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Chapter One

Ethical Theories and Bioethics in a Global Perspective

Learning Objectives


	Acquire proficiency in analyzing the major theories of ethics, such as utilitarianism, and be able to apply those theories to health (bioethics).

	Understand and be able to explain the recent trend in bioethics of moving beyond clinical issues of the doctor-patient relationship to broader issues of social justice and population health.

	Learn how to evaluate whether traditional theories of ethics are truly global and whether there are any universal values that transcend culture.

	Learn how to evaluate whether theories of ethics are useful in helping individuals and organizations in the health system to do the right thing. Begin to debate the best ways of encouraging desirable conduct.



Ethics has been defined in many different ways. According to Tom Beauchamp and James Childress (1994), ethics refers to “various ways of understanding and examining the moral life” (p. 4). Ethics is sometimes referred to as “moral philosophy,” and can also be defined as a system for distinguishing right conduct from wrong (Blocker, 1986, p. 7). “Ethics, in other words, is a theoretical discipline within the broader study of philosophy which attempts to discover why any action is right or wrong; that is, what makes an action right or wrong” (Blocker, p. 8). As a practical matter, what difference does it make if we know why a particular action is right or wrong? The answer is that we want to be able to extrapolate or generalize from the particular situation, in order to develop ways to determine what is right or wrong in other situations.

Bioethics is the application of ethical principles and processes to health, including, but not limited to, health services, systems, policies, and technologies. In the latter half of the twentieth century, bioethics in the United States focused on clinical issues of the doctor-patient relationship, rather than issues of social justice or population health (Marshall and Koenig, 2004, p. 254). During that period the role of the physician became less paternalistic than it had been, and bioethics emphasized the principle of patient autonomy, as expressed in concepts such as informed consent and the right to refuse treatment (Brock, 2000, pp. 21–22). In contrast, the recent trend in bioethics in the United States and many other countries is to move beyond the individual patient and the medical relationship and to address the broader issues of health disparities, public health, allocation of limited resources, and social determinants of health (Marshall and Koenig, 2004; Brock, 2000; Illingworth and Parmet, 2009). This recent trend reflects a concern for social justice both within individual societies and from a global (or worldwide) perspective. The ethical issues addressed in this book are part of this broader focus and include problems of fairness and population health from the global perspective as well as problems that arise in caring for individual patients in different cultures.

This chapter begins by analyzing theories of ethics, focusing primarily on utilitarianism, Kantian ethics, and the doctrine of prima facie moral duties, which is also known as principlism. These theories of ethics can provide a framework for discussion of specific issues, but they raise two potential problems. First, are these theories of ethics really global—in the sense that they apply to all societies and cultures throughout the world—or is each theory limited to the society and culture in which it was developed? This chapter addresses that question by evaluating whether there are any universal values that transcend culture. Are all systems of ethics cultural? The possible existence of universal values that supersede culture is one of the major themes of this book. This theme is introduced in this chapter and then considered in greater specificity in the chapters on autonomy and informed consent, withdrawal of care, reproductive issues, female genital mutilation, health care rationing, health care reform, and corruption in health systems.

The second potential problem with applying theories of ethics to health care is the question of whether those theories are useful in helping individuals and organizations in the health system to do the right thing. If not, how can we encourage people and organizations to do the right thing? This is another major theme of this book, which will also be considered in the chapters that follow. Finally, the activity at the end of this chapter provides an opportunity to evaluate the usefulness of ethical theories in a specific context, establishing a new hospital in a developing country.

Theories of Ethics

For thousands of years of human experience, people have looked for ways to differentiate right conduct from wrong. Systems have been developed for the purpose of helping individuals to try to make ethical decisions and determine the right thing to do in particular situations. Many people have sought simple rules of decision making that could be used in every situation, such as the Golden Rule of treating others as one would like to be treated, but those simple rules often fail to provide specific guidance in complex circumstances (Shaw and Barry, 1992, pp. 9–10). Therefore the search for methods of identifying the right conduct has led to the development of more complex theories of ethics. Even these more complex theories, however, may be based on attempts to distill a single rule that could be used in every situation. As Bonnie Steinbock and others (2003) have explained, “Traditionally, ethical theories tend to be reductionist; that is, they offer one idea as the key to morality, and attempt to reduce everything to that one idea” (p. 9).

In developing ethical theories, some people have relied on the concept of a social contract as the ultimate source of ethics. Under that approach, morality is based on some type of voluntary agreement. Others have concluded that ethics is based on religion or on the concept of natural law. In his 1963 “Letter from Birmingham Jail,” Martin Luther King Jr. reasoned that ethical conduct is based on natural law, which can supersede unjust human law:

One may well ask, “How can you advocate breaking some laws and obeying others?” The answer is found in the fact that there are two types of laws: there are just laws, and there are unjust laws. […] I would agree with St. Augustine that “An unjust law is no law at all.”

Now, what is the difference between the two? How does one determine when a law is just or unjust? A just law is a man-made code that squares with the moral law, or the law of God. An unjust law is a code that is out of harmony with the moral law. To put it in the terms of St. Thomas Aquinas, an unjust law is a human law that is not rooted in eternal and natural law. Any law that uplifts human personality is just. Any law that degrades human personality is unjust. All segregation statutes are unjust because segregation distorts the soul and damages the personality…[King, 1963].

Under this approach an action is ethical if it is consistent with natural law. The way we know the action is consistent with natural law is that it has the effect of uplifting human personality.

However, all of these possible sources of ethics pose problems for the practical matter of applying ethics. If the source of ethics is religion or divine will, that would seem to imply that believers in different religions could have very different standards of ethical conduct. Moreover, how could we expect those who believe in a minority religion, or no religion at all, to follow ethical standards derived from the religion followed by the majority in their society?

If the source of ethics is natural law and natural law can supersede unjust human law, every individual could decide not to obey those human laws that he or she considers to be unfair. That approach would seem to give people the option to make individual decisions about which laws to obey and which laws to violate. Of course we can sympathize with and support civil disobedience against laws that enforce racism and segregation. But what would we conclude about a modern-day Robin Hood who steals from the rich and gives to the poor and who defends the theft by arguing that natural law takes precedence over the unfair human laws of private property?

If the source of ethics is a social contract, what are the terms of that contract? Who agreed to that contract on our behalf? Moreover, contracts involve mutual obligations among all parties to the contract. If an individual has failed to meet his or her obligations to society under the social contract, would that mean the contract has been breached and society no longer has any obligation to that individual?

Serious problems exist with applying values derived from each of the possible sources of ethics; moreover it is probably impossible for us to reach complete agreement about the underlying source of ethical standards. Nevertheless we can analyze and categorize various ethical theories without having reached agreement on their ultimate source.

A useful method of categorizing ethical theories is to distinguish between consequentialist and nonconsequentialist theories (Shaw and Barry, 1992, p. 57). Consequentialism is the idea that only results determine whether an action is right or wrong, whereas nonconsequentialism is the idea that consequences are not the only thing that matters.

One consequentialist theory is utilitarianism. In focusing solely on the results of an action, utilitarianism holds that an action is right if it results in the greatest good for the greatest number of people (Steinbock and others, 2003, pp. 9–10). It is important to identify both the people who would be helped by a proposed course of action and the people who would be harmed by it. This process of identification is similar to performing a stakeholder analysis. That is only the starting point, however. Merely counting the numbers of people who would be helped or harmed would be an oversimplification of utilitarianism. In determining the greatest good for the greatest number of people, utilitarians also consider the degree of benefit or harm to each person, and not merely the absolute numbers of people who are benefited or harmed. Utilitarianism can be contrasted with egoism, which is another consequentialist theory but which holds that an action is right if it results in the greatest good for the only person who really matters—that one individual! (Shaw and Barry, 1992, pp. 57–58).

As stated earlier, nonconsequentialists argue that ethics do not depend solely on results. Nonconsequentialist theories of ethics are also referred to as deontological theories (Beauchamp and Childress, 1994, p. 56). One of the most important theories in this category is Kantian ethics, named for Immanuel Kant, a German philosopher and professor who lived from 1724 to 1804. As a nonconsequentialist, Kant believed that an action might be wrong even if it results in good consequences, and therefore that “the ends do not justify the means” (Steinbock and others, 2003, p. 14). Kant argued that a proposed action would be ethical if it is an action that we would want everyone to perform in a similar situation. In other words, could we “consistently will” that under a particular set of circumstances everyone else should act in that manner? (Steinbock and others, pp. 9, 15). This concept of Kant's is called the categorical imperative. In addition, Kant believed that individuals should be treated as ends, and not as a means to an end, or at least not only as a means to an end (Beauchamp and Childress, 1994, p. 58).

Another approach to ethics is principlism, so called because it is based on a set of ethical principles, including autonomy, justice, and beneficence (Beauchamp and others, 2008, p. 22). Sometimes the principle of beneficence is broken down into separate principles of beneficence, or helping other people, and nonmaleficence, or not harming people. In contrast to monistic theories, such as utilitarianism or Kantian ethics, which try to reduce ethical conduct to a single idea, principlism is pluralistic, in the sense that more than one ethical principle may apply in a particular situation (Beauchamp and Childress, 1994, p. 100; Steinbock and others, 2003, pp. 9, 36–37). The moral duties represented by those principles are not absolute but rather apply prima facie, or at first glance (Beauchamp and Childress, pp. 100, 104; Steinbock and others, p. 37). In other words, one moral duty might outweigh another in the circumstances of a particular case. “A prima facie duty, then, is always right and binding, all other things being equal; it is conditional on not being overridden or outweighed by competing moral demands” (Beauchamp and others, 2008, p. 27). According to the proponents of principlism, prima facie moral duties are based on “common-morality theory” and “shared moral beliefs” (Beauchamp and Childress, 1994, p. 100). “A common-morality theory takes its basic premises directly from the morality shared in common by the members of a society—that is, unphilosophical common sense and tradition” (Beauchamp and Childress, p. 100). (The next section of this chapter addresses the question of whether ethical principles that are derived from the shared beliefs of society can be truly global and universal.)

Which of these ethical approaches, if any, is the best one? Steinbock and others (2003) argue against selecting one theory or approach as the exclusive answer to all ethical questions: “In a typical introduction to ethical theory class, each theory is presented and subjected to devastating criticism. The unfortunate result is that students frequently conclude that all of the theories are wrong—or worse, are pretentious nonsense We conclude that it is a mistake to view the various theoretical alternatives as mutually exclusive claims to moral truth. Instead, we should view them as important but partial contributions to a comprehensive, although necessarily fragmented, moral vision” (p. 9). Steinbock and colleagues are correct that no single theory has conclusively demonstrated its correctness and applicability in all situations. However, that seems to leave us with a “buffet approach” to ethical theory. Individuals are left to say to themselves, “I will look over the menu of ethical theories, and then choose some of each. Perhaps, I will take an order of utilitarianism, with a side order of principlism.” In addition to causing uncertainty, this buffet approach would allow individuals simply to make their own decisions and then to justify whatever they have already chosen to do. How, if at all, would this individualized buffet approach help people to make difficult ethical decisions in the real world of health policy and services?

Throughout this book we will consider the various ethical theories described in this chapter. In particular we will consider two fundamental questions: (1) are these ethical theories really global, in the sense of being applicable to all societies and cultures; and (2) are these ethical theories really useful in helping individuals and organizations to make the hard decisions in the real world of health policy, health services, and global health? Then, if these ethical theories are not really useful, how can we encourage individuals and organizations in the health system to do the right thing?

Are Theories of Ethics Global?

It is beyond dispute that people of different cultures will perceive the same things in different ways and make very different decisions when faced with the same circumstances. For example, as discussed in Chapter EIGHT (about allocation of resources), the Akamba people of Kenya have preferences for rationing limited health care resources on the basis of age that are very different from the preferences of most people in the United States (Kilner, 1984, p. 19). It is also clear that different cultures have different values, or at least that they place very different priorities on particular values. Although Western societies generally place a high priority on individual autonomy and equality, some other societies place their high priorities on values such as solidarity of the community, fulfillment of duty, or obedience to a hierarchical order. As Blackhall and others (2001) have written, “Beliefs commonly held in the European-American culture about individuality, self-determination, and the importance of maintaining control too often have been treated as if they were universal ethical principles” (p. 70).

Does this mean that there is no common morality of ethical principles, one that is shared by all human beings, regardless of the society in which they live? Does it mean that there are no universal ethical values that transcend the values of any particular culture? Those two questions are not necessarily the same. As discussed previously, Beauchamp and Childress, who are well-known proponents of principlism, have argued that the prima facie moral duties are based on “common-morality theory” and “shared moral beliefs” (1994, p. 100). It is difficult to conclude, however, that the moral duties of justice and autonomy are really shared by those societies that do not believe in self-determination for women, equal rights for racial and ethnic minorities, or freedom of speech and religion. Patricia Marshall and Barbara Koenig (2004) have described the distinction that Beauchamp has tried to make between those values of common morality that are shared universally and those “particular moralities” that are not shared by all human societies. As Marshall and Koenig also note, however, Beauchamp's distinction is not helpful as a practical matter in addressing difficult questions of bioethics (p. 256). (An excerpt from Marshall and Koenig's article appears later in this chapter.)

In fact, different societies can and do reach very different conclusions about important ethical issues. Whether we characterize those differences as a lack of universality or as “particular moralities” about specific issues, such disagreement among societies requires us to address the second question set forth earlier and to ask whether any universal ethical values exist that transcend the values of a particular culture. When societies disagree about ethics, can we ever conclude that the values or practices of one society are unethical and therefore should give way to overriding universal values? Proponents of ethical relativism argue that ethics is dependent on culture and that actions are ethical if they are considered to be ethical by the culture in which they take place (Steinbock and others, 2003, pp. 6–8). For example, an ethical relativist might even argue that slavery is ethical within the context of a culture that considers slavery to be ethical. Of course many people would strongly disagree with that proposition. Many people would insist that there are indeed universal values of ethics and that these universal values transcend the values of that particular society and make slavery, wherever it occurs, horribly unethical. The issue of ethical relativism is addressed in more detail in Chapter FIVE of this book, with regard to the problem of female genital mutilation, which is accepted in some cultures and vehemently rejected in others.

The following excerpt from an article by Marshall and Koenig offers further insights into the question of whether a common morality exists. It also traces the evolution of Western bioethics from its former focus on clinical issues to its current concerns with issues of social justice and population health.

Excerpt from “Accounting for Culture in a Globalized Bioethics”

By Patricia Marshall and Barbara Koenig

As we look to the future in a world with porous borders and boundaries transgressed by technologies, an inevitable question is: Can there be a single, “global” bioethics? Intimately intertwined with this question is a second one: How might a global bioethics account for profound—and constantly transforming—sources of cultural difference? Can a uniform, global bioethics be relevant cross-culturally?…

Although there appears to be agreement about bioethics as a field of study, there is much less consensus about the relevance and applicability of bioethics as a set of guidelines and practices that can be implemented in diverse cultural settings Currently, the exportation of a Western approach to bioethics in clinical and research settings worldwide mirrors the globalization of biomedicine itself. However, unlike the acceptability of biomedical techniques across the world—from efficacious low-tech interventions like antibiotics to complex surgical procedures like heart transplantation and intensive care units—the adoption of bioethics' concepts and practices has been more contentious, in part because the moral meanings of illness, health, and healing systems are culturally and religiously grounded. Thus, bioethics practices such as advance care planning, full disclosure of a terminal diagnosis, or informed consent in clinical research may be in fundamental conflict with local traditions and beliefs. As anthropologists engaged in a pragmatic vision of bioethics, we have to ask: do such practices actually improve the care of the ill, enhance the well being of populations, or protect subjects in biomedical research?

In this paper, we reflect on the tensions produced as various visions of bioethics circulate in a rapidly globalizing world. Commentators concerned with global health equality and human rights have been vocal critics of an American bioethics focused on the “quandary ethics” of affluence. The physician and anthropologist Paul Farmer contrasts his experiences treating patients in rural Haiti with his work as an attending physician at Harvard. As an infectious disease specialist he uses the same tools in both places; but in Haiti obtaining the drugs that are the tools of his trade is the greatest challenge. Discussions during clinical ethics rounds at a Boston teaching hospital of withholding antibiotics (considered to be futile) stand in stark contrast to the imperative to save lives lost prematurely to treatable infections in Port au Prince…It seems unlikely that a bioethics developed in American hospitals will prove up to the challenges of rural poverty without significant refinements. We are deeply concerned with the implications of exporting American bioethics practices throughout the world. The problem is not simply one of national wealth or access to resources, although these are critical considerations. Given the diversity of human values, we ask if bioethics can only flourish in the context of a liberal democratic state, one that is—at least theoretically—based upon respect for individual rights and recognition of diverse cultural and religious values?…

…In configuring a global bioethics, how do we resolve fundamental cultural and religious differences about the foundations of medical morality? How do we accommodate human rights while maintaining a posture of respect for cultural difference, particularly when there is evidence of abuse or injustice towards individuals or groups? How do we avoid the promulgation of a Westernized bioethics that fosters only an illusion of global consensus about the morality of medical practices? In “real” worlds, morally complex challenges abound….

Bioethics' Reluctant Engagement with Social Context and Cultural Difference

The past is a necessary prologue in looking toward the future. Moral pluralism and cultural difference have not been central topics of concern in the first decades of American academic bioethics….

Possibly linked to this disregard of “difference” is the field's failure to engage with questions of global health equity or population health. In the post World War II period, bioethics' focus on the doctor/patient dyad mirrored the concerns of American biomedicine, which disregarded population health issues and ignored the growing disparities in health care across the U.S. population related to social inequality. In an era of boundless hope and belief in the power of biomedicine, belief in the research enterprise and its applicability to individual health was unquestioned.

Much critical ink has been spilled rehearsing the deficiencies of an individualistic, de-contextualized, American bioethics focused on a limited number of abstract principles: the Georgetown mantra….

The topics engaged by bioethicists reveal the “Americanness” of bioethics. The early focus was invariably on quandary ethics in the context of “high tech” biomedicine, with analyses targeted to “high drama” cases like heart transplantation or refusal of blood products by Jehovah's Witness patients. This orientation calls attention to specific cases, to the individual, to the “local”—not the global—it is case specific, diminishing the potential for broader social critique.

Cultural Analysis: Adding a Reflexive Critique of Bioethics

We opened this essay by making a distinction between bioethics as an academic field and bioethics as a set of observable cultural practices that circulate independently of their theoretical foundations…. Often the bioethics practices utilized in the clinic or as part of a research protocol take on a life of their own, emphasized as procedures only, disconnected from the foundational theory on which they were once based. Indeed, since practices have rarely been studied empirically, we often have little evidence of their usefulness. In the case of some innovations, for example the widespread adoption of advance directives to guide end-of-life care, we actually have evidence that bioethics practices have generally failed, and that they are differentially valued by ethnically diverse U.S. populations….

…A full cultural critique will continually evaluate how bioethics itself is tied into global power structures, perhaps inadvertently serving to maintain the status quo in biomedicine or in the rapidly changing clinical trials industry. Who funds the bioethics enterprise? What interests are served by its existence? One might argue that the rote purpose of informed consent in research—empowering human subjects—has been transformed by socio-political-economic structures into a legalistic informed consent document that now functions more to protect the interests of institutions (both academic health science centers and pharmaceutical companies) than of subjects. And bioethicists are employed by those same institutions….

Is There a Common Morality?

We acknowledge that our claims about the relevance of cultural context run counter to standard accounts within bioethics. The suggestion that it is impossible to understand (and thus to critique) a moral system without attention to historical contingencies and social traditions is very problematic for many philosophers and philosophically-trained bioethicists. From the vantage point of philosophy, the primacy of the moral sphere—and the objectivity of ethical inquiry—may be threatened by social science claims about the relevance of empirical descriptions of cultural variation to the sphere of ethics….

…The notion of “common morality” is gaining currency in the field of bioethics…. In defending his views about the legitimacy of the concept and how it might be empirically examined, Beauchamp is careful to differentiate between universally shared values and principles which are “located in the common morality” and moral norms (“particular moralities”) that are not universally shared by individuals or populations. This parsing of universality and particularity may help explain the diversity and malleability of behavioral norms for morality across cultures (or religions, or institutions) but it is less helpful in relation to the application of bioethics practices in particular international or culturally “different” settings

In general, we accept a more nuanced view, arguing that the application of general principles is impossible to accomplish without detailed local knowledge. However, there is one universal principle or claim that requires special attention in our analysis: the claim of universal human rights, and the accompanying claim of a right to health care as central to the implementation of global justice. Increasingly, bioethics' attention to human rights follows from critical self-examination of the cultural sources of past errors, specifically, the field's reification of individual choice and quandary ethics paired with a neglect of global equity. Although others may disagree, in our view these blind spots stem from bioethics' American roots and its strong link with powerful interests, such as high-technology biomedicine. From the perspective of the clinic, it was hard to develop a vision that crossed borders.

Scholars in bioethics have begun to consider carefully broader structural issues contributing to global population health, including social, economic, and political factors influencing the disproportionate burden of disease throughout the world. Theorists directly link health with basic human rights. Considerations of social justice and health disparities—both within and between nations—are key dimensions of the new critique….

Looking Ahead in Bioethics

Bioethics must widen its focus beyond its Western view to incorporate and acknowledge moral pluralism and cultural variation or it will lose its relevance and applicability for most of the worlds' [sic] population. Perhaps the key question for reconfiguring bioethics in a way that recognizes and accounts for cultural difference is simply this: Can bioethics lose the stamp of its American cultural origins? At stake here is the saliency and credibility of the profession—and the practices it upholds—in the global arena. At stake is the ability of bioethicists and others associated with the field to actively engage in thoughtful debate about the implications of cultural difference and its consequences for the production of science and its applications worldwide. At stake is our capacity to achieve praxis in the way we promulgate and “do” bioethics in diverse cultural terrains.

How does bioethics need to change to be more relevant cross-culturally? If it sheds its American focus on individualism will it become “something” else? Bioethics will necessarily change as it continues to incorporate the arguments and sensibilities of cultural difference into its fundamental underlying ideology. As contextual approaches to ethics have shown in recent years, the Georgetown mantra loses its principled rigidity as soon as social context and its inherent moral ambiguity become a part of its interpretive structure.

There are two particular areas in which it is imperative for bioethics to revise its basic orientation in order to become culturally relevant and globally “aware.” First, as we suggest above, it is vitally important that bioethics attend to social justice and focus attention on the broad goals of population health…. Second, bioethics must consider social context, especially the impact of political economy on the moral dimensions of science and healthcare….

Attention to Social Justice and Human Rights

In the arena of human rights and population health, bioethics must address the systematic and powerful ways in which structural forces influence morbidity and mortality in diverse populations….

Attention to Social Context

The second broad area that bioethics must systematically address is social context, particularly political and economic factors that influence profoundly the quality of life and the experience of suffering or health for individuals and populations worldwide….

The African American experience of health disparities in the U.S. provides a good example of why it is imperative for bioethics to consider the primacy of social context in thinking about ethics, science, and biomedicine at all levels, including research, clinical care, and access to health services. Studies indicate that African Americans are reluctant to limit or forego medically futile treatment at the end of life. A lack of “trust” is frequently implicated to explain choices for aggressive medical care. However, African American concerns about the potential for mistreatment or neglect in clinical settings is historically well justified. Consider the legacy of Jim Crow segregation in hospitals, or the abuses of the Tuskegee Syphilis Study Ignoring the political economy of social context, including the long term consequences of entrenched racism, severely limits our capacity to analyze critically the underlying ethical dimensions of biomedical practice or research

Conclusion

Predicting the future is inevitably a risky business. In this essay we have tried to show how a bioethics informed by attention to social context, and sensitive to cultural difference, might look in future decades. Detailed analysis of and attention to the social, political, and economic context will not necessarily solve every ethical dilemma, but it will certainly avoid mistakes based on the naive assumption that applying solutions derived from the U.S. to resource-poor, developing world problems is adequate. Exporting the American institutional review board system to sub-Saharan Africa may allow compliance with federal regulations, but without attention to the local cultural context does little to protect research subjects

For those working in the field of bioethics, our greatest challenge is maintaining the reflexive stance characteristic of the best social science. We have argued that a culturally-informed bioethics will remain critical of its own goals, re-examining them when challenged. The emerging emphasis on issues of population health and global justice is heartening. Our global environment precludes “business as usual”; the field of bioethics can no longer focus its energy and attention on the ethical dilemmas experienced by individual patients privileged by social status with too much medical care

Source: Excerpted from “Accounting for Culture in a Globalized Bioethics,” by P. Marshall and B. Koenig, 2004. Journal of Law, Medicine & Ethics, 32(2), 252–266 (citations, references, and some text omitted). Copyright 2004 by American Society of Law & Medicine, Inc. Reprinted by permission



In their article, Marshall and Koenig (2004) took what they described as “a more nuanced view” (p. 257) on the issue of the existence of a common morality. They recognized the need for local knowledge in applying general principles. However, they also recognized the existence of some universal principles and called particular attention to the universal principles of human rights and the right to health care as matters of global justice. The right to health care is discussed in detail in Chapter SEVEN of this book, together with an analysis of ethical obligations to provide health care goods and services.

Can Theories of Ethics Encourage People to Do the Right Thing?

Throughout human history, societies have searched for the best ways to encourage desirable conduct and discourage undesirable conduct. For example, in ancient China, the Legalists argued that society could not be controlled by means of morality or virtue but only by means of strict laws and severe punishments (Chen, 1999, p. 10). The Confucianists strongly disagreed with the Legalists. According to the Confucianists, regulations and punishments are ineffective, and the only way to maintain social order is to educate people by means of morality and lead people by means of virtue (Chen, p. 7). Other countries and cultures have had similar debates about the best ways to promote the good of individuals and societies.

Several chapters of this book consider the usefulness of ethical theories in handling practical problems of health policy and services. For example, Chapter FOUR, which addresses reproductive health issues, evaluates whether ethical theories are helpful in resolving the morality of abortion, concluding that they are not particularly helpful. If we were to use utilitarianism to address that issue, we would still need to consider whether to address the interests of fetuses when considering the greatest good for the greatest number. If we were to use Kantian ethics, we would first need to decide whether fetuses are people and thus entitled to be treated as ends. Under each of the theories of ethics, a threshold issue would essentially beg the question and that would be likely to determine the outcome of ethical analysis. If we were to try to use principlism to address the ethical issue of abortion, the analysis might be so flexible that it would fail to give us any real guidance. Because no moral duty is absolute, each person could decide for himself or herself which duty outweighs the others in the particular circumstances. Rather than helping us to determine the most ethical course of conduct, the open-ended analysis of principlism would probably lead to any desired result. Then the chosen result could be justified by declaring that one moral duty outweighs all of the others in this particular situation. Additional examples of this phenomenon can be found in the activities at the end of each chapter of this book. These activities provide opportunities to consider whether theories of ethics are really helpful in solving practical problems in health services and systems. In addition these practical activities can help individuals to develop the ability to identify ethical problems in health policy and services and to consider the effect of potential solutions on each stakeholder.

If ethical theories are not particularly helpful, how can we encourage individuals and organizations in the health system to do the right thing? There are many possibilities. Each would have advantages and disadvantages, and some would be more effective than others. Theoretically, we could require everyone who works in health policy or services to take a college-level course in ethics as a job requirement before being hired or to participate in on-the-job training on ethics. It is not at all clear, however, that this type of education or training would actually encourage ethical conduct on the job. Employers in the health system could try to use preemployment testing to evaluate the ethical standards of all potential employees, but answers on preemployment tests would not necessarily indicate a greater likelihood of ethical conduct. Health care organizations could monitor and supervise the conduct of all employees by means of inspections and internal auditing and by making confidential hotlines available so that individuals could inform the management anonymously about unethical conduct in the organization. In the United States, health care organizations have been encouraged by the government to adopt compliance programs that include these types of activities. However, compliance programs usually devote more time and resources to avoiding legal or financial problems for the organization than they give to helping the organization and its personnel to make difficult ethical decisions, such as determining the most ethical way to allocate the organization's limited health care resources. Perhaps the most effective method of encouraging ethical conduct would be for managers and board members of organizations in the health system to lead by example, and to encourage an ethical culture at all levels of the organization. In particular, leaders should make it clear that in considering proposed courses of action for the organization it is completely appropriate for all personnel in the organization to raise potential ethical concerns and to discuss each of the alternatives from an ethical perspective.

Summary

Since the latter half of the twentieth century, bioethics in the United States and a number of other countries has made an important transition, from an emphasis on individual autonomy in the doctor-patient relationship to a serious concern about broader issues of social justice and public health (Marshall and Koenig, 2004; Brock, 2000; Illingworth and Parmet, 2009). This recent trend reflects a new and global perspective, as well as a commitment to fairness on the national level. This chapter began by analyzing various ethical theories, including utilitarianism, Kantian ethics, and principlism. Some theories of ethics may be limited to the societies and cultures in which they were developed. Nevertheless there are some overriding ethical values, even if they have not been adopted by a particular culture. Those overriding ethical values are universal in the sense that they apply to all human societies and they transcend the values of a particular culture. Contrary to the arguments of ethical relativists, there are some circumstances, such as slavery, in which we can and should conclude that the values of a particular society are unethical and therefore should give way to overriding universal values. This chapter also evaluated the usefulness of ethical theories as methods of making ethical decisions, and considered other potential methods of encouraging people and organizations to do the right thing. Finally, the activity at the end of this chapter, along with the activities in the other chapters, can help people develop the ability to identify ethical problems and consider potential solutions.
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Discussion Questions


1. Which ethical theory, if any, is the best one?

2. Are ethics dependent on culture, such that all actions considered to be ethical by a particular culture are ethical when they occur in that culture?

3. In the latter half of the twentieth century, why was bioethics in the United States focused on the doctor-patient relationship rather than on broader issues of public health?

4. What are the most effective ways of helping individuals and organizations in the health system to make ethical decisions and act in an ethical manner?




Activity: Building and Operating a New Hospital in a Developing Country

A developing country in sub-Saharan Africa, which we will call the Republic of Tuvunu, has a population of about forty million people. In Tuvunu, millions of people are suffering from diseases such as HIV/AIDS, TB, and malaria. Every year, tens of thousands of children and adults die unnecessarily as a result of diseases that could be managed by means of appropriate medical treatment and drugs.

An academic medical center in a wealthy, industrialized country, which we will call the University Health System (UHS), operates several hospitals and other health care facilities in its local area and draws patients from a wide region. However, UHS has not developed or operated health facilities in any other country.

Tuvunu's Ministry of Health (MOH) has requested UHS to build and operate a new hospital in an isolated area of Tuvunu that currently has no health care facility. Specifically, MOH has asked UHS to provide $100 million for construction of the hospital and $10 million per year for ten years as annual operating costs. Under this proposal, UHS would own and operate the hospital, which would be known as UHS-Tuvunu. The administrator, physicians, nurses, and all other workers at UHS-Tuvunu would be salaried employees of UHS. In addition, some physicians and managers from the home campus of UHS would travel to Tuvunu on a periodic basis, for one month at a time, in order to assist in providing care to patients and operating the hospital.

UHS is seriously considering this proposal. UHS already has sufficient funds in its accumulated reserves to build the hospital and operate it for ten years. Although the project is expensive, it is estimated that the new hospital will save more than one thousand lives per year and will significantly improve the lives of thousands more.

At this point in the negotiations the only serious concern is the list of conditions that MOH recently presented to UHS. According to MOH, UHS will be required to respect Tuvunu's cultural practices and religious beliefs in operating the hospital. For its part UHS is committed to multiculturalism and does not want to impose its views on the government or people of Tuvunu. The conditions presented by MOH are as follows:


1. No abortion may be performed at UHS-Tuvunu, unless it is absolutely necessary to save the life of the mother.

2. UHS-Tuvunu will respect Tuvunu's longstanding cultural practice of female circumcision (FC) and will perform FC when requested by the patient or, if the patient is a child, when requested by the parent.

3. In accordance with Tuvunu's culture, informed consent to the performance of medical or surgical treatment will be granted or denied by the eldest male in the patient's extended family.

4. In sending physicians and managers from the home campus of UHS to UHS-Tuvunu, UHS may not send any Jews or homosexuals to Tuvunu.

5. The top floor of UHS-Tuvunu will be designed and advertised as the VIP Floor. It will be used by patients who are capable of paying higher charges, including wealthy residents of Tuvunu and foreign medical tourists.

6. As a condition of receiving a license to operate UHS-Tuvunu, UHS will sign a consulting agreement with a local company to be designated by MOH, and UHS will pay $1 million to that company.



Your task is to evaluate the ethical issues raised by these conditions. In evaluating these ethical issues, please apply the ethical theories or approaches of utilitarianism, Kantian ethics, and principlism (prima facie moral duties). In other words, how would a follower of each ethical theory or approach resolve these ethical issues? In addition, please feel free to consider any other ethical theories or approaches that you think may be relevant, including your own ethical views. In evaluating the ethical issues, please consider two alternative scenarios, as follows:

In the first scenario, please assume that the complete list of conditions presented by MOH is nonnegotiable. MOH will not change its position on any of those issues. Therefore the proposal is all or nothing, and UHS must either take it or leave it. Under this scenario, no other institution is considering building or operating a hospital in Tuvunu. Even if another institution could be identified to build or operate a hospital in Tuvunu, that institution would be subject to the same set of nonnegotiable conditions. Under these circumstances, is it ethical for UHS to build and operate the proposed hospital in Tuvunu? Is it ethical for UHS to refuse to build and operate the proposed hospital in Tuvunu?

In the second scenario, please assume that the conditions are negotiable to some extent. Under this scenario, UHS has the flexibility to eliminate some of the conditions but cannot eliminate all of the conditions. As an ethical matter, which of the conditions are the most important to eliminate? Which of the conditions, if any, could be tolerated as a compromise, in order to make it possible for UHS to build and operate a new hospital in a severely underserved area of Tuvunu?







Chapter Two

Autonomy and Informed Consent in Global Perspective

Learning Objectives


	Acquire proficiency in analyzing the ethical duty of health care providers to obtain a patient's informed consent to treatment.

	Understand and be able to explain the practical problems of obtaining truly informed consent in both developed and developing countries.

	Be able to evaluate whether informed consent really matters to patients.

	Be prepared to debate whether informed consent is a value of a particular culture or a universal principle of ethics.



The Hippocratic Oath does not mention any ethical duty on the part of a physician to obtain the consent of a patient, or even any obligation to provide information to a patient. Jay Katz (1994) has pointed out that as recently as 1847, the American Medical Association's Code of Ethics instructed patients to simply obey orders, despite their own “crude opinions” (p. 73). Nevertheless, the concept of informed consent has become so much a part of modern practice that people in many countries tend to take it for granted.

This chapter begins by analyzing the ethical principles and practical issues of informed consent, including the problems of obtaining informed consent in developing countries, looking at these principles and issues specifically in the context of clinical practice. (Chapter SIX analyzes the ethical issues of informed consent in the context of research with human subjects.) Developing country issues are exemplified through an excerpt from an article by scholars from Pakistan about the practice of informed consent at two hospitals in Lahore. Then two additional questions are evaluated. First, does informed consent really matter to patients? Second, is informed consent a universal principle or a value only of a particular culture? An activity at the end of this chapter addresses the ethical aspects of informed consent procedures at a rural health facility in a developing country in light of the opportunity cost of spending limited time and resources on informed consent.

Ethical Principles and Practical Issues of Informed Consent

The patient's right to choose is based on the ethical principle of autonomy, or self-determination. Pursuant to that ethical principle, informed consent refers to the right of a patient to make his or her own decisions regarding diagnosis and treatment and to do so after receiving all of the necessary information from the health care provider. Thus, informed consent includes both a decisional component and an informational component.

In the United States, the American Medical Association (AMA) has adopted standards for both of these components of informed consent, as expressed in Opinion 10.01of the AMA Code of Medical Ethics, which is titled “Fundamental Elements of the Patient-Physician Relationship” (American Medical Association, 1992). With regard to the decisional component, Opinion 10.01(2) provides that the “patient has the right to make decisions regarding the health care that is recommended by his or her physician. Accordingly, patients may accept or refuse any recommended medical treatment.” In regard to the informational component, Opinion 10.01(1) states that the “patient has the right to receive information from physicians and to discuss the benefits, risks, and costs of appropriate treatment alternatives.” These ethical principles have been accepted as standard practice in many countries around the world. In fact, the International Code of Medical Ethics of the World Medical Association (WMA) explicitly provides that “a physician shall respect a competent patient's right to accept or refuse treatment” (World Medical Association, 2006). As discussed in Chapter SIX, in many countries research projects that use human subjects must comply with the requirements of informed consent. Moreover, some people have argued that the ethical duty of disclosure includes an obligation for health care providers to inform patients even about medical errors the providers have made (Wu and others, 1997).

The ethical principle of informed consent has also been adopted as a legal requirement in many countries. In one frequently quoted decision, a U.S. state court explained that “[e]very human being of adult years and sound mind has a right to determine what shall be done with his own body; and a surgeon who performs an operation without his patient's consent, commits an assault, for which he is liable in damages” (Schloendorff v. Society of New York Hospital, 1914, p. 93). The Law of the People's Republic of China on Medical Practitioners contains this provision: “Doctors should truthfully explain the patients' conditions to the patients and their family members provided that attention is paid to avoid an adverse effect on the patients” (People's Republic of China, 1999, art. 26). The point here is not to focus on the laws in particular countries but rather to recognize that in many countries informed consent has become so well accepted as a matter of ethical theory and medical practice that it has become enshrined as a legal requirement, with potentially severe consequences for a health care provider's failure to comply.

However, practical problems exist in providing understandable information to patients and obtaining truly informed consent, even in industrialized countries with relatively well educated patients. Immigration and the movement of people across national borders mean that large numbers of patients are not fluent in the dominant language of the country in which they need to receive health care and thus face additional communication barriers that can inhibit their access to care, as discussed in Chapter TEN. For example, millions of people in the United States have limited English proficiency, and immigration is resulting in similar language barriers in other developed and developing countries as well. It is axiomatic that a patient cannot give informed consent unless that patient can obtain information and provide consent in a language that he or she understands.

In developing countries, resource limitations and educational levels pose additional problems in obtaining truly informed consent. As Yousuf and others (2007) have pointed out, overworked doctors in a developing country may lack the time and the patience to comply with all of the procedures of informed consent (p. 562). Sastry and others (2004) have noted the difficulty of implementing informed consent procedures in those parts of India where resources and staff time are limited and where educational levels are very low. These authors described the practice of informed consent for pregnant women in India as follows:

Typically, informed consent for pregnant women in most Indian hospitals and clinics is for operative procedures such as cesarean section or laparotomy. It is usual for the doctor or resident on duty to put down in his or her own handwriting the text of the consent on a patient's case papers This is signed (or a thumbprint given) by the patient, her husband or an accompanying relative, and is generally considered to serve as legal consent; therefore, it is not interpreted as voluntary. Most often, due to time constraints, very little is explained to the patient about the procedure, risks, and benefits, or what her signature actually means. As found in other regions in India, there is a general perception by clinicians and other healthcare workers that women are “unable” to understand any of the procedures even if explained, because they are illiterate or have no medical background [Sastry and others, 2004, citations omitted].

Ayesha Humayun and others (2008) have noted similar problems in Pakistan with informed consent, privacy, and confidentiality. Pakistan is a Muslim country. The practice of medicine is subject to the Code of Ethics issued in 2002 by the Pakistan Medical and Dental Council (PMDC), which is a government regulatory authority. Farhat Moazam and Aamir Jafarey (2005) have identified an inherent tension in the PMDC's Code of Ethics, which contains aspects of both the moral values of Islam and the contemporary principles of bioethics, such as autonomy, beneficence, and justice (p. 252). As stated in the PMDC's Code of Ethics, “If secular Western bioethics can be described as rights-based, with a strong emphasis on individual rights, Islamic bioethics is based on duties and obligations (e.g., to preserve life, seek treatment), although rights (of Allah, the community, and the individual) do feature in bioethics, as does a call to virtue (Ihsan)” (Pakistan Medical and Dental Council, 2001, sec. 7.0).

The following excerpt from the article by Humayun and colleagues mentioned previously describes some of the practical limitations of obtaining informed consent in Pakistan, as well as differences between practices at public and private hospitals. Significantly, the article authors have treated informed consent as an ethical requirement for all health care professionals, even in developing countries, and they have not questioned the importance of informed consent or the applicability of that principle to every country and culture.


Excerpt from “Patients' Perception and Actual Practice of Informed Consent, Privacy and Confidentiality in General Medical Outpatient Departments of Two Tertiary Care Hospitals of Lahore”

By Ayesha Humayun and Others

Introduction

…The concepts of privacy and confidentiality are closely related. Privacy is a broader term including physical privacy, informational privacy, protection of personal identity and the ability to make choices without interference. Confidentiality is a narrower term referring to informational privacy and the duty not to disclose any patient information without prior approval from the patient. Privacy and confidentiality are not only basic rights of the patients but also serve to further a trustful, frank and open relationship with the doctor, thus improving patient care. It has also been noted that patients often over- or underestimate their ethical rights in medicine.

While most western countries have enshrined these concepts of informed consent, privacy and confidentiality in federal or state laws and codes of ethics, such law-making is almost non-existent in Pakistan although there have been some recent efforts to create ethical guidelines for research and medical practice. Significantly, Pakistan Medical and Dental Council (PMDC), the regulatory body of medical practitioners[,] has formulated a code of ethics for all doctors, although no concrete steps have been taken to ensure their application. However, most other work on this subject focuses on research ethics and is currently limited to individual institutions or some non-governmental organizations. At the same time, cultural values in Pakistan offer a challenge to the practice of medical ethics in Pakistan. This is because crucial decision making is often done by family members or is left entirely up to the physician, and there seems to be a general acceptance of this shifting of focus from the individual to other people. Public (patient) awareness of their rights to informed consent and privacy is often low. Previous qualitative research has shown that a significant number of physicians do not think it is necessary to obtain a proper consent after providing the patients with thorough information. Furthermore, general observation points to wide differences between the quality of medical care offered at private and public hospitals. In view of these observations, this study was conducted to explore the degree to which the ethical practices of informed consent, privacy and confidentiality are observed in medical outpatient departments of public and private hospitals in Lahore, Pakistan. We follow it up with an assessment of patients' perceptions of these practices in comparison to the assessment performed by our data collectors.

Materials and Methods

A cross-sectional study was conducted at general medical out-patient departments (OPDs) of two tertiary care hospitals of Lahore during the period March–June 2005. One hospital was from the public sector while the other was from the private sector. The sample was selected using multistage random sampling

Prior consent had been obtained from all doctors so as to be allowed to observe and evaluate any doctor-patient interaction during the study period. However, in order to minimize bias, at no point were the doctors informed of the individual patient selection. Hence they remained unaware of which patient interaction was being graded for ethical practices. This had been made clear to them while obtaining consent for their participation. In Pakistan, the nursing departments are often understaffed so that the role of nurses in the outpatient departments is limited and it is almost always the doctors who obtain informed consent from the patients regarding their examination/treatment. Therefore, nurses were not included in the study.

Ethical approval for the study was obtained from the review committee of the Center for Health Research, Lahore. The study was conducted in compliance with the “Ethical Principles for Medical Research involving Human Subjects” of [the] Helsinki Declaration. Patient names were not recorded to assure confidentiality. Verbal consent was obtained from all subjects and documented in the presence of a witness

Results

We enrolled and followed 93 patients in each of the two hospitals

…Observance of ethical practices was inadequate or improper in most instances. The practice of informed consent in the private hospital was much better compared to the public hospital (p: < 0.0001). No informed consent was taken at all in 90.3% cases in the public hospital compared to 53.3% of the patients in the private hospital. Similarly, confidentiality was adequately practised more often in the private hospital than in the public hospital (p: < 0.0001). On the other hand, the differences in the provision of privacy were not statistically significant

…Compared to the public hospital, more patients in the private hospital believed that the ethical principles had been well observed by the doctors interacting with them (p: < 0.0003)

Discussion

The present study was designed with a purpose to assess the actual practice of informed consent, privacy and confidentiality by the doctors through direct observation of the entire process of patient care provided in outpatient departments (OPDs) of public and private hospitals, and correlate these ethical practices with patient perception of doctors' ethical practices. Our results show that the doctors took proper informed consent from very few patients coming to these hospitals. One of reasons behind such practice is that the cultural trends in Pakistan still tend to accept the paternalistic model of medical care. This is in line with the Asian culture as a whole, where the decision-making is often left purely to the doctors or other family members. Studies from Kashmir and Japan reflect similar practices wherein patients are willing to accept what doctors choose for them, while doctors are satisfied with their role of a decision-maker. For example in a study by…[Yousuf] RM et al, 65% [of] physicians in Kashmir and 35% [of] physicians in Malaysia said they would listen to the family's request to withhold information from the patient. A study from Hong Kong also shows the patients and physicians to be more willing to accept the role of families in crucial decisions regarding medical care. Even in countries like Lithuania and South Africa, the practices of doctors often do not meet the moral and legal requirements for medical ethics, although the observance of ethics is better than what our study has found in Pakistan.

While the situation in US was not much different till the 1960s, the current medical practice in US lays significant focus on the concepts of informed consent and shared decision-making. This differs substantially from the trends in Asia and experts have gone to the extent of calling it a “cultural artifact” in that reliance on this concept is not universal. Even in US, there is often a clash between these ethical standards and the moral intuitions of many physicians.

Improper consent of some form was taken from a large number of patients at the private hospital but just a few from public hospital. No informed consent was taken from an alarming proportion of patients (90%) at the public hospital. Even in the private hospital more than half the patients were denied their right to informed consent. On the whole, the practice of informed consent was better at the private hospital but still far from the ideal. Several reasons may account for the differences. Firstly, doctors at private hospitals are better paid than their colleagues in the public sector, something that may translate into better performance at work and greater care for the patients. Secondly, doctors in the private sector are often employed on contracts that need regular renewal. Doctors' work is regularly monitored and assessed, and this renewal is often linked to patient satisfaction with care. Hence doctors in the private sector are more likely to respect the patients' fundamental rights related to their medical management. On the other hand, jobs in the public sector are secure and more or less permanent in nature. At the same time, there is little or no accountability of the doctors since there is usually no effort to elicit patients' opinion about the care provided to them. The results of our study are in line with those from a study conducted in a public sector hospital in Karachi that concluded that the current practice of informed consent was below the internationally acceptable standards. Even though that study commented only on preoperative informed consent, it is pertinent to note that the trend of both our studies is similar. Another study from a private hospital in Karachi also reported that the number of patients complaining of lack of privacy was greater than in the west.

Similarly, the principle of confidentiality (informational privacy) was also inadequately practised in our study. This is not surprising since even a study in a country like Canada, has shown that quite a few of the family physicians do not fully understand their obligations towards patient confidentiality. Furthermore, the practice of confidentiality was more inadequate/unsatisfactory in the public sector hospital than the private one. While the reasons cited above may also contribute to this difference as well, there are others factors that must also be explored. Significant patient burden at general OPDs of public hospitals often makes it impossible for the doctors to follow the full protocol of informed consent and confidentiality. Usually the OPDs are in the form of big rooms in which on one side the patients are waiting (a part of their total waiting time in and outside the OPD room) while on the other, there are some examination tables (with or without a screen). In the center of the room, many doctors are interviewing and examining multiple patients and/or writing medical prescriptions. 2 to 4 patients are dealt with simultaneously. Seldom if ever are the attendants requested to leave the room while the patient is being interviewed or examined. Hence the patient and his/her problems are discussed in front of all present in the room. Such practice may prevent the patients in revealing their complete history and list of symptoms.

Provision of privacy during physical examinations was also inadequate in both hospitals. However, privacy-related practices were still somewhat better than the practices of informed consent and informational privacy. The private hospital again showed better ethical practices than the public hospital although in this case the difference was not statistically significant. This may be because in both settings, doctors have no choice but to carry out these examinations behind a screen, especially examinations requiring significant exposure

Our study shows that compared to the public hospital, more patients in the private hospital believed that ethical practices were well observed by doctors interacting with them. This is fairly in line with the assessment of our data collectors where principles of informed consent, informational privacy and physical privacy were more often applied in the private hospitals as discussed earlier. We compared whether the patients' perception of these ethical practices matched correctly with the assessment of our data collectors. In 38/93 instances in the public hospital and 24/93 in the private hospital, patients' perception differed with the assessment of our trained data collector. This is a significant number, and again shows that many patients are unaware of, or misunderstand[,] their ethical rights. Once again, the discordance is higher in the public hospital and this may be directly related to the lower socioeconomic status of these patients compared to those in the private hospital.

It is noteworthy, that there are also some other reasons for inadequate ethical practices in Pakistan. For example, although innovative ethical curricula have been shown to improve the confidence and practice of doctors with regards to medical ethics, PMDC does not include education in bioethics as a major component of the medical curriculum. It follows, that very few medical colleges in Pakistan impart formal training in bioethics. Such education is also largely omitted from postgraduate training programs. Lack of applied ethical training is also perceived in other countries like Germany and even US, which has always championed the cause of bioethics. This lack of Pakistani education in ethics means that trainees can only learn from the practices of their consultants, most of whom belong to the era when a paternalistic approach towards the patients was in vogue. This leads to a vicious cycle where every subsequent generation of doctors believes in paternalism. Even doctors who favor practices like informed consent, often abandon these practices since they believe that most of their patients are uneducated and would not be able to decide what is best for them. It is true though, that often the patients do not want to take any decision and want the doctor to decide each and every thing for them. Furthermore, the lack of accountability and legal recourse means that doctors who do not respect patient ethics are never taken to task in this country.

However, regardless of the excuses provided for the lack of medical ethics, it should be kept in mind that the principles of informed consent, confidentiality and physical privacy must always be applied in medical practice.

Conclusion

Adherence to principles of ethics in medical practice is inadequate in Pakistan. Formal training in bioethics should be incorporated in undergraduate and postgraduate medical training so that the healthcare providers understand the concept, process and application of medical ethics. Local languages should be utilized in written and verbal consent. Forms for written consent should be easy to understand for even the less educated patients. Every patient should be interviewed and examined in a separate room to ensure informational and physical privacy and the number of medical staff should complement the patient load at any hospital. Sincere attempts need to be made at legalizing the value and processes of medical ethics and public health programs should aim at making the patients aware of their legal rights to informed consent, confidentiality and privacy.

Source: Excerpted from “Patients' Perception and Actual Practice of Informed Consent, Privacy and Confidentiality in General Medical Outpatient Departments of Two Tertiary Care Hospitals of Lahore,” by A. Humayun and others, 2008. BMC Medical Ethics, 9(14), doi: 10.1186/1472-6939-9-14 (citations, references, tables, and some text omitted). Copyright 2008 by Humayun et al.; licensee BioMed Central Ltd. This is an Open Access article distributed under the terms of the Creative Commons Attribution License (http://creativecommons.org/licenses/by/2.0), which permits unrestricted use, distribution, and reproduction in any medium, provided the original work is properly cited



In the foregoing reading, Humayun and others (2008) argued that health care professionals have an ethical obligation to obtain the informed consent of their patients, “regardless of the excuses provided for the lack of medical ethics.” However, they did not consider the opportunity cost of spending time and resources on informed consent, a cost likely to be particularly high in a developing country with severe limitations in health resources. In other words, if the limited staff could treat more patients per day by dispensing with some of the time-consuming procedures for informed consent, would that increased efficiency justify a failure to comply with ethical principles of autonomy and informed consent? The activity at the end of this chapter provides an opportunity to evaluate that question in the context of a rural health facility in a developing country.

Does Informed Consent Really Matter to Patients?

We should consider the possibility that, in the real world, patients may not really care very much about informed consent. Philosophers and ethicists care very deeply about informed consent, and tell the rest of the world that they should care about it. Many academics have built their careers by writing scholarly articles and books about informed consent and related subjects. They attend conferences, participate in panel discussions, and serve on advisory committees about informed consent and other bioethical issues. There is an entire informed consent industry of highly educated, caring, and articulate experts.

Malpractice lawyers also care about informed consent. The doctrine provides a legal basis on which patients may sue their health care providers in the event of an adverse outcome, without needing to prove that the treatment was performed in a negligent manner. If a lawyer prevails on behalf of a patient, that lawyer will probably receive a contingency fee that takes a significant share of the patient's monetary damages.

It is possible, however, that many patients might not care very much about informed consent. Or if they do care, it might be because someone has told them they should care. Moreover, by insisting that doctors comply with specific procedures for informed consent, we have encouraged an attitude of distrust between patients and their doctors. We even insist that doctors provide information about potential risks when the reality is that the patient does not have much of a choice. For example, we insist that pediatricians give detailed disclosures to parents about the risks of immunizing their children, including gruesome statistics about the numbers of children who will die or become paralyzed as a result of receiving particular immunizations. As a practical matter, many parents have little choice but to agree to immunization for their children if they want their children to be allowed to attend school. Nevertheless, we require doctors and parents to go through the ritual of disclosing the frightening risks and then obtaining a signature in order to prove that there was voluntary informed consent.

Another problem is that the current practice of informed consent does not include disclosure of those risks that may be most significant to the patient. We require doctors to disclose the risks and benefits of various treatments, but we do not require doctors to disclose information about themselves, which might pose the most significant risks to the patient. For example, we generally do not require doctors to tell patients about their level of experience, mortality rate compared to that of other doctors, disciplinary board actions, malpractice cases, infectious diseases, history of alcoholism or substance abuse, or any disabilities that might affect their performance of medicine or surgery. Generally, we do not require hospitals or other health care facilities that need to obtain informed consent to inform patients about the facility's quality ratings by governmental or nongovernmental agencies. Those types of provider-specific risks might be much more important to the patient than the abstract statistical risk of an adverse outcome for each type of treatment in the nation as a whole. The failure to require disclosure of the most important risks is one more reason why the current practice of informed consent does not meet the real needs and concerns of patients.

If patients really do care about informed consent, it still might be fairly low on their hierarchy of priorities. Imagine the tragic scene in which a physician needs to tell a patient that she has cancer. Obviously, the patient will be shocked, upset, and terribly frightened. She wants to know if she is going to die. She wants the doctor to save her life, not guarantee that she will have final decision-making authority over the choice of treatment modality. Later, when she is told about various treatment options and asked to make a choice, the doctor can subtly—but effectively—influence her choice of treatment. The doctor can present and explain the alternatives in a way that makes it more likely that the patient will choose the alternative that the doctor thinks is best for that patient, after which the patient might be firmly convinced that she made her own, independent decision.

Every day, we put ourselves, our lives, and our families in the hands of other people who know how to do things that we don't know how to do, and we trust them. We don't require them to disclose all of the risks or give us the power to make decisions about how they will do their jobs. For example, imagine what passengers might hear from their pilot if we handled the risks of airplane travel in the same manner as we handle informed consent to medical care:

Good morning, ladies and gentlemen. Welcome to Modern Airlines flight number 372. This is your captain speaking to you from the flight deck. Before takeoff, I need to tell you about some of the risks you will face on today's flight. There is a risk that we will slide off the runway during takeoff, and there is a risk that we will crash during our approach for landing. There is a risk that we will crash into a mountain. There is a risk that we will crash into the ocean.

Before we take off, I will continue to explain the risks of today's flight. Meanwhile, our flight attendants will pass through the cabin handing out consent forms for you to sign. You must sign a consent form if you want to remain on this flight.

In addition, there are some important decisions which need to be made about the best and safest way to reach the airport at our destination. If there is only one passenger on today's flight, that one passenger will make the decision. If there is more than one passenger on today's flight, the decision will be made by majority vote of the passengers, with our copilot voting in the event of a tie. The choice is between making a gradual descent to the airport at our destination and making a faster descent. As a matter of safety, each alternative has some advantages and some element of statistical risk. Now, I have been a professional airline pilot for over twenty-five years, but the choice is up to you. So, please let the flight attendants know what you want me to do.

Of course that would be utterly ridiculous, but that is precisely what we require from our doctors under the current practice of informed consent. A doctor may have practiced medicine or surgery for over twenty-five years. Nevertheless, in choosing between alternatives, we require the doctor to give a tutorial to the patient in medical science, and then we let the patient tell the doctor what to do.

In addition to being impractical, informed consent demonstrates a real lack of trust in our doctors. Philosophers and ethicists have told us that patients should have the opportunity to choose, and perhaps they should. Perhaps patients should have the opportunity to choose a doctor whom they trust. If a patient does not trust his or her doctor, the patient should find a different doctor. If patients are limited in their choice of doctor by the restrictions of their insurance plans or government programs, perhaps that is where we should reform the health care system, rather than perpetuating the current ritual of informed consent.

Obviously, there are significant counterarguments that support the need for informed consent. At a fundamental level, informed consent is a crucial bulwark against the worst abuses of human rights in the health care system, such as research on human subjects without their consent and sterilization of indigent women without their consent or even without their knowledge. Chapter SIX describes some of the most infamous examples of such abuses of human rights, such as the Tuskegee experiment in the United States and the medical experiments by Nazi doctors, abuses that help to explain the modern emphasis on the concept of informed consent. The ethical principle of autonomy protects human dignity by recognizing and assuring the right of the individual to decide what will—and will not—be done to his or her body. Moreover, medical treatment is distinguishable from airline travel on several grounds. Medical treatment is more invasive and more personal than taking a trip on an airplane. Airline pilots share the risks of injury or death with their passengers, whereas physicians and surgeons do not share the risks of injury or death with their patients. It is also important for health care providers to respect patients' values and preferences with regard to issues such as quality versus quantity of life, tolerance for risk, and attitudes toward particular types of treatment such as drugs, blood transfusions, or surgery. The goal of public policy on informed consent is to find a good compromise so that the process used protects the autonomy and dignity of patients but does not require excessive disclosure of potential risks and does not place undue demands on resources that could be used for other aspects of patient care and for treatment of other patients.

Is Informed Consent a Universal Principle or a Cultural Value?

Many people conclude or assume that autonomy and informed consent are universal principles of human life. In its World Health Report 2000, the World Health Organization (WHO) used the criterion of responsiveness as a universal value to compare the health systems of different countries. Responsiveness includes both client orientation and respect for persons. Respect for persons, in turn, includes autonomy and “helping choose what treatment to receive or not to receive” (World Health Organization, 2000, pp. 31–32). Thus, WHO considered autonomy and the ability to participate in choosing one's treatment as universal values of human life against which every health system in the world should be judged.

We should consider, however, whether autonomy is really a universal value of human existence or a more limited value, applying to a particular culture or group of cultures at a particular point in time. Many observers have recognized that some modern Western cultures are preoccupied with the personal desires of the individual. In some Western countries, people tend to focus on individual rights and individual choice. Western philosophies are based to a large extent on the concept of individual free will. Many Western political systems place a high value on self-determination, as expressed through free elections with one person—one vote. In modern Western societies, bookstores are stocked with volumes offering self-help, and the criteria for mental health are deemed to include self-knowledge, self-esteem, and self-actualization.

Compared to other cultures and other times, many modern Western cultures could be described as preoccupied—or even obsessed—with personal wants and needs, as opposed to the needs of communities. Many Westerners attempt to justify their preoccupation with the individual by insisting that autonomy and self-determination are fundamental components of human dignity. But perhaps these are just culturally based values. Many people in other cultures find human dignity in meeting their responsibilities and fulfilling their roles in their extended family, community, or nation.

As discussed earlier, Katz (1994) has demonstrated that the current concern with informed consent is not a longstanding tradition of medical ethics, even in Western cultures: “Viewed from the perspective of medical history, the doctrine of informed consent, if taken seriously, constitutes a revolutionary break with customary practice” (p. 72). This does not necessarily mean that there is anything wrong with the current doctrine of informed consent. However, it does mean that informed consent is not a universal value for all periods of time and all cultures.

In some cultures, many health care providers do not follow Western practices of informed consent. In fact many people in those cultures would consider Western consent practices to be grossly inappropriate, rude, or even cruel. Akira Akabayashi and colleagues have described cultural practices in Japan, where directly disclosing a diagnosis of terminal disease to a patient may be considered cruel (Akabayashi and Slingsby, 2006; Akabayashi and others, 1999). As these authors explained, patients in Japan may prefer “a family-facilitated approach…in which a patient's family communicates with the attending physician and medical staff and often makes treatment-related decisions” (Akabayashi and Slingsby, p. 11). In the city of Doha in the Persian Gulf, a patient may distrust a physician who gives the patient too much information (Rodriguez del Pozo and Fins, 2008, p. 276). Describing the situation in Kashmir, Yousuf and others (2007) explained that “most patients avoid the responsibility of decision-making and defer this role to the family or the doctor. Women, in particular, do not give consent unless they get approval from their husband or the head of the family” (p. 562).

Even within the United States, some groups of immigrants have attitudes about informed consent and disclosure of medical information that are very different from typical U.S. medical practice. In one study, Leslie Blackhall and others (2001) found that most Korean Americans believe cancer patients should not be told their diagnosis and should not be told about a terminal prognosis. These researchers also found that 65 percent of Mexican Americans believe that patients should be told the truth about a diagnosis of cancer, but only 48 percent of this group believe that a person should be told he or she has a terminal condition (p. 61). In traditional Navajo culture, speaking words about a potential adverse result is believed to make it more likely that this result will occur (Marshall and Koenig, 2004, p. 260).

Nevertheless, even when physicians do not disclose complete information to their patients directly, patients in some cultures might be receiving additional information by means that are more subtle and more indirect. Blackhall and others (2001) describe a type of nonverbal communication among some Korean Americans and Mexican Americans that allows them to infer the complete truth from ambiguous statements and from context but that also maintains sensitivity and preserves hope (pp. 67–70). In Doha also, patients obtain information not only from explicit disclosures but also from context and from what is not explicitly stated (Rodriguez del Pozo and Fins, 2008, p. 276). The cultures in which this can occur are characterized as high-context, meaning that a large amount of information is provided by and derived from the social environment, reducing the need for the types of explicit disclosures that are necessary in low-context cultures, such as those found in Germany and among the majority U.S. society (Blackhall and others, pp. 69–70; Rodriguez del Pozo and Fins, pp. 274–276).

In addition, Akabayashi and others (1999) have described subtle methods of communication in Japanese culture that are ambiguous but also informative to people who understand those particular methods of communication (p. 298). Akabayashi and Slingsby (2006), characterized the Japanese style of informed consent (informudo consento) as being consistent with an interdependent view of the self, in which individuals see themselves as part of a set of relationships with family and other groups. “Thus it is considered that patients who hold an interdependent view will feel more comfortable participating in collaborative decision making with their family, friends or medical providers. We further believe that within this collaborative mode, an individual who holds an interdependent construal will tend to entrust decision making to his or her family or medical provider. In effect, patients who entrust their decisions to their family and/or medical provider often do not participate directly in decision making” (p. 12).

Does this mean that the ethical principle of autonomy is not relevant to patients in those cultures? Yousuf and others (2007) concluded that “in certain parts of the world, preserving community norms and family relationships are more important than individual autonomy” (p. 564). Other scholars have disagreed with that conclusion, however. Akabayashi and colleagues reasoned that honoring a patient's preference for a family-facilitated approach to informed consent might be consistent with that patient's self-determination and autonomy. However, this analysis appears to be somewhat circular, and these researchers conceded that the argument requires additional thought (Akabayashi and Slingsby, 2006, p. 13; Akabayashi and others, 1999, p. 300).

In their analysis of informed consent in Doha, Pablo Rodriguez del Pozo and Joseph Fins (2008) reasoned that Middle Eastern patients have their own form of self-determination, although self-determination is different in that type of high-context society in which individuals view themselves as part of their groups, and patients receive information through their family and their context (p. 277). It is unclear from that analysis, however, whether the Middle Eastern patient would make his or her own decision with the information provided by the family or, alternatively, whether that form of self-determination is another circular example of a supposedly autonomous choice to forgo individual autonomy.

Viewed more broadly, this type of research demonstrates the danger of viewing other cultures through the eyes of one's own culture. We may think that we are being open-minded by considering and respecting the ways in which other people appear to do things and think about things. However, we need to be vigilant to avoid analyzing the practices and views of other cultures, including their processes for informed consent, through the lens of our own cultural experience. Finally, Blackhall and others (2001) wisely caution against stereotyping, because the values and attitudes of a cultural group are not necessarily those of any particular individual in the group (p. 70).

Summary

Informed consent is based on the ethical principle of autonomy, or self-determination. Pursuant to that ethical principle, patients have the right to make their own decisions regarding treatment, after receiving all of the necessary information.

However, practical problems arise in attempting to explain medical information and treatment alternatives, even in industrialized countries with relatively well educated populations. In our globalized world, widespread immigration has resulted in additional communication barriers that complicate the process of obtaining informed consent and also create problems in accessing care. Resource limitations pose further problems, especially in developing countries, and raise the question of whether limited staff time should be spent on attempting to comply with international standards for informed consent. This chapter also addressed the question of whether informed consent really matters to patients and evaluated arguments pro and con on that issue. Finally, this chapter analyzed different perspectives on communication and decision making in various cultures and demonstrated the need for more understanding about diverse approaches to autonomy and informed consent.
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Discussion Questions


1. What are the practical problems of obtaining informed consent in developed countries? How do these problems differ from the practical problems of obtaining informed consent in developing countries?

2. As an ethical matter, should health care providers in a developing country, with severe limitations on resources, spend time attempting to fully comply with international standards on procedures for informed consent?

3. How can health care professionals meet their ethical obligation to provide the information that patients really need and at the same time avoid excessive disclosure of potential risks?

4. How can health care providers meet their ethical obligation to obtain informed consent from patients when those patients see themselves as functioning within a set of relationships rather than acting as autonomous individuals?




Activity: Informed Consent at a Rural Health Facility in a Developing Country

Please assume that you are the director of a government health care facility in a rural area of a developing country. Your facility provides a broad range of outpatient services and is staffed by two physicians, three nurses, and one maintenance worker. The facility is funded by the national government through tax revenues. The facility provides services free of charge to residents of the area, all of whom are extremely poor.

People travel long distances to seek care at the facility. The facility is open 7 days a week, 365 days a year, from 8:00 A.M. to 8:00 P.M.. People regularly arrive each day as early as 6:00 A.M. to join the queue for treatment and are treated on the basis of first-come, first-served. Only 100 people can be seen each day, and every day some potential patients are sent home without being seen.

With the current level of staff, it is not possible to increase the number of patients seen each day or the hours of service. It is not possible for the staff to work any harder or faster than they already are working. Nor is it possible to increase the level of staffing, because the government will not provide any additional funding. Therefore, 100 patients per day is the maximum number that can be seen.

A few months ago one of the physicians at your facility attended a medical conference in the nation's capital, where she heard a presentation about informed consent. She quickly concluded that your facility was not following proper procedures for informed consent, because the vast majority of patients were not advised of the risks, benefits, and alternatives of treatment and were not given an opportunity to make a truly informed choice about their treatment. She raised the issue at a recent staff meeting, where there was a heated discussion about the ethical and practical considerations of attempting to follow international standards on procedures for informed consent. The Code of Ethics of the country's national medical association provides that physicians should obtain the informed consent of their patients, but the Code of Ethics is not enforced and is routinely ignored throughout the country.

The staff members recognize that procedures for informed consent are time consuming and will reduce the amount of time available for other aspects of patient care. Last month your facility conducted some time-and-motion studies to determine the precise impact of adopting various levels of consent procedures. On the basis of those time-and-motion studies, the facility has identified three alternative courses of action, as follows:


1. The first alternative is to fully comply with international standards on procedures for informed consent, including advising each patient of the risks and benefits of the recommended treatment and also the risks and benefits of any potential alternative treatment, allowing time for the patient to ask questions and for the provider to answer those questions, giving the patient the opportunity to make his or her own decision, and documenting all of the foregoing in the patient's record. The time required to perform those tasks would reduce the number of patients treated each day from 100 patients to 80 patients.

2. The second alternative is to adopt an abbreviated consent procedure that would provide some elements of informed consent even though it would not meet international standards on procedures for informed consent. Specifically, physicians at the facility would inform each patient of the purpose of the recommended medical procedure, give the patient an opportunity to accept or reject the procedure, and document those facts in the patient's record. However, the physician would not attempt to explain the risks of the recommended procedure or the risks and benefits of any potential alternative procedure, and the physician would not encourage the patient to ask questions. The time required to perform those tasks would reduce the number of patients treated each day from 100 patients to 95 patients.

3. The third alternative is to continue to follow current practice at the facility and routinely fail to comply with procedures for informed consent. This alternative would allow the facility to continue to serve 100 patients per day.



Remembering that it is not possible to increase the level of staffing, hours of service, or funding of the facility, please evaluate the three alternatives, decide which of them is the most ethical, and explain your reasoning.
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