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Values Near the End of Lives:

Grassroots Perspectives and Cultural Diversity on End-of-Life Care
As perhaps befits the close of a century and a millennium, the 1990s will be remembered as a decade marked by an increasing social awareness of death and dying. It is often said that America is a culture that denies death, and so we do in many ways. Yet we are also fascinated by the dilemmas that high technology medicine has created for us, and we have a dim, but growing awareness of the staggering social problems that loom in the graying of the baby boom generation.

America's chronic care, long term care, and end-of-life care systems (if they can even be called that, being so fragmented and patchwork) are nowhere near ready to face the pressures that a huge demographic bubble of the old-old will create in about twenty-five years. People sense and realize this, though few know the details, or the statistics, or pretend to have the solutions. Still "working through to a public judgment," in Daniel Yankelovich's apt phrase, Americans are talking quietly about it with their friends and neighbors. Efforts to improve end-of-life care at both the clinical and the policy levels need to begin by listening in on those grassroots conversations. One should not expect to find solutions there. And one need not look exclusively for the pulse of the voter or for interest group advocacy and demands. The grassroots level has something else above and beyond these overtly political messages for reformers, and that is a quiet, but cogent, value orientation. That orientation may reinforce some reform agendas, and it may conflict with others, but it is important for them all.

The Decade of Dying
The 1990s began with the United States Supreme Court's first landmark ruling on end-of-life care in the Cruzan case, in which it affirmed the constitutional right to refuse life-sustaining medical treatment. This was quickly followed by the passage of the federal Patient Self-Determination Act, and durable power of attorney for health care statutes in many states, including New York, all stressing the importance of considering one's preferences about end-of-life care in advance. Public education efforts to encourage the use of advance directives sprang up throughout the country.

In the mid-90s, the SUPPORT study provided rigorous documentation of the alarming extent to which aggressive life-prolonging measures were still being used in situations where they were either medically futile or were unwanted by the patients, or both. Even concerted efforts to improve communication between physicians and dying patients did not stem the technological momentum of end-of-life care in the country's major medical centers. Moreover, a large proportion of families reported post-mortem that the patient had spent the last two or three days of life in severe, unrelieved pain.

Growing public fears of losing control of care at the end of life, of becoming dependent on machines, of being an emotional and financial burden to one's family, and of suffering due to inadequate treatment of pain and other symptoms--all these fears and more led to a growing grassroots movement in the late 1990s to legalize physician assisted suicide (PAS). The fears of an aging society were dramatized by the public defiance of Dr. Jack Kevorkian, the debate over the Oregon referendum that legalized PAS for the first time in the United States, and by the Federal Appeals Court rulings in the Second and Ninth Circuits that temporarily struck down existing state laws against PAS before those appellate rulings were overturned by the U.S. Supreme Court in the summer of 1997. But the Supreme Court refused to interfere with the Oregon law, and it left the constitutional door open to other states to change their laws on PAS as they saw fit. Since that time a referendum to legalize PAS has failed in Michigan, and Dr. Kevorkian has been convicted of murder and sentenced to prison for ending the life of a man with advanced ALS. A videotape of that instance of assisted suicide and active euthanasia was broadcast to a large national television audience in November 1998 on the program "60 Minutes."

A less contentious educational and institutional change effort has been mounted by several groups in the past decade to improve end-of-life care and to address the concerns of the general public. No doubt, the prospect of a movement to legalize PAS throughout the country has quickened these less radical reform efforts. Of course, the hospice movement has a history dating back into the 1970s, but interest in hospice and utilization of hospice services accelerated in the 1990s, nearly doubling from roughly ten percent of those dying of chronic and terminal disease each year (principally, but not exclusively, various forms of cancer) to about seventeen percent by the end of the decade. Efforts by hospitals and community groups to educate consumers concerning the use of advance directives, mentioned above, were also widespread during this period. Some educational programs are hospital based and have been aimed at health care professionals, such as the Decisions Near the End of Life program, used by approximately 200 hospitals in 30 states. Other efforts have been community-based and have been sponsored by groups such as the AARP and various state based coalitions and consortia, including the so-called community health decisions groups, on whose work much of this paper will focus.

Within the health care professions, growing attention is being paid to improving the standard of practice in pain management and palliative care. Specialists in this area have long argued that medical education and the general skill and knowledge level within medicine are not sufficient to meet patient needs, and that there is a systematic and persistent under-treatment of pain in the mainstream American health care system. New curricula for medical and nursing education are being developed and implemented, and a recent Institute of Medicine study, Approaching Death, contains what may now be regarded as a general consensus among experts in the area concerning what needs to be done. Recently the National Institutes of Health/National Institute of Aging has announced a grant program for research to improve end-of-life care, and legislation now before Congress calls for increased funding and demonstration projects in this area. Changes in Medicare and private insurance coverage will be needed.

In addition, existing laws and public policies are being examined to see whether they provide unintended barriers to improved pain management and palliative care. Groups in Wisconsin and New York state have been leaders in this area; in New York several governmental commissions have been working on this problem during the past two or three years.

Also in the last few years many private foundations and grassroots groups have stepped up their efforts to press for improvements in end-of-life care. Among foundations, one might mention Project Death in America of the Open Society Institute, the Nathan Cummings Foundation, the Mayday Fund, the Hospice Foundation of America, and the Arthur Vining Davis Foundations, to name just a few. The Robert Wood Johnson Foundation, funder of the SUPPORT study, has been a leader in this effort. The Last Acts Campaign, a nationwide coalition of groups working on many fronts, has been created under its auspices, for example. The Robert Wood Johnson Foundation has also funded programs on innovative partnerships between providers and community groups, such as the Missoula, Montana Demonstration project; and state-based initiatives such as the New York Partnership. On the professional scene, a newly launched effort by the American Medical Association aims to train physicians throughout the country in order to encourage better advance care planning with patients and palliative care skills. At the grassroots level, new organizations have been formed, such as Americans for Better Care of the Dying.

When the first hospice program in the United States was started in Connecticut in 1973, end-of-life care was an orphan field--one of little interest to mainstream medicine, which was busy fighting President Nixon's war on cancer; and one that was such a socially and culturally taboo subject that even clergy were uncomfortable discussing it. Seminaries, then and still today, offer virtually no training in pastoral counseling for terminally ill persons or bereavement counseling for families. As late as the mid-1980s, it was the editorial policy of Modern Maturity, the magazine of the AARP, not to carry articles on death and dying, advance directives, or palliative care, because such subjects ran counter to the image of the healthy and active seniors that the publication was trying to project.

Dying: Intimate Reality, Civic Response
Attitudes such as these have not disappeared, by any means, but it is becoming increasingly clear that society can no longer afford the luxury of ignoring these issues or of refusing to engage in a wide-spread and participatory civic conversation about the values that ought to guide and to inform end-of-life care options and choices in America. Approximately 1.5 million foreseeable deaths occur each year, more than half of those take place in a hospital or other health care facility, and in those institutions as many as 70 percent of the deaths come after some deliberate non-treatment decision (including a do not resuscitate order) has been made.

Clearly, as much as we might like to, we cannot suppress the question of what counts as a good death and what counts as good care near the end of life. In spite of all the remarkable attention and energy that has been devoted to wrestling with that notion in the 1990s, a firm grasp on it continues to elude us. In part perhaps, this is because good end-of-life care has been addressed as a "personal trouble," rather than as a "civic problem," to borrow two terms of art coined by the sociologist C. Wright Mills. A personal trouble resides within the individual's own heart and mind, or at most within the ambit of the individual's own immediate family. A civic problem, by contrast, reveals the connection between what individuals experience in their personal and family lives and the larger structures of social custom, cultural belief, and political and economic power that surround them. Dying, that most intimate and private of personal experiences, is not only a personal experience; the experience of dying is socially and culturally shaped. In order to address the question of a good dying as a civic question--that is, one that engages the shared values of our community of diverse faiths, backgrounds, and needs--at least two key questions must be answered:

    * How to mobilize the resources and the will within mainstream medicine and the health care system to make the necessary changes to improve end-of-life care?

    * How to calibrate the views and expectations of consumers, particularly the aged segment of the population, with those of the experts in this area? 

In Search of Core Values Near the End of Life
The focus of this paper is on the second of these two questions. It is based on a review of the findings of grassroots civic dialogues, town meetings, and focus group projects conducted by various community health decision groups around the country. The methods used to organize these discussions are quite diverse--indeed, they are scientifically and statistically non-comparable--so this will not be a meta-analysis in the traditional academic sense. The way people were brought together, what they were asked to discuss, and how representative they were of others in their community were all different from state to state.

Even so, there is still a remarkable degree of convergence in the values and attitudes expressed by those who participated in these meetings. At the very least, a potential core of end-of-life values in America is suggested by the overlapping consensus of these community health decisions studies. This core of values requires further description, refinement, and critical analysis. But it is an important point of departure for the work of the New York State Partnership.

In reviewing these studies I shall highlight three types of information: telephone surveys, focus group studies, and community forum projects. The first two use random sampling techniques to recruit participants. The third uses advance advertising, word of mouth, and special invitations to recruit an audience. The survey is rigidly scripted and structured, usually containing simple answers based on a standard scale. Focus groups have guiding questions and probes, but are more open to the spontaneous communication of participants. They may allow for inter-personal dialogue. Analysis is often done on transcribed audio tapes. Community forums have the least structure and the most give and take among participants. Content analysis is usually based on observer notes, although audio tape transcripts are sometimes created and used, too. (For a more detailed discussion of the process of community health decisions projects see Appendix B.)

In preparing this background paper, I have been in contact primarily with representatives from approximately fifteen community health decisions organizations throughout the country. These states include Oregon, California, Colorado, Wisconsin, Vermont, Massachusetts, New York, New Jersey, Georgia, and West Virginia. Many of these states have done grassroots programming on end-of-life issues at one time or another; many activities began in the mid- to late-1980s. In the last few years, however, the most organized end-of-life care projects have been undertaken by Georgia Health Decisions, both on its own and on behalf of the national association of these groups, American Health Decisions, by the Vermont Ethics Network, and by Sacramento Healthcare Decisions.

Telephone Surveys
Large scale, professional surveys have for many years confirmed that Americans are concerned about the circumstances of dying and the end-of-life care they and their loved ones are likely to receive. Fear of loss of personal control, of being a burden, of being abandoned, and of suffering from unrelieved pain stand out among the most common worries.

In 1996 the Gallup Organization conducted a telephone survey of over 1,000 adults nationwide for the National Hospice Organization. Six out of ten (61%) said that they had given some thought to preparing for the possible death of a family member or loved one. Seventy five percent have experienced the death of a family member or close friend in the last five years, and one-half of those said the death in question was the result of a terminal illness. About a third were involved in some form of care giving to the person who died. A slight majority (57%) believe that society has grown more concerned with the needs of the dying, while 34 percent believe society has become more indifferent. Almost everyone (89%) feels that it is the family's responsibility to care for the dying, but nearly half (46%) also feel that it is the government's responsibility to meet the needs of the dying, with most of that burden going to the state government rather than to the local government or the federal government.

Some attitudes revealed in this survey seem inconsistent with the workings of the health care system. Nine out of ten adults would prefer to be cared for at home if they were terminally ill; at the same time 62 percent say that if they were terminally ill they would continue to seek curative treatment. (70% of those age 18-34 responded yes; 55% of those age 55 and older responded yes to that question.) At the opposite end of the spectrum, 35 percent said that if they were terminally ill they would ask their doctor to end their life.

Finally, this survey asked respondents to name their greatest fear associated with death. The most frequent answer (40%) was "being a burden to family and friends." Next highest (14%) mentioned was being in pain. Losing control over one's care and losing one's dignity were next most frequently mentioned at 8 percent each.

A second general survey it may be useful to mention here is a telephone survey conducted in May 1996 by the Health Communication Research Institute under the auspices of the Sacramento Healthcare Decisions ECHO (Extreme Choices, Humane Options) project. This study is comprised of 1022 completed calls of about 15 minutes each in which the respondents were asked to comment on a series of end-of-life care scenarios, with follow-up questions based on the "conditional branching" technique, in which different initial responses trigger different follow-up questions. The respondents live in an around the Sacramento County, California area.

Overall, people in this survey felt that the family should play a strong role in decisionmaking about treatment at the end of life, and they should made these decisions based on the patient's quality of life and on the pain and suffering the patient must endure. Comfort measures rather than aggressive life-prolonging measures were seen as more appropriate, although people were willing to allow physicians to advocate on behalf of aggressive treatment if they truly felt this would benefit the patient. Fifty percent felt that high tech aggressive treatment was used too often; 1.2 percent felt it was not used enough, and 12 percent felt it was used the right amount of the time.

Perhaps the most striking finding of this telephone survey is the fact that, despite the ethnic and religious diversity of the respondents, there was little substantive disagreement in the responses that could be correlated with ethnicity, age, gender, religion, or other background.

Focus group studies
Another widely used methodology among grassroots groups is the focus group study. Here random techniques (or targeted approaches) are used to select potential participants who are then invited to take part in usually a 60-90 minute session, directed by a trained focus group leader who has prepared trigger questions in advance. Ideally the facilitator guides but does not dominate or direct the group in such a way as to predetermine the outcome. Participants may be paid a nominal sum to attend and assistance with transportation and daycare may be arranged so that no one gender or socioeconomic group is systematically excluded.

Unlike telephone surveys, where responses are immediate and their is very little conversation or interaction between the respondent and the person conducting the survey, focus groups offer the opportunity for a reasonably extended period of civic conversation among strangers who listen and respond to one another's concerns in a face-to-face setting. It is not uncommon for participants in focus groups to gain information and new ideas during the process, as well as giving their perspectives and sharing their personal stories about health care.

One of the largest and most carefully designed focus group studies to date on end-of-life care attitudes and beliefs is The Quest to Die with Dignity study conducted by American Health Decisions and Georgia Health Decisions. This study involved 385 participants in 36 focus groups held in 32 cities across the country.

Like others, the Quest study found much overlapping consensus across ethnic and religious diversity and a core set of attitudes and concerns emerged.

Americans are wary of the technological environment of the modern hospital as a place to die. They fear loss of control over what treatments they receive and they prefer to die at home, or in a more intimate setting in the presence of family and friends. They do not believe that the current organization of the health care system is conducive to their image of ideal end-of-life care. It is overly oriented toward curing illness and prolonging life, and too driven by cost factors to serve the special needs of the dying.

The Quest study also revealed a growing sense of distrust and a rift between patients and physicians. People are no longer as confident as they once were that the doctor has their best interests at heart. They do not even necessarily see the doctor as a prime partner in advance care planning, although many participants seemed to change their mind about that as the focus group discussion went on and they came to see the complexity of the decisionmaking processes.

In line with the Gallup survey for NHO, the Quest study found a widespread desire not to be a burden on one's family. Here people understand the notion of "burden" broadly; they include economic, emotional, and physical burden in their thinking about this issue. They also fear losing control of what happens to them, of living in unrelieved pain, and of abandonment.

By and large, demographic factors such as age, religion, region, or ethnicity made little difference to the content of the focus group discussions in the Quest project. Ethnicity made some difference in the following ways:

    * White and Asian participants were more likely to trust the health care system and are more willing to terminate life-support than are African-American, Native American, or Hispanic participants.

    * African-American participants are more suspicious of quality of life language than other groups. 

Among the recommendations drawn from the Quest study are the following:

    * Reestablish trust in the doctor-patient relationship.

    * Develop a new approach to advance care planning and advance directives; current forms and requirements are not helpful.

    * Improve pain relief and palliative care.

    * Expand hospice type services.

    * People trust their families; families should be more empowered to make end-of-life care decisions and better supported in providing care to a dying loved one.

    * Provide stronger incentives to encourage people to make out advance directives and take other steps to guard against unwanted and inappropriate treatments. 

Following the completion of the Quest study, Georgia Health Decisions launched an in-state follow-up study to educate and engage citizens in Georgia in discussions of end-of-life care. This project, called the Critical Conditions project, is still underway, but the results of an initial focus group research phase of the project are available. This research was conducted at the end of 1997 and involved twelve focus groups with a total of 145 participants in twelve counties throughout Georgia. Content analysis of the sessions shows the following results.

First, communication about end-of-life care is difficult for Georgians. They are not reluctant to talk about dying when the occasion prompts it, but it is not something they tend to do on their own. They are not comfortable with the available terminology or the instruments of advance directives. While few have executed advance directives, Georgians almost unanimously express the desire to remain in control of what happens to them at the end of their lives. They do not trust the health care system and want their families to protect them and to speak for them. Nonetheless, when they do talk with their families about their wishes, they do so in generalities, not specifics. And they are no more likely to have spoken with their doctors. Indeed, many said that they would think first of consulting with their lawyer, rather than their doctor, about advance directives. Once again, many said that they do not trust their doctors due to the financial pressures in the health care system. Reinforcing the theme of mistrust is the finding that Georgians are quite concerned about having life-sustaining treatment discontinued too early, before they have been given enough time to have a chance of recovery. When there is no hope, however, almost none of the participants in the focus groups favored prolonging dying artificially.

Another important finding from the Critical Conditions focus groups is that ordinary people want much more information than they now feel they have to assist them in making end-of-life decisions. As the Vermont project to be discussed below also found, they want specific, useful information that will help them find the right services and cope with difficult care giving tasks or decisions.

Several conclusions have been drawn from these focus groups for planning the next phase of the education and engagement campaign. These conclusions may also be germane for our work in the New York State Partnership.

The people of Georgia are isolated from full engagement with the topic of end-of-life care by several factors: (1) their own avoidance of the topic, (2) a professional and legalistic language that is unfamiliar, (3) a living will document that is not user friendly, (4)lack of information about the types of decisions they may be called upon to make, and (5) distrust of the health care system and alienation from their physicians.

On the basis of these findings the Georgia Critical Conditions project believes that it will be necessary to present the topic of end-of-life care in a language citizens can relate to and understand. This includes reinventing some of the key terminology that educational material use. Words like death, dying, end-of-life, terminal, palliative, and the like do not resonate well. The frequency of phrases arising in the focus groups suggests that the topic somehow be cast in terms of communication ("talking"), doing things at the right time, and family values and close relationships.

A second general conclusion this project has reached is that people will talk, and want very much to talk, about end-of-life issue if they are given the appropriate setting and opportunity. More civic spaces or forum opportunities must be created in numerous venues in their everyday lives to enlist them in reform efforts for end-of-life care. They need to have access to knowledgeable professionals who can answer specific questions regarding both advance planning and questions that will come up during the time when important health care decisions need to be made. More written information should be made available that is accessible and engaging. However, mass distribution of unsolicited materials is not believed to be effective. Strategic planning is needed to devise the right way and the right time to introduce ordinary people to educational and informational materials. End-of-life projects need to find the right teachable moment for reaching the public.

Another interesting and important study to follow when all the results are in is currently being conducted by the firms of Garrett Yu Hussein and T. Baugh and Company for the National Hospice Foundation. This study, conducted in January 1999 consists of six focus groups and a national telephone survey. I do not have the details on the numbers of participants or respondents as yet. Many of the questions have to do with people's knowledge of and attitudes toward hospice in particular. But one part of the study focused on the most important expectations people have concerning end-of-life care generally. That produced the following list, ranked in order of frequency of response:

Be sure that patient's wishes are honored 
84%

Flexibility, choice, and comprehensiveness of end of life services
82%

Emotional support for patient and family
81%

Pain controlled
81%

Opportunity to put life in order
81%

Choice among services
78%

Spiritual support for patient and family 
76%

Team of caregivers 
70%

Geographical access 
67%

Stay at home 
66%

Continuity of care 
64%

Services to relieve burden on the family 
57%

Community forum projects
The most important recent project on grassroots values and end-of-life care to employ the community forum approach is the Journey's End project undertaken in 1996-97 by the Vermont Ethics Network. In this project 42 community forums were held throughout the state of Vermont with a total of 388 participants. The forums lasted from 1 to 2 hours and attendance ranged from three to 50. Demographic characteristics on the participants were gathered from questionnaires distributed at the forums. A total of 172 questionnaires were collected and tabulated. The participants were overwhelmingly female (78%), healthy (only 16% said they had significant health problems), middle aged (70% were between the ages of 40 and 70), and fairly sophisticated about health care (78% had some experience with hospice, 40% have both a living will and a durable power of attorney for health care and 88% have an established relationship with a primary care physician).

From an analysis of the discussions at the 42 community forums, nine concerns emerged, and these were largely consonant with the findings of the other research I have surveyed. The Vermont concerns were: communication with caregivers, decisionmaking about treatment, controlling pain and other symptoms, the needs of families and friends, concerns about the availability and organization of care resources, the place where one dies, personal relationships in care giving at the end of life, spiritual needs, and public policy issues.

The SUPPORT study discovered that improving communication between physicians and patients and families in the medical center setting did not have an effect on physician behavior or the pattern of treatment the patient received. Nonetheless, at the grassroots level there remains a belief that improving communication will change care for the better and enhance the experience of the dying process for all concerned. People want to know what to expect; even bad news is preferable to uncertainty, wondering, and guessing. Families want detailed "nuts and bolts" information about how to cope with patient needs and foreseeable crises. Patients do not appreciate physician avoidance of the subject of death and dying; frankness and candor are prized over false hope or silence.

The discussions in Vermont found some of the concern to remain in control of ones own treatment and care that other surveys have found, but it also found a significant number of people who would defer, when the time comes, to the best judgments of their families and physicians.

Pain control and palliative care were central preoccupations in the discussions, although those who had been closely involved with end-of-life care recently did not report many serious complaints with the care their loved ones had received. While perhaps satisfied with the care they had observed first-hand, they were nonetheless aware of, and concerned about, the notion that physicians generally are not adequately trained in palliative care and that many people throughout the country suffer needlessly.

Most of the participants had direct care giving experience with someone who was dying, and central to their discussions were the problems they had encountered in that role. They spoke of needing more information and of wanting to be "empowered" to be a better care provider. Assistance in overcoming internal family conflicts and counseling regarding bereavement were high priorities for Vermonters.

As the survey and focus groups for the National Hospice Foundation also revealed, the Vermont project found that flexibility, multi-disciplinary comprehensiveness, and continuity of care is very important to families. These factors give patients and families a sense of security and predictability about the services they will receive.

Where one dies is every bit as much on the minds of the citizens of Vermont as it is elsewhere. The actual pattern there is slightly tilted toward out of hospital deaths compared with the national figures: 45% of Vermonters die in the hospital, 24% at home, and 23% in nursing homes. But the discussion forums in the Vermont project, as is frequently the case with this type of civic meeting, went beyond the first line question that the survey studies get at. Instead of simply revealing where people would prefer to die, this discussion probes what people believe is needed in each setting of dying in order that their values at the end of life will be well served in that setting.

This tells us that people do not believe that they can experience a good dying only at home--an inference often drawn from survey data. Instead they believe that they can experience a good dying in various settings, but that each setting presents its own challenges and problems, the home no less than the hospital or the nursing home. To be sure, hospitals, with their cold, impersonal environment and their daunting and confusing round of activities, may pose the most difficult challenges. But they can be made more understandable with the proper orientation, and they can be made more hospitable to family and friends, and less rigid in certain rules, such as visiting hours, opportunities for family to participate in care giving to some extent, and the like. In the home the key is providing the necessary professional and technical support to family caregivers when the going gets rough. In each setting, the goals identified in the Vermont discussions were the same: first, to provide the necessary medical services; and second, to provide the relationships and the contact that allows for "living while dying."

Another significant facet of the Vermont findings was the emphasis that people, even those who were not overtly "religious," placed on the spiritual dimension of dying. It was clear that the availability of clergy for support and counseling was valued; but spirituality was also meant as something that goes on between the dying person and family and friends, and it has to do with the growth or enlightenment or depth of feeling that can redound to the benefit of the survivors as much as, or more than, to the benefit of the dying person. It is interesting to note that the research recently conducted by the National Hospice Foundation has also shown that people tend to associate the concept of hospice more with spiritual care and the care of the family and survivors and not only (or even primarily) with direct care of the patient. At the moment hospice is unique in the health car system in assuming responsibility for family well-being and for continuing its service provision for at least one year following the death of the patient. Apparently that sense of hospice's broad mission is filtering down to the awareness of the general public.

At the policy level, the discussions in Vermont identified a wide range of problems and obstacles to the kind of care that is most valued at the end of life. A rigid and unrealistic split between good palliative care and continued curative care was one problem mentioned, for example. Another was limiting hospice artificially to those with less than six months to live. Another concern was the feeling that managed care would give low priority to the humanitarian aspects of end-of-life care. Finally, more resources should be made available, Vermonters argued, in order to allow respite periods for family caregivers, since the unremitting ordeal of that "36 hour day" can be exceedingly destructive.

Religious and Cultural Diversity
The findings growing out of telephone surveys, focus groups, and community forums that I have reviewed show a remarkable convergence of views across the pluralism of religious and ethnic traditions that make up the United State as a whole, and New York state in particular. And yet there is every plausible reason to think that end-of-life care should be at least as diverse and controversial in the views and values it elicits as any other major social issue; indeed, one might even expect it to be more culturally sensitive than other issues.

What are we to make of this seeming paradox? One possible explanation, of course, is that minority cultural perspectives are underrepresented and under-articulated in studies and projects of the type under consideration in this paper. No doubt there is something to that, and participant self-selection in all these studies was certainly biased in favor of those individuals who were willing to talk about death and dying openly. On the other hand, at least the telephone surveys and focus groups did try to randomize and control participation in such a way as to be reflective of social diversity. It is important for our future work in the New York State Partnership to be as inclusive and as representative as possible.

A second possible explanation is that even when minority viewpoints were present in the discussions, there is something about the group dynamics of these civic spaces that inhibits the voicing of radically divergent perspectives. In order to express a feeling about death and dying, one may need to confess to one's religious experience or relationship with God in a very personal way, and it may feel awkward or unseemly to do so outside the company of one's fellow believers. Other forms of cultural difference may also be difficult to express in what feels like a highly secular and western setting. More homogeneous groupings, led by community leaders who are more well known and better trusted by the participants may be required to open up different points of view effectively.

One final speculation. Religious and cultural traditions give individuals a language within which to comprehend and communicate their experience, a lens through which to perceive themselves and the world, and a repertoire of meanings and symbols with which to organize their experiences and make them cohere into some kind of whole. These traditions vary greatly on the surface, so to speak, but perhaps at a deeper level they tend to converge on some similar themes or, in the terminology of this paper, "core values." The subjects of death, dying, pain, suffering, care, dignity, and peace at the end of life may in fact lead one to that terrain where our diverse humanness recedes and our common humanity comes to the fore. That, too, may be some of what we are hearing in these studies and projects.

In any case, there is another set of studies that give us some insight into cultural and religious diversity among attitudes and expectations at the end-of-life. These are ethnographic and interview studies, conducted mainly by social scientists, of patients and families who are selected precisely in order to examine how cultural diversity manifests itself in end-of-life care. Or they are anecdotal accounts of decision making and policy formation in hospitals and other facilities. Unlike the community based studies, which heard from healthy persons for the most part, these studies have been done in clinical settings.

Religious Diversity
Three widely discussed examples of religious diversity affecting decisionmaking about end-of-life treatment are Jehovah's Witnesses' refusal of blood and blood products, objections by Orthodox Jews and others to the declaration of death using neurological criteria, and demands for aggressive treatment, deemed by physicians to be medically futile, that are rooted in faith traditions placing the highest value on prolongation of life. Legislative experience here in New York state demonstrates how potent these communities of belief can be.

With Jehovah's Witnesses the legal and ethical trend has been to recognize that a competent adult adherent has the right to refuse blood and blood products, which he or she considers a violation of a biblical injunction, even when such refusal will lead to medically avoidable death. Cases involving incompetent patients, minors, or pregnant patients are more complex. Ruth Macklin (1988) has written an interesting account of one hospital's experience in handling such cases.

While the Jehovah's Witness seeks to refuse treatment, those who object to brain death on religious grounds seek to continue treatment after the usual endpoint--the irreversible cessation of all brain function. David Bleich (1979) has written knowingly and sensitively on this issue, explaining the grounds on which some adherents of Orthodox Judaism object to the use of neurological criteria in determining death and would rely instead on traditional cardiopulmonary criteria. The prevailing public policy view has been that society's need for a uniform understanding of when death occurs should predominate over claims for individual exceptions of this sort--as, for example, the position adopted by the New York State Task Force on Life and the Law in its report, The Determination of Death. A parallel commission in New Jersey took a different position and recommended legislation, subsequently passed, that allows those who dissent from a neurological determination of death to apply cardiopulmonary criteria.

Many ethicists argue that rather than pressure observant families to accept brain death as death, caregivers should look to other resources in patients' religious traditions that may enable termination of life-sustaining treatment without forcing a stark confrontation. Appeals can be made from within the religious tradition in question. When families and surrogates use religious themes to insist on aggressive end-of-life care, it may be possible for caregivers to help them "re-imagine" those themes and find resources within their faith traditions to offer comfort in the face of tragedy.

In an article that draws on his experience in a hospital ethics consultation service, Benjamin Freedman (1996) explores a different facet of religiously motivated requests for treatment. He discusses the duties of children to "respect" and "obey" their parents in Jewish tradition that can motivate the decisions adult children make concerning treatment for incompetent parents. He focuses particularly on the special kind of shame--in loss of control and exposure of one's person and bodily functions--that attends dying in a hospital as a locus of concern for decision makers to which caregivers should be sensitive.

While the various faiths of the Judeo-Christian tradition are probably most familiar to caregivers in the United States, the increasing diversity of the American population virtually assures that health care providers will encounter patients of other religious backgrounds. An emerging literature on ethical issues in Buddhism, Islam, and other traditions can give caregivers an introduction to some of the salient concerns of individual faiths.

Cultural Diversity
While tensions rooted in specifically religious claims may be most familiar in end-of-life care, cultural diversity is increasingly coming to be seen as problematic for patients and health care professionals. A growing body of literature is demonstrating the ways in which culture shapes patients' experiences and expectations regarding health care--from the way pain is experienced or articulated, to the preeminent role of the family in decision making, to the meanings of death and dying. The profound differences in understandings of health, disease, and the nature of health care that can occur across cultures or ethnic groups are often compounded by language barriers between patients or family members and caregivers.

An ethnographic study of Chinese, Latino, and Euro-American patients in a public hospital oncology clinic, for example, revealed the importance of a "family-centered" model of disclosure and decision making for many patients. (Orona, Koenig, and Davis, 1994.) In a similar vein, Blackhall, et al (1995) have reported significant differences in attitudes toward disclosure of terminal illness and preferences for decision makers across Korean American, Mexican America, African American, and European American populations in Los Angeles. They explore how other variables, such as age, education, and acculturation interact with culture in shaping patients' attitudes toward end-of-life care, stressing the need for caregivers to recognize potential difficulties in communication.

For example, an important point of tension between patients or families and caregivers concerns truth telling. Health care providers recognize a duty to respect patient autonomy, particularly by openly disclosing information to patients and encouraging their participation in treatment decision making--especially assuring that their consent to a treatment plan is voluntary and informed. Yet family members especially may not want a patient to be told "bad news" and may insist that caregivers withhold information. Such requests are not necessarily unreasonable once providers understand a patient's cultural background, but they remain troubling in the face of competing professional obligations.

Joseph Carrese and Lorna Rhodes (1995) have illustrated how caregivers' failure to understand key cultural concepts, such as the traditional Navajo notion of hózhó (beauty, harmony) can lead to miscommunication, engender mistrust, and imperil the quality of care patients receive.

Recent research also suggests other very concrete ways in which cultural differences can adversely affect the quality of care. A study in a Los Angeles public hospital emergency department, for example, revealed that Latino patients often do not receive adequate treatment for pain, although there was no indication that the patients felt less pain than their non-Hispanic counterparts. The authors suggest that cultural influences on the expression of pain may have played a role: when patients do not articulate their pain in expected ways, caregivers may erroneously assume that it does not exist. Similarly, language itself becomes an issue in caring for patients from different cultures, for using family members as interpreters can have serious repercussions for both patients and their families. Finally, as Annette Dula (1994) has emphasized, the experience of unequal power and discrimination that African- Americans often feel in health care institutions influence how members of minority populations interact with caregivers.

One of the most important lessons to be learned from the proliferating literature on "cross cultural" health care, however, is not about the potential pitfalls in working with patients from particular cultural or ethnic traditions, but the need to appreciate the ways in which culture, ethnicity, race, and a host of other factors powerfully but almost invisibly shape the interactions of patients and caregivers.

However, while it is important to appreciate the ways in which religious traditions shape patients' understandings of the end of life and expectations regarding care, it is equally important for caregivers to remember that no faith or cultural tradition is monolithic. One danger in becoming more sensitive to religious, ethnic, or cultural difference in end-of-life care is a kind of reverse stereotyping and of losing sight of the individual patient within well meaning cultural generalizations. For example, Barbara Koenig and Jan Gates-Williams (1995) address the dangers of assuming that providing "culturally competent care" means relying on a patient's ethnic or cultural background--as suggested by name, appearance, or national origin--to predict his or her preferences.

The danger is superficial awareness; the goal is broader horizons and deeper cultural understanding. The more caregivers understand how cultures differ--in ideas of selfhood, in understandings of the proper relationships across generations, in family structures and roles, in language and ways of speaking about important issues--the better they will understand that culture is only one of the many factors that shape how patients interact with the health care system, and the better prepared they will be to understand patients as individuals with unique histories and needs.

____
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