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Foreword by the Board of American Health Decisions
Voices of Value tells the important, but often overlooked story of how groups of Americans address health issues by reconciling or balancing varying and sometimes conflicting values. Written by Bruce Jennings, Senior Fellow at the Center for Humans and Nature, Senior Advisor and Fellow at The Hastings Center in Briarcliff Manor, NY, and American Health Decisions (AHD) Board member, this thoughtful report describes the health care dialogue that takes place off-camera, apart from the noisy national debate, but with an intensity and focus that deserves attention from policymakers.

This report is one in a series by AHD, a non-profit, non-partisan organization that helps people understand health care choices, articulate the values that shape them, and participate fully in personal health care decisions and public policy development. Our goal is to promote value-based citizen choices in health care and health care policy.

___________

        Citizens aren't passive, but they are disillusioned, skeptical, and growing more concerned each day.

I. The Debate that Wasn't
    In the 1990s there have been two quite different public dialogues about the health care system. One has been the official debate. It has been noisy, highly visible in the national mass media, exceedingly partisan and adversarial, dominated by special interest groups and technical experts. It has been largely about money and power, winners and losers, and whose ox will be gored. And it has left the country polarized and confused.

    The other public dialogue on health care has been much quieter, and it has been all but ignored by the mass media. It has taken place in community centers and public libraries, in the auditoriums of local hospitals and community colleges, in churches, senior centers, and at meetings of voluntary service organizations of all stripes. It has been largely about values about what is just and fair, about meeting human needs with compassion and dignity, and about sustaining appropriate relationships and responsibilities in the health care system. The voices and the values of this grassroots conversation have been largely drowned out in the official debate and were never successfully brought to bear in discussing the merits and the problems of President Clintons ill-fated reform plan. Unfortunately, this led to what the eminent pollster Daniel Yankelovich has aptly called the debate that wasnt.

    The participants in this quiet civic conversation have not been technical experts for the most part, but ordinary citizens directly affected by the way the health care system currently functions and is paid for. These are ordinary people who wrestle with difficult health choices in their own lives and in the life of their communities. They are the real, flesh and blood Harrys and Louises who are our neighbors, co-workers, and fellow citizens. They share some of the concerns dramatized in the influential television commercials produced in 1994 by opponents of the Clinton plan, but their vision is broader and their concerns are not so one-sided and selfish. They have a complex story to tell about the kind of health care system America deserves and should strive to attain. They have ideas that are carefully thought out and express deep-seated moral beliefs. When you talk with them you find that these citizens arent passive, but they are disillusioned, skeptical, and growing more concerned each day. They have strong feelings about health care, and they are tired of leaders who will not level with them about difficult choices that lie ahead.

 Learning from Civic Dialogue
    This is a report from the field on this second public debate, the quiet, unofficial grassroots conversation about American health care. For several years non-partisan grassroots organizations, which are generally referred to as community health decisions groups, have been working in fifteen states to give public voice to the health values and viewpoints of ordinary citizens. Numerous other grassroots groups exist that address health issues from advocacy and consumer oriented perspectives. The community health decisions groups, represented nationally by American Health Decisions, are distinctive in as much as they attempt to elicit a self-consciously civic or citizenship outlook on health issues. This outlook incorporates a broad range of value concerns including individual rights, professional responsibilities, and social interests and it attempts to reconcile or balance these values when they conflict. Fostering better informed, more thoughtful, and more inclusive dialogue at the community and the national level is the principal goal of the health decisions movement.

    Organizations dedicated to this mission in ten states have recently conducted public meetings and focus group projects involving tens of thousands of citizens. These local meetings were accompanied in some states by concerted media-based information and opinion campaigns. On February 2, 1995 leaders from these states gathered in Atlanta for a working meeting that was, to mix metaphors, a summit conference of grassroots listeners. This meeting was convened by American Health Decisions and hosted by Georgia Health Decisions, whose own recently completed project, Georgians Speak Out on Health Care, was one of the most extensive and elaborate projects ever undertaken. The health decisions leaders in Atlanta systematically compared and analyzed the results of their findings in an effort to define the terms and catch the meaning of the American voices they had heard.

    From these state-based projects and the Atlanta summit a values profile has emerged. It indicates what Americans expect from a health care system what they revere in the present system, what they will demand of a newly constructed system, and what they will be willing to support, politically, morally, and financially in the way of change offered by leadership in either the public or the private sector. The values profile consists of eight main value clusters. These values have been drawn from the findings of fourteen printed reports from eight states and from the comparative analysis growing out of the Atlanta meeting. The methodologies and samples reached by these projects differ from one another. Nonetheless, there is significant overlap in the moral vocabulary citizens use to think and talk together about the health care system.

Aims of This Report
    The values profile described below is a progress report on an ongoing conversation; it is a snapshot of public deliberations and judgments that are still in motion. It is not intended to be a substitute for other sources of information on public opinion or for scientific survey research. This report is therefore not intended to be the final word on the health values of all Americans, by any means. But it is about, and is intended to provide a feel for, the words many Americans do use when they think and talk together as citizens about medicine and the health care system. The key words and concepts of value are remarkably consistent across the findings of the states that have conducted these public forum projects. And their meanings converge. This is all the more noteworthy because both the methods employed to stimulate discussion and the socio-economic background of the participants in these projects vary greatly from state to state.

    Most of the changes and new institutions envisioned in the Clinton plan, such as Health Care Alliances, are a fading memory. Yet in 1995 the health care system is undergoing radical transformation nonetheless, due largely to the rapid growth of capitated payment systems and managed care organizations in the private sector. How successful and beneficial these changes will be in comparison with the fee-for-service system of the past remains to be seen. The managed care system is still in a state of flux, reports from some areas of the country have been favorable, while in other areas serious problems and abuses have cropped up. At this time, one has to say that the jury is still out on managed care. How this system develops, what governmental policy should be, and how well the public responds to these changes will depend, at least in part, on how attentive public and private leaders are to the voices of value among their fellow citizens.

II. Health Values Profile
    America is not the Tower of Babel when it comes to health values. We do have a working vocabulary in common. That does not mean that Americans all agree on substantive ethical or policy issues. Far from it. But American Health Decisions believes that we all must listen and be attentive to the voices and vocabularies of value that are speaking throughout the country as a necessary foundation and first step toward workable reform.

Value Clusters
    The findings of community discussions in ten states suggest that value issues in health care form clusters of related ideas, concepts, and concerns. Most Americans are not highly theoretical or doctrinaire about their health values. Their thinking does not revolve around a few general principles from which ethical conclusions are deduced. Nor do people set aside some particular ethical concerns, put them in a box, and call them health values. These are human values woven in and through the stories people tell based on their own life experiences. Sometimes they draw on their own direct experience with illness and the care they have personally received. Sometimes they think by analogy from other areas of their experience or expertise to the health care arena. Ordinary moral thinking does not compartmentalize ones life. Many people value and rely on honesty and accountability in their business dealings and in their family life; why shouldnt they expect the same treatment from their doctor, hospital, or health insurance company?

    Born of story telling, lived experience, and common sense, the clusters of ideas in the value vocabulary of Americans are not neat and tidy. There are conflicts and trade-offs among these values, and most people explicitly recognize that this is the case. No one has the right answer about how these values should be balanced and how priorities among them should be set. Our findings do not permit us to suggest a rank ordering of these value clusters, and we do not attempt to do so. Nor should undue significance be attached to the particular words we use to label these value clusters. These are words we heard over and over again, and they seem to us to capture accurately the flavor and nuance of the clusters. But the important point to bear in mind is that each cluster has several ideas contained within it, which bear a family resemblance to one another. Within each cluster, like in most families, there is disagreement, conflict, and lots of tugging in different directions.

    We find eight main value clusters that must be taken into account in health policy and reform. They are: (1) Affordability and Efficiency; (2) Fairness; (3) Dignity; (4) Choice; (5) Quality; (6) Shared Responsibility; (7) Civic Process; and (8) Comprehensive Benefits.

Affordability and Efficiency
    American medicine has killed the goose that laid the golden egg. For several decades American tax payers and premium payers have supported an exceedingly generous investment in biomedical technology and health care facilities that have no doubt given the United States a leading place on the cutting edge of medical research and development in the world. But Americans have come to perceive that they are not getting sufficient value for their dollar, not enough bang for the buck. They look for more prudent management of the health care system. They fault the medical profession and policy makers for waste, greed, and unnecessary expenditures. As citizens and taxpayers, and as patients and consumers of health care, they do not believe their interests or the public interest are well served by a complex, wasteful, and inefficient health care system. They look for simplicity and productivity. Americans also look for more accountability as one key to greater efficiency for the system and affordability for society. Too many people, both physicians and patients, have been making decisions about the utilization of health care resources without sufficient financial or public accountability for their actions. There is public support for measures to increase accountability and to provide incentives for more prudent and efficient use of the health care dollar.

    Fairness
    Community health decisions projects have consistently shown that Americans from all backgrounds and walks of life do care about fair and equitable distribution of health care coverage and resources. Almost no one shrugs off the fact that nearly 50 million Americans are treated like second-class citizens in our health care system, while others get lavish treatment. The idea that America should be able to achieve universal health insurance coverage at least for basic care through a combination of private sector and governmental arrangements is still very much alive. Moreover, we believe that this viewpoint does not merely reflect insecurity about presently adequate (even generous) benefits among the 85 percent of Americans who are well insured. It also reflects a distinctively ethical belief and commitment that is deep seated in American history and American life. Americans understand that health care is important for nearly everything you do in your life, and so inadequate basic care unnecessary and untreated illness is a threat to freedom as such.

    On one important point, many Americans remain ambivalent, however. At least in certain parts of the country, defining who should be included in the community of equity and first class health care citizenship is currently a matter of doubt and controversy. Some would limit the scope of the idea of universal coverage to United States citizens and legal immigrants only.

Dignity
    The cluster of values associated with the idea of dignity includes notions that many academic students of medical ethics have set at odds under the headings of autonomy and caring. We have found, however, that many Americans do not drive a wedge between these two notions in this way. They expect the health care system to treat them like human beings ought to be treated. And not just as some nameless, faceless statistic, but to be treated as individuals, as unique persons with special needs. Impersonal bureaucracy and cook book or assembly line medical care are no more congenial or acceptable to ordinary citizens than they are to good doctors. People want a system that treats them with dignity and respect. They want to be listened to and to be taken seriously. They expect information and good communication from their health care providers. At the same time, they want concerned and compassionate care, not cold efficiency or indifference. They want to be able to trust their doctors and the system.

    One of the most ominous signs we detect from the grassroots conversations we have held is the erosion of that sense of trust, and the anger and vulnerability that the absence of trust causes. Caveat emptor let the buyer beware is not an attitude that Americans want to carry with them, when they are sick, into the health care encounter. But they sense that they may be forced to do so in the future.

Choice
    Although Americans do not drive a wedge between autonomy and caring, they do value autonomy very highly. Freedom of choice and control over what happens to you in the health care system are ideas that come through loud and clear at the grassroots level. Choice demands information and options. It is not limited merely to choice of physician the way it was characterized in the Clinton reform debate, however. How physician selection can be traded off against other aspects of perceived choice and control in managed care arrangements remains to be seen. It also remains to be seen how far policies that require higher out-of-pocket cost sharing by patients in return for greater freedom of choice can go before they impinge upon a value that Americans feel themselves entitled to. Finally, the value of choice like the other values discussed in this report is not absolute. Citizens recognize a tension between respecting individual choice and the social interest or the common good. Choice should give people the negative freedom not to have unwanted treatment imposed upon them, but it does not automatically give them the right to demand all kinds of medical care, regardless of the costs or the social consequences.

Quality
    Few phrases are bandied about in the health care system more often than quality care. What does this mean to citizens? We have found here a combination of ideas about technical competence, skill, and expertise with ideas of a humane and compassionate resonance. The bottom line here is that Americans want both technical proficiency and a good bedside manner. But they expect these things from the health care system as a whole, not necessarily from the same person. Still, health planners will make a mistake if they believe that Americans will ignore developments that they perceive as a decline in the level of technical competence or expertise in medicine.

Shared Responsibility
    One of the most complex areas of discussion in the grassroots projects has been over the value of responsibility for ones health status. Maintaining good health is not something that is entirely under an individuals control. Genetic inheritance, environmental pollution, unavoidable activities that involve health risks, such as those on the job, and other factors affect health status in important ways that go far beyond the individuals so-called life-style choices. At the same time, many Americans believe that maintaining good health is a partnership that involves the patient as well as the doctor, and that it is as misguided to ignore the persons responsibility as it is to err completely on the other side and morally blame the sick victim.

    Partly at work here is the long-standing American value of self-reliance and personal accountability. Also behind this emphasis, we believe, is the American aversion to being a free loader or a spendthrift. In the other value clusters of the American vocabulary there is plenty of compassion and concern for the needy. But here there is the sense that individuals who have not taken good care of themselves are then taking unfair advantage of others and the system as a whole, especially when they require highly expensive care to compensate for the effects of their earlier choices. This is disrespectful to other citizens and poor prudence from the patients or consumer side. Americans expect prudent and efficient management of scarce health care resources from their leaders, and they expect it from themselves as well.

    As clearly present as it was in grassroots discussions, however, it is not clear how far Americans are yet ready to go in severely penalizing people who have made unwise behavioral choices in the past once they show up at the doctors or the hospitals door in immediate need. Other value clusters in this profile strongly militate against simply turning people away. Even the most medically disenfranchised person in America can get care of last resort if he or she can make it to the ER. In any case, that is federal law and the prevailing myth most people are surprised and shocked when they learn that people are actually turned away.

Civic Process
    Most conversations about the health care system ranged from what should be done to how it should be done. In other words, Americans care both about health care outcomes and about the process of health care delivery and decisionmaking. On the personal level, these process values show up in the clusters we have called dignity and quality. On the policy or system level, however, values come into play as well. We have found those values to have a decidedly democratic (small d) cast to them. Americans want a process for making health policy that aims at consensus and compromise. They want to feel that people like themselves are being heard; they want participation and empowerment. They want the process itself to be educational or educative the debates leaders and experts have among themselves about policy choices should be understandable and enlightening to the general public. Citizens often grasp something that policymakers tend to forget, namely, that unless the citizens who must comply with the policy come to understand the need for it and its rationale, they will likely struggle against it, and it wont work the way the policymakers hope even if it is passed.

Comprehensive Benefits
    Grassroots civic forums are not the best venues to discuss the technicalities of insurance benefits packages and priorities among treatment modalities. Nonetheless value concerns came out in the community health decisions projects that bear at least on the general expectations American have about what the health care system should provide by way of types of services. We found a clear emphasis, for example, on the relief of pain and suffering, indicating that Americans are not satisfied with the status quo of much chronic care or with the care of terminally ill patients. Another priority in Americans health values is preventive care. A stitch in time saves nine, rings as true with Americans today as it did when Benjamin Franklin noted it over two hundred years ago.

    Finally, in a general way Americans do want health care services that are cost-beneficial to take priority over very expensive treatments that benefit only a few. Interestingly, states differed in their findings about how strongly age served as a criterion for setting priorities in health care services. Some states found a strong inclination toward giving high priority to the needs of children in particular; while other states had discussions that more explicitly steered clear of any suggestion that age or generational factors should be given weight in setting health care priorities.

III. CONCLUSIONS
    This value profile does not permit any simple or direct public policy conclusions. In principle, several different structural arrangements of health care financing and delivery will be compatible with the values and expectations we are hearing at the grassroots level. However, some general cautions and lessons for policymakers in both the public and the private sectors can be drawn from this material. If the voices of health values in America today do not give policymakers a detailed road map and set of directions about where to go in the years ahead, they at least do provide some hints of pitfalls to be avoided.

        * Decisionmakers should not underestimate the ethical appeal of fairness and the expectation of universal and respectful care.

        * Decisionmakers should avoid changes that increase the presence or appearance of impersonal, assembly line modes of health care delivery.

        * Decision makers should avoid measures that will substantially limit the role and involvement of the patient and family in treatment planning and decision making, particularly in the context of a serious illness and end of life treatments.

        * Policies that limit patient choice in physician selection or that require additional out-of-pocket costs for expanded choice options may be acceptable measures within limits and provided that patients are gaining something of value in return.

        * Special populations such as illegal immigrants and those deemed personally responsible for their illness are subjects of much value conflict and ambivalence among Americans at the present time. Market mechanisms or democratic political mechanisms alone may not be sufficient to produce just outcomes.

        * Measures need to be taken to restore public trust and confidence in the leadership of the health care system at all levels. Previous modes of policymaking have not impressed the public, which feels neither enlightened, reassured, nor listened to by this process. Confidence cannot be restored by undertaking future health reform initiatives in the same way. Leadership and politics as usual need to change.

        * Future health reform efforts should not focus on the technical details of financing or institutional design, and they should not be driven or dominated by general economic theories that the public cannot and does not wish to understand. Future reform must address clearly the explicit values and goals that give direction and public purpose to the policy reforms in the first place.

    The work of American Health Decisions and its member state organizations sends a clear message. There surely is uncertainty about complex issues, but the public is not indifferent, and it is not thoughtless. Americans stand ready to say what kind of health care system they value, and why. We should give them the time, resources, and opportunities to work through these issues. Americans do have voices of value. To move forward with justice, we must heed them.
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