed through requirements that

health care providers carry insurance and through a Recovery Guarantee Fund.

There are three methods of funding: (1) purchase of an insurance policy by an

individual provider; (2) provider self-insurance (usually for an institution); and

(3) membership in a group-funded self-insurance pool (a less-expensive method

than individual purchase of insurance).

The Recovery Guarantee Fund is established in the state treasury to ensure

payment of compensation in the event a provider is uninsured or unable to pay

the benefits under the act. Payments from the fund are not expected to be large,

since health care providers generally carry the required insurance, just as most

employers carry the appropriate workers’ compensation insurance.

Benefits are based on economic loss with equivalent compensation for

claimants without ascertainable earnings, such as housewives, homemakers, retired

persons, and children. Benefits include those for medical care and rehabilitation,

temporary and permanent personal disability, death benefits, and burial expenses.

Calculation of permanent personal injury benefits is based on the highest of three

percentages: loss of the claimant’s earning ability, overall reduction in the

claimant’s health level, and functional disability to the body as a whole.

The cost of an administrative system is an important concern because of

the anticipated increase in the number of compensated injuries. These increased

payments may be offset by the greater efficiency of the system and by cost controls

built into the system: maximum limits on liability, a two-year statute of limitations

on filing a claim, credit for duplicate payments (no windfall to the claimant from

collateral sources), limitation on attorneys’ fees, and so on.

The act allows appeal to the courts from a decision of the board. As in

workers’ compensation, appeals are based on the record of proceedings before the

board. The courts have jurisdiction to determine whether the board has made a

correct finding under the act.
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Most important are provisions built into the model act to promote acceptable

quality of health care. Separate from the compensation provisions are others for

strengthened state agencies that conduct surveillance of medical practice, insti-

tutional review procedures, and other peer review mechanisms. Quality assurance

is linked to the data-collection functions of the board, which are connected to state

and national data banks.

Medical Malpractice Reform in the U.S. Context

The many proposals for change in the tort system of handling medical malprac-

tice liability break down into three main types: (1) piecemeal reforms, or tinker-

ing with the tort system; (2) no-fault compensation systems; and (3) an

administrative program of compensation modeled on the workers’ compensation

system.

Twenty years’ experience with piecemeal reforms has made only minor

improvements in the tort system, which fails to compensate many injured persons;

pays only 25–40 percent of total premium cost to injured persons; and is fraught

with delays, high costs, and inequities among injured persons suffering from the

same or similar injuries. Careful evaluation of the effects of piecemeal reform has

confirmed their minimal benefits. The recurrence in the 1980s of the medical

malpractice insurance crisis of the 1970s attests to the need for an alternative

approach.

No-fault compensation systems are currently operating in the federal

vaccine compensation program and in two states for compensation for birth-

related neurological injuries. Examples of the no-fault approach exist in auto-

mobile insurance. Although the compensable event is clearly defined in

automobile accidents, definition of potentially compensable medical events

requires more work. The Medical Insurance Feasibility Study, sponsored by the

California Medical Association and the California Hospital Association in the late

1970s, showed that it is possible to define potentially compensable events and that

a no-fault system of medical injury compensation is feasible.l22 From a policy

point of view, the well-documented report of New York’s Special Advisory Panel

on Medical Malpractice in 1976 strongly recommended a compensation system

that does not pay damages for injuries caused by malpractice but rather com-

pensates for bad medical results.123

The experience of New Zealand, Sweden, and Finland with their differing

no-fault systems of medical injury compensation shows the rationality, equity, and

public acceptance of no-fault systems. The systems of health insurance and social

security benefits in these countries, however, are much more all-encompassing

than in the United States.
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Despite the soundness of the no-fault approach and the appeal of neo–no-

fault in retaining the option of a suit in tort, political realities seem to militate

against adoption of this alternative. Objections to the no-fault approach have been

detailed earlier in this chapter, but the principal countervailing force lies in the

power of the special interests that would be affected by adopting this approach

(mainly the insurance companies and the trial lawyers).

In view of these realities, a feasible and rational alternative is the Model

Medical Accident Compensation Act, patterned after the workers’ compensation

program and designed to be an administrative system for reasonable and rapid

compensation for medical injuries. Even though workers’ compensation may be

in need of some modernization itself, such as increased benefits and strengthened

rehabilitation provisions, few people would dream of ever returning to the tort

system for redress of occupational injuries and diseases. Administrative law is

increasingly the means in the United States for handling technical problems

requiring expertise and prompt resolution. It is an appropriate vehicle for solving

the problem of medical injury compensation. Extensive research and investiga-

tion have explored the economic, constitutional, and medical features of such a

system, and precedents exist in other administrative law programs.

Regardless of when and how medical malpractice liability reform should be

undertaken, the fundamental issue is quality of care. No system of medical care

can eliminate all adverse outcomes, a certain number of which are inevitable in

high-technology medicine, and no system can eliminate all bad actors and all sub-

standard performance; but strategies can be adopted to monitor and continually

improve the quality of care. The Model Medical Accident Compensation Act con-

tains provisions on data collection and surveillance of care that can strengthen

current protections of the quality of care.

Enacting national health insurance that ensures universal coverage of the total

population may reduce the propensity to sue, since all medical care, including that

needed because of adverse outcomes of earlier care, will be covered. Patient anger

with the health care system—a necessary ingredient for a lawsuit—may be reduced

by universal coverage.124 Malpractice suits may also be restrained as health main-

tenance organizations and third-party administrators (such as Kaiser Permanente’s

Report Card on Quality of Care) introduce quality control measures to strengthen

the existing quality system of state licensure, disciplinary actions, and peer review

processes.

In 1986, an authority on medical malpractice called the current system not a

compensation system but a liability system, pointing out that (1) our current system

fails as a compensation system, (2) evidence is lacking that it has any deterrent

effects, and (3) the costs of liability coverage and administration are too high.125

More than a decade later, with health care reform still on the national agenda, the
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climate of opinion may indeed be favorable for rationalizing our handling of

medical injury compensation by adopting an administrative system that is more

equitable and less costly than the tort system.
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T
he cardinal principles of medical ethics1—autonomy, beneficence, and

justice—apply in public health ethics but in somewhat altered form. Personal

autonomy and respect for autonomy are guiding principles of public health

practice as well as of medical practice. In medical ethics, the concern is with the

privacy, individual liberty, freedom of choice, and self-control of the individual.

From this principle flows the doctrine of informed consent. In public health ethics,

autonomy, the right of privacy, and freedom of action are recognized insofar as

they do not result in harm to others. Thus, from a public health perspective,

autonomy may be subordinated to the welfare of others or of society as a whole.2

Beneficence, which includes doing no harm, promoting the welfare of others,

and doing good, is a principle of medical ethics. In the public health context,

beneficence is the overall goal of public health policy and practice. It must be

interpreted broadly, in light of societal needs, rather than narrowly, in terms of

individual rights.

Justice—whether defined as equality of opportunity, equity of access, or

equity in benefits—is the core of public health. Serving the total population, public

health is concerned with equity among various social groups, with protecting

vulnerable populations, with compensating persons for suffering disadvantage in

CHAPTER TWENTY

ETHICAL ISSUES IN PUBLIC HEALTH AND
HEALTH SERVICES

Pauline Vaillancourt Rosenau and Ruth Roemer

Y

503

We would like to thank our research assistant, Jessica Neal, for her enormous help in preparing this

chapter. Her competence and diligence made this project possible.



health and health care, and with surveillance of the total health care system. As

expressed in the now-classic phrase of Dr. William H. Foege, “Public health is

social justice.”3

This chapter concerns public health ethics as distinguished from med-

ical ethics. Of course, some overlap exists between public health ethics and medical

ethics, but public health ethics, like public health itself, applies generally to issues

affecting populations, whereas medical ethics, like medicine itself, applies to

individuals. Public health involves a perspective that is population-based, a view

of conditions and problems that gives preeminence to the needs of the whole

society rather than exclusively to the interests of single individuals.

Public health ethics evokes a number of dilemmas, many of which may be

resolved in several ways, depending on one’s standards and values—that is,

one’s normative choices. Ours are indicated. Data and evidence are relevant to the

normative choices involved in public health ethics. We refer the reader to health

services research wherever appropriate.

To illustrate the concept of public health ethics, we raise several general

questions to be considered in different contexts in this chapter4:

• What tensions exist between protection of the public health and protection of

individual rights?

• How should scarce resources be allocated and used?

• What should the balance be between expenditures and quality of life in the

case of chronic and terminal illness?

• What are appropriate limits on using expensive medical technology?

• What obligations do health care insurers and health care providers have in

meeting the right-to-know of patients as consumers?

• What responsibility exists for the young to finance health care for older persons?

• What obligation exists for government to protect the most vulnerable sectors

of society?

We cannot give a clear, definitive answer that is universally applicable to any of

these questions. Context and circumstance sometimes require qualifying even the

most straightforward response. In some cases, differences among groups and indi-

viduals may be so great and conditions in society so diverse and complex that no

single answer to a question is possible. In other instances, a balance grounded in a

public health point of view is viable. Sometimes there is no ethical conflict at all

because one solution is optimal for all concerned: for the individual, the practitioner,

the payer, and society. For example, few practitioners would want to perform an

expensive, painful medical act that was without benefit and might do damage. Few

patients would demand it, and even fewer payers would reimburse for it.
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A likely societal consensus would suggest that public health is better served

if scarce health resources are used for better purposes.5 But in other circumstances,

competition for resources poses a dilemma, as with a new, effective, but expensive

drug of help to only a few, on the one hand; and use of a less-expensive but less-

effective drug for a larger number of persons, on the other. The necessity for a

democratic, open, public debate about rationing in the future seems inevitable;

seven countries in the Organization for Economic Cooperation and Development

(OECD) have already implemented such plans.6

Even in the absence of agreement on ethical assumptions, and facing diver-

sity and complexity that prohibit easy compromises, we suggest mechanisms for

resolving the ethical dilemmas in health care that do exist. We explore these in the

concluding section of this chapter.

A word of caution: space is short and our topic complex. We cannot explore

every dimension of every relevant topic to the satisfaction of all readers. We offer

here, instead, an introduction whose goal is to awaken readers—be they practi-

tioners, researchers, students, patients, or consumers—to the ethical dimension of

public health. We hope to remind them of the ethical assumptions that underlie

their own public health care choices. This chapter, then, is limited to consider-

ing selected ethical issues in public health and the provision of personal health

services. We shall examine our topic by way of components of the health system:

(1) development of health resources, (2) economic support, (3) organization of

services, (4) management of services, (5) delivery of care, and (6) assurance of the

quality of care.7

Overarching Public Health Principles: Our Assumptions

We argue for these general assumptions of a public health ethic:

• Provision of care on the basis of health need, without regard to race, religion,

gender, sexual orientation, or ability to pay

• Equity in distribution of resources, giving due regard to vulnerable groups in

the population (ethnic minorities, migrants, children, pregnant women, the

poor, the handicapped, and others)

• Respect for human rights—including autonomy, privacy, liberty, health, and

well-being—keeping in mind social justice considerations

Central to the solution of ethical problems in health services is the role of law,

which sets forth the legislative, regulatory, and judicial controls of society. The

development of law in a particular field narrows the discretion of providers in
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making ethical judgments. At the same time, law sets guidelines for determining

policy on specific issues or in individual cases.8

Ethical Issues in Developing Resources

When we talk about developing resources, we mean health—personnel, facilities,

drugs and equipment, and knowledge. Choices among the kinds of personnel

trained, the facilities made available, and the commodities produced are not

neutral. Producing and acquiring each of these involves ethical assumptions, and

they in turn have public health consequences.

The numbers and kinds of personnel required and their distribution are critical

to public health. We need to have an adequate supply of personnel and facilities

for a given population in order to meet the ethical requirements of providing health

care without discrimination or bias. The proper balance of primary care physi-

cians and specialists is essential to the ethical value of beneficence so as to maxi-

mize health status.9 The ethical imperative of justice requires special measures

to protect the economically disadvantaged, such as primary care physicians work-

ing in health centers. The imperfect free market mechanisms employed in the

United States to date have resulted in far too many specialists relative to general-

ists. Canada has achieved some balance, but this has involved closely controlling

medical school enrollments and residency programs.

At the same time, the ethical principle of autonomy urges that resource

development also be diverse enough to permit consumers some choice of providers

and facilities. Absence of choice is a form of coercion. It also reflects an inade-

quate supply. But it results, as well, from the absence of a range of personnel.

Patients should have some—though not unlimited—freedom to choose the type

of care they prefer. Midwives, chiropractors, and other effective and proven prac-

titioners should be available if health resources permit it without sacrificing other

ethical considerations. The ethical principle of autonomy here might conflict with

that of equity, which would limit general access to specialists in the interest of bet-

ter distribution of health care access to the whole population. The need for ample

public health personnel is another ethical priority, necessary for the freedom of all

individuals to enjoy a healthful, disease-free environment.

Physician assistants and nurses are needed, and they may serve an expanded

role, substituting for primary care providers in some instances to alleviate the short-

age of primary care physicians, especially in underserved areas.10 But too great a

reliance on these providers might diminish quality of care if they are required to

substitute entirely for physicians, particularly with respect to differential diagno-

sis.11 The point of service is also a significant consideration. For example, more

effective and expanded health care and dental care for children could be achieved
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by employing the school as a geographic point for monitoring and providing

selected services.12

Health personnel are not passive commodities, and freedom of individual

career choice may conflict with public health needs. Here autonomy of the indi-

vidual must be balanced with social justice and beneficence. In the past, the

individual’s decision to become a medical specialist took precedence over society’s

need for more generalists. A public health ethic appeals to the social justice

involved and considers the impact on the population. A balance between

individual choice and society’s needs is being achieved today by restructuring

financial compensation for primary care providers.

Similarly, in the United States an individual medical provider’s free choice

as to where to practice medicine has resulted in underserved areas, and ways to

develop and train health personnel for rural and central city areas are a public

health priority.13 About 20 percent of the U.S. population lives in rural com-

munities, and four in ten do not have adequate access to health care. Progress

has been made in the complex problem of assuring rural health clinics. The

Health Resources and Services Administration’s Rural Hospitals Flexibility Pro-

gram, which grants funding to improve services, is a step in the right direction,

but more needs to be done.14 For example, one option is to increase funds for the

National Health Service Corps.15 If needs and preferences of the NHSC doc-

tors and their families are taken into consideration, they remain at their posts

longer and have better morale.16 A second option is to develop and apply qual-

ity standards that are appropriate to rural areas and that are practical, useful, and

affordable.17

An important issue in educating health professionals is the need to assure racial

and ethnic diversity in both the training and practice of health professionals.

In several cases, the U.S. Supreme Court has invalidated affirmative action

programs (as in the Bakke case in 197818 and Hopwood in 1996).19 Nevertheless,

there are several grounds for a strong legal and ethical case for restoring affir-

mative action programs in education for the health professions. Writing about

affirmative action in medical education, De Ville points out that three facts may

constitute compelling state interest justifying diversity: (1) that diversity increases

the number of physicians in underserved areas and in primary care, (2) that it

promotes an effective exchange of ideas in medical education, and (3) that it results

in improved care for minority patients.20

Similar ethical public health dilemmas are confronted with respect to health

facilities. From a public health point of view, the need for equitable access to qual-

ity institutions and for fair distribution of health care facilities takes priority over

an individual real estate developer’s ends or the preferences of for-profit hospital

owners. Offering a range of facilities to maximize choice suggests the need for
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both public and private hospitals, community clinics and health centers, and

inpatient and outpatient mental health facilities, as well as long-term care facili-

ties and hospices. At the same time, not-for-profit providers seem to do a better

job than the for-profit institutions, at least to date. They have lower disenrollment

rates,21 offer more community benefits,22 feature more preventive services,23

and provide hospital care at lower cost24 and better overall quality.25 How long

this can continue to be the case in the highly competitive health care market is un-

known because not-for-profits must adopt for-profit business practices to survive.26

The financial crisis facing public hospitals throughout the nation poses an

ethical problem of major proportions.27 At stake is the survival of facilities that

handle an enormous volume of care for the poor, that train large numbers of

physicians and other health personnel, and that make available specialized

services—trauma care, burn units, and others—for the total urban and rural

populations they serve.

Research serves a public health purpose too. It has advanced medical tech-

nology, and its benefits in new and improved products should be accessible to all

members of society. Public health ethics also focuses on the importance of research

in assessing health system performance, including equity of access and medical

outcomes. Only if what works and is medically effective can be distinguished from

what does not and is medically ineffective are public health interests best served.

Health care resources need to be used wisely and not wasted. Health services

research can help assure this goal. This is especially important in an era in which

market competition appears, directly or indirectly, to be having a negative influence

on research capacity.28

Research is central to developing public health resources. Equity mandates

a fair distribution of research resources among the various diseases that affect

the public’s health because research is costly, resources are limited, and choices

have to be made.29 Research needs both basic and applied orientation to assure

quality.30 There is a need for research on matters that have been neglected in

the past,31 as has been recognized in the field of women’s health.32 Correction

of other gross inequities in allocating research funds is urgent. Recent reports

indicate that younger scientists are not sufficiently consulted in the peer review

process, and they do not receive their share of research funds. Ethical implications

involving privacy, informed consent, and equity affect targeted research grants for

AIDS, breast cancer, and other special diseases. The legal and ethical issues in the

human genome project involve matters of such broad scope—wide use of genetic

screening, information control, privacy, and possible manipulation of human

characteristics—that Annas has called for “taking ethics seriously.”33 The orphan

drug law, through tax exemption, focuses enormous resources on diseases that af-

fect a very few individuals.34 This law may be an instance of society assuming that
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beneficence takes precedence over equity and social justice. Apparent exaggera-

tions in pricing and profitability have led to regulatory efforts to limit abuse.35

By contrast, in some instances discoveries made while researching diseases that

have an effect on only a few individuals, as with basic research, can lead to find-

ings that benefit broader populations.

Federal law in the United States governs conduct of biomedical research

involving human subjects. Ethical issues are handled by ethics advisory boards,

convened to advise the Department of Health and Human Services on the

ethics of biomedical or behavioral research projects, and by institutional review

boards of research institutions seeking funding of research proposals. Both kinds

of board are charged with responsibility for reviewing clinical research proposals

and for ensuring that the legal and ethical rights of human subjects are protected.36

Among the principal concerns of these boards is assurance of fully informed and

unencumbered consent, by patients competent to give it, in order to assure the au-

tonomy of subjects. They are also concerned with protecting the privacy of human

subjects and the confidentiality of their relation to the project. An important legal

and ethical duty of researchers, in the event that a randomized clinical trial proves

beneficial to health, is to terminate the trial immediately and make the benefits

available to the control group and to the treated group alike.

The ethical principles that should govern biomedical research involving

human subjects are a high priority, but criticism has been leveled at the operation

of some institutional review boards as lacking objectivity and as being overly iden-

tified with the interests of the researcher and the institution.37 Recommendations

to correct this type of problem include appointing patient and consumer advo-

cates to review boards, in addition to physicians and others affiliated with the

institution and along with the sole lawyer who is generally a member of the review

board; having advocates involved early in drawing up protocols for the research;

having third parties interview patients after they have given their consent to make

sure that they understood the research and their choices; requiring the institution

to include research in its quality assurance monitoring; and establishing a national

human experimentation board to oversee the four thousand institutional review

boards in the country.38

Correction of fraud in science and the rights of subjects are important ethical

considerations in developing knowledge. Ethical conflict between the role of

the physician as caregiver and as researcher is not uncommon inasmuch as what

is good for the research project is not always what is good for the patient.

Certainly, in some instances society stands to benefit at the expense of the

research subject, but respect for the basic worth of the individual means that

he or she has a right to be informed before agreeing to participate in an exper-

iment. Only when consent is informed, clear, and freely given can altruism, for
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the sake of advancing science and humanity, be authentic. Still, exceptions to

informed consent are sometimes justified. For example, because of the need for

medically trained emergency personnel, a convincing case can be made for using

deceased patients to teach resuscitation procedures. There is “no risk to the dead

person, and families could not realistically be expected to discuss consent at such

a difficult time.”39

Policy makers concerned with developing resources for health care thus

confront tensions between protecting public health and protecting the rights of

individual patients and providers. They face issues concerning allocation of scarce

resources and use of expensive medical technology. We trust that in resolving these

issues their decisions are guided by principles of autonomy, beneficence, and

justice as applied to the health of populations.

Ethical Issues in Economic Support

Nowhere is the public health ethical perspective clearer than on issues of economic

support. Personal autonomy and respect for privacy remain essential, as does

beneficence. But a public health orientation suggests that the welfare of society

merits close regard for justice. It is imperative that everyone in the population have

equitable access to health care services with dignity, so as not to discourage

necessary utilization; in most cases, this means universal health insurance cover-

age.40 Forty-four million Americans lack health insurance, which makes for poorer

medical outcomes even though individuals without health insurance do receive

care in hospital emergency rooms and community clinics.41 Most of the forty-four

million are workers in small enterprises whose employers do not offer health

insurance for their workers or dependents.42

From a public health perspective, financial barriers to essential health care

are inappropriate. Yet they exist to a surprising degree.43 If each and every human

being is to develop to his or her full potential, to participate fully as a produc-

tive citizen in our democratic society, then preventive health services and allevi-

ation of pain and suffering44 due to health conditions that can be effectively

treated must be available without financial barriers. Removing economic barri-

ers to health services does not mean that the difference in health status between

rich and poor will disappear. But it is a necessary, if not sufficient, condition for

this goal.

Economic disparity in society is a public health ethical issue related to justice.

Increasing evidence suggests that inequality in terms of income differences

between the rich and the poor has a large impact on a population’s health.45

This may be due to psychosocial factors,46 or a weakened societal social fabric,47

or loss of social capital,48 or a range of other factors.49 Whatever the cause,
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“income inequality together with limited access to health care has serious

consequences for the working poor.”50

From a public health point of view, the economic resources to support health

services should be fair and equitable. Any individual’s contribution should be

progressive, based on ability to pay. This is especially important because the rise

of managed care has made it increasingly difficult to provide charity care.51

This may be because of funding restrictions for a defined population. Although

some individual contribution is appropriate—no matter how small—as a gesture

of commitment to the larger community, it is also ethically befitting for the nation

to take responsibility for a portion of the cost. The exact proportion may vary

across nation and time, depending on the country’s wealth and the public priority

attributed to health services.52

Similarly, justice and equity suggest the importance of the ethical principle of

social solidarity in any number of forms.53 By definition, social insurance means

that there is wisdom in assigning responsibility for payment by those who are young

and working to support the health care of children and older people no longer

completely independent. A public health orientation suggests that social solidar-

ity forward and backward in time, across generations, is ethically persuasive. Those

in the most productive stages of the life cycle today were once dependent children,

and they are likely one day to be dependent older persons.

Institutions such as Social Security and Medicare play a moral role in a

democracy. They were established to attain common aims and are fair in that they

follow agreed-upon rules.54 The alternatives to social solidarity between the young

and the elderly are simply unacceptable. As members of a society made up

of overlapping communities, our lives are intricately linked together. No man

or woman is an island; not even the wealthiest or most “independent” can exist

alone. The social pact that binds us to live in peace together requires cooperation

of such a fundamental nature that we could not travel by car (assuming respect

for traffic signals) to the grocery store to purchase food (or assume it is safe for

consumption) without appealing to social solidarity. These lessons apply to health

care as well.

In 1983, the President’s Commission for the Study of Ethical Problems in

Medicine and Biomedical and Behavioral Research made as its first and princi-

pal recommendation on ethics in medicine that society has an obligation to assure

equitable access to health care for all its citizens.55 Equitable access, the

commission said, requires that all citizens be able to secure an adequate level of

care without excessive burden. Implementation of this principle as an ethical

imperative is even more urgent all these years later, as an increasing number of

people become uninsured and as the prices of pharmaceuticals dramatically

increase.56
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Ethical Issues in Organization of Services

The principal ethical imperative in organization of health services is that services

be organized and distributed in accordance with health needs and the ability to

benefit. The problem with rationing on the basis of ability to pay is that it

encourages the opposite.57 The issues of geographic and cultural access also

illustrate this ethical principle.

To be fair and just, a health system must minimize geographic inequity in dis-

tributing care. Rural areas are underserved, as are inner cities. Any number of

solutions have been proposed and tried to bring better access in health services to

underserved areas, be they rural or inner-city. They include mandating a period

of service for medical graduates as a condition of licensure, loan forgiveness and

expansion of the National Health Service Corps, rural preceptorships, creating

economic incentives for establishing a practice in a rural area, and employing

physician assistants and nurse practitioners.58 Telemedicine may make the best

medical consultants available to rural areas in the near future,59 but the technol-

ogy involves initial start-up costs that are not trivial. Higher Medicare payments

to rural hospitals also ensure that they will remain open.60

Similarly, the principles of autonomy and beneficence require health services

to be culturally relevant to the populations they are designed to serve.61 This means

that medical care professionals need to be able to communicate in the language

of those they serve and to understand the cultural preferences of those for whom

they seek to provide care.62 The probability of success is enhanced if needed health

professionals are from the same cultural background as those they serve. This

suggests that schools of medicine, nursing, dentistry, and public health should

intensify their efforts to reach out and extend educational and training opportu-

nities to qualified and interested members of such populations. To carry out such

programs, however, these schools must have the economic resources required to

offer fellowships and teaching assistant positions.

The development of various forms of managed care—health maintenance

organizations, prepaid group practices, preferred provider organizations, and

independent practice associations—raises another set of ethical questions. As

experienced in the United States in recent years, managed care is designed more

to minimize costs than to ensure that health care is efficient and effective. If

managed care ends up constraining costs by depriving individuals of needed

medical attention (reducing medically appropriate access to specialists, for

instance), then it violates the ethical principle of beneficence because such

management interferes with doing good for the patient.63 If managed care is

employed as a cost-containment scheme for Medicaid and Medicare without

regard to quality of care, it risks increasing inequity. It could even contribute to
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a two-tiered health care system in which those who can avoid various forms of

managed care by paying privately for their personal health services will obtain

higher-quality care.

Historically, the advantages of staff-model managed care are clear: team

practice, emphasis on primary care, generous use of diagnostic and therapeutic

outpatient services, and prudent use of hospitalization. All contribute to cost

containment. At the same time, managed care systems have the disadvantage of

restricted choice of provider. Today’s for-profit managed care companies run

the risk of underserving; they may achieve cost containment through cost shifting

and risk selection.64

The ethical issues in the relationships among physicians, patients, and

managed care organizations include denial of care, restricted referral to special-

ists, and gag rules that bar physicians from telling patients about alternative

treatments (which may not be covered by the plan) or from discussing financial

arrangements between the physician and the plan (which may include incentives

for cost containment).65 Requiring public disclosure of information about these

matters has been proposed as a solution,66 but there is little evidence that disclosure

helps the poor and illiterate choose a better health plan or a less-conflicted health

care provider.

The ethical issues in managed care are illustrated most sharply by the question

of who decides what is medically necessary: the physician or others, the disease

management program,67 the insurer, the employer, or the state legislature.68 This

question is not unique to managed care; it has also arisen with respect to insur-

ance companies and Medicaid.69 On the one hand, the physician has a legal

and ethical duty to provide the standard of care that a reasonable physician in the

same or similar circumstances would. On the other hand, insurers have

traditionally specified what is covered or not covered as medically necessary in

insurance contracts. The courts have sometimes reached different results,

depending on the facts of the case, the character of the treatment sought (whether

generally accepted or experimental), and the interpretation of medical necessity.70

With the rise of managed care, the problem becomes even more of an ethical

dilemma because, as even those highly favorable to managed care agree, there is

a risk of too little health care.71

In the past, malpractice suits against managed care organizations in self-

insured plans have been barred by the provision in the Employee Retirement

Income Security Act that preempts or supersedes “any and all state laws insofar

as they may now or hereafter relate to any employee benefit plan.”72 As a result

of the preemption, employees covered by such plans have been limited to the relief

provided by ERISA—only the cost of medical care denied—with no compensa-

tion for lost wages and pain and suffering.73 Self-insured health insurance plans
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that cause injury by denying care or providing substandard care have had de facto

immunity from suit because of legal interpretation of ERISA, but the situation

appears to be changing.

In recent years, the interpretation of the ERISA preemption has been some-

what narrowed to bar only suits for denial of care but to allow suits relating to

quality of care.74 In 1995, further restriction of the ERISA preemption occurred

in a unanimous decision of the U.S. Supreme Court holding that a New York

statute imposing surcharges on hospitals and HMO fees for some health care

payers, including ERISA plans, in order to create a pool of funding to cover the

uninsured, was not preempted by ERISA because the statute had only an indirect

economic effect.75 This decision may signal a change in the legal climate of

opinion on the right of employees in self-insured plans to sue their plans for denial

of care.

In view of the fact that 140 million people receive their health care through

plans sponsored by employers and covered by ERISA, it is a serious matter of

equity to allow them access to the courts for medical malpractice.76 In fact, sev-

eral states have recently adopted legislation that permits patients to hold managed

care companies responsible for health care decisions imposed by the plan.77

Experience suggests that according patients the right to hold their HMO liable

generates little additional cost.78 Federal courts appear to be moving in this

direction as well.79

But in June 2000, the U.S. Supreme Court held that a patient cannot sue a

health maintenance organization under ERISA for giving physicians a financial

incentive to cut treatment costs.80 “No H.M.O. organization could survive with-

out some incentive connecting physician reward with treatment rationing,” Justice

Souter wrote. The Court held that mixed treatment-eligibility decisions by physi-

cians are not fiduciary acts within the meaning of ERISA, which stipulates that

fiduciaries shall discharge their duties solely in the interest of the participants and

beneficiaries. In absolving the HMO of liability for breach of fiduciary respon-

sibility, the Court left open the question of whether a decision on eligibility, as dis-

tinguished from a treatment decision, is a fiduciary matter for which the HMO

would be liable, and it suggested that a health maintenance organization might

be liable under ERISA for failure to disclose financial incentives to physicians.

This decision denying relief under ERISA emphasizes the urgency of state

legislation granting patients the right to sue their HMOs for malpractice. Any

state legislation, however, needs to guarantee the opportunity to sue a managed

care organization for denied or delayed care. Such legislation will compel the

courts to address issues thus far ignored.

As more and more integrated health care delivery systems are formed, as more

mergers of managed care organizations occur, as pressure for cost containment
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increases, ethical issues concerning conflict of interest, quality of care choices, and

patients’ rights attain increasing importance. The principles of autonomy, benef-

icence, and justice are severely tested in resolving the ethical problems facing a

complex, corporate health care system.

If medicine is “for-profit,” as seems to be the case today and for the near

future in the United States, then the ethical dilemma between patients’ interests

and profits will be a continuing problem.81 Sometimes the two can both be served,

but it is unlikely to be the case in all instances. Surveys of business “executives

admit and point out the presence of numerous generally accepted practices in

their industry which they consider unethical.”82 As Fisher and Welch conclude,

“Stakeholders in the increasingly market-driven U.S. health care system have few

incentives to explore the harms of the technologies from which they stand to

profit.”83 That both consumers and employers are concerned about quality of

care is clear from Paul Ellwood’s statement expressing disappointment in the

evolution of HMOs because “they tend to place too much emphasis on saving

money and not enough on improving quality—and we now have the technical skill

to do that.”84

Ethical Issues in Management of Health Services

Management involves planning, administration, regulation, and legislation. The

style of management depends on the values and norms of the population.

Planning involves determining the population’s health needs (with surveys and

research, for example) and then ensuring that programs are in place to provide

these services. A public health perspective suggests that planning is appropriate

to the extent that it provides efficient, appropriate health care (beneficence) to all

who seek it (equity and justice). Planning may avoid waste and contribute to

rational use of health services. But it is also important that planning not be so

invasive as to be coercive and deny the individual any say in his or her health care

unless such intervention is necessary to protect public health interests. The ethi-

cal principle of autonomy preserves the right of the individual to refuse care, to

determine his or her own destiny, especially when the welfare of others is not

involved. A balance between individual autonomy and public health intervention

that affords benefit to the society is not easy to achieve. But in some cases the res-

olution of such a dilemma is clear, as in the case for mandatory immunization

programs. Equity and beneficence demand that the social burdens and benefits

of living in a disease-free environment be shared. Therefore, for example,

immunization requirements should cover all those potentially affected.

Health administration has ethical consequences that may be overlooked

because they appear ethically neutral: organization, staffing, budgeting, supervision,
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consultation, procurement, logistics, records and reporting, coordination, and

evaluation.85 But all these activities involve ethical choices. Faced with a profit

squeeze, the managed care industry is pressuring providers to reduce costs and

services.86 The result has been downsizing, which means more unlicensed

personnel are hired to substitute for nurses.87 California is the first state to mandate

nurse-to-patient staffing ratios.88 Surveys of doctors suggest patients do not always

get needed care from HMOs.89 Denial of appropriate needed health care is an

ethical problem related to beneficence. In addition, the importance of privacy in

record keeping (to take an example) raises once again the necessity to balance the

ethical principles of autonomy and individual rights with social justice and the pro-

tection of society.90

Distribution of scarce health resources is another subject of debate. The prin-

ciple of first come, first served may initially seem equitable. But it also incorpo-

rates the “rule of rescue,” whereby a few lives are saved at great cost, and this

policy results in the “invisible” loss of many more lives. The cost-benefit or cost-

effectiveness analysis of health economics attempts to apply hard data to admin-

istrative decisions. This approach, however, does not escape ethical dilemmas

because the act of assigning numbers to years of life, for example, is itself value-

laden. If administrative allocation is determined on the basis of the number of

years of life saved, then the younger are favored over the older, which may or may

not be equitable. If one factors into such an analysis the idea of “quality” years of

life, other normative assumptions must be made as to how important quality is and

what constitutes quality. Some efforts have been made to assign a dollar value to a

year of life as a tool for administering health resources. But here, too, we encounter

worrisome normative problems. Does ability to pay deform such calculations?91

Crucial to management of health services are legal tools—legislation, regu-

lations, and sometimes litigation—necessary for fair administration of programs.

Legislation and regulations are essential for authorizing health programs; they also

serve to remedy inequities and to introduce innovations in a health service system.

Effective legislation depends on a sound scientific base, and ethical questions are

especially troubling when the scientific evidence is uncertain.

For example, in a landmark decision in 1976, the Court of Appeals for the

District of Columbia upheld a regulation of the Environmental Protection Agency

restricting the amount of lead additives in gasoline based largely on epidemio-

logical evidence.92 Analysis of this case and of the scope of judicial review of the

regulatory action of an agency charged by Congress with regulating sub-

stances harmful to health underlines the dilemma the court faced: the need of

judges trained in the law, not in science, to evaluate the scientific and epidemio-

logical evidence on which the regulatory agency based its ruling.93 The majority

of the court based its upholding of the agency’s decision on its own review of the

evidence. By contrast, Judge David Bazelon urged an alternative approach: “In
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cases of great technological complexity, the best way for courts to guard against

unreasonable or erroneous administrative decisions is not for the judges them-

selves to scrutinize the technical merits of each decision. Rather, it is to establish

a decision making process that assures a reasoned decision that can be held up

to the scrutiny of the scientific community and the public.”94

The dilemma of conflicting scientific evidence is a persistent ethical minefield,

as reflected by a 1993 decision of the U.S. Supreme Court involving the ques-

tion of how widely accepted a scientific process or theory must be before it qualifies

as admissible evidence in a lawsuit. The case involved the issue of whether a drug

prescribed for nausea during pregnancy, Bendectin, causes birth defects. Rejecting

the test of “general acceptance” of scientific evidence as the absolute prerequisite

for admissibility, as applied in the past, the Court ruled that trial judges serve as

gatekeepers to ensure that pertinent scientific evidence is not only relevant but

reliable. The Court also suggested various factors that might bear on such

determinations.95

It is significant for the determination of ethical issues in cases where the

scientific evidence is uncertain that epidemiological evidence, which is the core of

public health, is increasingly recognized as helpful in legal suits.96 Of course, it

should be noted that a court’s refusal (or an agency’s) to act because of uncer-

tain scientific evidence is in itself a decision with ethical implications.

Enactment of legislation and issuance of regulations are important for

management of a just health care system, but these strategies are useless if they

are not enforced. For example, state legislation has long banned the sale of

cigarettes to minors, but only recently have efforts been made to enforce these

statutes rigorously through publicity, “stings” (arranged purchases by minors),

penalties on sellers, threats of license revocation, and banning cigarette sales from

vending machines.97 A novel case of enforcement involves a Baltimore ordinance

prohibiting billboards promoting cigarettes in areas where children live, recreate,

and go to school, enacted in order to enforce the minors’ access law banning

tobacco sales to minors.98

Thus, management of health services involves issues of allocating scarce

resources, evaluating scientific evidence, measuring quality of life, and imposing

mandates by legislation and regulations. Although a seemingly neutral function,

management of health services must rely on principles of autonomy, beneficence,

and justice in its decision-making process.

Ethical Issues in Delivery of Care

Delivery of health services—actual provision of health care services—is the end

point of all the other dimensions just discussed. The ethical considerations of only

a few of the many issues pertinent to delivery of care are explored here.
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Resource allocation in a time of cost containment inevitably involves rationing.

At first blush, rationing by ability to pay may appear natural, neutral, and

inevitable, but the ethical dimensions for delivery of care may be overlooked. If

ability to pay is recognized as a form of rationing, the question of its justice is

immediately apparent. The Oregon Medicaid program is another example. It

is equitable by design and grounded in good part in the efficacy of the medical

procedure in question, thus respecting the principle of ethical beneficence. It is

structured to extend benefits to a wider population of poor people than those

entitled to care under Medicaid. The plan does not qualify as equitable and fair,

however, because it does not apply to the whole population of Oregon, but only

to those on Medicaid. It denies services to some persons on Medicaid in order to

widen the pool of beneficiaries. It presents significant ethical problems in this

respect.99

Rationing medical care is not always ethically dubious; rather, it may conform

to a public health ethic. In some cases, too much medical care is counterproduc-

tive and may produce more harm than good. Canada, Sweden, the United

Kingdom, and the state of Oregon, among others, have rationing of one sort or

another.100 For example, Canada rations health care, pays one-third less per

person than the United States, and offers universal coverage; yet health status in-

dicators do not suggest that Canadians suffer. In fact, on several performance

indicators Canada surpasses the United States.101 If there were better informa-

tion about medical outcomes and the efficacy of many medical procedures,

rationing would actually benefit patients if it discouraged the unneeded and

inappropriate treatment that plagues the U.S. health system.102

Rationing organ transplants, similarly, is a matter of significant ethical debate.

The number of organs available for transplant is less than the need. Rationing,

therefore, must be used to determine who is given a transplant. Employing tissue

match makes medical sense and also seems ethically acceptable. But to the extent

that ability to pay is a criterion, ethical conflict is inevitable. It may, in fact, go

against scientific opinion and public health ethics if someone who can pay receives

a transplant even though the tissue match is not so good as it would be for a pa-

tient who is also in need of a transplant but unable to pay the cost. Rationing on

this basis seems ethically unfair and medically ill advised.103

One solution would be to make more organs available through mandatory

donation from fatal automobile accidents, without explicit consent of individu-

als and families. A number of societies have adopted this policy because the

public health interest of society and the seriousness of the consequences are so

great for those in need of a transplant that it is possible to justify ignoring the

individual autonomy (preferences) of the accident victim’s friends and relatives.

Spain leads other nations regarding organ donation by interpreting an absence of
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prohibition to constitute a near-death patient’s implicit authorization for organ

transplantation.104 This has not been the case in the United States to date.105

Delivery of services raises conflict-of-interest questions for providers that

are of substantial public health importance. Criminal prosecution of fraud in the

health care sector increased threefold between 1993 and 1997.106 In today’s

market-driven health system, about half of all doctors report that they have

“exaggerated the severity of a patient’s condition to get them care they think is

medically necessary.”107 Hospitals pressed by competitive forces strain to survive

and in some cases do so only by less-than-honest cost shifting—and even direct

fraud. A recent survey of hospital bills found that more than 99 percent included

“mistakes” that favored the hospital.108

Class action suits claim that HMOs are guilty of deceiving patients because

they refuse to reveal financial incentives in physician payment structures.109

Physicians have been found to refer patients to laboratories and medical testing

facilities that they co-own to a far greater extent than can be medically justified.110

As the trend to make medicine a business develops, the AMA’s Council on Ethical

and Judicial Affairs has adopted guidelines for the sale of nonprescription, health-

related products in physicians’ offices. The purpose is to “help protect patients

and maintain physicians’ professionalism.”111 The public health ethic of benefi-

cence is called into question by unnecessary products and inappropriate medical

tests.

The practice of medicine and public health screening presents serious ethical

dilemmas. Screening for diseases for which there is no treatment, except where

such information can be used to postpone onset or prevent widespread popula-

tion infection, is difficult to justify unless the information is explicitly desired by

the patient for personal reasons (life planning and reproduction). In a similar case,

screening without provision to treat those discovered to be in need of treatment

is unethical. Public health providers need to be sure in advance that they can offer

the health services required to provide care for those found to be affected. These

are the ethical principles of beneficence and social justice.

The tragic epidemic of HIV/AIDS has raised serious ethical questions

concerning testing, reporting, and partner notification. The great weight of

authority favors voluntary and confidential testing, so as to encourage people to

come forward for testing, counseling, and behavior change.112 All states require

confidential reporting of AIDS cases by name. The need to improve the track-

ing of the epidemic caused twenty-eight states, as of January 1998, to adopt

confidential names-based reporting of HIV as well.113 A study by the U.S. Centers

for Disease Control and Prevention (CDC) concludes that confidential names-

based reporting of HIV has not deterred testing and treatment.114 Nevertheless,

concern about violation of privacy and possible deterrence of testing and
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treatment with confidential names-based reporting of HIV persists. In California,

it led to an agreement between the California Medical Association and AIDS

advocacy groups to support a unique identifier system, that is, using a number

to link the test and the patient.115

This issue raises sharply the ethical conflict between the individual’s right

to confidentiality and the needs of public health. Some guidance for resolving

ethical questions in this difficult sphere is presented by Stephen Joseph, former

commissioner of health for New York City, who states that the AIDS epidemic is

a public health emergency involving extraordinary civil liberties issues—not a civil

liberties emergency involving extraordinary public health issues.116

Partner notification was at first generally disapproved on grounds of non-

feasibility and protection of privacy, but in accordance with CDC guidelines, some

states have enacted legislation permitting a physician or public health department

to notify a partner that a patient is HIV-positive if the physician believes that the

patient will not inform the partner.117

With the finding that administration of AZT during pregnancy to an

HIV-positive woman reduces the risk of transmission of the virus to the infant

(from approximately 25 percent to 8 percent if administered in the later stages

of pregnancy and during labor and to infants in the first six weeks of life),

CDC recommends that all pregnant women be offered HIV testing as early in

pregnancy as possible because of the available treatments for reducing the likeli-

hood of perinatal transmission and maintaining the health of the woman.

CDC also recommends that women should be counseled about their options

regarding pregnancy by a method similar to genetic counseling.118

The field of reproductive health is a major public health concern, affecting

women in their reproductive years. Here the principles of autonomy, beneficence,

and justice apply to providing contraceptive services, including long-acting means

of contraception, surgical abortion, medical abortion made possible by develop-

ment of Mifepristone, sterilization, and use of noncoital technologies for

reproduction. The debate on these issues has been wide, abrasive, and divisive.

Twenty-two years after abortion was legalized by the U.S. Supreme Court’s

decision in Roe v. Wade,119 protests against abortion clinics have escalated. Violence

against clinics and murders of abortion providers threaten access to abortion

services and put the legal right to choose to terminate an unwanted pregnancy

in jeopardy. The shortage of abortion providers in some states and in many rural

areas restricts reproductive health services. The mergers of Catholic hospitals with

secular institutions and the insistence that the merged hospital be governed by the

Ethical and Religious Directives for Catholic Health Care Services means that not

only abortion services are eliminated but also other contraceptive and counseling

services, sterilization procedures, infertility treatments, and emergency postcoital

contraception (even for rape victims).120
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We state our position as strongly favoring the pro-choice point of view in order

to ensure the autonomy of women, beneficence for women and their families faced

with unwanted pregnancy, and justice in society. In the highly charged debate

on teenage pregnancy, we believe that social realities, the well-being of young

women and their children, and the welfare of society mandate access to contra-

ception and abortion and respect for the autonomy of young people. The ethics

of parental consent and notification laws, which often stand as a barrier to abor-

tions needed and wanted by adolescents, is highly questionable.121

Many other important ethical issues in delivering health care have not been

discussed extensively in this chapter because of space limitations. There are three

such issues that we want to mention briefly.

First, the death debate is generally considered a matter of medical ethics

involving the patient, his or her family, and the physician. But this issue is also a

matter of public health ethics because services at the end of life entail adminis-

trative and financial dimensions that are part of public health and management

of health services.122

Second, in the field of mental health, the conflict between the health needs

and legal rights of patients on the one hand and the need for protection of society

on the other illustrates sharply the ethical problems facing providers of mental

health services. This conflict has been addressed most prominently by reform of

state mental hospital admission laws to make involuntary admission to a mental

hospital initially a medical matter, with immediate and periodic judicial review as

to the propriety of hospitalization—review in which a patient advocate partici-

pates.123 The Tarasoff case presents another problem in providing mental health

services: the duty of a psychiatrist or psychologist to warn an identified person

of a patient’s intent to kill the person, despite the rule of confidentiality govern-

ing medical and psychiatric practice.124 In both instances, a public health

perspective favors protection of society as against the legal rights of individuals.

Third, basic to public health strategies and effective delivery of preventive

and curative services are records and statistics. The moral and legal imperative

of privacy to protect an individual’s medical record gives way to public health

statutes requiring reporting of gunshot wounds, communicable diseases, child

abuse, and AIDS.125 More generally, the right of persons to keep their medical

records confidential conflicts with society’s need for epidemiological information

to monitor the incidence and prevalence of diseases in the community and to

determine responses to this information.

At the same time, it is essential, for example, that an individual’s medical

records be protected from abuse by employers, marketers, etc.126 A common

resolution of this problem is to make statistics available without identifying

information. Congress has promised medical privacy legislation but, as of this

writing, has failed to act. The Department of Health and Human Services, under
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instructions from President Clinton, is preparing to issue federal rules to protect

the privacy of medical records, but the extent of police access to medical records

has become an issue.127

Ethical problems in delivering services will surely increase in number and kind

in a period of great change in the health service system as private, fee-for-service,

solo practice is being replaced by new ways of financing and providing health

care. The most prominent problem is the question of who decides the appropri-

ateness of services—the payer or the provider, the managed care plan or the

physician—and what role the consumer has in the new system that is evolving.

Ethical Issues in Assuring Quality of Care

If a public health ethic requires fair and equitable distribution of medical care,

then it is essential that waste and inefficiency be eliminated. Spending scarce

resources on useless medical acts is a violation of a public health ethic.128 To reach

this public health goal, knowledge about what is useful and medically efficacious

is essential.

As strategies for evaluating the quality of health care have become increas-

ingly important, the ethical dimensions of peer review, practice guidelines, report

cards, and malpractice suits—all methods of quality assurance—have come to the

fore. Established in 1972 to monitor hospital services under Medicare to ensure

that they were “medically necessary” and delivered in the most efficient manner,

professional standards review organizations came under attack as overregula-

tory and too restrictive.129 Congress ignored the criticism and in 1982 passed

the Peer Review Improvement Act, which did not abolish outside review but

consolidated the local peer review agencies, replaced them with statewide bodies,

and increased their responsibility.130 In 1986, Congress passed the Health Care

Quality Improvement Act, which established national standards for peer review

at the state and hospital levels for all practitioners regardless of source of pay-

ment.131 The act also established a national data bank on the qualifications

of physicians and provided immunity from suit for reviewing physicians acting in

good faith.

The functions of peer review organizations (PROs) in reviewing the adequacy

and quality of care necessarily involve some invasion of the patient’s privacy and

the physician’s confidential relationship with his or her patient. Yet beneficence

and justice in an ethical system of medical care mandate a process that controls

the cost and quality of care. Finding an accommodation between protection of

privacy and confidentiality on the one hand and necessary but limited disclosure

on the other has furthered the work of PROs. Physicians whose work is being

reviewed are afforded the right to a hearing at which the patient is not present,
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and patients are afforded the protection of outside review in accordance with

national standards.

Practice guidelines developed by professional associations, health maintenance

organizations and other organized providers, third-party payers, and governmental

agencies are designed to evaluate the appropriateness of procedures. Three

states—Maine, Minnesota, and Vermont—have passed legislation permitting prac-

tice guidelines to be used as a defense in malpractice actions under certain

circumstances.132 Defense lawyers are reluctant to use this legislation, however,

because they fear their case will be caught up in a lengthy constitutional appeal.

Such a simplistic solution, however, avoids the question of fairness: whose guide-

lines should prevail in the face of multiple sets of guidelines issued by different

bodies, and how should accommodation be made to evolving and changing

standards of practice?133

Beneficence and justice are involved in full disclosure of information about

quality to patients. Health plan report cards aim to fulfill this role.134 Employers,

too, could use report cards to choose health plans for their employees, though some

studies suggest that many employers are interested far more in cost than quality.135

How well reports actually measure quality is itself subject to debate.136 There are

major problems with those that currently exist.137

Malpractice suits constitute one method of regulating the quality of care,

although an erratic and expensive system. The subject is fully discussed elsewhere

in this volume. Here we raise only the ethical issue of the right of the injured

patient to compensation for the injury and the need of society for a system of

compensation that is more equitable and more efficient than the current system.

The various mechanisms for ensuring quality of care all pose ethical issues.

Peer review requires some invasion of privacy and confidentiality to conduct

surveillance of quality, although safeguards have been devised. Practice guide-

lines involve some interference with physician autonomy but in return afford

protection for both the patient and the provider. Malpractice suits raise questions

of equity, since many injured patients are not compensated. In the process of

developing and improving strategies for quality control, the public health

perspective justifies social intervention to protect the population.

Mechanisms for Resolving Ethical Issues in Health Care

Even in the absence of agreement on ethical assumptions, and in the face of

diversity and complexity that prohibit easy compromise, mechanisms for resolv-

ing ethical dilemmas in public health do exist. Among these are ombudsmen,

institutional review boards, ethics committees, standards set by professional
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associations, practice guidelines, financing mechanisms, and courts of law. Some

of these mechanisms are voluntary. Others are legal. None is perfect. Some, such

as financing mechanisms, are particularly worrisome.

Although ethics deals with values and morals, the law has been very much

intertwined with ethical issues. In fact, the more that statutes, regulations, and

court cases decide ethical issues, the narrower is the scope of ethical decision

making by providers of health care.138 For example, because the Cruzan case

defines the conditions for terminating life support for persons in a persistent veg-

etative state (clear and cogent evidence of a prior statement by the patient, when

competent, of her desire not to be kept alive by artificial means in a persistent

vegetative state), the scope of decision making by physicians and families is

constrained.139 A court of law, therefore, is an important mechanism for resolving

ethical issues.

The law deals with many substantive issues in numerous fields, including

that of health care. It also has made important procedural contributions to

resolving disputes by authorizing, establishing, and monitoring mechanisms or

processes for handling claims and disputes. Such mechanisms are particularly use-

ful for resolving ethical issues in health care because they are generally informal

and flexible and often involve the participation of all the parties. Administrative

mechanisms are much less expensive than litigation and in this respect potentially

more equitable.

Ombudsmen in health care institutions are a means of providing patient

representation and advocacy. They may serve as channels for expression of ethical

concerns of patients and their families.

Ethics committees in hospitals and managed care organizations operate to

resolve ethical issues involving specific cases in the institution. They may be com-

posed solely of the institution’s staff, or they may include an ethicist specialized in

handling such problems.

Institutional review boards, discussed earlier, are required to evaluate research

proposals for their scientific and ethical integrity.

Practice guidelines, also discussed earlier, offer standards for ethical conduct

and encourage professional behavior that conforms to procedural norms gener-

ally recognized by experts in the field.

Finally, financing mechanisms that create incentives for certain procedures

and practices have the economic power to encourage ethical conduct. At the same

time, they may function to encourage the opposite behavior.140

As the health care system continues to deal with budget cuts, greater num-

bers of uninsured persons, and restructuring into managed care and integrated

delivery systems, ethical questions loom large. Perhaps their impact can be

softened by imaginative and rational strategies to finance, organize, and deliver
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health care in accordance with the ethical principles of autonomy, beneficence,

and justice.

Ethical issues in public health and health services management are likely to

become increasingly complex in the future. New technology and advances in med-

ical knowledge challenge us and raise ethical dilemmas. In the future they will

need to be evaluated and applied in a public health context and submitted to a

public health ethical analysis. Few of these developments are likely to be entirely

new and without precedent, however. Already, current discussions, such as that

presented here, may inform these new developments.
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