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Introduction



Jonathan S. Watts


BUDDHIST CARE FOR THE DYING AND BEREAVED: PAST AND PRESENT



Buddhist understandings of death and of practices developed for dying and the specific moment of death have been hallmarks of the tradition since its beginning in India twenty-five hundred years ago. Over the last forty years, they have been an important part of the global revival of Buddhism, especially in the West—from the popularization of the Tibetan Book of the Dead, to Zen poetry about death, to Theravadan meditation on the decaying body, to belief in the welcome of Amida Buddha on one’s deathbed. Today there is a plethora of new titles by various authors on how to use Buddhist teachings and practices to face death and the dying of loved ones—a quick search for “Buddhism” and “death” on amazon.com pulls up 543 entries. These entries by and large focus on how an individual or family member can face and prepare for death, either as an inner journey or as a journey with intimate relations.


Relatively little is known, however, about the number of Buddhist-based initiatives for caring for the dying and bereaved that focus on the development of trained professionals and the building of facilities, though these facilities have mushroomed since the late 1980s. While a number of these initiatives have been created by high-profile Buddhist teachers, like Sogyal Rinpoche and Joan Halifax, who have written heart-moving books on death, their initiatives and others are not as highly publicized in the mass media. In fact, when one even speaks of “hospice”1 one is drawn back to its Christian origins in eleventh- century Europe—the Irish nun Mother Mary Aikenhead (1787–1858) and the Religious Sisters of Charity, who created the modern hospice archetype; and Dame Cicely Saunders, the Anglican nurse who founded the first modern hospice, St. Christopher’s Hospice, in London in 1967. As we will see in this volume, Saunders has had an especially major impact on the Buddhist hospice movement around the world.




The modern-day Buddhist hospice movement is, however, one with a long historical precedent. The Vihara Movement in Japan has consciously named itself using the traditional and ancient Buddhist term for “temple,” vihara. Like the term “hospice,” vihara has also had the meaning of a place for travelers to take rest in addition to a place that might offer social welfare and medical care for the poor. Rev. Yozo Taniyama explains in his chapter how the famous Jetavana Vihara established by the historical Buddha himself eventually developed into such a comprehensive center for spiritual, economic, and medical care. The great Indian monarch, Ashoka (r. 270–232 BCE), who is credited with first unifying the Indian subcontinent under one rule, was also known to have promoted the development of herbal medicine and dispensaries through Buddhist temples. This tradition of social service by Buddhist temples, first established in India, eventually spread throughout the Buddhist world. Japan, the last frontier of the ancient spread of Buddhism, inherited this tradition from the beginning with the establishment of Shitenno-ji temple in presentday Osaka in 593. Shitenno-ji was not only the first officially administered Buddhist temple in Japan but also included a hospital, a poor house, and a pharmacy that grew and cultivated medicinal plants. In this way, there is a long-standing template for Buddhist institutions serving as centers of care for the ill and dying.


The historical Buddha himself offers an original template for the role of the Buddhist caregiver. One of the Buddha’s epithets is the “Great Physician”—which refers to his core teaching of the Four Noble Truths examining the nature of suffering as dis-ease, its causes, its cure, and the course of cure. There are also numerous examples of the Buddha and his close disciples guiding both ordained persons and laypersons through painful physical illnesses to illumination on their death beds; these stories serve as the primary Buddhist template for dying with a monk as a deathbed counselor (in Sanskrit, kalyanamitra). However, two striking examples show the Buddha as much more than a deathbed counselor. The first is the story of the monk Putigatta Tissa, who had become gravely ill and had festering sores that emitted smells so foul that all his fellow monks abandoned him. The Buddha, upon finding out about his situation, not only admonished the other monks to care for him but also was the first to go clean his body, his robes, and his room and establish a plan for his further care. The second story, which is detailed in Rev. Julie Hanada’s chapter, is about the laywoman Kisa Gotami whom the Buddha supported in her grieving over her dead child; by asking her to find a house that had not experienced death, the Buddha not only led her to a realization of the impermanence of life and the reality of death but also initiated her into a support community with all those others who had faced death.




Buddhism has many other ancient and contemporary examples of dedicated practitioners working to support both the dying and those who live on afterward in grief. The important point to make here is that many Buddhists today are drawing upon this long and deep tradition to find their own models for developing forms of Buddhist engagement that not only confront but also transform the many problems facing people dying in the world today. In this volume, we have culled some of the best and most inspired examples of Buddhist care for the dying and bereaved from all over the world, covering the entire Buddhist spectrum with essays from the Theravada tradition in Thailand and Cambodia; the Tibetan tradition in the Rigpa Spiritual Care Programme, which functions primarily in Europe and the United States; the East Asian Mahayana tradition in Taiwan; and the Lotus Sutra, Pure Land, and Zen traditions in both Japan and the United States.





ESSENTIAL THEMES IN BUDDHIST CARE FOR THE DYING AND BEREAVED



While the founders and members of the initiatives presented in this volume have some mutual knowledge of and influence on each other, many have developed their work quite independently. For example, most of the authors from Japan have no knowledge of the initiatives going on outside of Japan. While the Tibetan Rigpa initiatives and the American Zen–based initiatives are knowledgeable of each other, they have both developed their own unique programs without direct collaboration. The initiative in Cambodia has had some direct influence from the Thai one, yet these two have distinctively different styles and have developed largely on their own. Finally, the initiatives in Taiwan, while being influenced by the modern British hospice model, have developed in total isolation from other Buddhist initiatives around the world. In this section, however, we will introduce many of the common and overlapping themes that emerge in the variety of essays in this volume. On the one hand, the diversity and cultural appropriateness of each initiative is an important part of their successes—as well as a warning to those who wish to replicate them in their own contexts. On the other hand, the points of congruency show an underlying, common wisdom implicit in the work that not only validates it empirically but also provides key elements for the adaptation of the work in a variety of social and cultural contexts.


Buddhist Spirituality for the Dying


As mentioned at the beginning of this introduction, Buddhism has a long and deep tradition of practices surrounding the time of death. The goal of all of the initiatives in this volume has been to revitalize and apply them to the modern world, specifically to modern medical contexts. For example, there is the original Buddhist emphasis on the importance of a calm and meditative mental state at the time of death. This is felt to be important not only in terms of the soteriological import of the future transmigration of the consciousness but also more simply in terms of a “good death”: one that is filled with peace rather than struggle and angst. The Theravadan and Zen perspectives emphasize this point the most. On the other hand, the East Asian Buddhist tradition, specifically the Pure Land tradition, has developed the practice of chanting Amida Buddha’s name both by the dying and the bereaved in support of the dying to ensure a “good death” and the soteriological goal of rebirth in Amida Buddha’s Pure Land. Tibetan practice contains both these meditative and faith-oriented practices while adding further elements, such as the tonglen practice of voluntarily taking on the suffering of others as one’s own and seeing one’s illness as the fulfillment of this bodhisattva vow.




Across these basic Buddhist traditions, certain tensions exist concerning the dying process. One the one hand, there is a common, shared belief that the state of the mind at death is paramountly important, and thus open mourning and the disturbing or moving of the corpse for a period after death should not be done. Traditions that particularly emphasize this idea prescribe strict, disciplined, and formalized forms of dying where a religious professional, usually a monk or nun, is employed to support the dying as a guide and the achievement of a peaceful, “good death” is critical. In terms of the modern initiatives in this volume, this orientation expresses itself in the emphasis on highly trained religious professionals called chaplains who understand how to properly handle the issues that arise not only for the dying but for their families and caregivers as well. In this way, the modern-day Buddhist chaplain is akin to the traditional Buddhist deathbed counselor (kalyanamitra). This orientation may also express itself in more specifically Buddhist facilities, such as the special room for one’s last moments with a large painting of Amida Buddha and his Pure Land and the special morgue for chanting and keeping the body undisturbed at the National Taiwan University Hospital, or the construction of a care center alongside a retreat community of practitioners in the Rigpa Spiritual Care Programme in Ireland. This belief has also led certain Buddhists, especially in Japan, to shun organ donation as a violation of the dying person’s consciousness and subsequent transmigration.




On the other hand, the Buddhism views intention as the fulcrum for karmic action and the eventual transmigration of the consciousness. This belief has led certain Buddhists, in contrast to those mentioned above, to promote organ donation as an act of bodhisattvic compassion; they understand that an enlightened intention would override any disturbances to the consciousness of the deceased. This is an orientation that is strongly emphasized in the initiatives in modern Taiwanese Buddhism, even while they otherwise seek to maintain traditional Buddhist death practices. In terms of care for the dying and bereaved, this emphasis of intention over form dovetails with the modern hospice movement’s focus on presence and compassionate listening by the caregiver, including not imposing the caregiver’s religious vision on the patient but rather acting as a facilitator for the patient to discover his or her own spirituality. This orientation is perhaps best expressed by Issan Dorsey, the Soto Zen priest who founded Maitri Hospice in San Francisco in the late 1980s: “You need to meet people where there are and not where you want them to be.” This orientation also does not attach to the concept of a “good death,” although it may still hope for it. In practical terms, initiatives that emphasize this belief eschew the use of chaplains and instead rely on volunteers of varying levels of training. This model is prominent in the hospices of the large Tzu Chi denomination in Taiwan as well as the Maitri Hospice and the Zen Hospice Program in San Francisco.


This less formalistic orientation, as Rev. Mari Sengoku writes in her chapter, sees that “people die as they have lived” and that in most cases it is not possible and often counterproductive to try to teach new spiritual orientations or practices, especially meditation, to people who are dying. This has been a common experience for many groups in the volume, such as the Brahmavihara/Cambodia AIDS Project and the Kosei Vihara in Tokyo. On the other hand, many of the authors in this volume concur that those who have developed spiritual orientations before becoming ill seem to have better deaths. These experiences have led to a very significant movement by Buddhists within the scientific and medical communities to empirically verify the importance of spiritual care as part of a more comprehensive form of holistic care for the ill and dying. Jon Kabat-Zinn’s work in mindfulness therapy at the University of Massachusetts Medical School, Joan Halifax’s initiatives with the Dalai Lama and western scientists through the Mind and Life Institute, and Dr. Gian Borasio’s research team at the Interdisciplinary Center for Palliative Medicine (IZP) at Munich University Hospital are important such examples found in this volume.




These two tensions coexist among the initiatives in this volume; there is a sentiment that the patient should not be evangelized yet should still be offered spiritual pathways for actively moving into death and what lies beyond. In this way, one of the more surprising results of studying these initiatives is that we find an emphasis on developing a strong and committed Buddhist practice more for the caregiver than for the patient. That is, while these initiatives have varying levels of agreement on how much a patient should be offered Buddhist teachings and practices, they are in much more common agreement that Buddhist teachings and practices offer essential competencies for caregivers, whether they are actually Buddhist or not. From Zen volunteers in San Francisco who meditate together, to German and American medical professionals with Christian or secular orientations who learn Buddhist self-care methods from the Rigpa and Upaya programs, to ordained Buddhist chaplains in Taiwan and the United States who must internalize their seminary educations through practice as interns, a common perspective and point of emphasis is the need to properly train in spiritual competencies to sustainably carry on the intense work of “being with dying.”


Informed Consent and Truth Telling


“Informed consent” and “truth telling” are curious, specialist terms developed by the modern medical system. The former refers to the process of medical professionals, usually the head doctor, informing a patient of the particulars of their medical situation—in short, their diagnosis. The latter refers to the process of the doctor informing the patient of the outlook for their improvement or perhaps the inevitably of their death—their prognosis. One wonders what these two processes looked like in the premodern era when people did not rely on hospitalization and usually died in their own homes. Probably it was a mix of the medical or care professional dealing directly with the patient and also working in consultation with his or her family. In the present era, a bias has developed that Asian societies, especially conservative Buddhist ones in East Asia that deeply value collectively, do not agree with these two concepts and feel that they reflect Western notions of individual autonomy. This claim is perhaps understandable from an East Asian cultural standpoint, but not so much from a Buddhist one. In fact, Buddhism has often been criticized for focusing on individual salvation or enlightenment as well as for placing greater emphasis on individual endeavor rather than divine intervention.




What the variety of chapters in this volume expose is that the kind of denial of death that has lead to tragic forms of silence concerning the informing of patients of their condition and impending death, especially in Japan, appears to be more of the result of the culture of modernism than an inherent predisposition in Asian culture to collectivity and silence. Caroline Brazier shows in her chapter that a culture of silence around death developed in Britain from the trauma of mass death during the two world wars, the development of modern psychology based on Freud’s admonition to “forget the dead,” and the scientific materialism prevalent in modern medicine that sees death as defeat. Various medical professionals in the chapter on Germany attest to how they also had a culture of silence around death until very recently and that it persists in their Eastern European immigrant community. In his chapter, Carl Becker has not only pointed out how the Japanese in a short period of fifty years have gone from a culture comfortable with death to one in fear of it, but has also shown how the Buddhist culture of venerating ancestors through regular and frequent grave visits and memorial services kept death as a common presence in the lives of traditional Japanese.


Most modern societies struggle with facing death, and, ironically, modern physicians may struggle the most. In terms of the achievement of a good death and doing many of the meaningful Buddhist practices surrounding death as outlined above, the path toward this direction is completely shut off if the fundamental step of acknowledging death is not taken by caregivers, families, or patients. However, this is a very difficult and nuanced issue that precludes the simple conclusion that patients must simply be told point blank what is their diagnosis and prognosis without the interference of their families. Both Rev. Yoshiharu Tomatsu and Rev. Mari Sengoku, proponents of truth telling, have stated in their chapters that if patients are told of their terminal prognosis but then are left to cope by themselves without a supportive family or caregiver structure, then such “truth telling” can be devastating. Unfortunately, in many modern societies, where the dying are left in abandoned corners of hospitals with infrequent family visits and little team care from the institution, this could well be the result of the standardization of truth telling. In this way, many of the initiatives in this volume show how to build communities of care around patients and their families, whether it be a comprehensive team-care system of professionals in a hospital, a community of volunteers and fellow patients in a hospice, or a religious or local community in support of a patient dying at home or in a temple. Further, in the final chapters of the volume, we see the development of ethics committees in hospitals in the United States that are sensitive to the cultural differences of patients and the best way to handle the important work of informed consent and truth telling.




Communication Skills in Medical and Religious Professionals


These above issues of communication between caregivers and patients and their families lead directly into another common critical issue: the communication skills of both medical and religious professionals in the work of being with dying. Besides cultural issues, one of the causes of the lack of informed consent and especially truth telling is the fact that modern medical doctors are poorly trained in interpersonal communication skills. Rev. Yoshiharu Tomatsu’s chapter gives us an inside look into the way Japanese doctors are trained and his attempts to support their development as compassionate communicators. In many of the chapters, the authors note how modern medical education drums out of students many of their initial idealistic motivations for becoming doctors, such as the desire to serve and to heal. In response, both the Upaya Being with Dying Program and the Rigpa Spiritual Care Programme have specific teaching components for developing the interpersonal communication skills of medical care professionals.




On the other hand, we find a perhaps more shocking revelation throughout the chapters of the equally poor communication skills of religious professionals. Indeed, the core motivation of Congregationalist minister Rev. Anton T. Boisen to create the first Clinical Pastoral Education (CPE) programs for developing chaplains in the United States in the 1920s was due to his own experience as a patient with a priest who could only spout back religious doctrine and not meet him as a person. Similar issues appear throughout the Buddhist world, most notably in the chapters on Japan where many priests reluctantly succeed their fathers into a vocation they view more as a business than a calling. In general, monastic education across the Buddhist world often makes monks into preachers more than listeners and compassionate companions—the root meaning of the term kalyanamitra.


Buddhist Chaplains and the Team-Care System


The cultivation of the Buddhist chaplain is thus an important theme running through many of the chapters in this volume. While we have seen that there are varying emphases on the need for certified religious professionals—that is, ordained monks and nuns as opposed to volunteers—the development of chaplain training is a significant response to the marginalized role of religious professionals in many modern societies and the need to find ways to reengage with society. Rev. Julie Hanada points out in her article that ideally there would be no need for chaplains if the typical monk or nun would receive the proper type of training in his or her seminary to engage with common people in a variety of environments, not just within the temple environment. However, in so many Buddhist countries, monastic education has become confined to the rote memorization of texts, sectarian interpretations of doctrine, the study of ritual minutiae, and the management of the religious institution—in many ways not very different from the style of education for medical doctors.




Clinical Pastoral Education (CPE), as Rev. Thomas Kilts, a Tibetan Buddhist CPE supervisor in the United States, notes, is “about dealing with relationships and crises and not just a temple congregation. One has to learn that in being out in the world with people in crisis, not just in a temple, when to use Buddhism and when to not.” This is one of the first important competencies of chaplaincy. As part of the emphasis on deep listening and presence over preaching, chaplains must learn how to speak in a variety of ways so that, as Issan Dorsey said, they can meet people where they actually are. Many of the authors in this volume note the great challenges experienced by chaplains in such training: first, in terms of adapting to the intense demands of medical environments, and second, in terms of learning how to bring their intellectual knowledge of spirituality into the heart as a practical and engaged way of relating to people. In this way, Clinical Pastoral Education (CPE) in the United States has a mandatory emphasis on ecumenical and nondenominational competencies; that is, chaplains must be able to work equally well with patients from other faiths as with ones from their own denominations. This is one of the greatest challenges in the cultivation of chaplains, because, as we will see in certain chapters, when religious denominations train and remunerate their own chaplains, there may be a reluctance to cultivate them fully in an ecumenical manner. The key in the US system is that chaplains are remunerated by the hospitals and are considered a part of the medical team, and so they must practice with a professional nonbias toward patients.


This is one significant difference from the chaplaincy model over the volunteer model. Chaplains work as paid professionals in medical institutions that are often publicly funded. In this way, they have a wider range of skilled responsibilities, such as ethics work as part of a team of professional clinicians in the hospital, work with the community, and nurturing the spiritual health of the medical organization itself. This first aspect of being part of an interdisciplinary care team is a critical new development in modern medical systems around the world. Modern medical care has been structured exclusively around the control of medical care professionals—that is, doctors—with little to no decision-making roles for nurses, social workers, psychiatrists (often reduced to pharmacologists), various types of therapists, and chaplains. However, over the past twenty to thirty years, considerable developments in the understanding of holistic care, led by pioneers like Jon Kabat-Zinn, have helped create a mandate for spiritual care. These developments have not only shown the efficacy of spiritual care but also how it can save expenses for medical institutions and governments through preventative medicine as well as hastened healing. Rev. Julie Hanada sums up the role of the chaplain in this way: “Chaplains can help shorten length of stay in the hospital, communicate with the medical team, and help patients and families feel heard—all of which can reduce complaints and lawsuits, and facilitate end-of-life and medical ethical discussions.”




Another key aspect of this mandate for chaplains is not only working with patients and families but also with the other caregivers and professionals in the medical institution. Rev. Julie Hanada has remarked that in her experience chaplains may spend up to 50 percent of their time working with the care team itself, dealing with a whole host of issues that plague medical professionals in their demanding work—as explained in detail by Rev. Joan Halifax in her chapter. On this level, the chaplain becomes much more than a compassionate companion to a dying individual or consoler to a grieving family. As a number of authors have noted, the role of a chaplain also involves overseeing and nurturing the spiritual culture of the entire professional care team and in some places the entire medical institution in which they work. This is indeed a huge and complex type of work that includes special skills and competencies. The Upaya Being with Dying Program established and run by Rev. Joan Halifax is perhaps the most compelling example in this volume of a cultivation system for chaplains that offers such knowledge and skills in this area of community and institutional transformation—most of it amazingly based on adaptations and interpretations of core Buddhist teachings.




Institutions: Hospitals vs. Hospices vs. Home Care


These above points lead us into one of the final major issues of the volume, which is two pronged: the reform of existing medical institutions and the development of holistic medical care environments in which spiritual care is integral. As seen throughout the volume, the first front is incredibly difficult and challenging work since modern medical institutions are built around cultural concepts of denial of death, death as defeat, and scientific materialism, which are the antithesis of the values in the holistic care movement to which Buddhist care belongs. While we have seen a number of different initiatives to try to influence this culture, specifically the work to scientifically prove the efficacy of spiritual care, the personal power of a sympathetic chief doctor or medical administrator has often been the key for driving change. In the chapters on Taiwan and Germany, it was high-level doctors with strong Buddhist leanings who paved the way for progressive holistic care to be introduced in their hospitals. Ironically, Japan, a supposedly predominantly Buddhist country, seems to have the greatest lack of such medical professionals and government bureaucrats sympathetic to Buddhist or other forms of spiritual care. Yet the existence in Japan of Buddhist priests who are also medical doctors, almost always working incognito, may serve as a ray of hope that social attitudes toward Buddhism and religion can start to change.


On the other front, we can see in the volume numerous groundbreaking and radical initiatives for Buddhist-based care beginning as grassroots activities, particularly with the marginalized. In Thailand, Cambodia, and the United States, Buddhist-based care for the dying and bereaved began in the AIDS communities, with Maitri Hospice and the Zen Hospice Project in San Francisco, the Dhammarak Niwet Hospice on the grounds of Phrabat Nampu Temple in Thailand, and the Brahmavihara/Cambodia AIDS project. These projects are deeply meaningful for their realization of the true religious ideals of compassionate caring. As Caroline Brazier sums up in her chapter, “The quality and character of a culture is reflected in its care and concern for its weakest members.” While these initiatives have faced huge obstacles in serving a community in which the patients have so few of their own resources—such as family, money, and a sense of personal self-worth—they also have benefitted from the creativity afforded in serving a constituency that no one else took an interest in. Unlike hospitals and medical systems that have entrenched power systems and vested interests, working with marginalized communities can offer a certain freedom of creativity to develop programs in line with the ideals and values of these Buddhist practitioners.




In this way, much of the hospice movement, both Eastern and Western, Christian and Buddhist, has developed from home hospice care by volunteer groups. It is at this level that perhaps the most radical visions in this volume are presented. The reform of modern medical institutions through the development of holistic care teams, which include chaplains, is certainly a heartening development. However, when looking at the economic difficulties behind maintaining massive, centralized medical systems, as seen in Carl Becker’s chapter, one wonders whether there is any future in such systems and whether we would be better served with more localized, community-based holistic care. This is the vision of a number of the authors from Japan. Rev. Yozo Taniyama in his chapter envisions the Vihara Movement as expanding the scope of its work beyond caring for the dying and into community social welfare. Both he and Rev. Tomatsu see the meaningful care for the dying and bereaved and its extension into greater community participation as keys for reviving Japan’s “Funeral Buddhism”—a pejorative term denoting the narrow focus of priests and temples on performing funeral and memorial rituals for financial remuneration. Perhaps the closest manifestation of this ideal is the work of the Maitri Hospice embedded in and nurtured by the community it serves in San Francisco. There is also the developing vision of the Rigpa Spiritual Care Programme, which is building religious communities and spiritual care centers side by side. They seek to go beyond simply caring for people to building a community or society where encountering the Buddha’s first noble truth of suffering—in birth, aging, sickness, and death—is part of the very fabric of daily life.




Grieving


The common issue that we have left for last to discuss is what happens after death. This is an area where many of the initiatives discussed in this book are actually somewhat undeveloped. Perhaps this is the natural outcome of working within the compartmentalized field of death and dying in the modern world. Rev. Tomatsu in his chapter speaks at length about the separation between premortem and postmortem worlds in Japan; that is, the medical world of dying and the religious world of death. Many of the chapters discuss how the culture of death as defeat leads to the abandonment of the dying within medical institutions, pushed off into the back of wards. The holistic health and chaplain movements have sought to bring the dying back out of exile and to care for them as an integral part of hospital work. Still, the work of grieving that comes after death is not something that hospitals or palliative care wards are mandated to do, so the wall persists between pre- and postmortem worlds with grieving families moving on to try to find new communities to support them in the postmortem process.


Many of the initiatives in this volume attempt to support these grieving persons, but most grief-care programs are not highly developed, perhaps due to these initiatives’ heavy emphasis on dying and offering a specific alternative to the functions of a hospital. The Rigpa Spiritual Programme’s wider vision of a religious community embedded in birth, aging, sickness, and death shows the potential for a community that can support people through the pre- and postmortem worlds and link them together as one total process. This is where Japanese Buddhism in particular has critical potential for the ongoing Buddhist hospice movement. As many of the Japanese authors discuss, the Japanese Buddhist practice of regular memorial services for the dead has served for hundreds of years as a highly developed grief care system uniting spiritual values with the regular practice of remembrance, all connected to a community of support. The ironic point is that the power of these Eastern practices is being shown to the world in a roundabout fashion—by Western researchers, such as renowned suicidologist and thanatologist Edwin S. Shneidman and his concept of “postvention” and Dennis Klass and his notion of “continuing bonds.” This is one major area of endeavor that many of the Buddhist hospice movements could further develop and which makes potential Japanese Buddhist contributions to this field highly significant. The spirit of holistic care that runs throughout the hospice movement could invite the extension of hospice care into regular grief care work, thus building a bridge to not only a more holistic culture of living with death but also the subsequent birth of institutions and communities that reflect this culture.




CONCLUSION



This volume is the second major publication of the Jodo Shu Research Institute’s (JSRI) project “Ojo and Death: Its Meaning for Pure Land Buddhism, Japanese Buddhism, and Contemporary Society.” The project was initiated in 2006 by the chief of the JSRI International Relations Section, Rev. Yoshiharu Tomatsu, who had been active in the Institute’s bio-ethics study group, grappling with Buddhist positions on brain death, organ transplants, stem cell research, and so forth. The Ojo and Death Project has sought to confront a variety of practical issues that directly impact the average Japanese: Japan’s rapidly aging society, coupled with its low birth rate, and the subsequent financial crisis in the ability to take care of the elderly and dying; and the Japanese medical establishment’s outdated approach to patient care. The project has also, of course, tried to confront the crisis of the growing irrelevancy of Buddhist priests and temples in the lives of their lay followers. It has also sought to bridge various divides in Japan, such as (1) the gap between parochial academic teachings and practical medical approaches to bio-ethics; (2) the gap between a medical system that neglects the spiritual needs of the dying and a ritualistic Buddhist temple system that neglects the spiritual needs of the living; and (3) the gap between classical Buddhist ritual practices and their application to modern living and dying. In this way, the project has sought to bring together care professionals across the spectrum from within Japan to cooperate on bringing comprehensive transformation to the way the critically ill, dying, and bereaved are cared for.




By 2011, the project had held two international roundtable discussion conferences, four special seminars with foreign and domestic specialists in the field, four complete panels as parts of international academic symposia, and one large public symposium and workshop, while conducting research trips to Taiwan, Southeast Asia, the United States, and Europe, and completing our first major publication, Never Die Alone: Death as Birth in Pure Land Buddhism (Jodo Shu Press, 2008). To address these critical issues within Japan, the project has studied the growing number of Buddhist-based hospice, spiritual care, and bereavement care activities around the world as well as within Japan. The wide variety of encounters we have had through this research is presented in this volume with grateful appreciation to the authors whose work we have come to know. We would also like to extend a final thanks to those in the Jodo Shu Research Institute who provided special support to this work: Rev. Zenno Ishigami, the director of the institute, for his ongoing interest and support; Rev. Tatsuyu Imaoka, senior fellow at the institute, for his interest in this work from the beginning and promotion of it to an independent project within the institute; Rev. Jin Sakai, for his help with translation; Rev. Ryodo Kudo, Ms. Akiko Ominami, and Rev. Yasuhiro Shima for their unending logistical support; and the rest of the members of the Ojo and Death Project team for their ongoing dedication to the work.



 






JAPAN



Challenges of Caring for the Aging and Dying


Carl B. Becker


A TERMINAL SOCIETY



Why should a reader care about terminal care in Japan? First, no country in the world has ever been as old or as crowded as Japan is today. As of 2011, more than 30 percent of Japanese are over the age of sixty; in another decade, more than 30 percent of Japanese are expected to be over age seventy. Seventy years is the average lifespan of the human species, but before long, a third of Japan’s population will exceed that average lifespan. Furthermore, in the next forty to fifty years, roughly 80 million Japanese people will die due to natural causes. Never in the history of humankind have 127 million people, the present population of Japan, lived in such a small land area, nor have so many people ever died in such a short time with so few people to care for them.


Postindustrial countries will likely follow Japan in this aging pattern, especially ones from the Organisation for Economic Co-operation and Development (OECD), South Korea, and China, with its one-child policy. So the eyes of the world are watching Japan’s experiment in aging. If Japan can manage aging and dying successfully, it will prove a model for the rest of the world. However, if the Japanese government poorly handles its elderly population problems, it will lose credibility with foreign cultures as well as with its own people. In this sense, Japan’s management of its elder care and medicine is a critical issue, both internationally as well as domestically.





MEDICALIZATION OF JAPAN



A second major issue of relevance to the rest of the world is that Japan is the most medicalized society on earth. For example:


•   Japan hospitalizes its patients an average of five times longer than America.


•   Japanese visit doctors thrice as often as people from Britain and New Zealand, who share a comparable socialized medical system.


•   Japanese spend thrice as long as the average European does sitting in doctors’ anterooms, waiting for diagnoses and prescriptions.


•   Japan prescribes an average of four to five times more medicine per patient than do other industrialized countries with comparable medical systems.


Ironically, the Japanese tendency to overmedicate is contradicted by a reluctance to prescribe palliative analgesics—particularly opioids, like morphine—even at the end of life. The combination of outdated bureaucratic legislation, lack of transparency, failure to document and prioritize patients’ wishes, and economic incentives to prolong life frustrates a nationwide advance in palliative medicine.


Surveys document that most Japanese elderly do not want to have their lives artificially and mechanically prolonged. They want to know when further treatment is futile, so they can prepare themselves for a dignified departure. Yet the medical system wants to hospitalize them, and if they weaken in the hospital, to medicate them; if the medications fail, then to intubate them; and when all else fails, to sustain them on mechanical life support systems. Since the medical system reimburses doctors for services rather than for results, it is to their advantage to make patients dependent upon them. Many doctors’ primary motivations have shifted—at least in part—from cure to profit or experimentation, which necessitates keeping patients for extended periods. Further, many Japanese hospitals have already bought so much expensive diagnostic machinery that even now there is not enough money to support them. Swollen by the policies and tax moneys of the Ministry of Health and the Japan Medical Association, the Japanese medical system has overridden the mandate of the people.




ECONOMIC MELTDOWN



This leads us to a third major problem: financing the medical system. In order to support a heavily socialized medical welfare system, the average income tax base in northern European countries like Denmark, Sweden, Finland, and France constitutes roughly 50 percent of their Gross Domestic Products (GDPs), while Japan’s is about 23 percent of its GDP. Their income taxes and value-added sales taxes total anywhere from 50 to 70 percent of personal income, while Japan’s is less than 25 percent. (While Japan’s tax on industries has been high, average personal tax is low: about 18 percent income tax and 5 percent sales tax.) In other words, more than half of the European countries’ economic activity is absorbed by taxes, largely in order to support their medical welfare systems. Yet even in tax-burdened Scandinavia, there are still patients who would rather die at home. Japan is trying to provide far more medicine and hospital beds on far less tax money, which is simply impossible and largely accounts for Japan’s staggering national debt.


Scandinavian studies suggest that Japan has only two options: to raise its own taxes to roughly 70 percent, or to reduce its medical costs to one-third of present levels. There are many ways of doing the latter, but the Japan Medical Association and the Japanese pharmaceutical industry stridently lobby against cutting medical expenditures. Already, the bankrupt Minister of the Treasury is at loggerheads with the Ministry of Health, which is demanding funds on behalf of the Japan Medical Association. At some point, Japan will have no choice but to reduce medical expenses—preferably sooner rather than later.


The most practical and acceptable starting points for reducing medical expenditures are to begin by cutting counterproductive services, such as overlong hospital stays, and eliminating services that patients themselves least desire. Evidence-based medicine (EBM) already provides ample data that short hospital stays are preferable to long ones for a majority of physical conditions. Surveys of which medicines are being discarded rather than properly ingested can serve as one basis for reduced reimbursement for prescription of medicines that are not likely to be effectively used. Advance directives, designated decisionmakers, Physician Orders for Life-Sustaining Treatment (POLST) forms, and living wills, which allow patients and their representatives to express their desires, should be the basis for reduced artificial life-extension for those who do not desire it. Significantly, most terminal patients themselves express more interest in quality of life than quantity of life—a fact brought out in the research by the Interdisciplinary Center for Palliative Medicine (IZP) at Munich University Hospital, detailed in the chapter on Germany.




A BUDDHIST REFLECTION



The situation described above epitomizes the Buddhist analysis of the human condition. Humans always want more than we have. Japanese medicalization shows that this is not only true of possessions like cars and cell phones but also true of health. We always want to be healthier than we are. Yet patients’ desires perpetually exceed however much medicine and health care a system can provide. The only proper solution to this psychological tendency is to adjust our desires to sustainable levels. No population is ever as healthy as it would ideally like to be. Aging, sickness, and death are part of the human condition. The Buddhist prescription is to adjust our desires to reality.


The demographics discussed above will force Japanese to abandon their overreliance on medicine, because there are not enough caretakers, doctors, beds, nor money to enable eighty million patients to die in highly mechanized hospital settings—even if that were desirable. A growing percentage of Japanese elders will die at home—as had always been the case prior to the bubble economy of the 1980s. Home care will entail a less medical approach and a greater need to confront the elephant in the room that people have been trying to ignore—the reality of death. Japan can face this situation with tremendous social and political resistance, outraged at the idea of cutting medicare, or it can appreciate how other systems can complement and provide alternatives to this uncontrolled medical system. The Ministry of Health and Labor has already recognized this and is encouraging people to spend their last days at home, which is what most Japanese people have been saying they want.




THE DENIAL OF DEATH AND THE EFFECTS OF THE FEAR OF DEATH



Almost all Japanese, especially those hospitalized for slow processes like cancer and diabetes, know when they are dying. Typically, this is less from any clear discussion with their doctors or health care providers than from the following kind of dialogue:


“Please Doc, level with me. I’ve been lying here for months already. My hair is falling out. I’ve lost all my appetite. I know I’m weakening. Is it cancer? Is there something in my brain? What’s happening to me?”


The doctor’s subsequent pause is unnaturally short or long. With ill-concealed discomfiture, the doctor puts up a strong front: “No, no, no. Don’t talk like that. You’ll be out of here before you know it. Pick up your spirits. We’re working on it. You’ve still got a way to go.”


From the overly solicitous response of the obviously nervous doctor, the patient learns two lessons: The first is “Yes, I’m dying. My hunch was right.” The second is “The doctor does not want to talk about it; dying is not a subject for conversation in this hospital ward.”


The patient gets the same kind of response when he asks the same questions of his family who have already been informed that he is dying. They jump in with overreactive protests or furtive glances around the room like, “Who is going to respond to this, please?” This tells the patient, “Yes, my suspicions are correct, and no, we cannot talk about this.”




In English, we distinguish “truth telling” from “informed consent.” “Informed consent” means asking patients about their desires to receive medical procedures to cure their conditions. In terminal cases, however, the issue becomes less “informed consent” of how to cure them than “truth telling” about the end of life. Research on “truth telling” in Japan shows that doctors and families do not want to tell the patient the truth. Nurses often want to communicate more fully with their patients, but they are intimidated by the doctors not to do so.


The common fear that “truth telling” will depress patients is not totally groundless. Anyone suddenly informed that they had only two months left to live would be shocked and confused. However, the issue is not whether to tell the truth; it is how to tell the truth. Doctors have not been trained how to tell the truth about dying, because the taboo of silence over death and dying pervades Japanese medical education. As Rev. Tomatsu’s chapter details, the six to nine years of medical education in Japan cover diagnosis, operations, treatment, and medical cures. Doctors are taught neither to communicate bad news nor to deal with patients’ inevitable facts of death. These communication skills need more training, preferably during medical school, or at least in workshops after medical school. However, there is precious little room in the Japanese medical system for retraining or continuing education units.


The percentage of people in Japan who consciously prepare for death is extremely low. It is this denial of death that obfuscates and frustrates the natural dying process. As recently as sixty years ago, shortly after World War II, international surveys ranked the Japanese among the least death-fearing people in the world. Within the forty years between 1960 and 2000, among the dozens of countries surveyed, Japan became the most death-fearing country in the world. Fear is an indication of ignorance. For example, when we fear an interview, a contract negotiation, or a doctor’s appointment, we are afraid because we don’t know what will happen. If we know what is going to happen, then we can mentally prepare for it. It may seem difficult, challenging, or even attractive, but we are no longer afraid of it. This forty-year turnaround indicates that Japanese have changed from a people that understood death—and the hereafter—to a people that no longer understand death, much less the hereafter.




Since the 1960s, a culture of silence made death unspeakable. Nothing kills as effectively as deliberately ignoring something. If we ignore and ostracize death throughout education, adult professional life, eventual aging and illness, then death too becomes a black box—something we no longer understand. In turn, dying patients find that people no longer know how to speak to them, doubling the misery of their physical dying process through the psychology of estrangement.


In traditional societies, like Japan, one qualification for “coming of age” was having watched and cared for elders in the process of death—typically grandparents or great aunts or uncles. When people lived in large families and died at the age of fifty or sixty, by the time young people were fifteen years old, they had watched one or more members of their family die. They had helped in feeding, washing, and caring for them in that process. In the past few decades, due to extended life spans, nuclear families, and hospitalization of the infirm, young people in the process of growing up no longer care for dying people. The whole subject area of death has been excluded from their worldview. The resulting ignorance brings fear and further repression; a cycle of silence, fear, and avoidance. Observed directly, death can be sad, heart wrenching, sometimes peaceful or even uplifting, but not fearful. Like a child being born into the world, or like first love, death is a rare and precious event, a special sacred moment, a rite of passage. Rites of passage formed an integral part of traditional culture, as Philippe Aries (1914–84), the influential writer on childhood and dying, recognized fifty years ago.


Today, many Japanese youth display a fundamental inability to maintain intimate relationships. Electronic technology enables a lifestyle superficially connected with many people. However, when relationships become more complex, uncomfortable, difficult, or threatening, Japanese youth suddenly break off contact, like turning off their TV. They seem to lack the emotional strength to work through issues to develop more meaningful and intimate relationships. Many young people in Japan are obsessed with jigasagashi, or “trying to find themselves.” However long they stare at their navels, trying to find themselves, they will never find meaning unless they step beyond themselves, into larger contexts, as members of families, contributors to larger projects, or club members aiming at a higher purpose. Meanings only emerge in relationships, so a self without relationships cannot find meaning. In terms of terminal care, this lack of intimacy in contemporary Japan can make the practice of truth telling harmful, if dying patients retain no close relationships either with friends, family, or caregivers, with whom to work out the issues of their final days. The structure of a good death as taught in progressive hospice care cannot proceed from the act of truth telling alone; it requires intimate relationships.




THE ROLE OF BUDDHISM IN FACING AGING, SICKNESS, AND DEATH



The great twentieth-century scholar of religions Mircea Eliade said that humans are not only homo sapiens but homo religiosus. In other words, a fundamental part of our nature is connected to the invisible, to the spiritual, to powers in the universe that we can only experience through synchronicity, dreams, and spiritual experiences. Eliade said that if organized religion is suppressed by government or society, it will emerge in countless less organized forms, such as fortune telling, because some part of our being needs connectedness with the invisible spiritual universe.1


Some twenty years ago, when Taiwan was just beginning to socialize its medical system, Taiwanese colleagues of mine in medical psychology surveyed about one thousand homes in rural Taiwan between Kaohsiung and Chiayi and one thousand homes in the highly industrialized Taipei area. One question asked respondents whether they would choose traditional Chinese medicine, Western medicine, or religious healing to treat an illness. In the countryside, each option was chosen by about 40 percent of the survey participants.2 In Taipei, where the government was already subsidizing clinics using Western medicine, the choice of Western medicine rose from 40 percent to 80 percent, while the choice of nonsubsidized Chinese medicine dropped from 40 percent to 20 percent. Researchers had hypothesized that the more educated and wealthy urban Taipei people would rely less on religious healing than those in the countryside, but in fact the number of urban Taiwanese who said they would visit temples doubled from 40 percent to 80 percent.


Surprised by this finding, they sent graduate students to interview why more urban people relied on religion. The following story repeatedly emerged: When a person went to the hospital, she waited for two hours. Then in three to five minutes, the doctor looked at her tongue, checked her pulse, and wrote a prescription. Doctors did not ask about patients’ lifestyles nor listen to their concerns. They neither counseled patients about how to avoid recurrences nor listened to the problems that the patients faced. Respondents said that their daily problems and maladies were inextricably intertwined, but their doctors only looked at symptoms and gave them something to cover the symptoms.


However, Taipei respondents reported that if they went up the back hill to an old temple and spoke to an old bearded monk, he would listen patiently and quietly for an hour or two as they poured out their hearts and described in great detail life’s problems. The monk’s brief sage advice at the end of their visit helped such parishioners regain faith and courage to persevere. When they left the temple, such clients gladly left offerings for the monks, unconnected to the national health insurance system.


Like religious healing, traditional Chinese medicine also allows time for the doctor to get to know the patient, in addition to examining the patient’s tongue, fingernails, and pulses. As modern medicine becomes increasingly routinized, such spiritual interaction occurs less and less frequently. Feeling the need for this kind of interaction, Taipei respondents visited local Buddhist or Taoist temples where priests would listen patiently and give them a quotation from the Tao Te Ching or a Buddhist sutra, that would serve as a koan to contemplate until their next meeting.




In the time of the Buddha, Buddhist monks used local pharmacopeia to heal people physically as well as spiritually. Japanese Buddhist monks followed that tradition in the sixth and seventh centuries when Buddhism first came to Shitenno-ji in Osaka. Arguably, it was the superiority of Buddhist medicine and hygiene that forced the anti-Buddhist Mononobe clan to grudgingly acknowledge the value of Buddhism in the seventh century. In Japan, traditional rural doctors were typically priests as well. Like Dr. Red Beard from Shugoro Yamamoto’s eponymous novel (and film adaptation by Akira Kurosawa), they counseled as well as cared for the families they visited. They served as healers for the ill and for the families of the ill, both while the patient lived and after.


By the seventeenth century, the words “monk” and “doctor” had become almost synonymous, because the only people with the time and education to read Chinese medical texts were Buddhist priests. These priests served not only to send off departing souls but also to purvey pharmaceutical, psychiatric, and acupuncture care for their parishioners. While providing physical care, Buddhist priests interacted with their patients on a personal and even philosophical level, helping them to understand that aging, sickness, and death are natural stages of the human condition. They visited homes not only to chant sutras after a death but to counsel their patients before their deaths, and to comfort the bereaved families thereafter. Instead of fighting death as if it could be overcome, Buddhists learned to accept reality for what it was.
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