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			The life sciences and in particular, biomedical science, have considerably progressed over the decades to offer a multitude of new treatments. Going beyond its initial therapeutic goal, medical practice offers the unique opportunity to respond to society’s expectations related to individual personal desires. Men and women are now able to access techniques which allow them to have children; to assert their social identity; to decide about their end of life... in all, to respond to suffering instead of merely treating disease. Recourse to medical technologies has become, at least in part, a social and cultural phenomenon.

			However, despite the unquestionable benefits of such progress, it also brings with it clear risks for fundamental human rights and can even impact upon the structure of families. Faced with increasing demands, we can observe the emergence of a market of ‘well-being’ medicine. The fundamental problem is to find a way to reconcile individual freedom, based on personal autonomy with the protection of the human being. Legal norms appear to be one of the best tools to address this goal, even if we rely increasingly on ethical norms to regulate the area of biomedicine. However, different cultures respond to the challenges of biomedicine in different ways. Biomedical practices deal with issues related to life, to the human body, to sexuality, reproduction and death. Yet, there is no single understanding of these concepts: it will depend on individuals, on culture or on religion. If we agree that the law of different countries translates the different social options it should however be analysed through the prism of other disciplines, such as anthropology, philosophy, sociology, psychoanalysis, psychology... in order to enable us to understand (and to respect) the cultural differences and to reflect upon a possible (universal?) harmonisation. The “Droit, Bioéthique et société” Collection strives to contribute to the diffusion and promotion of multi-disciplinary reflection on these critical questions. 
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			Foreword

			Mark SIEGLER

			M.D.

			Dying well is a social and community act. Except for sudden deaths (and even these usually occur in the presence of a community of bystanders), we die in social settings, in the embrace and care of three groups: family, “loved ones”, and the health team that includes not only nurses and physicians, but also therapists, palliative care specialists, housekeeping staff, and volunteers. As this extraordinary book, edited by Professors Kristina Orfali, Brigitte Feuillet-Liger and Thérèse Callus, demonstrates, there are many similarities about the dying process in modern clinical settings in countries from Europe, North America, Asia and Africa. There are also significant and telling local differences on how people die that are explored in the more than twenty superb essays in this meticulously edited, scholarly volume.

			In the mid-19th century, in Anna Karenina, Tolstoy observed that “Happy families are all alike; every unhappy family is unhappy in its own way.” In considering the modern context of dying, we could extend Tolstoy’s observation in at least two dimensions: first, by noting that often the definition of “family” remains unsettled and contested. In this volume, the authors often wisely extend the concept of family to include “loved ones,” that is, those people who have very close relationships with the dying person and are often best friends. This move from family to loved ones raises difficult legal and clinical questions about decisional authority at the bedside and about how different countries try to bridge the gap between their formal laws and the human reality of permitting a role in decision-making for loved ones who are important to the patient and who should have a role to play at the end of life. For many years, I have proposed that every routine medical history, especially histories taken long before an end-of-life crisis develops, should include one more question as follows: “If you are unable to make decisions for yourself, whom do you trust to make a decision for you?” This simple question would clarify who should serve as the patient’s surrogate decision-maker.

			The second issue raised by Tolstoy relates to “…every unhappy family is unhappy in its own way.” Drawing on my forty-five years of practicing medicine, I can state without equivocating that families of dying patients are always, inevitably unhappy, each in their own way. Families import to the dying process of their loved one a lifetime of experiences and feelings that are intensified during the dying process. It is not surprising that end-of-life care, often negotiated with one or several surrogates, is a complex process in every country around the world.

			Even the goals of surrogate decision-making are not always clear. In the North American context, dominated by the autonomy model, the goal usually is to try to reach a decision that dying patients would make for themselves if they still retained decisional capacity. The basis by which surrogates try to reach such decisions is either advanced directives (written or oral), substituted judgment, or the patient’s best interest. None of these approaches is perfect; each has limitations. In many countries outside of North America, the critical determinant seems not to be autonomy but rather the nebulous concept of the patient’s best interest, which is meant to include not only medical interests but also the patient’s psychological and moral welfare.

			There are problems with relying on surrogates to make decisions, and these problems exist around the world: 1) patients sometimes do not have either family or loved ones to serve as surrogates; 2) conflicts frequently emerge among surrogates about what is best for the patient; 3) conflicts emerge between the surrogate(s) and the health team; and finally, 4) the question arises about whether surrogate decision-makers — family or friend — have the same ethical standing to make life and death decisions as the dying person. Despite the problems that surrogacy raises, there is a feeling, shared in many countries, that the surrogate process works well enough to meet legal, social and clinical requirements. It now appears that, for patients, the most important issue is who makes the decision rather than what a particular decision is.

			In the late 1960s, I had the privilege to work for five years with Dr. Elizabeth Kubler-Ross at the University of Chicago. Kubler-Ross in her great work On Death and Dying (1969), helped launch the field of end-of-life care. Along with Dame Cecily Saunders in England, Kubler-Ross shifted the care of the dying from a practice shrouded in mystery to one that permitted in-depth analysis, study and improvement. This current volume, carefully assembled by its three scholarly editors, builds on the great work of Kubler-Ross and Saunders to broaden the field of end-of-life care to a new international context and to improve the care of dying patients around the world.

			Mark Siegler, M.D.

			Bergman Distinguished Service Professor of Medicine and Surgery

			Director, MacLean Center for Clinical Medical Ethics

			Executive Director, Bucksbaum Institute for Clinical Excellence

			The University of Chicago

			January 2013

		

	

		

			
Loved ones’ role in end of life care: evaluating deontological and utilitarian ethical arguments


			Pierre LE COZ


			Professor of philosophy, Faculty of Medicine, Marseille (EA 3783)


			Former Vice-chair of the Comité Consultatif d’Éthique (French National Consultative Ethics Committee)


			The appropriate role that should be given to family and close friends, or “loved ones” in difficult end-of-life situations raises ethical questions that we can clarify by borrowing concepts from moral philosophy, specifically from the two predominant philosophical frameworks in Bioethics — deontology ant utilitarianism. They underlie our moral reasoning; everyone uses each of them, without necessarily being explicitly aware of it, in arguing for an ethical position. Sometimes we reason in terms of principles (respect for dignity), sometimes in terms of consequences (collective well-being).


			We can formalize these two arguments as follows:


			–	The deontological school emphasizes equal dignity and autonomy for every individual; it balks at reasoning in terms of happiness or well-being on the grounds that these concepts are too subjective to support a public health policy. One can compel respect for values such as dignity or autonomy but certainly not happiness, which depends on chance and on an infinite combination of determinants (e.g., family, social, cultural, and educational). Notions of happiness and well-being are too far beyond the medical approach to base an argument upon them.


			–	Utilitarian theory, on the other hand, assumes that behaviour is ethical when it is inspired by the desire to maximize the collective well-being or, failing that, to reduce suffering by the greatest amount possible for the largest possible number of people. The question to be examined therefore is the impact of medical decisions on the suffering of the group, on easing the torment of the patient’s family and close friends, and the overall quality of life of the group that includes both the patient and his loved ones.


			These two philosophical approaches are two types, in the sociological sense of the word, that is, models of intelligibility that depict the principal characteristics of an object, even though experience never concretizes this ideal schema in every detail. In the pages that follow, we will use on the one hand, deontological reasoning to conduct a critical examination of the concepts of trusted person (the literal translation of the term used in French, personne de confiance, that is roughly equivalent to health care proxies or nominated agents with or without power of attorney in English) and advance directives. On the other hand, we will apply a utilitarian approach to the moral dilemmas raised by the tension between respect for the preferences of a dying patient and the expectations of his family and close friends.


			
I. – Family, close friends and the end of life in the deontological type of argument


			Deontological reasoning is recognized by the tacit primacy given to the moral duty to others over the right of individual pleasure. (1) A deontologist considers that respect for personal dignity must be the cornerstone of reasoning in ethics. We call this type of argument personalistic when it is colored with a dimension of Christian spirituality. (2) Deontological thinkers consider that wanting to construct a way of living together with the individual’s right to pleasure as a starting point leads to a dead end, or worse to the sacrifice of the individual on the altar of collective happiness. (3) To prevent all risk of creeping self-sacrifice, the interest of the family and close friends and of the social body must be unconditionally subordinated to the respect for the patient’s dignity.


			Respect for this dignity is expressed by self-effacement for the sake of the other, (4) respect without making value judgements about the patient’s personal choices. (5) The ethical doctor will not discharge himself from his responsibility towards a patient by making inappropriate demands on the family and friends (“just how far do you want us to go?”). We will pay attention to the risk of transferring responsibility (6) toward the trusted person in a general cultural context marked by the constant temptation to protect oneself from responsibility and obtain reassurance. (7) The trusted person might insidiously become the easy way out, a legal tool used as an alibi or hedge by the physician. This person, established as the agent or decision-maker ends up feeling guilty and overwhelmed by the weight of the contingent decisions he has had to make. If death follows the physician’s consultation of the trusted person, responsibility falls on the latter’s shoulders.


			It follows that the trusted person must maintain a flexible status and should serve, not as the person consulted about decisions, but rather as the liaison, the person who supports and communicates with the group of the patient’s family and friends. Although the label might lead one to think the opposite, this third person is not necessarily worthy of confidence or trust. His medical knowledge is generally limited, and his emotions might be ambivalent. Accordingly, his leeway for initiative is limited to the simple expression of an opinion. Even at the end of life, a person remains a person, not the property of someone else, regardless of how well disposed that person may be toward him.


			Autonomy cannot be delegated. There is no such thing as a proxy for autonomy. Autonomy is always one’s own initiative, an action of self-determination. Accordingly, a family member or close friend can do nothing when the patient refuses care. Even a young adolescent can be considered autonomous; if he refuses care, his loved ones must accept it, even if it is likely to lead to his death. (8) This point of view is becoming predominant at the international level, and it is probably unlikely that we return back to any previous approach. (9) A coercive surgical procedure — any procedure without consent — on a person, even one incapable of consent, is unacceptable if its results are uncertain and when that patient has expressly indicated that he perceived this good as a bad thing for him. (10)


			The family and loved ones should be associated with the caregiving process — and simultaneously kept at an appropriate distance. The goal of the caregivers should be most especially to protect the patient’s dignity, and they should not hesitate, when appropriate, to openly oppose the desires of the patient’s loved ones (request for compassionate euthanasia or, inversely, for futile care). It is probably the doctor who should lead the way with the end-of-life patient. He can show them the attitude to adopt by his words, his measured gestures, the delicate expression of his body (caressing the patient’s forehead, etc.) and the softness of his voice. By responding in advance to the anguish of families who do not know how to relate to their loved one, he indicates how to be with the patient. The doctor sets an example by his own serene attitude: he behaves with this end-of-life patient as he would with anyone else, and shows the families that their fear is unjustified, that the patient is still very much more than what they can see in his weakened body.


			The trusted person is always exposed to the risk of identifying himself with the patient he is supposed to represent. Accordingly, the French legislature rightly chose not to give him too many prerogatives: the law seeks his opinion but does not make his opinion binding. In fact the legislature has attached less importance to this trusted person than to advance directives. (11)


			The designation of a trusted person provides a purely formal solution to a problem that is basically that of our relation to death. (12) Need we point out that the fear of death is a natural and universal feeling attested to by every civilization? Do we still have the right to be afraid of death? We often talk about society’s denial of death. In a vaguely moralizing tone, we deplore our fellow creatures’ reluctance to speak of this final deadline. But are we so sure that at the end of our lives, we too will brave and serene enough when facing the inevitable?


			Let us concede that the end of life is a tragic challenge for all and that the anxiety it induces is natural and inevitable. We must accept denial as an understandable attitude and respect it. This phenomenon is nothing new. Pascal depicted it in the 17th century with the term diversion (divertissement in the original French). (13) Men lose themselves in activity to forget that they are going to die. Freud’s research in psychoanalysis led him to the concept of denial, an idea fairly close to Pascal’s diversion. This process of denial has been interpreted as a tendency to reject outside of ourselves all that can become a source of displeasure. (14)


			We cannot humanize the end of life without accepting the vulnerability of our condition. Insisting that a person face his death head-on is certainly not a way to respect his liberty. It is nonetheless what we do when we ask him to designate a trusted person or draft his advance directives. To enjoin him to look death in the face, to ask him his last wishes, to say if he agrees to donate his organs, and so on? This summons to answer for oneself is paradoxical to the extent that it forces the person, however gently, to be autonomous and responsible. The value of autonomy is compromised when obtained by inducements, still more by the torment of compelling him to imagine himself lying unconscious in an intensive care unit.


			We should accept the wishes of those who do not want to name a trusted person, or write advance directives, or even state whether they agree to donate their organs. Their relation to death is a private, intimate, personal affair. Neutrality is required. Recourse to a trusted person is a right and not an obligation. A person’s dignity and liberty are protected when we recognize his right not to know, not to express himself, to refuse to participate in this rehearsal of his own death. (15)


			Rather than turn towards patients and their loved ones to collect the forms and the signatures, we should improve medical training in palliative care and the coordination of those involved in health care. (16) Before relying on health-care proxies and other advance directives, we should ask ourselves what society requires in terms of medical skills, ethical analysis, and humanist values. We should also develop collegial procedures too coordinate the care with the general practitioner who knows the patient well and the specialists he has consulted and the health care team that met him in the emergency room, or in the intensive care unit.


			The very first goal must be to provide high quality care that is both full of humanity and proportionate, without any unreasonable futile therapy.


			The concept of a trusted person is highly theoretical. The concept seems disconnected from the reality of end of life care: the surrogate is supposed to speak for a patient who is dying, is called in to provide a little supplement of the soul to the medical-technical process in which the patient is already no more than a part in a technical system that leads to the “dispossession of his own death”. (17) Tethered to the last bed of his life, the objectified (18) dying person, often unconscious and unrecognizable, awaits his end amidst the blinking lights and beeping tones of medical machines. We die today surrounded by technical systems without warmth and without beauty. The dying vanish into a technological décor, a machine turned on and off like an electric appliance, no longer anything but a cog in a machine indifferent to our own meaning. (19)


			In summary, the deontological rationale leads us to think that the concept of trusted person or power of attorney can never resolve the problem of end-of-life in a medical context — not only because in many cases — the patient never named such a person and it is now too late to do so. Moreover, if the patient chose someone who is not a family member, the doctor cannot decently ignore the family’s point of view without a power struggle.


			Sometimes one has to give up the last resort intervention, avoid futile care and inappropriate chemotherapy. How can a surrogate make a choice that will help the patient when all too often even the doctor does not know what option is best suited to the context? An informed decision is based on the predictable consequences of an action? But how can a decision be made in a context of uncertainty?


			A stratagem that assigns to the trusted person responsibility for a decision for which the doctor himself recognizes he lacks information, is a curious one indeed.


			Although they are more respectful of individual autonomy, the advance directives in the so-called Leonetti Law of 2005 are also questionable. They carry the potential risk of two separate classes of medical care and thus a denial of equal access to quality care. That is, only those who have completed advance directives can be sure to avoid unreasonable futile therapy. Will a doctor provide different treatment for those who wrote nothing and failed to designate a trusted person, a proxy, from among their loved ones? Will society make them pay for their cowardice by abandoning them to the sad fate of a slow death indefinitely prolonged by the various devices of artificial survival?


			
II. – Family and close friend and the end-of-life in the utilitarian or consequentialist type of argument


			The deontological framework allowed us to approach critically the doctrine of the trusted person or health care proxy and point out the inherent risks that will relieve doctors of their responsibilities. Nonetheless, the family and close friends’ role is not limited to serve only as potential surrogates or decision-makers. They are also sensitive human beings, subject to emotional upsets. Their mental burden is worth integration into the medical decision. The utilitarian model is relevant here because it approaches humans through a prism of sensitivity and places them back into the fabric of inter subjective relations. Utilitarian philosophy is integrative: it does not separate the individual’s well-being from that of the group, the family’s from the patient’s. It applies a holistic perspective (from the Greek holos, which means whole or entire). The patient must not be understood from an individualist perspective, separate from the family matrix from which he draws his own essence. The patient is not an isolated entity. Any decision likely to cause distress to his loved ones should be made in cooperation with them. Palliative care is in line with this interactive and comprehensive family and patient centered approach, which is intended to maximize the quality of life of both the patient and his loved ones: “Palliative care seeks to improve the quality of life of patients and their families as they face the consequences of a potentially fatal disease, by preventing and relieving distress that is identified early and precisely assessed, as well as by treating pain and the other physical, psychological and spiritual problems linked to it.” (20)


			From a utilitarian point of view, an action is ethical when it will contribute to the happiness of the largest number possible of people. (21) Expressed from a negative point of view, a care procedure is ethically valid when it clearly results in “reducing the quantity of pain in the world.” (22) We approve the behaviour of caregivers who contribute to increasing the happiness of the group, or more likely in these cases, reducing the total amount of pain, both from the point of view of quality (intensity of suffering) and quantity (for the greatest number of people, the patient, his family and his close friends): “According to the principle of the greatest happiness, the ultimate end of activity is an existence as free as possible from pain, as rich as possible in enjoyment, envisioned from the twofold point of view of quantity and quality.” (23)


			The moral dilemma posed by a newborn in respiratory distress whom we know will have serious neurological sequela provides a typical illustration of this kind of argument. The utilitarian philosopher Peter Singer approves of the idea of neonatal euthanasia based on the mental suffering that the baby’s survival will cause his family (parents, siblings, and others). The suffering of the parents (and of family and close friends, more generally) is present, tangible, and real. It can be felt, recognized, and anticipated by them, which is certainly not the case for the newborn. We can see that in reasoning, the justification for euthanasia of the newborn can only be imagined if his status as a person is denied from the start. (24) Singer attributes to the mentally handicapped newborn the same ontological status as he does to a fetus. The newborn is only in the process of becoming a human being, a human on the road to completion, and it is for this reason that his consent to his own demise is no more required than that of the fetus during a medically-indicated termination of pregnancy. The newborn might be considered an extra-uterine being, a fetus breathing free air. The utilitarian prefers to withdraw from the newborn his status as a person in his own right to enable steps to be taken in order to withdraw care according to the parent’s wishes.


			In its opinion n° 65, the French National Consultative Ethics Committee weighted the utilitarian reasoning by a reminder of the newborn’s dignity. (25) Assessing the quality of a life is not a judgment of the child’s intrinsic value, and he must always be considered a person in his own right and accordingly of the same absolute value of his fellow creatures. The decision to end the newborn’s life thus maintains a utilitarian foundation. Even in a Christian deontological perspective, a decision to euthanize a newborn must be based on an evaluation of his “future capacity for health, development and well-being”, his “capacity to have relationships” and on “the human cost for him and his family.” (26)


			In the utilitarian argumentation, family and close friends are involved as people who suffer from being present and helpless as their loved one endures pain. The suffering of family and close friends is considered at the same level as that of the patient. The question of the patient’s desire to live cannot be considered separately from the will of his family and close friends. From this perspective, parents who feel that they have suffered from their child’s unnecessary distress can seek sanctions against medical professionals for violation of their duty to protect the child from futile, disproportionate, and absurd suffering. The sentencing of a hospital in southern France for “unreasonable obstinacy” in November 2009 is a sign of the increasing importance of the utilitarian criterion on the overall quality of life (for the patient and family) in our moral reasoning. (27) The desperate request of the parents of a severely disabled newborn deserves to be taken seriously. They are the ones who will have to raise the child and share his life. The nervous exhaustion of family and loved ones and their wishes regarding the patient’s future life has to be taken into account for any decision. Once again, what they experience is no less important than what the isolated individual goes through. It is necessary to think globally and act globally, to grasp the situation from a holistic angle. Sometimes, the suffering of the group might become the priority, by virtue of the criterion of the quantity of people affected; in accordance with the utilitarian credo (avoid pain for the largest possible number of people). For example, when a man is gravely ill and expresses the desire to die at home, if his loved ones show reluctance because the idea of having to live with a person confined to bed makes them extremely anxious, utilitarian reasoning gives priority to the family’s well-being. More happiness for one cannot result in more distress for the other. Nor will imposing the patient’s presence in the home contribute at all to his own happiness.


			Following the same argument, if a man wants to be incinerated and his family prefers a coffin under a tombstone that they can come to visit after his death or if they find the ritual of incineration unbearable, the happiness of the group prevails over that of the isolated individual. The death of a man is the death of a relationship. Death is an ordeal for those who remain, while the dead person does not know he died. There is no valid reason to favour the happiness of a single member of the group, especially if his satisfaction costs substantial additional distress to the others. By a sort of post-mortem narcissism, the individual has given far more consideration to what happens to his remains than to how those who have to survive after his death feel. He gives more importance to his closed eyes than to the open eyes of those who attend his funeral. Nonetheless, only the survivors see what happens to the dead body. Should they not be the ones who choose how the deceased’s body should disappear (burial or ashes)?


			But can the privilege thus accorded to the group go so far as to overcome requirements of professional confidentiality? In its first opinion issued in September 2008, the cancer ethics committee chaired by Axel Kahn (28) considered a case that demonstrated the different approaches of the deontological and utilitarian frameworks. A man did not want to tell his wife the nature and prognosis of his disease. Nonetheless, this woman in her 40s had not worked for several years and would be responsible for three children. She needed to know if she should go back to a full-time job. In a utilitarian model, the decision should benefit the group. The family’s quality of life must be protected. In an egalitarian model, we do not have to treat a sick man differently than we would treat a man in good health. We must not be allowed to treat him differently than we would a man with all his capacity. What is important is to treat each person as endowed with dignity, that is, as a subject with an absolute value. We cannot make the collective good overcome the person’s free choice. The deontologist does not reason in terms of consequences but of principles. The principle is that each individual has a value equal to that of everyone else, even if caring for that individual is costly in terms of family time and energy, and in economic terms to society. Each human is worth another. Quality of life should be considered as a subjective concept that varies from one individual to another and even within the same individual over time. The information thus goes in priority to the patient, who alone can decide about its diffusion.


			Conclusion


			The deontological system of argumentation is recognized by its way of never compromising on values such as the duty to respect personal dignity, the protection of the patient’s individual liberty, private life, modesty and privacy. The sick person is raised to the status of a person in such absolute terms than those around him are of less, if not secondary importance. The importance of what the trusted person has to say as the patient’s spokesperson is thus diminished.


			The utilitarian model grants priority to the well-being and quality of life of the entire group, of which the patient is only one part. Hence the utilitarian integrates the family environment and the opinion and suffering of the patient’s loved ones into the end-of-life care and decision-making. The utilitarian’s perspective is more resolutely holistic than that of the deontologist.


			We can be deontological on some points and utilitarian on others. We can protect the patient when the values of autonomy and dignity are at stake, but give priority to the group if the distress caused by strict respect for the individual’s will is too trying. Nonetheless, we do not always have to choose between one or the other of these arguments. Some medical practices are condemned by both ethical systems, such as unreasonable obstinacy of care which can be disapproved in the name of the respect for the human personal dignity (deontological) or in the light of its outcomes in terms of pain and suffering (utilitarian).


			In our ethical reasoning, prudence consists in starting from the deontological ideal, even if it later requires dealing with the natural necessities (aversion for suffering) emphasized by utilitarian viewpoint. A decision is ethically justified when it meets the regulatory norms of both these repertoires of justification: respect for human dignity and an increase in collective happiness. Rather than opposing these two frameworks, it seems to us to be more sensible to weigh them against each other to reach an acceptable compromise.
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			The individual experience of death is the figure of the broad social experience which gives both meaning and value to the final stages of human life; in the same way as it ensures that the deceased earns a status within the society, not to say in the hereafter. Speaking about death involves dealing with its human significance, namely the social, cultural and especially religious definition as individually endorsed by everyone, according to their individual background. Our societies no longer tell us how to die, what meaning and what values are involved, either for the one who dies or those who accompany him. Since the decline of major religions, societies have been silent on the fate of the deceased; they do not tell us much nor do they help us through the adversity of loss. Death is still in many societies socially and culturally integrated as a time of transition, just like birth; though it causes pain to the living, it is by no means a source of terror during life. Death of a close relative brings a collective response, which helps to ease the expression of grief. (1) In 1908, R. Hertz noted the continued existence of different funerary customs throughout the French countryside. (2)


			Nowadays, individuals have to face their own death or their relatives’ death by themselves. Until a few decades ago, rituals still marked the event and allowed people to retreat progressively from life and grieve for one’s own pending death, or for that of a loved one. Although dread was not absent, death was still experienced as part of society, inside a network of symbols; reflected through the support received from relatives at the end of one’s life. “Never in human history, have the dying been banished behind the scenes, concealed from the living’s view, in such a sanitized way, says N. Elias, never before have corpses been dispatched from the funeral home to the grave in such an odorless way, nor with such technical perfection.” (3) Though we should avoid generalizations, the funeral ceremony nowadays tends to be mere procedures and formal practices. In our present societies, people are facing their own or another’s death by themselves, left up to their own initiative. Paradoxically, this is both an advantage and a source of dismay. In the absence of a collective response to deal with death, new individual strategies need to be invented. The cultural vacuum surrounding death makes room for invention, for the sacred, for respect and love, as much as for silence, complete sorrow, rejection and guilt experienced by relatives and the surrounding healthcare team. The best may come with the worst.


			Often nowadays, death is neither part of the private nor the public sphere, but it is a no man’s land; unless one dies at home or requests family company in a hospital ward. In France, for seven out of ten people, death is a matter for specialists, doctors, members of religious orders, psychologists, psychiatrists, or thanatologists, all indifferent to the uniqueness of the case at hand. Relatives are remotely concerned. “Our entire culture, says Jean Baudrillard, is a huge effort to dissociate life and death […] No other culture involves this distinctive contrast between life and death in favor of life as positive: life as accumulation, death as final.” (4) No unanimous meaning can be discerned so as to provide a reference point in life, or to allow each of us to imagine our own, or a loved one’s death. More than ever is the symbolic efficiency of rituals dependent on an individual’s own resources.


			According to Max Horkheimer, (5) Hamlet’s horror facing his death reflects the experience of the first modern man, absorbed by himself. Over time, that fear has extended to all societies. Death has become the boundary of human condition. Death and dying have been turned into such excessively technical processes that they no longer belong to the symbolic order but are subject to a deep denial, set apart in the “no-man’s land, such as in modern cities, large urban centers where nothing has been provided for the dead either in the physical space or in the mindsets”, according to Jean Baudrillard. “Nowadays, it is not normal to die and this is new. Being dead is now an inconceivable perversion, and all others totally innocuous in comparison. Death is abnormal, an incurable deviance.” (6) It is no longer collectively perceived as part of human destiny, but viewed as an unexpected accident, an external violence. We now no longer die naturally, but we die of something; the thing which medical science should have cured or the State should have anticipated. The significance of death nowadays escapes the collective consciousness, and becomes a personal issue, the same way everyone is now expected to provide meaning to one’s own existence.


			Ritualization and the company of loved ones calm fear by providing guidelines and by recognizing the individual as his own subject. Ritualization creates a meaningful path. Although it turns death into a dreaded event it, it also provides it with a status which mitigates its hardness by making it acceptable to us.


			Death becomes a matter of subjective perception, difficult to grasp; a private event and no one else’s business. We each draw our own intuition and design our own defense strategies when we are grieving or reflecting on our own death. The socialization of death takes on a personal direction. The individualization of social relationships leads to the individualization of meaning, placing the actors in unequal positions as they relate to their own or to others’ finiteness. The fragmentation of meaning for each individual is the common condition. But the persistent need for community and for the presence of others, leads to a high degree of self-control and reflexivity. Therefore, the lack of a symbolization of death affects the way one relates to society in everyday life. A whole part of reality is obscured, turning death into an elusive and intangible threat. No common and coherent ritual boundary is likely to mark or regulate the mutual relationships between life and death.


			The long endured struggle to reach out to the seriously ill or the dying has never consisted in imposing an unwelcome intruder by their side when they did not request it. The need to end their solitude and offer them, in addition to medical care, full humanity in their struggle against adversity comes together with their absolute right to solitude or full privacy if so they wish. Being with the ill or the dying, providing assistance to victims, bringing psychological support to those in the midst of personal trial are moral requirements and rights to be granted, but they can by no means be imposed, at the risk of turning them into subtle symbolic violence. Admittedly, solitude cannot be forced upon those who request presence at their side or moral support when they are overwhelmed by the crushing weight of events and find no inner resources to help them cope with them and dispel anxiety.


			I recall in this regard, the outstanding statement by Mano Solo, a French artist, on a television set (Le Cercle de Minuit (7)) addressing Marie de Hennezelle, (8) blaming her for what he thought was her attraction to death and the dying. He emphatically affirmed his wish that she leave him in peace on his dying day. Certainly Marie Hennezelle has never claimed the need to hold the hands of all the dying. Nor was Mano Solo sure that he would not need a friend’s hand to hold. While in pain, it is important to meet another person who we feel cares for us without identifying herself to us. We need someone who remains the other, and is not a mere narcissistic mirror. The recognition of one’s self and of one’s complaint that we seek is vital; no need for comforting words or clichés; nor for a professionally technical but distant attitude with no genuine concern for the suffering experienced. Unfortunately, family members vested with legal authority are not always the most legitimate persons e at the patient’s bedside at the end of life.


			Having someone at one’s side at times of personal hardship can be an unbearable presence even if motivated with the best intentions. We may even want others to be quiet and only to be present. In accompanying the seriously ill or the dying, the importance of words tends to be conflated. Student nurses especially, (most medical students and doctors avoid such situations like the plague) full of good will, admit their fear “of not knowing what to say” to the other who suffers as if such situations require the need for words; as if it were necessary to kindly keep the other’s mind busy, to distract the patient with words likely to alleviate distress even for a short while. In the presence of insistent words and unconcern with whether they are welcomed by the one to whom they are addressed, it is worth recalling the value of unspoken words or even of silence when it is combined with a high quality presence.


			Even with the best possible intention, psychology-motivated discourses, or comforting words, can all be perceived as too technical and indifferent to the distinctiveness of the suffering subject whom they address. If it does not rest upon a genuine understanding between two people, it may easily be experienced as an assault, or alternatively, as boredom. One is expected to talk or to listen when he prefers in fact to be left alone or with someone else. In accepting such company, the patient may feel helpless or exposed in front of someone who does not really care, and who did not listen to what the patient wanted. A mythical belief worth denouncing consists in believing that a personal problem gets partly resolved as soon as it is shared with someone else. Things are a lot more complex. It may be that a person regrets having confided in someone which increases their pain. Besides, not everyone feels the urge to speak about one’s private tragedy.


			The term “companion” or person who accompanies the patient (in French, “accompagnant”) refers to anyone emotionally involved (friend, partner, spouse, volunteer, healthcaregiver, etc.) who stays at the bedside of someone who is suffering, whether threatened by serious illness, actually seriously ill, or nearing death. The companion is a fellow traveler who walks part of the way with the one in pain, but he is not the guide. He is in a way the mirror in which the suffering indiviudal grasps the remaining resources he has within himself. It is someone who stands back, often accepting the humility of a role that lets the other find meaning to still enjoy life. Their prevailing quality does not necessarily involve any professional expertise or discipline, but rather humanity. It is a true way of being, so much more useful than knowledge or know-how. It is the quality of the time spent together which is decisive. As experience shows, the companion gives meaning to the patient’s life, as much as to his own. Depending on the intensity of the shared moments, and their resonance with their relationships with others, they benefit from its formative and often initiatory character. The quiet, but nevertheless warm and emotional presence of the companion sets the pace for the patient’s personal involvement. The patient does not have to say anything, but he knows that if he does, he will be listened to. The same goes for his companion.


			It is essential to first raise the question of the autonomy of sick or dying patients regarding decisions concerning them to the extent of their capacity within the limits permitted by the doctor and which can vary according the situation. The individual remains sovereign to legitimize medical decisions, and beyond that, in issues such as organ donation. Relatives, especially those who will have been invested with authority and affection, act as main mediators with the doctors or hospital teams. These relatives are family members, spouses, children, parents, or partners or any other relative whose exact status in relation to the patient does not need to be known by the medical team as long as they have the patient’s consent. During the last hours of life, it is essential that relatives, be there, those who are emotionally important. The person dies with a kind of recognition of what was given and what was received by each of them. In the hours preceding death, and until the fateful moment, death is still absent and unforeseeable. The dying patient remains a full partner to consider if he is still aware and as life goes on: with the intensity of the reunion with some relatives or the pain of the absence of others. And these emotionally intense moments are as essential for those who remain, because they become a living memory.


			It is however impossible to impose the presence of a relative on the dying person if he does not want it, irrespective ofthe relative’s legal status or what the patient’s situation is if no agreement between the parties is likely. In the life of a dying person, a wound may remain unhealed, forever fixed in the unforgiveable and no one is in any position to judge: lack of love, abandonment, incest, sexual abuse, ill-treatment, betrayal, etc. We all know how intra-family hatred may be deep-rooted. Indeed, we should be aware of its ferocity. Likewise, we should be careful of parents’ ambivalence towards their children as illustrated by Laius in his desire to kill Oedipus, or for the children, what Freud calls the Oedipus complex, that is to say, the wish to start again, for example, in the son’s desire for his mother. For some, forgiveness or reconciliation is essential before one’s death. But there may be children or parents or relatives who resist a late repentance or who feel indifferent to the situation. The end of life thrusts the medical team into family secrets and the law is often ill-suited in this regard as it will not help resolve tensions although it provides a useful framework to deal with them.


			A relative’s end of life is to any family, sometimes a frightening test of truth likely to reveal indifference or tensions that no one had previously suspected. Conversely, it may also reveal unexpected loyalties, solidarity and closeness. Conflicts which sometimes emerge around the need for medical treatment or its withdrawal cannot be easily resolved for example in the event of disagreement between the children or between the spouse and the patient who is not able to make any decision. Questioning the hierarchy of relatives’ presence or authority at the patient’s bedside is at the heart of people’s emotional ambivalence. Trust and love for example are not systematically tied to the fact of being amother, ar father, or a child. Love does not naturally stem from kinship but from mutual choice. In the eyes of the dying person, the only legitimate hierarchy is the one dictated by his feelings and may even be in conflict with the law. A partner without any legal status is sometimes the closest loved one and recognized as such by the patient himself. As stated by B. Feuillet-Liger (9) during the workshop discussion, bio-medical law enlarges the definition of family by including “the so called trusted ones”. The legal institution of the family extends therefore to those who matter to the patient, as defined by their love even if their status remain unclear.


			Yet, in the absence of a dead patient’s clear wish concerning the medical use of his remains in the case of organ removal for example, the accepted practice has consisted in consulting the closest relatives even if they had not been the ones most closely involved with the deceased (10).
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			Analyzing the role of those close to someone at the end of life often leads to spending time on the category everyone considers problematic — defining the end of life. Less effort is generally devoted to what is called the “proches” in French or those close to the patient, as if, unlike end of life, the concept was obvious. (1) Here we rely on findings from a qualitative study of the relationships between patients and their loved ones to distinguish two primary meanings of this term in the context of the end of life: loved ones in the general sense of the term, and in the specific and particular sense of people providing personal support to the dying person.


			
I. – The healthcare agent or trusted person: A real but ambiguous recognition of the role of loved ones


			At the crossroads of progress in patients’ rights generally speaking and with the development of palliative care in particular, the medical establishment in France has shown, in recent decades, an increasing consideration for the people around the patient, who are received and treated better in healthcare facilities than they once were (and than some still are in some units). This new attention paid to the role of these loved ones is particularly clear in the context of the end of life, and especially in palliative care units where a full range of measures facilitate their presence. These include — but are not limited to — permission to stay 24 hours a day, have a spare bed so that someone can sleep near the patient, continuous information from doctors about the patient’s course of treatment and any changes, psychological and moral assistance from some staff members (not only psychologists; nurses, who are often very attentive and humane, have a major role in this support), and finally the thoughtfulness of an entire ward concerned by not hurting the families by rushing to clean up after the death, and demonstrating respect for both the body of the deceased and the needs of the loved ones in these significant moments. Although there are quite obviously counter-examples, negative experiences, misunderstandings, and conflicts, they are accepted or trivialized increasingly less often. Over the past 20 years, driven in large part by organizations and associations for the support of people and families with AIDS, cancer, Alzheimer disease, and numerous other serious illnesses, something has well and truly changed in the medical establishment’s attitude toward family and close friends: yesterday they were seen as more or less tolerated strangers to medical care that focused on the doctor/patient relationship while today they are considered as essential in the therapeutic relationship.


			Legally, this evolution has been expressed by the fact that support for the family and friends of a person receiving palliative care is explicitly mentioned in the Public Health Code (article L. 1110-10):


			Palliative care […] aims to relieve pain, ease mental distress, preserve the patient’s personal dignity, and assist those around him.


			But the most important innovation is the institutionalization by article L. 1111-6 of the same code of the status of what is called the healthcare agent or proxy in English-speaking countries, translated literally from French as the trusted person (personne de confiance): (2)


			Any adult can designate a trusted person, who can be a relative, a proche, or the general practitioner, and who will be consulted if he is not in a condition to express his wishes or to receive the information needed for this purpose. This designation is made in writing. It is revocable at any time. If the patient so chooses, the trusted person shall accompany him to the various procedures and be present at doctors’ appointments to help him make decisions.


			Every patient hospitalized in a healthcare facility shall be offered the opportunity to designate a trusted person in the conditions listed in the preceding paragraph. This designation is valid for the duration of the hospitalization, unless the patient provides otherwise.


			The provisions of this article do not apply when a guardianship order is in force. However, the guardianship judge can, in this hypothesis, either confirm the appointment of a trusted person previously designated, or revoke that designation.


			It is not certain that this last provision is sufficient to really clarify and reinforce the role of family and close friends in a patient’s end of life, which takes place in increasingly medicalized settings. If we take this notion a little further, however, it rapidly becomes clear that the concept of trusted person or indeed healthcare agent or proxy is not without ambiguity:


			–	On the one hand, it testifies to the supreme value of personal autonomy and respect for personal relationships. It is among his family and close friends that the patient can choose freely the person or people who can not only help him but also present themselves legitimately as his agent when he can no longer express his wishes himself. In this sense, the healthcare agent is an indirect witness to the fundamental dignity accorded to the end-of-life patient: although he no longer is able to act for himself, he must be considered until the end as the incarnation of the supreme ideal of our society, which links the two great democratic values of freedom and equality: the ideal of autonomy. The prominent role assigned to the healthcare agent is also evidence that our societies consider relationships to family and close friends to be especially important, probably even the most important in the individual’s life. The possibility of designating the patient’s general practitioner can be useful in cases where the patient does not have a circle of family and friends or is in conflict with them. In these cases, the general practitioner’s role and the trust created over the years can make him a true close friend.


			–	But on the other hand, we might wonder if this role of representation of the patient’s word does not value autonomy and will by promoting the image of an individual in some way artificially self-contained, even autarchic, to the detriment of something else: personal relationships and the bonds that link individuals to one another. Even embellished with the best ethical and democratic intentions, the conception of the healthcare agent’s role has the paradoxical effect of minimizing the family and close friends, even erasing them as protagonists at the end of life. They are considered as a set of individuals who had developed relationships with the patient well before the disease (his family, friends, etc.), and not as a set of people concretely grouped here and now with the specific aim of supporting the dying person, and as such, having wishes, needs, and specific problems. For the 2002 statute, these loved ones — although admitted increasingly well in healthcare facilities — are not as such the medical staff’s real “interlocutors”, engaged in something that concerns them directly and entitled to speak on the subject in their own name.


			In other words, in deciding that the healthcare agent has authority to speak only as the patient’s authorized agent, the legislature has created a paradoxical effect on the collective representations of the end of life: the loved ones, who were highly valued in the context of disease as informal caregivers and as such made many decisions and whose major role was praised by all, find themselves inversely somewhat devalued in the specific context of the medicalized end of life, because the care that they are capable of giving now moves to the background compared to that dispensed by the professionals. Everything, however, is subordinated to one question and one only: that of the decisions to be made in view of the risk of futile care that is, treatment that is unnecessarily aggressive or uselessly life-prolonging. As we know, very opposite positions clash in France in this domain and in particular on the question of euthanasia — which was categorically refused in Law n° 2002-303 of 4 March 2002, a refusal reiterated in 2005 by the so-called Léonetti Law (Law n° 2005-370 of 22 April 2005). (3)


			This controversial issue of euthanasia makes it seem as though the devotion of family and close friends no longer gives them any real legitimacy to make decisions — or even makes them potential obstacles to good management of the end of life. One only needs to look at the many practical texts drafted for caregivers in palliative care, accessible on the internet by searching for the expression end of life. While expressing respect and empathy for the loved ones, these texts speak of them principally to mention two major risks: first, the risk of intra-family conflicts when caregivers face divisions they cannot handle, caused by the rivalries inherent in a group whose emotions are particularly intense; and second, the risk of morbid impatience when fatigue, anguish, and fear push these loved ones to want it to be over and done with, thereby favoring their own emotions over the patient’s wishes. This dual risk is supposedly so omnipresent that these loved ones are often considered to require protection from themselves in the context of the patient’s end of life.


			To summarize this rather paradoxical situation, the society capable of inventing a status of a volunteer caregiver in palliative care to define the place, the role, the tasks and the training of people from the volunteer community appears unable to recognize loved ones in their role as providing personal support to the patient as the dying process begins. It also appears very difficult to accept that the nature of these two roles is very different. This necessarily causes muted tension in palliative care units, which are simultaneously the place where the relationships with loved ones are generally most valued, but also where the concrete experience of such relationships through their active role as partners at the end of life remains widely ignored.


			To clarify this problem, without claiming to evaluate the legal issues but seeking simply to designate clearly a social and cultural question that requires to understand what is going on at the end of life, I will present a survey conducted several years ago on the concept of loved ones in the context of fatal disease. Although this survey did not deal only with the end of life, it helped me understand that this occurs often at the end of a complex journey, that one of the stakes of this journey is to make disease and death not only an individual matter, but also a collective one, a matter of personal relationships. The loved ones’ task of assisting the dying, which gives an eminently relational dimension to our common condition of mortality, is as old as society. It has not disappeared just because what used to happen in domestic settings, when people died at home, surrounded by their family and friends, now occurs most often in hospital. Despite the best of ethical intentions, a certain individualism of representations of the end of life, combined with medical paternalism sometimes quite authoritarian tends to misjudge this dimension.


			
II. – The notion of loved ones at the crossroad of social change and experience of disease


			In 1994-1996, I first became aware of the complexity of the concept of proche during my work as a sociologist working on family and private life. The context was precisely that of serious disease, for this was a study conducted for the national agency for AIDS research (ANRS), entitled: Silence, secrets and trust in the relationships between HIV-infected people and their “loved ones”. (4) At the beginning, I had chosen this word proche (loved one) without fully comprehending all that we (5) had to unfold to understand its meaning. This survey was conducted in two hospitals in the Paris region, on a sample of 150 people diagnosed with HIV infection (75 men and 75 women), whom we interviewed in a detailed semi-directive way about their relations with those around them since the diagnosis of their HIV status. This study took place just before the advent of highly active antiretroviral therapy (HAART), at a time when AIDS was, according to Susan Sontag’s expression, “the metaphor of death” (6) and when patients told us that it was that — much more than the modes of transmission or the fear of contamination — that so terribly stigmatized this disease.


			Being thus stigmatized with full force at the moment when the bad news was broken to you when the test result transformed you abruptly into a sort of soon to be dead person, then to learn little by little how to refuse this form of unbearable relegation outside of the common condition of death and to fight to become again a mortal like everyone else and nonetheless to prepare oneself for the fatal deadline step by step as the disease advanced — this was the uncommonly intense experience that our subjects had to tell us. To listen to what they had to say, to try to understand how they managed against all odds to situate themselves as players in an extremely limited context, or inversely how they found themselves caught up in social and psychological spirals that seriously threatened their autonomy, taught us a great deal. Not only did we learn a great deal about people with HIV infection and AIDS, but even beyond HIV, this study enabled us to see how patients with a disease considered fatal developed complex strategies to cope with their fate, in succeeding in following the narrow path between the opposite and always threatening pitfalls of morbid fatalism and denial of death, principally through the way they constructed the temporal nature of their disease with the support of those around them, in distinguishing different moments of their life journey.


			Among the numerous lessons of this study, one of the most general was that we cannot understand why a gravely ill patient chooses to talk or to keep quiet, wants to make his disease public or keep it secret, or why he decided to talk to this or that person, rather than this other and to do so at this moment rather than at another, by looking for explanations based solely on the patient’s own characteristics: courage, fear, psychological disposition, social problems, material resources, anxieties, values etc. All that is essential, but only takes on its true meaning once we agree that the major issue in confiding in someone about a fatal disease, is not only saying something to someone (in the sense of announcing, informing or even confiding in) but expecting something from someone, in other words, provoking a response by the person to whom one is talking. This expectation of a response is an expectation of solidarity, support, aid, and sharing. Nothing is worse, our subjects told us, than when you have announced that you are HIV-positive to someone and he says nothing, and then he does not talk to you about it anymore, as if he were stunned and unable either to catch the ball you threw him or to toss it back and thus concretely unable to become someone who can provide personal support. So much did AIDS in those early years set apart its victims, seen as the soon to be dead, that they had to confront an almost inhuman situation from the start. They had to start confiding to build networks little by little and then make them function: very solid networks of people, able to support them actively in their construction of the temporal nature of the disease, without confusing the different stages. The first stage was a merciless fight against the disease for as long as hope could prevail; the next came only when the disease demanded it in the process of taming the risk — and then the probability — of death, and then, finally in the tragic moments of coping with its imminence.


			In listening to the descriptions of these journeys, we were led to distinguish two meanings for the word proche (loved one): proche in the general sense of the word, independently of what is happening during the disease, and proche in the sense of confidant, provider of personal support against the disease. All of the proches in the general sense do not become proches in the sense of giving personal support. Grasping the complex reasons for this distinction is an essential prerequisite for understanding what is important for the bonds between the dying person and those of his loved ones who do give him personal support in the end of life.


			
A. – The concept of “proches”: general meaning


			Not long ago, in hospital settings, the word proche was used most often as a synonym for friends or acquaintances: it designated everyone who was not a member of the family. The law uses the term in this sense, as evidenced in article L. 1111-6 of the Public Health Code, cited above, which mentions family separately from the proches (“la famille et les proches”). This usage still exists today in everyday language, but it has become much rarer. (7) That is, today the word proche is used increasingly often as a global term that encompasses both family and close friends. Sometimes, it is used as a sort of vague synonym for the word family, especially for families including people whose status is still somewhat socially uncertain (for example, stepparents, stepchildren, stepgrandparents, etc. in recomposed families). More frequently, it is used to designate the entire group of family and friends. Doctors use diverse expressions alternately: sometimes they say family and mean everyone including friends; inversely, sometimes they say loved ones and mean everyone, including the family. This vagueness and this indecision are interesting, and their sociological importance becomes clear when we return to the context of AIDS: if we hesitate and go back and forth between different uses of words, it is because boundaries that previously seemed very well established are blurred — including the distinction between kinship and friendship.


			The great lawyer Domat, (8) writing in the 17th century about the foundations of modern civil law, considered these two concepts so clearly distinguished that they symbolized two opposing relationships in law.


			–	My relatives or kin are all those who are united with me by a legal relationship, a relationship made up of enforceable rights and duties that constitute the social definition of our relationship, even if we fail to recognize its importance, and even if we sometimes ignore the details. I cannot decide unilaterally to throw out these rights that I did not choose, that are imposed on me, as are all the relationships uniting me with relatives I did not choose. For Domat, the bonds of kinship are primordial, the only bonds imposed by nature; he names them “the first kind of obligation” (to distinguish them from other social relationships, such as business relations). Finally, like most social relationships, kinship bonds are generally asymmetric: Domat underlines that what a son owes his father is not the same thing that the father owes the son, that what a husband owes a wife is not the same thing that the wife owes to the husband. (Later on, Emile Durkheim noted the importance of diversity and asymmetry in social life and puts a quotation from Aristote as an epigraph to The Division of Work in Society: “Again, a state is not made up only of so many men, but of different kinds of men; for similars do not constitute a state. It is not like a summachia”).


			–	My friends, on the other hand, are those whom I have chosen and who have chosen me. Domat extends and reinforces this elective character, in the idea that the bond of friendship is an excellent example of a relationship that, even though its importance is recognized in all societies, is not and never will be a legal relationship. Friendship by definition escapes the legal arena and the lawyers’ world. Between each other, friends have only the obligations that they choose to assume. Friends remain friends only as long as both so wish. A friendship that ends cannot be captured again in the nets of the law. Friendship, finally, is generally symmetric and brings together those who resemble each other, for example, in age, more than they complement each other (as in kinship relations), even though rare cases exist of dissymmetric friendships, such as those between two people of very different ages.


			For a long time, this social opposition between kinship and friendship, theorized by Domat, led hospitals to very clearly privilege patients’ families, who had duties and rights, while they treated friends as essentially unimportant, symbols of the non legal world. This asymmetry is sometimes still observed, as when a doctor finds it hard to understand that the presence or opinion of a friend is more important than that of a relative, but it has been mitigated. A wide range of socio-historical details may be involved here, beginning with the more elective nature of the family itself, insofar as in the eyes of our contemporaries a real relative is not defined only by legal status but also and especially by the concrete bonds shared with him. In this sense, the concept of family has been substantially reduced by the separation of the close or nuclear family (considered by many of our contemporaries to be our true family) and the distant family, those distant uncles, aunts and cousins whom we encounter only from time to time, whom we barely know, and towards whom we generally feel no obligation.


			In conclusion, the concept of proche preferred today, in the general sense referred to above, is the inclusive meaning encompassing both family and close friends, in the healthcare setting as well as in society in general, precisely because it is flexible and pragmatic; it does not predict in advance who does or does not have a right to the label. It indicates that the major criterion used by our society today to decide about the importance of a personal relationship is not their status, as such, but the concrete interpersonal relationship, whether between two people whom the law unites by statute (parents and children, spouses, grandparents and grandchildren etc.), or between two people whose relationship is ignored by the law (lovers, cohabitants or companions with no civil solidarity pact, many sorts of ex, proches, friends, etc.).


			
B. – The concept of proche in the particular sense of persons providing personal support


			Not all family members and friends in the general sense are informed when the person has a serious disease. The reasons that a patient might tell (or not tell) a particular family member or friend what is happening vary greatly with the disease and its stage. But by definition a person who is not informed, even though he or she is very close to someone in the general sense of the term (according to kinship criteria, for example) cannot act as a proche in the sense of providing the moral and material support that the patient may need, especially in the case of a serious disease. In the survey we conducted, the 150 HIV-infected people we questioned were at different disease stages, some completely asymptomatic, others with AIDS that was sometimes very disabling, even almost at the end-of-life. Although, very logically, the degree of information to the patient’s circle increases as the disease advances, this is not an absolute rule: some asymptomatic people had already informed all their family and close friends, while some end-of-life patients had said nothing to anyone. Overall, bearing in mind that, as seen above, confiding this information is in reality a means for the patient to create a personal support network chosen from among family and close friends, we were able to distinguish five main situations:


			–	At the two extremes, we found two very serious and relatively unusual situations: one concerned those people who remained locked into absolute secrecy; the other, more unexpectedly, comprised those who told everyone, above and beyond their family and close friends. Both these situations indicated that these patients found it impossible to work on reclaiming their identity after the shock of the diagnosis left them so terrified by the stigmatization of AIDS (metaphor of death) during that time that they no longer knew who they were. Note that in both these extreme cases, the situation developed from the start. The people who kept the secret (sometimes for almost 10 years) stayed in their initial stunned state, unable to escape; those who talked to everyone, everywhere, to many others beyond their family and close friends (at the local café, for example) demonstrated that for complex reasons, they no longer expected anything from communication; this is thus another form of despair.


			Between these two extremes were three types of situations that testified to the patient’s work on reclaiming his or her identity:


			–	A situation where all family and close friends are informed, while maintaining a private/public distinction (that is, not telling everyone everywhere, which is, as stated above, a symptom of crisis). It is frequent among those who have known of their infection for several years, who have overcome the initial identity crisis, and who have arrived, over time, at this situation, where all their family and close friends know and are therefore available to help them.


			–	Others are less advanced in this process, some of their family and friends know, others do not. Only those who knew at the moment of this survey were able to provide personal support at that time. We cannot know if all the family and friends would know later, or if instead, the last scenario would be played out.


			–	This last case is one where all family and friends know except for several specific exceptions. Some people will remain uninformed until the end. These people from whom information about the disease are hidden are situated in a specific place where the patient tries not to talk to them about it until the bitter end. Most often, particular others are excluded for individual or specific reasons.


			Certainly, this survey dealt with a particular illness, AIDS, in a particular historic context, before HAART changed the social image of HIV infection in France. But its value here is precisely that it reveals and attracts attention to phenomena that are generally less visible and therefore underestimated: the complex alliance of confiding and keeping secrets about a serious disease, the route by which these confidences are transmitted, and therefore the modes by which a personal support network is progressively set up, and finally the fact that participation of some specific persons in this network of caregivers can be challenging at the very moment of death.


			
III. – Personal support network: the triangle of family and close friends


			The material we collected is extremely rich — more than 4000 pages. The pre-survey led us to hypothesize that the patient always experiences the announcement of the diagnosis, either immediately or later on, as a major identity crisis, a moment when he can no longer answer the question “Who am I?” He no longer knows where he belongs between a past he questions and an uncertain future. The fact of talking or being silent and the moments for doing each, are part of the difficult process of attempting to reconstruct oneself. During this process, silence is not necessarily a symptom of dysfunctional relationships. Moreover, much more often than one would think, it is proclaimed to be a moral act, attentiveness to others, and protection of them.


			
A. – Fatal disease, identity crisis, and reclaiming oneself


			Spontaneously, one would think that it would be normal to tell people such important information, which is, moreover, likely to result in the need for support from family and friends; it seems abnormal to keep it for oneself. But this idea does not take into account what human communication actually is.


			All verbal exchange is a subtle mixture of explicit and implicit. Good communication is that which manages a significant balance between the two. With the shock of the HIV diagnosis, it is less obvious that communication can be used in this spontaneous manner with family and close friends. The implicit and the explicit appear distorted. To try to understand what is broken from the beginning in the ordinary relation of communication, we must think about the content of the message received and not only, as we do in general, its sender or recipient. The particularity of AIDS is that all patients receive the same message, “You have the HIV infection.” In reality, the interviews taught us that the patients find the initial message inaudible and thus incommunicable. That is, despite the efforts of numerous doctors, the meaning of this sentence inevitably contains all of the social representations of AIDS —not only of the disease but of the epidemic.


			The information received by asymptomatic patients about their disease is caught between opposing poles: “this is a fatal disease” and “you are not sick”. There is no room for the real problem they face: a chronic disease with a fatal prognosis. Patients often feel that they have received dual and paradoxical information about the epidemic, on the one hand, “it’s like being hit by lightning” and on the other, “it’s your fault you have this virus”. As the message about the disease leaves the patient alone to face the experience of a chronic disease, the message about the epidemic leaves him alone with the question of responsibility: “What has happened to me?” “Why am I in this situation?” For this reason, the patient cannot immediately process the social message, “you have HIV infection”.


			To be able to transmit this message (“I am infected with HIV”) to others, his close confidants, he must rework it against the dominant stereotypes, give it personal meaning, and learn that this meaning varies continually throughout the course of the disease. This appropriation of another meaning of the message, for both the epidemic and the disease, plays a role in the choices of the confidant and the moment of the confidence; the choice is authorized by the patient’s inner work but is also linked to the personality of each proche. A good confidant is one whom the patient knows will, at the particular moment in the process when he is told, support the patient’s work of reclaiming himself. From this point on, situations vary substantially according to the people involved.


			
B. – Pathway for confiding and the triangle of loved ones


			Some family members and close friends — the spouse, for example — are generally told much earlier than others. Others, such as children, are informed very late. When the patient confides this information and what issues arise differ according to the patient’s relationship to others. My hypothesis is the following: the patient’s timing of this information does not depend simply on whether the other person is capable of doing something with the information, but rather on the patient’s desire to keep the symbolic aspect of the relationship intact afterwards. It is not always exclusion or rejection that is feared, but something much deeper — a complete change in the nature of the relationship. The patient worries that his partner will become his nurse instead, and that the child might take on a parental role. It is impossible to separate the act of confiding from the symbolic (and not only the practical) stakes of the confidence. This explains that the calendar for telling varies so considerably according to the specific other. This is very different from a superficial vision where we think that patients only talk to the most “important” family members or friends or those likely to provide them with support. In reality there are very important people who are not told (for example, in our survey, the children of people with HIV infection, even once they reached a sufficiently mature age, were generally the last to be informed).


			If we take into consideration that in a confidence of this nature the maintenance of the specificity of each bond is at risk, we better understand the stakes. At the moment of the initial shock of the diagnosis, the multiplicity of bonds that all of us have in the world that encircles us (since we each can simultaneously be a friend, partner, spouse, father or mother, brother or sister, son or daughter) — this fortunate multiplicity — is provisionally nullified in favor of a single contrast that englobes all the others: HIV positive/HIV negative. HIV-negative family and close friends are no longer anything but HIV-negative. What steps can enable the message and its timing to preserve and even rebuild the specificity and diversity of fundamental human bonds?


			Note that confiding never involves the simple disclosure of information but also the preservation of the bond’s deep meaning. For example, what the patient wants to be able to say in a single sentence to his partner is: “I am HIV-positive; you can leave.” Only that sentence preserves, even within the disease, the free and voluntary nature that is fundamental to romantic love according to our common contemporary representations. For the patient the worst outcome would be that the partner stays, but not for love; it matters intensely to the loving relationship the patient wants that the partner stays freely and not because of duty. Partners (married or not), lovers: they are the first vertex of the triangle of loved ones, the vertex of romantic and conjugal choice.


			Another vertex is that of amical or fraternal choice. It is fascinating to note that there is no basic difference between the symbolic stakes for close friends and for adult siblings. Often, after the partner, a brother or sister is the next confidant, and perhaps some very close friends whom the sick person thinks will be able to avoid focusing on the destructive image of suspended death that would keep them from fighting to care for him. That they remain an alter ego is what the patient expects of these confidants — siblings or friends. A very old friend is “like a brother”. Nor are all bonds the same among adult siblings: This distant brother is less than a friend, that very close sister is more than a best friend.


			The third vertex is the very particular one of parentage. Unlike romantic or conjugal choice, signified by the existence of freedom (“you can leave”), and unlike the choice of friendship (“because it’s me, because it’s him”), where the relationship can always be ended, the very particular issue for parents and children is the feeling that one cannot break with the other, because the bond has become, in our collective contemporary representations, the archetype of the unconditional and indissoluble bond. This very particular problem makes it especially difficult to confide in a parent or a child, because if the relationship is distorted or totally changed by sharing this information, it cannot be mended. This explains why patients confide particularly late to these special family members, because they wish to protect them. As long as the person is asymptomatic, there is no fundamental reason to disturb the chain of generations, in which it is expected that one will die after one’s parents and after one’s children are grown and independent. Waiting the longest possible time to tell one’s parents or children is preserving the normal order of the bond. This is a very special case where silence or sometimes even lying makes it possible to ensure the occurrence of what seems more truthful than a revelation, disrupting the order of the links in the genealogical chain.


			What all this shows is that an analysis of the dissemination of the information must take into account a larger context that is nothing less than the relation to the world of subjects. Family and close friends are a fundamentally heterogeneous set from a symbolic perspective. Faced with serious disease, it is vital for the individual to preserve, cultivate, and sometimes reclaim the diversity of these three main types of relationships, which anchor each other in a common mankind.


			
C. – Strategy for constructing a personal support network: a circle or a star


			Reclaiming one’s identity is reclaiming one’s own diversity, a diversity nullified by the contrast between HIV-positive/HIV-negative and now restored in its significant variations of friendship, romantic love, parentage bonds, etc. The more or less conscious strategy consists, when possible, in managing to confide this information progressively and in an order, according to a map the patient develops. This map will vary according to the individual issues. Because each individual is multiple and complex, no patient will construct a network of family and friends in the same way. What we were looking for was an explanatory principle that would allow us to take this diversity into account without abrogating it. We saw that two main approaches to constructing a personal support network are possible, depending on whether one wants to link those providing personal support to one another or not.


			The information can extend in a circle from the patient; each person informed enlarges the circle of those who know. They must be able to get along well enough to work closely with the patient. Each thus becomes a member of a fairly homogeneous network, with family and friends who talk together among themselves. This strategy is highly useful because the information is also shared to create solidarity. One characteristic of very serious, incurable disease is that sooner or later the living space becomes that of the patient’s room, and all of the family and close friends who know can meet and find one another without too much difficulty.


			The secret can also be disseminated in the shape of a star; in this case, the others who know remain anchored in their different worlds, mutually ignorant of one another; only the HIV-infected person circulates among them. He does not so much construct a homogenous circle in managing the problems as they occur, but rather maintains for the longest time possible the heterogeneity of these worlds of the family, work, and lovers between whom he has built his life. In each of these worlds, others are gradually informed. This strategy has the advantage of not requiring the patient to face several things simultaneously or to create a new identity system; he can put off until later the problem of the meeting of the worlds and therefore of the relationships between the different people giving him personal support, relationships he thinks may be very difficult. This can be an intelligent strategy because connections that would have been impossible to manage become viable in the face of serious disease, and the extreme situation helps people go beyond their prejudices. Between the circle and the star, we can suppose that the patient implements the strategy that best corresponds to his narrative and his own concerns.


			Strategy in a circle or a star. This is of course a schematic outline, and in each individual life, unexpected and sometimes dramatic events will intervene, indiscretions, betrayals that remind us that no one has absolute control over what happens to his secret once he has told it to someone. Without going into the details of these problems, let us return to our initial subject, which justified this long detour around the period of the illness, the period before the end of life itself. We glimpse, beyond the infinite diversity of relationships to family and close friends, several common characteristics that allow us to perceive differently the role and responsibilities of loved ones at the end of life, and in particular at the tragic moment of dying.


			
IV. – The end of life and the agony of death: issues for those providing personal support


			The notion of the end of life has developed in public debate, in relation to the development of palliative care and has tended not only to encompass but also to erase other older notions, such as those of the agony of death, or death throes. What do we ordinarily call the agony of death (also referred to as death throes or death pangs), agonie in French? Here is the definition from Littré’s Dictionary of the French language:


			“State in which the patient fights against death”. Death throes take place only in diseases where life ends by degrees. The death throes of adults are usually difficult and painful. They are characterized by a profound change in the face and body: aphonia, dryness or lividity of the tongue and lips, rales, a slow and intermittent pulse, coldness of the limbs that extends gradually to the trunk.


			The term agonie, from the Greek agôn (combat, anguish) was once what illuminated the meaning of the idea of euthanasia, forged initially as a contrast to this agony of dying a painful death. The Trésor de la langue française defines euthanasia as a “sweet death, in which suffering is absent, either naturally, or by the effect of a treatment in an induced sleep”. For the Grand Robert de la langue française euthanasia is a “sweet death, and without suffering, occurring naturally or thanks to the use of soothing or narcotic substances”.
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