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Death and Dying in India

Most aged in India are experiencing a highly protracted death in hospitals, entangled in tubes and machines. Such ‘medicalized death’ entails huge psychological, social and financial costs for both patients and their caregivers. There are also many who are dying in abject neglect. However, government response to end-of-life care has been almost negligible, and there is an acute information deficit on dying matters.

This book examines different settings where elderly die, including hospitals, family homes and palliative set-ups. The discourse is set in the backdrop of international attempts to restructure and reconfigure the health delivery system for aging population. It makes critical commentaries on global developments, offers state-of-art reviews of recent advances and substantiates and corroborates facts by personal narratives and case histories. The book overcomes a segmental understanding of the field by weaving various sociological, medical, legal and cultural issues together. Finally, the authors critically examine biomedicine’s potential to meet the complex needs of the dying elderly. In an attempt to bring cultural sensitivity in end-of-life care, they explore the lost Indic ‘art of dying,’ which has the potential to demedicalize death.

Increasing public sensitivity to poor dying conditions of the elderly in India and facilitating changes to improve care systems, this book also demonstrates the limitations of the Western specialization of death. It will be of interest to academics in the field of Medical Sociology/Anthropology, Medicine, palliative care, Public Health and Social Work, Social Policy and Asian Studies.
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Preface

In the wake of present demographic and epidemiological changes in India, most aged are experiencing highly protracted dying, entangled in tubes and machines in acute care hospitals. Such ‘medicalized death’ entails huge psychological, social and financial costs for both patients and their caregivers. There are also many who are dying in abject neglect in the absence of adequate social-legal provisions for end-of-life care. Unfortunately, the Indian government’s response to end-of-life care has been almost negligible despite it being identified as a global public health priority by the World Health Organization. Serious academic response to death and dying of the elderly has also not been forthcoming due to preoccupation of the scholars with ‘active aging’ framework. This has led to an information deficit since factors related to improving quality of life in end of life are different from those involved in quality of death and dying. Some recent large scale comparative studies such as the Lien Foundation reports (2010, 2015) suggest that India rates poorly on the quality of dying. These reports set the context for present explorations attempted in this book.

The aim of the book is to improve the evidence base, build public sensitivity to poor dying conditions of the elderly in India, facilitate changes to improve care systems, and make death and dying a public health agenda. It intends to give the reader a comprehensive understanding of international developments in end-of-life care. Yet, the limitations of the ‘Western specialization of death’ are made fairly evident in order to direct attention to the lost Indic art of dying.

Although the book is primarily about dying of the elderly in India, the discourse is set in the backdrop of international attempts to restructure and reconfigure the health delivery system to meet the recent trend of aging characterized by long-term illnesses and protracted periods of functional decline before death. This is motivated by the understanding that informed decision-making could be assisted by comparing and contrasting care systems around the world. However, different epidemiological and cultural contexts do demand distinct approaches, and each country has to evolve and review its own strategy, especially since even the most efficacious model suffers from several drawbacks. We have tried to make critical commentaries on global developments, substantiated arguments with secondary evidence incorporating up-to-date research and have corroborated facts by personal narratives and case histories. Some issues are distinctly sociological while others are medical and legal in nature, and demand considerable expertise in interdisciplinary research. We have tried to redress the imbalance stemming from segmental understanding of end-of-life care and have woven under one cover various sociological, medical, legal and cultural issues. To us, this represents a major advancement in the way medical sociologists and anthropologists in India are carving a new niche for themselves within more interdisciplinary forums. However, despite our best intentions, some issues have not been able to command the attention they deserve in end-of-life care because of paucity of data in the Indian context.

The introductory chapter initiates the debate on death and dying by citing Lien Foundation reports (2010, 2015) that depict the poor quality of death and dying in India. As further evidence, the chapter draws attention to the plight of Aruna Shanbaug, who even at the age of 67, failed to evoke an adequate legal response to her long vegetative existence after a brutal rape in her younger days. To assist the reader’s understanding of the poor dying conditions of the elderly in India, we have presented a quick but critical overview of end-of-life care strategies adopted by western countries. This is followed by a presentation of the basic end-of-life Health Care environment and availability of related health services for elderly in India. The major arguments centre on a weak public health delivery system which makes coordinated care difficult for the elderly. In addition, limitations of existing government policies and programs for the elderly, which insufficiently address geriatric care, are also briefly covered. The contents prepare the reader for greater appreciation of challenges inherent in different care settings in subsequent chapters.

Three settings – hospitals, homes and palliative settings where elderly die – are examined, and the complexities involved in each of them are addressed in detail. The first setting to be explored is the hospital where most elderly die. Recent developments in end-of-life care, issues and debates – clinical, ethical and social, benefits and harms stemming from innovations involving care pathways, DNR protocols, advance directives and application of bioethical principles are discussed. As one navigates through these, the contrasting and pitiable situation of elderly dying in Indian hospitals becomes distinctly clear. It is evident that service conditions have not been altered to meet the needs of people with chronic and progressively deteriorating conditions. Absence of guidelines for withholding and withdrawing life support, poor prognostication, inadequate admission and discharge policies, all serve to highlight the plight of the elderly. Many are left dying in the ‘technological wasteland of intensive care units’ which increase their vulnerability to infections. Others are discharged to family homes where paltry care provisions exist and complicate the dying experience.

Family homes are the most common places where the elderly die; however, in India homes are not part of the care continuum and dying at home may be difficult and messy. The fragmented state of home care contrasts with the situation in many industrialised countries which have addressed the role of home and community care in their health delivery system to ease physical and financial pressures on hospitals, lessen dependence on institutional care and respect consumer preferences for care at home. Many countries have passed national Long Term Care legislations to support ageing and dying at home and to support home carers through various programs. Ancillary support structures like assisted living facilities, nursing homes and hospices take up care tasks when dying at home becomes difficult. In the absence of such integrated home health care management, dying at home in India raises complex problems for aged and their caregivers, many of whom lack skills and resources to deal with dying issues. Absence of palliative networks complicates the situation further.

Palliative care undoubtedly has the potential for meeting end of life needs of the elderly. It has made significant contribution in community care and has become an important aspect of health care worldwide. Recent advances have also been made in Palliative aged care involving the combined expertise of gerontology and geriatric care. Unfortunately, both palliative and geriatric medicine are currently insufficiently developed in India to extend their principles and practices to aged care. Barring a few exceptional success stories in southern India, it has remained limited in scope. By and large, it also reflects a predominantly western approach. A distinct specialty, often at crossroads with mainstream medicine, it appears to us to be strangely co-opted by the field of biomedicine. It is clinical in nature, mostly cancer-specific and has a poor service-mix. Moreover, its link with geriatrics and indigenous medicine has not been well explored. In short, it seems palliative strategies need considerable modification to be congruent to Indian conditions. Government support to palliative medicine in terms of advocacy, organisational strategies, statutory funding policies and linkage with the ongoing National Health Mission also needs improvement.

Finally, attempts at improving quality of death and dying needs to take into account the cultural context. Death though physiological in nature, is imbued with deep cultural meanings. Biomedicine itself is a cultural construction and its trained incapacity to accept death is rooted in western philosophical perspectives on human finitude, body and its destruction. Recent scholarship suggests that its approach is more geared to acute conditions, and alternative responses are needed to meet present demographic changes involving ageing and prolonged dying. Biomedical principles and practices also need considerable modification in cultures such as India which have different notions of ageing, death and dying. Age-specific nuanced meanings of autonomy, choice and dignity among elderly need to be understood and appreciated.

The critical inquiry into biomedicine is likely to set the mood for greater appreciation of Indic approaches to aging and the dying. Some of these approaches incorporate principles of indigenous medicine and spirituality, while others fall outside the medical gaze and have the potential to de-medicalize death. Deep in our hearts, we nurture the need to visualize a program for the aged and the dying in India which does justice to a person’s last journey in life, without depending on medically sanctioned methods of tackling illness, disease, suffering and death. We have briefly explored the lost ‘art of dying’ and tried to figure out how cultural sensitivity may be woven in end-of-life care.

We hope that the book would provide a good reference for policy makers, professional practitioners and academics in the field of medical sociology/anthropology, medicine, palliative care, public health and social work. It can be a good resource for teachers and students alike by providing information and inspiration for future research. We hope that the large number of social and cultural themes addressed in this book are also likely to sustain interests of readers with diverse backgrounds. The overview of advances in end-of-life care in various countries may help provide a comprehensive understanding of complex issues on death and dying of the aged under one single cover. A comparative treatment of the theme, incorporating both western and Indian examples is likely to make comprehension easier. Complex medical issues are presented to the lay reader in simple ways so as to invite public participation on death and dying.

We wish to thank the Ministry of Human Resource Development for funding the project “Improving End-of- Life care of the Elderly through Indic Perspectives.” The present work forms the initial theoretical impetus for empirical research we have already initiated in different settings. A special thanks to Prof. Joy Sen who provided the platform to activate such projects under the Science-Technology-Culture-Heritage interface.

Suhita Chopra Chatterjee
Jaydeep Sengupta


Acknowledgments

This work is part of SAndhi, a cluster of projects under the Science–Heritage initiative of Indian Institute of Technology Kharagpur supported and funded by experts and representatives of Ministry of Human Resource Development, Government of India. Our thanks to the Ministry and sincere heartfelt gratitude to Prof. Joy Sen, the Principal coordinator of SAndhi for creating an intellectual space for the subproject: “Improving End-of-life care of the elderly through Indic perspectives.”

We are thankful to the team of Routledge U.K., who found our effort worthwhile and gave us the opportunity to express our ideas on this complex theme.


1 	Poverty of dying in India

A comparative landscape

Indians are dying poorly. Most of us know this from our encounter with human mortality in some way or the other, but it also got an academic confirmation with the Singapore-based Lien Foundation’s commissioned study on quality of death. The study based on a survey of 40 countries compared nations under four headings: End-of-Life Healthcare Environment, Availability of End-of-Life Care (EoLC), Cost of End-of-Life Care and Quality of End-of-Life Care, on the implicit assumption that the need of a dying person remains same across different locations.1 It rated India as the least-preferred nation with a low score on all four indices. India held the last position in the overall Quality of Death index – 39th position in the category of Basic EoLC, 35th position in the Availability of EoLC, 39th position in the Cost of EoLC and 37th in the score for Quality of EoLC. In a more recent study, the country rates as 67th among 80 nations based on a new version of the Index, which expands its scope to take into account global developments in palliative care (The Economist Intelligence Unit, 2015).2

For those wary of statistical evidence, Aruna Shanbaug’s case is still fresh in our minds as an illustration. While the battle to legalize euthanasia is highly debated in many discussion forums and the country awaits a deliberated law on the issue, Mumbai’s King Edward Memorial (KEM) hospital had been a witness to the slow aging and dying of a bright, young and capable nurse in their own precinct after being raped and brutally strangulated with a dog chain by a sweeper at the same hospital in November 1973. Aruna was 67 when she died with multiple morbidities, brittle bones, rotting gums and a gasping body. Her life indeed was of little worth, but she had some sort of an iconic value for the nursing staff of the hospital, prompting the Supreme Court to rule out euthanasia as a nonpermissible option in the wake of not having a direct indication of Aruna’s wishes and views. Meanwhile, many, including her biographer Pinky Virani, had considered it as one of the most gruesome stories of slow, painful dying in a country that has not yet laid down a reasoned plan of action for ensuring a dignified exit. She had filed a petition with the Supreme Court of India pleading for euthanasia as a means to terminate Aruna’s life with dignity. After much deliberation, the petition was turned down in 2011, almost a year after it was filed. The rather stoic decision of the court testifies to the nation’s inability to grant peaceful exit for a person who had exhausted all possibilities of dignified living. However, the court permitted passive euthanasia on a case-by-case basis. Recently, in February 2014 the Supreme Court also referred the matter of legalizing euthanasia to a five-bench jury in response to a public interest litigation filed by an NGO in 2008.

Aruna’s case would have shocked the conscience of the Indians, as did Karen Ann Quinlan’s tragedy in the U.S. way back in 1976.3 But while the 20-year-old Karen in a comatose condition had moved the Americans to plead for euthanasia in the U.S., the deadly silence of a vegetative and semicomatose Aruna Shanbaug for 37 years has as not yet melted the Indian hearts. It was alleged by some that in contrast to the old and decaying Aruna, photographs of her youthful days were widely circulated in media to craftily hide her suffering in a hospital bed for over three decades.

Aruna’s story, emotional and sentimental, also smacks of a poor end-of-life care perspective in India. It betrays an overzealous state with little concern for resources on an almost lost case, the never-to-die attitude of the medical establishment that patronizes such cases while remaining ironically immune and even a silent spectator to the agony of innumerable people dying wretched deaths in hospitals, homes and even on streets, seething with pain and nowhere to go. While it tolerates the use of expensive life-extending technologies on frail elderly in the hi-tech, sophisticated, state-of-art ICUs in acute and tertiary care hospitals in India, many young people die for want of simple remedies. However poignant the stories of such ‘other’ deaths may be, for the time being, we choose to concentrate on end-of-life care for the elderly – a term we reserve for understanding the experience of dying rather than the experience of living with aging. Before we start our explorations in India, a brief contextualization of the issues at the global level would help to appreciate its seriousness and limitations in the homeland.

Dying old in the West

With life expectancy having increased to 76 years for men and 82 for women according to the World Health Statistics, 2014 and replacement fertility rate at only 2.1 births per woman in most of the industrialized nations, dying has become inextricably linked with aging as a result of this demographic shift. Global demographic data indicates that number of people aged 65 years or older is projected to grow from 524 million in 2010 to nearly 1.5 billion in 2050, with most of the increase taking place in developing countries (WHO, 2011). The category of the ‘oldest old’ constitutes 12 percent in developed nations and 6 percent in less-developed countries. In many countries, the oldest old are now the fastest growing part of the total population. On a global level, the 85-and-over population is projected to increase 351 percent between 2010 and 2050, compared to a 188 percent increase for the population aged 65 or older and a 22 percent increase for the population under age 65. The global number of centenarians is projected to increase 18-fold in 2050 from what was the number 50 years ago (United Nations, 2000). This growth is particularly significant because people accumulate long-term illnesses as they age, creating greater demand for palliative and end-of-life care services.

But care for the dying elderly is not an easy task. Elderly people die following four different trajectories that at times overlap with one another: (1) sudden – like severe stroke, myocardial infarctions or even accidents, (2) terminal illnesses with gradual decline, (3) organ failure and chronic suffering and finally (4) bedridden with frailty (Lunney, Lynn, Foley, Lipsonand Guralnik, 2003). Lengthy chronic illnesses and long periods of functional decline as in trajectory 2, 3 and 4 make dying a protracted affair. It is obvious that dying from various age-related chronic diseases and multisystemic illness, such as ischemic heart disease, cancer, stroke, arthritis, chronic obstructive pulmonary disease, dementia, depression and several others, make dying not only slow but challenging for the caregivers also. It is, as Nuland suggests, a messy affair (Nuland,1994).

Protracted dying, when in hospitals, makes a disproportionate demand on health resources. Hospitals, which are already under pressure and, according to some observers, may become extinct soon due to escalating cost, are overstrained by the influx of a large population of elderly who are fast approaching their endings. An analysis in the U.K. showed that hospital-bed use increases with age, with those under 65 years using one-fifth of a bed day per year, whilst the average for over 85 years is five bed days per annum. Under such circumstances, calls for more prudent use of medical resources appear quite valid. It was 22 years ago that Daniel Callahan in the U.S. argued that expensive medical care needs to be prudently decided and rationed carefully for elderly patients. As a cofounder and President Emeritus of the Hastings Center – a nonpartisan, nonprofit, independent bioethics research institute in New York, Callahan’s highly controversial book Setting Limits: Medical Goals in an Aging Society made the case for limitations of care based on age – a topic that provoked intense, if sometimes hyperbolic, arguments in health care debates (Callahan,1995). But even earlier, Veatch (1979) had made a strong case in favor of a greater distribution of resources for the young in comparison to the elderly. Since these early warning bells, there is now a growing realization that aging of populations gives rise to new issues related to health and care services for the dying and require fresh perspectives on death and dying.

Improving the experience of dying

In the first place, as mentioned above, since dying has become more expensive, there has been an expressed concern to reconfigure health policy in a way so as to make EoLC a public health agenda. One way of doing so involves strengthening primary care, which has the potential to provide people with a gateway into the health care system and ensure continuity and coordination of care provided by different levels of health system and professionals. Cross-sectional studies show that primary decision aids can be developed for chronic conditions – Type 2 diabetes, osteoporosis, benign prostatic hyperplasia or even mental conditions, and it is this aspect of its proven success in chronic diseases that suggests the need to develop primary centers in order to improve end-of-life care as a public health measure (Legare, 2009). Subsequently, health forums and organizations, such as McMaster Health Forum (2014) and Ottawa Health Research Institute (2014), have supported patient decision aids to enable them to engage with physicians to prioritize their complex and multiple-care goals.

Many primary health facilities are now equipped to deliver palliative care, which is an approach that improves the quality of life of patients and their families facing problems associated with life-threatening illness. It provides prevention and relief of suffering through early identification, assessment and treatment of pain and other problems – physical, psychosocial and spiritual. In addition, it helps patient autonomy in decision-making. Its multidisciplinary approach has special relevance for the elderly who suffer from chronic ailments and multiple morbidities. Unfortunately, for a long period of time, patients received palliative care only when death was imminent, although it professes to neither hasten nor postpone it. This approach was problematic for the aging population and their families who experienced several difficulties and complexities throughout their illness trajectory, almost on a daily basis. The revised model now suggests initiation of palliative care from the early stages of illness, often along with curative treatment. However, health care systems have to be flexible enough to be able to incorporate it within mainstream health delivery (cf. Davies and Higginson, 2004).

Incidentally, countries where palliative care (and implicitly end-of-life care too) is at the most advanced level of integration with the mainstream service provision, commendable work has been done within public health framework to deliver geriatric care (Alliance and WHO, 2014). In most European and Scandinavian countries, for instance, care for the elderly is addressed through Long Term Care (LTC) program that is provided through hospitals, nursing homes and social care homes. Conceptually, LTC not only addresses issues related to illness but also caters to needs during end-of-life, at least in terms of accessing high-quality medical services. But robust LTC programs can only be designed on the basis of a very viable primary health care system. Silveria and Forman’s (2012) field study show how Primary Care Providers (PCPs) in the United Kingdom play an important role during EoLC by maintaining a continuity of care for the patients. They assist in planning advanced treatments and EoLC decisions, attending to patients’ emergent needs, bringing flexibility in scheduling appointments, facilitating information-sharing with outside providers and coordinating care within primary care practice to address patients’ needs quickly, and even acting on behalf of their patients. However, in recent times, a specialized approach to disease and treatment has undermined the role and significance of PCPs in many places, and many dying elderly continue to rely heavily on hospitals. But empirical research strengthens a widely favored opinion that primary care is the most suitable option for elder care, as it deals with chronic illnesses, lifestyle issues and preventive care. Endorsing this idea, WHO has collaborated with Health Ministries of different countries, both developed as well as developing nations, to produce ‘Age-friendly PHC Toolkit.’ So far, the toolkit has received support from different agencies and forums like WONCA (World Organization of National Colleges and Academic Associations of General Practitioners/Family Physicians), IAGG (International Association of Gerontology and Geriatrics), IFA (International Federation on Ageing), HAI (HelpAge International) and the NYAM (New York Academy of Medicine), among others. This venture nurtures the mission to make primary health centers and their caregiver staff aware, sensitive and competent to tackle the growing morbidities of the elderly population. The toolkit suggests comprehensive and integrated care, continuum of care, adequate physical and social environment and upgrading human skills in caring elderly patients as important means to make PHCs age friendly.

In addition to the above measures, these countries are making attempts to cut down hospital expenses for elderly by evolving regulatory measures to curtail use of invasive technologies and by devising care pathways. It may be mentioned that by and large, many governments – even those like Britain – have not paid due attention to formal technology assessments and their distribution among different groups of population. Restrictions on the production, use and distribution of medical technologies are weak in most countries in comparison with policies regulating therapeutic drugs, and are mainly advisory rather than binding. As a result, a technology-oriented, expensive and primarily curative biomedicine has been left with little option other than freeing hospitals from the clutter of old and dying people. This is more problematic in those countries that have centralized national health care systems, or where a sizeable chunk of health expenditure is borne by the State. Many advanced countries have therefore developed improved ways of negotiating and identifying death through protocols like Gold Standards Framework (GSF), which reduce unregulated hospital admissions though not compromising on care. The GSF is considered to be a cornerstone of the United Kingdom’s end-of-life care program for letting a person die a ‘good death.’ It is also recognized as ‘best-practice’ in other countries outside the U.K., such as the U.S., Australia, the Netherlands and Belgium.

GSF ensures that a high-standard care is delivered. It works through a well-charted framework extending from primary to tertiary level of care with thrust on coordination of stakeholders at all levels. This essentially includes patients and their family and medical and nonmedical professionals. Uniquely, GSF ensures that out-of-hour care service is available even though it reduces unregulated hospital admissions. It restricts all mindless hospital admissions in the last few weeks of survival and draws all possible resources available at the primary-care level near to the dying persons that are consistent with the persons’ needs and wishes. Practicing GSF in community starts with an accurate prognostication of the person’s survival, which might be as long as few years to as short as few days only. This is followed by close assessment of the dying persons’ pain and other symptoms, and finally, it involves preparation of a care plan considering all risks that might arise in the future. Nationwide audits done periodically to assess the benefits of GSF have shown that it has indeed halved total avoidable hospitalization during end of life while giving maximum care and comfort at the person’s preferred place of dying. In one such audit of 2010 covering seven care homes of Scotland, GSF training program has reduced within a span of one year (2007–8) ‘avoidable hospitalization’ during the last two months of life from 31 percent to 24 percent, ‘related days spent in hospitals’ from 82 percent to 44 percent and ‘total avoidable hospital deaths’ from 15 percent to 8 percent (Hockley, Watson, Oxenham and Murray, 2010). The evidence also points out that by reducing hospitalization it has contributed toward cost savings of National Health Services (NHS) as much as £30–40 million/year/care home.

However, the success of EoLC in many countries, particularly the U.K., which figures high in quality of dying, rests on another pivotal structure – the Liverpool Care Pathway (LCP). Overseen by the Marie Curie Palliative Care Institute, LCP is widely accepted as a best possible model of care for dying persons in the last few hours of life. It was developed by the Royal Liverpool Hospital and the Marie Curie Hospice during the late 1990s. With time its popularity grew. LCP was identified as a model of best practice by several organizations: NHS Beacon program in 2001, the Cancer Service Collaborative Project and the National End-of-life Care Program during 2004–7. It was recommended in the National Institute for Health and Clinical Excellence (NICE) guidelines to facilitate supportive and palliative care for patients with cancer in 2004 and also got included in the ‘Our Health, Our Care, and Our Say’ white paper in 2006 as a strategy worth rolling out across the U.K. Often considered in tandem with GSF, it becomes more important when dying is irreversible. It then sets to review all clinical procedures and aligns them in accordance with the patient’s comfort and ease. This might result in discontinuation of forceful feeding (although drip is sometimes allowed on case-by-case basis), symptom control or even life support. Apart from the U.K. where LCP originated, it is practiced in 21 different nations (Murphy, 2011; Constantini, Ottonelli and Canavacci, 2011). Credibility of LCP is, however, questioned by many including Freemantle and Seymour (2012) through their empirical research in three oncology wards of a hospital in England. The case studies that the authors present show how patients suffered at the moment of dying even though the physicians and the nurses of the hospital accepted LCP. Inaccurate assessment and identification of the time of dying, poor orientation among out-of-hours doctors and constrained communication were the chief factors that caused the failure of LCP.

Good end-of-life care in the West also rests heavily on Advanced Directives (ADs), which were developed in the early twentieth century as a means to consider patients’ opinions and wishes in medical decision-making. By the middle of the century, when death movement became strong, ADs in the form of ‘Living Will’ became prominent with consumer rights overtone. ADs have been formulated in different ways in many countries. In the U.S., there are three types of ADs: (1) Power of Attorney, a very strong legal document assigning a person to issue Cheques, handle business or even apply to Medicaid for nursing costs on behalf of the patients, (2) Health Care Surrogates that are exercised in making health care decisions during accidents or disease when the person is unconscious. It gets nullified as soon as the person gains consciousness and (3) ‘Living Will’ to give authority to a person to make health care decisions in the event of losing cognitive senses. This becomes applicable only if the attending physician ascertains the person to be in a vegetative state.

Apart from these measures, governments in the West developed structures to deinstitutionalize dying. Unable to withstand extreme financial pressures involved in protracted dying in hospitals, it became imperative to reconfigure the home to make aging and dying-in-place a reality. For this, the home had to be reinstated and reconfigured. Other disciplines like architecture helped to provide necessary modifications and barrier-free designs for frail and disabled older people. These homes were equipped with new technologies in assisted living, which were to substitute somewhat for lack of caregiver support to make people age and die comfortably. Since caregivers were poorly equipped for such complicated dying, and since the social fabric to support such caregiving had already eroded, ancillary structures involving Long Term Care of the elderly were developed. These include Nursing Homes, Assisted Living Facilities (ALF), Continuing-care retirement community and Residential homes for the elderly. In the U.S., the ‘National Survey on Residential Care Facilities’ by Center for Disease Control and Prevention (CDC) found that there were approximately 31,100 ALFs for elderly contributing roughly 9,72,000 beds for elderly (Park-Lee et al., 2011; Centre for Disease Control and Prevention, 2010).

Many of these serve the elderly till the very end, when distinct institutions for dying – the hospices – take over their caring tasks. Started in 1967 by Cicely Saunders, hospices were, and still do, cater primarily to cancer patients but have recently started expanding their scope to include geriatric population – a move that owes much to the development of geriatric medicine. The latter’s holistic approach emphasizes psychological intervention, functional recovery, palliative treatment and hospice care through a multidisciplinary focus involving inputs from gerontology, medicine, sociology, ethics and environmental sciences.

Hospices are known for providing expert medical care, pain management and emotional and spiritual support, which is in accordance with patients’ needs and wishes. In most cases, care is provided in the patients’ home but may also be provided in freestanding hospice centers, hospitals, nursing homes and other Long Term Care facilities. In 2012, an estimated 1.5 to 1.61 million patients received services from hospices in America (National Hospice and Palliative Organisation, 2013) mostly at patients’ place of residence (66 percent), followed by private residence (41.5 percent) and Hospice Inpatient Facility (27.4 percent). However, only 6.6 percent received the facilities in acute care hospitals in 2012. In the U.S., 83.4 percent of hospice patients were 65 years of age or older and more than one-third of all hospice patients were 85 years of age or older. Globally, people aged above 60 years are mostly in need of palliative care (69 percent) in comparison to younger adults (25 percent) and children (6 percent) (Worldwide Palliative Care Alliance, 2014). Surprisingly, only 1 in every 10 persons receives relief from pain and other symptoms. A recent report of 2012 from Muslim majority countries shows the huge unmet need for pain management. Out of 15 countries, only 2 have adequate consumption of opioids; for the other13 countries, the figure is virtually nonexistent. Moreover, whereas the U.K. and the U.S. have 1,397 and 3,300 hospice-palliative care services respectively, Bangladesh, Pakistan, Egypt, Sierra Leon and Saudi Arabia have 1 to 3 of such services. Malaysia is an exception with 35 services catering to a population of 685,000 (Aljawi and Harford, 2012).

Limitations of new measures

However, despite all these measures, it is not clear whether the experience of dying when old has improved significantly. The elderly continue to die in hospitals and hospital-like settings. Japan rates extremely high on hospital deaths and many elderly are seeking their final weeks in hospitals. Elsewhere, too, a large number of elderly people still die in acute-care settings – the showhouse of biomedicine’s curative potential – entrapped and entangled in tubes and machines. Broad et al., 2013 compared and presented figures about the place of death of people above the age of 65 years for 21 communities. Their research shows that 69 percent of elderly in Japan died in hospitals (for the years 2000–2004); in Korea, 67 percent (2009); Malta, 66 percent (2001–2010) and Czech Republic, 61 percent (2009). Australia and Belgium have 54 percent (2005 and 2001, respectively). The U.S. has 42 percent elderly dying in hospitals and 29 percent dying in residential aged-care facilities and an equal number in ‘other facilities including private homes’ (2005). Among Asian countries, Singapore has large a large number of elderly dying in such facilities – 35 percent (2006) – but 57 percent still die in hospitals.

It is evident that hospitals are still predominantly the place of death for elderly whose preference is to die at home. (Higginson and Sengupta, 2000). Unfortunately,a National Audit Office report in the U.K. in 2008 found that 40 percent of patients who died in the hospital in October 2007 did not have medical needs that required them to be treated in the hospital, and nearly a quarter of them had been in hospital for over a month (cf. Marie Curie report, 2013). Survey ratings of overall care across different services – home, hospital, care home and hospice – in the last three months of life in England showed that just 32.6 percent of those whose loved ones died in the hospital felt that their care was excellent or outstanding compared to 53.7 percent (home), 51.3 percent (care home) and 59.1 percent (hospice) (Marie Curie Report, 2013).

Next to hospitals in terms of their medicalized approach to death are nursing homes, which continue to be preferred spaces for elder dying. In Canada, they absorb 80 percent of the total public spending. Residential aged-care homes that have the potential to develop as alternate places of death have the lowest shares in all the countries (Broad et al., 2013). Strangely, these countries occupy a high position in quality of end-of-life care ranking attempted by the Lien Foundation report, clearly showing that assessment methods are focused on acute-care settings. Connolly, Broad, Boyd, Kerse and Gott (2014), by analyzing data of National Health Needs for Palliative Care, show that death in hospices is far less (only 6 percent) in comparison to hospitals (34 percent).

Unfortunately, while hospitals continue to be the sites of dying for the elderly, they have not been able to sustain improvements attempted in recent times. Most importantly, their ability to provide autonomy to the elderly has been suspect. In fact, the neglect of the elderly patient’s voice is evident in the use of each and every carefully scripted method devised for granting the patient autonomy, particularly the Advance Directives (ADs). Studies in the U.S. show that although ADs for health care are widely advocated, usage rates among the elderly people are low (Betlatch, 2011). In many developed countries, educational strategies are being designed to increase their use. Over time, strategies to promote ADs have become diverse. For instance, in the U.S. they range from a simple education strategy that aims to generate awareness at the individual level (Wissow et al., 2004) to multiple initiatives that aim at large-scale promotion, completion and use of ADs in decision-making. The latter includes social marketing, community-based collaborations, publicizing AD repositories, policies to document ADs as mandatory in clinical practice, legal reforms to make them dynamic processes and digitalizing ADs for enhancing their accessibility to caregivers across different settings during decision-making (Office of the Assistant Secretary for Planning and Evaluation, 2008).

In the U.S., despite different measures, many patients were found not to participate in advance-care planning, and even when they did, it was not documented in their medical charts. In one study involving the geriatric population, although many had ADs, few found a place in patients’ medical records (Agency for Health Research and Quality, 2011). A large number of physicians were not aware that they existed, and even if they knew that these directives existed, physicians’ compliance was poor (Burkle, Mueller, Swetz, Hook and Keegan, 2012; Yuen, Reid and Fetters, 2011; Kitzes and Domer, 2003). They hardly influenced end-of-life care decisions because they were limited in applicability, were legalistic or simply physically inaccessible (High, 1993). This has provoked patients’anxiety, compelling many to tattoo the directives of ‘Do Not Resuscitate’ on their bodies (Kluger and Aldasouqi, 2013). However, Cooper and Aronowitz (2012) provide a cautionary tale of how such tattoos can actually confuse emergency responders if there is no official documentation of a patient’s values and preferences.

The much flaunted care plan – the Liverpool Care Pathway, mentioned earlier – has also remained dubious in its intention and even withdrawn in certain places, after being seriously besmirched for hastening death behind closed doors (Devlin, 2009). Allegedly, 130,000 patients died every year in Britain when put to LCP (Baklinski, 2012). In a separate account, Prof. Patrick Pullicino, a trained physician in the U.K., held LCP as an ‘assisted death pathway’ rather than a ‘care pathway’ after one of his very elderly patients survived for nearly 14 more months when put back on life-sustaining technology (Stanford, 2012)!

Ancillary structures have also suffered from vacillating outcomes. Health care management issues plague many Long Term Care facilities where elderly meet their deaths, and it seems that there is a smaller expertise in Long Term Care than in acute-care settings (Wunderlich and Kohler, 2001). In 2000, the Atlanta Long Term Care (LTC) Ombudsman Program found that in 23 nursing homes in Georgia, among 80 residents, 44 percent reported abuse, 48 percent complained of being roughly handled and nearly 95 percent witnessed others being abused (Broyles, 2000). The National Ombudsman Reporting System (NORS) provides data on abuses inflicted on U.S. senior citizens in two different set-ups – Nursing Homes and Board and Care facilities: physical abuse (29 percent in nursing homes and 25 percent in Board and Care facilities), psychological abuse (21 percent and 24 percent in Nursing homes and Board and Care facilities, respectively) and resident-to-resident abuse (22 percent in nursing homes and 14 percent in Board and Care Facilities) (Centre for Excellence on Elder Abuse and Neglect, 2012). A separate study by Ben and Ariela (2010) shows that 55 percent of the nursing home staff admitted mistreating residents by way of physical violence, mental abuse or neglect. But such abuse in institutional settings is not restricted to the U.S. alone. It is a global phenomenon now. Although country-wise data is not systematically catalogued for elder abuse in institutional settings in different parts of the world, it can be inferred from opinion surveys that abuse and neglect in LTC is ‘widespread’ (around 47 percent) with nearly 66 percent of the dependent elderly in LTC receiving inadequate care. Country-wise, abuse and neglect is highest in Romania (86 percent), followed by Greece (64 percent), Italy (63 percent) and Lithuania (58 percent) (European Union, 2007). Even in Australia, which seems to have done pretty well in end-of-life care for the elderly, thousands with dementia die prematurely each year because of widespread overprescription of powerful drugs in nursing homes (O’Neil, 2012). In the U.S., despite strict regulations of nursing homes, there are a number of reports and studies documenting low quality of care (Fernandez, 2011).

Home care (private residential care), which appeared to be reinstated and reconfigured to make people age and die comfortably, has suffered equally strong setbacks. While the home emerged as an important place to care for the aging person, paradoxically, it has by now lost the distinctive features required for caring – presence of close-knit family ties bound by religious sentiments that make caring a moral obligation of sorts. Caregivers, too, suffer stresses of various sorts, and academic and policy concerns are raised about their declining health.4

So going back to community – whatever is meant by the term – implies that Long Term Care provisions have to be provided using a mix of health and social services. Amidst these intense struggles to make dying dignified for the elderly, governments have continued to grapple with the question, Should age be made a special case of euthanasia? In general, this remains a controversial and unresolved issue with different groups, as doctors, nurses, patients and family members all have divergent opinions on it. A study highlighted complex ethical dilemmas faced by nurses attending terminally ill patients in hospitals. The decision as when to stop further treatment (and initiate physician-assisted suicide) and what constitutes a dignified dying for the elderly seemed to baffle most of the nurses. Many times, conflict of opinion arose between doctors and nurses as the latter helplessly watched the elderly, with no signs of life, fed by means of percutaneous endoscopic gastrostomy (Enes and Vries, 2004).

Only a few countries have taken a bold approach to legalize euthanasia, including the Netherlands (legalized since 2002), Belgium (legalized in the same year and extended to include chronically ill children since early 2014) and Luxemburg (permitted since 2008). Assisted suicide is legalized in Switzerland (permitted since 1942), Germany, Albania, Colombia, Japan and in a few states of the U.S., including Washington, Oregon, Vermont, New Mexico and Montana. However, not much is known about elder-specific practices in this regard. It is also not clear how far these medical practices are supported by the public at large with respect to the elderly. A study of 2,000 Dutch people found that only a ‘significant minority’ back euthanasia. In response to an opinion question, ‘Should euthanasia be allowed for persons who are tired of living without having a serious disease?,’ 21 percent of the respondents agreed, 52 percent disagreed and 27 percent neither agreed nor disagreed. The researchers also found that one-third of the respondents agreed that the very old should be allowed to take a pill that would effectively facilitate death if they desired it, and a further 30 percent were neutral (Ellis, 2013). In a Longitudinal Aging Study, Amsterdam (2001–9), using three samples aged 64 years or older (N = 1284 (2001); N = 1303 (2005); N = 1245 (2008)), an increasing proportion of older people reported that they could imagine desiring euthanasia or an end-of-life pill (Buiting et al., 2012). However, the Dutch experiments, claims and counterclaims make critical commentaries difficult. But it does speak of a country poised for a bold approach toward death and, most importantly, a belief that even the most excellent care cannot prevent the problem for those elderly whose purpose in life is lost.

On the other side of the dignity debate, hospice and palliative care have received lukewarm response from the elderly.
OEBPS/Images/Cover.jpg
ROUTLEDGE CONTEMPORARY SOUTH ASIA

Death and Dying in India
Ageing and End-oflife Care of the Elderly

Suhita Chopra Chatterjee and
Jaydeep Sengupta









OEBPS/Images/earth.jpg
% Routledge

Taylor & Francis Group
 ONDON AND NEW YORK





