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While the Supreme Court is reviewing the decisions by the Second and Ninth Circuit Courts of Appeals to reverse state bans on assisted suicide, there is a unique opportunity to engage the public, health care professionals, and the government in a national discussion of how American medicine and society should address the needs of dying patients and their families. Such a discussion is critical if we are to understand the process of dying from the point of view of patients and their families and to identify existing barriers to appropriate, humane, compassionate care at the end of life. Rational discourse must replace the polarized debate over physician-assisted suicide and euthanasia. Facts, not anecdotes, are necessary to establish a common ground and frame a system of health care for the terminally ill that provides the best possible quality of living while dying.

The biased language of the appeals courts evinces little respect for the vulnerability and dependency of the dying. Judge Stephen Reinhardt, writing for the Ninth Circuit Court, applied the liberty-interest clause of the Fourteenth Amendment, advocating a constitutional right to assisted suicide. He stated, “The competent terminally ill adult, having lived nearly the full measure of his life, has a strong interest in choosing a dignified and humane death, rather than being reduced to a state of helplessness, diapered, sedated, incompetent.” 1 Judge Roger J. Miner, writing for the Second Circuit Court of Appeals, applied the equal-rights clause of the Fourteenth Amendment and went on to emphasize that the state “has no interest in prolonging a life that is ending.” 2 This statement is more than legal jargon. It serves as a chilling reminder of the low priority given to the dying when it comes to state resources and protection.

The appeals courts’ assertion of a constitutional right to assisted suicide is narrowly restricted to the terminally ill. The courts have decided that it is the patient’s condition that justifies killing and that the terminally ill are special — so special that they deserve assistance in dying. This group alone can receive such assistance. The courts’ response to the New York and Washington cases they reviewed is the dangerous form of affirmative action in the name of compassion. It runs the risk of further devaluing the lives of terminally ill patients and may provide the excuse for society to abrogate its responsibility for their care.

Both circuit courts went even further in asserting that physicians are already assisting in patients’ deaths when they withdraw life-sustaining treatments such as respirators or administer high doses of pain medication that hasten death. The appeals courts argued that providing a lethal prescription to allow a terminally ill patient to commit suicide is essentially the same as withdrawing life-sustaining treatment or aggressively treating pain. Judicial reasoning that eliminates the distinction between letting a person die and killing runs counter to physicians’ standards of palliative care.3 The courts’ purported goal in blurring these distinctions was to bring society’s legal rules more closely in line with the moral value it places on the relief of suffering.4 

In the real world in which physicians care for dying patients, withdrawing treatment and aggressively treating pain are acts that respect patients’ autonomous decisions not to be battered by medical technology and to be relieved of their suffering. The physician’s intent is to provide care, not death. Physicians do struggle with doubts about their own intentions.5 The courts’ arguments fuel their ambivalence about withdrawing life-sustaining treatments or using opioid or sedative infusions to treat intractable symptoms in dying patients. Physicians are trained and socialized to preserve life. Yet saying that physicians struggle with doubts about their intentions in performing these acts is not the same as saying that their intention is to kill. In palliative care, the goal is to relieve suffering, and the quality of life, not the quantity, is of utmost importance.

Whatever the courts say, specialists in palliative care do not think that they practice physician-assisted suicide or euthanasia.6 Palliative medicine has developed guidelines for aggressive pharmacologic management of intractable symptoms in dying patients, including sedation for those near death.3,7,8 The World Health Organization has endorsed palliative care as an integral component of a national health care policy and has strongly recommended to its member countries that they not consider legalizing physician-assisted suicide and euthanasia until they have addressed the needs of their citizens for pain relief and palliative care.9 The courts have disregarded this formidable recommendation and, in fact, are indirectly suggesting that the World Health Organization supports assisted suicide.

Yet the courts’ support of assisted suicide reflects the requests of the physicians who initiated the suits and parallels the numerous surveys demonstrating that a large proportion of physicians support the legalization of physician-assisted suicide.10-15 A smaller proportion of physicians are willing to provide such assistance, and an even smaller proportion are willing to inject a lethal dose of medication with the intent of killing a patient (active voluntary euthanasia). These survey data reveal a gap between the attitudes and behavior of physicians; 20 to 70 percent of physicians favor the legalization of physician-assisted suicide, but only 2 to 4 percent favor active voluntary euthanasia, and only approximately 2 to 13 percent have actually aided patients in dying, by either providing a prescription or administering a lethal injection. The limitations of these surveys, which are legion, include inconsistent definitions of physician-assisted suicide and euthanasia, lack of information about nonrespondents, and provisions for maintaining confidentiality that have led to inaccurate reporting.13,16 Since physicians’ attitudes toward alternatives to assisted suicide have not been studied, there is a void in our knowledge about the priority that physicians place on physician-assisted suicide.

The willingness of physicians to assist patients in dying appears to be determined by numerous complex factors, including religious beliefs, personal values, medical specialty, age, practice setting, and perspective on the use of financial resources.13,16-19 Studies of patients’ preferences for care at the end of life demonstrate that physicians’ preferences strongly influence those of their patients.13 Making physician-assisted suicide a medical treatment when it is so strongly dependent on these physician-related variables would result in a regulatory impossibility.19 Physicians would have to disclose their values and attitudes to patients to avoid potential conflict.13 A survey by Ganzini et al. demonstrated that psychiatrists’ responses to requests to evaluate patients were highly determined by their attitudes.13 In a study by Emanuel et al., depressed patients with cancer said they would view positively those physicians who acknowledged their willingness to assist in suicide. In contrast, patients with cancer who were suffering from pain would be suspicious of such physicians.11 

In this controversy, physicians fall into one of three groups. Those who support physician-assisted suicide see it as a compassionate response to a medical need, a symbol of nonabandonment, and a means to reestablish patients’ trust in doctors who have used technology excessively.20 They argue that regulation of physician-assisted suicide is possible and, in fact, necessary to control the actions of physicians who are currently providing assistance surreptitiously.21 The two remaining groups of physicians oppose legalization.19,22-24 One group is morally opposed to physician-assisted suicide and emphasizes the need to preserve the professionalism of medicine and the commitment to “do no harm.” These physicians view aiding a patient in dying as a form of abandonment, because a physician needs to walk the last mile with the patient, as a witness, not as an executioner. Legalization would endorse justified killing, according to these physicians, and guidelines would not be followed, even if they could be developed. Furthermore, these physicians are concerned that the conflation of assisted suicide with the withdrawal of life support or adequate treatment of pain would make it even harder for dying patients, because there would be a backlash against existing policies. The other group is not ethically opposed to physician-assisted suicide and, in fact, sees it as acceptable in exceptional cases, but these physicians believe that one cannot regulate the unregulatable.19 On this basis, the New York State Task Force on Life and the Law, a 24-member committee with broad public and professional representation, voted unanimously against the legalization of physician-assisted suicide.24 All three groups of physicians agree that a national effort is needed to improve the care of the dying. Yet it does seem that those in favor of legalizing physician-assisted suicide are disingenuous in their use of this issue as a wedge. If this form of assistance with dying is legalized, the courts will be forced to broaden the assistance to include active voluntary euthanasia and, eventually, assistance in response to requests from proxies.

One cannot easily categorize the patients who request physician-assisted suicide or euthanasia. Some surveys of physicians have attempted to determine retrospectively the prevalence and nature of these requests.10 Pain, AIDS, and neurodegenerative disorders are the most common conditions in patients requesting assistance in dying. There is a wide range in the age of such patients, but many are younger persons with AIDS.10 From the limited data available, the factors most commonly involved in requests for assistance are concern about future loss of control, being or becoming a burden to others, or being unable to care for oneself and fear of severe pain.10 A small number of recent studies have directly asked terminally ill patients with cancer or AIDS about their desire for death.25-27 All these studies show that the desire for death is closely associated with depression and that pain and lack of social support are contributing factors.

Do we know enough, on the basis of several legal cases, to develop a public policy that will profoundly change medicine’s role in society?1,2 Approximately 2.4 million Americans die each year. We have almost no information on how they die and only general information on where they die. Sixty-one percent die in hospitals, 17 percent in nursing homes, and the remainder at home, with approximately 10 to 14 percent of those at home receiving hospice care.

The available data suggest that physicians are inadequately trained to assess and manage the multifactorial symptoms commonly associated with patients’ requests for physician-assisted suicide. According to the American Medical Association’s report on medical education, only 5 of 126 medical schools in the United States require a separate course in the care of the dying.28 Of 7048 residency programs, only 26 percent offer a course on the medical and legal aspects of care at the end of life as a regular part of the curriculum. According to a survey of 1068 accredited residency programs in family medicine, internal medicine, and pediatrics and fellowship programs in geriatrics, each resident or fellow coordinates the care of 10 or fewer dying patients annually.28 Almost 15 percent of the programs offer no formal training in terminal care. Despite the availability of hospice programs, only 17 percent of the training programs offer a hospice rotation, and the rotation is required in only half of those programs; 9 percent of the programs have residents or fellows serving as members of hospice teams. In a recent survey of 55 residency programs and over 1400 residents, conducted by the American Board of Internal Medicine, the residents were asked to rate their perception of adequate training in care at the end of life. Seventy-two percent reported that they had received adequate training in managing pain and other symptoms; 62 percent, that they had received adequate training in telling patients that they are dying; 38 percent, in describing what the process will be like; and 32 percent, in talking to patients who request assistance in dying or a hastened death (Blank L: personal communication).

The lack of training in the care of the dying is evident in practice. Several studies have concluded that poor communication between physicians and patients, physicians’ lack of knowledge about national guidelines for such care, and their lack of knowledge about the control of symptoms are barriers to the provision of good care at the end of life.23,29,30 

Yet there is now a large body of data on the components of suffering in patients with advanced terminal disease, and these data provide the basis for treatment algorithms.3 There are three major factors in suffering: pain and other physical symptoms, psychological distress, and existential distress (described as the experience of life without meaning). It is not only the patients who suffer but also their families and the health care professionals attending them. These experiences of suffering are often closely and inextricably related. Perceived distress in any one of the three groups amplifies distress in the others.31,32 

Pain is the most common symptom in dying patients, and according to recent data from U.S. studies, 56 percent of outpatients with cancer, 82 percent of outpatients with AIDS, 50 percent of hospitalized patients with various diagnoses, and 36 percent of nursing home residents have inadequate management of pain during the course of their terminal illness.33-36 Members of minority groups and women, both those with cancer and those with AIDS, as well as the elderly, receive less pain treatment than other groups of patients. In a survey of 1177 physicians who had treated a total of more than 70,000 patients with cancer in the previous six months, 76 percent of the respondents cited lack of knowledge as a barrier to their ability to control pain.37 Severe pain that is not adequately controlled interferes with the quality of life, including the activities of daily living, sleep, and social interactions.33,38 

Other physical symptoms are also prevalent among the dying. Studies of patients with advanced cancer and of the elderly in the year before death show that they have numerous symptoms that worsen the quality of life, such as fatigue, dyspnea, delirium, nausea, and vomiting.36,38 

Along with these physical symptoms, dying patients have a variety of well-described psychological symptoms, with a high prevalence of anxiety and depression in patients with cancer or AIDS and the elderly.27,39 For example, more than 60 percent of patients with advanced cancer have psychiatric problems, with adjustment disorders, depression, anxiety, and delirium reported most frequently. Various factors that contribute to the prevalence and severity of psychological distress in the terminally ill have been identified.39 The diagnosis of depression is difficult to make in medically ill patients3,26,40; 94 percent of the Oregon psychiatrists surveyed by Ganzini et al. were not confident that they could determine, in a single evaluation, whether a psychiatric disorder was impairing the judgment of a patient who requested assistance with suicide.13 

Attention has recently been focused on the interaction between uncontrolled symptoms and vulnerability to suicide in patients with cancer or AIDS.41 Data from studies of both groups of patients suggest that uncontrolled pain contributes to depression and that persistent pain interferes with patients’ ability to receive support from their families and others. Patients with AIDS have a high risk of suicide that is independent of physical symptoms. Among New York City residents with AIDS, the relative risk of suicide in men between the ages of 20 and 59 years was 36 times higher than the risk among men without AIDS in the same age group and 66 times higher than the risk in the general population.41 Patients with AIDS who committed suicide generally did so within nine months after receiving the diagnosis; 25 percent had made a previous suicide attempt, 50 percent had reported severe depression, and 40 percent had seen a psychiatrist within four days before committing suicide. As previously noted, the desire to die is most closely associated with the diagnosis of depression.26,27 Suicide is the eighth leading cause of death in the United States, and the incidence of suicide is higher in patients with cancer or AIDS and in elderly men than in the general population. Conwell and Caine reported that depression was underdiagnosed by primary care physicians in a cohort of elderly patients who subsequently committed suicide; 75 percent of the patients had seen a primary care physician during the last month of life but had not received a diagnosis of depression.22 

The relation between depression and the desire to hasten death may vary among subgroups of dying patients. We have no data, except for studies of a small number of patients with cancer or AIDS. The effect of treatment for depression on the desire to hasten death and on requests for assistance in doing so has not been examined in the medically ill population, except for a small study in which four of six patients who initially wished to hasten death changed their minds within two weeks.26 

There is also the concern that certain patients, particularly members of minority groups that are estranged from the health care system, may be reluctant to receive treatment for their physical or psychological symptoms because of the fear that their physicians will, in fact, hasten death. There is now some evidence that the legalization of assisted suicide in the Northern Territory of Australia has undermined the Aborigines’ trust in the medical care system42; this experience may serve as an example for the United States, with its multicultural population.

The multiple physical and psychological symptoms in the terminally ill and elderly are compounded by a substantial degree of existential distress. Reporting on their interviews with Washington State physicians whose patients had requested assistance in dying, Back et al. noted the physicians’ lack of sophistication in assessing such nonphysical suffering.10 

In summary, there are fundamental physician-related barriers to appropriate, humane, and compassionate care for the dying. These range from attitudinal and behavioral barriers to educational and economic barriers. Physicians do not know enough about their patients, themselves, or suffering to provide assistance with dying as a medical treatment for the relief of suffering. Physicians need to explore their own perspectives on the meaning of suffering in order to develop their own approaches to the care of the dying. They need insight into how the nature of the doctor–patient relationship influences their own decision making. If legalized, physician-assisted suicide will be a substitute for rational therapeutic, psychological, and social interventions that might otherwise enhance the quality of life for patients who are dying. The medical profession needs to take the lead in developing guidelines for good care of dying patients. Identifying the factors related to physicians, patients, and the health care system that pose barriers to appropriate care at the end of life should be the first step in a national dialogue to educate health care professionals and the public on the topic of death and dying. Death is an issue that society as a whole faces, and it requires a compassionate response. But we should not confuse compassion with competence in the care of terminally ill patients.

Kathleen M. Foley, M.D.
Memorial Sloan-Kettering Cancer Center, New York, NY 10021
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