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                 Part II Law and Ethics in Health Care Administration Chapter 4 Patient Empowerment, Consent, and Rights Chapter 5 Privacy and Confidentiality Chapter 6 Medical Mistakes and Patient Safety Brand New Images/Iconica/Getty Images The chapters in Part II deal with ethical issues regarding patients. Chapter 4 examines the patient empow - erment movement and the importance of informed consent and patient rights. Chapter 5 delves into the concepts of privacy and confidentiality as well as the legalities concerning the ethical notions of respecting a person’s right to privacy and confidentiality. Chapter 6 discusses the ways in which ethical health care orga - nizations address medical mistakes and examines the legal, regulatory, political, and administrative concerns surrounding this issue, including protecting organizations from legal liability. 69 Associated Press/Brian Kersey Patient Empowerment,  Consent, and Rights 4 Learning Objectives 1. Explore different forms of power in health care and their relevance to ethical organizational leadership. 2. Describe the patient empowerment movement. 3. Describe the history and importance of informed consent in ethical health care. 4. Critically analyze what informed consent requires of practitioners in health care contexts. 5. Articulate the benefits as well as the dangers of the consumer model in health care. 6. Explore whether and why health care is fundamentally different from commercial enterprises. 7. Investigate the patient bills of rights movement and the Affordable Care Act’s Patient’s Bill of Rights. 70 CHAPTER 4 Section 4.1 Power in Health Care In their influential study of more than 60,000 managers and other leaders, Jim Kouzes and Barry Posner (2007) discovered a connection between people’s ability to achieve leadership and the fre- quency with which they use the word “we” (p. 12). The dynamics of leadership demonstrate that, when organized around clear principles and direction, a group of people can achieve goals that would not only be beyond the ability of one person, but also beyond that of the same number of people separately. This is the basic definition of synergy.
 Synergy can also be applied to the health care professional-patient relationship. When patients collaborate with their providers to achieve agreed-upon goals, they enjoy higher satisfaction with their care and benefit from better outcomes (Hibbard & Greene, 2013). Patients who feel power - less in their provider-patient relationship tend to respond defensively, even taking an adversarial stance, and are often deemed “noncompliant” (Becker, 1985, p. 539) by health care professionals.
 The ethical leader will want to distribute power evenly between the caregiver and patient in order to achieve better results and facilitate healing. From a managerial perspective, studies show that leaders who distribute power throughout the organization increase the cooperation of mem- bers (Fuller, Morrison, Jones, Bridger, & Brown, 1999), which leads to higher job satisfaction and enhanced performance by their staff and employees (Bass, 1990).
 In this chapter we will take an in-depth look at power dynamics in the health care setting. The first section explores different types of power held by health care practitioners, as well as the develop - ment of patient empowerment. In the second section, we will analyze the history and importance of informed consent. Next, the concept of patients as empowered consumers is explored, fol- lowed by a discussion about patient rights.
 4.1 Power in Health Care A ccording to Bennis and Nanus (1985), power is the currency of leadership, and the ethi - cal use of it is essential to effective leadership. John French and Bertram Raven (1959) identified three kinds of power held by health care practitioners in their relationships with patients: legitimate power, expert power, and referent power. Types of Power Legitimate power “resides in the position rather than in the person” (Hackman & Johnson, 2009, p. 141). Health care professionals and organizations are endowed with legitimate power, due to their culturally and legally sanctioned role and status in American society. Such power can be quite forceful in getting compliance from subordinates and was once the culturally reinforced means by which doctors procured the quiet acquiescence of their patients. Legitimate power still car - ries weight in the United States; however, when compared to expert or referent power, it tends to lower follower task performance and satisfaction and often becomes less effective over time (Hackman & Johnson, 2009). This may be due to the fact that American patients and consumers have become able to discern when the source of authority is merely a societal or cultural conven - tion and when it is based on true expertise. 71 CHAPTER 4 Section 4.1 Power in Health Care Expert power represents the influence that comes from an individual’s specialized skills and knowledge, rather than from the position or office held. In clinical relationships with patients, health care professionals are typically seen as experts in their field and there- fore hold expert power.
 The third form of power is what French and Raven (1959) termed “ referent power” (p. 141), or the influ - ence wielded by a role model. This kind of influential power depends on the esteem and respect an individ - ual garners due to his or her habits and characteristics over time.
 Hackman and Johnson (2008) assert that while all of these forms of power can be useful for organizational leadership, managers should rely more heavily on expert and referent power than on legitimate power. Expert and referent forms of power have a “positive effect on the performance and satisfaction of those being influ - enced and are less costly to use. They are most likely to maintain a profitable relationship between leader and follower” (Hackman & Johnson, 2009, p. 143). This assessment can be applied to both manager-employee and practitioner-patient relationships. The Ascendance of Patient Autonomy and Empowerment Until the middle of the 20th century, society viewed physicians as possessing unrivaled power and authority in the doctor-patient relationship (Starr, 1982). Doctors dictated what the patient must do and how the treatment would proceed. They treated the patient not as a collaborator, but as the subject on whom physicians practiced, exercising both legitimate and expert forms of power and expecting the public’s acquiescence in return for their services. However, Americans grew skeptical of power that they saw as deriving solely from pedigree or officiousness. In addition, scandals involving the abuse of power to coerce patients into doing things they would otherwise not resulted in the gradual erosion of the once unquestioned authority of health care organiza- tions and professionals (Rosenhan, 1973; Manoach & Goldfrank, 2002).
 Despite the skepticism, the expert power inherent in the medical profession still entitles health care professionals to some deference on the part of patients and society in general. However, the com - mon perception that doctors are the only experts in medical decision making is no longer viewed by American society as a universal truth. Health care professionals now realize that patients and their close family and friends are the experts in the domain of patients’ preferences and values, as well as how potential treatment options and prognoses will affect them. Without these important pieces of the medical treatment puzzle, health care institutions and professionals would struggle to discern what the best treatments are for particular patients. Therefore, the sharing of power and authority between the experts at the bedside—the health care providers and family members—is not only expedient, economical, and efficient, but ethically appropriate and medically necessary.
 As for the referent power that French and Raven (1959) described, it is up to health care profes- sionals and leaders to earn this power by aligning their habits and character with the altruistic and ethical ends of medicine. iStockphoto/Thinkstock Doctors have both legitimate power and expert power because of their status as legally sanctioned health care providers, their expert knowledge, and their training. 72 CHAPTER 4 Section 4.1 Power in Health Care Patient Empowerment The collaboration between practitioner and patient has evolved into what is now called patient empowerment, an expression coined in the 1990s. Gibson (1991) defines empowerment as the process of “recognizing, promoting, and enhancing people’s abilities to meet their own needs, solve their own problems, and mobilize the necessary resources in order for them to feel in con- trol of their lives” (p. 351). Within a health care context, this definition can be modified to define patient empowerment as the process of recognizing, promoting, and enhancing patients’ knowl- edge, abilities, and opportunities to collaborate with health care teams and mobilize the neces- sary resources to jointly steer the delivery of health care and meet health care needs.
 However, it is important to point out that patient empowerment is not just the process of empow- ering patients, but also its outcome (Manion, 2011). Through dialogue and open communication, patients and their doctors make better, more informed decisions while improving their combined decision-making skills over time. Patient involvement in the decision-making process not only cul - tivates more responsibility and control, it also fosters an investment in the patient’s own health. 
 To revisit some of the concepts from previous chapters, patient empowerment therefore can be seen to reflect the following ethical theories: • Ensures better health outcomes—what consequentialists seek. • Respects people as ends-in-themselves—as Kantian ethics would demand. • Abides by the principles of respect for autonomy, beneficence, nonmaleficence, and justice—as principlists would endorse. • Promotes the ultimate ends of this caring profession—as virtue ethicists would require.
 As the character of health care reimbursement shifts from fee-for-service to episodic or out - come-based payment, the role of the patient and patient behavior become key considerations for providers. In the Accountable Care Organization (ACO) model, a healthy patient, having fewer episodes of care, means more income for the ACO. Similarly, the Affordable Care Act (ACA) has other demonstration projects that focus on patient outcomes; for example, “primary care medical homes” and wellness programs. A health home model for service delivery focuses on the patient on a longitudinal basis to provide interdisciplinary coordination of the providers with the patient. 
 Continuing the patient-centered approach, wellness programs seek ways to achieve wellness goals through patient involvement (Anderson & Funnell, 2010).
 Another example of patient empowerment has been the recognition of the role of the parent in children’s hospitals. To understand this empowerment, we must first understand what a rapid response team is and what it does. The rapid response team is a group consisting of health care professionals—often a physician, senior resident, intensivist, or hospitalist; physician’s assistant; a critical care registered nurse (RN); a clinical nurse specialist; and a respiratory therapist. The team is called when a patient is not progressing as expected. The concept is to quickly assess the patient’s condition. Certain hospitals recognize parents’ special knowledge regarding their child, such as knowing when the child is not responding as expected, and authorize parents to call the rapid response team directly, unfiltered by the staff ’s clinical judgment. Other facilities have cre- ated patient councils to provide feedback regarding the effectiveness and benefits of care.
 Sometimes, what passes for empowerment in large organizations is comprised of token words and policies, with only a semblance of actual power decentralization. Since the 1990s, organiza- tional administrations have sometimes found it difficult to share power even when the effects of empowerment are unquestionable. Though nearly all health care organizations have shifted toward patient centered models (which implies not only placing patients’ care and interests at the center of health care, but also elevating them to powerful and controlling roles when it comes to 73 CHAPTER 4 Section 4.2 Informed Consent Jochen Sands/Digital Vision/Thinkstock Informed consent can be seen as a running dialogue between doctor and patient in which they jointly set treatment goals and plans. health care decisions), many health care organizations continue to provide only token actions and policies to empower employees, staff, and patients. Some organizations even directly contradict patient empowerment measures through organizational cultures, norms and policies. Patient empowerment has caused health care professionals to change their paradigm from increas- ing the compliance of patients to seeing the importance of collaborating with them. (Anderson & Funnell, 2010). Collaboration requires patient-centered communication designed to help the patient make informed, independent decisions about his or her care. This is similar to the goal of informed consent, discussed in the next section.
 4.2 Informed Consent T he legal and ethical requirement of informed consent has two key components: the ethical principle of respect for persons and their autonomy, and the value of integrity as a virtue to be fostered in health care. It is important to understand what does and does not constitute informed consent. Table 4.1: What is informed consent?
 Informed consent IS: Informed consent IS NOT:
 • A dialogue that fosters knowledge and comprehension • A form • An ongoing process • Something a health care practitioner does “to” a patient Berg, Appelbaum, Lidz, and Parker (2001) offer four different but related definitions of this doctrine. At its core, informed consent is the idea or notion that health care decisions should be made in a col - laborative manner between the primary stakeholder (i.e., the patient) and the stakeholder’s physician or health care team. In Western biomedicine, informed consent is seen not only as a requirement for practitioners to observe, but perhaps also a duty that patients have as well.
 In addition, informed consent can also be described as a set of legal rules that prescribes certain behaviors and pro- cedures for health care professionals as they interact with patients. Some of these legal rules result in penalties to providers who deviate substantially and detrimentally from these expectations.
 Apart from legal rules, informed consent is also an ethical doctrine deeply rooted in the mod - ern Western medical tradition, as well as the West’s cultural valuation of autonomy. It can be 74 CHAPTER 4 Section 4.2 Informed Consent argued that informed consent promotes and cultivates an individual’s agency and right to self- determination regarding health by fostering and promoting autonomous decision making in health care.
 Finally, informed consent can be described as an interpersonal process whereby patients and their health care team interact with one another to (a) set goals for treatment and (b) jointly select a course of medical care aimed at achieving those goals.
 Modern Informed Consent Nineteenth-century philosophers like John Stuart Mill emphasized ethical duties to respect the rights of individuals to choose for themselves, as well as the concomitant duty of governments and third parties to refrain from obstructing the autonomous decisions of others. These ideals were particularly consonant with American values of self-reliance and the view that individuals are best able to look after their own interests and welfare. Even in cases where it appears that an individual is choosing poorly, Americans generally believe in the value of respecting the person’s self-determination—especially when making health-related decisions. Note that autonomy has been a key consideration in the development of informed consent. In an early case (Schloendorff, discussed below), the physician is portrayed as an expert adviser of the patient with fiduciary duties to the patient. The question explored by the courts has been “What are the limits to a patient’s right to autonomy?” Therefore, in Roe v. Wade (1973), the issue was the point at which the state’s interest in preserving life overcomes women’s right to personal liberty. Other courts have been asked to strike a balance between competing state interests. In one example from 1983, 26-year-old Elizabeth Bouvia, in pain as the result of cerebral palsy and arthritis, petitioned the California courts to permit her to starve to death; the court refused, saying that the state’s interest in preserving life outweighed her right to self-determination. Three years later, after fur - ther deterioration, she again petitioned the court. The Court of Appeal granted her request, and in doing so stated:
 Here Elizabeth Bouvia’s decision to forego medical treatment or life-support through a mechanical means belongs to her. It is not a medical decision for her physicians to make. Neither is it a legal question whose soundness is to be resolved by lawyers or judges. It is not a conditional right subject to approval by ethics committees or courts of law. It is a moral and philosophical decision that, being a competent adult, is her’s [sic ] alone. (Bouvia v. Superior Court of Los Ange- les County, 1986) Schloendorff v. Society of New York Hospital Although the seminal cases of informed consent appeared in 1972, the concept of consent can be found as dictum in the 1914 Schloendorff case. In the case of Schloendorff v. Society of New York Hospital (1914), Justice Benjamin Cardozo articulated what would eventually become the accepted rule in law and bioethics concerning informed consent and established the doctrine as the core pillar of patient autonomy.
 In this case we discover that Mary Schloendorff sought medical help for a tumor, which physicians asked to examine more thoroughly “under ether.” Schloendorff consented to the anesthetized examination but later claimed that she had explicitly withheld consent for surgery. Despite this, the doctors operated while she was unconscious. In addition to claiming that she was wronged by 75 CHAPTER 4 Section 4.2 Informed Consent the unauthorized surgery, she also claimed that complications arising from the surgery resulted in leg injuries as well as lost fingers due to gangrene.
 As part of the opinion for New York’s highest court, Cardozo commented, “Every human being of adult years and sound mind has a right to determine what shall be done with his own body” (Schloendorff, 1914). However, Schloendorff lost her case against the hospital and her doctors due mainly to the fact that the hospital had immunity as a charitable institution and the court ignored her harms and wrongs. Despite this, subsequent legal cases have often quoted Cardozo’s dictum and have used Schloendorff in support of rights to bodily integrity, self-determination, and privacy (Lombardo, 2005). In fact, it is commonly thought to be the case that cemented the legal doctrine of informed consent in the United States.
 Five Requirements of Informed Consent in Health Care Organizations In health care it is generally accepted that there are five requirements necessary for there to be informed consent. These requirements are: 1. Adequate disclosure of information 2. Decisional capacity of the patient 3. The patient’s comprehension of information 4. Voluntariness (freedom from coercion) 5. Consent of the patient Let’s look at all of these in turn. Adequate Disclosure of Information First, there must be adequate disclosure of informa- tion. As seen in the Canterbury v. Spence case study, there are three main disclosure standards: a subjec- tive standard, where each patient is told what he or she would want to know in order to make a decision; a professional community standard, or what a rea - sonable physician in the same field and general geo - graphic region would reveal in the same or similar cases; and a reasonable patient standard, or what a reasonable patient would consider important to his or her decision to consent to the proposed treatment. Disclosure standards may vary from state to state, with the majority having adopted the reasonable patient standard.
 Courts, the medical profession, and ethicists have long discussed what should and should not be disclosed to patients. The consensus has generally been that doctors must disclose information about the patient’s health, including the diagnosis and prognosis, as well as information about appropriate medical treatment options. When disclosing information about medical options that are appropriate, doctors should clearly state the purpose or aim of the treatment, what the treat - ment will consist of, the benefits that are likely to accrue from the intervention, the likely and important risks and burdens of the proposed treatment, and the range of appropriate alternatives available to the patient—always including the option of no treatment. Copyright © David Zinn. Reprinted by permission.  Informed consent forms require specific elements before they are approved and given to patients and/or research subjects. Do you think that people actually understand everything that is involved with such forms? 76 CHAPTER 4 Section 4.2 Informed Consent Decisional Capacity of the Patient Another requirement of informed consent is for the patient to have the capacity to make a deci- sion for the particular choice in question. Note that competence and capacity, which are short- hand for “decision-making capacity,” have different meanings but are often used interchangeably. 
 Competence is a legal concept and includes the laws regarding minors, guardianships, and powers of attorney. Capacity, although a legal concept in some states, concerns decision-making ability as applied to a specific decision and is generally determined by the attending physician. There- fore, to consent to medical treatment, a patient must not be legally incompetent (e.g., a minor or someone deemed incompetent by a court of law) nor have his or her decision-making capacity hindered in any way (e.g., someone who is unconscious).
 The effect of incompetency or lacking decision-making capacity is that the patient cannot make health care decisions for him- or herself, and a suitable proxy decision maker must be found.
 The Patient’s Comprehension of Information The requirement of comprehension goes one step fur - ther than decisional capacity. Not only must the patient be fully capable and legally able to make a decision, but the health care professionals eliciting consent must take steps to ensure that the patient comprehends the information being disclosed. For example, a patient who does not speak the same language as the health care provider may have decision-making capacity and the legal competence to make health care decisions and yet be unable to comprehend the information being disclosed.
 Patients should comprehend the disclosed information and integrate it with their preferences and values in order to arrive at a decision. The law does not require a health care professional to test comprehension. How - ever, if a professional is aware of facts that contradict sufficient comprehension, it is not enough simply to assume that a patient comprehends the information and understands how it will impact quality of life both now and in the future. Informed consent requires that health care professionals determine whether a patient truly comprehends the information. B BOISSONNET/BSIP/SuperStock Under the doctrine of informed consent, health care providers must not only provide patients with adequate information about their condition and treatment, but ensure that they comprehend the information. 77 CHAPTER 4 Section 4.2 Informed Consent Voluntariness The requirement for voluntariness in the informed consent doctrine is to ensure that the patient is not being coerced or unduly influenced into making a decision. The health care professional should therefore attempt to foster an environment in which the patient is free from undue con- straint to make a decision. Examples of undue constraint might be elevated pain or discomfort that could cloud the patient’s decision-making ability or the influence of those who have the potential to assert power or control over a patient (social influences such as authoritarian doctors, family members, or friends).
 As John Donne (1623) insightfully remarked, “no man is an island,” and there is no such thing as a completely autonomous decision maker who is never swayed by the needs and percep- tions of others or never feels constrained in his or her decision making by commitments and  A Peek at Practice: Assessing Decision-Making Capacity  and Comprehension The following strategies are ways in which health care professionals routinely assess the decision- making capacity of patients and whether those patients comprehend the disclosed information and are able to integrate their goals, preferences, and values to arrive at well-reasoned decisions: • Ask patients to summarize the pertinent medical information in their own words (sometimes referred to as requiring patients to “talk back”). This assesses patients’ understanding of their condition or the procedure. • Ask patients to explain their choice and how it fits in with their values or life plan. This assesses patients’ ability to integrate their health care status with their goals, preferences, and values. • If a patient’s choice seems uncharacteristic for him or her, or dangerous, unreasonable, or incompatible with the patient’s stated preferences, goals, or values, then further assessment of the patient’s decision-making capacity may be needed—perhaps by requesting a psychiatric consultation.
 Practitioners must guard against their bias to deem a patient capable of making decisions as long as the patient agrees with the practitioner’s recommendation. Using the above inquiry helps ensure that health care providers make their assessment based not only on the choice but also on the patient’s understanding and rationale. Discussion Questions 1. If a particular patient is suspected of not giving informed consent due to a possibly compro- mised decision-making capacity, should the clinician attempt a more rigorous assessment, which may lead to a clinical finding of incapacity and perhaps even a legal determination of incompetence, or should the patient be left alone unless he or she starts withholding con- sent for treatments that the doctor thinks are necessary? 2. What ethical principles may be compromised if only patients who are deciding against medi- cal advice have their decision-making capacity scrutinized and possibly even revoked, while other patients who lack decision-making capacity (and thus are incapable of giving their informed consent) are not treated this way provided they always agree with the doctor and consent? Are there any biases at play? 78 CHAPTER 4 Section 4.2 Informed Consent responsibilities. As social beings, our decisions are tugged at from all sides, and therefore at least partly constrained. However, the requirement of voluntariness for informed consent refers only to that which we could agree rises to the level of coercion or excessive influence.
 Consent of the Patient The last requirement for informed consent in health care decision making is an actual act of con- sent. This can be documented as a signature on an informed consent form but may also consist of virtually any voluntary act of agreement, including signing an “X,” a verbal response, and even a nod—as long as the act is unambiguous (Kovacs v. Freeman , 1997). There may be policies at certain health care organizations that require specific acts of consent, but these are usually inter - nal policies set up by risk management as a hedge against legal liability, and not strictly a legal or ethical necessity.
 Under this requirement, it is imperative that the complex process of informed consent not be sim - ply reduced to some physical act like signing an informed consent form. Commentators Candalis and Lidz (2010) observed in a study that health care professionals often misunderstand informed consent as being “simply a part of routine clinical explanations . . . [which] ar e often paternalistic monologues rather than collaborative decision-making processes” (p. 336). Informed consent is often seen as merely the piece of paper that patients are required to sign before practitioners can do their job. In the same study, it was shown that patients are also likely to view informed consent as nothing more than a self-protective piece of evidence that the doctor or hospital can use to escape legal liability. Furthermore, the researchers found that 68% of patients in one study thought that the consent form actually permitted physicians to take over a patient’s decision making.
 Informed consent remains an important process and requirement for both the legal and ethi - cal practice of medicine. Ideally, it is an open dialogue between the health care provider and the patient, which evidences medicine’s and society’s deep commitments to respecting and cul- tivating people’s right to decide for themselves what should happen or be done to their bodies. 
 Informed consent is not (or should not be) a bureaucratic requirement or mindless task to be checked off before medical care is undertaken. It should reflect an ongoing process and a commit - ment to joint collaboration between the health care team and the patient for as long as treatment is being rendered.
 Just as there is confusion between informed consent and documentation of informed consent (i.e., the consent form), confusion can exist as to who is responsible for obtaining informed consent. It is most often the physician who is responsible for obtaining consent. The physician can authorize employees and agents—such as office staff, physician’s assistants, or nurse practitioners—to assist him or her in this regard, but liability remains with the physician. Prudent physicians will take care that those assisting them are well schooled in the requirements of informed consent. Most likely, such assistants will be other health care professionals. Other entities such as hospitals will generally have policies that prohibit their employees from participating in the informed consent process, for fear of increasing the institution’s liability. Such entities will relegate their employees to obtaining documentation of the previously obtained consent. The documentation is generally a signature on a consent form. Therefore, the physician and his or her employees or agents must focus on the patient’s need to understand information relevant to the treatment decision. Mean - while, other entities, while not responsible for obtaining consent, must be alert and responsive to indications that the patient does not consent. 79 CHAPTER 4 Section 4.3 The Patient Bill of Rights 4.3 The Patient Bill of Rights I n certain areas, such as informed consent, what health care organizations will accomplish has evolved and been largely determined through litigation. In other areas, such as the role of patients in their care or the right of patients to review records, health care organizations have attempted to head off and resolve such issues by means of a self-governance model. There- fore, the American Hospital Association (AHA) and the Joint Commission created statements of patient’s rights as a way to uniformly resolve and create a standard for such issues. In turn, regula- tory bodies have adopted similar structures in regulations. The regulations result in setting a new floor for organizational conduct. Health care leaders must determine whether to treat the new regulation as a new standard or as the starting place for the next level of service enhancement.
 A Brief History of Patient Bills of Rights Starting in the 1970s a number of issues signaled a health care crisis, including financial strain, an appar - ent unequal distribution of health care, increased costs, and mounting public distrust of health care insurers and health care corporations that seemed to place profits above patients. The result has been several high profile attempts by administrations to secure rights for patients in the United States, most notably the failed attempt by former President Bill Clinton and First Lady, Hillary Rodham Clinton, in 1993. The Clinton effort was not merely to establish a patient bill of rights but a national health care sys - tem. The effort died due to the public’s fear of yet another government bureaucracy and the public’s perception that managed care was inherently inferior (Skocpol, 1995).
 In 2001 Congress considered the Bipartisan Patient Protection Act, informally known as the McCain-Edwards-Kennedy Patients’ Bill of Rights (Senate Bill S. 1052, 2001). The bipartisan bill was a list of guarantees for Americans already covered by some form of health insurance or group health plan. These rights promised to improve managed care through formal utilization review processes, required that health cover- age be expanded for plan participants to ensure adequate access to care, pro- tected a plan participant’s access to information as well as the privacy and confidentiality of the information, and minimized possible conflicts of interest as well as inappropriate influences on physicians. The reason for its defeat is not clear; however, the bill was opposed by the U.S. Chamber of Commerce and insurance companies because it had the potential to increase the cost of health plans—and President George W. Bush threatened to veto the bill.
 While Congress struggled over a national patient bill of rights, individual agencies and depart - ments within the federal government were successful at promulgating patient bills of rights. One example of this is the 2006 U.S. Department of Veterans Affairs’ (VA) Patient and Nursing Home  Fuse/Thinkstock A patient bill of rights attempts to lay out a series of rights and standards that all patients are entitled to when receiving medical care, including the right to privacy. 80 CHAPTER 4 Section 4.3 The Patient Bill of Rights Resident Rights and Responsibilities, which applies to the VA’s extensive network of research hos- pitals, clinics, and health care providers. Most notably, the U.S. Department of Health and Human Services established a Patients’ Bill of Rights, which affected Medicare managed care plans in 1998, Medicare hospitals in 1999, and Medicaid patients in 1999.
 Some nonprofit organizations have also been more successful at promulgating patient bills of rights than the federal government has been. The AHA adopted its first Patient Bill of Rights in 1973 (1992). Renamed The Patient Care Partnership: Understanding Expectations, Rights, and Responsibilities (American Hospital Association, 2003; see Additional Resources at the end of this chapter for a link to this document), the list of guarantees is available in an easy-to-understand document, which is available in a variety of languages and serves to educate patients about their rights and responsibilities as an integral part of the patient care partnership. The document prom - ises clean and safe clinical environments, assures the right to be involved in one’s own health care, guarantees privacy and confidentiality, clarifies billing and insurance claims, ensures the trans - parency of health care teams and structures, explains the informed consent process, provides information on advance directives and powers of attorney, and guarantees high-quality care in member hospitals (American Hospital Association, 2003).
 In the 1990s the Joint Commission’s patient bill of rights (simply titled “patient rights”) went a few steps further than the AHA’s statement when it included ethical protections for human sub - jects involved in clinical research. The commission’s patient rights emphasized the patient’s duty to cooperate with health care providers to jointly achieve the goals of treatment. Currently, the Joint Commission’s patient rights document has expanded to include duties by member organiza- tions to respect, protect, and promote patient rights as well as afford patients the right to access protected and advocacy services, among other things (Joint Commission, n.d.; see Additional Resources at the end of this chapter for a link to this document).
 Thirteen of the most common themes found in patient bills of rights are as follows:
 The patient has the right to • Considerate and respectful care • Obtain current and understandable information • Medically indicated care, including transfer to another facility • Refuse recommended treatment • Have or obtain an advance directive • Privacy • Confidentiality of communications and records • Review patient records • Be informed of conflicts of interest • Refuse participation in research with no diminishment of care • Reasonable continuity of care • Be informed of care costs and policies for patient responsibilities and resolution of conflicts • Be informed of patient rights The first 12 of these themes were found in the first patient bill of rights in the United States, the 1973 AHA Patient Bill of Rights. The last theme became popular in the 1990s after the Joint Com- mission on Accreditation of Health Care Organizations (now known simply as “the Joint Commis - sion”) added it to its own patient bill of rights. 81 CHAPTER 4 Section 4.3 The Patient Bill of Rights In the cases of the AHA and the Joint Commission, their patient bills of rights only apply to mem- ber organizations and do not have the force of law outside of the organizations that have adopted it. There have been some efforts to establish a patient bill of rights as law on either a state-by-state basis or nationally through the federal government. The American Civil Liberties Union (ACLU), a nongovernment association with wide-reaching influence, drafted a model patient bill of rights for states to enact (Annas, 2004).
 The ACLU bill showcases an even more stringent patient bill of rights than either the AHA or the Joint Commission. The ACLU’s bill emphasizes respect for an individual’s autonomy by guarantee- ing the patient’s full involvement in his or her health care. For example, according to the ACLU’s bill of rights, patients retain a right to access, examine, and photocopy all of the information in their medical records. The bill of rights also details the information that should be disclosed as part of the informed consent process by health care providers and demands that patients have around- the-clock access to patient rights advocates familiar with the provisions in the ACLU’s patient bill of rights (Annas, 2004).
 At least 23 states have enacted statewide patient bills of rights. While none have the rigor of the ACLU’s patient bill of rights, all of them have given the majority of the minimal protections and rights conferred by the AHA’s bill. All health care organizations within each of these states as described in the law must comply. In at least one state, Illinois, the patient bill of rights statute provides for fines and penalties for violations of its patient bill of rights (Paasche-Orlow, Jacob, Hochhauser, & Parker, 2008).
 The Patient Protection & Affordable Care Act (2010), more commonly known as the Affordable Care Act (ACA), will be the first federal law to promulgate a national statement of patient’s rights. 
 Although the term is not used in the act, certain provisions of the ACA have been labeled by the administration as a patient’s bill of rights. The assembled provisions of the Affordable Care Act’s Patient’s Bill of Rights differ from the other patient’s bills of rights discussed so far in that they pertain primarily to insurance coverage; however, they do touch on many ethical and legal aspects of health care today (Patient Protection & Affordable Care Act, 2010). The rights outlined in ACA are as follows: • Health care coverage must be provided to Americans with preexisting conditions. • Renewal of health care coverage must be guaranteed every year. • Insurance companies are barred from charging patients more based on gender. • The additional amount that insurance companies can charge individuals due to advanced age, where they live, family size, and tobacco use is limited. • Coverage for a detailed list of health benefits must be provided. • The use of wellness program incentives to set prices that discriminate against beneficia - ries who do not participate is disallowed. • Individuals have the ability to choose a preferred physician. • Individuals have the right to keep children on a parent’s health plans for an extended period of time. • Annual and lifetime spending limits on coverage are barred. • Protections must be provided against arbitrary patient dumping by insurance companies. • Insurance companies must publicly justify raising premiums. • Premiums must be spent primarily on health care, not administrative costs. • Emergency service coverage exclusions by insurance companies are barred.
 The bulk of these rights are being rolled out through 2014, though some will not be available until 2019 (Patient Protection & Affordable Care Act, 2010). 82 CHAPTER 4 Section 4.3 The Patient Bill of Rights Web Field Trip: Hospitals with Patient Bills of Rights In this web field trip, you will search online and locate three different patient bills of rights found on hospital websites. Critically assess the three bills of rights using the rubric given below. This rubric looks at some of the most common problems found by a recent study of patient bills of rights (Paasche- Orlow et al., 2008).
 Web Field Trip Instructions 1. Perform an online search for three different patient bills of rights from hospitals or other health care organizations (such as health systems, health plans, long-term-care facilities, etc.). 2. Grade each patient bill of rights using the rubric below and assess whether each has any potential problems, gaps, or missing elements that should be covered. 3. Compare the three patient bills of rights. Did you identify any ethical problems that the patient bill of rights might not be well suited to handle? Are there elements in one docu- ment that you think would be appropriate in the others? Is each patient bill of rights that you found appropriate for the type of health care organization it belongs to? 4. Write down your web field trip’s comparative assessment of patient bills of rights. Include revisions or recommendations to improve each of the patient bills of rights that you have found that will cover the issues you have spotted. Language of patient bills of rights Readability A recent study found that while the average American adult reads at an 8th-grade reading level, hospital patient bills of rights require a 14th-grade reading level (sophomore in college) to be understood, with state patient bills of rights having an average readability of 15th grade (junior in college). A 5th- or 6th-grade reading level is recommended for hospital patient bills of rights (Paasche-Orlow et al., 2008).
 Limited English Proficiency For patients who have limited English proficiency or only speak another language who are likely to be encountered by the hospital, it is recommended (and in some cases required) that patient bills of rights be made available in the patients’ own language. However, not all health care organizations and states have provided translated patient bills of rights, and when they do, the resulting document tends to be at a higher grade level than the original (Paasche-Orlow et al., 2008).
 (continued) 83 CHAPTER 4 Section 4.3 The Patient Bill of Rights Web Field Trip: Hospitals with Patient Bills of Rights (continued) Use this chart as a reference when assessing the three patient bills of rights you found online.
 Readability level Wording for the right to know the names of providers 5th grade (probably the most appropriate reading level for patient bills of rights) “The doctors and nurses must tell you their names.” 8th grade (probably the highest acceptable reading level for a patient bill of rights) “Tell you the names and roles of the people caring for you.” 12th grade (a reading level that is too high for a patient bill of rights) “Be informed of the name and position of the doctor who will be in charge of your care in the hospital.” 16th grade (a reading level that is unreadable by the majority of Americans) “Upon request, to obtain from the facility in charge of his care the name and specialty, if any, of the physician or other person responsible for his care or the coordination of his care.” Source: Paasche-Orlow et al., 2008, p. 492.
 Patient Bill of Rights Grading Rubric Use this rubric for each of the three patient bills of rights you found online.
 Criteria 0 Points 1 Point2 Points 3 PointsTotals Themes None of the 13 themes found in the bulleted list above can be found in the patient bill of rights you chose. 1 to 3 of the 13 themes above can be found in the patient bill of rights.
 4 to 8 of the 13 themes above can be found in the patient bill of rights. 9 to 13 of the 13 themes above can be found in the patient bill of rights.
 Ethical Norms None of the 4 ethical norms (respect for autonomy, beneficence, nonmaleficence, justice) are embodied in the patient bill of rights you chose. 1 of the 4 ethical norms (respect for autonomy, beneficence, nonmaleficence, justice) is embodied in the patient bill of rights.
 2 to 3 of the 4 ethical norms (respect for autonomy, beneficence, nonmaleficence, justice) are embodied in the patient bill of rights. All 4 of the 4 ethical norms (respect for autonomy, beneficence, nonmaleficence, justice) are embodied in the patient bill of rights. (continued) 84 CHAPTER 4 Section 4.4 Chapter Highlights Web Field Trip: Hospitals with Patient Bills of Rights (continued) Criteria0 Points 1 Point2 Points 3 PointsTotals Readability The patient bill of rights you chose is excessively difficult to read (approximately 14th-grade level or above). The patient bill of rights you chose is much too difficult to read (approximately 12th-grade level or above).The patient bill of rights you chose is too difficult to read (approximately 9th-grade level or above).
 The patient bill of rights you chose is appropriate (approximately 8th-grade level or below).
 Availability in other languages The patient bill of rights you chose is not made available in languages other than English. The patient bill of rights is available in 1 language other than English.
 The patient bill of rights is available in 2 languages other than English. The patient bill of rights is available in 3 or more languages other than English.
 Total: 4.4 Chapter Highlights • The time has passed when patients were expected to submit to a doctor’s author - ity and passively acquiesce to the physician’s paternalistic (and hopefully beneficent) control over patients’ health. Ethics requires that patients be invested and engaged in their medical treatment as they collaborate with their doctor to make decisions related to their care. Today patient empowerment can be seen to (a) ensure better health outcomes; (b) respect people as ends in themselves; and (c) abide by the principles of respect for autonomy, beneficence, nonmaleficence, and justice; and (d) promote the ultimate ends of health care as a caring profession. • The patient autonomy aspect of health care often takes the form of informed consent. 
 The elements of informed consent are:
 1. Adequate disclosure of information 2. Decisional capacity of patient 3. The patient’s comprehension of information 4. Voluntariness (freedom from coercion) 5. Consent of the patient • The regulatory embodiment, found at the state and national level, of patient autonomy has been in the form of patient bills of rights. • In March 2010, President Obama signed the Affordable Care Act into law. The law is designed to make preventative health care accessible and affordable to Americans without health care. The implications of this law will have a tremendous impact on how health organizations operate in the United States. 85 CHAPTER 4 Section 4.4 Chapter Highlights Case Study: Canterbury v. Spence As one might imagine, case law has developed locally rather than through a single national pronounce - ment. So it was in the District of Columbia in 1972, when the court’s opinion organized and reasoned through the various issues surrounding consent. As a basic statement of the issues, the case has become foundational to the concept of informed consent. “The record we review tells a depress- ing tale,” began Judge Spottswood William Robinson III’s opinion in Canterbury v. Spence. (464 F.2d 772, 1972). Though the case culminated in a 1972 opinion, the saga of Canterbury v. Spence spanned decades.
 Background In 1958, a 19-year-old man named Jerry Canterbury, originally from West Virginia, was working in Washington, D.C., as a desk clerk for the FBI when he first experienced what would eventually become severe and chronic neck pain. By 1959 Canterbury began seeing Dr. William T. Spence, a D.C. neurosur - geon, who scheduled a myelogram in order to pinpoint the source of the pain. The test showed a filling defect in Canterbury’s spine, which required an in-patient laminectomy to remove a part of vertebra that Spence suspected had caused a ruptured disk. Canterbury and his mother were concerned about the surgery, but when they conveyed their concerns to Spence, all they were told was that the pro - cedure was a routine surgery. The operation was performed the next week and seemingly went well.
 While in recovery, Canterbury felt a strong pain in his bladder and called for a nurse to assist him in going to the bathroom. Instead, the nurse gave him a urinal and left. During his attempt to urinate while half sitting, half lying on his right side, Canterbury fell out of his bed. It was later revealed at trial that conflicting orders were written regarding how Canterbury was supposed to urinate. While this confusion was problematic, it was a small portion of Canterbury’s overall difficulties.
 A few hours after Canterbury’s fall, he began to experience numbness in his legs and pain in his chest. 
 A second surgery was performed that evening to alleviate the numbness, which was turning into paralysis, but the paralysis remained after the surgery. Eventually, Canterbury’s condition did begin to improve, and by May 1959, though partly disabled and incontinent, he left the hospital on crutches.
 During the next few years, the FBI relocated Canterbury to several different locations in order to mini - mize the lasting harmful effects of the surgery and subsequent fall, which included bouts of paralysis, continued pain, and incontinence. Eventually, Canterbury resigned from the FBI and proceeded to bounce from job to job. By 1962 he decided to sue Spence for failing in his duty to disclose the risks involved with a laminectomy; he also sued the hospital for leaving him unattended after his surgery.
 The Trial After the trial court entered a directed verdict in favor of the defendants, the lawsuit, upon the plain - tiff/patient’s motion, went to the D.C. Court of Appeals. A fundamental problem for the case was causation—what caused Canterbury’s paralysis? Was it his initial condition? The surgery? The fall? The second surgery? Related to the problem of causation was the issue of negligence. If Spence was liable for negligence, it would have to be demonstrated not only that the paralysis was caused by something that he did but that he failed to comport with a standard of care. Instead, Canterbury’s lawyer focused on Spence’s failure to obtain legal consent. However, this line of argument was tricky, since Canterbury had indeed consented to the surgery (though with no details about the surgery or information about the risks and hazards associated with it).
 (continued) 86 CHAPTER 4 Section 4.4 Chapter Highlights Case Study: Canterbury v. Spence (continued) Canterbury v. Spence held that physicians have an obligation to disclose all reasonable information about treatments to patients. Specifically, the holding stated that the fiduciary relationship between physician and patient—one in which most patients are wholly dependent on the medical knowledge of their doctor to help the patient decide—creates the obligation to inform patients of the medical treatment options. This obligation requires that the physician disclose any limitations of the proposed treatment, any viable alternatives, and any associated risks. The scope of this obligation is shaped by the patient’s right to self-decision, a right that is dependent on being apprised of all relevant medical information.
 The Scope of Disclosure in Informed Consent The court in Canterbury v. Spence was faced with the task of determining what was meant by “all relevant information.” The court could have adopted the professional standard of disclosure, or “rea- sonable doctor rule,” which is what a reasonable practitioner in the medical community would have customarily disclosed to his or her patients under the same or similar circumstances. One could argue that adopting a professional standard for disclosure was what physicians like Spence had already been following—that is, providing next to no information. The court rejected the reasonable doctor rule because the rule failed to recognize the role of the patient in the therapy decision.
 In discussing the scope of information to be provided, the court evaluated a full disclosure standard, meaning that a physician would have to disclose all of the information related to medical options. This is also referred to as the subjective standard of disclosure. The court decided that a full disclosure standard placed an unrealistic burden on physicians and was unnecessary from a patient’s viewpoint.
 Instead, the court chose to look to the patient’s right of self-decision to shape the limits of disclosure. 
 However, it is also unreasonable to expect physicians to know what the patient would find useful. Fur - thermore, in a lawsuit for failure to disclose, how would courts know if a patient was telling the truth about whether he or she would have wanted to know something that the physician did not disclose?
 For these reasons, the Canterbury opinion ruled for what was termed an “objective” scope of disclo - sure: what information a reasonable person would likely find significant when making a decision about a proposed treatment. This is sometimes referred to as the reasonable patient standard of disclosure. 
 Citing other cases, the court held: “In broad outline, we agree that ‘[a] risk is thus material when a reasonable person, in what the physician knows or should know to be the patient’s position, would be likely to attach significance to the risk or cluster of risks in deciding whether or not to forego the proposed therapy’” (Canterbury v. Spence, 1972). It must be noted that states such as California have extended the reasonable patient standard by placing emphasis on the patient’s need to know ( Cobbs v. Grant, 1972). This objective scope contains two exceptions. First, the duty to disclose would not apply in emergency situations when a patient is incapable of consenting and the harm of failing to treat is greater than any risk of the treatment (this is known as the “emergency privilege”). Second, a physician could withhold information if a patient is so ill or emotionally distraught that disclosure might damage the patient by compromising rational decision making or otherwise harm the patient more than it would help. This exception, known as “therapeutic privilege,” is regarded suspiciously when invoked by physicians today; it is highly circumscribed and seen as a last resort in the law and ethics of health care.
 (continued) 87 CHAPTER 4 Section 4.4 Chapter Highlights Case Study: Canterbury v. Spence (continued) It must be noted that informed consent is a state concept, and therefore a practitioner must look to his or her state law for the current application of the reasonable physician or reasonable patient standard and the therapeutic privilege.
 The Retrial The court found for Canterbury and ordered a retrial in front of a jury. However, Canterbury lost the retrial after it was revealed that he willingly consented to undergo a second laminectomy years after the first had already left him paralyzed. This is due to the requirements of negligence claims under tort law (which we will discuss more fully in Chapter 6). Under negligence requirements in tort law, in order to be successful in this type of lawsuit, it is not enough for a physician to have wronged the patient by failing in his or her duty to disclose; the failure to disclose must also have directly caused a harm to the patient. Furthermore, the patient must also demonstrate that had he or she been informed of the risk, he or she would have forgone the treatment. Since Canterbury willingly consented to undergo a second laminectomy years after the first surgery (to alleviate some of the injuries sustained in the first laminectomy), the retrial court reasoned that he could not believably claim that had he been apprised of the risks of the first surgery and the convalescent period afterward, he would not have agreed to the surgery.
 Discussion Questions 1. The court in Canterbury v. Spence noted that there was no particularly good reason to defer to the specialized knowledge that doctors possess in order to determine what information should be disclosed to a patient. The court reasoned that although it makes sense to allow the medical profession to determine the technical medical standards of care, it is not nec - essary to be a doctor to evaluate the sufficiency of the disclosure. Do you agree with the court? Write down which of the three standards of disclosure presented in this case study you prefer and why. 2. On retrial, the defense argued that Canterbury’s agreement to undergo a second laminec - tomy belies his testimony that he would not have undergone the first laminectomy had he known about the risks. Demonstrating your understanding of both sides of the issue, how should the court have ruled? While the duty to inform patients of the risks and benefits of medical treatment options is now a well-settled legal and ethical doctrine, what if a patient refuses the information? Does a patient have a duty to be given informed consent (and not just a right to it)? Why or why not? Activity After reading about Canterbury v. Spence, consider the following scenario:
 You are in your office, attending to your normal duties as a hospital administrator, when Dr. P., a neuro - surgeon in your hospital, stomps into the room. You are aware that one of Dr. P’s patients was recently paralyzed from a fall she took in her hospital room while recovering from a laminectomy performed by him. You are also aware that Dr. P. did not warn the patient to not attempt to get out of bed in her current state, since doing so could greatly increase her chances of injury, paralysis, and even death. 
 He also did not alert her nurses of this danger, nor did he order any special care or observation for this patient.
 (continued) 88 CHAPTER 4 Section 4.4 Chapter Highlights Critical Thinking and Discussion Questions 1. Name and describe the forms of power in health care. Explain their relevance to ethical leadership in health care organizations. 2. Explain why you think society felt the patient empowerment movement was needed. 3. Name five requirements of informed consent in health care. Describe what each of these five requirements entails. 4. Identify and describe the pros and cons of each of the three main disclosure standards in the law and ethics of informed consent in health care. Key Terms Affordable Care Act’s Patient’s Bill of Rights The articulation of a set of rights for patients and health consumers covered by the Affordable Care Act. The bill of rights focuses on protecting patients from unscrupulous health insurers but also touches on many ethi - cal and legal aspects of health care today. emergency privilege Health care professionals can invoke this exception to the duty to elicit informed consent from a patient in emer - gency situations when a patient is incapable of consenting and the harm of failing to treat is greater than any risk of the treatment. expert power The power to influence others as a result of an individual’s specialized skills and knowledge rather than from his or her position or office. informed consent The idea or notion that health care decisions should be made in a col - laborative manner between the patient and the physician or health care team; it is also an ethical doctrine and a set of legal rules that prescribes certain behaviors and procedures for health care professionals. Case Study: Canterbury v. Spence (continued) “I’m just so sick of it,” he fumes. “I know that for a laminectomy I’m supposed to tell patients all the risks associated with the surgery, but c’mon! I was operating on the woman’s spine for cryin’ out loud! 
 It goes without saying that surgery on your spine involves a risk of paralysis!
 “What really gets me is that I wasn’t even in the room when she got paralyzed! So the patient doesn’t understand that if you just came out of spine surgery, still groggy from the anesthesia, you probably shouldn’t be traipsing around your hospital room. Why should I have to tell her this obvious fact? It seems to me that it was just her poor judgment that caused her fall and paralysis, not anything that I had a duty to do.” 1. Write down how you would respond to Dr. P. and what recommendations you would make for what he should or should not have disclosed to the patient. 2. Which of the three standards for disclosure (subjective, professional, or reasonable patient) did you recommend to Dr. P. in number 1 above, and why? 3. How would you decide whether a potential risk related to a particular medical treatment should be disclosed under the reasonable patient standard? How would you go about deter - mining what a reasonable patient would want to know? 89 CHAPTER 4 Section 4.4 Chapter Highlights legitimate power The power to influence that comes from the position or office of a person rather than from any traits or characteristics the person may possess. patient empowerment The social process of recognizing, promoting, and enhancing patients’ knowledge, abilities, and opportuni - ties to collaborate with health care teams and mobilize the necessary resources to jointly steer the delivery of health care and meet health care needs. professional standard of disclosure What a reasonable practitioner in the medical com- munity would have customarily disclosed to his or her patients under the same or similar circumstances.
 reasonable patient standard of disclo - sure What information a reasonable person would likely find significant when making a decision about a proposed treatment. Some - times referred to as an “objective” scope of disclosure. referent power The kind of influential power conferred on a role model. It depends on the esteem and respect an individual garners due to his or her habits and characteristics over time. subjective standard of disclosure A subjec- tive standard means that a physician would have to disclose all of the information related to medical options that this particular patient would want to know. While this might be the ethical ideal for the health care profession to follow because it is the only one that acknowl- edges the personal informational desires, it is probably unreasonable to expect physicians to know what the patient would find useful. synergy The interaction or cooperation of multiple parties to produce a combined effect greater than the sum of what could be pro- duced separately. therapeutic privilege The exception to a health care provider’s duty to disclose infor - mation required for informed consent; it can be invoked if the patient is so ill or emotionally distraught that disclosure might damage him or her by compromising rational decision mak - ing or otherwise harm the patient more than it would help. Therapeutic privilege is regarded suspiciously when invoked by physicians today for its overt paternalism and is highly circum- scribed in the law and ethics of health care. 
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