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p r e fa c e

Anyone who has been paying attention to health care—patient, family member, profes-

sional care provider, policy maker, or interested observer—appreciates the profound

changes during the past decades. Major advances in scientific knowledge, clinical skill,

and technology have been paralleled by significant developments in how health care

decisions are made and implemented. Decision making that used to be confined to the

patient and family doctor now includes a whole cast of additional players, includ-

ing consulting clinicians, relatives, health care proxy agents, risk managers, attorneys,

judges, ethicists, organizational administrators, insurers, and other interested parties.

Among the most effective and valued resources in the health care decision-making

process is you—the institutional ethics committee. As medicine becomes more com-

plex, fiscal and bureaucratic pressures mount, and governmental regulations expand,

clinicians and administrators increasingly look to you for analysis and guidance in

resolving health care problems. Depending on the size and needs of the institution, the

ethics committee typically serves as moral analyst, information clearing house, dispute

mediator, educator, policy reviewer, and clinical consultant. The importance and scope

of these responsibilities suggest that committees should be familiar and comfortable

with bioethical theory and analysis, clinical consultation skills, institutional policies,

legal precedents, organizational function, and resource allocation.

At this point, you have every right to say, ‘‘Are you kidding? Our committee is made

up of clinicians and administrators who volunteer our time because we are interested in

the ethical issues in health care. But it’s all we can do to keep up with what we need to

know to meet our clinical and administrative responsibilities. Don’t ask us to take a

course in bioethics.’’

Your very legitimate concern is what prompted this book—a handbook, not a text-

book—that distills the important information and presents a basic foundation of bio-

ethical theory and its practical application in clinical and organizational settings. Bio-

ethics raises complex questions that require essays rather than short answers, and we

have packed a great deal into this volume, including theory, vignettes, discussion ques-

tions, and suggested strategies. To make the material more accessible and useful, we

have provided illustrative cases and ethical analyses to explain how the principles and
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concepts apply to what you do. The book is divided into the following sections, each of

which addresses one or more ethics committee functions:

≤ an eight-chapter ethics curriculum, organized according to the issues that ethics

committees typically address

≤ an introduction to clinical ethics consultation, including examples of clinical

cases raising ethical issues that trigger requests for consultation by an ad hoc

group and/or review by the full committee

≤ examples of memoranda, guidelines, and protocols that can be generated and

discussed by ethics committees

≤ examples of institutional policies that would be drafted or reviewed by ethics

committees

≤ an example of an institutional code of ethics

≤ summaries of key legal cases in bioethics

≤ a transcript demonstrating how an ethics committee would address a difficult

issue referred for its consideration

This handbook grew out of the twenty-seven-year history of the Montefiore Medical

Center Bioethics Committee and Consultation Service and the frequent requests from

other committees to share what we have learned. While the examples are drawn largely

from the Montefiore experience, our goal is to provide information and suggestions

that can be adapted to the needs of a wide range of committees. In the pages that follow,

we talk to the members of both well-established and newly formed ethics committees in

large academic medical centers, small community hospitals, nursing homes, and other

care-providing agencies. We hope that this resource will stimulate your committee,

inform its deliberations, and enhance its contribution to the care delivered in your

institution.

■

This handbook owes its existence and utility to numerous individuals and groups,

whose invaluable contributions must be acknowledged. Because the book’s inspiration

is drawn from our collective experience at Montefiore Medical Center, most of those

who were so helpful are part of that remarkable institution.

First and most important is the Montefiore Medical Center Bioethics Committee.

Since its establishment in the mid-1980s, this multidisciplinary body has steadily in-

creased the scope of both its membership and agenda, developing a considerable body

of knowledge and skill in clinical and organizational ethics. The committee’s eagerness

to address new, sometimes controversial issues, its willingness to revisit previous rec-

ommendations in light of recent developments, and its determination to be actively

involved in education, consultation, and policy review have made it a respected and

routinely accessed institutional resource. This handbook reflects the considerable expe-
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rience and insights of the Montefiore Bioethics Committee, which we hope your com-

mittee will find useful.

The effectiveness of an ethics committee depends in large part on whether it is

marginalized or fully integrated into the functioning of the institution. The Montefiore

administrative and clinical leadership has historically demonstrated support and re-

spect for the Bioethics Committee, encouraging its robust role throughout the medical

center. The collaborative relationship with the offices of the medical director, nursing,

social work, legal affairs, and risk management has contributed significantly to the

practical application of ethics described in this book. Medical Directors Dr. Brian Currie

and Dr. Gary Kalkut, Director of Clinical Affairs Lynn Richmond, and Associate Legal

Counsel Mary Scranton deserve special gratitude for their assistance in shaping the

manuscript. Drs. David Hoenig, Martin Levy, Grace Minamoto, and Albert Sauberman

provided important feedback on draft chapters that were piloted in their resident train-

ing programs. Dr. Kalmon D. Post read and reread the manuscript through its numerous

incarnations and contributed valuable clinical insights. Maria denBoer provided metic-

ulous manuscript review and editing, and Kim Johnson carefully guided the manu-

script through production editing. Our extraordinary editor, Wendy Harris, shep-

herded the book from first draft to finished product with skill, support, tact, attention

to detail, and surpassing patience.

Several people contributed their considerable expertise by writing selected portions

of the handbook. Dr. Tia Powell, executive director of the New York State Task Force on

Life and the Law, co-authored the introduction on the nature and functioning of ethics

committees, which provides the context for the book. Dr. Kenneth Berkowitz, chief,

Ethics Consultation Service, Veterans Administration National Center for Ethics in

Health Care, co-authored chapter 9, ‘‘Approaches to Ethics Consultation,’’ in part II. Dr.

Jack Kilcullen, surgical critical care attending at Washington Hospital Center and for-

mer member of the Montefiore Bioethics Committee, wrote ‘‘Allocating Critical Care

Resources: Keeping the Teeth in ICU Triage,’’ which appears in part III. Research assis-

tants Dr. Kiyoshi Kinjo, Katharine Michi Ettinger, and Margot Eves were enormously

helpful in gathering and organizing material. Several institutions generously shared

their policies for comparison in parts IV and VI, including The Cleveland Clinic, Hen-

nepin County Medical Center, Lenox Hill Hospital, Long Island Jewish Medical Center,

The Methodist Hospital, Montefiore Medical Center, Mount Sinai Medical Center,

Oregon Health and Science University, University of California at San Diego

Healthcare, and Wyckoff Heights Medical Center.

Finally, this book would not have been possible without the encouragement, critical

commentary, and general forbearance of our families.
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Introduction:
The Nature and Functioning
of Ethics Committees
t i a  p ow e l l ,  m . d . ,  a n d  j e f f r e y  b lu s t e i n ,  p h . d .

Ethics committees vary from institution to institution along every significant dimen-

sion, including the number and qualifications of members, types of activities performed,

the visibility of those activities, and perceived quality and usefulness. Across the coun-

try, some committees flourish while others fail to thrive. New committees, as well as

those of long duration, can assess and change a variety of factors that may improve

their chances of survival and add to their success in supporting the ethical practice of

health care at their institutions.

functions

Traditionally, ethics committees have addressed some or all of three functions: edu-

cation, policy development, and consultation. These functions are discussed in later

chapters; here, we focus on the committee’s obligation to define for itself which of these

activities it will take on. In each of the three domains, the responsible committee

members should clarify their goals and assess how they might attain them more effec-

tively. For instance, if the ethics committee will provide ethics education, the commit-

tee should define its goals for education. A discussion aimed at improving educational

efforts might focus on questions like the following: Toward whom should education be

directed and in what format? Do committee members have sufficient expertise to teach

ethics? Can they improve their knowledge base through continuing ethics education?

If the hospital is affiliated with a medical school, are ethics committee members in-

volved in teaching students? If not, can those who do teach students join the commit-

tee and lend their expertise to other groups within the institution? Are teaching ac-

tivities geared to the needs of the institution? For instance, have members met with

various groups, such as nursing, outpatient clinics, and the Emergency Department to

see if they have a troubling case or other specific request for ethics teaching? Is there a

set of basic topics in ethics for which the committee can offer instruction? Are there

helpful articles and other prepared materials to distribute as part of the educational

effort? Do teachers routinely provide evaluation forms so that they can learn which

topics and instructors are well received and useful?

Similarly, the committee should assess its goals for policy development. If other
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groups also handle policy development, the ethics committee might collaborate in

some cases or take over development of policies in others, depending on the policy in

question. For instance, the ethics committee might serve as consultant to colleagues in

palliative care for policies on pain control at the end of life, but might have primary

responsibility for revising a policy on do-not-resuscitate orders. The ethics committee

should not attempt to duplicate work that is already handled well elsewhere, par-

ticularly in the domain of policy development. Rather, designated committee members

can reach out to other divisions within the institution so that ethics expertise may be

incorporated into policies throughout all hospital departments.

ethics consultations and committees

Clinical ethics consultation is a particularly challenging function and is handled dif-

ferently at different institutions. In some cases, consultation is handled by a subgroup

of the ethics committee, while in other facilities an entirely separate group or individ-

ual provides consultation (Fox, 2002). If the ethics committee will take primary re-

sponsibility for ethics consultation, it needs to provide requisite training and support

for consultants. This book provides a curriculum for such training; consultants may

also wish to consider some of the training programs that are now emerging across

the country.

membership

The committee should examine whether its membership reflects sufficient diversity to

represent the whole institution. While some early ethics committees were constituted

entirely of physicians, a committee with such a limited range of members is unlikely to

be an effective resource to the entire institution. For instance, a committee composed

only of doctors is not best qualified to understand, support, and provide ethics expertise

for nurses, social workers, and other health professionals. These distinct health profes-

sions adhere to specific codes of ethics and confront dilemmas that can differ from those

that physicians face. Thus, allied health professionals will be represented on a well-

designed ethics committee. Some committees, though by no means all, include commu-

nity representatives as a way of bringing the patient’s voice into the committee’s deliber-

ations. Community members who participate in clinical discussions regarding patient

information must offer the same guarantee of confidentiality as health professionals.

Ethnic and cultural diversity is also important within the committee membership,

because a significant number of consults stem from differences in religious practices

and cultural expectations. For example, patients and family members from many cul-

tures fear that full disclosure of a cancer diagnosis will rob patients of all hope (Powell,

2006). An ethics committee member from the same community serves as an educa-
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tional resource to colleagues and as a helpful liaison to patients, professionals, and

the committee.

As much as an effective committee requires diversity of representation, it also needs

stability of membership. A frequently changing membership decreases the ease with

which colleagues can identify those with ethics expertise. Moreover, the committee

cannot build upon the experience and continued training of its membership if it is

constantly changing. Committees with a high rate of turnover (or a significant propor-

tion of no-show members) should view this as a sign of failure to thrive; busy profes-

sionals will not devote their time to a group that accomplishes little or whose work is of

poor quality. In contrast, committees known for effective and skillful work enjoy a flow

of volunteers seeking to join. Poor meeting attendance and a high drop-out rate signal

the immediate need for intervention. The committee needs to address frankly every

aspect of its functioning, from who chairs meetings and how effectively they are run, to

whether the committee’s goals are clear, realistic, useful, and adequately met.

The committee membership should be diverse in terms of whom it represents, but

also must include a broad range of skills and knowledge. The American Society for

Bioethics and Humanities produced a valuable report in 1998 entitled Core Competen-

cies for Health Care Ethics Consultation, which is required reading for any ethics consulta-

tion service. Though specifically geared to the task of ethics consultation, these core

competencies are also a useful benchmark for ethics committees that provide education

and policy development. The skills and knowledge described need not all be present in

the same individual. In fact, a great benefit of the committee structure is that collective

expertise can surpass that of any one person. Some of the skills noted in Core Competen-

cies are the abilities to identify and analyze values conflict, facilitate meetings, listen

and communicate well, and elicit the moral views of others. Necessary knowledge areas

are quite broad and include moral reasoning, bioethics issues, institutional policies,

relevant health law, and beliefs and perspectives of staff and patients. Committees that

function at a high level monitor their strengths and gaps in expertise and skill, and

address those gaps by adding skilled members and/or encouraging continuing educa-

tion for individual members and the group as a whole. In addition to ongoing educa-

tional efforts for members, a committee can also devise an orientation manual and a set

of educational expectations for new members. Such a manual might include a list of

useful reference works and journals in medical ethics, as well as copies of relevant

institutional policies. Mentorship by a senior committee member to whom questions

may be addressed, and information about continuing education opportunities would

also be valuable. Providing a useful orientation for members new to the committee can

be particularly helpful to those committees that have suffered from high turnover or

low interest. Sitting through a series of meetings without having a clear role or under-

standing of the goals can lead new members to drift away instead of staying and con-

tributing to the success of the committee.
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expertise in ethics

Ethics committees perform a unique function within a health care institution by virtue

of the fact that they possess expertise in the area of ethics, an expertise that other bodies

in the organization generally lack. Doubts may be raised, however, about whether there

is such a thing as ethics ‘‘expertise’’ and, hence, whether any individual or group can

possess it. The notion of expertise in ethics is not particularly fashionable these days in

a culture like ours where relativism, or at least what passes for relativism, is in the

ascendance and traditional views of legitimacy and authority are called into question.

The notion of expertise in ethics also smacks of elitism, whereas it seems to be a hall-

mark of our democratic society that everyone is entitled to her own opinion about right

and wrong. It is critical, therefore, to characterize accurately the sort of ethics expertise

that ethics committees can offer.

As already noted, the expertise at issue here involves several components. Knowl-

edge of general ethical concepts and principles and some understanding of ethical

theory are important requirements, but not all committee members need have exten-

sive philosophical training in ethics. Every committee, however, should have among its

members an ethicist with at least some formal background in this area who is conver-

sant with the relevant ethics literature and can educate other committee members in

the fundamentals of ethics. In addition to familiarity with principles and concepts,

committee members should be able to distinguish issues about which there is con-

sensus in the literature from those that are controversial, to think about ethical prob-

lems in a critical and analytic fashion, and to be sensitive to and knowledgeable about

cultural differences and power asymmetries in clinical practice. Clearly, there is much

that committee members have to learn and, for this reason, committee self-education

cannot be a one-time effort but must be an ongoing process.

Skills are also important ingredients of the ethics expertise that ethics committees

possess, and they too require practice and continual honing. These include the follow-

ing: the ability to communicate effectively and teach others; the ability to facilitate

discussion and mediation of ethical conflicts; and, as a foundation for the rest, skill at

discerning the existence and nature of particular ethical problems and dilemmas.

There are widely accepted ethical (to say nothing of legal) principles that limit the

options available for solution of ethical problems, and there is a consensus within the

medical and ethics literature on particular issues. Even when ethics committees have to

work through cases involving patients and families from different cultures, cultural

sensitivity, not a relativism of ethical view, seems to be the appropriate response. Fi-

nally, there is no basis for the charge of elitism if it is understood that everyone on the

committee can make a valuable contribution to the identification, analysis, and resolu-

tion of ethical issues.
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leadership

Committee leadership is of crucial importance in shaping the nature and success of the

committee. The tenure of the committee chair should be long enough for both hospital

leadership and other colleagues to identify the leader with the ethics committee and its

work. Though some committees have adopted a rotating chair, this strategy has the

disadvantage of diffusing authority and decreasing visibility. On the other hand, some

chairs do not provide effective leadership and an effort to support term limits may be a

way to bring new energy to such a committee. The ethics committee chair should be a

person respected within the institution, as well as someone with ethics expertise, yet

not every facility contains a person who fits this description ideally. Committees whose

chair has great institutional credibility but limited formal training should be especially

conscientious in continual self-education and efforts to enlist ethics professionals with

formal training. A committee whose chair offers formal ethics expertise but limited

clinical experience or institutional recognition must build collegial relationships with

clinicians. A strong, knowledgeable, and well-respected committee chair is critical to

ethics committee survival. The ethics committee chair functions as liaison between the

committee and the rest of the institution. When the committee finds that a difficult

recommendation is nonetheless the right one, a chair with strong collegial ties to lead-

ership can help present the committee’s views effectively. A committee chair who an-

tagonizes colleagues with judgmental or arrogant pronouncements about what is and is

not ethical undermines the work of the committee and may even cause its demise. In

contrast, a chair who mediates conflict and addresses ethical tensions effectively and

respectfully is an invaluable asset to the committee and the institution.

securing a foothold

The ethics committee should be situated within the overall structure of hospital gover-

nance. Whether the committee reports to the medical board or directly to the hospital

leadership, a clear reporting structure creates accountability for the ethics committee,

as is appropriate for any workgroup in the institution. At the same time, the reporting

structure shows the committee where it may turn when it requires additional support.

That support may be financial, for example, funding for a lecture series, or it may be

political, as when the committee wants to address a controversial topic like question-

able billing practices in one hospital division.

An ethics committee will not flourish and may not even survive in a useful way

unless it has the support of the institution, from both leadership and staff. Hospitals in

which senior leaders are committed to ethics reflect that commitment in large and

small ways throughout the institution. On the other hand, if a key leader—for instance,
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the chair of a powerful department—doubts the value of ethics endeavors, the institu-

tion will follow that lead and ethics activities will be peripheral to the hospital’s mis-

sion. New committees and those hoping to improve their efficacy need to examine

their level of institutional support. Keeping in mind that hospital directors face extraor-

dinary demands on their time, attention, and financial resources, the ethics committee

may wish to consider ways in which support might be increased. Before approaching

leadership to ask for support in terms of space, money, or other resources, the commit-

tee should define what it offers the institution in exchange for that support. An ethics

committee that can show that its current or planned services are important and ef-

fective is far more likely to win initial or sustained support than a committee that can

define neither its goals nor its accomplishments. The task of clearly defining goals and

seeking more effective ways to attain them is a key aspect of earning and deserving

support from hospital leadership. Ethics committees that assume that their name alone

assures them of support are unlikely to flourish.

Support does not only come from above. A committee may enjoy strong backing

from leadership but fail to win the respect of colleagues; such a committee will not

thrive. Therefore, in addition to winning the confidence of the institution’s leadership,

the committee must gain a broad base of support from staff in different departments

and roles. The best way to earn support, of course, is to provide a valuable service. A

committee that actively seeks out ways in which it can be helpful and provides useful

assistance in addressing ethical problems will enjoy the support of its lucky institution;

an ethics committee that sits alone in the boardroom waiting for consults will fail. The

delicate balance here is to avoid intruding while providing easy and broad access to

ethics expertise. Some ethics committees and consultants make rounds with medical

teams as a means of increasing visibility and offering real-time assistance. The benefit of

this approach is that it brings ethics into the daily fabric of clinical care, which is where

it should be. The liability is that many ethics dilemmas cannot be solved on the spot.

Consultants must avoid the urge to please colleagues by providing quick answers that

lack depth. For example, consultants who round with medical and surgical teams must

have the confidence and experience to note when a situation requires a more lengthy

and in-depth resolution process than can be provided during rounds.

In summary, ethics committees that flourish have several elements in common.

Their goals are clearly defined, and continual efforts are made to improve the ways in

which these goals are met. Membership is professionally and culturally diverse, and

includes significant expertise in ethics. The committee seeks to build strong collegial

relationships with both leadership and colleagues. Committees that provide effective

ethics education, policy development, and consultation support the delivery of excel-

lent health care at their institutions.
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part i

Curriculum for Ethics Committees

Part I is an eight-chapter curriculum designed to introduce the fundamentals of bio-

ethics, explain the key concepts, and provide a basic analytic framework for addressing

and resolving ethical dilemmas. Each chapter highlights a set of ethical issues that

commonly arise in the clinical setting and generate requests for ethics committee atten-

tion. It is beyond the scope of this handbook to provide a comprehensive treatment of

these topics, and our discussion of the basic ethical principles and concepts draws on

the work of expert theorists and practitioners who have contributed to the vast schol-

arly and clinical literature.

We encourage you to consult the selected but by no means exhaustive references

listed at the end of each chapter. Classic texts, such as Beauchamp and Childress’s

Principles of Biomedical Ethics, anthologies, such as Arras, Steinbock, and London’s Ethi-

cal Issues in Modern Medicine, newsletters, such as Medical Ethics Advisor, as well as jour-

nals, such as the Hastings Center Report, the Journal of Law, Medicine & Ethics, The Ameri-

can Journal of Bioethics, and the Journal of Clinical Ethics, should be part of any ethics

committee’s library. The American Society for Bioethics and Humanities’ forthcoming

publication Improving Competence in Ethics Consultation: A Learner’s Guide will be a valu-

able resource for individuals and organizations providing clinical ethics consultation

and education. Finally, Websites, such as www.asbh.org (American Society for Bioethics

and Humanities) and www.ethicsweb.ca/resources/bioethics/institutes.html (a com-

prehensive list of resources with links to ethics institutes and organizations), are an

important source of current information about what is happening in bioethics. These

references are essential, providing ready access to the relevant research and in-depth

analysis applicable to the cases and issues that committees consider.

www.asbh.org
www.ethicsweb.ca/resources/bioethics/institutes.html
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|||   As a member of your hospital’s ethics committee, you have been called by Dr. Thomas, a

second-year surgical resident who was paged for the following consult: Ms. Lawrence is a

≤≥-year-old woman who was returning home from her bridal shower when her car skidded on

the ice and hit an oncoming truck. Although her multiple injuries are serious, with immediate

surgery and replacement of lost blood, her chances of full recovery are excellent.

Ms. Lawrence is in considerable pain, but she appears coherent and her answers to

Dr. Thomas’s questions reflect understanding of her condition, the treatment options, and

their consequences. Because of her beliefs as a Jehovah’s Witness, however, she will not

accept blood or blood products and will not consider surgery unless she is promised that

it will be done without transfusions.

Dr. Thomas knows that surgical and hemodynamic intervention can prevent this

patient’s almost certain death. He also knows that saving her life in this way will violate

Ms. Lawrence’s deeply held religious convictions. What are the conflicting medical, legal,

and ethical obligations? What is the role of the ethics committee in resolving this dilemma?

What resources are available to help you?

Perhaps the threshold question that should begin our discussion is, What is bioethics

and why does it matter? The short answer is that bioethics is the discipline that ad-

dresses the ethical issues that arise in the health care setting. As will become clear in the
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following pages, however, bioethics does not lend itself to short answers, and further

definition is necessary. The concerns of bioethics include the well-being and dignity of

the patient; matters of choice and decision making; rights and responsibilities of the

patient, family, and care team; access to care; and fairness and justice in health policy.

These matters are neither new nor exotic, but they have become more prominent.

Health care has traditionally dealt with the profound moral issues of human existence,

including life, self-determination, suffering, and mortality. What has changed are the

complexity of medicine, the increased range of choices, and the way care is accessed

and delivered. The ethical implications of these matters have attracted heightened

attention, especially from those who make clinical and policy decisions. As applied

ethics has become an integral part of the health care setting, institutional ethics com-

mittees have become increasingly visible and active in clinical and organizational deci-

sion making. The goal of this handbook is to help your committee be a knowledgeable,

skillful, and effective ethics resource for your institution.

the role of ethics in clinical medicine

Ethics has a long and distinguished history grounding both the practice of medicine

and the laws related to it. Society considers ethical principles so important that it gives

them legal sanction in statutory and case law. Thus, ethical principles, such as respect

for autonomy and privacy, are translated into laws about informed consent and con-

fidentiality. It is important to note, however, that issues related to providing and forgo-

ing medical treatment are governed almost exclusively by state law, creating wide varia-

tion in the way these matters are handled. For example, decisions about withholding or

withdrawing life-sustaining measures might be very different if the patient were being

treated in New York or New Jersey. For this reason, your ethics committee should have

some familiarity with how your state laws and regulations address these issues.

Ironically, some of the most potentially beneficial developments have generated

some of the most difficult ethical problems. In critical, acute, and long-term care set-

tings, the very existence of new therapies often creates demand for their use, whether or

not they are medically indicated or ethically appropriate. Clinical research raises issues

of information disclosure, comparative levels of risks and benefits, and conflicts of

interest. Budgetary pressures constrain the allocation of resources. Standing at the in-

tersection of medicine, ethics, and law, bioethics provides a useful analytic framework

for committees charged with helping to resolve these dilemmas.

ethics committees in the health care setting

The development of bioethics as a powerful influence on the way health care is per-

ceived and practiced was part of a larger social transformation. A hallmark of the latter
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half of the twentieth century was the heightened notion of individual rights. Virtually

every social sphere was affected by the effort to promote equality and redress inequities

in race, gender, class, and education. In the context of the various rights movements,

the ethical principle of autonomy became the major support for individual empower-

ment and self-determination in health care, most prominently in the doctrine of in-

formed consent and refusal. In the process, patients became both partners in health

care decision making and informed health care consumers.

Ethical, legal, and scientific developments created an obligation to evaluate critically

the process of gathering scientific information, translating it into therapeutic applica-

tions, and using it responsibly. Advances in medical knowledge and skills generated a

new array of treatment options, as well as the concern that the ability to intervene could

become the obligation to intervene. For the first time, questions were raised not only

about how and when, but whether to treat. Under what circumstances should therapies

be withheld or withdrawn? When does the burden of an intervention outweigh its

benefit? How should decisions be made about the allocation of limited medical re-

sources? At the same time, the law was becoming involved in life-and-death matters

that used to be confined to the doctor-patient interaction.

Bioethics as a discipline is generally considered to have developed between the 1960s

and the 1980s as it became apparent that emerging issues could benefit from thoughtful

analysis by people with both clinical and nonclinical perspectives. Philosophers, social

scientists, theologians, legal scholars, and biomedical scientists increasingly focused

their attention on clinical research, allocation of limited resources, transplantation of

organs, reproductive technologies, genetic testing and treatment, terminal illness and

end-of-life care, and the obligations in the clinical interaction. Of particular relevance to

ethics committee background, these deliberations revealed that ethical analysis had

practical application in the research and clinical settings.

The hospital ethics committee was an early institutional effort to bring a formal

ethical perspective to the clinical setting, otherwise described as ‘‘a politically attrac-

tive way for moral controversies to be procedurally accommodated’’ (Moreno, 1995,

pp. 93–94). Hospitals began to establish ethics committees during the mid-twentieth

century to answer questions and help make decisions about health care issues with

ethical dimensions. These committees had their roots in several types of small decision-

making groups, each intended to address specific ethical problems. Sterilization com-

mittees, composed mainly of physicians with expertise in psychiatry and psychol-

ogy, functioned mainly during the 1920s and 1930s to determine which individuals

with mental disabilities should be involuntarily sterilized. Abortion selection com-

mittees functioned in many hospitals before the 1973 U.S. Supreme Court decision in

Roe v. Wade legalized abortion. Beginning in 1945, their purpose was to evaluate the re-

quests of women who wished to terminate their pregnancies and determine whether

therapeutic abortions were indicated to preserve the life or health of the prospective
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mother. Dialysis selection committees emerged during the early 1960s in response to

the development of the dialysis machine, the first publicly recognized life-sustaining

technology. Composed of lay members of the community, they were charged with

choosing among the candidates with end-stage renal disease and determining who

would receive chronic hemodialysis.

Beginning in the 1960s, institutional review boards (IRBs) responded to revelations

of abuse in medical experimentation by reviewing all government-funded research

using human subjects. The 1974 federal mandating of IRBs represented the first codified

suggestion of institutional obligation to address ethical concerns. Prognosis commit-

tees were occasionally convened by the mid-1970s to assess the projected course of

patients’ illnesses. In its 1976 decision in In re Quinlan, the New Jersey Supreme Court

referred to an article by Dr. Karen Teel and recommended that hospitals have an ethics

committee to deal with termination of life-sustaining treatment for incapacitated pa-

tients. Although the court used the term ethics committee, it was actually suggesting a

prognosis committee that would render opinions on the likely benefits of continued

treatment for patients with grave and irreversible illness.

Infant care review committees began appearing in the wake of the 1982 ‘‘Baby Doe’’

ruling that permitted parents to approve withholding life-saving treatment from a

neonate with Down’s syndrome. These committees, which were intended to review

care plans for severely disabled newborns, were also recommended by the President’s

Commission for the Study of Ethical Problems in Medicine and Behavioral Research in

1983 and endorsed by the U.S. Department of Health and Human Services and the

American Academy of Pediatrics.

Medical-morals committees met in Catholic hospitals to address sensitive issues,

including those related to reproduction, analgesia, and extraordinary interventions at

the end of life, in terms of Church doctrine.

Against this backdrop, clinical and administrative staffs began to meet for inter-

disciplinary deliberations about issues of high-tech care, undertook self-education, and

exhibited a growing professional awareness of ethical implications. During the 1970s

and 1980s, hospitals began to establish ethics committees to provide guidance about

health care issues with ethical dimensions. Over time, these committees have taken

on the additional functions of staff education, clinical guideline development, institu-

tional policy advisement, and case review. Some ethics committees also advise on re-

source allocation and express or reinforce the institution’s commitment to cer-

tain values.

Since 1992, the Joint Commission on Accreditation of Healthcare Organizations

(JCAHO) has required as a condition of accreditation that each health care institution

have a standing mechanism to address ethical issues and resolve disputes. In addition,

several states have passed statutes requiring hospitals to have ethics committees. The

result is that almost all hospitals in the United States have ethics committees that meet

on a regular basis.
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As you read though this handbook, it is important to bear in mind that your com-

mittee does not own ethics in your institution. As discussed in the introduction, the

committee should strive to develop ethics expertise, but it would be counterproductive

to encourage the notion of ethics exclusivity and the perception that ethics resides only

in a select group. Rather, one of your most valuable roles is that of a resource that,

through education, policy development and consultation, helps clinical and admin-

istrative staff to integrate ethics knowledge and skills into their daily practice.

An important committee function is helping staff to identify ethical issues and

conflicts, develop the skills to handle routine cases in ways that you have modeled in

consultation on similar cases, and distinguish complex cases that require the attention

of your consultation service. One mark of a successful ethics consultation is when you

are stopped in the hall by someone who says, ‘‘Remember that case you consulted on

two weeks ago? Well, we had another one just like it and we didn’t have to call you. But

now, we’ve got one that really has us stumped and we need your involvement again.’’

While your committee retains the responsibility to provide ethics expertise, educa-

tion and guidance, it is important to reinforce the notion that the health care organiza-

tion and all those who practice in it are moral agents with ethical obligations that

cannot be delegated.

fundamental ethical principles

As you no doubt expected, any discussion of applied bioethics must begin with a review

of its theoretical underpinnings. Understanding the key concepts and how they relate

to clinical practice is essential to the effective functioning of ethics committees.

The core ethical principles that support the therapeutic relationship and give rise to

clinician obligations include

≤ respecting patient autonomy—supporting and facilitating the capable patient’s

exercise of self-determination in health care decision making

≤ beneficence—promoting the patient’s best interest and protecting the patient

from harm

≤ nonmaleficence—avoiding actions likely to cause the patient harm

≤ distributive justice—allocating fairly the benefits and burdens related to health

care delivery

Respecting Patient Autonomy

Autonomy is the ethical principle widely considered most central to health care

decision making because of its focus on self-governance and individual choice. Auton-

omy includes determination of health care goals, power over what is done to one’s

body, and control of personal information. Only when the individual cannot make

decisions are others asked to choose. Autonomy gives priority to personal values and
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wishes, supporting choices that are informed and uncoerced, and confers the profes-

sional obligation to respect patient privacy and confidentiality.

The significance of autonomy to health care decision making is seen in the ethical

concepts of decisional capacity, informed consent and refusal, and truth telling. Pa-

tients exercise autonomy by making informed care decisions that reflect their goals,

values, and preferences. Clinicians demonstrate respect for autonomy by providing

information and guidance that enable patients to make knowledgeable decisions; hon-

oring patient choices and implementing them in care plans; preserving patient con-

fidentiality; and protecting the security of patient information.

It is important to recognize that the notion of autonomy encompasses a range of

conceptions, some highly individualistic and somewhat isolating, others more rela-

tional and compatible with communitarian values. The heightened emphasis our so-

ciety customarily places on individualism and independence is a largely Western phe-

nomenon and not universally shared. Despite our prevailing focus on self-governance,

not everyone is comfortable with or capable of pure autonomy. Patients with dimin-

ished or fluctuating cognition are likely to rely on spouses or adult children for help in

care planning. Others may come from cultures that favor decision making by the family

rather than the individual. For these patients, authentic decision making is an exercise

shared with trusted others and reflects supported or delegated autonomy.

Ultimately, respecting patient autonomy does not mean elevating it to a position

where it trumps all other considerations. While it is usually legally and ethically appro-

priate to honor the wishes of a capable patient, it is also necessary to consider the

ethical principles that give rise to other, often competing, obligations.

Beneficence

The principle of beneficence underlies obligations to provide the best care for the

patient and balance the risks or burdens of care against the benefits. Promoted goods

typically include prolonging life, restoring function, relieving pain and suffering, and

preventing harm. Beneficence is the principle with arguably the greatest resonance for

caregivers, whose traditional mission is to heal and comfort, and notions of nurturing

and protecting are reflected in caring for those who are most vulnerable. Perceptions of

benefit and best interest are not purely scientific, however, but involve expectations,

goals, and value judgments. Recognition that patients and their doctors may differ in

these assessments has been at least partly responsible for the noticeable shift from

physician paternalism to greater emphasis on patient choice.

Nonmaleficence

At the very core of the healing professions is the principle of nonmaleficence, cap-

tured in the ancient maxim, ‘‘First, do no harm.’’ This principle grounds obligations to

avoid the intentional infliction of harm or suffering, recognizing that conceptions of
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harm, as of good, are inextricably tied to individual values and interests. Most, if not all,

therapies carry the potential for some risk as well as benefit, and it would not be feasible

to limit the therapeutic arsenal to treatments that are entirely benign. Nevertheless, the

benefits of recommended treatments are expected to outweigh the possible harms, and

physicians are required to discuss that calculus with their patients, comparing the

burdens and risks to the anticipated goods. Likewise, the duty to prevent foreseeable

harm requires investigators to disclose the benefits and risks of proposed research to

potential subjects and institutional review boards.

Justice

Justice or equity refers to those principles of social cooperation that define what

each person in the society or member of a group is due or owed—in short, what is fair.

The several types of justice all share the basic notion of treating similar cases similarly

and dissimilar cases dissimilarly. Most relevant to medical ethics is distributive justice,

which concerns the norms and standards for allocating benefits and burdens across a

given population. Distributive justice demands that the benefits, risks, and costs of

actions—in this case, access to resources related to physical and mental health—be

apportioned fairly and without discrimination on both societal and institutional levels.

According to the principle of distributive justice, there should be ethically defensible

reasons for why certain individuals or groups receive benefits or endure burdens that

other individuals or groups do not.

■

The four ethical principles discussed above—autonomy, beneficence, nonmaleficence,

and justice—have assumed a central place in much of bioethics literature, theory, and

clinical analysis. Our very brief tour just touches the surface and you are encouraged to

consult Beauchamp and Childress for an in-depth treatment. Because these principles

have validity and can be useful in thinking through ethical issues, they are referred to

frequently in the following chapters. As a cautionary note, however, it is important to

resist the temptation to employ principles in a mechanical fashion. If applicable and

used with judgment and sensitivity, they can inform sound ethical reasoning. If used

rigidly without reference to context and narrative, principlist ethics can lead to a dis-

torted and unhelpful analysis.

It is equally useful to consider clinical situations in terms of key ethical concepts,

such as decisional capacity, power imbalances, decision-making authority, access to

health care, pain and suffering, confidentiality, truth telling, informed consent, the

family’s role in decision making, the patient’s best interest, forgoing treatment, and

quality of life and death. These and other ethical issues will be referred to in analyzing

clinical situations throughout the curriculum in part I and discussing the clinical cases

in part II.
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the role of culture, race, and ethnicity in health care

How people confront decisions about health care is shaped in large part by the beliefs,

attitudes, and values inherent in the cultures with the greatest formative influence on

them. Choices about advance care planning, approaches to decision making, disclosure

of information, life-sustaining interventions, and palliation are often informed by cul-

turally determined notions of self-governance and destiny, truth telling and protection

from harm, the power of language to reflect or create reality, filial obligation, the mean-

ing of suffering, religion and spirituality, historical discrimination, and mistrust of

health care or the health care system.

The following brief examples are offered to illustrate how culture, race, and ethnicity

can influence health care. Studies have found that European Americans, who tend to

value independence and self-empowerment, are more likely than others to favor ad-

vance directives, full disclosure of health information, and limited treatment at the

end of life. In contrast, African Americans have demonstrated reluctance to delegate

decision-making authority through advance directives, objection to limiting treat-

ment, and preference for aggressive life-sustaining technology, including cardiopulmo-

nary resuscitation. Hispanics have been shown to defer to physician judgment, value

decision making by the family rather than an appointed health care agent, and place

great importance on how the family is affected by the patient’s illness. Asian and Mid-

dle Eastern cultures typically prefer to protect patients from knowledge about serious

illness or impending death, and favor family rather than individual decision making.

Native American cultures tend to reject advance care discussions because they might

bring on the envisioned health problems. Reports of these studies emphasize the need

for balance in interpreting them. Overreliance on the findings risks cultural stereotyp-

ing, while indifference to cultural distinctions risks assuming that all patients share

Western attitudes and values (Morrison and Meier, 2004; Kagawa-Singer and Blackhall,

2001; Hopp and Duffy, 2000; Blackhall et al., 1999; Shepardson et al., 1999; Morrison et

al., 1998; Berger, 1998; Pellegrino et al., 1992).

The same commentators also point out that cultural determinants influence the

values and attitudes of physicians as well as those of their patients. The result is the

potential for misperception and miscommunication when the parties to the clinical

interaction come from different cultural backgrounds. A valuable ethics committee

function can be educating care providers about the personal and cultural differences

that influence the clinical dynamic and affect patient care. Consider, for example, a

series of grand rounds or in-service presentations on how cultural background can

inform patient and provider comfort with notions of autonomy, privacy, advance di-

rectives, informed consent, and disclosure.
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conflicting obligations and ethical dilemmas

The several ethical principles discussed above confer on clinicians multiple ethical

obligations—duties that are grounded in moral norms and must be fulfilled unless there

are competing and more compelling obligations. Not surprisingly, these obligations

frequently collide.

The tension between and among ethical principles may create dilemmas for clini-

cians when their obligations are in conflict. Ethical dilemmas usually occur in two types

of situations. In some instances, an act can be seen as both morally justified and un-

justified, but the arguments supporting each position are inconclusive. This troubling

contradiction makes it difficult for the individual to determine the appropriate course

of action. Examples would be abortion and assisted suicide, both of which invoke

competing ethical norms. In other instances, an individual may be required to respond

to different moral imperatives and cannot do one without violating the other. For

example, care professionals are required to respect and promote the autonomy of their

patients and to protect and enhance their well-being, to provide care to those who need

it and to be responsible stewards of limited resources. Resolving these dilemmas requires

clinicians and ethics committees to scrutinize carefully the competing interests and

obligations, identify the likely consequences of the available choices, and weigh the

benefits and risks to those involved.

Let us return to Ms. Lawrence, the patient who is refusing blood transfusion. The

dilemma here concerns the tension between Dr. Thomas’s obligation to honor his

patient’s autonomous decision about blood transfusion and his obligations to prevent

harm and provide what he believes is the most beneficial care. On the surface, it seems

that he cannot possibly meet one obligation without violating the others, yet he must

take decisive action. Because the principles involved are so central to professional prac-

tice and the consequences in this case so profound, the goal must be to protect both Ms.

Lawrence’s rights and her well-being. The ethics committee member(s) can function

usefully in a consultative role as these issues are considered.

The first responsibility is to confirm that Ms. Lawrence is capable of making deci-

sions about her care and to ensure that she and Dr. Thomas have clarified the clinical

situation, the care goals, the therapeutic options, and their likely consequences. As

discussed in later chapters, the exercise of patient autonomy, through informed con-

sent and refusal, depends on the patient’s decisional capacity, the quality of the infor-

mation provided by the physician, and the trust underlying the therapeutic relation-

ship. An ethics consultation can create the opportunity for the patient and appropriate

members of the care team to engage in these important discussions.

The next step is to consider the ethical issues, including Ms. Lawrence’s right to

make care decisions based on her goals and values, and confirm that her refusal is the

product of her deeply held religious convictions, rather than coercion or misinforma-
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tion about blood transfusions. The discussion should explore alternative options and

resources, including nonblood therapies and transfer to other institutions that special-

ize in treatment without transfusion. Ms. Lawrence, her family, and the clinical team

must be reassured that her refusal will in no way compromise the rest of her care.

Resolving the conflict between the obligation to respect the patient’s autonomy and

the obligations to promote her best interest and protect her from harm will require a

careful collaborative assessment of her decision making, including how she weighs the

benefits and burdens of the proposed treatment. While it is neither necessary nor ap-

propriate to argue her out of her religious beliefs, the ethics consultant is obliged to be

certain that her decision to forgo a life-saving intervention is informed, carefully con-

sidered, voluntary, and settled. If Ms. Lawrence genuinely believes that surviving with a

blood transfusion would be morally unacceptable, then, for her, the benefits of the

intervention would be significantly outweighed by the burdens of the outcome. Under

those conditions, her refusal of transfusion should be honored while she receives all

other appropriate care and support. In this time-consuming and exacting process, the

ethics committee consultant is a valuable resource, providing all parties with informa-

tion, ethical analysis, practical guidance, and support.

It should be remembered, however, that not only the patient’s autonomy is at stake.

Dr. Thomas and his colleagues also bring to this situation their professional obligations

and personal values. Not unreasonably, surgeons and/or anesthesiologists in this cir-

cumstance are likely to be very uneasy about attempting surgery under conditions that

restrict their ability to provide optimal care. Even though the patient has agreed to and

assumed the risks of surgery without blood transfusions, the doctors will argue that

they would be knowingly putting her at what they consider unacceptable risk. Doing so

would erode both their competence and professional integrity. Under these restrictive

conditions, many surgeons and anesthesiologists would prefer to transfer Ms. Lawrence

to colleagues or other institutions more comfortable with her limitations, agreeing to

operate only if alternatives were not available.
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|||   Mrs. Klein is an ∫Ω-year-old woman admitted from home five days ago with cellulitis of the

legs. Despite her discomfort, she has cooperated with her diagnostic work-up and treatment

and consented to all interventions related to the cellulitis. She was able to provide accurate

information about her medical history, which was corroborated by her niece. According to

both women, Mrs. Klein has been very healthy and self-su≈cient all her life, a state she

attributes largely to ‘‘keeping my distance from doctors and hospitals.’’ Her goal, expressed

repeatedly since admission, is ‘‘to go home and take care of my cats.’’

Mrs. Klein’s admission blood tests revealed anemia that suggests slow internal bleeding.

Despite repeated attempts to explain the dangers of unchecked bleeding and the importance

of identifying the source, she has consistently refused consent for a GI series. When asked

why she is opposed to a diagnostic work-up, she replies, ‘‘Darling, you look, you’ll find. No

more tests or treatments. Just get me back on my feet so I can go home to my cats.’’

After several days, the attending physician requests a psychiatric consult to do a capacity
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assessment, suggesting that the patient is not capable of making decisions in her best

interest and cannot be discharged under these circumstances.

Why does no one question Mrs. Klein’s capacity to consent to treatment, only her capacity

to refuse?

We now embark on a discussion of the issues most frequently brought to ethics com-

mittee attention—how and by whom health care decisions are made. Ethical principles

require that decisions about care and treatment be made by the decisionally capable

patient (the subject of this chapter), following adequate discussion of the benefits,

burdens, and risks of the therapeutic options (the subject of the following chapter).

When the patient is not able to participate in this process, the responsibility for making

care decisions must be assumed by others.

The quality of the decision-making process and the validity of the resulting consent

or refusal are directly related to the clarity of physician-patient communications; the

patient’s understanding of the information presented; the physician’s attention to pa-

tient values and preferences; and the patient’s trust in the physician that encourages

questions and full discussion. Although decisional capacity and consent are thus inex-

tricably linked, for logistical purposes they are discussed separately in this curriculum.

This chapter examines decision making and capacity, while chapter 3 sets out the

ethical basis and significance of the consent process.

health care decisions and decision making

Health care in general and bioethics in particular deal with decisions requiring attention

to patient needs and preferences in the context of medicine’s capabilities and limita-

tions. These decisions involve deeply personal ideas about life and death; the meaning

of health, illness, and disability; and the importance of self-image, self-determination,

and trust. While the patient has the greatest stake in these decisions, others, including

family members and care professionals, bring their perceptions and concerns to the

discussion. Indeed, it is the value- and interest-based nature of care decisions that makes

them so complex and often difficult to negotiate.

decision-making capacity

It is tempting to suggest that, like obscenity, decisional capacity is something that

cannot be precisely defined but we know it when we see it. While we may sense that a

patient is or is not able to make decisions, intuition is not enough to guide an evaluation

with such important implications. In the health care setting, the exercise of autonomy

is promoted or hindered by the assessment of decisional capacity, which effectively

includes or excludes patients from making decisions about their care. Determining the

patient’s ability to understand the issues, consider the consequences of different op-
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tions, and communicate these thoughts to professionals is key to supporting autonomy.

Without this set of cognitive capacities, patients will need assistance in making and

articulating choices. Indeed, as noted below, even capable patients can benefit from

assistance in making autonomous decisions. Excluding a decisionally capable patient

from making choices violates autonomy; treating an incapacitated patient ‘‘as if’’ she

were capable makes her vulnerable to the consequences of deficient decision making.

Thus, the clinical assessment of decisional capacity is critical to determining whether

the patient can participate in care decisions and provide informed consent and refusal.

Capacity and Competence

Although the terms capacity and competence are often used interchangeably, in the

health care setting there are important distinctions that go beyond semantics. Compe-

tence is a legal presumption that a person who has reached the age of majority has the

requisite cognition and judgment to negotiate most legal tasks, such as entering into a

contract, making a will, or standing for trial. Incompetence is a functional assessment

and determination by a court that, because the individual lacks this ability, she should

be deprived of the opportunity to do certain things. Because the legal system is and

should be rarely involved in medical decisions, it is customary to refer to the patient’s

decisional capacity, a clinical determination about the ability to make decisions about

treatment or health care.

Elements of Decisional Capacity

Decisional capacity refers to the patient’s ability to perform a set of cognitive tasks,

including

≤ understanding and processing information about diagnosis, prognosis, and

treatment options

≤ weighing the relative benefits, burdens, and risks of the therapeutic options

≤ applying a set of values to the analysis

≤ arriving at a decision that is consistent over time

≤ communicating the decision

Decisional capacity thus encompasses several skills, including understanding, as-

sessing, valuing, reasoning, and articulating the factors relevant to a choice. Capacity

can be seen as an index of a person’s ability to exercise autonomy by making decisions

that reflect personal preferences, values, and judgments at a given time. This is not the

same, however, as the person’s willingness to make autonomous decisions. Having ca-

pacity enables but does not obligate patients to act independently. Despite our good

intentions, we cannot drag people kicking and screaming into self-determination and,

in many instances, insisting that patients make decisions abandons them to their own

autonomy.

Frequently, capacitated patients look to family, friends, and trusted others to help
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them exercise autonomous decision making. Patients demonstrate supported autonomy

when they rely on others for advice in making choices (‘‘I want my son to help make the

decision’’). Some patients, especially those who are elderly or from cultures in which

self-determination is not a central value, demonstrate delegated autonomy. These pa-

tients often entrust to others the authority to make decisions on their behalf (‘‘Talk to

my daughter and do whatever she thinks is right’’). Here, autonomy is expressed in the

voluntary choice to delegate rather than independently exercise decision-making au-

thority. Patients with capacity who benefit from the advice, guidance, and support of

clinicians and trusted others can be said to demonstrate assisted autonomy. The ethics

committee can perform a useful service by clarifying for the care team—through clinical

consultations, in-service presentations, or informal conversations—the several ways in

which patients can make authentic decisions.

Decision-specific and Fluctuating Capacity

Capacity is not global, but decision-specific, referring to the ability to make particular

decisions. A patient may have the ability to decide what to have for lunch but may be

incapable of weighing the pros and cons of surgery. For this reason, nothing is less

helpful than a chart note that says, ‘‘Patient lacks capacity to make decisions.’’ The

misleading implication is that the patient lacks the capacity to make all decisions,

effectively excluding her from making any decisions.

In fact, many patients have the capacity to make some decisions and not others. For

example, a lower level of capacity is required to appoint a health care proxy agent

(appreciation of the likelihood that someone will have to make decisions on her behalf

and consistent designation of the same person) than to make the often complex deci-

sions the proxy agent will eventually make. Thus, the appropriate response to the

question, ‘‘Does this patient have capacity?’’ is ‘‘For what decision?’’ Likewise, a request

for a capacity assessment is most helpful when it specifies the decision(s) at issue,

such as ‘‘Please evaluate the patient’s capacity to make decisions about discharge.’’ Dis-

tinguishing among the specific decisions facing the patient and assessing her capacity

to make them offers her the opportunity to make the widest range of choices within

her ability.

Just as capacity is not global in its application to all decisions, it is not always

constant. Depending on their age, cognitive abilities, clinical condition, and treatment

regimen, patients may exhibit fluctuating capacity, demonstrating greater ability to

make decisions at some times than others. For example, elderly patients, who are espe-

cially prone to ‘‘sundowning,’’ often exhibit greater alertness, sharper reasoning, and

clearer communication earlier in the day. Recognizing this tendency allows care pro-

viders to approach patients for discussion and decisions when they are at their most

capacitated, thereby increasing their opportunities for autonomous action.

To return to the case of Mrs. Klein, the 89-year-old patient with cellulitis of the legs, a
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critical threshold question is whether, in making a decision to refuse the diagnostic

work-up and return to her home, the patient is exercising decisional capacity. If her

decision is an informed and voluntary one that appreciates the implications and ac-

cepts the consequences, it should be honored, despite the caregivers’ concerns that it is

not in her best interest. Nevertheless, efforts to persuade her to reconsider and consent

to suggested treatments are still appropriate, especially if the potential risks of nontreat-

ment and the benefits of treatment are significant.

Disagreement with medical recommendations is not by itself evidence of a lack of

decisional capacity. Mrs. Klein’s decision may be foolish and ill advised, but it is not

necessarily the product of a misperception or delusion. Continued discussion will be

necessary to confirm her understanding and the consistency of her decision with char-

acteristic behavior and prior choices. She has led an independent life that she attributes

partly to avoiding doctors and hospitals. Her present decision to refuse the work-up,

therefore, conforms to a pattern of life choices that, until now, have served her rela-

tively well.

Care providers, including health care institutions, have an ethical and legal obliga-

tion to arrange for a safe discharge for their patients. Ethical concerns arise when capa-

ble patients make decisions that run counter to their best medical interests. Here, clini-

cians’ obligations to respect patient autonomy may be in tension with their obligation

to promote Mrs. Klein’s well-being and protect her from harm.

One way to address these conflicting obligations is to ensure that, when capable

patients are discharged, especially under less-than-optimal circumstances, they are en-

couraged to accept appropriate nursing and other home care services. In contrast, al-

lowing patients who lack capacity to elect an unsafe discharge is a form of patient

abandonment. Whatever the patient’s level of decisional capacity, involved family

should be encouraged to participate in discharge planning, follow-up care, and advance

care planning for future health care decision making.

Intervention by the bioethics consultation service or committee is often requested

in cases of uncertain patient capacity, usually when questions arise about consent for or

refusal of recommended treatment. These issues and the role of ethics intervention in

resolving them are discussed further in chapter 3.

assessment and determination of capacity

|||   Mr. Herbert is back again. He is a ≥∫-year-old man who is confined to a wheelchair because

of bilateral amputations resulting from untreated leg ulcers. Mr. Herbert has had multiple

admissions to treat his repeatedly infected areas of skin breakdown. Once the wounds have

been cleaned and repaired and the infection is under control, he signs himself out against

medical advice (AMA) to return to his fifth-floor walk-up apartment, where he has a thriving

business dealing street drugs. He insists that, with his buddies to carry him up and down and
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his girlfriend to help him with meals and activities of daily living (ADLs), he can manage just

fine. He acknowledges that his recovery might be better if he remained in the hospital longer

or if he came to the clinic regularly, but, if he is not home, his business will be picked up by

other dealers. He insists that he is willing to risk future infections, although he is confident

that ‘‘you guys will always get me back on my game.’’ Nevertheless, each time he returns, he

is in worse shape and it is harder to resolve his medical problems.

The Importance of Determining Capacity

Decisional capacity requires more than the ability to articulate choices. As discussed

in chapter 5, young children can be very vocal and sincere in expressing their wishes,

but their choices would not be considered thoughtful judgments. The obligation to

respect autonomy and the integrity of the informed consent process depend on the

patient’s ability to understand the facts and appreciate the consequences of treatment

options. The presumption is that adult patients have the requisite capacity and, ab-

sent contrary evidence, decisions about treatment and nontreatment defer to patient

wishes. Moreover, this deference usually extends to all capacitated decisions, including

those that providers may think reflect poor judgment or are not in the patient’s best

interest. Yet troubling and potentially harmful decisions, such as patient rejection of

recommended care, must be carefully explored because they may well reflect misunder-

standing and lack of trust, rather than informed and considered choices.

|||   Mrs. Rodriguez is a ∏Ω-year-old woman transferred from a nursing home in a semicomatose

state and respiratory failure. She was admitted to the intensive care unit (ICU) and intubated

to provide ventilatory support. Her multiple medical problems include congestive heart

failure, non-insulin-dependent diabetes, and several prior episodes of pneumonia.

After several weeks, the care team recognized that Mrs. Rodriguez would not be able to

breathe without ventilatory assistance and recommended that a tracheotomy be done to

promote safety and comfort. Because she was still unresponsive, the procedure was explained

to her daughter, who provided consent. The next day, Mrs. Rodriguez unexpectedly became

more alert and responsive. The critical care resident expressed concern because he believed

the patient was indicating opposition to the tracheotomy.

The ear nose and throat (ENT) attending argued that the endotracheal tube made it im-

possible to determine what, if anything, the patient was trying to communicate and, in any

event, she did not have the capacity to make decisions about her care. He insisted that the

trach, which would be in the patient’s best interest, be performed in accordance with the

daughter’s consent. The critical care attending asked Mrs. Rodriguez a series of yes-no

questions that she could answer by nodding or shaking her head. Her nonverbal but con-

sistent responses, which indicated that she understood the purpose of the tracheotomy and

agreed that it should be performed, were considered a ratification of the consent provided by

her daughter.
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Would Mrs. Rodriguez’s capacity have been considered su≈cient for her to consent to the

tracheotomy without her daughter’s involvement? Why might a higher level of capacity be

required for her to refuse the procedure?

One useful strategy for approaching decisional capacity is a sliding scale, which

assesses the required level of capacity according to the seriousness of the decision. As

the risks associated with a decision increase, the level of capacity needed to consent to

or refuse the intervention should also increase. For example, a decision about whether

to go to physical therapy before or after lunch carries a low risk of harm. This decision

could safely be made by a patient with diminished capacity because the consequences

of either choice are relatively benign. In contrast, a decision about whether to undergo

a life-saving amputation or enroll in an experimental trial of chemotherapy requires

the ability to understand and weigh the significant benefits, burdens, and risks of the

proposed intervention. Asking a patient with uncertain capacity to take responsibility

for a choice this serious would abandon her to the consequences of her deficient deci-

sional ability. Clinically, the sliding scale provides heightened scrutiny when the po-

tential outcomes of decisions require clinicians to be confident that patients fully ap-

preciate the implications of their choices. Mrs. Rodriguez’s low level of capacity was

considered sufficient to ratify her daughter’s consent because she concurred with the

plan her care professionals and family agreed would benefit her. If she had refused the

recommended procedure, however, it is likely that further assessment of her decisional

capacity would have been indicated.

The danger in the sliding scale approach is that of paternalism, the tendency to treat

otherwise capable adults as though they were children in need of others to make deci-

sions for them. While it is not necessary that the family and care team agree with the

patient’s decision, choices considered irrational or harmful to the patient are likely to

be challenged or at least closely scrutinized to protect incapable and, therefore, vulner-

able patients from making decisions not in their best interest. The fact is, we only

question the capacity of people who do not agree with us. Think about it—when was

the last time you saw a capacity consult called to evaluate a patient who had just agreed

with the doctor?

Capacity assessments, therefore, require a conscious effort to look beyond the deci-

sion we would make for ourselves or even recommend for the patient. If we focus

exclusively on the content or the outcome of the decision rather than the decision-

making process, we risk disempowering people who make risky or idiosyncratic choices.

An important safeguard is assessing the decision in terms of how it is made, evaluating

the patient’s ability to manage the several skills required for capable decision making.

Likewise, it is necessary to distinguish questioning capacity and finding incapacity. While

treatment refusals or other questionable decisions may trigger a capacity assessment,

they do not automatically confirm incapacity.
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Who Assesses Decisional Capacity?

Given the importance of assessing decision-making capacity, the desire for a precise

method of measurement is understandable. Unfortunately, it’s not that simple. Deci-

sional capacity is an index of patient ability to make decisions and, therefore, involves

cognitive processes. Nevertheless, its assessment requires more than a test of mental

acuity or a psychiatric exam. The Mini Mental Status Exam (MMSE), often used to

evaluate cognitive ability, is useful in gauging ‘‘orientation of the subject to person,

place, and time, attention span, immediate recall, short-term and long-term memory,

ability to perform simple calculations, and language skills’’ (Lo, 2000, pp. 84–85). The

MMSE is less helpful, however, in assessing an individual’s ability to understand, weigh

alternatives, and appreciate consequences—the skills required for capacitated decision

making. This evaluation is more effectively done through one or more discussions that

reveal the patient’s grasp of the decision’s context and implications.

Likewise, simply calling a psych consult does not get the job done. While psychiatric

consultation may be helpful in assessing decisional capacity, it is not always necessary

or sufficient. To be sure, psychiatric intervention can be invaluable in engaging patients

in discussion, eliciting and interpreting their concerns, and identifying mental illness,

cognitive impairments, and interpersonal conflicts that can mask or interfere with

decisional capacity. Even a skillful psychiatric consultation, however, captures only a

snapshot of the patient’s thinking at a specific moment rather than over time. Ulti-

mately, the clinicians who observe and interact with the patient day to day—especially

nurses, residents, and medical students—may be better positioned to evaluate the qual-

ity and consistency of the patient’s decision-making ability. For this reason, assessing

decisional capacity should be considered part of the clinical skill set of care profes-

sionals and the responsibility of the medical team. Reinforcing this aspect of the care-

giver role can be a valuable ethics committee function.

deciding for patients without capacity

Usually, health care decisions are made by capable patients with the advice and sup-

port of their caregivers and families. Frequently, however, treatment decisions must

be made for patients who lack the capacity to make decisions for themselves. These may

be persons who were formerly but are no longer capacitated or individuals, such as

newborns or the severely retarded, who never had an opportunity to form values or

preferences.

Making medical decisions for others raises a series of questions involving the pa-

tient’s clinical needs and treatment options, what is known of the patient’s care wishes,

and the appropriate delegation of decision-making authority. Answering these difficult

questions is often complicated by disagreements between and among the patient’s

family and care providers. Mediating these conflicts and facilitating decision making
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for incapacitated patients are among the most frequent and effective interventions by

the ethics committee. The theory and skills important to clinical consultation are dis-

cussed at greater length in part II.

Standards of Decision Making

The standards of health care decision making rely on the patient’s voice as the

central and most authentic source. When that voice is temporarily or permanently

unavailable, those who act on behalf of the patient have only indirect access to her

wishes and values. Three standards are customarily invoked in an attempt to get as close

as possible to what would be the patient’s decision, each concentric circle drawing on

less direct information from the patient.

≤ Prior explicit articulation is the previous expression of a capacitated person’s

wishes, the most reliable information about her preferences. ‘‘What do we know

about this person’s wishes based on what she has said or written?’’

≤ Substituted judgment is a decision by others based on the formerly capacitated

person’s inferred wishes. ‘‘Knowing what we know about this person’s behavior,

values, and prior decisions, what do we think she would want in these

circumstances?’’

≤ Best interest standard is used to arrive at a judgment based on what a reasonable

person in the patient’s situation would want. This standard is used when the

incapacitated person never had or made known treatment wishes and her

preferences cannot be inferred. Others weigh the benefits and burdens to the

patient of a proposed intervention or care plan. ‘‘What do we believe would best

promote this person’s well-being in these circumstances?’’

Decision Making for the Formerly Capacitated

The notion that only the explicit statement of a capable patient can inform treat-

ment decisions has proved to be double-edged—both a protection of the patient’s right

to consent or refuse and a barrier to decision making when the patient’s wishes are

unknown or inaccessible. Among the clinical setting’s greatest challenges is the patient

who was formerly but is no longer capable and/or communicative, making it difficult

to determine or honor her wishes. In this category are the elderly demented and pa-

tients of any age with terminal illness or irreversible injury that has impaired their

decision-making ability. In response to the needs of the formerly capacitated, two ap-

proaches that invoke the three decision-making standards have developed—advance

directives and surrogate decision making.

Advance Directives

|||   Mrs. Stern is a π∂-year-old woman admitted from home for surgical repair of a hip fracture.

Although she is in the early stages of dementia and has mild coronary artery disease, she has
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been healthy and fairly independent until her recent fall. She has lived alone since her hus-

band’s death three years ago, but her daughter, Mrs. Keller, lives nearby and they either visit

or speak daily.

On admission, despite her considerable discomfort, Mrs. Stern was alert, understood her

medical condition, and was able to provide consent for the surgery. During the postoperative

period, however, she has been increasingly agitated and confused. When recent blood tests

indicated anemia, she was unable to discuss the need for a transfusion. She asked that the

doctors talk to her daughter, who provided the necessary consent.

Mrs. Stern is scheduled to be discharged to a nursing home for rehabilitation in prep-

aration for her eventual return home. She is expected to make a good recovery from her

surgery and should be able to resume her normal activities with some assistance. Her doctors

anticipate that, once she is in familiar surroundings, she will be less agitated and confused.

Because her dementia is likely to progress, however, she will find it increasingly di≈cult to

make independent decisions, including those related to her health care. For that reason, the

care team is encouraging the execution of an advance directive that will enable care decisions

to be made on her behalf when she is no longer able to make them herself.

If Mrs. Stern is determined to lack the capacity to make care decisions, is she capable of

executing an advance directive? Would di√erent levels of capacity be required to execute a

living will and appoint a health care proxy agent?

Advance directives are legal instruments intended to secure an individual’s ability to

set out prospective instructions regarding health care. Conceived during the 1970s,

they responded to the concern that patients who were unable to speak for themselves

might be subjected to unwanted medical interventions, especially at the end of life. The

1990 federal Patient Self-Determination Act (PSDA) requires any health care facility

receiving federal funds to offer patients the opportunity to execute advance directives

and assistance in doing so. Although all fifty states have statutory and/or case law

governing advance directives and all states honor them, their standards and restrictions

differ. While advance directives are helpful whenever substitute decision making is

required, they are most often invoked in making decisions at the end of life. For that

reason, they are discussed further in chapter 6.

Advance directives commonly come in two varieties—living wills and health care

proxy appointments. In different ways, they provide direct expression of the patient’s

wishes, enabling caregivers to rely on the most immediate of the decision-making

standards. The living will is a written set of value-neutral instructions about the particu-

lar medical, surgical, or diagnostic interventions the individual does or does not want

under particular circumstances, usually at the end of life. The structure of the document

generally has a trigger phrase, such as, ‘‘If I am in an irreversible coma, . . .’’ or ‘‘If I am

unable to recognize or relate to my loved ones and my doctors say that I will not

recover, . . .’’ followed by the list of instructions related to the specified circumstances.

Patient wishes may also be communicated orally when the patient is unable to
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execute a written document. In these instances, the patient’s verbally expressed instruc-

tions can be documented by a health care provider or other individual. If properly

documented and witnessed, these statements are considered formal advance directives

in several states.

Because the living will presents the explicit articulation of the patient’s prior capaci-

tated wishes, it can provide helpful guidance to family and clinicians about what she

would want in the current circumstances. It is significantly limited by the fact that it is a

static piece of paper written when the person could not accurately anticipate her future

medical condition. In addition, these documents do not always mean what they say.

The person whose living will says,‘‘ I don’t ever want to be on a respirator’’ probably

does not mean, ‘‘I don’t want to be on a respirator for four hours if it gives me ten more

years on the tennis court.’’ What she probably means is, ‘‘I don’t want to live out the rest

of my life on a respirator.’’ But living wills typically do not provide for that kind of

nuance. Finally, this type of advance directive usually refers only to end-of-life care. The

result is a set of instructions that reflect what the patient believed and tried to communi-

cate at a particular time about what she thought she would want under different circum-

stances at a later time. Because of their limitations, living wills are most useful for

someone who does not have trusted friends or family to make decisions in the event of

her incapacity.

The preferred advance directive is the health care proxy, sometimes called a durable

power of attorney for health care decision making. This document enables a capable in-

dividual to legally appoint another person—an agent—to make health care decisions on

her behalf after capacity has been lost. The agent is authorized to make any and all health

care decisions the individual would make, not just those about end-of-life treatment.

The health care proxy is recommended over the living will because it authorizes

decision making in the event of temporary or permanent incapacity and permits greater

flexibility in responding to unanticipated or rapidly changing medical conditions. The

agent is generally required to honor the patient’s previously expressed wishes in making

care decisions. If those instructions do not apply to or are inconsistent with the patient’s

current health needs, however, the agent is empowered to use his knowledge of the

patient’s wishes, values, and decision history to exercise substituted judgment in mak-

ing choices that promote the patient’s best interest. This scope of authority presupposes

a patient-proxy relationship characterized by trust, familiarity with the patient’s wishes

and values, and the agent’s willingness to exercise judgment and make hard decisions in

the patient’s interest.

Mrs. Stern is a good example of a patient who lacks the capacity to make health care

decisions, yet is capable of appointing a trusted person to make decisions for her. Her

current illness and hospitalization have exacerbated the agitation and confusion of her

early-stage dementia, making it difficult or impossible for her to understand and de-

cide about her medical treatment adequately. Moreover, she does not want to assume

this responsibility, preferring to delegate decision-making authority to her daughter.
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Thus, while she may not have the capacity to make decisions about her current treat-

ment or articulate instructions about future care in a living will, she does understand

the notion that someone will have to make decisions for her and she consistently

designates the same trusted person for that task, meeting the criteria for health care

proxy appointment.

Deciding for Patients without Capacity or Advance Directives

Advance directives appear to provide all the authorization and safeguards necessary

to communicate and implement prior care wishes effectively. You might reasonably

think that every capable person would have one. Unfortunately, you would be wrong.

Even though people are encouraged to express their health care preferences prospec-

tively through the designation of a health care agent or the execution of a living will,

only 15 to 25 percent of adults in the United States have an advance directive. Thus,

decisions for most patients who lack capacity are made by unofficial surrogates—people

who assume the decision-making role without specific legal appointment or the guid-

ance of documented patient wishes. In some states, a surrogate’s authority to make

health care decisions for someone else may be based on statutory or case law. More

often, an informal surrogate is asked by the medical team to participate in making

treatment decisions. The people who fill this void and act on behalf of incapacitated

patients include family, close friends, trusted others. In their absence, care providers

and courts, who are essentially strangers to the patients, may assume this responsibility.

Without the patient’s explicit instructions in an advance directive, health care deci-

sions made by surrogates are necessarily based on the remaining two decision-making

standards—either substituted judgment (when the patient’s wishes can be inferred) or

the best interest standard (when the patient did not have or did not articulate treatment

preferences). Clinicians and families of patients unable to participate in care discus-

sions or decisions work to determine a course that meets medical, legal, and ethical

imperatives. Goals and plans of care are considered in light of the patient’s condition

and prognosis, the benefits, burdens, and risks of the therapeutic options, and what is

known about her wishes or best interests. Depending on the laws of the state in which

the patient is treated, family and trusted others may have greater or lesser latitude in

drawing on their knowledge of and concern for the patient in making decisions on her

behalf. In helping to guide substitute decision making, ethics committee consultants

need to be familiar with the scope of authority that their states accord to informal

surrogates.

Decision Making for Patients Who Never Had Capacity

Those who never had the opportunity or ability to form values or preferences in-

clude newborns and severely retarded adults. As discussed in chapter 5, decisions for the

endangered or profoundly disabled newborn are almost always made by the parents

who are presumed, by tradition and law, to act in the best interests of their child.
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However, courts tend to override parental refusals of specific life-saving interventions,

especially if the child can be returned to reasonable health.

Mentally retarded adults, like infants and young children, are considered to need

decision making by others because they are and have always been incapable of reasoned

judgment. As in the case of salvageable newborns, courts tend to overrule requests to

withhold or terminate beneficial treatment.

Addressing the needs of never-capacitated patients does not raise the question,

‘‘What does or did this person want?’’ Because there is no way of knowing what these

individuals would have wanted and there is no history of past decision making to use as

a guide, the best interest standard is invoked to inform care decisions on their behalf. In

these instances, the analysis is based on the objective assessment of what would be most

likely to benefit or promote the well-being of a hypothetical patient in the same circum-

stances, similar to the legal reasonable person standard discussed in chapter 3. In the

clinical setting, the best interest standard might consider mitigating pain and suffering,

prolonging life, restoring and enhancing comfort, and maximizing the potential for

independent functioning.

Sometimes, in an attempt to represent the patient’s interests, care providers and

surrogates create what amounts to a fiction of substituted judgment. For example, they

might ask, ‘‘What would this imperiled newborn or profoundly retarded adult want if

he could want anything?’’ Careful review of the decision-making standards reveals the

fallacy in this approach. Precisely because this patient has no history that would permit

inference about his wishes, substituted judgments cannot be made. Rather, decisions

on his behalf must be based on the best interest standard, drawing on what others

believe would be best for him.
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Evolution of the doctrine of informed consent

Elements of informed consent and refusal

Capacity and consent
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Voluntariness

The nature of informed consent

Informed consent as an interactive process

Sharing the burden of decision making

Exceptions to the consent requirement

|||   Mrs. Stack is a ∏π-year-old woman admitted with rectal bleeding, chronic renal insu≈-

ciency, diabetes, and blindness. On admission, she was alert and capacitated. Two weeks

later, she su√ered a cardiopulmonary arrest, was resuscitated and intubated, and was

transferred to the medical intensive care unit (MICU) in an unresponsive and unstable state.

Consent for emergency dialysis was obtained from her son, who is also her health care proxy

agent. Dialysis was repeated two days later.

During the past several years, Mrs. Stack has consistently stated to her family and her

primary care doctor that she would never want to be on chronic dialysis and she has refused it

numerous times when it was recommended. The physician, who has known and treated Mrs.

Stack for many years, also treated her daughter who had been on chronic dialysis for some

time and had died after su√ering a heart attack. According to the physician and the patient’s

family, Mrs. Stack’s refusal of dialysis has been based on her conviction that her daughter died

as a result of the dialysis treatments.

Mrs. Stack’s mental status has cleared considerably and, despite the ventilator, she is

able to communicate nonverbally. Although she appears to understand the benefits of dialysis

and the consequences of refusing it, including deterioration and eventual death, she has

consistently and vehemently refused further treatments. Her capacity to make this decision is

not now in question. Her son, however, wants her to undergo dialysis and insists, ‘‘She’s feisty
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and I just have to be tough with her. It’s for her own good.’’ He has told his mother, ‘‘If you

don’t have dialysis, I’ll have to put you in a nursing home.’’ Finally, after several extended

interactions with her son, the patient reluctantly agrees to undergo dialysis. How should her

consent be interpreted? What are the care team’s obligations?

Let’s face it—most clinicians and administrators are less interested than you are in the

principle of autonomy or the concept of decisional capacity. What concerns them is the

fact that, unless the patient or a surrogate can authorize treatment, the clinical process

comes to a screeching halt. Ethics committee involvement is frequently requested in

the hope that clarifying and allocating decisional authority will get the process moving

again. This brings us to the practical application of this authority.

In the clinical setting, the exercise of autonomy is most fully realized in the doctrine

of informed consent and refusal, the legal and ethical embodiment of the right to self-

determination in health care. Indeed, the right to determine what is done to one’s body,

including the right to consent to and refuse medical treatment, is considered so funda-

mental that it is protected by the U.S. Constitution and state constitutions, and sup-

ported by decisions of the U.S. Supreme Court. In the informed consent process, a

decisionally capable individual who understands the benefits, burdens, and risks of a

proposed treatment grants explicit permission for or rejects a particular intervention.

evolution of the doctrine of informed consent

The legal doctrine of informed consent was initially based on the law of battery, holding

that any unconsented-to touching, even to promote the patient’s well-being, consti-

tuted an unlawful act. In time, courts came to reject the rather crude notion that con-

sent either did or did not occur. Considered more useful was the standard of negligence,

which permits a more nuanced examination of whether a physician-patient discussion

revealed the risks and benefits material to the patient’s decision about treatment.

By the latter part of the twentieth century, the new dynamic of more robust pa-

tient participation had introduced a somewhat adversarial tone. Some patients came to

see informed consent as their offensive security against physician overreaching, while

some physicians saw it as their defensive protection against charges that they provided

inadequate information—the medical equivalent of a prenuptial agreement. As a result

of liability concerns, the critical role of informed consent as the expression and protec-

tion of patient self-determination in health care decision making has been modified by

its risk management function.
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elements of informed consent and refusal

The basic elements of informed consent and refusal include

≤ decisional capacity

≤ disclosure by physicians of sufficient information relevant to the decision in

question

≤ understanding of the information disclosed

≤ voluntariness in acting without compulsion or coercion, and, on the basis of

these,

≤ communication of consent to or refusal of the proposed medical intervention

Each of these elements is essential to the integrity of the process. For example,

disclosing information about the proposed treatment is necessary but not sufficient

unless the information is both adequate and understood. Likewise, consent that is

informed but coerced is invalid.

These elements come together in the following definition: ‘‘One can confidently

presume that an act is an informed consent if a patient or subject agrees to an interven-

tion on the basis of an understanding of relevant information, the consent is not

controlled by influences that engineer the outcome, and the consent given was in-

tended to be a consent and therefore qualified as a permission for an intervention’’

(Beauchamp, 1997, p. 185). A more elaborated formulation includes recommendation,

the physician’s obligation to go beyond mere disclosure, and authorization, the patient’s

active ratification of the consent or refusal (Beauchamp and Childress, 2001, p. 80).

Indeed, it may be helpful and more accurate to think in terms of assisted or advised

consent as the dynamic that links the physician’s disclosure and guidance with the

patient’s understanding and decision making.

Capacity and Consent

As discussed in chapter 2, the relationship between consent and decisional capacity

explains the informed consent and refusal process that is so central to the patient-

physician interaction. Consent is more than permission to treat; it can be seen as the

compact by which a capable patient voluntarily entrusts his care to a clinical profes-

sional. Capacity is the set of cognitive, volitional, and affective patient abilities that

lends authenticity and validity to the consent and authorizes the professional to enter

into and maintain the care-providing compact.

Disclosure of Information

|||   Mr. Porter is a ∑≤-year-old man whose advanced diabetes has resulted in decreased

peripheral circulation and gangrene in his lower extremities, particularly severe in his left foot.

He has worked as a mail carrier for thirty-one years and, he says proudly, ‘‘never missed a
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day.’’ According to his family, he has resisted seeking medical attention because of his fear

that amputation would be recommended, a course he would unquestionably refuse.

It is clear to the surgeon that only amputation of Mr. Porter’s left foot will save his life, but

that aggressive deep debridement (removal of dead or diseased tissue) of his right foot might

possibly prevent the spread of gangrene on that side. When she approaches the patient for

consent to surgery, she says, ‘‘Mr. Porter, we need to take you to the operating room to clean

away all the dead tissue on your feet. If we don’t do this, the infection will continue to spread

and you could die. Don’t worry, we do this all the time in cases like yours.’’

What is the nature of the interaction? Has the surgeon met her professional obligation?

What would be the quality of Mr. Porter’s consent?

True informed consent is impossible unless the patient can adequately evaluate his

condition and the benefits, burdens, and risks of the therapeutic options. Accordingly,

respecting the patient’s rights of self-determination requires that he have access to

relevant and sufficient information, which gives rise to the professional obligation of

disclosure.

The challenge to the physician is determining what and how much information

to provide. In assessing the quality of disclosure for purposes of informed consent,

the courts have defined two standards—professional practice and reasonable person. A

third standard—subjective—has also been advocated. These standards reflect both the

legal criteria for disclosure and the underlying ethical distinctions about who deter-

mines the relevance and sufficiency of the information to be disclosed.

The professional practice standard bases adequate disclosure on what the customary

practice of professionals in the physician’s community would deem appropriate. This

standard presumes that the physician, acting in the patient’s best interest, is in the best

position to determine what information to provide. Because the determination lies

with the physician, this somewhat paternalistic standard, also known as the reasonable

doctor standard, risks undercutting the patient’s autonomous decision making.

In contrast, the reasonable person standard holds that disclosure should be based on

what a reasonable person would consider material in making this decision. This stan-

dard, which is accepted in a minority of states, shifts the determination of what is

pertinent from the physician to the patient. In so doing, it supports patient autonomy

and elevates the physician’s ethical obligation to respect it even over the obligations of

beneficence.

The subjective standard looks at what this specific patient would consider material in

making this decision. It is also possible to combine the reasonable person standard with

the subjective standard by disclosing what a reasonable person would consider material

to the decision, and then providing opportunity for this patient to ask questions of

particular importance to his situation.

Because the content and process of informed consent should enhance the patient’s

capacity to make decisions, limiting the professional obligation to mere disclosure of
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facts is inadequate. In addition to the provision of appropriate information by the

physician, informed consent requires that it be understood by the patient or surrogate

decider. Thus, the obligation has not been met unless the information is presented in

ways that are educationally, linguistically, and culturally accessible to the people who

will have to use it to make important decisions. Finally, the patient is also entitled to the

physician’s judgment in the form of recommendations about the clinical options and

their likely outcomes in light of the patient’s goals and values.

Thus, the core information that physicians are obligated to disclose is generally held

to include

≤ the facts about the proposed diagnostic or therapeutic intervention that patients

typically consider relevant in deciding whether to consent

≤ information about the intervention and its purpose that the physician considers

important to the patient’s decision

≤ information about the consequences of nontreatment and alternatives to the

proposed intervention

≤ the physician’s recommendation about how the patient might consider the

intervention’s benefits and risks

|||   Mr. Silver is a ≥Ω-year-old man with prostate cancer. Although the disease is confined to his

prostate, Dr. Binder knows that, in a patient this young, the cancer is virulent and should be

treated aggressively. For this reason, he strongly recommends that Mr. Silver undergo a

radical prostatectomy. Mr. Silver has heard about the potential side e√ects of the surgery,

including impotence and incontinence, and he insists that he prefers radiation.

Dr. Binder has explained that the chances of a long-term cure are ≥≠ to ∂≠ percent better

with the prostatectomy and that any resulting problems can be surgically corrected later. Mr.

Silver is adamant, however, saying, ‘‘Unless you can tell me that the odds are overwhelming

that I will not be impotent or incontinent, I’ll take my chances with the radiation.’’ His wife has

told Dr. Binder privately, ‘‘I don’t care about the side e√ects and he’ll get used to what-

ever happens. I just want him alive. We could have many good years ahead of us if he has

the surgery.’’

What would be the quality of Mr. Silver’s consent to the prostatectomy if he did not fully

appreciate the risks? Does the physician have an obligation to Mrs. Silver that is in conflict

with his obligation to his patient?

The notion of patient best interest is far from clear in this case. The conflicting

potential outcomes appear to be surviving cancer with sexual and urinary dysfunction

versus maintaining those functions at an increased risk of dying from cancer. Depend-

ing on their personalities, values, and notions of an acceptable quality of life, reason-

able patients, families, and professionals may disagree about which option is preferable.

This case illustrates the tension between the physician’s obligation to respect patient
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autonomy and the obligation to promote patient best interest. Because Mr. and Mrs.

Silver define best interest differently, the information Dr. Binder provides will greatly

influence how they think about treatment. Mrs. Silver has very real concerns about her

husband’s welfare and his decision will have a significant impact on her life, affecting

the most intimate aspects of their relationship. She is hoping to influence her husband

to make the choice that she believes will be better for both of them.

While Dr. Binder can and should try to convince his patient to choose the most

beneficial option, he should not manipulate the decision process by withholding criti-

cal information. Ultimately, his obligation is to his patient, who, as a capable person, is

in the best position to assess the facts and consequences according to his own values,

beliefs, and goals, as long as he has the necessary information and recommendation.

Voluntariness

|||   Mr. Jenkins is a ≤∫-year-old man with chronic renal disease who has been on hemodialysis

for several years. Despite scrupulous attention to his medication, diet, and dialysis regimen,

multiple complications have led to his deteriorating condition. Peritoneal dialysis has been

ruled out because prior surgeries have left abdominal adhesions. At this point, his doctors

believe his only chance for improvement or even survival is a kidney transplant.

Mr. Jenkins’ immediate family consists of his pregnant wife and their ≥-year-old son, his

parents, his ≤∏-year-old sister, and his ∞Ω-year-old brother. His parents and sister have been

tissue typed and found to be incompatible as donors. His brother has said that, as much as he

cares about the patient, he does not want to give up his football scholarship to college, which

would be required if he had only one kidney.

At a family meeting, called to discuss options, Mr. Jenkins’ parents, wife, and sister

pressure his brother to be tested. After forty-five minutes of ‘‘How can you be so heartless?’’

‘‘What is your career compared to your brother’s life?’’ ‘‘You’re no better than a murderer!’’, he

agrees to be typed. When he is found to be a suitable donor, he says to the physician, ‘‘Now I

have no choice. I have to donate or I’ll be killing my brother and my family will hate me.’’

Is Mr. Jenkins’ consent the product of altruism, family persuasion, or coercion? Does the

physician have obligations to Mr. Jenkins that are in conflict with his obligations to the

patient? How might the ethical dilemma be resolved, and what might be the role of the ethics

committee?

But wait, there’s more to consent and refusal. Genuinely autonomous decision mak-

ing is both adequately informed and free of undue influence that corrupts the authen-

ticity of the choice. Voluntariness refers to the individual’s independence in making

decisions that are the product of information, analysis, and personal values, not influ-

enced by threat, force, or manipulation. Independent decision making, however, is not

the same as isolated decision making, which would deprive the patient of physician and

family recommendations and support. Problematic influences are those that subvert

autonomous action by distorting individual choice through coercion or deception.
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Influences with detrimental impact on the informed consent process can come from

the patient’s physician, family, or others in a position to exert compelling pressure.

Voluntariness can be overtly sabotaged by relentless badgering, threats of family disrup-

tion, or emotional manipulation. An example would be, ‘‘Undergoing this treatment is

the only way to save our marriage.’’ Voluntariness can also be undermined when the

physician says, ‘‘I won’t continue to care for you if you don’t do what I say.’’

What distinguishes problematic from beneficial influences are the quality, intent,

and manner of the attempt to alter the decision. Interactions that provide additional

information, encouragement, and support may modify the patient’s choice by enhanc-

ing his decision-making powers. If, however, the influence is the product of deception

that withholds or distorts information, if it denies or diminishes choice, if it appeals to

fear rather than reason, it is likely to be controlling rather than supportive action.

Continual attention to the purpose, process, and impact of external influences is neces-

sary to preserve the integrity of the consent process.

the nature of informed consent

Informed Consent as an Interactive Process

By its nature, true informed consent is a process, not a moment in time, a perfunctory

discussion, or a signed document. Meaningful consent is voluntarily and knowledgea-

bly given by the patient, not secured or imposed by the staff as part of an assignment.

Consent is not something the physician extracts from or does to the patient—‘‘You need

to get consent from Mrs. Simon’’ or ‘‘I consented Mr. Thomas.’’ This attitude violates the

autonomy of the patient and makes the signed consent form a trophy rather than the

documentation of a process of communication, education, understanding, and trust.

The physician should begin the process by determining what the patient knows and

whether he wants to participate in decisions about his care. Ongoing discussion should

confirm his decisional capacity, his preferences and values, his appreciation of his con-

dition, and the implications of his choices. Unless and until the patient is found to lack

the ability to make his own decisions or he makes a capacitated and voluntary delega-

tion of his decision-making authority to someone else, the patient is the person with

whom the physician communicates.

The informed consent process, thus, assumes greater significance than simple physi-

cian disclosure of information and patient permission for treatment. It is an interaction

between patient and physician, often including the family or trusted others, that pro-

motes the exchange of relevant information and the provision of guidance and support

that facilitates effective decision making.

While this process is necessary each time consent is required for an intervention,

these discussions are not isolated events. As this chapter and the ones that follow

demonstrate, the collaborative nature of the therapeutic relationship requires ongoing

physician engagement in the decision-making process, including
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≤ working with the patient and/or family to determine the goals of care based on

the patient’s condition, prognosis, and health care wishes

≤ developing a plan of care based on the goals that meets the patient’s medical

needs and is consistent with the patient’s known wishes or the family’s informed

understanding of what is best for the incapacitated patient

≤ providing care that benefits the patient without imposing unnecessary suffering

or prolonging the dying process, and discontinuing interventions that have not

demonstrated clinical effectiveness

≤ regularly providing the patient and family with sufficient information to enable

them to understand the progress and purpose of treatment, and appropriately

revise care goals

≤ determining what elements of the care plan present genuine choices for patient

and family decision making, and guiding and supporting those decisions

Sharing the Burden of Decision Making

The prevailing emphasis on patient autonomy risks diminishing the importance of

the caregiver role in making difficult decisions. Treatment decisions require a grasp of

often complex medical information, as well as insight into the patient’s personal goals

and values. As discussed in chapter 6, decisions about end-of-life care, in particular, are

emotionally wrenching and their memory is long-lasting. Both professionalism and

compassion dictate that the burden of making them be shared by those responsible for

the care.

The suggestion is sometimes made that the full disclosure necessary for informed

consent requires that physicians offer all possible treatment options for consideration.

We argue that respecting patient or surrogate choice also recognizes that some care

decisions do not require and should not impose the burden of patient or family consent.

Presenting patients and families with false choices diminishes the exercise of their

autonomy and abdicates the professional’s responsibility to exercise clinical judgment.

False choices are offered when patients and families are asked to reject interventions

that have no clinical indication.

When reversal of or improvement in the patient’s condition is no longer possible, it

is appropriate to limit the therapeutic options to those with likely benefit. Interven-

tions that are physiologically impossible or outside the standards of medical practice

should not be proposed. These distinctions are addressed further in the discussion of

medical futility in chapter 6. When specific treatments, such as dialysis, antibiotics, or

vasopressors, are no longer effective, it is disingenuous to present them as options and

hope that patients and families will be savvy enough to make the decisions that physi-

cians already know they want. When there are no real options, physicians can and

should determine which interventions should be offered for consideration. This does not

mean disempowering patients and families. It means assuming the responsibility for
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making the judgments only physicians can make and then promoting the authentic

choices reserved for patients and families.

Reflecting the tension between respecting patient autonomy and promoting patient

well-being, physicians walk a fine line between supporting and usurping health care

decision making. Patients and families depend on professional guidance in making care

decisions and depriving them of clinical judgment, advice, and support can be seen as a

form of abandonment. Even real choices should not be presented as value-neutral when

one approach is clearly better, and physicians should be encouraged to clearly recom-

mend what they believe to be the most appropriate course.

Guiding patient decisions should not be confused with paternalism, which demeans

the capable adult and constricts the exercise of self-determination. Yet, patients and

their surrogates have different levels of comfort assuming responsibility for treatment

choices and caring physicians provide more or less structure as needed. Recognizing

this delicate balance, commentators have suggested various approaches to providing

information and decision-making support. For example, Emanuel and Emanuel (1992)

offer four models of physician-patient interaction, representing different degrees of

control and collaboration. Ultimately, providing genuine choices and thoughtful rec-

ommendations enhances patients’ capacity to act in ways that promote both their

autonomy and their well-being.

exceptions to the consent requirement

The requirement for informed consent before treatment may be suspended in three

narrow circumstances.

1. Emergency Care—Informed consent is not required when patients are unable to

participate in care decisions, information about their wishes is not available, and

delaying treatment would place their lives or health in peril. No one would

seriously suggest that surgery to stop bleeding wait until an unresponsive

accident victim regains consciousness and is able to provide consent. In such

circumstances, consent is presumed based on the assumption that patients

would want emergency treatment.

2. Therapeutic Exception—In very rare instances, physicians may believe that the

disclosure of information about diagnoses or prognoses will cause clinically

unstable patients to suffer immediate, direct, and significant harm. Only in these

limited and extreme circumstances are physicians justified in withholding

potentially harmful information from patients until such time as their clinical

condition permits disclosure. The reasons for withholding the information must

be detailed in the medical record and, whenever possible, the information must

be disclosed to the patient’s family or other trusted surrogate. Justifications for

nondisclosure on this basis must be carefully scrutinized to ensure that it is the
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patient’s well-being, not the physician’s comfort, that is being protected. As

noted in the discussion of truth telling in chapter 4, inappropriately invoking

this exception to the disclosure obligation must be avoided because it threatens

the trust so essential to the therapeutic relationship.

3. Waiver of Consent—Corresponding to the right of informed consent is the

patient’s right not to be burdened with unwanted information or the pressure to

make decisions if he understands the consequences of giving up the opportunity to

make decisions about care. Electing not to know and delegating decisional

authority to another person can be an authentic exercise of autonomy. But there

must be an affirmative declaration by a capacitated patient that he wishes not to

be involved in treatment decisions. The fact that he asks few questions or says,

‘‘Don’t bother me with this now’’ is not the same as explicitly saying that he

does not want to know or decide. Delegation of decision-making authority is not

something that should be inferred, but something that must be confirmed. The

right not to receive information is further addressed in the discussion of truth

telling and disclosure in chapter 4.

Thus, effective consent provides ethical as well as legal authorization for the physi-

cian to treat. In contrast, assent, a notion with particular relevance in pediatrics, re-

flects the patient’s agreement with a treatment plan rather than authorization of it. Only

when the conditions of informational disclosure, understanding, and voluntariness

have been met in the context of decisional capacity can the patient’s consent or refusal

be considered truly informed and authentic.

Returning to the case of Mrs. Stack, the 67-year-old woman with chronic renal

insufficiency, a critical element in the ethical analysis is the assessment of decisional

capacity. In her immediate postarrest and intubated state, she clearly lacked the ability

to make decisions. Nevertheless, she was known to have had this capacity prior to

admission and, during her hospitalization, she was found to have regained it suffi-

ciently to understand the benefits of dialysis and the consequences of not receiving it.

Because physicians are usually obligated to respect the wishes of capable patients, deter-

mining Mrs. Stack’s decisional capacity and her wishes is of paramount importance.

In this case, Mrs. Stack’s primary physician and family believe that her repeated

refusal of dialysis has been based on her belief that her daughter died because of the

treatments. Thus, it may legitimately be asked whether Mrs. Stack’s reasons for refusing

are based on an adequate comprehension of the risks and benefits of dialysis or on mis-

understanding. Some have argued that a patient’s decision to refuse treatment should

be discounted if it is based on emotional, irrational, or false views. In general, however,

coercing or disregarding otherwise decisionally capable patients should be avoided and

efforts should focus on assisting them to make decisions based on accurate information

and comprehension of the medical risks and benefits.

When the patient’s ability to understand her medical condition and make choices is
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uncertain, consistency and durability of decisions can often substitute for capacity.

Mrs. Stack’s refusal of dialysis has been consistent over time, an important factor in

assessing the quality of her decision making. While her refusal may be based on a

misunderstanding, this durability indicates that she is comfortable with her position

and speaks in favor of respecting her choice.

The patient’s son threatens her with nursing home placement if she refuses dialysis—

an odd ploy, because she is not likely to survive for long without the treatments. Despite

the possibility that he has pressured her into accepting treatment, some types of influ-

ence are ethically acceptable because they do not rise to the level of coercion. Therefore,

even if the son persuades his mother to change her mind, it does not necessarily invali-

date her decision to accept dialysis. Caregivers should confirm the patient’s change of

mind and satisfy themselves that it is truly informed and voluntary. One approach is to

observe discussions between the patient and her son, if they do not object. Another

safeguard is to review Mrs. Stack’s decision with her when her son is not present.
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Arguably, the most valuable health care resource is information. Clinicians depend on

its accuracy in making their diagnoses and prognoses. Patients rely on its adequacy in

evaluating their options and arriving at their decisions about care. Families wait for

news of their loved ones’ changing conditions.

But beyond lab data and examination findings, clinical information defines the very

nature of the therapeutic relationship, involving notions of self-image, privacy, auton-

omy, power, and trust. How clinical information is elicited, protected, and shared is a

matter of ethical concern for professionals, especially when their obligations conflict.

The idea that care professionals should tell their patients the truth seems self-evident

and uncontroversial. Previous chapters have devoted considerable space to the discus-

sion of the importance of informed decision making and the trust that is so central to the

therapeutic relationship. Like most other aspects of the clinical interaction, however,
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truth telling can become complicated when patient autonomy, beneficence, and non-

maleficence collide.

|||   Mr. Nunez is a ∂∏-year-old Hispanic man su√ering from terminal esophageal cancer. He

speaks no English, but his wife, who is bilingual and constantly at his bedside, translates for

the care providers. This way of relating to Mr. Nunez—through his wife—is not recent. For the

nine months that Mr. Nunez has been coming to the hospital for treatment, Mrs. Nunez has

essentially directed his care and determined what he is to be told. Believing that she is acting

in his best interest, his care providers have honored her wishes, but they are increasingly

uncomfortable.

It has become clear that Mrs. Nunez is not translating everything that she is being told.

In particular, she seems to be censoring information about the seriousness of Mr. Nunez’s

condition. When asked about this, Mrs. Nunez has made it very clear that she does not want

her husband told that he is dying of cancer. He knows that he has a growth on his esophagus

but not that he has cancer. Indeed, according to her, he does not even understand what cancer

is. Mr. Nunez has also recently been enrolled in a phase I/II cancer research protocol, consent

for which has been given by his wife.

Mrs. Nunez is adamant that her husband not be told about his diagnosis or prognosis.

She seems to believe sincerely that, if he were to find out the truth, he would do violence to

himself and possibly to her. When asked why she thinks this, she cites an incident in which

the patient threatened to harm himself if his condition were found to be more serious than he

thought. Although she has been assured that patients usually benefit from understanding

their conditions, she insists that nothing can be gained for Mr. Nunez by telling him the truth.

She concedes that he occasionally asks questions, but claims that she has been able to satisfy

him with evasive or deceitful answers. When asked whether she would agree to have Mr.

Nunez told the truth when he is finally too weak to harm himself, she emphatically replied,

‘‘No! Never! I can’t imagine what it would be like for him to know that he is dying. I won’t have

this!’’ Although she describes her husband as ‘‘like a baby,’’ there is no reason to believe that

the patient could not comprehend the nature and seriousness of his condition. His cognitive

status cannot be confirmed, however, because Mrs. Nunez has forbidden a psychiatric

evaluation.

Members of the care team are conflicted about the limits on their ability to interact with

Mr. Nunez. Several strongly believe that he is being deprived of his rights to information, while

others suggest that his wife knows him better than they do. The oncology fellow notes that

‘‘in certain countries, such as Japan, patients are not routinely told the truth about their

diagnoses as a way of protecting them from stress, but at least they are not tortured by being

enrolled in research that is not likely to benefit them.’’

How and by whom should this patient’s best interests be defined? Do Mr. Nunez’s rights

conflict with his best interest? What arguments support disclosure or nondisclosure in

this case?
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justifications

Honesty and trustworthiness as core interpersonal values derive from the moral imper-

ative of veracity. Three justifications that have been advanced to support the obligation

of veracity have particular relevance to the clinical setting. They are ‘‘respect owed

to others . . . fidelity and promise-keeping . . . [and] relationships of trust between

persons . . . necessary for fruitful interaction and cooperation’’ (Beauchamp and Chil-

dress, 1994, p. 396).

1. Respect for others is reflected in the ethical principle of autonomy. The capable

individual’s right to be self-determining imposes on clinicians the obligation

to provide adequate information for informed health care decision making.

2. Fidelity and the keeping of promises are central elements in the trust-based

relationship between patient and clinician. This fiduciary bond creates an

implicit contract that both parties will be honest and will honor their

commitments.

3. Productive therapeutic interactions rely on the truthful management of

information. The effective clinician-patient relationship depends on the

exchange of accurate and complete information about symptoms, diagnosis,

prognosis, and treatment options, as well as confidence that care plans will be

followed and patient wishes will be honored.

In this context, the uneasiness of the professionals caring for Mr. Nunez is under-

standable if they believe that withholding information undercuts his autonomy, erodes

their trusting relationship, and inhibits effective clinical management. Only the strong

likelihood that disclosure would be harmful to the patient can justify withholding

information about his condition. This very rare therapeutic exception to the disclosure

obligation is discussed below.

disclosure

Ethical Obligation

As discussed in chapter 3, collaborative decision making and informed consent de-

pend on the reasonable disclosure of necessary or material information. Patients and

their authorized surrogates are ethically and legally entitled to information that enables

them to understand the likely course of the medical condition, evaluate the therapeutic

options, and make choices consistent with patient goals and values.

Disclosure invokes respect for the patient’s right to information that promotes ef-

fective decision making and the ethical imperatives to maximize benefits and minimize

harms. Yet, as the case of Mr. Nunez illustrates, these same principles create tension
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between and among professionals’ obligations. The analysis weighs the benefits of

disclosing information that enhances patient understanding and self-determination

against the potential harms of anxiety and stress that disclosure may cause.

Because laboratory and examination findings are controlled by the care team, par-

ticularly the medical staff, disclosure of clinical information is at the discretion of the

physician. Access to medical information is thus an inherently unequal process that

places the patient at a potential disadvantage in decision making. This imbalance con-

fers on doctors the disclosure obligation.

Arguments for Disclosing Information

|||   Ms. Kim, a ≤≥-year-old woman, presents with an isolated case of first-bout optic neuritis.

The ophthalmologist, Dr. Frank, is concerned about whether to inform her that multiple

sclerosis (MS) may develop in the future. His dilemma arises because, at the time the optic

neuritis presents, the likelihood of subsequent development of MS is uncertain. Until recently,

it was thought that the degree of association between optic neuritis and MS was around

∞∞ percent. Increasing evidence, however, suggests that the association may be as high as

∫≠ percent.

The arguments in favor of disclosure are both ethical and practical. To know the

truth about one’s current and future medical condition is essential to a sense of self-

mastery, especially as that condition changes and possibly deteriorates. Lack of infor-

mation impairs decision making about health care and other life plans. Even when

treatment options are limited, knowing what to expect allows patients to understand

and prepare for what lies ahead.

Dr. Frank’s concern is that disclosing the possibility of MS could cause Ms. Kim

needless anxiety about an illness that she may never develop. Moreover, because MS

cannot be prevented or cured, the information will not afford her any protection. On

the other hand, it can be argued that she has the right to prepare herself for the height-

ened likelihood that she may develop a debilitating condition that would inevitably

affect her ability to function independently. This knowledge may be an important

influence in making decisions about lifestyle, career, family, and finances, as well plan-

ning treatment that could potentially delay the onset of or mitigate symptoms of MS.

Finally, if Ms. Kim discovers this information independently, her trust in Dr. Frank may

be eroded by the belief that he was not honest about her risks.

|||   Evan Barry was ∞π years old when he was diagnosed last year with renal cell carcinoma.

His right kidney was removed and he began several rounds of chemotherapy. Early this year,

he came to the emergency room complaining of shortness of breath and chest pain. He

seemed to be unaware of his diagnosis and could not explain the scar from the kidney surgery.

A chest X ray showed metastases to his lungs.

Evan was transferred from the ER to the adolescent unit and given gamma interferon. The
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physicians on the adolescent floor were puzzled by his apparent ignorance of his condition.

When they approached his mother, Mrs. Barry was equivocal about what her son had been

told. She said that she had been candid with Evan when he was first diagnosed but, when the

physicians encouraged further discussions during the current admission, she adamantly

refused to allow anyone to talk with him about his diagnosis and treatment. She expressed

fear that he would be devastated and become suicidal, although she acknowledged that he

had never attempted or threatened suicide.

Sta√ on the adolescent unit believed that Evan was frightened and isolated by the lack of

information and communication. One of the residents carefully asked questions to probe the

extent of his knowledge about his cancer. Evan said tearfully that he did not know what was

wrong with him and that the doctors always spoke with his mother, not with him. He also said,

‘‘My mom is very worried about me but it makes her sad to talk about my problems and I don’t

want to upset her even more.’’

The team agreed that, although the lack of information was probably very frightening for

Evan, he seemed to be protecting his mother by not asking questions. Concern was expressed

that, as a capable adult who appeared to want and need information and support, he should

be told the truth.

What are the care providers’ conflicting obligations and how can they be resolved? What

benefits and risks should be considered? Who should determine what Evan is told?

Truth telling goes to the core of trust-based relationships, especially those among

family members and between the patient and care professionals. Shielding patients

from the truth is generally an imperfect undertaking, requiring the collusion of others,

including staff, family, and friends, in a conspiracy of silence. Uncertainty about what

the patient knows and discomfort with the deception often result in caregivers and

even family avoiding contact with the patient. It is not unusual to hear, ‘‘I was so sure

that I would give it away that I just didn’t want to be around him.’’

Yet, patients—even children and adults with a history of not wanting to know—

sense when things are being kept from them and may avoid discussion as a way of

accommodating those protecting them. Evan, for example, is reluctant to ask questions

about his condition because he knows that talking about it upsets his mother. The result

is a cycle of increasingly difficult efforts for mother and son to protect each other from

acknowledging their sadness and fear. The burden of the deception itself, thus, can be a

barrier to communication. Perhaps the most damaging aspect of withholding informa-

tion is that the patient is isolated at precisely the time when close and supportive

relationships are critical. In short, although the obligation of truth telling is not an

absolute, it is something that requires a compelling reason to disregard.

Conflicting Obligations

The tension arises when clinicians feel that their obligations require them to either

disclose information that the patient may not want or withhold potentially problem-
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atic information, all in the name of promoting the patient’s well-being. The challenge is

determining what the patient should know to receive needed care without undue stress

and have his autonomy respected.

As you might suspect at this point, disclosure is not simply a matter of rattling off the

results of lab tests or physical examinations. Effective disclosure is a clinical skill that

depends on physician judgment and communication as well as knowledge. Too much

information can be as harmful as too little. The difference between truth telling and

truth dumping is the difference between providing specific material information that

facilitates decision making and indiscriminately overloading the patient with facts in

the interests of completeness. An unbroken monologue of clinical data can be counter-

productive, leaving the patient with glazed eyes and little recollection of what was said.

Far more useful is breaking up the explanation every few sentences with, ‘‘Does that

make sense?’’ or ‘‘What else can I tell you that would be helpful?’’ Patients often indicate

what they want to know, and perceptive clinicians can be guided by their spoken or

unspoken signals.

Truth dumping also occurs when information is disclosed without the accompany-

ing explanations or guidance that frame the decisions patients or surrogates must make.

‘‘Let me tell you what all this means and then we can figure out the reasonable choices

you might consider.’’ Finally, patients need to be reassured that they are not expected to

absorb everything all at once. ‘‘I know that this is a lot to take in right now and we will

talk again. When you think of questions, it might be a good idea to write them down so

that we can address them next time.’’

Patients have both the right to receive information and the right not to receive it.

Some people, especially those who are elderly, anxious, easily confused, or from cul-

tures that do not place a high premium on individual autonomy, find it burdensome

and even frightening to learn about their conditions and be asked to make treatment

decisions. For example, while persons from European American backgrounds typically

value full disclosure of medical information, those from Asian and Middle Eastern cul-

tures tend to protect patients from knowing about illness or impending death. For

them, authentic decision making in the clinical setting is expressed in the capacitated

request not to be informed and the voluntary delegation of decision-making authority

to trusted others. Implicit is a long-standing or culture-based comfort with the prac-

tice of decision making by surrogates. Likewise, Mr. and Mrs. Nunez may be an example

of families that have their own decision-making patterns that may be effective and

comfortable, rather than paternalistic or coercive. Decision making, like other inter-

personal dynamics, comes in assorted shapes and sizes entitled to respectful attention.

But, as noted in chapter 3, a waiver of informed consent is something that must be

explicitly confirmed, not inferred, to demonstrate respect for the patient and protect

his autonomy.
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Arguments for Not Disclosing Information

The more common disclosure dilemmas concern withholding information from

patients who have not waived that right, usually justified by notions of shielding them

from harm. Disclosure, especially of bad news, is one of the most difficult clinical tasks,

and evasion or awkwardness is often the result of efforts to avoid inflicting pain. Physi-

cians often protect themselves and—they think—their patients by resorting to euphe-

mism. ‘‘The patient has a grim prognosis’’ becomes ‘‘the patient is not doing well.’’ ‘‘The

patient is dying’’ becomes ‘‘the patient is failing.’’ Sometimes it sounds as though, if the

patient and care team only tried harder, she would not be dying.

Rather than comfort, however, deliberate vagueness creates confusion, anxiety, and

unrealistic expectations. It is not uncommon for a family to react with frustration and

seemingly unreasonable demands when told that, although the patient is not doing well,

aggressive treatments should be limited. The family argues that she could be doing

better if only the care team were doing more rather than less. The importance of compas-

sionate candor is emphasized in the discussion of medical futility and forgoing treat-

ment at the end of life in chapter 6.

Sometimes, discomfort in discussing bad news with the patient persuades care pro-

fessionals that disclosure would be harmful, when in fact it might only be distressing.

The risk is that the therapeutic exception, noted in chapter 3, may be expanded beyond

its strict definition (exception to the disclosure obligation when the information itself

would cause immediate, direct, and significant harm to the patient) and applied to situa-

tions in which the information would be upsetting, but not dangerous. Whenever

clinicians consider withholding information, especially from capable patients, they

need to question who is being protected, whether the protection is truly warranted, and

what the cost will be to the trust between doctor and patient. This dilemma, which

requires balancing the ethical obligations of respect for autonomy, beneficence, and

nonmaleficence, often triggers a bioethics consultation to explore the benefits and risks

of disclosure to the patient.

Pressure also comes from families—parents of young children, grown children of

aging parents, or concerned spouses like Mrs. Nunez—not to share information with

the patient. The reasons are usually ‘‘The news will kill him’’ or ‘‘You will take away all

hope.’’ The first objection indicates the need to reassure anxious relatives that the

patient will not be burdened with information that he does not want or cannot safely

assimilate. The second objection speaks to expectations and the importance of hope. As

further discussed in chapter 7, bad news or even a terminal diagnosis need not signal a

future so bleak that deception is justified. It is frequently necessary to redefine what can

be hoped for—perhaps not long life or unlimited function, but rather increased comfort

or a peaceful death surrounded by loved ones.

Let us consider how these issues relate to Mr. Nunez. His caregivers are faced with

conflicting obligations in determining what he should be told about his condition.
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Because they have been prevented from interacting with him directly, they have no

independent assessment of his capacity, emotional stability, or desire for information.

All communications have been filtered through his wife, whose motives may be well

meaning but overprotective, or possibly not in his best interest. The care professionals

need to clarify with Mrs. Nunez that providing her husband with good care requires

that they interact with him directly. She should be reassured that harmful or unwanted

information will not be forced on him but that his perceptions and wishes will be

skillfully assessed as part of his clinical evaluation.

When withholding information is suggested, it is necessary to determine the pa-

tient’s capacity, understanding of the clinical situation, and desire for information. The

first step is to use the patient’s preferred language, in this case, Spanish. One approach

might be, ‘‘Mr. Nunez, the examinations and tests will be giving us information about

your condition and then some decisions will have to be made about your treatment.

Some patients want to know all the information and some don’t. What would make

you comfortable? Whom would you like us to talk to? Do you want us to discuss these

things with you or with someone else?’’ Capable patients can then elect to participate in

the process or voluntarily delegate that responsibility to another person. Even if Mr.

Nunez explicitly says, ‘‘I don’t want to know and I want my wife to make decisions for

me,’’ he should be kept in the communication loop by being asked periodically, ‘‘Do

you have any questions? Is there anything we can tell you?’’ A wish not to be burdened

with information or decision making should not deprive patients of attention in other

ways.

disclosure of adverse outcomes and medical error

|||   Mrs. Allen, a pregnant woman with diabetes, had been encouraged to undergo

amniocentesis to determine the fetus’s lung development in order to plan induction of

her delivery. Because there is a window of safety in delivering diabetics, this procedure is

considered standard of care. During the amnio, the umbilical cord was nicked, resulting in

bleeding and requiring an immediate caesarean section.

The neonatology house sta√ has requested an ethics consult to discuss whether the

parents should be told the reason for the emergency delivery and, if so, whether the

information should come from the obstetric team or the neonatologists.

Adverse Outcomes and Medical Error

Disclosure of bad news is difficult under any circumstances. Disclosure of bad news

when things go wrong is a clinician’s worst nightmare, but it is one that must be

confronted for the sake of patients and professionals. We begin with some important

definitions. Adverse outcomes are unintended negative results of medical care that create

actual or potential harm to the patient. These untoward occurrences may be the result
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of carelessness or ineptitude, or they may reflect foreseen but unavoidable risk even

when standard of care was practiced. The former—medical errors—are considered avoid-

able, while the latter are generally seen as unavoidable. Distinguishing between these

types of adverse outcomes may be problematic, although standard of care is sometimes

used as an important criterion.

Other analyses distinguish between system and individual or human errors, attribut-

ing some adverse outcomes to problems in the health care delivery system and others to

the actions of individual providers. This approach reflects the notion that ‘‘no one

person [is] responsible, because it is virtually impossible for one mistake to kill a patient

in the highly mechanized and backstopped world of a modern hospital’’ (Belkin, 1997,

p. 28). The 2000 Institute of Medicine report, To Err is Human: Building a Safer Health

System, generated considerable interest in disclosure of information as a key to manag-

ing and preventing adverse outcomes. As a result, oversight and accrediting bodies,

clinicians, and institutions are adopting the concept of health care delivery as a system-

wide interlocking dynamic that can either allow or prevent error. In analyzing ad-

verse events, this perspective focuses on organization processes rather than individual

performance.

Scope of Disclosure

Disclosure includes but is not limited to the requirements of informed consent,

which permit prospective analysis of proposed interventions. Armed with adequate in-

formation, the patient can proceed to make decisions about future care. Full disclo-

sure that promotes patient self-determination and protection also includes retrospective

analysis of unintended consequences. This aspect of disclosure suggests that, in addi-

tion to patients’ need for information to enhance care planning and decision making,

there is also a desire just to understand what did or will happen to them. Taken to-

gether, the preview and review aspects of the disclosure obligation can be seen in the

patient’s need to act and to know.

Obligation of Disclosure

The obligation to disclose adverse outcomes rests on both ethical and legal founda-

tions. Recognizing the need to ensure the provision of adequate information, courts

have imposed fiduciary obligations of disclosure on physicians. Judicial reasoning is

that these obligations exist when ‘‘one party is dependent on another for information

or knowledge that only the first party possesses’’ (Vogel and Delgado, 1980, pp. 66–67).

In the clinical setting, the physician is the person most likely to have and control

information about an untoward event or medical error, heightening the professional

obligation of disclosure. The patient who has suffered an undisclosed adverse event is

doubly vulnerable—not only is she unaware of the actual or potential harms she faces

and how to prevent or mitigate them, she may not know the nature of the event or even

that it has occurred. Her reliance on the physician for information that will minimize
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harm and/or help her cope with the consequences creates an ethical imperative for

timely and full disclosure of the adverse event. This obligation has received explicit

attention in the various codes and opinions that provide ethical guidance and analysis

for physicians.

A related basis for the disclosure obligation can be found in the values underlying

informed consent. This analysis views informed consent as a compact entered into by

physician and patient. The doctor says, in effect, ‘‘Here is the information you need,

including the possible risks.’’ The patient says, in effect, ‘‘I understand what you have

said and I consent to the test or treatment because I trust that you have told me everything I

need to know in order to make a decision.’’ Implicit in the patient’s response is, ‘‘I trust

that you will exercise all due care in treating me. I further trust that, if any foreseen or

unforeseen harms should occur, you will disclose that information so that I can understand and

manage the negative consequences.’’

Seen in this light, the values underlying informed consent support the disclosure

obligation. The patient is able to balance the benefits, burdens, and risks in advance of

treatment, and also mitigate potential harms and protect herself from further harms

after an untoward event has occurred. Rather than a passive recipient of treatment,

the patient becomes a fully equal partner in planning for and managing the outcomes

of care.

Barriers to Disclosure

Given the ethical and legal justifications, it seems hard to argue with the notion that

information about untoward occurrences should be made available to patients or their

surrogates. It will not be surprising, however, that physicians are very reluctant to

discuss negative outcomes with patients and families. Reasons for avoiding disclosure

include the difficulty of determining whether the event was medical error, the belief

that the information will only be upsetting, and the omnipresent fear of legal action.

Liability to medical malpractice suits is cited by physicians as the chief barrier to

disclosure of unintended occurrences. Doctors’ understandable risk aversion makes

them uneasy about admitting error or other behavior that might have contributed to

patient harm. That said, you should know that legal action does not inevitably follow

adverse events, including those caused by negligence. Instead, whether litigation is

instituted appears closely related to how physicians handle discussions with patients

about untoward outcomes, including disclosure of information about actual or poten-

tial harm (Liebman and Hyman, 2004; Gallagher et al., 2003; Goldberg et al., 2002).

Concerns about who assumes the duty of disclosure and bears responsibility are espe-

cially difficult in an academic medical center, with its multiple levels of interdisciplin-

ary staff and different authority structures.

Perhaps even more threatening to physicians than the specter of malpractice litiga-

tion is the personal devaluation that accompanies acknowledging adverse events. This

may include ‘‘a loss of personal confidence and self-esteem, diminished professional
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authority and reputation, as well as a loss of referrals and income’’ (Baylis, 1997, p. 338).

The inability to cope with untoward outcomes appears to stem less from blatant physi-

cian callousness or dishonesty than from belief in the widespread myth of infallibility

and total control that define the perfect healer. This image, born in medical schools,

nurtured throughout medical careers, and sold to the public, is shared by physicians

and their patients, leading to unrealistic expectations, unreasonable disappointments,

and unbridgeable gaps in communication.

Growing recognition of these issues has prompted six states (Florida, Nevada, New

Jersey, Oregon [voluntary participation], Pennsylvania, and Washington) to enact dis-

closure laws requiring that patients or their surrogates be notified of adverse events,

typically according to specified procedures and within specified time limits (Liebman

and Hyman, 2006). One response to these statutory requirements and the potential

that other states may enact similar legislation has been the Project on Medical Liability

in Pennsylvania, using trained mediators to strengthen physicians’ skills in commu-

nicating difficult news and establishing mediation as an alternative to proposed litiga-

tion (Liebman and Hyman, 2004).

confidentiality

|||   Mr. Miller is a ∂≤-year-old man who came to the emergency room with iritis and whose

work-up was positive for syphilis. When Dr. David discussed the diagnosis with Mr. Miller, the

patient requested that Dr. David not disclose the infection to his wife or report it to the state

department of health. He said that he must have contracted the condition during a one-time

extramarital encounter on a recent business trip. He also stated that he has not had sexual

contact with his wife since that time and that he will undergo treatment before doing so.

Another aspect of information management central to the therapeutic relationship

is the ethical obligation of confidentiality, which also derives in part from the moral

imperatives of veracity and privacy. ‘‘Confidentiality is present when one person dis-

closes information to another, whether through words or an examination, and the

person to whom the information is disclosed pledges not to divulge that information to

a third party without the confider’s permission’’ (Beauchamp and Childress, 2001,

pp. 305–6). In that sense, confidentiality, like truth telling, invokes the patient’s trust in

and reliance on the health care professional’s integrity. Although the common percep-

tion is that confidentiality binds only the patient and physician, the professional obli-

gation also covers other clinicians, including chiropractors, clinical social workers, den-

tists, nurses, podiatrists, and psychologists.

Justifications for Protecting Confidentiality

|||   Mr. Gordon, a ∂≥-year-old man, is picked up by the police on Saturday evening and rushed

to the nearest emergency room after passing out on a mid-town sidewalk. ER physicians



∏≠ c u r r i c u l u m  f o r  e t h i c s  c o m m i t t e e s

detect a high level of alcohol in his blood and a urine toxicology screen reveals opiates.

Upon regaining consciousness, Mr. Gordon provides his past medical history, which is

unremarkable, and says that his occupation is city sanitation truck driver. He acknowledges

that he used alcohol and cocaine earlier in the evening, and reminds the physicians that they

have a duty not to disclose to others confidential patient information.

What obligations do physicians have to Mr. Gordon and others, and how can they be

reconciled? What ethical principles and additional factors should be considered?

The notion that the therapeutic interaction creates a zone of protected information

can be supported by the three justifications for veracity discussed earlier.

Respect for persons underlies patients’ right to control who has access to their heath

care information and requires that medical records and communications in the clinical

setting be protected from unwarranted disclosure. If personal information can be seen

as a reflection of the most intimate aspects of an individual’s life, then control of that

information can be seen as a form of self-determination that requires provider respect.

Protecting confidentiality also prevents the harms that result from unauthorized dis-

closure of sensitive information, such as HIV status or psychiatric history.

Fidelity and promise keeping are reflected in the bond of trust that requires profes-

sionals to hold in confidence information learned in the clinical interaction. This justi-

fication is based on the moral imperative to honor a duty or promise regardless of the

results. It holds that, without explicit patient waiver, the clinician is bound by the

confidentiality inherent in the relationship. The argument also encompasses the no-

tion of secrets, those pieces of our private selves we give in trust to others with the

implicit or explicit understanding that they will be held in confidence.

The effectiveness of the clinical relationship and the resulting quality of the health

care provided depend on an atmosphere of trust that promotes the candid and com-

plete exchange of information. This justification rests on the need to encourage pa-

tients to provide all relevant facts about their medical history and symptoms, no matter

how private or potentially embarrassing, to facilitate accurate diagnosis and effective

treatment. This utilitarian rationale argues that, without an obligation of strict non-

disclosure, patients would avoid seeking or fully cooperating in treatment.

Barriers to Confidentiality

It would seem that nothing could be more ethically compelling than the promise to

protect what patients reveal about themselves. Like truth telling, confidentiality seems

a clear and simple duty that professionals owe their patients. But, like other ethical

imperatives, the confidentiality obligation is neither absolute nor always easy to honor.

So what gets in the way of protecting patient confidences? Medical information is

generated in the health care setting as a product of the therapeutic interaction between

clinician and patient; it is also generated in the pharmacy, the research lab, the autopsy
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room, the insurance office, the medical classroom, and the hospital elevator. It goes

into reports, books, lectures, legal briefs, and computers, from which it is accessed by

countless people for countless valid and not-so-valid reasons.

The treating relationship is only one context in which medical confidentiality is

raised. The dramatic change in health care delivery has altered what used to be a con-

fidential relationship between patient and family doctor. Medical treatment has moved

from the home to the institutional setting; multiple disciplines and subspecialties, legal

and government bureaucracies, and third-party payers now converge on each case; and

computers connect all parties to the clinical interaction. The result is that the number

of people with legitimate and nonlegitimate access to medical information has in-

creased geometrically. A 1982 article reported that medical information about a patient,

whose case was not unusual or complex, was necessarily available to at least seventy-

five people who provided direct or support health care services (Siegler, 1982). We can

safely assume that access to patient information and the parties who want it have

expanded significantly since then. The contemporary clinical setting has greatly en-

hanced the efficiency and efficacy of communication among care providers, while

compromising the privacy of patients’ medical information. Concerns about the se-

curity of patient information prompted the inclusion of stringent regulations in the

1996 federal Health Insurance Portability and Accountability Act (HIPAA).

Consent to care with a loss of some measure of privacy is either explicitly obtained,

through signed releases upon entering the hospital, or presumed, but the consent is

never to be considered unlimited. For example, although it should be explained upon

admission, it is generally understood that treatment in a teaching hospital includes

having one’s records, examinations, and therapies available for observation and study

by students and house staff. Most patients expect that their cases will be discussed

formally and even informally to obtain the benefit of other opinions and to provide

teaching examples. They neither expect nor deserve to have their personal or medi-

cal information shared in public hospital areas or social situations. Likewise, patients

should have control over who has access to their medical information through updates

in their clinical condition. As a precaution against inadvertent unwanted disclosure, it

may be helpful to say early in the patient’s hospital stay, ‘‘You seem to have a lot of

family and friends who are concerned about you. Please know that we will not be

discussing your medical condition with anyone unless you specifically request that

we do so.’’

In addition to those who use medical information for treatment purposes, such data

are routinely used by medical researchers, law enforcement agencies, attorneys (re-

questing their own clients’ records or those of other patients in connection with medi-

cal malpractice or personal injury), insurers (life, health, disability, and liability), em-

ployers, and creditors. Although these secondary users are routinely required to access

information though formal requests for patient record releases, they may not always
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follow procedure. Finally, there are potential users of medical information who have

nothing to do with the patient’s health care, including those with commercial, politi-

cal, and media interests.

So, are confidentiality and privacy obsolete or decrepit, as some commentators (e.g.,

Siegler, 1982) suggest? Given the formidable barriers and incentives in the current

health care setting, is it possible or even desirable to manage the flow of information?

The goal of providing state-of-the-art care increasingly requires quick access to medical

data by multiple parties. The protection of third-party interests is receiving heightened

attention. The obligation of confidentiality is being reshaped by its exceptions and its

boundaries are increasingly porous. Yet, the ethical core remains intact and worth

preserving. The contours may be redrawn, but the central values deserve protection

through policies and regulations that respond to current clinical and legal imperatives.

Justifications for Breaching Confidentiality

Even people with little experience in the health care setting know and rely on the

sanctity of clinician-patient confidentiality. Based on well-established ethical and legal

justifications, this obligation normally precludes professionals from disclosing infor-

mation learned in the course of diagnosis or treatment. Precisely because this ethical

mandate is so central to the clinical relationship, exceptions are justified only when

disclosure of confidential information is essential to preventing significant harm to

other vulnerable individuals, especially those at unsuspected risk. In these select in-

stances, the patient’s right to confidentiality is considered to be outweighed by the

obligation to protect those who are not in a position to protect themselves.

The following two situations that justify breaching confidentiality illustrate the

conflicting ethical obligations when competing claims are made for physician fidelity.

In both circumstances, the needs of the nonpatients are elevated because their vul-

nerability is heightened by their very ignorance of the risks they face.

1. Providing information that prevents harm to identified third parties at risk

(e.g., partner notification). This exception reflects the opinion in Tarasoff v.

Regents of University of California, a 1976 case in which the court held that a

psychotherapist who had prior knowledge of a patient’s intention to kill his

unsuspecting girlfriend had a duty to warn her. This reasoning has been

incorporated into the laws of many states in addressing the needs of those who

have been unwittingly exposed to HIV/AIDS or sexually transmitted disease.

When the infected patient refuses to inform sexual or needle-sharing partners,

notification is considered essential to enable those known to be at risk to be

tested and treated.

2. Providing information that prevents harm to unidentified others at risk (e.g.,

public health or public safety reporting). In some instances, the potential danger

is to the general population, rather than to specified individuals. To protect the
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public health and safety, state laws commonly require that health care providers

report certain findings, including suspected cases of child abuse and neglect;

wounds that are the result of gun shots, knives, or other pointed instruments;

burn injuries of specified severity; and cases of reportable communicable

diseases specified in state health laws.

In the case of Mr. Miller, Dr. David is in a difficult position. He knows that con-

fidentiality is the bedrock of the patient-physician relationship, assuring the patient

that he can share accurate and sensitive information with the doctor without fear of

disclosure. Not only does the assurance of confidentiality promote trust, it facilitates

full and candid communication that is vital to successful diagnosis and treatment. Fear

that sensitive or embarrassing information, such as a diagnosis of sexually transmitted

disease (STD), will be disclosed may dissuade Mr. Miller from providing critical facts or

even seeking necessary treatment.

Sometimes, however, withholding information poses risks to others outside the

physician-patient relationship. In this case, Mr. Miller’s wife is at risk of contracting

syphilis and she is especially vulnerable because she has no reason to suspect that she is

at risk. By taking action early through testing and, if necessary, treatment, she may be

able to avoid the dire consequences of syphilis and perhaps other STDs. To protect

vulnerable persons, public health has traditionally intervened by contact tracing and

partner notification. Clinicians are required by law to report most STDs by patient

name to public health officials so that they can trace and notify partners at risk. Public

officials try to maintain the anonymity of the index case as much as possible. But if Mrs.

Miller’s only sexual partner has been her husband, it may be difficult or impossible to

prevent her from figuring out how she was exposed.

Despite pressure from Mr. Miller, it is ethically and legally unacceptable for Dr. David

to cooperate with the request to withhold information that can prevent harm to an

identified person at risk. Dr. David should counsel Mr. Miller about the importance of

disclosure, including the legal requirements and the risks of nondisclosure, and encour-

age him to tell his wife. It may be helpful if he offers support in the disclosure process.

Mr. Gordon’s case raises somewhat different issues. Here, the concern is whether the

physicians have a responsibility to report the fact that a person who drives a sanitation

truck for the city is known to have used alcohol and illegal drugs. In this analysis, the

justifications underlying the confidentiality obligation would be weighed against the

possible harms to unidentified persons—the public—who have no reason to believe that

they are at risk. Relevant factors would include the potential for harm, the likelihood

that it could be prevented, alternatives to breaching confidentiality, and the legal re-

quirements of the state in which the situation occurs.

While no one would encourage Mr. Gordon to abuse alcohol or drugs, it can be

argued that his behavior on this occasion does not place others at immediate or inevi-

table risk. In this case, the patient’s substance-related loss of consciousness occurred on
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a weekend evening, not during work hours, and not while he was driving a truck or any

other vehicle. It would be important to know whether his use of alcohol and drugs is

substantial or minimal, and whether it occurs daily or only occasionally. This informa-

tion, which is relevant to his health care as well as the safety of others, is much more

likely to be revealed to his caregivers if Mr. Gordon is assured that it will be kept

confidential.

In terms of state law, the patient’s only illegal behavior is his use of narcotics. Health

care professionals should not be expected to compromise their obligations to their

patients by functioning as agents of the law enforcement or judicial systems. Accord-

ingly, all states presume a general rule of patient confidentiality, carving out selected

specific instances when that obligation must be breached to protect others from harm.

If Mr. Gordon suffered from epilepsy, he would be required by all states to report his

condition to the motor vehicle bureau and, if he worked as a school bus driver, his

physicians would have a heightened incentive to discourage his driving. The argument

might also be made that, if Mr. Gordon did not report his epilepsy, his doctors would

have an ethical obligation to do so. None of those conditions apply here, however, and

his care professionals are likely to respect his confidentiality, while counseling him

about responsible behaviors.
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∑ Special Decision-making
Concerns of Minors

Decisional capacity and minors

Children

Adolescents

Consent for minors

Newborns

Children

Adolescents

Confidentiality and disclosure

Special problems of the adolescent alone

decisional capacity and minors

If you think that assessing adults’ ability to make and take responsibility for decisions

is challenging, keep reading. Children and adolescents present a whole other set of

issues related to their emerging cognitive abilities, self-awareness, and moral authority.

Because minors are usually considered incapable of assuming responsibility for their

health care, conflicts about treating this vulnerable population will likely come before

your ethics committee.

As discussed in chapter 2, the concept of decision-making capacity involves notions

of autonomy and moral responsibility. Autonomy refers to self-governance, which re-

quires that, at the very least, the individual has a self to govern. In this sense, autonomy

implies a more or less integrated set of personal values and preferences that are recog-

nizable and generally well-established. Moral responsibility refers to a person’s capac-

ity to be accountable for his actions and suggests qualities of stability, consistency,

and foresight. These qualities develop as part of the maturation process that begins in

young childhood and continues through adolescence into adulthood.
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Children

|||   Timmy, a healthy ≥-year-old child, is scheduled for a tonsillectomy this morning. His

parents have done everything they can to prepare Timmy for the surgery, including reading

him books about going to the hospital, ‘‘operating’’ on his stu√ed rabbit, and packing all his

favorite toys. Despite their presence and reassurance, however, Timmy becomes increasingly

agitated. He resists all contact with any medical personnel, including the nurses, the

surgeons, and Dr. Lewis, the anesthesiologist.

Although Dr. Lewis tries to explain what she is doing and what will happen, Timmy keeps

screaming, ‘‘No! No!’’ He struggles to climb o√ the stretcher and spits out the Versed that the

nurse tried to mask with apple juice. In order to proceed, Dr. Lewis must hold him down and

sedate him with an injection. When Timmy is su≈ciently sedated and o√ers no resistance,

Dr. Lewis brings him to the operating room, where the surgery proceeds without incident.

Following surgery, Timmy is returned to the main recovery room and then to the pediatric

ambulatory area, where his parents are waiting for him. He still screams when he sees clinical

personnel but, except for continuous crying, there are no postoperative problems.

Anyone who has spent time with young children knows that they do and do not

want things, sometimes loudly, often inconsistently, and almost always vehemently.

The sincerity with which they voice their wishes, however, should not be confused with

the judgment necessary for responsible decision making. Timmy genuinely does not

want to be in the hospital and efforts by his caregivers or even his parents to reason with

him will not change his mind. He is unable to appreciate the need for surgery or the

prospect of feeling better once his tonsils are removed. He cannot be placated by prom-

ises of ice cream when the operation is over. He is incapable of thinking about anything

except his current fear and his desperate desire to be elsewhere.

Because of their immaturity, young children lack the attributes associated with au-

tonomy and self-governance—that is, they do not have decision-making ability. The

same is largely true of older children, although they may have preferences that can and

should be accommodated in treatment plans. The younger the child, the less problem

we have in saying, ‘‘This is a person for whom most decisions must be made by others

because he has not developed the cognitive ability, experience, or judgment necessary to

reason or the opportunity to form values and preferences that will inform his decisions.’’

As noted in chapter 2, however, decisions run along a continuum from low to high

risk. Certainly, even young children are able to make some choices—‘‘Do you want to

wear the red or the blue shirt today?’’—and giving them opportunities to do so helps

them develop decision-making skills. As the consequences of the decisions become

more significant—selecting suitable television programs, eating nutritious food, using

seat belts—the intervention of adults becomes increasingly important. The need for

adults to act on behalf of young children becomes especially clear when the decisions

have critical outcomes and long-lasting consequences, as in the health care setting.
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Adolescents

|||   James Bell is a ∞∏-year-old adolescent admitted to the hospital with pain in his right leg.

He is a tall, good-looking young man who is an honor roll student and involved in numerous

school and community activities. His main claim to fame is his prowess in several sports and

he is hoping to get an athletic scholarship to college. He lives with his mother, with whom he

appears to have a good relationship.

After examination and tests, a diagnosis of osteosarcoma of the right femur was made. The

hematology-oncology and orthopedic doctors met with James and his mother two days ago to

discuss the diagnosis, prognosis, and treatment options. All the professionals recommended

amputation of the leg rather than local excision, because amputation has been shown to

increase the survival rates. James and his mother were both shocked and distressed by the

news. When the options were explained, Mrs. Bell asked many questions, but James was

silent. Finally she said to James, ‘‘There doesn’t seem to be any question that amputation will

give you the best chance to beat the cancer. I know it will be hard, but I think this is what we

have to do.’’ James replied, ‘‘No way! No way they’re cutting o√ my leg! I’ll agree to the local

treatment, but that’s it.’’ When the doctors and his mother tried to persuade him, he said, ‘‘I’d

rather die with my leg than live without it! You can’t make me do this!’’ He has remained

adamant, despite several attempts to explain the important benefits of amputation.

Can adolescents be considered to have the capacity to make health care decisions,

especially those with serious consequences? Who does or should make health care decisions

for adolescents? What else would be important to know about James’ decision and reasoning?

What is the relationship between consent and assent? Should surgery proceed over James’

continued objections?

As anyone who has ever been or known an adolescent is aware, these issues become

dramatically more complex during the teenage years. Along the decision-making con-

tinuum, adolescents occupy a position that is legally and ethically ambiguous. By the

age of 14, the normal child demonstrates a capacity to reason, including the ability to

understand the causes and effects of illness, that is both as good and as flawed as it will

be in adulthood. It will come as no surprise, however, that adolescent capacity to make

autonomous decisions is enormously variable, partly because it is tied to the growing

ability to make authentic statements about values and commitment. As the individual

develops in experience and judgment, he edges closer to assuming control of and re-

sponsibility for his own decisions and correspondingly greater weight is given to his

values and wishes.

The challenge in evaluating this ability is to consider the relevant factors and skills in

their appropriate context. The law, as a crude instrument, makes blunt distinctions

necessarily based on somewhat rigid and arbitrary standards. Thus, we have those

eagerly awaited milestone ages at which people are finally allowed to drive, vote, drink,

and serve in the armed forces. Likewise, determining the ability to make decisions that
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provide legally binding consent is based on easily defined characteristics, such as the age

of majority, marital or parental status, or economic self-sufficiency.

In contrast, the ethical analysis of adolescent decision-making capacity is more com-

plex, multifactorial, and nuanced. In assessing the capacity of an adolescent to make

decisions that will be given moral weight, it is necessary to look beyond cognitive skills

to consider

≤ personal values

≤ patterns of decision making and behavior, including risk taking

≤ biological and emotional maturity

≤ life experience, including health care and treatment experience

≤ appreciation of cause, effect, and consequence

≤ notions of the future, including life plans

While both adult and adolescent decision making combine these factors, adolescent

decisions are typically the product of greater uncertainty and insecurity, less experi-

ence, more volatile emotions, immature self-image, unrealistic appraisal of risks and

consequences, susceptibility to peer pressure and the desire to conform, and greater

focus on the present than the future. These characteristics have direct implications for

the capacity to make decisions, especially those with high stakes consequences. For ex-

ample, an adolescent patient with chronic or serious illness may exhibit greater knowl-

edge and more mature judgment about treatment decisions than would be displayed by

a peer who has not had the same debilitating experience.

James has been presented with a prospect that would devastate a person twice his

age. He is forced to confront his own mortality decades too soon. If that were not

enough, he is asked to accept a drastic alteration in body image and the loss of what

makes him special—his athletic prowess. No wonder he’s reeling. As a newly diagnosed

cancer patient, he is doing what many adults initially do in his situation—rejecting

more unwanted information.

At 16, James is approaching adulthood. He may very well have the cognitive ability

to understand his situation and consider his treatment choices. What he may not have

is the experience and judgment necessary to make decisions with long-term conse-

quences. To the extent possible, he should be given the opportunity to be an active

participant in planning his care. His involvement will be critical to the success of his

treatment and recuperation, as well as rebuilding his body image and sense of self-

determination.

To assess his ability to participate, James’ caregivers will need to know much more

about his maturity, his ability to solve problems and consider alternatives, and his

experience with illness and loss. It is not uncommon to hear people, especially adoles-

cents, reject something by saying, ‘‘I’d rather die’’ as a way of expressing the strength of

their feelings. Most often, however, they have little or no real sense of death or the

implications of such a choice. It is also important to clarify James’ reasons for refusing.
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If he does not understand or believe the seriousness of his condition, he needs further

explanation. If he is looking at short-range issues, such as his appearance, his popu-

larity with his friends, his altered athletic ability, he may benefit from spending time

with other adolescents in his situation.

A history of other illness and treatment will also affect his ability to deal with his

current situation. For example, a 16-year-old who has lived for years with chronic and

debilitating illness, endured rounds of unsuccessful radiation and chemotherapy, or

rejected one or more transplanted organs may be well positioned to say, ‘‘Enough. I

know what this is about and it’s not the way I want to live for whatever time I have left.’’

In contrast, James is newly diagnosed with an illness that has the potential for remis-

sion or cure. Despite the significant burdens of the proposed amputation, they may be

vastly outweighed by the long-term benefits.

Perhaps James has been exposed to others—his father, other relatives, or even friends

—in similar situations. If so, their clinical outcomes and successful or unsuccessful

coping strategies will likely influence his response to his illness. If not, his lack of

preparation for this unexpected assault will complicate his ability to absorb the implica-

tions of his diagnosis, prognosis, and treatment options.

Ideally, James, his mother, and his caregivers will be able to collaborate in a process

of education and support while making these difficult decisions about his future. As

discussed below, although he is unable to provide legally binding consent, his assent to

treatment will be critically important. If he remains unpersuaded by the benefit-burden

analysis and adamantly opposed to amputation, however, it may be necessary to pro-

ceed with surgery over his objections. Ultimately, the gravity of his condition and the

potential for life-saving treatment, the clinical judgment of his caregivers, and the

experience and devotion of his mother will assume greater weight than his choice in

making decisions with profound and lasting consequences of this magnitude.

consent for minors

How and by whom decisions are made has special significance in the health care set-

ting. Because the law almost always considers minors to lack the judgment and experi-

ence necessary for responsible decision making, it generally denies them legal power

and requires the consent of one or both parents or a legal guardian to authorize medical

care. Sometimes, however, the law departs from this requirement when it appears that

the young patient’s best interests will be served by having others assume decision-

making authority.

Newborns

The neonatal intensive care unit (NICU) is the scene of both high drama and devas-

tating choices. The care of newborns has changed enormously over the last few decades.

Because of technological advances, substantial medical progress has been made in the
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care of very premature, seriously ill, and handicapped neonates. In addition, decision

making about the treatment of such infants has become more collaborative, including

clinicians, parents, and other family members, and occasionally lay persons who work

outside the NICU. Careful scrutiny is increasingly important because, while new tech-

niques enable health professionals to maintain the lives of infants who would other-

wise not survive, this rescue is often at the cost of significantly diminished prospects for

a meaningful life.

These issues began to attract public attention and governmental regulation in 1982,

when a baby born with Down’s syndrome and an opening between the esophagus and

trachea was permitted to die without life-saving intervention. The parents’ concern

about the potential for some degree of mental retardation made them refuse the recom-

mended surgical repair, a decision upheld by the state court. The case of Baby Doe

generated considerable publicity, the outrage of right-to-life groups and advocates for

the developmentally disabled, and a controversial response by the U.S. Department of

Health and Human Services. This case and its regulatory results are discussed further

in part VI.

The ethical principles that guide neonatal intensive care decisions include benefi-

cence, nonmaleficence, and justice. Beneficence and nonmaleficence create the profes-

sional obligation to provide care for the newborn that maximizes benefit and mini-

mizes harm. Moreover, because the infant is the patient, his interests must be assessed

independently of the interests of the family. Beneficence is also invoked as a guiding

principle for parents, obligating them to make decisions that will promote the welfare

of their baby. Conceptions of benefit and harm may be defined differently by health

professionals and parents, however, creating conflicts in the NICU over how or even

whether to treat. Justice requires that treatment decisions be based on the infant’s best

interests, without considerations of race, ethnicity, or ability to pay.

Taken together, these ethical principles create the obligation that newborns, who are

especially vulnerable, receive heightened protection. Decision making for critically ill

and handicapped infants is complicated by two factors. First, prognostication can be

very uncertain in the early neonatal period and may not be clarified until numerous

aggressive measures have been instituted. Second, decisions to provide, withhold, or

withdraw aggressive life-sustaining measures frequently involve quality-of-life judg-

ments. Because parents and clinicians may have very different notions of what con-

stitutes an acceptable or unacceptable quality of life for the child, consensus on these

deeply personal issues is often difficult to achieve. The resulting collision of principled

obligations can create painful conflict for those who care for and about the infant.

Our society’s deference to parental decisions rests on respect for family integrity, the

presumption that parents act in their child’s best interests, and the need to have a

designated authority to make such decisions. Accordingly, parental decisions about the

care of newborns are routinely honored unless they contradict the clinical judgments

of the care team. Typically, when physicians recommend a course of treatment that is
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clearly in the newborn’s best interests, parents agree. In rare cases, parents make deci-

sions that are likely to harm their child and not provide compensating benefit. Deci-

sions that put children at unjustified risk are considered abuse of parental authority and

usually trigger outside intervention.

Between these two extremes, many decisions made by parents fall into a gray area,

where it is not at all clear whether the choice will benefit their newborn. In these cases

of uncertainty, parental decisions tend to be respected. The difficult issues that arise in

the NICU place significant ethical responsibilities on caregivers, including

≤ putting the child’s interests at the center of decision making

≤ involving parents in the decision-making process

≤ providing parents with full and accurate information about their child’s

condition, prognosis, and treatment options

≤ providing parents with guidance, support, and time to decide on care goals and

plans

≤ being willing to make care recommendations

≤ letting parents know that it is appropriate to forgo treatment when the burdens

clearly outweigh the benefits

When conflicting values and interests complicate decisions about neonatal care, hospi-

tals are increasingly referring these cases to infant bioethics review committees for

special attention.

Children

|||   Melissa is a one-month-old infant admitted with a severe infection that has resulted in

significant and irreversible brain damage. She is currently on a ventilator and cannot suck, so

a tracheostomy and a gastrostomy will be necessary to support her respiration and nutrition.

She responds only to painful stimuli, such as the frequent blood draws necessary to monitor

her infection. According to the treating team, her condition will not improve because, as the

attending explained to her mother, ‘‘the infection has destroyed Melissa’s brain.’’

Melissa’s mother, Ms. Green, is a ∂∑-year-old deaf woman who has eleven children, most

of whom are in foster care and several of whom are in the process of being adopted. It is not

clear why the children have been taken from her, but she maintains contact with some of

them. Melissa’s father is reportedly a violent man with a drug problem and Ms. Green

apparently left him because he abused her.

Ms. Green has told the sign language interpreter that this is her last chance to be a mother

because she rarely has a chance to see her other children. She enjoys coming to visit Melissa

anytime she pleases, ‘‘touching her, holding her, and feeling like a real mom.’’ She does not

want to let her baby go and she will not consent to anything, such as a recommended do-not-

resuscitate (DNR) order, that would prevent the doctors from keeping Melissa alive. Even

when the pain and lack of benefit to Melissa are explained, Ms. Green remains adamant that

aggressive treatment be continued.
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How should Ms. Green’s capacity to make decisions about Melissa’s care be assessed?

What factors might impair her ability to make decisions in Melissa’s best interest?

As in other instances of surrogate choice, care issues related to young children con-

cern who makes decisions, according to what standards, and with what review. Legally,

the first question is almost always resolved in favor of the parents, who are responsible

for upbringing and welfare because they are presumed by tradition and law to act in

their child’s best interests.

Note that this presumption of parental authority distinguishes health care decision

making for a minor from decision making on behalf of an incapacitated adult. In the

latter case, the power to make treatment choices may be accorded to the patient’s family

or assumed by the court only when the adult patient has been shown to be incapable of

choosing. In contrast, recognition that children lack the capacity to make their own

health care decisions presumptively confers this authority on parents or guardians unless

they are specifically disqualified by a determination of unfitness.

Ms. Green’s capacity to make decisions for her daughter requires careful scrutiny

because of her apparent inability to understand Melissa’s medical condition, prognosis,

and limited treatment options. While her impaired hearing may hinder her under-

standing of the clinical situation, her deafness should not be the deciding factor. Her

diminished capacity may be the result of several factors, including her deafness, possi-

bly limited intelligence, and/or the stress of caring for a critically ill child.

These problems may be complicated by Ms. Green’s apparent inability to appreciate

her child’s best interests or that they may be in conflict with her own interests. If her

focus is on extending her opportunity to function as a mother rather than on what

benefits her child, she may not be the best person to be making care decisions for

Melissa.

|||   Larry is a ∞≤-year-old who was struck by a car and has been brought to the trauma ER.

There, it was discovered that he has a severe renal injury with significant internal bleeding.

When his parents arrive, they tell the physicians that, because they and Larry are Jehovah’s

Witnesses, transfusion of blood or blood products is out of the question.

How should the religious convictions of Larry’s parents influence the decision about his

receiving potentially life-saving blood transfusion? What weight should be given to Larry’s

religious beliefs?

Just when you thought parental authority was secure from interference, the issues

become more complicated. The rights granted parents or guardians, as well as the

restrictions placed on those rights, are rooted in an ethical perspective that assigns top

priority to the interests of the child. In this view, widely shared in our culture, parents

are entrusted with the well-being of their children and charged with specific duties,

including the provision of food, clothing, shelter, basic education, and health care.
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Within the parameters set by these duties, parents may make choices based on their

own values and beliefs about what is best for their children. So far, so good. Note,

however, that parental authority is not unlimited because it is constrained by paren-

tal responsibility. When parents abuse their authority—for example, by refusing con-

sent for clearly beneficial medical treatment—the child’s interests trump even the well-

established presumption of parental rights.

Accordingly, the law deviates from the almost automatic deference to parents in the

context of decisions about health care when the child’s welfare or life is at stake. In such

cases, the law requires physicians to act on behalf of the child and permits the state to

intervene. For example, a standard exception to the requirement of parental consent

for medical treatment is emergencies, when delaying treatment would threaten the

child’s life or health. Likewise, all states provide for removing children from abusive or

harmful environments or situations in which they are deprived of necessary medical

treatment. In addition, parents are prevented from interfering with needed medical

care and can be criminally prosecuted for failing to provide that care.

Courts have agreed that parents may not withhold life-saving treatment from a

child who is neither terminally ill nor permanently comatose. Treatment refusal has

not been permitted even when the therapy is painful and only marginally effective if it

is determined that the child will die without it. When the contested treatment is elec-

tive or carries substantial risks, however, courts are more likely to accede to parental

refusal. Although decisions continue to vary, the trend appears to be limiting parents’

authority when their decisions conflict with generally accepted medical judgment.

Judicial intervention is less likely when parents are providing some kind of profession-

ally accepted treatment. Several illustrative legal cases are summarized in part VI.

Court intervention usually involves authorization, at the request of health care

providers, to perform a particular surgical procedure or course of medical treatment

over parental objection. Because these cases focus on a specific, usually life-saving,

therapeutic objective, courts are likely to override parents’ refusal, which is usually

based on religious or philosophical belief. In these singular instances, traditional defer-

ence to parental decision-making authority gives way to the determination by others of

what is best for the child. For example, courts have ordered children inoculated over

their parents’ religious objections.

Similarly, parents who are Jehovah’s Witnesses are not permitted to refuse life-saving

blood transfusions for their children. Members of this faith believe that receiving blood

or blood products places their souls in eternal jeopardy, making it worse to survive after

transfusion than to die without having received the blood. This deeply held belief

should be honored when it is expressed by capable adult patients who understand and

accept the risks posed by their religious commitments. In contrast, a child who is too

immature to have developed settled religious convictions or make autonomous deci-

sions that place his life at risk cannot be permitted to assume this responsibility.

Given the extent of Larry’s injuries and internal bleeding, he appears to be at risk of
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serious harm and possibly death if he is not transfused. The likelihood and magnitude of

the harm if he does not receive blood mean that his parents’ decision to withhold trans-

fusion is not in his medical interest. Under most circumstances, this would justify over-

riding their refusal to consent to transfusion. In this case, however, Larry is approaching

the age when he might be considered to have settled religious beliefs and values. If he is

able to express an informed conviction about being a Jehovah’s Witness, it becomes

more complicated to support paternalistic intervention to transfuse over his objections.

One recommendation would be to interview him without his parents present to evalu-

ate his maturity, understanding, and the strength of his religious convictions.

Finally, courts tend not to order treatment for children who are comatose, for whom

death is imminent, or for whom the marginal benefits of treatment are outweighed by

its burdens. In these situations, courts have held that the decision to forgo treatment

was in the children’s best interest.

Just as there are limits to parental rights to refuse treatment, there are also limits to

parental rights to insist on treatment. When specific interventions are determined by

the care team to be inappropriate or ineffective, when the burdens and risks clearly

outweigh the benefits, physicians have an obligation to protect their young and vulner-

able patients from measures that are not clinically indicated.

It is important, however, to recognize and address the motivation behind much of

what may appear to be unreasonable parental demands. The job of parents is to stand

between their children and danger, to protect them from injury and illness. When,

despite their best efforts, their children are sick or hurt, parents may direct their efforts

toward ensuring that everything possible is done to promote recovery. Whether the

therapies they propose are standard of care or unconventional, they are likely to feel the

obligation to advocate strongly for anything that holds out even the slimmest prospect

of success. It is understandable, therefore, that they perceive refusal to provide the

requested treatments as yet another barrier to fulfilling their nurturing responsibilities.

As discussed further in chapter 6, demands for treatment should trigger a discussion

with parents that begins by exploring what ‘‘do everything’’ means, clarifying their

expectations of the proposed therapies, and explaining the likely course with and with-

out the treatment. The focus should be on the care that will be provided rather than

what will not, emphasizing that the shared goal is to provide only care that will benefit

the child and maximize comfort and quality of life. Whenever possible, parents should

be involved as collaborators in care planning as a way of helping them retain their role

as guardians of their children’s well-being.

Adolescents

|||   Nora is a ∞π-year-old young woman initially seen in adolescent health clinic, referred by a

pediatric nephrologist for primary care and contraceptive counseling. She has a history of

urinary tract problems diagnosed two years ago after proteinuria was discovered on routine

urinalysis. She has been taking Cozaar for the proteinuria.
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Nora told the clinic physician, Dr. Gonzalez, that she became sexually active six months

ago and has been intimate with the same male partner, Joe, who is ≤∞ years old. She says they

have always used condoms except once, which is when she became pregnant last year. At her

mother’s insistence, she terminated the pregnancy immediately.

During her clinic visit, Nora requested Depo Provera for contraception. Her last menstrual

period had been six weeks earlier and she was awaiting her next menses. Routine blood work

was ordered, including a test to rule out pregnancy before giving her the first Depo injection at

her next period. Test results indicated an early pregnancy.

The clinic social worker made several unsuccessful attempts to schedule an appointment

to discuss options, but Nora missed each appointment. Finally she came to the clinic twelve

weeks after her last period. Dr. Gonzalez had a lengthy discussion with Nora about the

potential risk to the fetus because, throughout the pregnancy, she has been taking Cozaar, a

medication contraindicated in pregnancy. Nora insisted that she understood the possibility of

prematurity and/or birth defects, but said that she wanted to keep this pregnancy. She

promised to discuss the situation with Joe over the weekend. She was explicit about not

wanting her mother to know, because ‘‘she made me have an abortion the last time.’’ She was

told to discontinue the Cozaar and return to the clinic on Monday.

When Nora and Joe met with the social worker, they communicated their decision to keep

the pregnancy. Their plan is not to tell her mother until after Nora has moved in with Joe. It is

also apparent that Nora has not told Joe about the risk of birth complications.

How should Nora’s capacity to make decisions about this pregnancy be assessed? What

factors should be considered? Is her mother required to be involved in these decisions?

Adolescents, who are neither children nor adults, stand with a foot in each world.

Their intellectual and emotional development is greater than that of young children,

yet most are not fully mature. While their cognitive skills are growing and they are

likely to have a well-developed set of preferences and moral values, they still lack the

experience and judgment of adults.

Because the legal age of majority in almost all states is 18, adolescents are technically

minors for most purposes. The few exceptions, provided for in state law, are the ability

of the emancipated minor and the mature minor to make legally binding decisions. For

example, a minor who has given birth may relinquish the child for adoption.

The age of and criteria for consent to health care vary by state, and the law has

relaxed the customary requirement for parental consent by carving out specific situa-

tions in which adolescents may make decisions about their treatment. The trend began

in 1976 with a line of cases in which the U.S. Supreme Court held that minors who are

sufficiently mature should be able to authorize abortions without parental consent or

notification. Subsequent cases permitted teens access to contraception and statutes

provided access without parental consent to treatment for substance abuse and sexually

transmitted diseases.

These pragmatic exceptions to the parental consent requirement apply in situations
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in which it is imperative that teens are treated for their own good and as a matter of

public health. The underlying concept recognizes that some highly sensitive health

care circumstances have serious implications for young patients and others. In these

situations, adolescents are more likely to seek and, therefore, receive health care if they

can consent to it without involving or notifying their parents. This utilitarian reason-

ing is similar to the justification for confidentiality, discussed in chapter 4.

The mature minor doctrine is based on the notion that some minors have the cogni-

tive ability and maturity to make informed decisions about their care. This doctrine,

given force in many states’ case or statutory law, provides for minors to consent to care

in the following circumstances:

≤ The minor is an older adolescent (e.g., older than fourteen or fifteen years)

≤ The minor is capable of giving an informed consent

≤ The care is for the benefit of the minor

≤ The care does not present a high level of risk

≤ The care is within the range of established medical opinion (English, 1999, p. 86)

Minor treatment statutes address the societal obligation to protect adolescents and

provide access to care, rather than a societal recognition of adolescent maturity and

decisional capability. The reasoning behind them is similar to a sliding scale, making it

more likely that adolescents will be permitted to make care decisions that do not carry

great risks. In this way, these laws reflect the dual goals of protecting society and pro-

moting minors’ best interest.

Statutes in every state, known as minor consent statutes or medical emancipation

statutes, authorize minors to consent to care based either on their status or on the

specific service they are seeking. The categories of minors authorized by one or more

states to consent to medical care based on their status are:

≤ Emancipated minors [often defined using one or more of the following criteria]

≤ Married minors

≤ Minors in the armed forces

≤ Mature minors

≤ Minors living apart from their parents

≤ Minors over a certain age

≤ High school graduates

≤ Pregnant minors

≤ Minor parents (English, 1999, p. 85)

Central to this legal framework is the notion that, because these minors are no

longer under effective parental supervision, parental consent is not a sensible precondi-

tion to accessing care.

The categories of services for which one or more states authorize minors to give

consent are:
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≤ Emergency care

≤ Pregnancy related care

≤ Contraceptive services

≤ Abortion

≤ Diagnosis or treatment of venereal or sexually transmitted diseases

≤ Diagnosis or treatment of reportable, infectious, contagious, or communicable

diseases

≤ HIV/AIDS testing or treatment

≤ Treatment or counseling for drug or alcohol problems

≤ Collection of medical evidence or treatment for sexual assault

≤ Inpatient mental health services

≤ Outpatient mental health services (English, 1999, p. 85)

Because these statues are state-specific and their provisions differ, clinicians treating

adolescents should be very familiar with the laws of the jurisdiction in which they

provide care. Likewise, if your ethics committee addresses issues of adolescent health

care, knowledge of the relevant laws and regulations in your state would be important.

The take-away message is that the range of adolescent decisional capacity and the range

of health care issues requiring decisions demand a heightened level of scrutiny and a

constant balancing of rights and interests.

confidentiality and disclosure

|||   Donna is a ∞∑-year-old who has come to the clinic for her annual physical prior to the

beginning of school. Her mother, who accompanied her, remains in the waiting room during

the exam. Donna appears healthy and active. In addition to a demanding scholastic schedule,

she is on the track team and participates in several extracurricular and community activities.

Although she appears bright and pleasant, she is clearly uneasy about something. Finally, at

the end of the examination, she tells Dr. Jin that she and her boyfriend have recently begun

having sex and she feels it would be responsible for her to be on birth control pills. She asks for

a prescription, but insists that the doctor not tell her mother about her sexual activity or her

request for contraception. Dr. Jin’s discussion with her about sexual relations and contraception

indicates that her decision is not coerced and that she understands its implications.

When Dr. Jin leaves the exam room, Donna’s mother approaches her in the hall and says,

‘‘Doctor, I suspect that Donna’s boyfriend is pressuring her to have sex. She’s just not ready for

that and I need to know what is going on. Please tell me if she has discussed this with you.’’

What are Dr. Jin’s obligations to Donna? What are Dr. Jin’s obligations to her mother?

Remember when you were 15 and did not want your parents to know about some-

thing in your life? Remember when you were afraid that your teenager was growing up

too fast? Sorting out the boundaries of adolescent privacy and confidentiality is difficult
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under any circumstance; it can be especially challenging in the health care setting when

so much more is at stake.

Maintaining the confidentiality of adolescents’ health information serves many of

the same important functions that it does for adults and some that are especially impor-

tant to the adult-in-training. Patients are more likely to seek treatment, especially for

conditions that are sensitive or socially stigmatizing, and, once in treatment, are likely

to provide more complete and accurate histories if they know their confidences are

secured. Protecting the privacy of adolescents also shields them from embarrassment,

discrimination, and potential family disruption or even violence. Finally, honoring

their privacy helps adolescents in their critical development of autonomy.

Adolescents’ health care confidentiality is guarded by the protections built into

federal and state constitutions, statues and regulations, court decisions, and profes-

sional ethical standards. However, these safeguards are never absolute and the ambigu-

ous status of adolescents adds to the difficulty of determining what information should

be protected or disclosed, to whom, and under what circumstances. Some state statutes

pair adolescents’ right to consent to treatment with their right to decide about informa-

tion disclosure. Others require disclosure of health care information over the adoles-

cent’s objection in certain situations, including specific disclosure to parents, manda-

tory reporting of physical or sexual abuse, or disclosure when the adolescent poses a

severe and imminent danger to herself or others.

Dr. Jin’s obligations to Donna’s mother are the same as they would be to the con-

cerned family of any patient—to provide her daughter with the most appropriate health

care in light of her medical needs, her appreciation of her condition, her options and

their implications, and her wishes. Here, the ethical analysis would balance the likely

benefits of protecting Donna’s confidences (strengthening the trust in the therapeutic

relationship and promoting further beneficial patient-physician interaction, prevent-

ing unwanted pregnancy, and facilitating autonomous decision making) against the

likely risks (erroneously presuming that Donna is making a voluntary and mature

decision about sexual activity, and inhibiting mother-daughter discussion about a sen-

sitive topic that might benefit from parental guidance).

If Dr. Jin’s clinical assessment indicates that maintaining Donna’s confidentiality

would promote her best interest, her ethical obligations would not include disclosure of

information about contraception that Donna wishes to remain between herself and her

doctor. It would be appropriate, however, for her to explore with Donna the potential

advantages of confiding in her mother and the possible ways to do it.

special problems of the adolescent alone

|||   Andy was ∞∑ when he learned he had rhabdomyosarcoma of the spine. With his specific

form of cancer, cure is highly unlikely. Andy’s mother is an alcoholic who has been in and out

of substance abuse treatment for years. Throughout his illness, she has not been available for
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support or help in decision making. Andy’s father also has not been present in his life. Andy

did rely heavily on a close friend of his mother’s who, unfortunately, is no longer available

to him.

Before his illness, Andy was a bright, athletic young man who enjoyed many activities.

He has tried to make the best of his situation. He underwent surgery to remove the tumor

and also had radiation therapy and chemotherapy, but none of the treatments was totally

e√ective. He has never achieved remission and his pain has increased. Because of his

mother’s absence, the health care providers have discussed Andy’s treatment options with

him, although they actually have made most of the day-to-day decisions.

A significant turning point in Andy’s illness occurred when his mother refused to move from

her walk-up apartment into an available ground floor apartment. His deterioration has made it

impossible for him to negotiate the stairs, and his mother’s resistance to relocating means

that he can never return home. Since he is in the last stage of his illness, his doctors have

asked Andy to consider whether he wants to continue chemotherapy. Against their

recommendation, Andy has declined further treatment.

Should Andy’s refusal to continue treatment be honored? Is he capable of making this

decision? What responsibilities do Andy’s care providers have to him as his disease worsens?

The journey from childhood to adulthood is filled with the potential for growth,

achievement, and self-fulfillment. It is also fraught with confusion, uncertainty, and

risk. Fortunately, most young people have the security of at least one caring and respon-

sible adult to help them navigate the distance. Some are not so lucky.

A special category of minors is the adolescent alone. These young people are actually

or functionally alone because they do not have a supportive relationship with an adult

in a birth, foster, adoptive, or chosen family. No trusted adult is consistently available to

guide and monitor their passage to adulthood or help them evaluate and make appro-

priate decisions about medical options.

The number of adolescents alone has increased in the past several years, causing

clinicians, researchers, other service providers, and policy analysts to focus on the

special problems they present. Some of these young people have been orphaned be-

cause their caregiving parent died of AIDS or other diseases, substance abuse, or vio-

lence. Some are functionally alone because their parent, grandparent, or other nominal

caregiver is mentally ill, addicted to drugs or alcohol, or simply overwhelmed by pov-

erty or other pressures. Some gay and lesbian youth have been ostracized by their

families. Some adolescents have run away from homes where adults physically or sex-

ually abused them. Some in foster care may feel that, although they have both bio-

logical and foster parents, they have no one to trust with private information and

concerns. Some have parents or other adults who drift in and out of their lives, leaving

them without the security of a stable relationship.

The adolescent alone occupies an ambiguous legal status, which can present par-

ticularly difficult problems regarding consent and confidentiality in health care. A vari-
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ety of legal mechanisms may justify the provision of care to the adolescent alone based

on his own consent in specific circumstances. These include the emancipated minor

and mature minor doctrines, as well as state-specific medical consent laws, discussed

above. These doctrines are not accepted in all jurisdictions, however, and consent pro-

visions vary from state to state. For this reason, health care professionals are advised to

familiarize themselves with the relevant laws in the states where they practice, par-

ticularly those that might provide the basis for the adolescent’s legally valid consent. In

addition, because clinicians and administrators may interpret the doctrines inconsis-

tently, care may be provided differently to these adolescents within the same state or

even within the same institution. Finally, even when the laws are consistently under-

stood and interpreted, they do not adequately address the range of ethical issues pre-

sented by the care of the adolescent alone.

Many of the ethical principles that apply to adolescents with adult supports also

apply to adolescents alone, including principles that govern capacity and informed

consent and those related to the right to refuse and demand care. Thus, health care

providers should assess any adolescent’s capacity to consent in light of the specific

decision at issue and its implications, as well as the young person’s developmental

characteristics, life situation, and medical history. Heightened concern about the ado-

lescent’s capacity is appropriate whenever the decision involves long-term negative

health or life consequences. When recommended treatment is refused, health care

providers should initiate an extensive discussion with the teen and explore mutually

acceptable alternatives. As is true in the adult setting, refusal of treatment is not the end,

but only the beginning of the discussion with the adolescent patient. Likewise, the

same assessment and serious discussion should be initiated by health care providers

when the adolescent requests treatment that providers judge to be inappropriate or

dangerous.

The obligation to protect patient privacy and confidentiality is as important for the

adolescent alone as it is for other adolescents. Breaches of confidentiality may carry

particular risks and be especially counterproductive for these vulnerable minors. The

result can be their return to the abusive homes from which they fled and the exacerba-

tion of problems that led them to their current difficult situations. At the outset of the

clinical relationship, therefore, health care professionals should assure adolescents that

confidentiality will be protected except in specific limited circumstances, which should

be clearly defined.

Finally, when treating an adolescent alone, the natural inclination of many care-

givers is to expand their role to meet many of the youth’s unmet needs. Although

clinicians may feel as if they are acting like family, it should be clear to them and to the

adolescent that they are professionals with the skills and the limits of professionals. Far

from rejecting the adolescent alone, establishing and reinforcing the boundaries of the

therapeutic relationship creates a stable atmosphere of dependability and trust that is

so badly needed in their lives.
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The special needs and vulnerability of this population make it likely that, if an

adolescent alone is receiving care in your institution, the case will come to the attention

of your ethics committee. Your familiarity with the ethical and legal issues will enhance

the quality of your deliberations and the usefulness of your recommendations to the

team caring for the patient.
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∏ End-of-life Issues

Decision making at the end of life

Defining death

Advance health care planning

Advance directives

Do-not-resuscitate orders

Goals of care at the end of life

Forgoing life-sustaining treatment

Protecting patients from treatment

Rejection of recommended treatment and requests to ‘‘do everything’’

Medical futility

|||   Mr. Tofer is a ππ-year-old man admitted for resection of a squamous cell carcinoma of the

tongue. The surgery was successful but, on the following day, he experienced respiratory

distress that required intubation. Because he was not able to be weaned from the ventilator

after three weeks, a tracheostomy was performed to place the ventilator tube directly into his

trachea, which would be safer and more comfortable than continuing to pass the endotracheal

tube down his throat. He has had two subsequent episodes of low blood pressure and is

experiencing progressive renal failure. His mental status has deteriorated during the four

weeks he has been in the ICU and he is responsive only to painful stimuli, such as suctioning

of his tracheostomy.

Mr. Tofer’s only family is his nephew, Lawrence. Although they have not had a close

relationship, they have maintained contact over the years and Lawrence appears concerned

about his uncle. Lawrence is not Mr. Tofer’s appointed health care proxy agent and they have

never had discussions about care at the end of life.

The renal team met with Lawrence to discuss the plan of care. Dr. Cooper, the renal

attending, said that, although dialysis might improve Mr. Tofer’s mental status, it would not

change his overall grave prognosis. The consensus of the renal team is that the patient is

a poor candidate for dialysis and has less than a one percent chance of surviving this

hospitalization. Given the considerable risk and the slight benefit, the team would consider

dialysis only if the family insisted. Dr. Cooper also recommended a do-not-resuscitate (DNR)
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order so that, if Mr. Tofer experienced a cardiopulmonary arrest, resuscitation would not

be attempted.

What should Lawrence consider in making decisions about his uncle’s care? What are the

team’s responsibilities?

decision making at the end of life

If you were wondering when we would get to the really tough issues, the ones that make

up the bulk of your ethics committee agenda and clinical consults, this is it. Not surpris-

ingly, some of the most difficult health care choices take place at the end of life. Like

much in bioethics, the issues related to dying and death are relatively new and would

not have been raised a few generations ago when the health care focus was on attempt-

ing to cure or control disease. The response to illness and injury was to try all available

measures and hope that something would be effective. Questions about whether the

patient was receiving too much treatment or whether life was being unnecessarily

prolonged would not have been asked.

Since then, we have managed to greatly expand both our treatment options and our

ethical dilemmas. We have witnessed the development of medical and surgical inter-

ventions that can often return critically ill patients to health; they can also prevent

death, even when improvement is not feasible. Decisions about end-of-life care now

require greater scrutiny of the likely outcomes of therapy, including the important

distinction between physiologic effectiveness (will the treatment work?) and thera-

peutic benefit (will the patient be better off because of the treatment?). Recognizing

that cure-oriented and life-sustaining measures are not always medically appropriate

for or even wanted by patients, bioethics works to facilitate decisions about when to

deliver the patient from death and when to let death deliver the patient from us.

Sometimes, dying patients are capable of making or at least contributing to decisions

about their care. More often, end-of-life decisions are made when the patient is no

longer able to participate in deliberations. As a result, they typically involve efforts by

others to determine the care plan that would most effectively meet his clinical needs

and promote his well-being. As discussed in chapter 2, any decision making on behalf of

an incapacitated patient requires that professionals, families, and other surrogates try

to identify what his care wishes would be or determine what would be in his best

interest. You already know from your experience in the clinical setting and on the ethics

committee that these decisions become infinitely more difficult when the stakes are life

and death.

Faced with the need for substitute decision making at the end of life, clinicians

routinely turn to family members, who are presumed by tradition, and often by law, to

know and act in the patient’s best interest. As a rule, both medicine and law are more

comfortable providing than withholding treatment, and considerable authority is cus-

tomarily granted to family in consenting to treatment. Decisions about limiting treat-
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ment are far more problematic, however, and some states restrict the ability of non-

appointed surrogates, even next of kin, to authorize the withholding or withdrawing of

life-sustaining treatment.

The profound consequences of the choices, uncertainty about decision-making au-

thority, lack of clarity about patient wishes, and lack of consensus on goals of care make

end-of-life decisions among the most challenging in the clinical setting. For this reason,

ethics committee consultations are frequently requested as death approaches.

defining death

|||   Gary, a Ω-year-old, was admitted to the hospital after infection from an abscessed tooth

spread to his sinuses and eventually to his brain. Despite aggressive treatment, his brain

swelled in response to the infection, causing increased intracranial pressure. Ultimately,

clinical examinations and tests revealed that he met the criteria for brain death. The attending

pediatrician and the pediatric neurologist met with Gary’s parents to tell them that the

massive infection had destroyed his brain and that the condition was irreversible. In an

extended discussion, the doctors explained that, because their son’s brain had completely

stopped functioning, he was no longer alive. His devastated parents refused to accept the

determination of death. His mother cried, ‘‘Look at him. His eyes are closed and he doesn’t

answer us, but he’s still breathing and his heart is still beating. He just needs more time to get

better. You can’t take away the machines that are keeping him alive.’’

What are the obligations of care professionals in planning for care at the end of life? How

can the care team help families accept irreversible deterioration, dying, and death?

Although some things should be relatively straightforward, like knowing when a

person is dead, this is not always the case. When science was less precise, death was

generally agreed to have occurred when the heart and lungs ceased functioning. By the

late 1960s, advances in resuscitative techniques and artificial respirators enabled car-

diopulmonary function to be maintained even after the brain had stopped working.

Ultimately, the traditional definition of death—irreversible cessation of cardiopulmo-

nary function—was supplemented by a definition that accounted for cessation of entire

brain function.

The first well-accepted definition of brain death was the product of the Ad Hoc

Committee of the Harvard Medical School to Examine the Definition of Brain Death.

The committee defined brain death as irreversible loss of total brain function, including

‘‘unreceptivity and unresponsivity . . . no movements or breathing . . no reflexes . . .

[and] . . . flat electroencephalogram’’ (Ad Hoc Committee, 1968, pp. 85–86). By the time

the committee published its report in 1968, the sophisticated medical technology that

permitted measurement of brain waves also enabled organ harvesting and transplanta-

tion. The generally recognized motivation for developing brain death criteria was the

ability to perfuse organs, the only way to keep them viable for transplantation. Thus,
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the advances in medical and surgical techniques, the need for transplantable organs,

and the unacceptability of taking them from a still-living person prompted a new

definition of death.

The Uniform Determination of Death Act (UDDA), adopted in 1980 by the Na-

tional Conference of Commissioners on Uniform State Laws, expanded the definition

of death to include both cessation of circulatory and respiratory function and brain

death. That dual standard was endorsed in 1981 by the President’s Commission for the

Study of Ethical Problems in Medicine and Biomedical and Behavioral Research in its

report, Defining Death, which encouraged all states to adopt the UDDA.

While the brain death definition may have clarified and simplified some clinical

determinations, it has also created a category of potential confusion. Terminology is

critical and, especially in dealing with families, clinicians should clearly distinguish

brain death and other conditions in which the patient is unresponsive.

Brain death is the irreversible cessation of the entire brain’s ability to function, in-

cluding the upper brain, which controls the higher functions of cognition and mem-

ory, and the brainstem, which controls the body’s automatic functions, such as breath-

ing and heartbeat. Because the brain’s regulation of vital functions has shut down, the

person is considered both clinically and legally dead. While the family comes to terms

with the death and considers possible organ donation, mechanical supports may tem-

porarily continue to perfuse the organs and maintain cardiac and respiratory function.

It is, however, counterintuitive for grieving families to accept that death has occurred

when looking at a body that is warm, is healthy-colored, has a heart beat, and appears to

be breathing because the cardiopulmonary system is being mechanically supported.

In contrast to brain death, the patient in a vegetative state has suffered profound

upper brain damage and has lost cognitive function; yet she retains the lower (brain-

stem) function that controls the systems essential to life. The vegetative state has been

further defined as persistent or permanent (PVS), depending on its duration and irre-

versibility. ‘‘When a vegetative state continues beyond thirty days, it is described as

‘persistent.’ A vegetative state is generally considered permanent three months after

anoxic injury and twelve months after trauma’’ (Fins, 2005, p. 22). The patient has no

awareness of herself or her surroundings and no ability to think or interact, but she is

alive and not dependent on machines to maintain life. Indeed, as the case of Terri

Schiavo demonstrated, if nutrition and hydration are maintained and no additional

illness or injury intervenes, patients can live for years in PVS.

The minimally conscious state (MCS) has been described as a condition in which

people who have been in a vegetative state for less than a year occasionally progress to

demonstrate ‘‘unequivocal, but fluctuating evidence of awareness of self and the en-

vironment’’ (Fins, 2005, p. 22). Finally, coma is a label used for temporary or permanent

unresponsiveness that may result from a variety of conditions, including illness, injury,

or chemically induced unconsciousness.

Because these conditions have such different courses and outcomes, clearly distin-
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guishing among them with careful language is essential to helping families adjust their

expectations to the clinical realities. For example, describing a patient in PVS as being

‘‘comatose’’ may unfairly encourage the belief that the responsiveness will return. Like-

wise, it is extremely unhelpful to tell a family, ‘‘Your loved one is brain dead, but we are

keeping him alive on machines.’’ Saying this is confusing and hinders acceptance of the

patient’s death. The term life support is also counterproductive in this context because it

implies that machines are supporting life. It is more honest and compassionate to

explain, ‘‘Although your husband is no longer alive, these machines are perfusing his

organs and supporting his heartbeat and respirations. Now that death has been con-

firmed, these mechanical supports are no longer necessary because they are no longer

sustaining his life. Unless you are considering organ donation, the mechanical supports

should be discontinued so that his body can rest.’’

Although families often have difficulty accepting the death of their loved ones, some

families have specific moral or religious objections to cessation of brain function as a

determination of death and may insist that mechanical supports not be discontinued.

While brain death regulations are state-specific and institutions adopt their own pro-

tocols, in these cases reasonable accommodations should be made for an explicitly

specified period of time. These accommodations (e.g., continuing ventilation, nutri-

tion and hydration, and/or medications) should take place in a quiet private room, if

possible, but not in the Emergency Department or the critical care unit. Such placement

would be counterproductive to the family’s acceptance of the death and an unwise use

of resources. The clinical staff should emphasize that the accommodations are for the

benefit of the family, not the now-deceased patient.

If a family without specific moral or religious objections to the brain death determi-

nation is still unable to accept the death, reasonable accommodations may be appropri-

ate for a specified time. In this case also, it should be made clear that nothing more can

be done for the patient and concern is now focused on the family’s adjustment. Efforts

to help the family come to terms with the loss may include bioethics consultation,

social service intervention, psychiatric counseling, and pastoral care.

advance health care planning

Advance Directives

The 1976 case of Karen Ann Quinlan raised what came to be known as the ‘‘right to

die’’—actually, the right to refuse treatment—and brought to national attention the

risks to a patient whose treatment wishes are unknown in a high-tech, aggressive, cure-

oriented health care environment. Although physicians determined that the 21-year-

old was in a persistent vegetative state (PVS) and would not recover, they were reluctant

to agree to her family’s wishes and discontinue life-support measures. In a unanimous

landmark decision, the New Jersey Supreme Court held that if there were ‘‘no reason-

able possibility’’ that she would ever return to a ‘‘cognitive, sapient state,’’ her ventilator
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could be removed without fear of criminal or civil liability. The Quinlan case high-

lighted the potential for incapacitated patients to be burdened with unwanted treat-

ment, providing the impetus for the development of advance directives that could

guide care according to patient wishes.

Subsequent cases, most notably the 1990 case of Nancy Cruzan, sharpened the focus

on determining the prior wishes of the incapacitated patient as the guide to making

authentic health care decisions. After the 25-year-old woman had been in PVS for seven

years, her parents petitioned for an order to discontinue artificial nutrition and hydra-

tion. The U.S. Supreme Court, in its only such decision, recognized the protected inter-

est of a capable individual in refusing unwanted treatment, including measures neces-

sary to maintain life. The Court also held that, when life-sustaining treatment is refused

on behalf of an incapacitated patient, states may insist that these decisions be based on

clear and convincing evidence of what the patient wanted, not what others want for her.

The cases of Karen Ann Quinlan and Nancy Cruzan, discussed at greater length in

part VI, captured national attention for two reasons. First, these were young women in

devastating conditions from which they would not recover. Second, and perhaps more

significant, decisions about their care were not automatically considered to be the

responsibility of those closest to them. In addition to sympathy, these stories prompted

many people to say, ‘‘Hey, wait a minute. This could happen to me or someone I love.

What if no one knows what I would want? What if these decisions are made by doctors

or courts or other strangers?’’

The answer seemed to be some method of prospectively documenting care instruc-

tions to provide clarity and legal authorization for later decision making. Advance

directives were developed to provide for treatment preferences, values, and directions

to be articulated by a capable person so that they could be communicated and imple-

mented after capacity has lapsed. As discussed in chapter 2, the most common types of

directives are living wills and health care proxy appointments.

|||   Mr. Jennings is a ≤∂-year-old man who has just been brought to the ER after a tra≈c

accident. He has been receiving regular care in the HIV clinic since his initial diagnosis three

years ago and, with a CD∂ count of ∂∏≠, his HIV is under good control. He is physically active

and was on his way home from playing basketball when his bike was struck by a car. He is

unconscious and su√ering from a dislocated shoulder and a collapsed right lung.

As the ER team is preparing to intubate Mr. Jennings, his mother and sister arrive with his

living will, which says, ‘‘If I am ever unresponsive and in respiratory failure, I do not want to be

maintained on life support, including ventilatory support.’’ His sister insists, ‘‘That may be

what he wrote, but it’s not what he meant. He’s not ready to die. You must do everything to

save his life, even putting him on a respirator.’’

The care team knows that short-term ventilatory support will permit the resolution of the

pneumothorax and that Mr. Jennings’ chances are excellent for full recovery from his injuries

and return to baseline function. The team is concerned that a living will is a legal expression of
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the patient’s wishes and that respecting his autonomy requires that it be honored, even

though his clinical condition would benefit from intubation.

And you thought that a living will was the answer to uncertainty about patient

wishes.

A living will is a list of instructions reflecting the individual’s wishes about the

treatments he does or does not want, usually at the end of life. A health care proxy

appointment enables a capable person to appoint an agent to make health care deci-

sions whenever capacity has been lost, either temporarily or permanently. The features

of both types of advance directive are often combined in one document that provides

for the appointment of a primary agent and an alternate agent, as well as the optional

articulation of specific treatment wishes.

While advance directives, especially health care proxies, may be used to guide care at

any time the patient has lost capacity, they figure prominently in planning care at the

end of life. As discussed in this chapter and chapter 7, the approach of death prompts

consideration of life-sustaining treatment, palliation, futility, and quality-of-life judg-

ments. Because these issues are most often addressed when the patient is least able to

participate, decisions with lasting consequences must be made on his behalf by others

based largely on what they believe he would want. Advance directives can provide

surrogate deciders with the insight and confidence to act in ways that are consistent

with his preferences and/or best interest.

What could be simpler or clearer? As you well know, clinical ethics consultations are

often requested to help the care team, families, and health care agents interpret and

implement advance directives. Confusion usually concerns the authority of the direc-

tives and the meaning of their provisions. Several points should be emphasized. First,

both living wills and health care proxies take effect only when the patient has been

determined to have lost decisional capacity. The existence of an advance directive,

therefore, does not alter the capable patient’s decision-making rights; its authority lies

dormant unless or until the patient is deemed unable to make health care decisions.

Second, even when decisional capacity has been lost, treatment instructions are

implemented only if the patient meets the criteria specified in the directive. Take,

for example, a living will that states, ‘‘If I am ever terminally ill, permanently uncon-

scious, or unable to recognize or interact with my family, I do not want to be main-

tained on ventilatory support, dialysis, or artificial nutrition or hydration.’’ Before even

considering withholding or withdrawing these life-sustaining measures, a clinical de-

termination would have to be made that the patient is in one of the specified medical

conditions.

|||   Mrs. Becker, an ∫≤-year-old woman, has been sent by the nursing home to the hospital for

replacement of her pacemaker. Her significant dementia prevents her from understanding her

clinical condition and health care decisions are made for her by her daughters, who are her
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proxy agent and alternate agent. When the daughters arrive at the hospital, they tell the care

team that they will not consent to replacing the pacemaker because they are honoring what

they believe to be their mother’s wishes. ‘‘Our mother was an elegant, fastidious, and very

private person. She always said that, if she were ever incontinent and had to wear diapers,

she would not want to live. We know that, if she could appreciate her situation now, she would

be humiliated and would not want to continue this way.’’

Mrs. Becker, however, does not realize that she is incontinent or that her condition would

have been a source of embarrassment. At the nursing home, she greets everyone with a

smile, enjoys eating lunch in the garden and listening to opera, and loves visits from her

grandchildren, even if she does not remember their names. Should her previous wishes

limit care that would allow her to continue what appears to be an enjoyable quality of life?

On the other hand, does her dementia deprive her of the right to determine how she will

be remembered?

Third, inconsistencies between the provisions of a living will and the decisions of a

health care agent should be assessed in terms of the patient’s current and projected

clinical status, and the relationship between the patient and the agent. Because advance

directives are executed before the medical condition that will trigger their use, they try

to anticipate what the patient would want under circumstances that have not yet

occurred. Commentators such as Dresser and Robertson (1989) and Blustein (1999)

have suggested that patients with dementia may have interests that differ markedly

from those they had when they were capable. The argument offered is that they are in

effect different people for whom decisions should be based on their current needs

rather than their prior wishes.

Mrs. Becker’s daughters and caregivers are struggling with this very dilemma. Her

incontinence, while previously a distressing notion to her, does not threaten her health

or interfere with a current quality of life she appears to find pleasant. Given her other-

wise good level of comfort and function, it would be hard to justify forgoing a life-

sustaining measure at this time. Yet, her daughters feel that they will have betrayed the

trust she placed in them if they disregard her wishes.

One important thing for Mrs. Becker’s daughters to clarify is whether they believe

that her comments were to be taken literally as instructions or figuratively as an expres-

sion of her distaste for the condition of incontinence. In other words, what do they

think she would have wanted if she could have envisioned her current, otherwise

pleasant, situation? Here, it is useful to consider Dworkin’s (1993) distinction between

experiential and critical interests. The former are interests in having experiences of

certain kinds; the latter are more central and important interests that concern one’s

long-range goals and the shape of one’s life over time. How Mrs. Becker’s daughters

decide may depend on whether they regard her interest in not being incontinent as so

critical to her sense of self that she would not have been able to tolerate her current

condition.
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The health care proxy is the recommended advance directive because it employs the

agent’s knowledge of the patient and her authority to interact with the care team and

respond to changing clinical conditions. She is able to consider unanticipated or evolv-

ing situations, as well as the clinical judgment of the professionals. Precisely because the

agent has the advantage of assessing current medical information in light of the pa-

tient’s values and wishes, her decisions may exceed or even differ from the living will.

Even though the living will may be silent about a specific choice, even though the

patient may never have discussed her present medical situation, substituted judgment

allows the agent to say, ‘‘If the patient knew what we know about her condition and

prognosis, this is what she likely would decide.’’

This means that the spirit, as well as the letter, of the directive should be considered

in interpreting the instructions and determining whether they apply to the current

circumstances. Mr. Jennings’ living will, for example, specifies that he would not want

ventilatory support if he were ‘‘unresponsive and in respiratory failure.’’ Given his HIV

status and his reference to being ‘‘maintained on life support,’’ it is probable that he was

anticipating an end-of-life scenario, permanent unconsciousness rather than an acute

event that would respond to a short course of ventilatory support. This assessment is

supported by his mother and sister, whose knowledge of his values and preferences is a

valuable resource. Thus, the patient’s prior wishes as expressed in a living will must be

considered in light of the current clinical realities, the expected outcomes, and addi-

tional insights about what matters to him.

Two important caveats are in order. Despite early enthusiasm for advance directives,

the percentage of people implementing them remains low and, when they are used,

their effectiveness in the clinical setting is less than optimal. One problem appears to be

the unfortunate link between advance directives and dying. While advance directives

are often very helpful in end-of-life decision making, the emphasis should be that they

can guide care whenever the patient is unable to make his own decisions. Indeed, it is rec-

ommended that, when advance directives are discussed with patients, they not be pre-

sented as end-of-life planning, which may discourage their use. In a perfect world, care

professionals would raise the issue as a routine part of the clinical interaction, saying, ‘‘I

have this discussion with all my patients because I believe that advance directives are an

important part of total health care planning. This is not a matter of how old you are or

how sick you are; this is a matter of being responsible for how your health care decisions

are made.’’ Uncoupling advance directives from end-of-life considerations is likely to

make them less threatening, more accessible, and ultimately more useful.

The second barrier to the effective use of advance directives is the lack of understand-

ing about them displayed by patients, families, and care professionals. People often

mistakenly assume that, by itself, a detailed list of treatments they do or do not want or

the appointment of a proxy agent will get the job done. In fact, what they believe to be

informed prospective decisions are likely to be counterproductive if they do not discuss

their care preferences with their doctors, families, or proxy agents. People frequently
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refuse treatments in advance without understanding what they are or how they work.

They leave instructions that do not apply to the medical situations in which they

ultimately find themselves. They authorize proxy agents who have no idea of their

authority, the types of decisions they may have to make, or how to interpret patient

preferences. In some instances, agents do not even know that they have been appointed

until it is too late to ask the patient, ‘‘What would you want?’’

Lack of communication and coordination has also been shown to interfere with

advance directives accurately influencing care. Even when directives have been ex-

ecuted, they often do not make their way to the acute care hospitals when patients are

admitted. Professionals are uncertain how to interpret advance directives and when

their provisions are applicable. Physicians are sometimes unable to predict accurately

patient treatment preferences and are often unaware that their patients even have

advance directives. Research reveals the need for earlier, more frequent, and better

doctor-patient communication, focusing on the goals of care rather than specific inter-

ventions (Teno et al., 1998; Fischer et al., 1998; Prendergast, 2001; SUPPORT investiga-

tors, 1995; Morrison et al., 1995).

Even a carefully executed advance directive is not sufficient if the patient’s values

and wishes are unknown or unexplained to those who will base decisions on them.

People need to talk with their families, caregivers, and trusted others about what is

important to them, allowing their values, rather than their scant knowledge of medical

interventions, to be the guide. For example, knowing that Mama would agree to tempo-

rary treatment but would not want to be permanently dependent on mechanical sup-

ports is more useful than a statement about ‘‘no dialysis.’’ Understanding that Dad’s

notion of an acceptable quality of life is being able to interact with others is more

helpful than a statement about ‘‘no heroic measures.’’

More often, the explicit authorization and guidance of an advance directive is lack-

ing and treatment decisions require inferences based on recalled comments or behav-

iors. Unfortunately, these conversations typically take place in the least opportune

circumstances—in the acute care setting at the time of a critical event when the unre-

sponsive patient is in multiorgan system failure, the family is under enormous stress,

and professionals seek direction in care planning.

Do-not-resuscitate (DNR) Orders

|||   Mrs. Marcus is a π≤-year-old woman with multiple medical problems, who was admitted

from a nursing home after being found unresponsive and hypotensive. This is the second

time in recent weeks that Mrs. Marcus has been admitted. She was hospitalized for eighteen

days with pneumonia and a massive stroke. During that hospitalization, a feeding tube was

placed. She was discharged to the nursing home and now readmitted seventeen days later

with aspiration pneumonia. She was intubated in the ER and successfully extubated several

days later.

Mrs. Marcus’s daughter, Deborah, is her health care proxy agent. A living will, executed on
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the same date as the proxy appointment, stipulates that, if Mrs. Marcus’s ‘‘brain has ceased to

function,’’ she would not want a variety of potentially life-sustaining interventions, including

respiratory support, artificial nutrition and hydration, and antibiotics. Although Mrs. Marcus

responds only to deep pain and her physicians do not expect her condition to change,

Deborah is in favor of continued aggressive treatment, which she hopes will result in her

mother’s improvement. The attending believes that, if Mrs. Marcus su√ers a cardiopulmonary

arrest, she could survive a resuscitation attempt but would almost certainly be left in a much

worse condition. For that reason, the care team has recommended a do-not-resuscitate (DNR)

order to spare Mrs. Marcus an intervention that would increase her su√ering without

providing benefit.

Deborah refuses to consent to a DNR order because the wording of the living will does

not clarify what is meant by the ‘‘brain has ceased to function,’’ and she does not think that

forgoing resuscitation reflects her mother’s wishes. She says that the living will is clear that

her mother would not want to linger in a coma. Because she is not yet in that condition,

however, Deborah is unwilling to consent to a DNR order or consider less-than-aggressive

treatment at this time.

Another type of advance decision making is the do-not-resuscitate (DNR) order. A

DNR order means that cardiopulmonary resuscitation (CPR), including mouth-to-

mouth resuscitation, external cardiac massage, and/or stimulants, will not be attempted

if the patient suffers a cardiopulmonary arrest. Consent to a DNR order can be given

either by a capacitated patient or by someone authorized to consent on the incapaci-

tated patient’s behalf.

The ethical dilemma is that CPR’s ability to prevent death can greatly benefit some pa-

tients and greatly burden others. In a young and/or otherwise healthy person, if cardio-

pulmonary function can be restarted within approximately four minutes, avoiding

irreversible damage to brain and other organs, CPR can give back a life. In an elderly, de-

mented, terminally ill person, one who has multiple serious health problems or has suf-

fered severe and permanent damage, CPR can deprive the individual of a peaceful death.

Unfortunately, reports of successful resuscitations and dramatic television and film

depictions of heroic rescue have played into popular belief in CPR’s life-saving cer-

tainty. In fact, the brutal procedure is rarely effective on frail, debilitated, or terminally

ill patients and may simply impose suffering and prolong dying. The critical distinction

between attempting and successfully achieving resuscitation accounts for efforts to

change the term from DNR to the more accurate DNAR (do not attempt resuscitation).

Because of its profound implications, consent to forgo CPR is explicit and limited, not

inferred or automatically transferred from one setting to another. Thus, DNRs must be

renewed periodically, a separate nonhospital DNR is agreed to upon discharge to home

or another care facility, and a specific discussion is necessary to suspend a DNR order

during the perioperative period.

Even experienced physicians know that advising patients or, more often, families
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that CPR is not recommended is among the most difficult discussions in the clinical

setting. No matter how sensitively it is presented, suggesting that life-saving efforts not

be undertaken is distressing and frightening, an index of just how hopeless the patient’s

condition has become. All the physician’s judgment, skill, and compassion are required

and ethics consultations are often requested to assist in the process.

Rather than an isolated conversation, the DNR discussion should be part of the

overall review of the patient’s changing clinical condition. Just as other interventions

are evaluated in terms of whether they promote the patient’s well-being, resuscitation

should be subjected to a benefit-burden analysis. Patients, families, and staff should

clearly understand that it is the futile or clinically inappropriate attempt rather than

successful resuscitation that will be withheld. Discussions with Deborah should balance

the benefits and burdens of resuscitation to help her view a DNR order as a way to protect

her mother from a painful but ineffective intervention, rather than deprive her of poten-

tially beneficial treatment. Unfortunately, family members like Deborah are not en-

tirely wrong when they fear that consenting to a DNR order signals to the care team that

they have given up hope that the patient will improve and are willing to accept less

attentive care. Efforts should be directed toward convincing families and educating

caregivers that a DNR order permits the forgoing of a single ineffective intervention but

will not affect any other treatment, define the goals or plan of care, or limit the team’s

attention to the patient.

It is unfair to ask families to take full responsibility for the difficult and painful

decision to forgo resuscitation. If CPR is not clinically indicated, the physician’s clear

recommendation, rationale, and support should be central to the discussion. Once the

decision has been made, it is often the consent document that may be most distressing,

as if putting pen to paper is the act that seals the patient’s fate. The most common

expression is, ‘‘I feel like I’m signing the death warrant.’’ In many cases it is more

compassionate to avoid that trauma by obtaining verbal and witnessed consent.

Finally, there are times when, even though the disadvantages of attempting re-

suscitation have been explained, families cannot or will not authorize a DNR. However

well intended, repeated efforts to obtain consent begin to feel like harassment. The

issue risks becoming the focus of the clinical interaction and the signed consent per-

ceived as a trophy. In these circumstances, it may be necessary to redirect attention to

other care goals that are more important and achievable.

goals of care at the end of life

|||   Mrs. Diller is an ∫∏-year-old woman admitted from home after su√ering her second stroke.

Following her last stroke, she recovered some mobility and could enjoy some of her favorite

activities, such as Bingo. The attending physician, Dr. Tanner, has discussed the case with the

neurologist, Dr. Moon, who thinks that it is still too early to predict the potential for recovery
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because, when strokes are this deep, patients may take longer to improve. She recommends

tissue plasminogen activator (TPA), a complex and potentially dangerous therapy that should

be instituted immediately. Based on his prior experience with Mrs. Diller and familiarity with

her priorities, however, Dr. Tanner favors a care plan that focuses on comfort.

On this admission, Mrs. Diller was responsive and, although she had great di≈culty

speaking, she insisted that she did not want to ‘‘be like this again.’’ Since then, her level of

consciousness has deteriorated and she is largely unresponsive, although her family insists

that she squeezes their hands when asked. Dr. Tanner has observed the patient squeezing a

hand placed in hers, but believes that this is reflexive rather than a response to command.

Before her initial stroke, Mrs. Diller had appointed one of her daughters, Lila, as her proxy

agent. Additional instructions in the proxy document include her wish not to be resuscitated

if she has a cardiac arrest and not to receive artificial nutrition and hydration if she has a

terminal condition or is in an irreversible coma.

Her family describes her as a very independent woman who would be distressed by her

current disability but disagrees about the appropriate care plan. Although Lila feels obligated

to honor her mother’s expressed wishes, she does not want the responsibility of forgoing life-

sustaining treatment. Another daughter notes that Mrs. Diller improved considerably after

her last stroke and insists that the same thing could happen this time. The patient’s brother

argues for the TPA advocated by Dr. Moon, while one granddaughter insists that she would

not want to be ‘‘tortured’’ with tubes and machines and should be allowed to die in peace.

Another granddaughter pleads that, as long as her grandmother can squeeze her hand, she

should be kept alive as long as possible.

Perhaps the single most important question in clinical decision making and the one

that is central to any ethics analysis is, ‘‘What are the goals of care for this patient?’’ or

‘‘What do we intend to accomplish with our diagnostic and therapeutic efforts?’’ Identi-

fying the care goals, especially at the end of life, requires professionals, families, and,

when possible, patients to clearly articulate what they understand and expect. If recov-

ery or substantial improvement is unrealistic in light of a terminal diagnosis and steady

deterioration, the goals and plan of care should be revised. If the aim is to relieve

suffering and not prolong the dying process, then interventions aimed at cure are

inconsistent and serve only to distract from the primary objective.

Regularly reassessing the goals in response to clinical changes permits the care plan

to reflect accurately what is both feasible and desirable, especially as death approaches.

Critical considerations during this time include the determination that the patient is

dying, the initiation or forgoing of particular interventions, and the involvement of

additional resources, such as palliative care. As discussed in chapter 7, the relief of pain

and suffering is a moral imperative central to the entire clinical interaction, which

becomes more prominent at the end of life.

Focusing on the goals of care guards against the risk of resorting to interventions
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because they are available rather than clinically indicated. The temptation to use every-

thing in the therapeutic arsenal makes it easy to justify this treatment, which triggers

that one and then, of course, the one that follows. Rather than asking, ‘‘What is the goal

of this particular intervention?’’ the patient is better served by asking, ‘‘Where does this

intervention fit into the overall plan of care? If it advances the agreed-upon goals, we

may appropriately begin or continue it. If not, it is probably not indicated.’’

Keeping the goals at the center of care planning also permits a wider range of treat-

ment options, which is especially important at the end of life. Interventions should be

evaluated in terms of what they can accomplish for the patient rather than categorized

according to conventional labels. For example, surgery, radiation, or antibiotics can be

appropriately considered for a dying patient when it is clear that the goal is comfort

rather than cure.

Clarifying whose goals are being considered is a key element in care planning. A

frequent source of ethical tension is the presumption of consensus on care goals when,

in fact, the patient, family, and care team may not share the same understanding of the

clinical picture or possible outcomes. The patient may want to spare his family the pain

of seeing him deteriorate and the emotional and financial burden of his care. His chil-

dren may want him to continue aggressive therapy in hopes of a cure. His wife may

want him to come home with the focus on symptom management so that his remain-

ing time can be spent comfortably finishing his work and interacting with his family.

His sister may want to protect him from the knowledge that he is dying. His caregivers

may feel that he could benefit from a clinical trial of an experimental protocol.

Mrs. Diller’s family and care providers find it hard to agree on a plan of care because

of their differing perceptions of her condition, prognosis, and wishes, as well as their

own notions of what is in her best interest. Dr. Moon and the patient’s brother believe

that not pursuing aggressive treatment would be giving up prematurely. Dr. Tanner and

one granddaughter urge a focus on comfort measures to protect the patient from treat-

ment that would increase and prolong her suffering. As the health care agent, Lila feels

bound to honor her mother’s expressed preferences, which appear to be forgoing spe-

cific life-sustaining treatments. Finally, while differences between physicians’ clinical

impressions are not uncommon and can be useful in arriving at accurate prognoses,

families often find their lack of agreement frustrating.

How the goals of care are articulated and justified will influence the therapeutic and

interpersonal dynamics. Inconsistent expectations inevitably lead to descriptions of

the family as ‘‘unreasonable’’ or ‘‘demanding,’’ and charges that care professionals have

not been clear and candid in their explanations or responsive in their treatment. Insuf-

ficient attention to what is really being communicated or avoided permits people to

mistakenly believe that what they have said has been heard and understood. Your

involvement through bioethics consultation can be especially helpful when the parties

need to clarify the clinical realities, identify the patient’s interests and values, and focus

on the goals in developing an appropriate end-of-life care plan.
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|||   Mr. Giles is a ∑∫-year-old man who has had AIDS for fourteen years, apparently the result

of a long history of intravenous drug abuse. He has multiple medical problems, including

hypertension, asthma, chronic obstructive pulmonary disease, panic disorder, colitis, stroke,

meningitis, and multiple pneumonias, two episodes of which required ventilation. He has

been receiving hemodialysis for one year to treat end-stage renal disease. He was admitted

from a long-term nursing facility with seizures and changes in mental status. He is nonverbal

and only intermittently responsive.

An MRI revealed a brain tumor. Given Mr. Giles’ AIDS status, he faces specific risks. Surgery

carries a high risk of hemorrhage, which could leave an immediate, severe, and permanent

neurologic deficit, such as hemiplegia (one-sided paralysis). Without surgery, his seizures and

cognitive changes can be controlled with anticonvulsant medication, but he faces progressive

decline in mental status, as well as a slow evolution of hemiparesis (one-sided weakness). Mr.

Giles has no family or others involved in his care. Despite encouragement from the nursing

facility, he has not completed an advance directive.

An important consideration in setting end-of-life care goals is the quality of the

patient’s remaining time. For example, it is not uncommon for an intervention to be

recommended because it will ‘‘improve the quality of life’’ or for a prognosis to be

described in terms of a ‘‘poor quality of life.’’ It is worth noting that these subjective,

value-laden conceptions are important personal evaluations for the patient, family, or

other agent, not medical assessments for clinicians. Defining beneficence and best inter-

est remains the responsibility of the patient and his surrogates, for whom the requested

interventions have the most significance. While the physician can describe the likely

range of comfort and function that the patient will experience, it can be argued that

only the patient or those who know him well can assess how those projections will be

perceived in terms of life quality. When, as in Mr. Giles’ case, the patient is without

capacity, surrogates, or advance directives, the care team has no insight into his values,

wishes, or the quality of life he would consider acceptable. Only in these circumstances

are clinicians justified in using the best interest standard to try to assess what plan

might benefit the patient.

Setting therapeutic goals should be a fully collaborative effort by the patient or

trusted surrogates and the care team, reflecting not only what is possible but what is

desirable. This balance calls for articulation and periodic review of the meaning of

success, recognizing the subjective nature of quality-of-life assessments. Despite the

superiority of professional medical knowledge and skill, the perspective that matters is

that of the patient who will experience the life and death that are achieved.

forgoing life-sustaining treatment

|||   Mrs. Lewis is a π≤-year-old woman with progressive dementia of unknown etiology,

progressive renal failure, and hypertension, admitted with an acute gastrointestinal (GI)
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bleed. She has been living at home with her daughter and has received care through the

family practice group. She has neither a living will nor a health care proxy.

Prior to admission, Mrs. Lewis could use a walker and a bedside commode. She has not

been hospitalized recently and generally manages well at home. While her renal failure has

been progressive, her current deterioration may be the result of her acute GI bleed and might

be reversible, although the renal attending thinks this is unlikely. Her primary care physician

favors a trial of dialysis to see if her renal function improves and her mental status clears,

but he doubts the utility of chronic dialysis. Mrs. Lewis’s acute bleeding has stopped, but

she is not eating and the gastroenterologist has placed a temporary nasogastric tube to

provide nutrition. He says that, shortly, a more permanent feeding tube will be necessary for

continued nourishment. The chief resident describes Mrs. Lewis as ‘‘a little old lady curled up

in bed who responds only to noxious stimuli and occasionally utters a single word.’’ He is

concerned that dialysis and tube feeding will prolong her dying and increase her su√ering.

Her daughter is anxious about making decisions without knowing what her mother would

want. In particular, she is concerned about eliminating dialysis from consideration without

knowing whether it would be e√ective.

It’s a safe guess that much of your ethics committee agenda and consultation re-

quests concern withholding or withdrawing life-sustaining treatment, especially from

patients without capacity. Decisions about deferring or permitting death are difficult

for clinicians and administrators; they are painful and often paralyzing for those who

act on behalf of their loved ones. If abandoned to make these choices alone, the family

or other surrogate is likely to feel solely responsible for the outcome. The lingering

regret is likely to be, ‘‘If only we had insisted on continued treatment, Mama would be

with us today.’’ Clinicians can help make the process more bearable by sharing the

burden of making these hard decisions.

Whether end-of-life care choices are made by capable individuals or surrogates,

using a benefit-burden analysis as the decision-making model can provide structure,

consistency, and support for patients, families, and staff. Central to this analysis is the

overarching goal of providing only care that benefits the patient without increasing

suffering or prolonging the dying process. When the burdens of an intervention or a

course of care are shown to outweigh its benefits, the decision to look for alternatives is

more easily and comfortably justified.

One useful strategy is a therapeutic trial. A treatment plan with potential benefits is

implemented for a specified period of time, after which its effectiveness is evaluated and

it is either continued or discontinued. The key is clearly setting out in advance the

proposed length of the trial, as well as the goals, limits, and criteria for success. For

example, ‘‘Let’s try three dialysis treatments during the next seven days. If Mrs. Lewis’s

renal function and mental status improve, we can consider the benefit of further treat-

ments. If she shows no improvement, we’ll know that dialysis is ineffective for her and

should not be continued.’’ Consensus on the goals and indices of success encourages
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the trial of appropriate interventions without the fear that, once begun, they cannot be

stopped. Therapeutic trials also provide important reassurance that no potentially ben-

eficial treatments have been left untried.

Productive end-of-life decision making depends on clarity and candor. As discussed

in chapter 3, offering false choices when there are no real alternatives frustrates patients

and families, and diminishes their exercise of genuine autonomy. Asking, ‘‘Should we

continue your husband’s antibiotics?’’ or ‘‘Do you want us to resuscitate Mama if her

heart stops?’’ is not helpful if it is clear that these interventions are not clinically indi-

cated. It is more responsible and compassionate to say, ‘‘The antibiotics we tried are no

longer fighting your husband’s infection. Because they’re not helping him and may be

creating other problems, they should be discontinued,’’ or ‘‘Let me tell you why we

believe that, if Mama’s heart stops, attempting resuscitation will not benefit her.’’

These discussions are never easy, but they can be made less threatening with reas-

surance that the patient will not be abandoned. When specific interventions will be

withheld or withdrawn, the focus should be on those that will be continued or added. It

is critical to emphasize that, while the goals of care may change to reflect a greater

priority on comfort than cure, the team’s commitment to the patient’s well-being re-

mains unaltered.

protecting patients from treatment

Decisions about forgoing life-sustaining measures usually arise when death is immi-

nent and continued intervention will not improve the clinical condition but may con-

tribute to suffering. How these issues are resolved depends greatly on how they are

framed. Withholding or withdrawing treatment can be seen either as depriving the

patient of needed care or protecting the patient from the burden of ineffective or harmful

interventions. When continued treatment will only prolong dying or increase suffer-

ing, it is appropriate to help the patient’s loved ones give themselves permission to

make hard choices, within applicable state law, that will be in his best interest.

An example is considering artificial nutrition and hydration (ANH) at the end of life

when the burdens of the intervention will outweigh the benefits. Research has shown

that patients with advanced dementia typically stop eating as the end of life nears

because their bodies are shutting down and no longer need the nutrition. For these pa-

tients, continued tube feeding often creates considerable discomfort, including bloat-

ing, gas, nausea, cramping, and diarrhea (Huang and Ahronheim, 2000; Ahronheim,

1996). When the dying process cannot be reversed and an intervention imposes only

pain or other distress, it can be argued that discontinuing the treatment—even nutrition

and hydration—protects the patient from harm and promotes comfort as death nears.

The frustration and despair of those closest to the dying patient are directly related

to their feelings of helplessness as his condition deteriorates. No matter what they do,

they cannot prevent the inevitable. But, while they cannot determine whether he dies,
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they can influence how he dies. Assessing the care plan according to its relative benefits

and burdens, they are able to make decisions that shield their loved one from interven-

tions that create more harm than good. At the end of life, the notion of family as

protector can be a powerful and comforting one that can and should be reinforced.

rejection of recommended treatment and

requests to ‘‘do everything’’

|||   Mrs. Abrams is a π≠-year-old woman who came into the hospital for surgical closure of

her colostomy. She had been living independently at home and, on admission, she was

interactive and fully capacitated. Her medical history includes emphysema from years of

cigarette smoking. The surgery was successful but, shortly thereafter, Mrs. Abrams developed

abdominal fistulas that required another operation. She was so weakened by her multiple

surgeries that she required ventilatory support. Despite strong initial resistance to intubation,

she reluctantly agreed to it after discussion with her pulmonologist.

The following day in the ICU, Mrs. Abrams let it be known in no uncertain terms that she

wants to be extubated. Her surgeon is playing a marginal role in her care and all important

medical decisions are being made by her pulmonologist. Mrs. Abrams’ three daughters are

deeply troubled by their mother’s decision to refuse further intubation. The house sta√ caring

for Mrs. Abrams do not know how to proceed or what is legally and ethically appropriate. They

believe that removing the vent would mean almost certain death, which they find personally

and professionally very disturbing.

When patient or family decisions conflict with physician recommendations, clinical

judgment and skill are tested. Patients often reject proposed interventions likely to be

beneficial or even life-saving. While respect for patient autonomy requires that capaci-

tated care decisions be honored, the refusal of treatment should be the beginning, not

the end, of the discussion. As discussed in chapter 3, the professional obligation is to

ensure that all consents and refusals are informed and thoroughly considered. Because

of their profound implications, however, refusals of life-sustaining treatment should

receive heightened scrutiny. Special attention should be given to the adequacy of the

information presented and the quality of the explanation, possible language or cultural

barriers to understanding, and the patient’s capacity and appreciation of the conse-

quences of forgoing treatment.

In addressing Mrs. Abrams’ request for extubation, the care team should clarify the

length of time ventilatory support is recommended, the anticipated benefits, and the

likely outcomes of premature vent removal. Carefully probing her concerns should

reveal fears and misconceptions that can be addressed. For example, she may be afraid

that she will be permanently dependent on ventilatory support, when, in fact, her

doctors anticipate that she should be weaned from the ventilator within a few weeks.

Although Mrs. Abrams’ ability to communicate will be hampered by the endotra-
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cheal tube, adequate time and effort should be invested in assessing her capacity, her

goals for care, her expectations, and the consistency of her wishes. Throughout the

process, which may take several days, she should be reassured that her request is being

carefully considered, especially in light of its significant consequences. A bioethics

consultation, including Mrs. Abrams, her daughters, and the care team, can facilitate a

clinically, legally, and ethically acceptable resolution. If the patient remains committed

to discontinuing ventilatory support, the care plan should focus on promoting her

comfort, including measures to minimize air hunger, anxiety, and other symptoms of

respiratory distress.

Physicians may also be faced with patient or family instructions to ‘‘do everything,’’

including requests for specific interventions judged to be therapeutically inappropriate

or otherwise not indicated. At the end of life, family members often feel the need to be

good advocates, to ensure that their loved ones are not neglected and that no poten-

tially beneficial treatment is left untried. Especially when they do not know what to

anticipate or how much confidence to place in the care professionals, they may insist

on all available therapies in the hope that one of them will be effective.

Is the customer or, in this case, the patient or family always right? The short answer

is, of course not. Because there is no obligation to provide treatment just because it is

requested and because physicians must be guided by their clinical judgment and profes-

sional integrity, they should not comply with requests that fall outside the standard of

care. That position, however, is only the beginning of the ethics analysis. Like treat-

ment refusals, insistence on inappropriate treatment should trigger further discussion

and clarification.

These requests should be seen as an important signal that the parties to the inter-

action may not share the same understanding of the patient’s condition and prognosis,

goals of care, available treatment options, and expected outcomes of the proposed

interventions. The first question should be, ‘‘What does ‘everything’ mean to you, and

what do you expect to happen if we do it?’’ The focus should be on identifying unrealis-

tic expectations, clarifying the goals of care, the potential for the proposed treatments

to achieve those goals, the obligation to prevent suffering without benefit, and further

explanation of the recommended plan of care.

medical futility

|||   ‘‘He never had time to even catch his breath and already it’s come to this.’’ Ari was talking

about his father, Dr. Dole, a ∑∂-year-old physician who had diagnosed his own pancreatic

cancer just nine weeks ago. He was found to have significant metastases and his condition

has deteriorated very rapidly. Now he is in the ICU, intubated and comatose, and his colleagues

are finding it increasingly di≈cult to keep his organ systems from failing. Even with aggressive

management, there is reluctant consensus within the medical team that the therapeutic

options are running out and nothing further can be done to stem multiorgan failure.
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When the critical care team met this morning to discuss Dr. Dole’s care, several suggestions

were o√ered for continued and even accelerated interventions. Finally, Dr. Birch said quietly,

‘‘Let’s face it. This is medically futile.’’

Judgments about providing or limiting treatment frequently invoke the notion of

medical futility. Despite vast literature and vigorous debate, efforts to agree on a deter-

mination of futility have been largely unsuccessful. Its narrowest and most useful defi-

nition describes the physiologic impossibility of an intervention achieving its therapeutic

objective. In that strict sense, physicians are excused—even precluded—from burdening

patients with treatment that will be clinically ineffective or even harmful.

This narrow and value-neutral definition does not apply, however, to the vast major-

ity of cases in which the notion of futility is raised. Far more often, interventions or care

plans are labeled ‘‘futile’’ when they are expected to produce a clinical effect that falls

below a specified standard. For example, dialysis may successfully assume the function

of failing kidneys, but not contribute to returning the patient to an acceptable overall

health status. Depending on the long-range clinical goals, the intervention may be

considered futile in achieving the desired objective. Moreover, the differing values and

expectations of the patient, family, and care team may prevent consensus on the defini-

tion of success, contributing to confusion and conflict in determining the meaning of

futility. Finally, notions of futility may have more to do with perceived acceptable

quality of life than actual clinical effectiveness.

Care providers faced with new and often competing pressures may misuse the no-

tion of futility in the service of what they see as their ethical responsibilities to patients,

families, and society. Mindful of their conflicting obligations to promote the best inter-

ests of patients by providing only beneficial treatments, not raise unrealistic expecta-

tions, and provide cost-effective care, physicians may label questionably effective inter-

ventions ‘‘futile’’ as a way of withholding them. Futility can also function as the trump

card to discourage families from insisting on treatment that care providers consider

inappropriate. While some physicians see futility determination as the ethical way to

manage end-of-life care, others see it as a way to take control of decisions from demand-

ing families.

Labeling inappropriate interventions ‘‘futile’’ distorts the meaning of the term and

obscures the message that should be communicated. The more accurate and accessible

approach might be to explain that, regardless of what is done, the patient is dying and

what matters is the quality of that dying. Invoking futility as a frame for end-of-life

issues should be replaced with reality checking—clarifying that the patient is dying,

reassessing the goals and expectations of care, defining benefit and burden, and identi-

fying ways to promote physical and emotional comfort.

Seen in this light, further efforts to reverse Dr. Dole’s clinical course can be consid-

ered medically futile because the interventions are not meeting their physiological



e n d - o f - l i f e  i s s u e s ∞≠∑

objectives and he is dying regardless of treatment. Continued cure-oriented measures

would not only be ineffective, they would be counterproductive and, as discussed in

chapter 7, the goals of care are now more appropriately palliative than curative. In

other cases, discussion might well reveal that, rather than strict futility, decisions for

the dying patient concern quality of life and death.
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π Palliation

From caring to curing and back again

The experience of and response to pain

Pain

Pain and suffering

Responses to pain

The moral imperative to relieve pain

Physician-assisted suicide

Distinguishing forgoing life-sustaining treatment, euthanasia, and

assisted suicide

Ethical issues

from caring to curing and back again

Providing comfort, especially at the end of life, is neither a new concept nor a departure

from the traditional responsibilities of the caring professions. Until the middle of the

twentieth century, the cure of disease and the prevention of death were largely beyond

the capability of those who ministered to the sick by trying to relieve their pain. With

the development of biotechnology, the obligation to provide care became the obliga-

tion to provide cure, and a focus on comfort was reserved for those times when ‘‘noth-

ing more could be done.’’ Rather than an inevitability, death was perceived as a failure

of skill and the very notion of dying made professionals uncomfortable, even guilty.

Increasingly sophisticated science and technology inflated both professional and lay

expectations about the power of medicine. The resulting belief that cure is always

possible led to a perceived requirement to ‘‘do everything’’ and a sense of defeat when-

ever patients did not recover or improve.

Palliative care as a discipline has successfully reintroduced the notion that relieving

pain and suffering is central to the complete and authentic practice of medicine. Its

defining philosophy is that cure and comfort are consistent objectives that may assume

greater or lesser prominence, depending on the patient’s condition, prognosis, and
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values. As discussed in chapter 6, the therapeutic continuum seeks a balance of curative

and palliative care that responds to the patient’s changing condition. When the poten-

tial exists for significant improvement, the plan of care emphasizes aggressive curative

interventions, supplemented by comfort measures. As the likelihood of remission fades

and the patient approaches the end of life, the goal of care shifts and aggressive pallia-

tion becomes the primary focus.

This transition, which occurs over time rather than at a given moment, depends on

attention to the evolving medical status, the clinical effectiveness of specific interven-

tions, and the wishes and values of the patient and family. Helping patients, families,

and professionals to adjust their goals and make decisions in ways that have clinical

and ethical validity is the contribution of the bioethics committee.

|||   Mrs. Heller has been a resident of a long-term care facility for many years, during which

her chronic obstructive pulmonary disease, diabetes, and osteoarthritis have become more

severe. She is now confined to a wheelchair because of the intense pain in her back and hips,

which she often describes as excruciating. The mild analgesics, including Tylenol, that have

been prescribed do not bring relief and she has become increasingly immobilized, withdrawn,

and depressed.

When her nephew, Dr. Agin, visited recently, he was alarmed by the deterioration he saw in

his aunt. The person he remembered as vibrant and active was now saying, ‘‘I have no life. All I

have is pain.’’ When he asked what she would like to be able to do that the pain prevented, he

expected her to talk about missing her hiking, gardening, and painting. Instead, she replied,

‘‘Sleep. I don’t remember the last time I was able to sleep without being awakened by pain.’’

Dr. Agin has requested a meeting to discuss his aunt’s pain management.

the experience of and response to pain

Pain

Despite its subjective quality, the experience of pain is very real and can be consum-

ing. As one writer describes it,

Pain is dehumanizing. The severer the pain, the more it overshadows the patient’s intel-

ligence. All she or he can think about is pain: there is no past pain-free memory, no pain-free

future, only the pain-filled present. Pain destroys autonomy: the patient is afraid to make

the slightest movement. All choices are focused on either relieving the present pain or

preventing greater future pain, and for this, one will sell one’s soul. Pain is humiliating: it

destroys all sense of self-esteem accompanied by feelings of helplessness in the grip of pain,

dependency on drugs, and being a burden to others. In its extreme, pain destroys the soul

itself and all will to live. (Lisson, 1987, p. 654)

Whatever the clinical setting, medical condition, or technological sophistication,

one caregiver mandate remains constant and compelling—the relief of pain. Even when
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cure is impossible, the duty of care includes palliation. Moreover, this obligation is

central to the therapeutic interaction, unquestioned and universal, transcending time

and cultural boundaries. Whether the source of the pain is physiological or psychologi-

cal, its relief is considered a primary moral goal of medicine because of the unique and

intimate connection between those who hurt and those who comfort.

Pain and Su√ering

A related distinction has been made between pain and suffering. Dr. Eric Cassell

(1982) has written about pain as a physiological response of the body and suffering as

an existential assault on the person. He describes how one can experience pain without

suffering when the goal is a noble or joyous one, using as an example the pain of

childbirth. Conversely, a person can suffer without physical pain when he feels the

disintegration of his personhood and his sense of control. When pain and suffering are

closely related, Cassell claims, it is because the patient perceives the pain as overwhelm-

ing, uncontrollable, or unending. Emotional isolation may be added by the suggestion

that the pain is only imagined. Pain of this kind represents suffering that is a threat, not

only to life but to the integrity of the patient’s sense of self.

It is impossible to spend any time in a clinical setting without recognizing this

distinction. Patients are often asked to endure pain in the pursuit of a cure or remission.

In weighing the benefits and burdens of a proposed treatment, the balance of current

discomfort for future relief seems ethically appropriate. The calculus is different when

the intervention will impose pain or suffering with no benefit. Likewise, suffering with-

out pain is evident in the patient with aphasia that prevents him from communicating

with his family, the trained athlete who can no longer care for her most basic physical

needs, the father who must accept that his infant will never develop, and the artist

trying to create faster than her eyesight is failing.

Responses to Pain

|||   Mr. Peters is a ≤π-year-old African American man with sickle cell anemia, admitted to the

ER in sickle cell crisis. He is experiencing severe pain in his thighs, arms, hands, and feet. He

is also dehydrated and anemic. An ER resident orders an injection of Demerol for pain and

admits him to the hospital.

Following admission, Mr. Peters continues to complain of pain and asks the nurses

repeatedly about the medication that has been ordered for him. During morning rounds

the next day, the medical team is impressed by how much he knows about his disease

and its management. He reports that, most of the time, he is able to manage his pain with

an anti-inflammatory drug, such as Motrin. During a sickle cell crisis, however, the only

e√ective pain relief is achieved with intravenous morphine, and he specifies the dosages

and schedules that have been successful. He says that, during past hospitalizations, self-

administering the morphine with a patient-controlled analgesia (PCA) pump has allowed him
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to achieve a constant blood level of medication, with supplementary morphine as needed for

breakthrough pain.

The attending tells Mr. Peters that Demerol will be available when he requests it to control

his pain. She also asks where and from whom he usually receives care, and Mr. Peters names

several hospitals where he has been treated during crises. During postrounds discussion,

several residents express concern about the patient’s detailed request for a particular narcotic

in specific dosages. They suggest that this may be drug-seeking behavior by an addict. One

resident recounts a similar case during his internship, concluding, ‘‘That patient conned us for

two days before we caught on. When we cut o√ her drugs, she left the hospital.’’

Nothing should be more self-evident than the clinical and ethical imperative to

relieve pain. Yet, pain is a complex phenomenon for both patients and care providers in

several important ways. First, pain is solitary, experienced only by the patient. Unlike

other indications of illness or injury, information about pain is available to the clinician

only through the patient’s descriptions of and responses to it. This reliance on patient

assessment of symptoms makes the evaluation and treatment of pain significantly

different from other patient-physician interactions.

Second, although universally acknowledged, the experience and understanding of

pain is influenced as much by personal values and cultural traditions as by physio-

logical injury and disease. If the perception of and response to pain are to be understood

in a useful way, they should be examined in the context of culture, gender, power,

morality, and myth. These factors are especially important in the health care setting,

where pain becomes an interpersonal encounter between the sufferer and the reliever.

How pain is experienced and expressed by the patient and how it is understood and

responded to by the provider largely determine how it is valued and, ultimately, how it

is treated.

Both patient and clinician attitudes are affected by their respective personal and

cultural values. For example, physicians’ clinical judgments about and responses to

pain are influenced by group-based factors, including age, gender, race, ethnicity, and

physical appearance. The balance of power between provider and patient is yet another

theme in the pain management interaction. So long as therapeutic control is vested in

the caregiver, the patient remains the passive victim of pain, a supplicant in the stan-

dard p.r.n. (as circumstances require) regimen that requires the patient to ask for medi-

cation each time it is needed (Post et al., 1996).

Third, both patients and their doctors are influenced by their understanding—often

misunderstanding—of pain and the agents for its relief. Studies have shown that physi-

cians are inhibited by their inadequate professional education about analgesia, miscon-

ceptions about opioids and addiction, and fears about regulatory and legal liability.

Similar misconceptions are shared by the lay public, and Americans have been shown

to reject what they believe to be effective medicinal pain relief because they fear over-
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reliance and/or addiction. Reluctance to provide sufficient pain medication has also

been related to clinician fears that use of opioids will ‘‘kill patients’’ by depressing

respirations and hastening death. These fears, plus concerns about legal liability, are

reflected in the stringent laws regulating drug prescription and the suspicions of health

care providers who see patient requests for pain relief as drug-seeking behaviors related

to addiction. The unsurprising and unacceptable result is the routine undermedication

of even terminally ill patients (e.g., Furrow, 2001; Post et al., 1996).

Mr. Peters’ case illustrates several of these issues. He comes to the ER requesting

morphine, a potent narcotic, and specifying the dosages and intervals that he would

prefer. The care team has no prior experience with him and no way of confirming his

history of sickle cell or its prior management. Mindful that morphine’s effects are

euphoric as well as analgesic, and also potentially addictive, the team believes that it

must consider the possibility that he is a drug seeker rather than simply a patient in

pain. While no explicit mention has been made of his race, it may influence some team

members’ perception about the likelihood that he abuses drugs. Even if he had not

requested a narcotic, by specifying dosages and intervals, Mr. Peters may have seemed

‘‘demanding’’ or ‘‘bossy’’ to some caregivers, who prefer to be in control of the clinical

interaction. Individually or in combination, these factors may result in his claims of

pain and requests for relief to be discounted.

When dealing with patients in pain, especially pain that is chronic and/or intermit-

tently intense, it is important for caregivers to understand the nature of the discomfort,

its effects, and useful ways to respond to it. Assuming that Mr. Peters suffers from

periodic sickle cell crises, it is reasonable that he is very familiar with the medications,

dosages, and schedules that most effectively treat his pain. Unless and until he demon-

strates that his description of symptoms is inaccurate or that he has another motive for

his requests, the primary clinical goal should be to relieve his pain as quickly and

completely as possible. Collaborating with him in this endeavor has the added benefit

of helping him to regain some control over a situation that may well make him feel

repeatedly helpless.

|||   Mr. Charles is a ≥≤-year-old man with end-stage AIDS. He is wasted, noncommunicative,

but responsive to painful stimuli. His rapid breathing, sweating, and restlessness indicate that

he is experiencing considerable discomfort. His attending, Dr. Fellows, has written a standing

order for Tylenol to be given every four hours, with Demerol to be given ‘‘if the patient appears

especially uncomfortable.’’

When Mr. Charles’ sister, a nurse, arrives from another state, she is appalled by her

brother’s condition. She discusses his pain management with Dr. Fellows and asks why he is

not receiving constant intravenous morphine. Dr. Fellows replies, ‘‘Morphine will depress his

respirations and may speed up his dying. I will not be responsible for contributing to his

death. We can keep him comfortable by increasing his other medication.’’ She responds,

‘‘He’s dying now and nothing will change that! Why should he have to die this horribly?’’
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A critical distinction supporting adequate palliation, especially at the end of life, is

the doctrine of double effect, which responds to the ethical tension between the obliga-

tions to promote patient well-being and to avoid inflicting harm. The doctrine holds

that a single act having two foreseen effects, one good and one bad, is not morally or

legally prohibited if the harmful effect is not intended. The doctrine requires that three

conditions be met: the act itself is not wrong; the good effect is the result of the inten-

tional act, not the result of the bad or harmful effect; and the benefits of the good effect

outweigh the foreseen but unintended bad effect. All three conditions are essential to

prevent the doctrine from being abused or perverted in an effort to justify actions

intended to cause harm.

The doctrine of double effect recognizes that, while the administration of sufficient

opioids to manage pain at the end of life risks depressing respirations enough to hasten

death, the clinical and ethical mandate to relieve suffering is paramount. Mr. Charles

may not be verbally asking for analgesia, but he gives every clinical indication that he is

in terrible pain. As his sister points out, he is actively and irreversibly dying, so the

question is not whether he will die, but how. His death is not preventable, but dying in

pain is. Under these circumstances, the only thing that can be done to benefit him is to

relieve his suffering and make his remaining time more bearable. Using the rationale of

the doctrine of double effect, the palliative intervention is both justified and protected.

Helping physicians appreciate this distinction so that they can comfortably provide

adequate palliation at the end of life is often an important part of ethics committee

involvement.

the moral imperative to relieve pain

|||   Carla is a Ω-year-old girl who was diagnosed several months ago with Ewing’s sarcoma.

She has received radiation and chemotherapy, and was recently hospitalized for amputation

of her entire left leg. Following surgery, Carla’s pain was being successfully managed with a

continuous IV morphine drip supplemented by patient-controlled IV morphine to be used

when she felt she needed additional pain control. On the third postoperative day, one of her

physical therapists told her that she should not activate the patient-controlled morphine until

the pain became unbearable because, if she overused narcotics, she would become addicted.

An intern who overheard this statement corrected the physical therapist, explaining that

addiction is not associated with use of narcotics in the immediate postoperative period and is

rarely the result of even chronic use to control severe pain. The intern also reassured Carla,

telling her that she should activate the morphine as often as she needed it and that she would

not be risking addiction.

Carla’s parents, however, became very concerned about the potential danger of addiction

and tried to discourage her from using the patient-controlled morphine. When she continued

to use the medication, they insisted that her oncologist, Dr. Brader, stop both the continuous

IV drip and the patient-controlled morphine. Dr. Brader replaced the morphine with non-



∞∞∂ c u r r i c u l u m  f o r  e t h i c s  c o m m i t t e e s

narcotic analgesia, which was much less e√ective, and Carla began to experience severe pain.

Dr. Brader has recommended restarting the morphine to relieve Carla’s pain, but her parents

are adamant that she not receive any narcotics.

Do the obligations of care professionals include the relief of pain? Does pain management

require the informed consent of a capable patient or an authorized surrogate? Can the conflict

between Carla’s doctor and her parents be resolved in a way that prevents her from su√ering?

More than a professional obligation, the relief of pain has traditionally been consid-

ered a moral imperative. It is also an endeavor that reflects the tension between the two

fundamental ethical principles of autonomy and beneficence. As discussed in chapter

3, the notion of autonomy is expressed in the health care setting in the doctrine of

informed consent. Under this doctrine, capable, knowledgeable, and voluntary con-

sent, either by or for the patient, is required for legally and ethically valid authorization

for most diagnostic and therapeutic interventions.

Yet, the requirement of informed consent is conspicuously absent from the relief of

pain. The reason goes to the very core of the caring interaction and invokes the man-

date to relieve pain and suffering. This imperative is so powerful that it gives rise to the

presumption that, unless patients explicitly object, they would want their pain re-

lieved. Thus, respect for autonomy requires that a capable patient’s decision to refuse

analgesia—either because she finds the experience of pain meaningful or she does not

want to chemically compromise her awareness—must be honored.

As discussed in chapters 2 and 3, however, beneficence is elevated over autonomy in

protecting and benefiting patients who are vulnerable because they cannot make deci-

sions or advocate for themselves. Thus, an incapacitated patient who is clearly in pain

must not be deprived of relief because she is unable to provide informed consent. While

honoring the wishes of a capable individual shows respect for the person, withholding

relief from one who cannot decide or communicate would be an indefensible abandon-

ment. Rather, principled and compassionate caring embraces both the respect for and

the protection of persons. No expressed informed consent is required precisely because

relieving pain is central to the very notion of healing, and, for that reason alone, it

requires no additional justifications.

Accordingly, adequate relief of Carla’s pain may not be impeded by her parents’ well-

meaning but misguided rejection of morphine. Every effort should be made to help

them understand the considerable benefits and minimal risks of opioid use in manag-

ing her severe pain, and the distinction between increasing tolerance and addiction.

Including the palliative care service in this discussion would be helpful in educating

and reassuring her parents about the care plan. The care team should be supportive of

their desire to be responsible guardians and the focus should be on the shared goal of

promoting Carla’s best interest and protecting her from harm. Ultimately, however, her

parents must know that, with or without their consent, Carla’s pain will be managed

according to the standard of care and the ethical requirements of professional practice.



pa l l i a t i o n ∞∞∑

Mrs. Heller, the nursing home resident with multiple medical problems, is experi-

encing pain severe and persistent enough to interfere with her activities and her sleep.

Despite her best efforts, pain has become the focus of her attention and has profoundly

impaired her quality of life. Far from rejecting pain medication, she is clearly asking for

relief. Her care team has both a clinical and ethical mandate to assess her pain carefully,

discuss with her the benefits, burdens, and risks of the analgesic options, and provide

her with sufficient medication to relieve her suffering. The team should also identify

and address the barriers to adequate pain relief that have prevented her symptoms from

being recognized and managed appropriately. Her nephew’s request for an ethics con-

sultation can facilitate this process by highlighting Mrs. Heller’s needs and goals, and

reassuring the care team that the benefits of palliation outweigh the possible risks.

Recommending a palliative care consultation should be helpful in achieving these

objectives.

physician-assisted suicide

|||   The lab results of Diane’s blood tests confirmed Dr. Timothy Quill’s worst fears—she did

indeed have leukemia. His distress reflected the disappointment common to physicians

whose patients contract life-threatening illnesses as well as the special concern he had for

someone who had been his patient for many years and with whom he had developed a close

and trusting relationship. In addition, he greatly admired the strength and determination with

which she had overcome significant physical and emotional di≈culties. In the process, she

had strengthened her relationships with her husband, son, and friends, and reinvigorated her

business and artistic work.

Now they faced this devastating news together, going through the confirmatory tests

and discussing with her husband the various options, including chemotherapy, followed by

radiation and possible bone marrow transplants. Even with the most aggressive treatment

regimen, the chances for long-term survival were ≤∑ percent; the certain outcome of no

treatment was death within a few months. After considerable discussion, Diane decided not to

undergo chemotherapy because she was convinced that the quality of whatever time she had

left was more important than the unlikely benefits of treatment. Despite Dr. Quill’s misgivings

and her family’s attempts to persuade her to change her mind, she remained steadfast in her

determination to make the most of her time at home. Ultimately, her family and physician

reluctantly supported her decision.

Dr. Quill had known throughout their relationship that, for Diane, regaining and

maintaining control of her life was a central value. Now he realized that being in control of her

dying was just as important to her as she faced the end of her life. She became preoccupied

with deteriorating, lingering, being helpless and in pain. Her anxiety about the prospect of

a protracted death became so severe that it threatened to undermine the quality end of

life she had as her goal. She asked Dr. Quill to help her avoid the painful, debilitating, and

dehumanizing ravages in store by providing drugs that she could take to end her life when she
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chose. She was convinced that having the ability to control her death would give her the

dignity and peace of mind that she needed.

After extensive discussion and psychiatric consultation, Dr. Quill acceded to Diane’s

unwavering determination, prescribed the barbiturates, and provided the information

necessary for her to take her own life. She was able to spend the next several months focusing

on the people, relationships, and activities that were most important to her. She received

aggressive palliative treatment but, eventually, she determined that the benefits of life no

longer outweighed its burdens. Her death was on her own terms, at the time and in the

manner of her choosing. Yet, concerns about potential legal liability prevented her from

having her family or physician with her at the end, and she died alone. (Quill, ∞ΩΩ∞)

Distinguishing Forgoing Life-sustaining Treatment, Euthanasia, and Assisted Suicide

Discussions about end-of-life issues inevitably refer to behaviors that promote, per-

mit, or hasten death. Because these concepts are highly charged with medical, legal,

ethical, and emotional significance, it is critical that we begin by distinguishing their

definitions.

≤ Assisted suicide is clinician facilitation of a patient’s death by providing the

means and/or information (prescription, medication, instructions) that enable

the patient to perform an act that results in self-inflicted death. The clinician’s

actions are taken with the knowledge that the patient intends to use the

provided drugs and information to end her life, but the agent of death is the

patient. Assisted suicide is illegal in all states except Oregon, which has adopted

a formal, multistep protocol for its limited use.

≤ Euthanasia is clinician administration of a lethal agent with the intent of

relieving the patient’s untreatable suffering and/or pain. Whether the act is

performed at the request of the patient (voluntary euthanasia) or without the

patient’s request (nonvoluntary euthanasia), the agent of death is the clinician.

Euthanasia of either kind is illegal in all fifty states.

≤ Forgoing life-sustaining treatment is the withholding or withdrawing of

interventions that maintain one or more organ system functions necessary to

keep the patient alive. When these interventions are discontinued, the patient’s

death is considered to be the result of the underlying disease(s). Patients with

decisional capacity, health care proxy agents, and, in some states, other

surrogates acting on behalf of patients without capacity have the right to refuse

unwanted life-sustaining treatments. Even when that refusal leads to or hastens

death, the action is not considered suicide, assisted suicide, or euthanasia.

≤ Aggressive palliation is the provision of therapeutic interventions, including

narcotic medications, to relieve pain and manage other symptoms effectively,

especially at the end of life. While these interventions may have two possible

effects, one positive (e.g., pain relief) and one negative (e.g., depression of
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respirations), when the intent is palliation, the action is considered medically,

ethically, and legally justified under the doctrine of double effect. Therefore,

although aggressive palliation at the end of life may hasten the patient’s death,

the action is not considered suicide, assisted suicide, or euthanasia.

Ethical Issues

It is beyond the scope of this handbook to discuss adequately the multiple and

complex aspects of assisted suicide. For our purposes, it is enough to raise some of the

ethical issues, including caregiver obligations, individual autonomy, public policy, and

the moral imperative to relieve suffering. Some argue that respecting patient autonomy

includes respecting the wish of the terminally ill to control when and how death oc-

curs. Consistent with the principle of nonmaleficence, however, the concept of facili-

tating patient death is counterintuitive to those who devote themselves to promoting

and protecting life. Yet, many have come to see assisting the rational suicide of a capa-

ble person as the last act in a compassionate continuum of care and forcing the patient

to take that final step alone as abandonment. Some suggest that, in vulnerable and

disempowered populations, such as the poor and elderly, the right to die may become

the obligation to die as a way of relieving family or society of the unwanted burden of

their care. Yet others counter that these same marginalized populations, which often

lack access to health care and providers, may be deprived of the opportunity to end

their suffering under physician care. Ultimately, there is concern that the individual,

morally justified act of assisted suicide could become the generalized policy of eu-

thanasia (e.g., Shalowitz and Emanuel, 2004; Bascom and Tolle, 2002; Emanuel et al.,

2000; Salem, 1999; Thomasma, 1996).

In June 1997, the U.S. Supreme Court ruled in two cases, Washington v. Glucksberg

and Vacco v. Quill, that sought to turn the right to refuse treatment into a constitu-

tionally protected right to assisted suicide. The cases are discussed in part VI, but it is

important to note here that these two rulings are more significant for what they say

about palliative care than assisted suicide. Repeatedly, the Court reaffirms the doctrine

of double effect, saying that it is both legally and ethically appropriate to give termi-

nally ill patients as much medication as necessary to relieve pain, even if the effect is to

hasten death. The Court also strongly reaffirms the distinction between forgoing life-

sustaining treatment and assisted suicide. The critical take-away message is that provid-

ing sufficient medication to manage pain effectively at the end of life is a clinical and

ethical imperative, not to be confused with assisted suicide or euthanasia. The impor-

tance of these rulings to compassionate end-of-life care cannot be overstated.

While assisted suicide is not a legal option in forty-nine states, it highlights issues

that demand attention in all care settings. Both the public and professionals are trou-

bled by the reality of overtreated disease and undertreated pain, especially at the end of

life. Considerable research demonstrates that the medical profession does an inade-

quate job of pain management and that many people who request assistance in killing
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themselves are actually asking for the assurance of pain relief. It is a matter of concern

when the debate centers on the questionable constitutional right of terminally ill pa-

tients to receive physician assistance in ending rather than easing their lives.

Among health care’s most pressing challenges, then, is the need to improve pallia-

tion along the entire therapeutic continuum, especially as death approaches. Encourag-

ing clinicians to collaborate with palliative care specialists can be a valuable contribu-

tion of clinical ethics consultation.
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|||   Mrs. Gomez is an undocumented person from Colombia. Since coming to this country in

∞Ωπ∏, she has been employed as a housekeeper. Because she has no health care coverage,

she has received all of her care in the emergency rooms of various local hospitals.

Last week Mrs. Gomez came to General Medical Center quite ill and was admitted to the

medical unit, where she was found to be in kidney failure. She was begun on dialysis and

remained in the hospital for three days, until she had been dialyzed twice. When she was

ready for discharge, the medical resident in charge of her care inquired whether she would

be eligible for Medicare support for her future dialysis under the end-stage renal disease

program. He was told that, although Mrs. Gomez’s in-patient costs might be covered by

Medicaid—something that still needed to be determined—she was clearly not eligible

for Medicare.

The medical resident, not to be defeated in his pursuit of care for his patient, asked the ER

sta√ what is usually done when a patient in kidney failure who needs dialysis comes to the

ER. He was told that, under an arrangement between the ER and the dialysis unit, these

patients are transferred directly to the unit for emergency dialysis treatment. The medical

resident told Mrs. Gomez to come to the ER three times a week so she could have the dialysis
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she needs. When this plan was discovered, the director of the ER exploded and said that this

could break the budget for his service. He also pointed out that a nearby city hospital with a

dialysis unit is designed to take care of poor people with no insurance.

If the topics in this chapter—access to health care, justice, resource allocation, organiza-

tional ethics—seem abstract and unrelated to your committee’s function, stay tuned.

From its beginnings, the scope of bioethical inquiry has encompassed both clinical

matters and the therapeutic relationship and the broader questions of social justice and

the distribution of health care. While the preceding chapters have focused on the

former issues, this chapter takes up the latter.

Let’s begin by acknowledging a difficult truth: the ethical principles and concepts

that we have been discussing can seem almost impossible to apply in an environment

that makes health care available in an unjust manner. ‘‘But wait,’’ you say. ‘‘Even if the

nation’s health care delivery system needs work, we can’t be expected to take on those

huge problems. We have enough to worry about right here in our own health care

facility.’’ Precisely. As the local arbiter of moral reasoning and ethical practice, your

committee’s responsibilities include monitoring and guiding the way organizational

decisions are made and how they affect the delivery of health care in your institution.

So, let’s look at the big picture as background and then see how it applies to what you do.

access to health care in the united states

Any discussion of health care entitlement should begin by distinguishing between a

moral right and a legal right: a moral right might exist even if it is not recognized by law.

Health care in the United States, with some exceptions, is not a legal right. If, however,

it is a moral right, then disparities in access to care that exist in our society may be

criticized as unjust.

The following overview examines the extent to which there is a legal right to health

care in the United States. Since World War II, most health insurance in this country has

been private, a fringe benefit of employment. Employers provided health insurance,

often for the individual employee and his dependents; later, the employee contributed

as well. Such a system of providing health insurance is extremely vulnerable to fluctua-

tions in the economy and job market. Those who are not wealthy enough to either

purchase outright all the health care they want or buy enough insurance to cover their

needs depend on their employers for coverage. In periods of economic downturn,

unemployment rises and many employers cut back on the benefits they provide their

employees.

The two main public insurance programs in the United States are Medicaid (a joint

federal and state program, mainly for the poor) and Medicare (a federal program mainly

for the elderly, but also for persons with end-stage renal disease and some disabilities).

Enormous variation exists in the percentage of poor people covered by state-run Medi-
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caid programs, and states are free to restrict the range of ‘‘optional’’ services and the

number of allowable hospital days for Medicaid patients. Moreover, Medicaid is often

an entitlement in name only. Physicians often refuse to treat Medicaid patients because

of low reimbursements, and hospitals that treat a predominantly Medicaid population

are sorely understaffed and undersupplied.

Medicare, by contrast, has been an enormously successful program. It provides uni-

versal access to generally high-quality health care for those over 65 and has also reduced

poverty in that population. Concerns have been raised, however, about the adequacy of

coverage. For example, despite the passage of legislation that provides modest drug

coverage under Medicare, the high cost of medication places an increasingly large

financial burden on the elderly. In addition, in recent years Medicare reimbursements

for care have been cut back. Larger premiums and co-payments have meant that afflu-

ent Medicare patients experience fewer problems when they need medical care than do

the less prosperous elderly, who find the required out-of-pocket expenditures, espe-

cially for increasingly expensive drugs, very burdensome. The new Medicare Part D

prescription drug benefit, which went into effect in 2006, covers cumulative drug ex-

penses up to $2,250, but not between $2,251 and $5,100. The result is a $2,850 ‘‘dough-

nut hole’’ in coverage where it is likely that beneficiaries will have to cut back on even

essential medications.

Despite widespread coverage, existing forms of health insurance do not reach many

people. The estimate usually cited by year is that more than 44 million people in this

country are without any form of health insurance coverage, either public or private.

This figure, however, reflects the number of uninsured during a twelve-month period.

According to some estimates, far more people are without coverage for at least some

portion of the year (Rhoades, 2005). During the two-year period 2001–2, almost one-

third of people under 65 (79.8 million) were without insurance for at least one month

(Nichols, 2004). The uninsured population includes those who are not poor enough to

qualify for Medicaid and yet are unable to afford private health insurance. They are the

working poor, as well as many in the middle class and self-employed persons who

cannot pay high health insurance premiums. In addition, there are many more mil-

lions in our society who are underinsured.

Private hospitals and academic medical centers have long assumed some of the

responsibility for providing uncompensated care to the poor and indigent, but their

budgets are steadily shrinking. This trend is due largely to the extension of prospective

payment, spurred by the adoption of diagnosis-related groups (DRGs) for hospitalized

Medicare patients. Likewise, preferred provider arrangements have eliminated cross-

subsidies through which hospitals have covered the costs of providing uncompensated

‘‘charity’’ care by increasing charges for insured patients and those who pay directly out

of pocket. Most managed care plans negotiate payment to the lowest level, making such

cross-subsidies difficult.

Public hospitals continue to provide access to health care for those who cannot



j u s t i c e ,  a c c e s s  t o  c a r e ,  a n d  o r g a n i z a t i o n a l  e t h i c s ∞≤≥

otherwise afford it but, under the pressure of fiscal crises, local and state governments

have found such institutions burdensome to maintain. Both because of the resources

available to them and the insurance status of their clientele, these institutions may be

inferior to hospitals in the voluntary, not-for-profit sector.

Two other pockets in our health care system guarantee access to care in specific

circumstances. Under the federal ‘‘antidumping’’ law, the Emergency Medical Treat-

ment and Active Labor Act (EMTALA), patients who arrive at an emergency room must

be assessed and stabilized before they can be transferred. Prisoners also have guaranteed

rights to health care under rulings of the U.S. Supreme Court, although the quality of

that care is regularly challenged in federal courts.

Mrs. Gomez’s case illustrates the issues raised in a system that denies some people

access to health care that it makes available to others. Health care institutions, espe-

cially those in poor or minority communities, are often considered to have a special

obligation to provide health care to residents. When patients are uninsured or under-

insured, staff sometimes feel the need to get around the rules by ‘‘gaming the system’’ in

order to provide necessary care. In this case, the solution blurs the distinction be-

tween two types of care. Emergency care is limited to traumatic, unanticipated, often

life-threatening injuries and illnesses that require immediate treatment. In contrast,

clinic care is planned, routine primary care, including the monitoring and treatment of

chronic conditions. Because emergency care is episodic, it does not provide the con-

tinuity, comprehensiveness, and multidisciplinary resources so important in the on-

going treatment of chronic illnesses, such as renal disease.

Mrs. Gomez clearly needs care that the institution can and would provide under

other circumstances. Because her renal failure has been corrected in the hospital, she no

longer requires emergency care. Her condition could be managed on an outpatient

basis as long as she receives regular dialysis. Without it, her condition will again become

unstable and she will eventually need urgent care. Her undocumented status, however,

means that she is uninsured, making her ineligible for clinic care. Given this set of

circumstances, the staff feels compelled to search for creative ways to ensure that she

continues to receive needed treatment.

Gaming the system in this way heightens the tension between the organization’s

ethical obligation to benefit one patient and the obligation to steward resources respon-

sibly to benefit all patients. Undocumented persons who require sustained treatment,

such as dialysis, should not be denied care because they are unable to pay. Nevertheless,

the fiscal realities prevent institutions like General Medical Center from providing all

services to all those who need them, regardless of cost. However well intended the

staff’s motives, it is reasonable to question whether the predictable need for emergency

care justifies a practice of using the resource preventively. The routine proactive use of

emergency resources may well impair the hospital’s ability to provide care for true

emergencies. Because the public hospitals have historically covered care for the un-

insured, the doctors can refer Mrs. Gomez to a city hospital for treatment. Given the
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increasing financial drain, however, even the municipal system may not be able to

continue providing uncompensated care indefinitely.

The literature also reveals racial and ethnic disparities in health care, including

diagnostic, curative, life-sustaining, and palliative care interventions (Post, forthcom-

ing; Wolf, 2004; Epstein and Ayania, 2001; Phillips et al., 1996). These reports are of

special concern because of what they reveal about both effect and cause. The health

consequences of disparate care are reflected in the reported underuse among nonwhite

patients of diagnostic and therapeutic interventions projected to improve clinical out-

comes. Moreover, these disparities have remained relatively unchanged for decades in

the United States, as has the average life expectancy of blacks, which is six years shorter

than that of whites (Epstein and Ayania, 2001; Freeman and Payne, 2000). According to

one estimate, compared to the vast sums dedicated to improving medical technology in

an effort to save lives, five times as many deaths could be averted if the disparities in

health care were corrected (Woolf, 2004).

Racial disparities in medical services suggest possible discrimination or bias, either

deliberate or unintentional, by health care providers, including physicians and institu-

tions. It is argued that the causes of the inequities implicate health care systems rather

than just individual providers, and will need to be addressed systemically (Epstein and

Ayania, 2001; Freeman and Payne, 2000). Although the disparities in health care tend

to fall along racial and ethnic lines, commentators caution against viewing the problem

as stemming only from patients’ cultural values and provider discrimination. Rather, it

has been suggested that the overarching problems are the socioeconomic conditions of

marginalized populations and the societal priorities that do not have as a goal a ‘‘com-

mon standard of wellness.’’ What is lacking, then, may not be the national resources to

create a just health care system, but the national resolve (Woolf, 2004, p. 54).

As this brief review makes clear, there is no universal legally protected right to health

care in the United States. Everyone in this country is legally free to seek health care and,

when the proper arrangements are made, to receive it. But, with the noted exceptions,

there is no recognized societal obligation to provide it. Instead, our society permits

access to health care to depend on one’s ability to pay or the source of one’s health

insurance. As a result, health care is not equally available to all those who need it. This is

an especially serious problem for the many uninsured in our nation, because health

status is to a large extent dependent on access to health care. The socially sanctioned

inequality of opportunity that deprives some people of the health required to realize

their potential fully is a moral abdication that rises to the level of true injustice.

a right to health care?

Given the limited legal right to health care in this country, is there at least a moral claim

that can be supported? The President’s Commission for the Study of Ethical Problems in
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Medicine and Biomedical and Behavioral Research confronted this issue in its influen-

tial 1983 report entitled An Ethical Framework for Access to Health Care. According to the

commissioners, health care is different from other consumer goods, such as televisions

and automobiles, because it is crucially related to the length and quality of life. More-

over, like education, health care is necessary to achieve equal opportunity in society.

Without decent access to care, health status is likely to suffer and poor health status

prevents people from enjoying the range of opportunities that would otherwise be

available.

Because the nation’s health care needs are vast, sometimes unpredictable, and ex-

tremely costly, the President’s Commission concluded that the free market alone can-

not meet them adequately and society has an obligation to assume part of the burden.

The commissioners cautioned, however, that this societal obligation is not unlimited; it

must be constrained by the balance of costs and benefits to the population. Moreover,

they argued, the fact that society is morally obligated to provide some care does not

mean that everyone is entitled to an equal amount or quality of health care. In other

words, not all inequalities in access to health care amount to inequities in access, and it is

only the latter that justice requires us to eliminate. As long as everyone is guaranteed

access to an acceptable or decent level of health care, the report maintains, society will

have fulfilled its moral obligation.

It is worth noting that the President’s Commission self-consciously chose not to use

the language of ‘‘rights’’ to frame its notion of a social duty. Yet many bioethicists, using

the same arguments presented in the commission’s report, have concluded that each

citizen has a moral right, as distinguished from a legal right, against the government to

a decent level of health care.

theories of justice

Answers to questions about allocation and access presuppose some views on the nature

of individual rights, social obligations, and notions of fairness, even if they are not

articulated. If there is a moral right to health care, it must be grounded in and justified

by some more general theory about the nature of social justice. Generally speaking, a

person is treated justly if he is treated according to what is fair, due, or owed. The

specific term distributive justice refers to fair, equitable, and appropriate distribution of

the benefits and burdens of social cooperation. Here we refer to the equitable distribu-

tion of the benefits and burdens of health care resources. Three theories of distributive

justice—libertarian, utilitarian, and egalitarian—dominate current thinking, and each

has very different implications for the right to health care.

In the libertarian theory of justice, espoused most prominently by Robert Nozick

and Tristam Engelhardt, individuals have moral rights to life, liberty, and property,

which a just society must recognize and respect. In this view, the sole function of
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government is to prevent these rights from being interfered with and to protect the

individual’s life, liberty, and property against force and fraud. Everything else in society

is a matter of individual, not societal or governmental, responsibility. For the liber-

tarian, there is no moral right to health care and no societal obligation to provide it.

The utilitarian theory of justice, articulated by John Stuart Mill and Jeremy Ben-

tham, is committed to maximizing the common good. Acts, practices, and rules are to

be judged better or worse, right or wrong, according to how effectively they promote

this goal. Whereas libertarians stress freedom from government interference, utilitar-

ians are more disposed to government welfare programs because these may be neces-

sary to promote the good of society as a whole. For utilitarians, there is a moral right to

health care insofar as its provision contributes to the overall good of society’s members.

The egalitarian theories of justice reject libertarianism because it fails to include

what egalitarians perceive as a fundamental moral concern: those who have more than

enough should help those in need. Egalitarians reject utilitarianism because it fails to

provide sufficiently strong support for individual moral rights. A leading twentieth-

century egalitarian theorist, John Rawls, maintained that inequalities in the distribu-

tion of ‘‘primary social goods’’ (e.g., income, opportunities) are justified only if they

benefit the least-well-off members of society. Egalitarians, such as Norman Daniels,

generally embrace some notion of a moral right to health care.

rationing

It is hard to deny that individuals in this country are not equal with respect to the

availability of health care. Beyond concerns about the costliness and inefficiency of the

nation’s health care system, disparities in access to care raise fundamental questions

about whether the system is fair and just. Given the number of competing goods that

require the investment of societal resources, such as housing, jobs, education, and

defense, it appears that guaranteeing all citizens access to health care is not in the

immediate future. Accordingly, it is necessary to confront the challenge of health care

rationing and recognize that, while some forms of rationing are morally justifiable,

others are not.

Rationing Defined

In the ongoing debate about health care, rationing has become a highly charged term

with moral overtones. The basic ethical problem is how to structure our health care

system so that it fairly distributes limited resources and provides equitable access to

health care at manageable cost. To accomplish these various and sometimes conflicting

tasks, many now call for the adoption of some explicit form of societal rationing or

limit setting. As noted earlier, much of the U.S. health care system already involves a

kind of implicit or covert rationing—that is, rationing by ability to pay and level of
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personal resources. Rationing on this basis is objectionable because of the special nature

and importance of the good of health care, making its deprivation an injustice. The

notion of rationing has several meanings, according to Daniel Wikler:

≤ Trimming: ‘‘cutting back on services that few people want and no one needs’’

(e.g., targeting inefficient and ineffective care)

≤ Cutting: ‘‘refusing genuinely needed and wanted care on the grounds that the

cost is ‘too high’ ’’ (e.g., a provider’s decision not to provide a nonexperimental

organ transplant to a medically suitable candidate based on a payer’s refusal to

reimburse for it)

≤ Tailoring: ‘‘eliminates care which is (1) of questionable effectiveness, even

though it may be popular or even standard, or which has marginal effectiveness

relative to risk; or (2) care which prolongs conditions which are marginally

endurable’’ (e.g., using expensive medical technology to sustain patients who

are in a persistent vegetative state or have an extremely poor quality of life)

(Wikler, 1992, p. 399).

Cutting, that is, withholding care expected to be of net benefit to the patient, is the

most ethically troubling form of rationing and the one that both proponents and

opponents of rationing chiefly have in mind. Commentators disagree about whether

cutting is really necessary, except in special circumstances. Trimming and tailoring,

some optimistically argue, will for the most part eliminate the need for this more

problematic form of rationing. Others disagree, arguing that the aging of the popula-

tion, the onward march of medical progress, and the limits of societal resources make

the more extreme form of rationing imperative.

Societal versus Bedside Rationing

Rationing health care can be done on a societal or community level, through a

process of public deliberation leading to general guidelines for limit setting as a means

of cost containment. This approach is known as macroallocating resources. Alterna-

tively, it can be done ‘‘at the bedside,’’ by individual physicians making decisions to

deny particular interventions to particular patients as a means of controlling health

care costs. This process is known as microallocating.

An example of macroallocating, or societal rationing, is the Oregon Health Plan,

officially enacted in February 1994. The Oregon plan originated in a choice faced by the

state legislature in 1987, when it decided to invest its limited health care dollars in

prenatal care for thousands of uninsured poor women rather than fund organ trans-

plants of questionable efficacy for a relatively small handful of patients. The Oregon

program involves the following elements: an attempt to guarantee universal access to

health care through the expansion of the state Medicaid program to include everyone

officially defined as poor; recognition of the necessity of limits in the care that is pro-
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vided to everyone on Medicaid, these limits to be determined by how much money the

state can afford to spend on health care in any given year; and an open and democratic

process for making these difficult decisions about limit setting.

The Oregon plan has been criticized on the grounds that it achieves the goal of cost

control solely at the expense of those who are already disadvantaged, namely, poor

women and children. The plan has been praised for making a social commitment to

guaranteeing some level of health care for all poor people in the state and for relying on

an open and publicly accountable system for making rationing decisions.

Microallocating is highly controversial. On the one hand, it is argued that bedside

rationing is inevitable and that it is the responsibility of physicians to participate in cost

containment in morally credible ways. Physicians, in this view, are the stewards of

health care resources at the site of use and in the best position to assess both clinical and

cost effectiveness. On the other hand, bedside rationing is criticized on several grounds:

physicians may allow their personal biases to influence their decisions about which

interventions are not worth the cost; variability from physician to physician means

that there will be no uniform standards for limit setting; and physicians cannot be both

agents of cost containment and advocates for the best interests of their patients. A

middle ground would see some modest form of rationing as appropriate, and possibly

obligatory, for physicians.

health care organizational ethics

|||   The asthma control program at Gotham Medical Center was started by the group physician

practice (GPP) in ≤≠≠≠. The GPP is an example of a mixed economic model. Rather than a fully

capitated practice, it participates in a health maintenance organization (HMO), but also

provides care on a fee-for-service basis.

The asthma program was directed by a nurse administrator who was hired by the GPP and

to whom referrals were made by physicians in the group. Her role was to work with patients to

enhance their understanding and management of their medical conditions. Information was

provided by phone and in person to both children and adults about symptoms, appropriate

medications and when to take them, and how to manage asthma attacks without having to go

to the emergency room for care. The asthma program seemed to have been clinically e√ective,

based on the decreased number of ER visits for asthma treatment and the reports of improved

patient and family satisfaction. The program had also been an important health care resource

for the community.

Despite its benefits, however, controversy had arisen about the asthma program’s financial

implications. On one hand, the program’s administrative costs had been borne by the GPP. In

addition, the program’s clinical success had resulted in fewer patient visits to physicians’

o≈ces and less frequent hospital admissions, decreases that had cut into the GPP’s revenues.

From the standpoint of the HMO, however, reducing physician and ER visits and hospital
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admissions had kept medical costs down, which was one of the HMO’s primary missions.

In ≤≠≠≤, the GPP decided to terminate the asthma program, based on the increased

administrative costs and the decreased revenues.

What interests are in tension when organizations consider which health care services

to provide? Do health care organizations have ethical, as well as financial and business,

obligations that inform their decisions? What role can ethics committees play in

organizational matters?

From Bioethics to Health Care Organizational Ethics

In the ever-widening scope of concerns addressed by health care ethics committees,

organizational ethics is a relatively new consideration. Until a few years ago, the study

of ethical issues in health care focused on the moral conflicts in the clinical setting that

have been addressed in the preceding chapters of this handbook. Increasingly, how-

ever, clinicians and administrators have come to recognize that how a health care

organization makes decisions directly affects the quality of the care it delivers. For your

ethics committee to address both organizational and clinical issues, it is important to

appreciate the relationship between the two areas of concern.

Largely as a result of efforts to limit the rapid and uncontrolled rise in health care

costs, the care delivery system has changed radically during the past twenty-five years.

New and often competing scientific, economic, and political imperatives demand at-

tention. The physician-patient relationship no longer controls the clinical dynamic;

managers and administrators make and enforce policies that restrict the available op-

tions and the ability of physicians and patients to make choices about them. New

analytic frameworks are necessary to meet current challenges in allocating health care

resources and decision-making authority.

The response to skyrocketing health care costs has been a new environment in

which medical practice is managed by organizations that impose economic discipline

on clinical decision making. While fiscal concerns remain significant in the changing

health care system, other factors, including heightened interest in the quality of care,

have also promoted greater organizational control of clinical decision making. As a

result, the increasingly prominent mechanisms of quality assurance and measures of

clinical effectiveness have been motivated by both economic considerations and con-

cern to improve clinical practice.

Organizational ethics introduces an intermediate level of analysis between the nar-

rower set of clinical concerns and the broader societal policy issues. Health care organi-

zations—hospitals, nursing homes, visiting nurse agencies—make daily decisions about

resource allocation, clinical priorities, conflicting interests, and community respon-

sibilities, all of which have ethical implications. In this analytic perspective, the organi-

zation as health care provider assumes ethical rights and responsibilities similar to but

distinct from those of individual health care professionals. Of central importance in
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distinguishing clinical from organizational ethics is the notion of moral agency. Tradi-

tionally, bioethics has examined the actions of individual agents—clinicians, patients,

family members—and has held them accountable in light of ethical principles, norms,

and obligations. In the intermediate analysis, the locus of moral agency differs from

that of clinical ethics and the organization itself is seen as having obligations to adhere

to certain norms of ethical behavior.

This perspective has particular relevance to ethics committees, which have tradi-

tionally functioned as their health care institutions’ analytic and consultative resource

on moral issues and conflicts. This handbook argues that the committee’s role should

not be limited to considering the ethical aspects of individual clinical interactions, but

should encompass scrutiny of how the organization creates an environment in which

quality care is provided because ethically sound decisions are made.

Moral Responsibilities of Health Care Organizations

|||   Central Hospital is considering some innovations in an e√ort to make its operation more

e≈cient. In the process, it is confronting a conflict between its role as a health care delivery

system and its role as a risk-bearing entity. For example, one of the suggestions under

consideration is the establishment of an observation suite in or near the ER. Sometimes

when patients come to the ER, their presenting symptoms (chest pain, shortness of breath,

abdominal pain, asthma) do not make it clinically apparent whether they need to be

hospitalized. An observation suite would provide a place where they could be observed

closely for up to twenty-four hours while their condition either stabilizes or changes and their

medical needs become clearer.

From the risk perspective, the advantage is the opportunity for twenty-four hours of

monitoring, which is much less expensive than a hospitalization. From the hospital’s

viewpoint, however, such a resource may not be economically advantageous because it

would drive up the cost of an ER visit without generating additional revenue to o√set the cost.

Because most patients are not in the risk category, the hospital would only be entitled to

reimbursement for an ER visit.

Organizational ethics draws its core notions from the disciplines of both business

and health care ethics. Traditional bioethics views organizations merely as settings

for encounters between individual patients and individual clinicians. Its focus on the

ethics of professions, including medicine, nursing, psychology, and social work, ne-

glects the organizational climate that promotes or impedes the ethical delivery of

health care. Business ethics recognizes medicine as a business enterprise but fails to

appreciate the distinctive nature of health care as a good and the special quality of the

provider-patient relationship. What distinguishes organizational ethics is the notion

that organizations are more than aggregates of individuals with their own roles and

responsibilities. As we have argued at greater length elsewhere (Blustein et al., 2004;

Blustein et al., 2001), organizations can usefully be thought of as moral agents with
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interests, values, and obligations that inform their goals and the means they use to

achieve them.

How these matters are considered not only has philosophical significance, but enor-

mous practical significance as well, especially for health care ethics committees. If orga-

nizations are moral agents, they should be expected to develop a sense of what is

morally acceptable and unacceptable practice and to manifest that sense in their poli-

cies and procedures. If they are only powerful economic entities, they cannot be ex-

pected to exercise moral responsibility and society would be well advised not to trust

them to be self-regulating.

It would be naïve to suggest that health care organizations can be guided only by

their moral codes. Like other business entities, they have a parallel and often competing

responsibility to remain fiscally sound to meet their obligations to patients, employees,

and the communities they serve. Central Hospital’s decision about establishing an

observation suite, for example, pits the benefits of risk reduction and improved clinical

care against the economic burden of creating an expensive and under-reimbursed ser-

vice. Because hospitals have fixed budgets, the analysis will require a balancing of

goods, considering the worth of this unit in relation to other programs that may have to

be delayed, downsized, or eliminated altogether.

In an analogy to the clinical setting, it might be asked whether organizations have

the capacity for morally responsible conduct or whether, like individuals who lack this

capacity, they can only be kept in line by external regulation, such as compliance

requirements. We argue that organizations can be motivated not only by economic self-

interest, but by a capacity to regulate their actions according to a set of moral impera-

tives. This position has important implications for ethics committees in determining

the scope of their involvement in the goals, policies, and procedures of the institutions

they advise.

Health care organizations can act in morally responsible ways only if they have a

clear sense of their core values in relation to other organizational goals. These values,

typically articulated in the organizational mission statement and code of ethics, be-

come an essential part of an organization’s identity. As an example of how an institu-

tion might express its governing moral philosophy, part V offers a sample code of

organizational and clinical ethics. This code was developed by the Montefiore Medical

Center Bioethics Committee, endorsed by the administration, and formally adopted by

the board of trustees.

But neither a mission statement nor a code of ethics is worth much if executives do

not appreciate the need for monitoring and evaluating performance to determine the

organization’s effectiveness in light of its values and goals. The organization can only

act as a moral agent through individuals who use the mission of the organization as a

benchmark for assessing organizational behaviors. Although the mission should be

taken seriously at all levels of the organization, executives play a special leadership role

in ensuring that organizational activities reflect its stated goals and values.



∞≥≤ c u r r i c u l u m  f o r  e t h i c s  c o m m i t t e e s

Organizational Ethics and Compliance

Recognizing that the transformation from fee-for-service to managed care presents

ethical problems in addition to those that arise in clinical care, in 1995 the Joint Com-

mission on Accreditation of Healthcare Organizations ( JCAHO) changed the name of

its standards chapter from Patient Rights to Patient Rights and Organization Ethics. The

new standards require health care organizations to develop and operate according to a

code of ethical behavior that addresses ‘‘marketing, admission, transfer and discharge,

and billing practices’’ and ‘‘the relationship of the hospital and its staff to other health

care providers, educational institutions, and payers’’ ( Joint Commission on Accredita-

tion of Healthcare Organizations 1998a:55–56, Standards RI.4.1 and RI.4.2).

Although JCAHO refers to its new standards as ‘‘organizational ethics,’’ we use the

term to distinguish a normative reach beyond the minimum required for adherence to

laws and regulations. A separate but related area of organizational scrutiny, compliance,

focuses on those obligations whose nonfulfillment amounts to fraud and abuse, while

organizational ethics is concerned with obligations whose nonfulfillment provokes

specifically moral condemnation. Organizational ethics recognizes that organizations

confront many ethical problems for which no applicable laws and regulations exist; in

other words, unethical conduct may not be illegal. Moreover, because ethical problems

often resist neat and easy solutions, they may demand a more nuanced analysis than

the determination of whether compliance has or has not occurred.

Hospitals and other health care organizations have responded to legal and regula-

tory requirements by appointing people whose responsibility is monitoring institu-

tional compliance. Working with the offices of risk management and legal counsel,

compliance officers are charged with ensuring that institutional policies and proce-

dures meet or exceed specified governmental standards. Your institution likely has an

office of compliance, dedicated to this effort. In contrast, your ethics committee’s func-

tion is to provide the principled analyses and recommendations that will promote

ethically sound organizational decisions and actions.

Ethics and the Allocation of Resources

|||   City Hospital has a fifteen-bed intensive care unit and, as usual, tonight the unit is fully

occupied. When the ICU is full and the ER has also reached its limit, this hospital, like others

in the region, typically closes its ER to ambulances because it cannot accommodate additional

patients. Ambulances that would normally bring patients to this hospital are diverted to the

nearest hospital with an open ER. On this night, all area hospitals have closed their ERs

because they are filled to capacity. Patients picked up by the emergency medical service

(EMS) must be taken somewhere, however, so City Hospital must admit a patient despite its

saturation.

The last patient admitted to the ICU is a ∂∑-year-old chronic schizophrenic man with a high

fever and overwhelming infections who has been brought in from one of the city’s state-
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operated psychiatric facilities. Another bed is already occupied by a Ω∏-year-old woman

brought to the ER from a nursing home, where she had been found unresponsive. E√orts to

restore her to consciousness have so far been unsuccessful.

A third patient in the unit is a ≤≥-year-old woman, an IV drug user with two children, who

presented in the ER with symptoms of Pneumocystis carinii pneumonia (PCP). Because of her

pulmonary disease, she is in respiratory distress and needs to be stabilized before starting

antiretroviral therapy. The remaining ICU beds are occupied by patients whose average age is

π∑ and for whom continued ICU treatment has been deemed essential.

The patient who has just been brought to the ER is a ∏≥-year-old professor of internal

medicine who has just had a heart attack. The university where the professor teaches recently

endowed a new wing of the hospital.

Which patient, if any, should be removed from the ICU to make room for the professor?

What criteria should be used in determining eligibility for ICU care? In what way do decisions

about allocating ICU beds involve issues of justice?

Questions about resource allocation are among the most common and important in

organizational ethics. Allocation decisions are trade-offs, necessitated by the fact that

health care resources and the economic assets needed for their provision are limited.

Sometimes the trade-offs involve hard choices between doing things that would im-

prove the health of a population in serious need and doing what is necessary to preserve

the fiscal integrity of the organization and, thereby, its long-term ability to continue

serving the needs of the community. More commonly, the trade-off is not between

some needed program and institutional survival, but between a new program and those

that are already in place meeting other needs.

Resource allocation decisions often have to balance and rank a number of compet-

ing considerations. For example, resources devoted to very costly cutting edge treat-

ments and technologies that might benefit a few patients diminish what is available for

less expensive care that can benefit a larger number. Investing in large-scale marketing

campaigns to attract more patients may result in less being spent on providing care to

those who are already patients. A growing problem for organizations is determining

how to budget for the care of undocumented persons, as well as citizens who are un-

insured or underinsured.

In these and similar cases, the central questions are: who wins, who loses, and what

alternatives do the losers have for getting their needs met? Because resource allocation

decisions confer benefits on some (the winners) at the cost of not conferring benefits on

others (the losers), they raise issues of distributive justice. The distribution of the bene-

fits and burdens inherent in resource allocation decisions should be done in a way that

is fair to all concerned and does not discriminate against any group or individuals.

One distinction is between expensive and scarce resources. For example, in City

Hospital, ICU beds are an expensive resource that is made into a scarce resource by

an organizational decision limiting the number of beds. If the institutional budget
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permitted ICU expansion, more beds could be made available. In contrast, solid organs,

such as hearts, are from the outset a scarce resource because of their finite supply.

Because ICU beds are expensive and limited, not all persons who could potentially

benefit from critical care can receive it in the ICU.

Another useful distinction is between rationing and triage. Rationing, discussed

above, is setting limits on spending to allocate limited resources among competing care

and treatment needs, thereby denying beneficial care to some. Triage, the approach

used in most ERs and ICUs, is determining the order in which care is provided, using as

criteria the urgency of the care needs and the likelihood of benefit. Generally accepted

medical criteria exclude from the ICU patients considered unlikely to benefit from

critical care because it would be physiologically futile, patients who are in PVS, or those

who have met the criteria for brain death. Priorities are established and patients with a

greater likelihood of benefiting from ICU care are given preference over those who are

less likely to benefit from care in that setting. The alternative to this approach is to

increase the ICU census by admitting more patients and potentially decrease the qual-

ity of care.

Decisions regarding the allocation of limited resources in City Hospital should be

based on sound medical and ethical criteria. It is reasonable to question whether giving

the ICU bed to the professor, simply because his university has endowed a new wing of

the hospital, is fair to the other patients who are already benefiting from ICU care. This

might well be seen as an unjustified form of favoritism that has little to do with medical

criteria, clinical benefit, or distributive justice. The ethics committee role in reviewing

institutional policies would contribute a principled analysis to the guidelines for ICU

admission, focusing on the just and clinically indicated allocation of a limited resource.

Ethics Committees and Organizational Issues

|||   The Atlas Hospital medical director has brought the following issue to the Atlas Bioethics

Committee for consideration. Especially during protracted hospitalizations, patients’

conditions and, therefore, their medical needs change. Often patients who were admitted to

one medical or surgical service subsequently need to be transferred one or more times to a

di√erent service for continued care. In each instance, the process requires the medical team

on the first service to communicate with the medical team on the second service, explaining

why the patient would benefit from the transfer. Depending on its evaluation of the patient’s

condition and its own clinical burdens, the second service has the option of accepting or

rejecting the transfer. It has come to the medical director’s attention that clinical services are

avoiding accepting transfers for reasons other than clinical indication.

Atlas Hospital is also working to promote clinical e≈ciency and discourage unnecessarily

long hospitalizations. Accordingly, when a patient either leaves the hospital or dies, the length

of stay (the number of hospital days) is credited to the discharge service, not the admitting or

transferring service. That means that, if a patient spends sixty days on a surgical service and

is transferred to a medicine service for two days prior to discharge, the entire sixty-two-day
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length of stay will be credited to the medicine service. Because the costs incurred during a

hospitalization are applied to the clinical service caring for the patient, it is in each service’s

interest to minimize lengths of stay. Under this system, it is also unsurprising that services are

not eager to accept patients who have or are likely to have long lengths of stay.

The organization’s ethics committee serves a vital function by monitoring the con-

sistency of the institutional mission and goals with the policies and procedures that

guide them, and the administrative decisions that realize them. Its effectiveness requires

the recognition that ethical issues arising in health care cannot be neatly compartmen-

talized and addressed separately from other institutional matters. Because clinical and

business concerns are interrelated, decisions about them must be grounded in or consis-

tent with the ethical principles and values that inform the institutional mission. The

committee’s composition and agenda should be expanded to reflect this broader scope.

The membership should include both clinicians and administrators, and the issues it

considers should include clinical and organizational priorities and decisions.

The interservice transfer issue is a good example of how ethics committees can

influence organizational decision making and, thereby, promote better clinical deci-

sion making. The Atlas committee analyzed the situation in terms of the conflict be-

tween the obligation to promote patient best interest and the obligation to be re-

sponsible stewards of institutional resources. Patients are benefited by transfer if their

treatment needs can be met more effectively in another clinical setting. Transfer bur-

dens them if they are deprived of the clinical judgment, skill, and continuity of care on

which they rely. The committee also recognized that even physicians who intend to

act in their patients’ best interests will be reluctant to make medically appropriate

decisions that appear to disadvantage their clinical services. Organizational involve-

ment and support are essential to developing solutions that are medically and ethically

sound. The committee’s ethical principles and suggested guidelines for interservice

transfer appear in part III.

Your ethics committee’s utility as an analytic and advisory resource, however, is only

as good as its access to and active involvement in organizational planning and decision

making. Genuine integration of the ethics perspective in the formulation and execution

of institutional activities requires a fundamental and often difficult culture change. The

significant differences between the clinical and organizational cultures challenge both

ethics committees and institutional leadership seeking meaningful collaboration.

Transparent and inclusive decision making, which is central to ethical process, may be

seen by financial and business management as intrusive and inhibiting. Administrators

may need the reassurance of sustained demonstration that ethical analysis and recom-

mendation can enhance the efficacy and validity of organizational decision making

without compromising its efficiency or security. These issues, as well as strategies for

addressing them, are discussed at considerably greater length in Ethics for Health Care

Organizations: Theory, Case Studies, and Tools (Blustein, Post, and Dubler, 2002).
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part i i

Clinical Ethics Consultation

This is the part that you’ve been waiting for—where ethical theory meets clinical reality.

A key function of ethics committees is providing clinicians with an analytic framework

for identifying and resolving ethical dilemmas that arise in the clinical setting. As

discussed in part I, these challenges usually reflect the inherent tensions between and

among the ethical obligations incumbent upon health care professionals. Sometimes

the situations are matters of life and death, with elements of high drama. More often,

they concern the rights and responsibilities of patients, families, and caregivers as they

struggle to make decisions that are clinically, ethically, and legally valid. In that process,

the perspective of the ethics committee is an invaluable resource.

Whether ethics committees assume responsibility for conducting clinical consulta-

tions on an ad hoc or rotating basis or periodically review the work done by a dedicated

consultation service, members need a foundation in ethical analysis and a sense of why

similar cases invoke certain reasoning. While consultation considers each case individ-

ually, the ethical concepts and principles that inform the process, presented in part I,

provide analytic clarity and consistency. Part II begins with a discussion of the funda-

mentals of clinical ethics consultation, including the goals and descriptions of two

different approaches that committees might adopt. Committees also may find it useful

to compile a library of cases that can serve as analytic models. So, in addition to the case

examples in part I, this section includes sample cases with the type of analyses they

might receive in clinical ethics consultations.
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Ω Approaches to Ethics Consultation
k e n n e t h  a .  b e r kow i t z ,  m . d . ,  a n d

n a n c y  n e ve lo f f  d u b l e r,  l l . b .

Our goal in this chapter is to provide an introduction to health care ethics consultation,

including a conceptual overview followed by descriptions of two very different con-

sultation approaches. The CASES approach was developed by the Veterans Health Ad-

ministration’s National Center for Ethics in Health Care to set explicit standards for

performing ethics consultation at nearly 160 Veterans Health Administration (VHA)

medical centers nationwide. The second approach, bioethics mediation, reflects the

work done during the past twenty-five years by the Bioethics Consultation Service at

Montefiore Medical Center, Bronx, New York.

Ethics consultation is one way to help patients, care professionals, and other parties

resolve ethical concerns in a health care setting and is now widely recognized as an

essential part of health care delivery. The vast majority of U.S. hospitals have active

ethics consultation services, usually a function of the institutional ethics committee,

but these services vary widely in their approach, intensity, and effectiveness (Fox, 2002).

In some places, such as Montefiore Medical Center, for idiosyncratic historical reasons,

the ethics consultation service developed separately from the ethics committee.

Ethics consultation has been endorsed by numerous governmental and professional

bodies, and is legally mandated under specific circumstances in several states (Tulsky

and Fox, 1996). By providing a forum for discussion and a method of careful analysis,

effective ethics consultation promotes health care practices consistent with high ethi-

cal standards, helps to foster consensus and resolve conflict in an atmosphere of re-

spect, honors participants’ authority while respecting their values and preferences in

the decision-making process, educates providers to approach current and future cases

according to agreed-upon principles, and fosters the notion of justice by ensuring that

like cases will be treated in similar ways. Ethics consultation has also been shown to

save health care institutions money by reducing the provision of nonbeneficial treat-

ments, as well as certain hospital lengths of stay (Schneiderman et al., 2003; Schnei-

derman, Gilmer, and Teetzel, 2000; Dowdy, Robertson, and Bander, 1998; Heilicser,

Meltzer, and Siegler, 2000). But these instrumental uses of bioethics consultation are

welcome by-products of the intervention rather than the primary goal, which is to

promote sound health care decision making, with respect for clinicians, patients, and

families, and support for caregiver concerns.
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As discussed in the introduction to this book, the three goals of most ethics pro-

grams and ethics committees are education, policy development, and case consulta-

tion. At the beginning of ethics committee development, most case consultation was

retrospective, and that often remains the approach today for committees just starting

to do consultation. Increasingly, as committee members gain experience with each

other and with the ethical norms in their institution, and as the committee becomes

comfortable with reflective analysis, real-time consultation becomes more customary.

Thus, ethics committees and consultation services, to one degree or another, are in-

volved in:

≤ retrospective review either of a case on which the consultation service consulted

or a case handled without ethics participation

≤ prospective case consultation that involves members of the ethics consultation

service intervening to affect the outcome of an active case

This chapter focuses on the latter of these tasks, prospective consultation on active

patient cases.

three models of ethics consultation

Health care ethics consultations are typically performed by an individual ethics consul-

tant, an ethics committee, or an ethics consultation team. As discussed below, each of

these models has advantages and disadvantages. Although some ethics consultation

services might rely exclusively on one of these three models, we generally recommend

against this because each has its effective application under different circumstances.

Instead, consultation services should determine which model is most appropriate for

each consultation, depending on the ethical and clinical issues raised, the parties in-

volved, the consultation skills required, and the staff available.

That said, it is important to note that a given institution may prefer one or another

consultation model and be structured to facilitate that mode most easily. For example,

at Montefiore, the bioethics mediation approach typically utilizes an individual consul-

tant on each case. Whenever possible, however, the consultants prefer to work together

so that they can co-mediate, a process that maximizes skills.

In this model, one person—either an independent ‘‘solo’’ consultant or a member of

an ethics consultation team or committee—is assigned to perform a consultation alone.

The advantages of the individual ethics consultant model are that it provides fewer

logistical hurdles (e.g., scheduling meetings) and facilitates quick response to urgent

consultation requests. The disadvantages are that the consultant must possess all re-

quired knowledge and skills to perform the consultation, and there are fewer checks and

balances to protect against the intrusion of the consultant’s own values and biases. One

way to counter this problem is suggested by the Montefiore approach, in which the
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consultant’s initial meeting is with the entire involved health care team, making the

collective knowledge and skills of the team available as the baseline for the consultation.

It is incumbent on the individual ethics consultant to recognize her strengths and

limitations, and to get help when needed. The successful ethics consultant builds a web

of strong, collegial relationships within the health care facility and network, and calls

on others for assistance with particular clinical, ethical, legal, cultural, or religious

concerns. Even the most highly trained and experienced ethics consultant benefits

from confidentially discussing complex cases with other experts.

In addition, individual consultants should engage in systematic review of their con-

sultations with colleagues. In the Montefiore approach, difficult cases are shared with

the other ethics consultants on the service and retrospectively with the ethics commit-

tee. Another check on the process comes from entering a note in the patient’s chart,

where it can be read by clinicians, administrators, lawyers, and risk managers, alerting

them to a developing problem. At Montefiore, the note is placed in the chart before

perspectives are solicited from other persons who have different roles in the institution

and may provide useful information and feedback to the consultant.

In the second model, a standing interdisciplinary committee—that is, a relatively

stable group of typically between six and twenty people—jointly performs the consulta-

tion. The advantages of this model are that it facilitates collective proficiency and

includes ready access to diverse perspectives and multidisciplinary expertise. Its dis-

advantages are that it requires a great deal of staff time, is not well suited to situations

that require a rapid response, and diffuses responsibility among committee members,

which can contribute to ‘‘groupthink.’’ Most important, the potential for patients and

family members to feel intimidated by a large group of white-coated professionals

makes this model the opposite of a mediation approach, which seeks to ‘‘level the

playing field.’’ Using a small subset of the committee as the link between the committee

and the patient or family can help to minimize this power imbalance.

The committee model may be especially useful for ensuring broad organizational

input into difficult consultations, including those that might establish institutional

precedent or end up in the media or the courts. This notion of consultation has less to

do with solving the immediate problem and more to do with structuring the situation if

the problem gets magnified or blows up. This model may also be useful to facilities that

are relatively new to ethics consultation, handle a low volume of consultations, and/or

lack specialized ethics expertise. Most committees are good at talking; some are profi-

cient in analysis; and some, with experience, can bring perspective and wisdom to the

enterprise.

In the team model, responsibility for the ethics consultation is shared by a small

group of people selected from a pool of qualified consultants based on the knowledge

and skills required by the circumstances of the case. The advantages of the consultation

team model are that it lends itself to rapid responses and ensures diverse perspectives
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and expertise because the members of the team can vary to meet the situation. Small

groups can be less intimidating for patients and families, and the team itself provides a

natural forum for support and reflection. Conversely, the team model is less efficient

than the individual consultant model and provides fewer checks and balances than the

committee model.

The team model allows tasks to be divided among members of the team, accommo-

dates a wide range of situations and levels of consultant expertise, and is in some ways a

compromise between the individual and committee models. It is the most common

consultation model, used by more than two-thirds of hospitals in the United States

(Fox, 2002).

critical success factors for ethics consultation services

Regardless of the consultation model(s) used, certain factors are critical for an ethics

consultation service to achieve its goals and, for this reason, they should be formally

incorporated into institutional policy. Ethics consultation services need to have inte-

gration, leadership support, expertise, staff time, and other resources. Access, account-

ability, organizational learning, and evaluation are also essential. These critical success

factors are described below and, in greater detail, in the VHA primer Ethics Consultation:

Responding to Ethics Concerns in Health Care (Fox et al., 2005).

The successful ethics consultation service must develop and maintain positive rela-

tionships with the various individuals and programs that shape the health care organi-

zation’s ethics environment and practices. In this way, it serves the entire institution,

not just a particular category of staff (e.g., physicians), a particular setting (e.g., inten-

sive care), or a particular clinical service (e.g., surgery). A fully integrated ethics consul-

tation service responds to the entire range of ethics concerns faced by the organization.

The ethics consultation service should look for opportunities to forge strong con-

nections with other departments and services within the organization, share activities

and skills, and identify and work toward achieving mutual goals. The integrated service

can develop ongoing working relationships with programs and departments that com-

monly encounter ethics-related issues (e.g., pastoral care, patient advocacy, legal coun-

sel, risk management, research, compliance, human resources). Collaborating with dif-

ferent services and programs will enhance staff understanding of each other’s skills and

roles and contribute to the overall organizational efficiency.

One critical element in the notion of integration is access to the consultation ser-

vice. If the service is to be available to all staff and patients, it is useful to have a policy

that encourages any member of the staff—subinterns to senior attendings, nurses and

social workers—to request a consultation. Under such a policy, if the person calling for a

consultation is not the attending of record, a call informing that physician about the

consultation is an important early step in the process.

Explicit organizational leadership support is essential if the goals of ethics consulta-
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tion are to be realized. Ultimately, leaders are responsible for the success of all programs,

and health care ethics consultation is no exception. Organizational leaders establish

institutional priorities and allocate the resources to implement those priorities. Unless

leaders support—and are perceived to support—the facility’s ethics consultation service,

its function cannot succeed.

Health care facility leaders should ensure that ethics consultation services have the

requisite expertise, including the knowledge, skills, and character traits necessary to

perform competent and effective ethics consultation. Regardless of the consultation

model used, the proficiencies outlined in Core Competencies for Health Care Ethics Con-

sultation (American Society for Bioethics and Humanities, 1998) must be represented on

the ethics consultation service.

Ethics consultants need adequate dedicated time to perform consultation activities,

the requirements of which will vary depending on the types of consultations handled.

Even a straightforward ethics case consultation typically takes several hours, while

more complex cases—especially those that are novel or precedent setting—may con-

tinue for more than a week, requiring twenty or more hours of effort by multiple

individuals. In addition, consultation services, often supported by their ethics commit-

tees, handle a variety of other activities, including requests for general information or

education, clarification of policy, review of documents, ethical analysis of hypothetical

or historical (‘‘nonactive’’) cases or organizational ethics questions, or ethics teaching.

Consultants should have a clear understanding with their supervisors that ethics con-

sultation is not an optional or voluntary activity, but an assigned part of their jobs that

requires dedicated time.

Ethics consultants need ready access to other resources, such as library materials,

clerical support, training, and continuing education. Because many facility libraries

lack a good selection of health care ethics references, a consultation service often needs

its own core set of books and journals. A variety of useful ethics resources is also avail-

able online, making access to the Internet essential as well. Finally, ethics consultants

need training and regular continuing education to develop, maintain, and improve

their knowledge and skills.

As indicated earlier, an effective ethics consultation service must be readily acces-

sible to all patients, families, and staff. The service should be available not only in acute

care hospitals, but in all care settings. Ethics consultation services should take steps to

ensure that patients, families, and staff in the various sites of health care delivery are

aware of the ethics consultation service, what it does, and how to access it.

Like any other important health care function, ethics consultation must have a clear

system of accountability to organizational leadership and be plainly situated within the

reporting hierarchy. To ensure accountability, responsibilities relating to ethics con-

sultation should be explicitly described in the performance plans of everyone involved,

from senior leaders to frontline staff.

Ethics consultants should contribute to organizational learning by sharing their
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knowledge and experience. Group discussion of actual cases (appropriately modified to

protect the identities of participants) is an excellent way to engage and educate clinical

staff. With relatively little effort, a consultation service note can be reworked into a

newsletter article that summarizes an important ethics topic. Policy questions handled

by the service can be turned into Frequently Asked Questions and posted on a website.

Efforts such as these not only increase staff knowledge, they also enhance the visibility,

credibility, and relevance of the ethics consultation service.

The success of the ethics consultation service requires ongoing evaluation, defined

as the systematic assessment of the operation and/or outcomes of a program compared

to a set of explicit or implicit standards, as a means of contributing to the continuous

improvement of the program (Weiss, 1998). Evaluation efforts need not be elaborate or

costly. Experts within the facility, such as quality managers, can assist in developing

appropriate ways to assess these factors, ensuring that the measures used are valid and

that data are collected and analyzed in a minimally burdensome fashion.

policy

The structure, function, and processes of ethics consultation should be formalized in

institutional policy that addresses the following topics:

≤ the goals of ethics consultation

≤ who may perform ethics consultation

≤ who may request ethics consultations

≤ what requests are appropriate for the ethics consultation service

≤ what requests are appropriate for ethics case consultation

≤ which consultation model(s) may be used and when

≤ who must be notified when an ethics case consultation has been requested

≤ how the confidentiality of participants will be protected

≤ how ethics consultations will be performed

≤ how ethics consultations will be documented

≤ who is accountable for the ethics consultation service

≤ how the quality of ethics consultation will be assessed and assured

two approaches to clinical ethics consultation

The following two approaches to ethics consultation reflect the quite different natures

of the institutions that use them, as well the perceptions of the professionals involved

regarding their expertise, authority, and responsibility. In the CASES approach, devel-

oped for use throughout the VHA system, ethics consultants are systematically guided

through the process and practice of ethics consultations involving active patient cases.

Bioethics mediation, the approach developed and used at Montefiore Medical Center, is
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based on the consult team’s experience that calls for ethics consultations are generally

requests for help in resolving or managing conflict. Thus, it may be that the CASES

approach will be very useful for certain medical centers or health systems, while the

mediation approach may be more suited to others. Alternatively, some combination of

these approaches or one of the several others not discussed here might prove useful,

depending on the circumstances of a particular consultation.

The CASES Approach

The National Center for Ethics in Health Care is the primary office of the VHA for

addressing the complex ethical issues that arise in patient care, health care manage-

ment, and research. The mission of the National Center for Ethics in Health Care is to

clarify and promote ethical health care practices within VHA, the country’s largest

integrated health care delivery system. Toward this end, the National Center for Ethics

in Health Care developed the CASES approach to health care ethics case consultation, a

systematic step-by-step approach to providing consistent and effective ethics case con-

sultation at VHA facilities. Ethics consultants or committees wishing to learn more

about the CASES approach and consider its applicability are encouraged to consult

the comprehensive discussion, including tools, templates, sample cases, and other re-

sources, presented in Ethics Consultation: Responding to Ethics Concerns in Health Care

(Fox et al., 2005).

The CASES approach involves five steps:

Clarify the consultation request.

Assemble the relevant information.

Synthesize the information.

Explain the synthesis.

Support the consultation process.

These steps were designed to guide ethics consultants through the complex critical

thinking needed to perform ethics case consultation effectively. They are intended to be

used in much the same way clinicians use a standard format for taking a patient’s

history, performing a physical exam, or documenting a clinical case. Even when spe-

cific, observable action is not required, each step should be considered systematically as

part of every ethics case consultation. Although the steps are presented in a linear

fashion, ethics consultation is a fluid process and the distinction between steps may blur in the

context of a specific case. At times, it may be necessary to repeat steps or perform them in

a different order than presented here.

Clarify the Consultation Request

The first step requires the consultant to gather information from the requester to

form a preliminary understanding of the circumstances and reasoning that prompted
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an ethics consultation request. Two initial questions should help the consultant con-

firm whether the request is appropriate for ethics consultation:

Question 1: Does the requester want help resolving an ethics concern, that is, uncer-

tainty or conflict over which decisions or actions are ethically justifiable? If the answer is

‘‘no,’’ and there is no uncertainty or conflict over which decisions or actions are ethically

justifiable, the request is probably not appropriate for ethics consultation. Requests that do

not pertain to ethics concerns should be referred to other offices within the organiza-

tion. If the answer is ‘‘yes, there is an ethics concern,’’ consider the second question.

Question 2: Does the request pertain to an active patient case? If the answer is ‘‘no,’’

the request may still be appropriate for the ethics consultation service but not necessarily

the CASES approach, which was specifically designed to address active cases. Many ethics-

related requests are for information or education, policy clarification, document re-

view, or ethical analysis of issues or historical cases. Many of the CASES steps may also

be relevant to other types of ethics consultation but, in noncase situations, the consul-

tant should tailor the approach to the nature of the request. If the answers to both

Questions 1 and 2 are ‘‘yes, there is an ethical concern about an active patient case,’’ the request

should be handled through the CASES approach.

Occasionally, a case-related question may appear so simple or the consultant may be

so pressed for time that a formal consultation may not seem necessary. The temptation

to cut corners should be resisted lest it undermine the quality of the consultation

process. Ethics cases are often more complex than their initial presentation or percep-

tion, and each case deserves to be addressed systematically and comprehensively rather

than handled through an ‘‘informal’’ or ‘‘curbside’’ approach. If and when ethics consul-

tants do comment informally on a clinical ethics question, they should be clear that they can

only respond in general terms, and absolutely cannot give recommendations about a specific

patient case without completing the CASES approach.

After verifying that the request is appropriate for the CASES approach, basic infor-

mation should be obtained, including the requester’s demographics, role in the case,

and understanding of the circumstances; the steps already taken to resolve the ethics

concern; and the type of assistance sought. The consultant should establish with the

requester realistic expectations about the consultation process and begin a preliminary

determination of the personnel best suited to address the specific concern(s).

Next, the consultant should formulate the ethics question, a sometimes difficult but

essential part of ethics case consultation. Clarity about the ethics question allows all par-

ticipants to focus on the same concerns and work efficiently toward resolution, while an

imprecisely formulated question can sidetrack or derail the consultation process. Ac-

cordingly, the consultant should formulate the ethics question early in the consultation

process and examine it again once all the relevant information is assembled.

In a case consultation, an ethics question asks what should be done in the face of an ethics
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concern, that is, in the face of uncertainty or conflict about values. The initial formulation

should not emphasize abstract concepts, but should state the question in a way that will

focus and assist those who will participate in resolving the case. At the risk of reducing

important issues to a formula, the ethics question might be constructed in one of the

following two ways, with the consultant providing the case-specific information called

for in the parentheses:

1. Given (the ethical concern/uncertainty or conflict about values), what decisions or

actions are ethically justifiable? or

2. Given (the ethical concern/uncertainty or conflict about values), is it ethically

justifiable to (decision or action)?

Assemble the Relevant Information

Next, the consultant assembles the information necessary to develop a compre-

hensive picture of the circumstances and work through the case to facilitate an answer

to the ethics question. The CASES approach builds on the work of Jonsen, Siegler,

and Winslade (2002) in defining topics that should be reviewed in every ethics con-

sultation, but reframes relevant information into four categories (medical facts, pa-

tient’s preferences and interests, other people’s preferences and interests, and ethics

knowledge).

Some cases can be resolved merely by clearing up factual misunderstandings among

patients, families, and the health care team. In addition to examining the patient’s

medical record, ethics consultants should speak directly to involved health care pro-

viders and seek out other relevant documents, including advance directives, court pa-

pers, and health records from other providers. Consultants with advanced clinical

training have an advantage over their nonclinical colleagues, who generally require

more effort to identify, collect, and understand the salient medical facts.

Eliciting the patient’s preferences and interests is critical because they are central to

the consultation. Whenever possible, they should be obtained directly from the patient

in face-to-face interaction, even if the patient is said to lack decisional capacity, as well

as from advance directives or authorized surrogates. Other parties and medical record

notes can also add important insights that put the patient’s perspectives in context.

Consultants should collect information about the interests of family, friends, and

other stakeholders who may be affected by the outcome of the case. Appreciating these

diverse and potentially competing perspectives enriches the consultant’s grasp of the

situation’s complexities and often leads to new insights and ideas.

Considering the ethics question requires a review of the relevant ethics knowledge,

which might include codes of ethics, ethical standards and guidelines, consensus state-

ments, scholarly publications, precedent cases, applicable institutional policy, and law.

The ethics consultant will be helped by familiarity with ethics-related journals and texts

and an ability to perform computer-assisted information searches. Depending on the
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consultant’s expertise, preparation may include selected readings or a literature review

and sometimes discussion with a more experienced consultant.

Synthesize the Information

The consultant next analyzes and synthesizes the assembled relevant information

into practical terms, applying the ethics knowledge to the other case-specific informa-

tion and the ethics question. This difficult yet important proficiency requires a founda-

tion of strong analytic skills, drawing on different approaches to moral reasoning and

augmented by reading, study, and supervised practical experience.

Based on the circumstances of the case, the consultant should determine whether

synthesis would be promoted by a formal meeting of the parties, separate face-to-face

discussions, or, in simple situations, telephone or deidentified electronic communica-

tion. Formal meetings, conducted skillfully and professionally, require that the consul-

tant set ground rules about respectful and fair interaction, and try to develop a common

goal of answering the ethics question. During synthesis, the consultant should identify

and guide the ethically appropriate decision maker in reaching decisions within an

ethically justifiable range (American Society for Bioethics and Humanities, 1998). In the

case of unresolved conflict, bioethics mediation or other conflict resolution techniques

should be considered (Dubler and Liebman, 2004).

Explain the Synthesis

The completed synthesis should be made clear to others involved in the case through

direct communication to key participants and documentation in both the medical

record and consultation service records. The medical record note communicates impor-

tant information to involved staff, promotes accountability and transparency, and

serves an educational purpose. In consultation service records, consultants can record

additional observations on power dynamics, workload data, performance improvement

ideas, or comments on the ethics consultation process.

Support the Consultation Process

The consultant’s final step is to support the overall process of ethics case consulta-

tion by following up with participants and learning what was done; completing a

critical self-review after each case; soliciting feedback from peers; and assessing how the

ethics consultation service is perceived by systematically surveying the participants in

the case. Ethical issues that need to be addressed at the systems level should be brought

to the attention of the appropriate individual or body.

Effective ethics consultation rests in part on sound consultation practices. The CASES

approach is intended to help facilities respond appropriately to ethics concerns. By

working systematically through the activities of clarifying consultation requests, as-

sembling relevant information, synthesizing that information to identify morally ac-

ceptable solutions, explaining the synthesis to involved parties, and supporting the
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overall consultation process through follow-up and evaluation to refine its practices,

the CASES approach helps the consultation service to ensure that ethics concerns are

addressed consistently throughout the health care facility.

The Montefiore Medical Center Model: Bioethics Mediation

The following brief description is intended only to introduce bioethics mediation as

one model for consultation services prepared to engage in the necessary training. Ethics

committees wishing to learn more about bioethics mediation and consider its applica-

bility are encouraged to consult the comprehensive discussion, including case analyses

and role plays, presented in Bioethics Mediation: A Guide to Shaping Shared Solutions

(Dubler and Liebman, 2004). (Much of this material appeared in an earlier form there.)

■

All bioethics consultation services, including yours, have creation narratives that de-

scribe their origins. The Montefiore Medical Center (MMC) Bioethics Consultation

Service was established in 1978 and, by the mid-1980s, the original bioethics consultants

(one lawyer and one philosopher) were responding to increasing requests for clinical

ethics consultation. Over time they noted that the team’s arrival at a consultation

brought a particular value-added, which they came to think of as ‘‘neutral turf.’’ The

consultants had not previously been involved in the case, had not issued the care orders

that, however wise and well-intentioned, might have contributed to the problem, had

not been at odds with anyone on the care team, and had not antagonized either the

patient or the family members. In addition, the consult team came fresh to the presenta-

tion of the case history and problems, and could ask the questions that had already been

asked and answered, but this time eliciting different and more revealing responses.

The team’s makeup also accounted for the way it developed and functioned. It was

clear that one lawyer and one philosopher were not about to tell medical staff what

needed to be done in the clinical setting. Therefore, the ‘‘facilitation’’ aspect of the

discussion became both the method and the model, encouraging the consultation staff

to think precisely about the dynamic of the discussion and the structure of the decision.

Initial discussion often revealed that some care team members had opposing no-

tions of the patient’s prognosis and different arguments for what should be the appro-

priate care plan. Often these conflicting opinions had been communicated either ex-

plicitly or implicitly to the patient and family. As you well know, different staff telling

the patient and family different things is a sure recipe for confusion and discord. Some-

times the opportunity that the consultation service provided for all opinions to be

presented, clarified, and discussed was, in itself, the beginning of conflict resolution.

Once the staff was communicating the same information about diagnosis and prog-

nosis, much of the conflict about the care plan disappeared. Often, although the staff

may have reached consensus on the medical facts and the diagnosis, differing opinions

about the prognosis remained. In those instances, the value added by mediation would
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be identifying and clarifying the areas of agreement and disagreement. Over the years,

we came to realize that, rather than providing ethics directives or even analysis, what

we were doing was some form of alternative dispute resolution or mediation.

As we became more knowledgeable about and more trained in mediation, we real-

ized that another huge benefit emerged from a mediation model for consultation—

facilitation skills that could be taught. In addition to a mastery of the rights, interests,

and agreed-upon principles of bioethics—an indispensable knowledge base—mediation

adds techniques for managing and resolving conflict. Constructing a working hypothe-

sis, framing and reframing issues, identifying underlying interests, concerns, and avail-

able options, supporting and stroking the parties, caucusing, and reaching incremental

points of agreement are all skills that can be conveyed by training. It is all very well to

say that a bioethics consultant mediator needs to be able to facilitate discussion and

decision making, but the necessary skill set must be learned.

Fortunately, as mediation is increasingly valued for its effectiveness in resolving

conflicts in many fields, its techniques are being taught in many forums around the

country. Courses are given by mediation centers, as well as local and state bar associa-

tions, universities, and corporations trying to enhance employee productivity. The

Internet provides an extensive array of options.

To further clarify this brief introduction to ethics mediation, consider the following

questions:

1. Why mediation?

Mediation is a technique that is particularly well suited to conflict resolution in

the health care setting. Bioethics mediation combines the clinical substance and per-

spective of bioethics consultation with the techniques of mediation and dispute resolu-

tion to:

≤ identify the parties to the conflict (although disagreements between family and

care providers are common, most conflicts have more than two sides)

≤ understand the stated (presented) and latent interests of the participants

≤ level the playing field to minimize disparities of power, knowledge, skill, and

experience (to the degree possible) that separate medical professional, patient,

and family

≤ help the parties define their interests

≤ help maximize options for a resolution of the conflict

≤ search for common ground or areas of consensus

≤ ensure that the consensus can be justified as a ‘principled resolution,’

compatible with the principles of bioethics and the legal rights of patients and

families

≤ help to implement the agreement

≤ conduct follow-up (Dubler and Liebman, 2004, p. 10).
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Bioethics mediation is different from bioethics consultation. Bioethics consultation refers to a

directed substantive process. The consultant listens to the parties and helps move them

toward a principled resolution of the dispute by explaining ethical principles and legal rules,

applying them to the facts, and presenting the social consensus on the permissibility of

different practices. Bioethics mediation refers to the use of classical mediation techniques to

identify, understand, and resolve conflicts. Bioethics mediation and bioethics consultation

may both be employed in a particular case at different points in the process. Mediation is

more inclusive and empowering, and consultation is more authoritarian and hierarchical;

either or both may be required in any complex case, even within a single meeting. (Dubler

and Liebman 2004, p. 14)

2. Why is bioethics mediation well suited to the resolution of conflicts in the health

care setting?

In difficult cases, the real question is, which is the ‘‘least bad’’ process for drawing out

and resolving the issues? Conflict must and will be resolved because the delivery of care

demands that physicians, nurses, and other care providers be guided by a coherent

plan. If necessary, that plan can be imposed by the medical or the administrative staff.

But the bioethics mediator, in contrast to an authoritarian decider, will more often

be able to ensure that the options are based on respect for the interests and rights of

patients and families, regard for the parties’ differences, and awareness of cultural and

religious imperatives, within the framework of bioethics theory. Because of its focus on

‘‘leveling the playing field,’’ it is more likely that a meditative process will be just and

will ensure that similar cases are treated in like ways. Ideally, mediation can produce a

solution agreed to by all parties who feel a sense of ownership in and responsibility for

the plan.

One of the greatest advantages of using the mediation process in bioethics disputes

is its flexibility. The general structure of mediation can be altered and adapted to fit the

needs of the participants and the clinical realities. But the starting point is always the

same: respect for the patient, the family, and the care providers, and an impartial stance

regarding what should be the outcome in any particular case.

One exception to the extended flexibility is the need to reach a ‘‘principled resolu-

tion.’’ This requires that the rights of the parties, as distinct from their interests, be

protected. Thus, it would not be possible to agree that a decisionally capable and ade-

quately informed patient should be excluded from a decision about discontinuing life-

sustaining treatment. It might, however, be possible to postpone that decision, until

one or more of her family members has had time to adjust to the inevitable outcome. It

is key to this intervention to remember that the process is a part of the product.

3. What are the limitations of bioethics mediation?

Bioethics mediation is not for every situation. Parties to a mediation must want

to reach agreement. In some cases, the patient or family members may not have the
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emotional strength to face difficult facts or make hard choices. They may need to have

some decisions made for them. But most often there are three reasons that media-

tion fails:

≤ Sometimes the conflict is out of control before it comes to the attention of the

mediator.

≤ In many cases, some psychological problem or psychiatric diagnosis affects one

of the parties and is at the heart of the disagreement. In such cases, reason and

argument will be ineffective because of illness and distortion.

≤ Outsiders may have an interest in augmenting conflict. This is especially evident

in prominent end-of-life cases, such as the tragedy of Terri Schiavo, where the

use of legal process and the press to make political points dooms private

reconsideration and resolution.

4. Why should bioethics consultants try techniques of mediation?

In the experience of the Montefiore Medical Center Bioethics Consultation Service,

mediation often works for the reasons discussed above. Even when it does not work, it

often helps to define and delineate the conflict. Finally, after the consultation service is

experienced and has integrated mediation into practice, its collegial process may mean

that medical staff will be more willing to call for help. This is especially the case when

experience indicates that the bioethics consultant ‘‘doesn’t generally make it worse and

sometime makes it better.’’
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∞≠ Sample Clinical Cases

The following sample cases are representative, but not exhaustive, of the kind likely to

come before an ethics committee or consultation service. They appear as they would be

presented for consideration, with a description of the clinical situation and an overview

of the key ethical issues that would receive attention in an ethics consultation or case

review. Three cases are supplemented by sample chart notes that illustrate how the

ethics consultation might be documented in the medical record. To enhance their

accessibility and utility, we have categorized the cases according to the issues they

illustrate. Each category contains one detailed case with analysis, in some instances

followed by a similar case that presents variations or raises additional issues. Further

information about the concepts and principles discussed in the analyses, as well as

other case examples, can be found in the relevant chapters in part I.

≤ Advance Directives

≤ Autonomy in Tension with Best Interest

≤ Confidentiality

≤ Decisional Capacity

≤ Disclosure and Truth Telling

≤ End-of-life Care

≤ Forgoing Life-sustaining Treatment

≤ Goals of Care

≤ Informed Consent and Refusal

≤ Medical Futility

≤ Parental Decision Making

≤ Surrogate Decision Making

advance directives

|||   Mrs. Dunn is a Ω∂-year-old woman who was admitted to the hospital from a nursing home

for surgical repair of a hip fracture. Her baseline mental status was described by the nursing

home as ‘‘moderate dementia with intermittent confusion and inattentiveness.’’ The nursing

sta√ says that she is usually vocal in refusing treatments and medications, and that coaxing is

often required to obtain her cooperation for therapy.
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According to the living will that Mrs. Dunn signed in ∞ΩΩ≤ when she was admitted to

the nursing home, she has been a devout Jehovah’s Witness for over thirty years. The living

will directs that ‘‘no transfusions of blood or blood products be given to me under any

circumstances, even if physicians deem such necessary to preserve my life or health.’’ At the

same time she executed the living will, she also appointed her son, Tom, to be her health care

proxy agent.

Although her health has been reasonably good, Mrs. Dunn has been hospitalized several

times during these years, for pneumonia, kidney stones, and appendicitis. When she provided

consent for the ∞Ω∫∫ appendectomy, it was with the clear understanding that no blood

transfusions would be given, and, fortunately, none was needed.

On admission to the hospital for hip surgery, Mrs. Dunn was evaluated and found to lack

the capacity to make decisions about her treatment. She appears very uncomfortable,

confused, and frightened. When attempts are made to examine her, she responds by pulling

away and saying, ‘‘No, no!’’ Now that surgery is being considered, her son, Tom, has been

contacted to assume the decisional authority of her health care agent. When the clinical

situation is explained, he says, ‘‘Do the surgery and give her blood if she needs it. At this

point, she’s too out of it to understand or object. The important thing is to give her the best

chance to come through this safely and comfortably.’’

Dr. Lewis, the orthopedic surgeon, has requested a bioethics consult because of his

expectation that she will need blood transfusions either during or after the surgical hip repair.

If she needs blood and does not receive it, life-threatening complications (e.g., hemorrhage,

heart attack) could result. If she does not have the surgery and the fracture is treated with bed

rest, other complications (e.g., thrombophlebitis, pulmonary emboli, pneumonia, pressure

ulcers) could develop.

Dr. Lewis is troubled because he believes that surgery, with blood if necessary, is clearly

the preferred option and that it is his professional responsibility to advocate for that

approach. Yet, he also knows that Mrs. Dunn’s living will is a legally enforceable expression

of her preferences. He questions whether a surgeon can be asked to undertake this type of

surgery without giving blood if it becomes necessary during or after the operation. He also

questions whether a surgeon may refuse to operate under those circumstances and, if so,

what happens to the patient.

This is a case that cries out for a clinical ethics consultation. It invokes the principles

of autonomy, beneficence, and nonmaleficence, and raises issues of decisional capacity,

informed consent and refusal, advance care planning, and surrogate decision making.

It involves the interests of a vulnerable patient, concerned family, conscientious physi-

cian, and responsible institution. It’s practically a mini-course in bioethics all by itself.

Because the consult request comes from Dr. Lewis, his perspective is the ethics con-

sultant’s introduction to the case. His concern is that he may be asked to compromise

his professional judgment and obligations by withholding clinically indicated care,

thereby putting the patient at risk. Knowing the likely complications of orthopedic



∞∑∏ c l i n i c a l  e t h i c s  c o n s u lt a t i o n

surgery without blood transfusion, he is worried about Mrs. Dunn’s well-being. He is

also understandably nervous about his reputation and possible legal liability if foresee-

able adverse events occur. How can he, as a responsible doctor, not protect his patient

from likely harm? On the other hand, how can he abandon his patient by refusing to

operate? Not surprisingly, the similar interests of the institution, represented by the

offices of legal counsel and risk management, also reflect the organizational respon-

sibilities to promote the patient’s well-being and protect her from harm.

But the ethics consultant understands that this case presents multiple, sometimes

competing, interests that need to be considered during the consultation meeting. While

the concerns of the care professional and the institution are important, the central

figures in this or any ethics conflict are the patient, the family, and, if available, the

health care proxy agent.

Ideally, the capable patient is able to articulate her own goals and wishes in explain-

ing her choice of a particular course of action. Clarity and consistency are especially

important when the decision is to refuse potentially life-saving treatment. In this case,

however, Mrs. Dunn is no longer able to advocate for herself and her wishes will have to

be communicated through other means. Of course, this is where advance directives are

critical in making sure that the voice of the now-incapacitated patient is still heard in

the care planning. Perhaps anticipating that her religious beliefs would conflict with

her medical needs, Mrs. Dunn’s living will explicitly and unambiguously rejected blood

and blood products under any and all circumstances, including the preservation of her

life and health. The authenticity of this statement is bolstered by over thirty years as a

devout Jehovah’s Witness, indicating a firm and settled adherence to the tenets of the

religion. Her refusal of blood transfusions when she had the appendectomy suggests

that she understood and accepted the risks of bloodless surgery, including possible

death, making it likely that she would make the same decision now. Indeed, the theory

underlying advance care planning is that respect for autonomy is demonstrated by

continuing to honor the value-based wishes articulated and demonstrated by the pa-

tient when capable.

Her son, Tom, presents yet another perspective. His expressed goal is to protect his

mother from what he perceives as foolish decisions that put her health and life in

jeopardy. Because he does not share her religious beliefs, he sees them as a dispensable

barrier to her well-being. He insists that his appointment as her health care agent

empowers him to make decisions that respond to her current medical condition, even if

they depart from her living will.

Tom is in a somewhat conflicted position because his two roles present competing

interests and responsibilities. As a concerned son, his somewhat paternalistic approach

is that advancing his mother’s health and safety justifies overriding what he considers

her self-destructive wishes. As a health care agent, however, his obligation is to repre-

sent what he knows of her wishes and values, unless they do not apply to her cur-

rent situation. Unless he can demonstrate a reasonable likelihood that she would have



s a m p l e  c l i n i c a l  c a s e s ∞∑π

changed her mind and accepted transfusions during the proposed surgery, her unam-

biguous living will and prior decision history argue forcefully for treatment that does

not involve blood or blood products.

A clinical ethics consultation should surface these issues, explore the ethical reason-

ing, and help develop an appropriate care plan. Goals should include helping Tom to

appreciate the importance of honoring his mother’s long-held values. Skillful interven-

tion should assist him in accepting that, while this would not be the decision he would

want for himself or his mother, the refusal of blood is one of her core values, an essential

part of who she is. His responsibility as her trusted agent includes being her voice and

making the decisions that are authentic for her. He should be supported in making this

very difficult decision and reassured that aggressive attention will be given to her medi-

cal needs, focusing on her comfort.

The consultation should also support Dr. Lewis’s decision about whether he or an-

other doctor should assume responsibility for Mrs. Dunn’s care. He should be helped to

understand that, if he cannot provide what he believes to be high-quality care within

the limitations of the patient’s wishes, he can meet his professional obligations by

exploring alternatives. Considerations will include the potential for surgery without

blood in this institution or transfer to a hospital that specializes in bloodless surgery.

Because symptom management and end-of-life care will be important, a member of the

palliative care service would be a helpful addition to the consultation. Additional guid-

ance and support for Dr. Lewis might come from the institution’s offices of legal counsel

and risk management.

|||   Mrs. Barnes is a ππ-year-old woman who su√ers from chronic obstructive pulmonary

disease, peripheral vascular disease, and early dementia. During the six years that she has

lived in the nursing home, her medical condition has remained fairly stable, although her

cognitive status has gradually declined. Nevertheless, she is still able to interact with her

family, care providers, and other residents, as well as make simple decisions about her daily

activities. When she entered the nursing home, Mrs. Barnes completed a health care proxy,

appointing her daughter, Carol, as her primary agent and her son, Philip, as the alternate

agent. A living will executed at the same time contains care instructions, including a

statement that she would not want dialysis if she were terminally ill or permanently

unconscious.

Recently, Mrs. Barnes complained of chest pain and shortness of breath, and exhibited a

change in her mental status, becoming more confused and agitated. She was admitted to the

hospital, where tests revealed that she had su√ered a mild heart attack and was in acute renal

failure. Her attending and a renal consultant have recommended a few dialysis treatments to

improve her kidney function and possibly clear her mental status while the extent of her heart

damage is assessed. When her care team determined that she was unable to make care

decisions or provide informed consent to treatment, the clinicians turned to her appointed

health care agent and alternate. Carol has consented to the recommended dialysis, but Philip
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argues that such a course would violate their mother’s living will. Carol responds, ‘‘If Mom had

known that temporary dialysis might improve her condition, especially while we are waiting to

see about her heart, she certainly would have agreed to that. What she never wanted was to

be dependent on long-term dialysis or to have it just prolong her dying.’’

An ethics consult has been requested to help resolve the conflict.

This case also presents an inconsistency between a patient’s living will and the

decision of the appointed proxy agent. Two critical differences, however, should be

appreciated and highlighted by a skilled ethics consultation. First, the provisions of the

living will may not apply to the patient’s current clinical condition. Until further clini-

cal assessments are completed, it is not possible to know whether Mrs. Barnes is in an

irreversible or terminal condition that she would find unacceptably prolonged by di-

alysis. Until that determination is made, dialysis may enhance the possibility of a

successful outcome.

Second, the statements in the living will may not accurately or fully express the

patient’s wishes. Carol’s knowledge of her mother provides insights that are not avail-

able in the written instructions. As a result, she is able to interact with the care team,

respond to a clinical situation the patient did not anticipate, and interpret what her

mother would want in current or future circumstances. Ethics consultation can provide

the explanation and support that will reassure all parties that the proxy agent’s author-

ity and knowledge and the patient’s trust enable her to make the decision that the

patient would make if she could.

autonomy in tension with best interest

|||   Mrs. Miller is an ∫∫-year-old woman with obstructive and restrictive lung disease and

severe chronically undertreated hypothyroidism. She was admitted to the hospital in respira-

tory distress, hypothermia, and hypotension and intubated in the ER. She has had several

other admissions over the last six months for similar symptoms. She was extubated easily

and is improving with treatment. She should be ready for discharge within the next

week.

The sta√ is concerned about how Mrs. Miller’s home situation has contributed to her med-

ical condition. She lives at home with her Ω∞-year-old husband, who has moderate dementia,

and her ∂≠-year-old son, Terry, who has psychiatric problems. Both Mr. Miller and Terry appear

disheveled when they visit Mrs. Miller in the hospital.

Mrs. Miller appears to be neglected at home and is continually readmitted to the hospital

in critical condition. Her colostomy has been poorly maintained, and it is uncertain whether

the bruises on her arms are from senile purpura or physical abuse. She has some dementia

even when she is receiving medication to keep her thyroid functioning normally and she

seems unable to manage her care without help. After prior discharges, Terry has dismissed

the visiting nurse service (VNS) or other help sent to the home.
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Mrs. Miller’s younger son, Larry, is her legally appointed health care proxy agent, but he

does not visit and has been unwilling to be involved in her care. Attempted interventions by

social service have been rebu√ed. The family has been reported to adult protective services,

but the results of that investigation are not known. In the past, when Mrs. Miller was treated

and improved, she has stated consistently that she does not want to go to a nursing home.

The care team is concerned about how to provide a safe discharge for her while respecting

her wishes.

This case is a graphic illustration of the tension between honoring the patient’s

wishes and promoting her best interest. Arranging a safe discharge is the professional

and legal duty of the health care team and the institution. Mrs. Miller’s multiple and

escalating care needs plus her limited ability to meet them mean that she should be in

an environment, either her home or a skilled care facility, that provides assistance and

support. Yet, she has clearly and consistently rejected the option of nursing home

placement, choosing to return to a situation where her needs are not met and she is in

jeopardy. In addition, the risk of elder neglect and abuse is substantial in this case,

heightening the obligation to protect this vulnerable patient.

Capable patients have the right to make decisions about discharge, even decisions

that appear to put them at risk. As the risk of harm increases, the level of capacity

needed to understand the implications and accept the consequences is increased. Mrs.

Miller’s past decisions to remain at home, despite the apparent neglect that impairs her

health and safety, require heightened scrutiny of her capacity to understand her risks

and options. Because she was not receiving medication regularly, her thyroid mal-

function resulted in periodic cognitive impairment. Her diminished or fluctuating ca-

pacity increases concern about her ability to assume responsibility for an unsafe living

situation.

If Mrs. Miller is shown to lack sufficient capacity to make discharge decisions, that

responsibility will fall to her health care proxy agent. The fact that Mrs. Miller ap-

pointed her son, Larry, indicates that she considered him the most reliable person to

speak on her behalf. This trust should not be readily overridden unless the agent is

shown to be incompetent, unwilling to make decisions, or acting clearly against the

best interests of the patient. It would be important to encourage Larry’s participation in

the decision making. His lack of involvement may be the result of family dynamics,

anger toward the patient, an estranged relationship, or incomplete understanding of

his role as the proxy agent. He may need education and support so that he does not feel

abandoned to make critical decisions alone.

Without an able and willing proxy agent, decision making for the incapacitated

patient is challenging. One option is a court-appointed guardian. Drawbacks include

the six to nine months the appointment process typically takes, during which she

would be in an unsafe environment, and the guardian’s lack of familiarity with her

values and wishes.
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The health care team’s primary responsibility is to the patient, promoting her best

interest and, if possible, respecting her wishes. While the team’s function is not to do

family therapy, minimizing the barriers to consensus can facilitate care planning. In

cases like this one, bioethics consultation can perform a valuable mediation function

by helping all involved parties to reach consensus on a discharge solution for the

patient. Even if Mrs. Miller lacks the capacity to make discharge decisions, her assent to

the plan would be critical to its success and to her feelings of self-determination. She

considers nursing home placement unacceptable and, in attempting to balance her

wishes with her safety, it would be important to explore with her the reasons she objects

to residential care facilities and perhaps arrange for her to visit a few.

Social service involvement is necessary to discharge planning, which can touch

upon very intimate family matters, as well as resource issues. Psychiatric counseling

may be useful as well. Without assurance that necessary care services will be available

and accepted at home, however, nursing facility placement may be the only responsible

option.

|||   Ms. Powell is a ≥∑-year-old woman who has been HIV-positive for ten years, presumably

due to her history of IV drug use. She lives alone in a single-room occupancy (SRO) building,

but she has been incarcerated in the past. She has been in and out of detoxification programs

ten times and reports that her sister died of an overdose. She has not adhered to her anti-

retroviral regimen, but details of her HIV care were not available. At her last methadone clinic

appointment, she was noted to have anemia and increasing renal failure, and she presented

to the ER with cough, fever, and flank pain. She was admitted and, because there was also a

question of tuberculosis, she was placed in isolation.

In the ER, Ms. Powell was initially noted to be agitated and showing signs of opiate

withdrawal but, when the physician returned to complete the exam, she appeared lethargic.

This pattern has continued in the hospital and appears to coincide with the appearance of

certain visitors. The house sta√ suspects that she is actively using heroin in the hospital and,

because she was also receiving methadone, they are concerned for her safety. When asked,

she denies drug use in the hospital.

The case has been discussed twice at sta√ rounds and several issues were raised. The

initial concern was how to deal with Ms. Powell’s apparent active drug use while in the

hospital. The sta√ believes that, if all visitors are barred, she will probably sign out against

medical advice. Questions included whether sta√ could legally search her belongings

and how to guard against a fatal overdose if she is using heroin at the same time she is

receiving methadone. At the second meeting, the focus was on whether to place a shunt

for hemodialysis when the patient is believed to be an active heroin user, knowing that the

shunt could easily be used to administer drugs. Another question was whether sta√ could

refuse to continue caring for a patient who would not adhere to a treatment plan and puts

herself at risk.
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This is another instance in which clinicians’ obligation to respect the patient’s au-

tonomy by honoring her wishes is in tension with their obligation to promote her best

interest and protect her from harm. While no one is questioning Ms. Powell’s capacity

to understand the risks of her behavior, it might be suggested that her addiction makes

her unable to control her behavior. In the continuum of capacity, the compulsion of an

addict may become an impediment to understanding the risks and benefits of a pro-

posed treatment or course of action. If a person can comprehend the risks intellectually

but cannot behave in a way that demonstrates appreciation of the risks, the argument

can be made that decisional capacity is lacking. Addicts are often well aware of the

danger of their behavior and some genuinely do want to stop drug use. But the addic-

tive nature of drugs prevents them from controlling their self-destructive impulses.

Their capacity to understand is not translated into the behavior that would promote

adherence to treatment or avoidance of risk.

The conflicts here concern both the patient’s behavior and the care team’s responses

to it, and an ethics consultation can be useful in unpacking and analyzing the issues.

While the clinical interaction is always a critical element, some situations are especially

difficult for professionals. Here, the team faces the problems of substance abuse, institu-

tional policies, and the obligation to promote the best interests of a difficult patient

who is resisting help.

Drug rehabilitation treatment is often associated with temporary success and fre-

quent relapses. Detoxification efforts require patience and persistence. The expertise of

specialists who deal with active drug users is needed in this situation. The house staff

was expending time and energy attempting to deal with the problem in a logical fash-

ion, while lacking the experience and resources to do so. Their frustration stems from

their inability to implement a beneficial plan of care or protect the patient from self-

inflicted harm.

Establishing a good and trusting clinical relationship may be especially difficult with

some patients. They may not be candid about their medical history or adhere to ap-

pointments and treatments; they may engage in disruptive and self-destructive be-

havior. While it is important to be empathic, patient, and persistent, doing so can be

frustrating. Often a contract approach can be effective in setting limits. If the contract is

reasonable and fair, and all parties can agree to it, this approach may facilitate the

treatment program.

Placing a shunt sets up a therapeutic dilemma. Used for its intended purpose, the

shunt would allow regular dialysis to improve Ms. Powell’s renal function. Providing

her with venous access, however, greatly increases the possibility of drug abuse and

possibly overdose, as well as bacterial infection. In dealing with a capable patient, staff

should initiate a thorough discussion of the risks and benefits of the procedure and

hope that the patient makes the prudent decision. If the staff believes that the shunt

will place the patient at significant risk, alternatives should be explored.
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Health care professionals have a well-established duty to treat patients in need of

medical care and not abandon them. Withholding dialysis, which has a clear benefit to

Ms. Powell, because of a highly foreseeable risk of nonadherence, misuse, and infection

may be considered paternalistic. The obligation to protect the patient from likely harm

justifies staff concern, however, and this is best addressed candidly with Ms. Powell to

see if she wants to take the risk of the dialysis shunt.

Transferring the patient’s care to another professional because the clinician’s values

conflict with those of the patient may be justified if the conflict poses a significant

barrier to communication or care. This can be done when the reason is explained to the

patient and accepting clinicians are available. Transferring the treatment responsibility

because the patient is difficult and frustrating may be less easily justified and should be

carefully considered.

confidentiality

|||   Laura Chase is a ∂≠-year-old woman who has been a source of anxiety to the MICU sta√ for

thirty-six days, ever since she was admitted in severe sepsis and respiratory failure. According

to the medical team, her condition is the result of a rare and virulent multi-drug-resistant

infection that she developed in response to the multiple medications she takes for her HIV

infection. Despite aggressive treatment, her condition has continued to deteriorate. In a

relatively short time, she has gone from an active and healthy-looking woman to a patient who

is intubated, sedated, and only intermittently aware of her surroundings. Her prognosis is

very poor.

Mrs. Chase’s unusual syndrome, young age, and rapid decline have made her the focus of

considerable attention by the care team. Attending physicians, nurses, medical students, and

house o≈cers meet regularly outside her room to consider modifications in her treatment

plan. Dr. Ewing, chief of the MICU, and Marianne Haber, clinical care coordinator, are

particularly involved in managing her care and interacting with her family.

Laura’s family consists of her husband, Frank, and her two sisters, Phyllis and Rita. Frank

has been a constant and devoted presence at his wife’s bedside. As her legally appointed

health care proxy agent, he has taken an active role in learning about her condition and

making decisions on her behalf. He and Dr. Ewing meet regularly to discuss Laura’s prognosis

and various treatment options. He has advocated using whatever drugs or other therapies

might help her and give her a chance to beat this illness. Within the past week, however,

especially as her condition has deteriorated, his daily visits have been getting shorter.

During one of their early meetings, Frank told Dr. Ewing that Laura’s sisters are very

worried about her and very angry with him. ‘‘They don’t know that she’s HIV-positive, so

they cannot understand what is wrong with her. Laura never wanted them to know about

her diagnosis and she has hidden it from them ever since she found out. She believes they

would think she was worthless and she made me promise that they not be told. They know

I’m not telling them everything and they think the worst.’’
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Phyllis and Rita are very concerned about their sister and, as Frank indicated, very angry

about what they perceive as people being less than candid with them. They suggest that Frank

should be removed as the health care proxy because they believe he is a threat to Laura’s safety.

Within the past few days, the care team has determined that the endotracheal tube should

be replaced with a tracheostomy, which will be more comfortable and also lessen the risk of

additional infection and bleeding. In this way, the intervention would both be palliative and

potentially promote cure. When the recommendation was presented to Frank, he concurred

with the reasoning but refused to consent to the procedure without the agreement of his

sisters-in-law. Marianne has spoken at length with Phyllis and Rita, who appear to understand

and even agree with the proposed trach but are adamantly opposed to anything that Frank

approves.

Here, respecting the patient’s autonomy by protecting her confidentiality has exac-

erbated a strained family dynamic and threatens to impede her treatment by interfering

with decision making. The benefits of confidentiality include a respectful and trusting

relationship between clinician and patient, and the patient’s willingness to be candid

about sensitive issues so that accurate diagnosis and effective care management can be

achieved. Health care professionals have a duty to keep confidential any patient infor-

mation learned in the course of the clinical relationship. Exceptions are usually related

to situations that place others at imminent and significant risk of harm.

The capable patient can determine who should receive confidential information and

under what circumstances. Laura has made it clear that she does not want her diagnosis

shared with others, none of whom are placed at risk by her request. The proxy agent or

surrogate is bound by the patient’s wishes regarding health information. In this case,

Laura has instructed her husband, who is her health care agent, that her HIV diagnosis

not be disclosed to others and, unless others are placed at direct risk, her wishes should

be honored.

Frank agrees to the recommended tracheostomy and feeding tube, but he wants the

concurrence and support of Phyllis and Rita. His ability to act as Laura’s decision maker

is inhibited by the lack of consensus generated by their hostility. This intrafamilial

conflict threatens to prevent or at least delay care that would clearly benefit the patient.

While consensus among family members is a worthy goal, the primary responsibility of

the health care team remains the patient. As Laura’s appointed proxy agent, Frank is the

person she chose and trusted to make decisions in case of her incapacity. Her wishes and

values are to be expressed and implemented through him, although his job is made

considerably more difficult by the constraints she has placed on what he can disclose.

So long as he can competently and responsively function in this capacity, he should be

supported by the team. The sisters’ concern for the patient is also legitimate and should

be acknowledged, but it cannot be allowed to interfere with care planning. In the event

that consensus is not achievable, Frank may need support in consenting to the recom-

mended treatment even without the concurrence of his sisters-in-law.
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Bioethics mediation may be helpful in arriving at an appropriate plan of care and

perhaps enhanced communication. The consult would seek to help Frank, Phyllis, and

Rita focus on their shared concern for Laura and their mutual goal of identifying a care

plan that promotes her best interest. Recognition that the care team supports Frank’s

decisions as responsible and beneficial may diminish some of the sisters’ anxiety. Work-

ing to achieve these goals should not be confused with attempts to help the family

resolve long-standing resentments and conflicts. Bioethics consultation is not family

therapy and the focus should remain firmly on resolving the patient’s care issues.

|||   Mrs. Cole is a ≥≤-year-old woman admitted to the MICU with bilateral pulmonary infiltrates

and impending respiratory failure. Her hospital course has included treatment for AIDS-

related opportunistic infections. While her clinical picture and past history are suggestive of

AIDS, she has not been tested and has consistently refused to address AIDS as a possible

diagnosis. She has required mechanical ventilatory support since admission. Prior to

intubation, she told her mother, the nurse, and the social worker, ‘‘Don’t let them label me

with AIDS. I know they are thinking that and you can’t let them do it.’’

Mrs. Cole’s mother, Mrs. Davis, and her seven siblings have held a constant vigil during

her forty-three-day hospitalization. Mrs. Cole’s children, ages π and ∞∂, appear to be in good

health and visit often. Her husband of more than five years has been incarcerated for the past

six months. Although Mrs. Cole is being treated for AIDS-related complications, her family has

not been directly told her diagnosis because of her expressed wishes. Mrs. Davis, without

asking the name of her daughter’s illness, acknowledges that her immune system has been

compromised. She has agreed to the use of AIDS-related medications if they are potentially

beneficial to her daughter and, yesterday, consented to a DNR order. Mrs. Cole’s death

appears imminent.

Here, the confidentiality issue is complicated by the patient’s fear and denial, and

the threat posed to other parties at risk. Not only does Mrs. Cole not want her possible

AIDS diagnosis revealed to others, she does not want to confront it herself. She is

saying, ‘‘Don’t tell my diagnosis to me or anyone else.’’

The duty of confidentiality precludes professionals from disclosing anything learned

in the clinical interaction, whether from the patient or from diagnostic work-up. Based

on patients’ expectation of confidentiality, they are likely to feel safer seeking care and

more comfortable discussing sensitive issues. Although she did not want to acknowl-

edge her likely AIDS, on some level Mrs. Cole obviously recognized it as a possibility.

Despite her anxiety, she sought treatment with the understanding that, if the dreaded

diagnosis were confirmed, it would not be revealed to her or others. In other words,

‘‘Treat me for whatever I have, just don’t say that it’s AIDS.’’

Patients have the right not to know about their conditions if they request non-

disclosure and treatment does not require an explicit label. Certainly, patients have the

right to determine who has access to their personal information. Breaching confiden-
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tiality is justified only when withholding information places third parties at significant

and imminent risk. The laws in many states include this exception to the confidential-

ity obligation to require notification of identified sexual or needle-sharing partners of

patients with HIV/AIDS. The threshold at which confidentiality may be breached must

be set fairly high to avoid casual disclosure of sensitive information.

Mrs. Davis, acting on behalf of her daughter, would likely have difficulty under-

standing the clinical situation or making sound decisions without complete medical

information. Ordinarily, this would set up a conflict between the professional obliga-

tions of confidentiality and beneficence to the patient. Because she appears to recognize

that her daughter has AIDS, however, she is providing consent without asking that

confidentiality be breached. The implicit message is, ‘‘You don’t have to tell me she has

AIDS, just treat her for it.’’

Mrs. Cole’s children, husband, and any other sexual or needle-sharing partners,

however, are another matter because they are all at risk. Warning them (or, in the case of

the children, those responsible for them) may afford timely diagnosis and treatment if

they are infected and may also prevent further spread of HIV infection to unidentified

third parties. The significant consequences justify breaching confidentiality and dis-

cussing with Mrs. Davis the need to test and potentially treat her grandchildren for

HIV. How these sensitive issues are considered and handled will benefit from bioethics

involvement.

In some instances, patients will discuss their medical conditions with their care

professionals but insist that their diagnoses not be disclosed to their health care agents.

These restrictions most commonly occur with stigmatizing conditions, such as HIV/

AIDS. In such situations, every effort should be made to help the patient appreciate that

the agent’s ability to interact with the care team and make appropriate surrogate deci-

sions will depend on his or her having the same clinical information that the patient

would have in making decisions. Emphasis should be placed on the relationship of trust

that underlies the proxy appointment and the agent’s commitment to act in the pa-

tient’s best interest.

Sometimes patients are more concerned about how the information will affect their

relationship with the agent than they are with having it disclosed. Often the most

distressing prospect is having to face the agent with information the patient may con-

sider shameful. One approach is to ask, ‘‘Is there a time when you would feel comfort-

able having us tell your agent about your condition?’’ One patient with end-stage AIDS,

whose mother was her health care agent, replied to this question, ‘‘When I’m too sick to

see the disappointment in her eyes, then you can tell her.’’

decisional capacity

|||   Mrs. Andrews is a ππ-year-old widow living in the community who was admitted via the

emergency room encrusted with feces and covered with maggots. Her nutritional status was
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poor, and she was both malnourished and dehydrated. On medical examination she was

found to have an umbilical hernia, bilateral knee contractures, urinary incontinence, multiple

neurological impairments, and marked dementia. After surgery and physical and occupational

therapy, her ambulation was improved but she remained incontinent.

In the hospital, Mrs. Andrews was noisy and disruptive and required a single room. When

engaged one-on-one, however, she was charming and articulate. She was soon able to feed

herself and after two weeks she is neither malnourished nor dehydrated.

Prior to her hospitalization, Mrs. Andrews had lived alone in an apartment in the same

building as her son, his wife, and their three children. Her social security check is over $∞,≤≠≠

per month. Her son has no apparent source of support, other than a $∑≠≠ check every other

month from social security disability. It is not clear whether he has been misappropriating her

funds, but sta√ suspect that might be the case. What is clear is that Mrs. Andrews cannot care

for herself and her family does not seem willing or able to provide the support that she needs

to keep herself clean, well-fed, and ambulatory.

The care team believes that Mrs. Andrews needs to be placed in a nursing home where

she will receive consistent care. She has regularly refused this placement and said that she

wants to return home. ‘‘What else does an old lady have in the world besides her children

and grandchildren?’’ On other days she says, ‘‘I don’t know what to do. Whatever my son

says is fine with me.’’ A liaison psychiatry consultation has concluded that ‘‘the patient has

significantly impaired ability to form a judgment about her discharge plan.’’

Decisional capacity refers to the ability to process information, make decisions, ap-

preciate their implications, and assume responsibility for their consequences. This abil-

ity is decision-specific because most people have the ability to make some but not all de-

cisions. Capacity can be constant, diminished, or fluctuating. It can be exercised entirely

by the patient, supported by others, or delegated by the patient to trusted surrogates.

Mrs. Andrews is a good example of a person with fluctuating capacity. Her ability to

understand her situation and make decisions in her best interest appears to be affected

by her medical condition, her dementia, and her anxieties about being in unfamiliar

surroundings. She seems to benefit physically, emotionally, and cognitively from being

in a setting where her care needs are met and she has regular interpersonal contact. Yet,

she expresses the desire to return to her home and family, a situation that does not seem

to promote her best interest and may put her at significant risk.

Discharge planning for Mrs. Andrews would require a benefit-risk assessment. If she

goes home, she may not live as long as she could if she were to go to a nursing home,

where she would receive the care she needs. Nevertheless, many elderly patients choose

to return home, knowing that they may compromise the extent or the quality of their

lives. The notion of ‘‘home’’ is powerful, encompassing one’s possessions, memories,

comfort, and sense of self. Even if the nursing home represents ‘‘better care,’’ it can also

be regimented, unfamiliar, and impersonal.

Yet, some patients who initially refuse placement eventually adjust to the nursing
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facility and do very well, especially in contrast to an unsafe home environment. Care

providers need to advocate for the solution that they think is best for each particular

patient and accept that, in some cases, patients will choose unwisely. Clearly, capable

patients who make risky decisions are a source of concern to staff, even though their

choices usually should be honored. The personal intellectual and emotional calculus of

each patient is unique and not necessarily consistent with the rational, professional

judgments of caregivers.

For many elderly patients, like Mrs. Andrews, however, there are moments of confu-

sion or periods of diminished capacity. In these instances, consistency over time may be

a substitute for total clarity. If every time the patient is clear, she answers the same way,

this pattern of choice has weight in those times of some cognitive compromise. This is

especially persuasive if her choices are consistent with her prior history of capacitated

decision making.

The principles in tension are autonomy, beneficence, and nonmaleficence. Care

providers have an ethical obligation to support the capable patient’s exercise of auton-

omy. That obligation may, as in this case, come into direct conflict with the obligation

to promote the patient’s best interest and protect the patient from harm, especially if

she is vulnerable because of diminished or uncertain capacity.

Finally, there is a difference between autonomously consenting to or refusing a

medical intervention and choosing a home care plan. In the latter instance, the rights

and interests of others besides those of the patient are at issue. In the home care con-

text, the principle at issue is accommodation, that is, how the patient’s wishes and desires

can be met or modified by the ability or willingness of those whose cooperation is

needed to carry out the plan. In this instance, the degree to which Mrs. Andrews’ family

can or will provide needed assistance is very uncertain. With the help of social service, it

may be possible for her to return home if a home care agency and adult protective

services can monitor her progress. If she is unable to safely remain at home, the nursing

facility option can be revisited.

|||   Mr. Je√ers is a ∑∫-year-old man with a history of diabetes, hypertension, coronary artery

disease, peripheral vascular disease, and cocaine use. He is divorced and his family consists

of his mother, with whom he lives, his sister, and three adult children with whom he has

limited or no contact.

Mr. Je√ers has undergone several toe amputations and a femoral-popliteal bypass

operation to stem the vascular damage related to his diabetes. He has consistently refused

recommended coronary artery bypass surgery and left the hospital last time against medical

advice. He was admitted this time with shortness of breath and right foot cellulitis. Because of

the worsening peripheral vascular disease, a below-the-knee amputation (BKA) may not heal

adequately and an above-the-knee amputation (AKA) might be required. He has refused

amputation and all diagnostic measures. His sister can sometimes convince him to cooperate

for an examination or test.
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Mr. Je√ers’ capacity has been di≈cult to assess because he refuses to complete an

interview. During the most recent evaluation, he said that his ‘‘foot is very sick’’ and that he

does not want to die; however, he terminated the interview after a brief time. Although he

signed consent for the BKA, he refused testing necessary to plan the surgery and said that his

foot ‘‘will get better by itself.’’ His capacity to weigh the risks and benefits of the care plan is

unclear. Moreover, these benefits and risks cannot be identified or assessed without the

additional tests that he is refusing. A successful outcome will require his cooperation over a

long multistep recuperative period; the care plan is complex and the prognosis, even under

optimal circumstances, is guarded. The amputation is not considered to be an emergency at

this time, but will likely become one in the near future.

In this case, the consequences of decision making by a patient without capacity are

more immediate and serious. Unlike Mrs. Andrews, Mr. Jeffers does not have the oppor-

tunity for leisurely decisions or timed trials. Refusing amputation may lead to death,

while having the amputation should greatly improve the length and quality of his life.

It is important to assess Mr. Jeffers’ capacity to make two decisions in light of his

interests and values. The highly difficult decision about amputation has significant

negatives, whichever course is chosen. To make an informed decision, he needs to

understand fully the benefits and risks of both amputation and nonamputation. If he

cannot make this potentially life-saving decision, he may still be capable of appointing

someone, such as his sister, to be his health care proxy agent, with the authority to

make the decision on his behalf.

Even if Mr. Jeffers lacks decisional capacity, he deserves care that demonstrates re-

spect for him as a person. Forcing treatment, especially something as invasive as am-

putation, against his will poses serious threat to his dignity. Treatment over the objec-

tions of a patient, even one without capacity, can generally be justified only if there is a

clear benefit to imposing the interventions. The less clear the benefit, the less acceptable

the infringement of his right to noninterference. Here, the amputation may be the only

thing that will preserve the patient’s life.

Even if Mr. Jeffers is incapable of making informed decisions, he can and should be

given the opportunity to provide assent, which also demonstrates respect for him as a

person. If his sister can convince him to assent to recommended treatment, his cooper-

ation with the care plan will facilitate surgery and recuperation. Without either his

consent or assent, surgery may not be a safe or effective plan.

disclosure and truth telling

|||   ‘‘I didn’t know what to do,’’ said Dr. Lewis, the intern. ‘‘I was about to go into Mrs. Gold’s

room to get consent for the colonoscopy when suddenly they were all there in my face saying,

‘Don’t tell Mama if she has cancer. Tell her anything else, but not that, not even that it’s a

possibility. It would kill her.’ ’’



s a m p l e  c l i n i c a l  c a s e s ∞∏Ω

The ‘‘they’’ Dr. Lewis referred to were the grown children—a son and a daughter—of the

patient who had been admitted two days ago. Mrs. Gold is an ∫≤-year-old woman who was

brought to the hospital by her daughter after several weeks of fatigue, weakness, and

gastrointestinal disturbance. Her history and physical strongly suggested colon cancer and a

colonoscopy would be necessary to establish the diagnosis and develop a treatment plan.

‘‘I was so startled I just kind of nodded at them and mumbled something about not having

anything definite to tell anyone yet,’’ Dr. Lewis continued. ‘‘We all trooped into Mrs. Gold’s

room and they stood there while I explained that we needed her consent to do some tests to

see why she is not feeling well. I don’t know if I sounded as evasive as I felt. When I told my

resident, Carol, what had happened, she was furious. She said that patients have the legal

right to know their medical information and the family has no business telling us not to

disclose it. When we made rounds the next morning, the family was waiting outside the

patient’s room and warned the team again. Carol explained about the patient’s right to

information and the son said, ‘Listen, I’m a lawyer and I know all about rights. If you say

anything that upsets or harms my mother, you’ll find out firsthand what the law has to say.’

Before things got even more tense, however, the attending, Dr. Martin, stepped in and assured

the family that we would not do anything to put the patient at risk.’’

Mrs. Gold’s tests have revealed that she does, indeed, have colon cancer. Dr. Martin put

a big note on the front of the chart saying, ‘‘Patient is not to know her diagnosis as per

instructions of family.’’ There is considerable di√erence of opinion on the team about the

appropriate way to handle the situation during the time she is hospitalized for surgery and

subsequent treatment. The e√ort to avoid talking with Mrs. Gold about her condition has

been very awkward for the house and nursing sta√. Several people feel that they are being

dishonest and not spending as much time with her as she deserves. Others feel intimidated by

the threat of a lawsuit if they disregard the family’s instructions.

Because truth telling is a moral obligation, withholding the truth requires a morally

compelling justification. Benefits of patients knowing their diagnoses and prognoses

include adequately informed decision making, better adherence to treatment, and a

more trusting clinical relationship. The burdens to the patient of disclosure (anxiety,

sadness, or other types of stress) have been empirically shown to be normally out-

weighed by the benefits of knowing the facts. The therapeutic exception to the dis-

closure obligation is a rare instance in which the information is expected to pose a

significant and imminent threat to a patient (such as suicide or serious destabilization

of an already fragile condition).

More often, concerned and protective families, such as the Golds, wish to spare

the patient distressing information. These requests usually reflect the family’s sadness

about the patient’s condition and the belief that, while it may not be possible to protect

her from illness, it may be possible to protect her from anxiety and fear. Because they

see themselves as shielding her from harm, it is important to avoid the adversarial

climate that would be created by focusing on the clash of ‘‘rights.’’
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Rather, the family’s devotion to and intimate knowledge of their mother should be

acknowledged and supported. Efforts should be made to determine how the patient has

handled bad news in the past and what approaches have been successful. In addition,

the cultural norm of truth telling varies widely and the patient’s background and family

dynamics should be considered in determining how and to whom information is pro-

vided. Finally, they should know that, because multiple health professionals are caring

for Mrs. Gold, there is no guarantee that the information can be successfully kept

from her.

Mrs. Gold should be approached, independently of her family, and asked what she

knows about her condition, what she wants to know, how much she wants to be

involved in choices about her care, and how much she wants her family to participate

in decisions. She should be reassured that she can choose to know or not to know, to

make decisions or voluntarily delegate that task to her children.

A bioethics consultation can help put the focus on the goal, shared by family and

care team, of doing what is in Mrs. Gold’s best interest. A collaborative resolution may

be achieved by explaining that the quality of care the family wants for the patient

depends on a trusting therapeutic relationship that includes open communication. The

family should be helped to understand that, while lying to the patient is ethically

unacceptable for care professionals, if Mrs. Gold indicates that she does not want medi-

cal information, she will not be burdened with it. If she requests information, it will be

provided in a way that minimizes her distress. She will not be subjected to massive

amounts of painful or confusing information all at once. Rather, her questions will be

answered over time as part of a process that includes adequate support.

Sample chart note

Re: Edna Gold

Reason for consultation: Family’s request to withhold clinical

information from patient.

Mrs. Gold is an 82-year-old patient who has colon cancer, as revealed by

colonoscopy. She has not been told her diagnosis and her son and daughter

adamantly refuse to permit the care team to discuss her diagnosis with her. As

they put it, if she were to find out she has cancer, or even to suspect that she may

have cancer, ‘‘it would kill her.’’

Cases like this are not uncommon. Family members have mixed motives for

not wanting their loved ones to get bad news: it may be partly to protect the pa-

tient and partly to protect themselves. Family wishes regarding disclosure should

certainly not be disregarded or discounted, but they need to be carefully and

critically examined.

First, we must determine whether Mrs. Gold possesses or lacks decisional ca-

pacity. Decisional capacity is decision specific, so we have to inquire whether

Mrs. Gold is able to make specific decisions about her illness—about whether and
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how it should be diagnosed and treated. There is no indication that Mrs. Gold is

incapable of doing this. Ethically and legally, a capable patient normally has

the right to receive information about his or her diagnosis and prognosis, and

to provide informed consent to tests and treatment. Though Mrs. Gold was not

told why the tests were being done, it is open to question whether the doctors

were required at that point to inform her of their suspicions. But once the tests

revealed colon cancer, the moral situation changed significantly. The patient

should have the opportunity to decide what, if anything, she wants to do about

her illness. There is also a practical concern: if the patient undergoes chemo-

therapy and/or radiation, how will the nature of her illness be kept from her?

When family members say the truth would kill their loved one, this is the start

of series of questions. What evidence do they have for saying this? How has she

responded to bad news in the past? Are they afraid that she will kill herself and

give up the will to live, or just that she will be depressed? Depression is normal

when bad news is disclosed, but depression itself is not life-ending. An important

part of the discussion should also address whether the patient herself has any

suspicions about the nature of her illness. If she suspects something serious is

wrong, but is not told, studies have shown that this only increases patient anxi-

ety and sense of isolation.

I would explain to the family that, while we respect their viewpoint, we need

to assure ourselves that the patient herself does not want to know her diagnosis.

This is a matter of professional ethics. Questions, such as ‘‘How much would you

like to know about why you are here?’’ can be asked without the family being

present and may reveal the patient’s true preferences without inadvertently dis-

closing the nature of her disease. If the patient lets us know that she does not

want to be involved or wants to be involved only marginally, this should be

respected. To lessen the family’s anxiety, they can be told that the word cancer

does not have to be used with the patient, since the word itself is frightening to

many people.

|||   Mr. Wernick is a ≥≠-year-old recently married man with metastatic testicular cancer. In a

patient this young, the cancer, although very aggressive, should respond well to treatment.

The recommended plan would be an orchiectomy (removal of the testis), followed by a course

of systemic chemotherapy, giving him an excellent prognosis. Dr. Bond also knows that this

regimen carries a significant risk of impotence and infertility.

Mr. Wernick has told Dr. Bond that he and his wife plan to begin a family as soon as

possible. In fact, their shared love of children is one of the first things that attracted them to

each other. Dr. Bond believes that knowledge of the likely side e√ects might well discourage

the patient from undergoing the recommended therapy. His concerns are echoed by Mrs.

Wernick, who stops him in the hall and says, ‘‘Just don’t tell him about the possibility that he’ll

be infertile. We can always adopt. The important thing is to get him well.’’
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In this case, the justification for disclosure is far more compelling. As a capable adult

who has not waived his right to information, Mr. Wernick needs to assess what is in

his best interest and make this important decision with full knowledge of the risks

and benefits involved. Surviving cancer with a loss of function (impotence and infer-

tility) may be an acceptable trade-off for some people but not for others. Armed with

an understanding of the consequences, he may refuse potentially life-saving chemo-

therapy to avoid infertility, thereby increasing his risk of dying or he may choose life-

saving therapy and alternative strategies for becoming a father. Manipulating informa-

tion to influence his decision is unethical, preventing him from making an informed

and autonomous decision.

Mrs. Wernick is deeply troubled by her husband’s cancer diagnosis and what she

fears will be his preference—to forgo life-saving treatment. Wanting him to accept

chemotherapy and survive, she can encourage, persuade, and even pressure him. Al-

though Dr. Bond has a primary duty to his patient, which includes disclosing infor-

mation material to his decision, the wife’s concerns should be addressed, even if her

request to withhold information cannot be honored. Dr. Bond can offer support and

counseling, including advice on the issues she might raise with her husband.

end-of-life care

|||   Lucy Ajuba is a ∞π-year-old from Kenya, who was diagnosed in January with a cancer that

had invaded one kidney and metastasized to her bones, lungs, liver, and aorta. Given the

extent of the metastases, her prognosis was determined to be poor. Lucy underwent surgery

in June to remove the diseased kidney and began a nonexperimental course of chemotherapy,

but she showed no improvement. She was placed on an experimental chemotherapy protocol,

but a scan done in July showed new metastases in her bones. By the fall, Lucy was

experiencing significant abdominal pain, but the use of a fentanyl patch brought her

some relief.

Shortly after her increased pain problems, Lucy was admitted to the pediatric critical care

unit (PCCU) in renal failure. She continued to experience significant pain and, despite the

fentanyl patch, she was often very restless and unable to lie still, although every movement

was painful. She was also terrified because she was clearly getting worse instead of better.

For example, her abdomen had become quite distended and she repeatedly asked ‘‘why my

belly is so big?’’ After a few days in the PCCU, she was stabilized and transferred back to the

floor, but her remaining kidney was found to be heavily infiltrated with cancer.

Lucy is emotionally immature for her age and unusually dependent upon her parents,

especially her mother. Before moving to this country, Mr. and Mrs. Ajuba had lost their only

other child to malaria and they are very protective of Lucy. From the time of her diagnosis, they

have insisted that she be told nothing about her medical status or prognosis. In spite of this,

Lucy has indicated her awareness that her disease is serious and, more recently, that she is

terminally ill. Both Mr. and Mrs. Ajuba are very religious and repeatedly express their faith
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that God will cure their child from what her father describes as a ‘‘white man’s disease.’’ They

also insist that all aggressive measures be used to keep Lucy alive, although Mrs. Ajuba

appears to be more realistic about her daughter’s condition and prognosis.

Shortly after Lucy was transferred out of the PCCU, her oncologist recommended that, in

light of her irreversible deterioration, a DNR order would be appropriate and that curative

treatment should be replaced by aggressive palliation. After considerable resistance, her

parents reluctantly agreed to the DNR, but the next day, her father rescinded the order. A few

days later, Lucy’s condition worsened and she was readmitted to the PCCU and intubated.

Within the past twenty-four hours she has experienced four hypotensive episodes, each

of which has been treated aggressively. She is receiving escalating support to maintain

respiration, blood pressure, and other vital signs. In addition, she requires increasingly

heavy sedation to manage her pain and agitation.

The treating team is concerned about continuing aggressive curative treatment that

appears increasingly ine√ective. Her oncologist has requested a bioethics consultation to

engage the team and the family in considering appropriate end-of-life care.

Parents have discretion in making decisions about their children’s health care be-

cause they customarily act in ways that promote the children’s best interests. Their

decisions usually are based on their own preferences and values because children are

not mature enough to have developed long-range interests and goals. How best interest

is defined depends on how the benefits, burdens, and risks are perceived and valued. In

this case, the notion of best interest is disputed, with Lucy’s parents arguing for con-

tinued life-sustaining treatment and the care team advocating a palliative approach.

Lucy’s parents’ wish to continue aggressive life-sustaining treatment may be multi-

factorial, including misunderstanding of the clinical facts and unrealistic expectations

that must be addressed. They may not be getting the information necessary to under-

stand Lucy’s clinical condition or they may be unable to understand the information

because of their educational level, their cultural background, their fears and suspicions,

or the emotional stress of caring for a critically ill child. An additional barrier may be

their understandable inability to face the possible loss of another child. Care profes-

sionals are expected to be sensitive to the importance of cultural values and traditions

in decisions about health, life, and death, and should provide information, especially

bad news, in a supportive and accessible manner.

Here, the key parties include the patient, even though she is a minor. Lucy clearly

has indicated awareness of the gravity of her illness and a sense of isolation and fear

because she has been excluded from discussion about her condition. Involving the

adolescent in information sharing and decision making in the face of likely death is

both extremely important and challenging. Paternalism may be justified if an adoles-

cent is (1) not able to understand the information, or (2) too immature to act in ways

that would be beneficial. As the adolescent grows and matures, these justifications

progressively weaken. Even if minors are not able to exercise autonomous decision
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making fully, it is usually desirable to help them understand their condition and obtain

their assent to the care plan.

An important goal of ethics consultation is to help the family and care team arrive at

consensus on a care plan that promotes the best interest of the patient and addresses

the concerns, values, and preferences of all parties. The dying child needs palliation of

symptoms and reassurance. The grieving parents need clinicians to share the burden of

difficult decisions and provide emotional support and access to additional resources.

Barriers to consensus include family history and conflict, information imbalance, and

cultural background. Through effective communication and mediation, the parties

may be able to reach agreement on mutually acceptable goals and plan of care.

|||   Mrs. Ewing is an ∫∏-year-old widow with dementia and severe heart disease. She lives in a

nursing home, where she has been bedridden for a year. She occasionally speaks and follows

some commands, but does not communicate in a consistent fashion. It is uncertain if she

recognizes any of her family members or the people who care for her.

Mrs. Ewing was transferred to the local hospital, where she is being treated for

congestive heart failure. Despite aggressive medical treatment, her condition has remained

grave. Fluid has been removed from her lungs via a needle in the chest wall (thoracentesis),

only to reaccumulate in two days. Recognizing that the prognosis is poor, her physician has

addressed the treatment plan with her family. Her daughter has become extremely upset and

insists that ‘‘everything should be done’’ for her mother. Mrs. Ewing’s son, a dermatologist

who does not live in town, has been in telephone contact and says, ‘‘Do whatever you have to

do to keep her alive.’’ He insists that his mother be transferred to the intensive care unit and

that a second thoracentesis be performed.

The attending physician has explained that the available interventions would be painful

and possibly unsafe, and would not likely alter the disease course. A permanent chest tube

would need to be placed to continue withdrawing fluid, and Mrs. Ewing might require

mechanical restraints to prevent her from pulling out the tube or the intravenous lines. If

she has a cardiac or respiratory arrest, which is almost certain to occur soon, attempted

resuscitation would likely be unsuccessful. If she were revived, she might face uncomfortable

days on a respirator before her death. He advocates for a palliative care plan. The family

remains adamant, however, stating that ‘‘nothing is worse than death.’’

Like parents of dying children, the adult children of dying parents often issue instruc-

tions to ‘‘do everything’’ or ask for specific interventions judged to be therapeutically

ineffective or otherwise inappropriate. How these requests are handled can determine

not only the effectiveness of the care plan, but also the residue of family comfort or guilt

after the patient has died. If Mrs. Ewing’s children believe that she was deprived of life-

saving treatment because they were not good advocates, her death may be seen as their

preventable failure. As an initial matter, then, ethics consultation should seek to defuse

any sense of a power struggle with the family on one side demanding treatment and the
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professionals on the other side withholding it. The focus should begin and remain on

the shared goal of identifying and promoting the patient’s best interest.

Requests to ‘‘do everything’’ are a signal that the parties may not share the same

understanding of the patient’s condition and prognosis, the goals of care, the available

treatment options, and the expected outcomes of the interventions being requested.

The fact that Mrs. Ewing’s son is a physician does not mean that he can be entirely

objective in assessing the clinical situation. He may be experiencing the same unrealis-

tic hopes for improvement as his sister and the same need to advocate for all available

treatments. Indeed, as the family’s in-house medical professional, he may feel addi-

tional pressure to effectively manage his mother’s care.

Among the first things to determine are what ‘‘do everything’’ means to the family

and what the interventions in question are expected to accomplish. Discussion should

focus on clarifying the goals of care, the likely effectiveness of the proposed treatments

in achieving those goals, the obligation to prevent suffering without benefit, and fur-

ther explanation of the recommended plan of care. The family should be reassured that,

while improvement is no longer feasible, comfort is an achievable priority that will

receive the full attention of the team. The notion of aggressive palliative care as active

intervention should be reinforced.

Ethics consultation can also reaffirm the special moral standing of the family. Mrs.

Ewing’s children may have intimate knowledge of her wishes that could inform the

goals of care. Engaging in a benefit-burden assessment of the treatment options, includ-

ing what is known about the patient’s values and preferences, would be useful in deci-

sion making. If her wishes are unknown, the analysis should be based on the best

interest standard. Discussion can emphasize their critical role in protecting Mrs. Ewing

from interventions that will increase her suffering without providing benefit. In the

event they disagree about care, the focus should be on their shared concern for their

mother’s well-being.

Physicians’ concerns about honoring family requests may also need attention. Phy-

sicians are not obligated to follow every family demand, some of which are for medi-

cally inappropriate or futile treatment. Problematic requests should trigger discussion,

clarification, and mediation where appropriate. Guided by their professional judgment

and personal moral codes, physicians may legitimately refuse some requests. Their

position, rationale, and commitment to the patient, as well as their offer to transfer the

patient’s care to another doctor, should be made clear to the family.

Limitation, either scarcity or expense, of resources introduces an additional and

uncomfortable ethical element into the decision-making mix. If the decision is made to

‘‘do everything’’ for Mrs. Ewing, should she be given access to expensive resources,

including a bed in the ICU? What if a critically ill 32-year-old also needed the bed?

What makes sense clinically may not be the most appropriate course of action. Even if

the decision is made to treat Mrs. Ewing aggressively, it is still ethically appropriate to

weigh her medical needs against the needs of others, when resources are limited.
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forgoing life-sustaining treatment

|||   Mrs. Martel is a ∏∞-year-old hospital employee admitted for total abdominal hysterectomy

(bilateral removal of uterine tubes and ovaries) and debulking for stage IV ovarian cancer.

In the recovery room, she was without heartbeat for five minutes and su√ered significant

anoxic brain damage, although she retains brainstem function. She has been comatose but

responsive to pain for one month and her care team believes that there is no chance for

improvement.

The family has consented to a DNR order and has presented letters attesting to the fact

that Mrs. Martel ‘‘would never want to live connected to tubes.’’ Her husband and children

have requested that she receive only comfort care and that artificial nutrition and hydration be

stopped. Legal counsel and risk management are comfortable with the family’s decisions, but

the nursing sta√ is very troubled by this course of action. Since surgery, Mrs. Martel has been

on an acute care floor where the notion of limiting life-sustaining treatment is disquieting. The

nurses feel that they are doing nothing but turning the patient and, because she is receiving

IM Dilantin to prevent seizures, they are causing her additional pain with the injections. They

think that she is becoming congested and might be having di≈culty breathing. Above all, they

are distressed by the notion of discontinuing nutrition and hydration and ‘‘starving the patient

to death.’’

In contrast to the family that wants everything done, the family that wants to forgo

treatment can also present an ethical challenge for care professionals. Despite family

consensus and caregiver understanding of the legal and ethical principles, limiting

treatment at the end of life can be counterintuitive and disturbing to those whose

mission is to preserve life. An ethics consultation can be very useful in helping care

providers and families articulate their concerns and in reassuring them about the valid-

ity of the care plan.

A capable adult patient has a well-settled right to make an informed decision con-

senting to or refusing treatment, even if the decision leads to her death. These wishes

can be expressed contemporaneously or prospectively. An appointed health care proxy

agent can make these decisions on behalf of the incapacitated patient, based on wishes

expressed in an advance directive, substituted judgment, or the best interest standard.

Absent an advance directive, the family is often best suited to represent the patient

because of their long-standing and intimate relationship. The family is usually ac-

corded a significant degree of discretion in making decisions for the incapacitated

patient, although some states restrict the authority to limit treatment. Ethically, there

should be a presumption that the family’s knowledge of and concern for the patient is

the best guide in making decisions about end-of-life care. While Mrs. Martel had not

executed an advance directive or appointed a proxy agent, her family is agreed on what

she would want in her current situation.
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Legally, as well as ethically, there is no distinction between withholding and with-

drawing life-sustaining treatment (LST). The key issues are (1) whether the interven-

tions are benefiting the patient or contributing to suffering and prolonging the dying

process, and (2) whether the patient or the surrogate believes they should be forgone.

Yet, withdrawing artificial nutrition and hydration (ANH) feels different because of its

association with nurturing. The notion that forgoing ANH at the end of life is starving

the patient to death needs correction. Palliative care professionals should clarify for

family and staff that withholding or withdrawing ANH from patients near death does

not create hunger or thirst and, in fact, has been shown to often relieve discomfort

during the dying process. Some religions and cultures stress the symbolic meaning of

food and water and do not permit withdrawing or withholding ANH. Both ethical

analyses and legal rulings, however, discuss ANH as a medical treatment like other

interventions whose benefits and risks should be assessed in care planning.

The concerns of caregiving staff should always be considered in care planning but, in

this situation, they deserve heightened attention. These acute care nurses are unaccus-

tomed to limiting life-sustaining treatment, which they find clinically counterintuitive

and ethically troubling. In addition, they are caring for a colleague with whom they

cannot help but identify. The nurses need reassurance that they are doing a great deal

for Mrs. Martel and her family by keeping her comfortable and treating her with profes-

sionalism, concern, and respect. The focus should be that, when cure or improvement

is no longer feasible, the goals of care shift to maximizing comfort, minimizing suffer-

ing, and not prolonging the dying process. Involving the palliative care service in

the planning and delivery of care should be educational and supportive for the nurs-

ing staff.

One important function of bioethics consultation is working with staff, including

medicine, nursing, social work, and administration, to clarify and analyze difficult

ethical issues. Sometimes, more than one meeting is indicated to address multiple sets

of issues. Here, bioethics might meet with the nurses to address their concerns and meet

again with the family and care team to discuss the goals and plan of care, with particular

attention to the most effective clinical setting. In this case, the palliative care or hospice

unit is probably better equipped to attend to the patient’s end-of-life needs, including

identifying alternative methods for administering Dilantin and easing respirations. A

bioethics consultation that includes palliative care professionals can reassure the family

that, rather than a lower or less attentive level of care, the palliative care service pro-

vides expertise in symptom management at the end of life.

goals of care

|||   Frankie Abruzzi is a ≥∞-year-old man, currently in the ICU in grave condition. He has a

history of IV drug abuse, which he stopped seven years ago when he tested positive for HIV.

For the past five years he has been on antiretroviral therapy. Also significant in his medical
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history is a heart valve replacement due to endocarditis contracted as a result of his drug use.

According to his parents and immunologist, Dr. Stern, who has known him for several years,

Frankie has coped fairly well emotionally with his condition and has been very conscientious

about taking care of himself. Recently, Frankie and his wife divorced, but he has maintained

contact with his young daughter.

Frankie was referred by Dr. Stern to Dr. Heiken, an oncologist, because of an elevated

white blood count. He was admitted to the hospital for a bone marrow biopsy, which revealed

a very early stage of leukemia. Interferon was started but discontinued shortly thereafter

because Frankie continued to spike fevers, one of the side e√ects of interferon. According to

Dr. Heiken, Frankie’s leukemia is definitely treatable.

While in the hospital, Frankie developed abdominal swelling due to fluid buildup. He also

developed an acute retroperitoneal bleed coming from his right kidney, which was removed.

During surgery, Frankie became hypotensive for a protracted period and he has not regained

consciousness. He is intubated and attempts to wean him from the ventilator have proved

unsuccessful. He has developed left kidney failure, for which he has received dialysis on three

occasions. Because of low blood pressure, however, dialysis has had to be discontinued, at

least temporarily.

Frankie has no health care proxy or living will. His family consists of his two parents and a

sister, all of whom seem genuinely concerned about doing what is best for Frankie and sparing

him any unnecessary su√ering. Yet their approaches to his care are very di√erent. Mrs. Abruzzi

and her daughter, who want to spare Frankie further needless su√ering, have requested a

DNR order and the withholding of dialysis and other cure-oriented treatment. In contrast,

Mr. Abruzzi contests the DNR order and argues for continuing all other aggressive treatment

because ‘‘Frankie is a fighter and he wouldn’t give up.’’ Dr. Stern advocates a palliative care

plan that focuses on Frankie’s comfort. Dr. Heiken explains that he cannot agree with forgoing

resuscitation, dialysis, and other treatments because Frankie’s condition is potentially

reversible and he might be ‘‘salvageable.’’ He says that, if the family decides to withdraw

treatment, it will be di≈cult for him to be Frankie’s physician and he will ask Dr. Stern to

assume care of the patient.

The concept of autonomous decision making is based on the notion that capable

patients are in the best position to make care decisions consistent with their own values

and interests. The concept of surrogate decision making is based on the notion that

people who know and care about the incapacitated patient will make the decisions he

would make if he were able to do so. These insights into what matters to the patient

inform the goals of care.

The difficulty arises when trusted and well-meaning surrogates have differing ideas

of what the patient would want or what would be in his best interest. Frankie’s devoted

family members are advocating for the goals they each believe are best for him. His two

doctors also have differing goals for Frankie based on their respective assessments of his

clinical condition and prognosis. These well-intentioned but conflicting perspectives
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threaten to create a stalemate in care planning, interpersonal tension, and residual

family conflict following Frankie’s death.

Achieving consensus on a plan of care requires that the family and care professionals

agree on the goals of care. A bioethics consultation would promote a review of what is

known about Frankie’s interests and values in light of what is known about his medical

condition. Expectations of what continued treatment can accomplish should be clari-

fied in light of Frankie’s condition. Through discussion of the diagnosis, prognosis,

treatment options, and patient wishes, the parties can reach a mutually acceptable plan

of care with clearly defined goals (such as time-limited trial of specific critical care

interventions).

The consultation should also consider Dr. Heiken’s motivation to continue aggres-

sive curative care in light of the clinical realities and his possible concerns about liabil-

ity. Withdrawing life-sustaining measures, thereby allowing death, is sometimes con-

fused with euthanasia or physician-assisted suicide. In other instances, physicians may

act on strongly and deeply held convictions that prevent them from acceding to patient

or family wishes. An available option, suggested by Dr. Heiken, is to transfer the pa-

tient’s care to another physician.

|||   Mrs. Pelz is a ∞≠∑-year-old woman who was admitted from home with pneumonia. She

lives with her daughter, Mrs. Dean, who is her health care proxy agent. For four years prior to

admission, she was alert but noncommunicative, able to go from bed to chair and eat a little.

In the ER, Mrs. Pelz was intubated with her daughter’s consent. Since admission, she has

su√ered multiple complications, including vaginal infections, pneumothorax, infections

around the chest tube, and malnourishment because of poor intake. She is receiving nutrition

and hydration through a nasogastric tube and antibiotics intravenously. She is currently not

responsive, although her pulmonary function is improving enough that she may be able to be

weaned from the ventilator.

Mrs. Pelz’s prognosis is very poor and it is almost certain that, even with aggressive mea-

sures, she will never return to baseline. Her condition and prognosis have been explained to

her family, including the likelihood that continued aggressive interventions will increase her

su√ering without providing benefit. According to Mrs. Dean, her mother had never expressed

care wishes, except to say that she never wanted to be in a nursing home.

Mrs. Dean has authorized a DNR and stipulated that, if her mother is able to be weaned

from the vent, she should not be reintubated and, if the nasogastric feeding tube is removed,

it should not be replaced. She has based these decisions on her mother’s irreversible condi-

tion and her belief that they will promote her mother’s best interest by sparing her further

needless su√ering. Mrs. Pelz’s granddaughter and great-granddaughters strenuously object

to Mrs. Dean’s decisions and want all supportive and curative measures continued. Their

maturity and understanding of the clinical realities appear very limited, however, creating

unrealistic expectations and resistance to information that is inconsistent with what they want

to hear. The situation is complicated by dysfunctional family dynamics that create a passive-
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aggressive pattern of interaction between them and Mrs. Dean, who seems very isolated

and anxious.

Even in the best circumstances, it is difficult for families to make decisions for criti-

cally ill patients. While the Abruzzi family members differed in their goals for Frankie’s

care, they were mutually supportive in their search for consensus on a way to promote

his best interest. In contrast, decision making for Mrs. Pelz is complicated by family

anger, guilt, denial, dysfunctional history, and conflicting interests, all of which are

barriers to decision making.

An ethics consultation should begin by acknowledging the difficulty of the decision

process and commending the family for struggling to do the right thing for the patient.

Physician clarification of the clinical situation may help them recognize that the pa-

tient is dying and that care goals must accommodate that reality. When cure or im-

provement is no longer feasible, the goals of care become maximizing comfort, mini-

mizing suffering, and not prolonging the dying process.

Bioethics mediation should be attempted in an effort to help the family resolve

conflicts that are impeding care planning. Mrs. Dean needs special support in advo-

cating for her mother’s best interest in the face of overwhelming resistance and an-

tagonism from her children and grandchildren. As the appointed proxy agent, she is

empowered to make care decisions without family consensus and even without the

guidance of her mother’s explicit wishes. While family consensus is desirable, the care

team’s primary duty is to the patient and her best interest.

All parties should recognize that mediation is not family therapy. This family brings

long-standing conflicts that will not be resolved in the clinical setting. What bioethics

consultation can do, however, is emphasize the importance of leaving their interper-

sonal problems aside and focusing on their shared concern for Mrs. Pelz. The objective is

to help family members give themselves permission to protect the patient from the

burden of interventions that are no longer benefiting her.

Sample chart note

Re: Abigail Pelz

Reason for consultation: Clarification of patient’s condition, prognosis, goals,

and plan of care.

Mrs. Pelz is a 105-year-old woman with multiple health problems related to a

recent respiratory insult and her generally debilitated condition. Despite aggres-

sive interventions, she continues to deteriorate and will almost certainly not

return to baseline. According to her attending and consulting physicians, she is

dying. Her daughter, who is her health care proxy agent, has accepted the inevi-

tability of her mother’s death and requests no further cure-oriented interventions,

but her granddaughter and two great-grandchildren appear to have unrealistic

expectations, are reluctant to let go, and insist on pursuing aggressive treatment.
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An ethics analysis considers the goals of care in the light of the patient’s

diagnosis and prognosis, the treatment options, and what is known about the

patient’s wishes. The benefits, burdens, and risks of therapeutic options are evalu-

ated in terms of the patient’s well-being. These considerations receive heightened

scrutiny when, as here, the patient’s condition is grave and irreversible, her prog-

nosis is very poor, the treatments likely to benefit her are limited, she is unable to

participate in decisions, and she has not communicated her health care wishes.

Under these circumstances, the goals of care focus on providing treatment

that will benefit the patient without increasing her suffering or prolonging the

dying process. To prevent unrealistic family expectations, it is especially impor-

tant to distinguish why interventions are contemplated and what they are likely

to accomplish. These issues were addressed during a meeting that included the

patient’s daughter, granddaughter and her husband, two great-grandchildren,

the attending physician, resident, clinical care coordinator, rabbi, and bioethics

consultant.

According to the care team, this patient will almost certainly not recover,

despite aggressive treatment. For this reason, it would be clinically counterpro-

ductive and ethically unsupportable to burden her with additional cure-oriented

interventions that would contribute to her suffering without providing benefit.

Here, it is appropriate to help the family protect the dying patient from unneces-

sary and ineffective treatment. Accordingly, the team encouraged the family to

recognize the limits of the patient’s endurance, as well as the limits of what

medicine can accomplish, and to focus on the goal of promoting her comfort and

peace during the dying process.

The agreed-upon plan is that the patient will remain on the vent, finish the

current course of antibiotics, and continue to receive nutrition and hydration,

but that no additional curative treatments will be started. All measures to en-

hance her comfort will be pursued. It will be important to help the granddaughter

and great-grandchildren to support patient’s daughter and each other by recog-

nizing their shared concern for the patient and the importance of acting together

in her best interest.

informed consent and refusal

|||   Mrs. Daws is a ∑π-year-old woman presenting to the ER in respiratory distress and hypoxia.

She has a history of stage IV breast cancer, diagnosed five years ago, chronic schizophrenia,

and mild retardation. She was treated briefly with chemotherapy, which was discontinued

because she found the side e√ects so distressing. The cancer has metastasized to her ovaries

and, following surgery three months ago, she was transferred to the medical center’s long-

term care facility for palliative chemotherapy. When she experienced shortness of breath

today, she was brought to the ER. She is refusing intubation.
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Her appointed health care agent is her husband, who is moderately mentally retarded. He

is devoted to her and wants to be involved in her care. He is unable to understand her clinical

condition or accept her terminal prognosis, however, and his anxiety is steadily increasing his

agitation.

Mrs. Daws’ level of cognitive function appears to be adequate for participation in care

discussions and decisions. She seems to understand, certainly better than her husband, that

she has breast cancer and that she will not recover from it. She understands, with appropriate

apprehension and sadness, that there is no treatment that will make her better. The most

compelling evidence of her decisional capacity is reflected in her long, close, and trusting

relationship with her primary care physician and oncologist, Dr. Meyer. According to Dr. Meyer,

she and the patient have engaged in many long discussions about her condition and care. In

her opinion, Mrs. Daws appreciates the gravity and irreversibility of her condition.

The professionals caring for Mrs. Daws are very uneasy about whether to honor her refusal

of intubation if her respiratory distress increases. The care team, including Dr. Meyer and

clinicians in the ER, critical care, and pulmonary, all agree that intubation will not benefit her

in the long term and that, once intubated, she will not be weanable. In the past, Mrs. Daws

has been consistent, as she is today, that she does not want to die and wants treatment

continued so that she can live as long as possible. She is also consistent in her refusal of

intubation but it was not initially clear whether she would agree to intubation if it were the

only way to remain alive.

For several reasons, Mrs. Daws is a patient who should be considered especially

vulnerable to the risks of uninformed decisions with grave consequences. Her uncertain

baseline capacity (compromised cognitive function and emotional instability), plus the

current lack of clarity about her wishes and possible hypoxia, raise troubling questions

about her ability to assume responsibility for refusing life-sustaining treatment. Fur-

ther, her only family is her husband, whose cognitive deficits prevent him from func-

tioning as an informed surrogate or even a stable support. Indeed, his emotional dis-

tress is distracting her from focusing on her own situation. Under most circumstances,

this patient would not be considered to have the ability to provide informed refusal of

intubation.

Two factors alter the usual analysis. First, Mrs. Daws has a long and trusting relation-

ship with Dr. Meyer, who has known and cared for her during the past several years. She

is very familiar with the patient’s level of understanding, wishes, values, and fears. She

knows, for example, that Mrs. Daws is afraid of suffering and does not want to subject

her husband to watching her distress. She has consistently asked Dr. Meyer to promise

that she will not be in pain. Second, Dr. Meyer and the rest of the care team are con-

vinced that intubation would contribute to the patient’s suffering without benefiting

her. A considerably higher degree of capacity would likely have been required for the

patient to refuse life-sustaining interventions that the team considered to be in her

best interest.
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Dr. Meyers thus provides a combination of supported autonomy, substituted judg-

ment, and best interest analysis. Her personal and medical knowledge enables her to

support the patient and her husband, and refocus the goals of care toward the palliation

that is needed.

medical futility

|||   Bobby, a ∏-month-old boy, was brought to the ER in full cardiac arrest by Ms. Clark, his ∞∫-

year-old mother. While bathing the infant, Ms. Clark had told her ≤-year-old to watch the baby

while she went to the kitchen for a moment. When she returned, Bobby was face down in the

bathtub and not breathing. In the ER, he was successfully resuscitated and then transferred to

the Pediatric Critical Care Unit (PCCU). At first, although he required oxygen support, he was

able to breathe on his own. He also demonstrated reflexive responses to noxious stimuli.

Within about twelve hours, however, he experienced respiratory failure and was intubated.

At that time, all other outward indications of brainstem activity ceased. Although repeated

neurological tests failed to confirm brain death, the consensus was that the baby would not

regain responsiveness or any other meaningful brain function.

In conversations with Ms. Clark, the PCCU attending has attempted to explain Bobby’s

condition and prognosis, but she is unwilling or unable to entertain the possibility that her

child will not recover. She has great trouble understanding and remembering what the

physicians have told her and has some very unrealistic ideas about possible treatments. She

has asked whether a brain transplant would be possible using her own brain and wanted to

know whether the baby could be cloned. She is preoccupied with her responsibility for

Bobby’s near drowning and is unable to focus on discussions about end-of-life care, a DNR

order, or transfer to a long-term care facility. She visits daily and, despite occasional glimmers

of understanding, she continues to insist that her baby will make a full recovery. Although

several tests now have confirmed brain death, she adamantly refuses to accept the

determination or consider removal of mechanical supports.

The definition of medical futility has physiologic, qualitative, and quantitative com-

ponents. The concept may be unhelpful except for the narrowest definition—failure of

an intervention to achieve its therapeutic goal—which was applicable in this situation.

Given Bobby’s profound and irreversible neurological condition, interventions aimed

at cure or improvement would be futile. Measures aimed at keeping him alive, however,

might have been effective, although they would never lead to reversal of his brain

damage. Now that brain death has been confirmed, mechanical supports are merely

perfusing his organs, but will not return him to life. Helping his mother accept the real-

ity of these distinctions is an essential but difficult part of the therapeutic interaction.

Ms. Clark’s insistence on continued aggressive curative treatment is based on her

poor understanding of medical information, compounded by her denial, guilt, and

anger. The unimaginable pain of a parent unable to rescue her child is infinitely worse
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when she is responsible for the harm. The result is unrealistic expectations of and

demands on staff, as well inability to begin the grieving process. These factors need to

be addressed by the care team, including psychosocial support and counseling.

The controversial nature of futility, including where to draw lines limiting care,

is inherently value-laden and subject to dispute. A critical judgment is who should

make these assessments and decisions. While clinicians should not be the sole decision

makers, it is unfair to ask families desperate for signs of improvement to recognize on

their own when those hopes are unrealistic. Acknowledging the limits of medicine can

begin the process of shared planning for what can be done in the patient’s best interest.

Although the death of a child is always a tragedy, the determination of brain death

is appropriate when supported by clinical and laboratory findings. Determination of

brain death in a young child, especially one under a year old, is clinically and emo-

tionally challenging for the care team and the family. Bobby’s mother needs to be

reassured that he is not suffering and that the care team will attend to his needs in a

compassionate and dignified manner. Given her emotional fragility and protective

denial, reasonable accommodations, discussed in chapter 6, are certainly appropriate

for a specified time before mechanical supports are removed.

A final issue raised by this case is the relationship between futility and resource

allocation. ICU care and life-sustaining treatment are scarce and/or expensive. The

health care organization has a duty to be a judicious steward of community resources. A

challenging question for the institution is whether parents’ inability to accept their

child’s brain death because of psychological, philosophical, or religious barriers justi-

fies continuing expensive medical care that ultimately drains community resources.

Futility—the failure of an intervention to be physiologically effective—must be distin-

guished from misapplication of a scarce resource. Application of a scarce resource may

work, but may be ruled out by the competing need of other patients. Grappling with

this issue is the ongoing obligation of responsible health care organizations as they craft

ethically principled policies and procedures.

parental decision making

|||   Luke is a ∞∂-year-old boy and a long-term survivor of congenitally acquired HIV infection.

His father, Mr. Bradley, is a physician’s assistant, and makes all decisions regarding family

medical care. Luke’s mother died of AIDS and was cared for by Mr. Bradley during her illness.

Nevertheless, Luke was not tested for HIV infection until he was ∞≤ years old, at which time he

tested positive. His father has been very resistant to the notion of telling Luke his diagnosis.

The medical center became involved in Luke’s care shortly after his diagnosis. At that time,

PCP prophylaxis and antiretroviral therapy were recommended. Mr. Bradley initially refused

both, but finally was persuaded to start PCP prophylaxis with Bactrim. After his son had been

on Bactrim for three weeks, Mr. Bradley discontinued medication without notifying the care
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professionals. The interruption in treatment was discovered during the next clinic visit, at

which time Mr. Bradley explained that Luke had developed a fever and headaches, potential

side e√ects of Bactrim. PCP prophylaxis was reinitiated with Dapsone instead of Bactrim.

Again, he developed a fever and headaches and his father discontinued both the antibiotic

and PCP prophylaxis.

During the summer, Luke developed neurological symptoms, including sleepiness, acting

out, hypersexuality, and gait problems. In the fall, the cause of the symptoms was identified

as HIV-related encephalopathy, an incurable condition that is AIDS-defining. Luke’s symptoms

currently are causing him a great deal of su√ering. He is aware of what is happening to him,

although the consensus is that he does not have decision-making capacity. He cries out that

he is dying and believes that he is crazy. He is di≈cult to control and care for, creating

disruption and distress at home. His ∞≠-year-old sister has threatened to run away from

home because of his behavior and its e√ects on family life. Psychotropic medications have

been used to treat the e√ects of the encephalopathy but, because of adverse side e√ects, his

father has discontinued all medications other than Ativan.

Care professionals have recommended that Luke receive D∂T, an antiretroviral drug that

will not produce a cure, but could ease his dementia and other neurological symptoms. Mr.

Bradley has been considering this course of treatment, but has not made a decision to

reinitiate antiretroviral treatment. Currently, Luke is (∞) su√ering severe symptoms caused

by his encephalopathy; (≤) receiving only Ativan, which is not providing significant symptom

relief; and (≥) not receiving medication, namely D∂T, that might improve his symptoms.

Parents are typically accorded the responsibility for making health care decisions for

their minor children, based on their presumed knowledge of and concern for them. The

theory is that parents’ mature judgment will enable them to act in ways that promote

their children’s best interest. Especially when the child’s life is at stake, parents are

usually not permitted to withhold beneficial treatment.

In this case, Mr. Bradley is indecisive about the treatment plan for many possible

reasons. He may be experiencing some or all of the following emotions: denial that his

child is dying, fear of losing his child, emotional stress of caring for a critically ill child,

and a desire to protect his child from the distressing side effects of treatment. These

barriers will have to be addressed by the care professionals in order to promote an

effective care plan for Luke. Psychosocial support for the father may include involving

additional support persons (other family members, friends, spiritual advisors), provid-

ing information in a comprehensible way, and allowing time for him to grasp the

information and reach a comfortable decision.

Palliation of suffering must be the focus of the care plan. The effort should be to

encourage Mr. Bradley to support the provision of medication that, while not curing

Luke, will manage his symptoms. He should know, however, that his son’s palliative

needs will be met, even over his objections, and that clinicians will not withhold ap-
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propriate treatment because of his indecisiveness, beliefs, or values, however well in-

tended. The crucial task is to empower the father and collaborate with him in ensuring

that his child’s best interests can be met.

Every medical intervention comes with potential benefits and side effects, some

predictable, some unpredictable. The benefits of antiretroviral therapy are uncertain, as

is the exact trajectory of Luke’s disease. Decision making in the face of uncertainty is

difficult, for patients, families, and clinicians. It is especially painful for the parents of

sick and dying children, who feel powerless to make them better. Parents need consis-

tent help from the care team, including regular consultation, counseling, and support.

Whether and how to involve the adolescent in the decision making is an indi-

vidualized judgment that depends on numerous factors. The timing, manner, and con-

tent of the disclosure about his condition depends on what he knows, what he wants to

know, the level of his maturity, and his ability to grasp and process the information and

appreciate its implications. Here, although Luke has not been told explicitly that he has

HIV/AIDS, his recollections of his mother’s illness and his awareness of other sources of

information make it likely that he suspects his diagnosis. The fear and isolation that he

may be experiencing should be explained to his father in an effort to help him under-

stand why Luke needs more open communication about his disease and treatment, and

support and comfort during the dying process.

surrogate decision making

|||   Mrs. Charles is a ∂π-year-old woman without significant medical history. She is employed

as a watch and clock repairer, and came to the ER with a swollen right thumb several days

after sustaining an injury to that thumb at work. She was admitted and underwent surgical

incision, drainage, and evacuation of suspected compartment syndrome. Following surgery,

her condition deteriorated and she developed overwhelming sepsis and multiorgan system

failure. The following day she underwent repeat surgery for necrotizing faciitis. Her condition

continued to decline and, despite aggressive treatment, she remained dependent on

ventilatory support, pressors, and hemodialysis. She required heavy sedation to manage her

agitation. Several days after admission, she exhibited peripheral vascular compromise and

developed dry gangrene of all extremities. Orthopedic evaluation established that bilateral

amputation of both hands and both feet would be necessary to preserve her life.

The care team met with Mrs. Charles’ family to explain her grave condition and the fatal

prognosis without amputation. Although the patient had not appointed a health care proxy

agent or executed a living will, her family was certain about what her decision would be under

the circumstances. Her husband, father, and two siblings were united in their opinion that

Mrs. Charles would not want to live without her hands and feet. They related numerous

examples of her fierce independence. In addition to the delicate nature of her work, they cited

her hobbies, which include playing guitar, skiing, and sailing. They repeated that, even if her

life could be saved, the loss of her hands and feet would deprive her of the ability to do the
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things that bring her pleasure and the self-su≈ciency so important to her. Knowing

her preferences and values, they agreed that she would reject the surgery, even if death

were the result.

The gravity of the decision’s consequences prompted the care team to attempt lightening

Mrs. Charles’ sedation in an e√ort to engage her in a discussion of her options. When the

sedation was decreased, however, the patient became very agitated and hypertensive, and

the plan was abandoned. It looked as though the decision about amputation would have to be

made by her family, and the consensus was that she would not be able to tolerate life as a

multiple amputee.

The next day, as plans were being made for surgery, the care team tried once more to

lighten the sedation and, this time, Mrs. Charles responded well. When she was alert and

interactive, the care team and her family engaged her in discussion about her condition and

options. To everyone’s surprise, she insisted vehemently and repeatedly, ‘‘If the only way to

keep me alive is to take o√ my hands and feet, then go ahead. Do whatever you have to do,

just don’t let me die.’’

Decision making on behalf of patients without capacity uses the following standards

in order of preference: the patient’s wishes as expressed directly through discussions

with others or in advance directives; substituted judgment when the patient’s wishes

are known or can be inferred; or, absent information about what the patient would

choose, what is determined by others to be in the patient’s best interest.

All states permit decisions about care, including end-of-life care, to be made by

surrogates, based on the patient’s explicitly expressed or documented wishes. Depend-

ing on the laws in the state where the patient is receiving treatment, these decisions

may also be based on substituted judgment or the best interest standard.

An advance directive would have provided clear information about Mrs. Charles’

wishes regarding some circumstances but perhaps not a situation as unanticipated as

her current condition. Even without explicit instructions, however, her family had the

benefit of knowing her values, preferences, decision-making history, and reaction to

disability and dependence. Ideally, those insights could be confirmed contemporane-

ously by lightening her sedation enough to engage her in a discussion of her condition,

prognosis, and options. Because that strategy did not appear to be feasible and time was

running out, the decision fell to those who know her best. They were prepared to make

the decision they genuinely believed she would make if she knew what they knew about

her situation.

Given the gravity of the decision, the care team has a heightened obligation to

ensure that the family clearly understands all the options, alternatives, and their impli-

cations. Efforts should also be made to confirm that the surrogate decision is grounded

in promoting the patient’s wishes and interests, rather than other considerations. In

short, the team’s obligation is to build in as many safeguards as possible to prevent a

life-threatening mistake.
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The unexpected twist to this case—Mrs. Charles’ decision to proceed with the ampu-

tations—provides a cautionary postscript. Even when family or other surrogates are

well-intended, convinced, and unanimous about what they believe the patient would

choose, they may still be wrong. Like Mrs. Charles, patients who are suddenly faced

with their own mortality may surprise even themselves by making choices they would

not have anticipated. A critical take-away message is that, whenever possible, all ef-

forts should be made to elicit and act on the patient’s current wishes about current

circumstances.

|||   Mr. Feder is a πΩ-year-old man with end-stage dementia who was transferred to the

hospital from the nursing home for treatment of pneumonia. He also has advanced metastatic

prostate cancer. In the course of the diagnostic work-up, he was found to be su√ering from a

leaking aortic aneurysm, bilateral muscle abscesses, and an impacted bowel. The abscesses

were drained and the impaction was relieved. He was started on a course of antibiotics and

given a blood transfusion. The only remaining clinical issue is the aneurysm and the question

is whether to perform a surgical repair.

This patient’s profound dementia has left him with little responsiveness to his

surroundings. He does not interact verbally, although he sometimes responds to simple

commands and indicates discomfort by withdrawing from painful stimuli. His attending,

Dr. Allen, says that Mr. Feder usually appears comfortable, although his recent medical

problems caused him discomfort, which was evident in his behavior and reactions to clinical

interventions.

According to Dr. Allen and the consultants from neurology and vascular surgery, repairing

Mr. Feder’s aneurysm will reduce the likelihood of a fatal rupture, but it will not improve his

cognition or responsiveness. His pain will be increased postoperatively and the surgical

mortality can be as high as ≥≠ percent. Mr. Feder cannot understand his medical condition or

the treatment options, and he is unable to participate in discussions or decisions about his

care. He has no family or friends who might be involved in treatment planning.

Mr. Feder is an example of what has been described as the patient alone—an individ-

ual without decisional capacity, family, or other surrogates to participate in decisions

about care. Patients alone are especially vulnerable because neither they nor anyone

else who knows them can advocate for their interests. Without explicit information

about Mr. Feder’s wishes from recollected statements or advance directives, or infer-

ences about his preferences based on knowledge of his values and decision patterns, the

care team must rely on the best interest standard in determining the most appropriate

course. This analysis requires others, in this case the care professionals, to consider what

they believe will promote his best interest.

One criterion that is typically assessed, especially in the face of irreversible illness, is

what effect the proposed intervention will have on the quality of the patient’s remain-

ing time. While quality-of-life judgments are usually reserved for the patient or those
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close to him, in this case that evaluation falls to his care providers. This analysis, assess-

ing the relative benefits, burdens, and risks to the patient that would be expected as a

result of the surgery, is reflected in the chart note following a bioethics consultation.

Sample chart note

Re: Kevin Feder

Reason for consultation: Question of the appropriateness of surgery

for this patient.

This patient is a 79-year-old deeply demented man, admitted with pneumonia,

metastatic prostate cancer, bilateral muscle abscesses, and bowel impaction. The

pneumonia, abscesses, and impaction have been treated. A CT scan revealed a

leaking aortic aneurysm and the question is whether it should be surgically re-

paired. I have discussed this case with the house staff, Dr. Allen, the attending,

and Dr. Owen, the vascular surgeon. Following these discussions, I reviewed the

case with Dr. Masters, the director of medicine.

This is a patient with little or no responsiveness to the world. He is reported to

be generally comfortable, except during his recent medical problems. His cogni-

tive status and ability to respond or interact will not be improved by surgery and

his pain and discomfort will certainly increase. He has no ability to comprehend

his medical situation, consider his options, or participate in making treatment

decisions. The consensus of the treating team is that surgery will not substan-

tially improve his condition.

This is a patient for whom the goal is comfort rather than cure. The appropri-

ate plan is palliative care to ensure that he is as comfortable as possible, while

avoiding aggressive curative measures, such as a surgical intervention that will

only increase his pain and will not provide him with any improved quality of life.

For this reason, both Dr. Allen and Dr. Owen expressed reluctance to intervene

surgically. They both expressed concerns about his pain and suffering, as well as

the surgical mortality, which could be as high as 30 percent in a patient with

these characteristics. They both stated that, if the patient had family to partici-

pate in medical decision making, they would be comfortable with a decision not

to intervene. Because this patient is alone with no family and no friends, he

should not be automatically consigned to aggressive intervention that will not

benefit him.

Dr. Masters, in a bioethics consultation on this case, stated that, if both treat-

ing physicians agreed, he would concur with medical management and aggres-

sive palliative care.
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White Papers, Memoranda,
Guidelines, and Protocols

Allocating critical care resources: Keeping the teeth in ICU triage

Justice and access to unreimbursed therapies

Guidelines for transferring patients between services

Decision-making protocol for the patient alone

A key function of your ethics committees is education—of your members and your

institution. The quality of committee deliberations reflects the depth and breadth of

knowledge members bring to the consideration of ethical issues that arise in the clinical

and organizational settings. The utility of committee recommendations about institu-

tional practices depends on the ethical analysis that supports them. Explaining all this

to administrators, trustees, and clinical staff members enhances broader understanding

of the issues, their significance, and their resolution.

One way in which ethics committees can prepare for these functions is by research-

ing and writing about topics with particular relevance to their work and their institu-

tions. Often, committees are asked to provide insights about an especially challenging

issue. Sometimes, policy review or an untoward event triggers a closer look at how

situations are or should be addressed. Occasionally, a topic in the news stimulates a

desire to learn more about developments with ethical implications. Depending on the

topic and the needs of the committee, these reports can take the form of detailed white

papers or brief memoranda.

Because most committees are composed of busy health care professionals with inter-

est but little formal training in ethics, your discussions will be more fruitful if members

are armed with the background and key issues of selected topics, their significance in

the clinical or organizational setting, the underlying ethical principles, and guidelines

for implementing recommendations. While your committee is unlikely to need the

breadth and depth of white papers on a regular basis, their time-consuming preparation

can be most efficient and effective if a few members work together as a subcommittee

whenever this level of attention is required. More often, an informational memoran-

dum that states the issue, lays out a brief background and ethical analysis, and offers

recommendations will provide useful structure for committee discussion.
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In addition to preparing memoranda and the occasional white paper, ethics com-

mittees often develop guidelines and protocols that may eventually be formalized.

These models are typically the result of clinical or organizational situations for which

no plans of action or reasoning currently exist. Recognizing the likelihood that these

scenarios may recur and wanting to avoid reinventing the wheel each time, committees

find it useful to draft strategies for discussion and possible pilot testing.

The following are examples of materials developed by a medical center bioethics

service, often with the help of one or two members of the ethics committee. To save

time and enhance member familiarity with the issues, the documents were distributed

to the full committee in advance of the meetings during which the topics would be

addressed.

One white paper (‘‘Allocating Critical Care Resources’’) and one memorandum (‘‘Jus-

tice and Access to Unreimbursed Therapies’’) illustrate how selected topics can be

researched and presented as useful committee resources. They served as discussion

guides during deliberations and as the analytic framework for the committee’s recom-

mendations to the medical center’s clinical and organizational staff. ‘‘Guidelines for

Transferring Patients between Services’’ and ‘‘Decision-making Protocol for the Patient

Alone’’ are examples of draft strategies to improve clinical and organizational processes.

These working documents are offered as possible models for ethics committee response

to selected situations that might benefit from structured appraisal and recommenda-

tion. They can also usefully inform clinical practice, ethics consultation, and inservice

teaching.

allocating critical care resources:
keeping the teeth in icu triage
j ac k  k i lc u l l e n ,  m . d . ,  j . d .

More than almost any other clinical resource, the allocation of beds in the intensive

care unit (ICU) generates controversy because it is both scarce and life-saving. Conse-

quently, critical care physicians possess an ethical responsibility unique among their

colleagues (outside the realm of organ transplantation) because they cannot advocate

exclusively for any given patient, but must direct treatment in the ICU to the patients

most likely to benefit. These decisions demand a thorough understanding of the com-

plex interplay of a patient’s underlying chronic illness and immediate threats to hemo-

dynamic stability. Given the dangers of delay, these decisions must often be made

quickly, knowing that there will now be one fewer bed available for the next patient

seeking help.

Unlike the allocation of donated organs, the allocation of ICU beds is done without

the authority of federal law, the safety of committee deliberation, or the methodical

review among all competing preselected patients. It is often made only by a fellow and

an attending, in the middle of the night and in the midst of other clinical pressures.
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More important than the lack of a waiting list is the fact that the patient for whom the

ICU physician must save a bed could be the one still racing to the hospital. As unwilling

as our society is to confront the concept that health care has limits, rationing is a long-

accepted, yet always vexing part of critical care medicine.

To the family stunned by a loved one so close to death, the critical care staff has a

special responsibility to provide understanding and compassion and to promote accep-

tance of painful clinical realities as they become inevitable. Palliative care professionals

when available can help moderate the emotional pain for families with the offer of clear

comfort-based measures for the patient, thus underscoring the reality that death is

imminent.

Yet, complicating the already challenging process of triage is the rare patient’s family

members who, often with the involvement of their own physicians and senior hospital

staff, bring pressure on the ICU attending to accept patients who lack any clinical claim

to these beds. The effect is to undermine the ICU attending whose authority is estab-

lished by specialized training and experience. The individual triage process becomes

exponentially time consuming, distracting him from clinical responsibilities. The re-

sult of a forced admission, beyond depriving someone who might later need the bed, is

a polluting of precedents established by more evidenced-based decisions, leading to

further distrust within the institution and future demands for ‘‘special treatment.’’ For

the critical care attending, who has enough pressures to bear, this loss of institutional

support can cut deeply into that shallow reservoir of morale.

The bioethics committee’s purpose in considering ICU triage is to establish the

proper institutional commitment to a just allocation of one of its most precious re-

sources. For patients at the end stage of life, there are specific points that the committee

should address:

≤ When brain death is strongly suspected, this determination shall be made while

the patient remains at his or her current location, be it the emergency room (ER),

the general floor, or the ICU. Patients in the ER determined to be brain dead may

be admitted to the general floor to accommodate the family beginning to adjust

to their loss. In no instance should the patient be admitted to the ICU once

brain death has been determined.

≤ Patients with irreversible comorbid conditions who present with a potentially

reversible acute deterioration may, after stabilization in the ER, continue to

receive limited aggressive intervention on the general floor with consultation by

critical care medicine in a manner consistent with the limits of floor nursing.

Palliative care services will be incorporated with these limited interventions to

support the patient and family during this difficult and ongoing acceptance

process.

≤ Patients unknown to the medical staff who present with strong evidence of

irreversible and rapidly progressive disease may be admitted to the ICU for
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stabilization and rapid confirmation of this dire diagnosis. They may, thereafter,

be transferred to the general floor for palliative care.

≤ The ultimate authority for all ICU triage decisions by the ICU attendings rests

with the director of critical care medicine.

principles related to critical care placement

The following principles and guidelines use the term triage in reference to decisions

about patient admission to, clinical management in, and transfer from critical or inten-

sive care units. It is an ongoing active process integral to patient assessment that re-

quires continual reexamination of the perceived need to be treated only in the ICU.

The Society for Critical Care Medicine published guidelines (Society of Critical Care

Medicine, 1999) for the allocation of ICU beds in an attempt to ensure they be reserved

for those who have a reasonable prospect of substantial recovery. The society encour-

ages hospitals to articulate their own admission and discharge criteria in the light of

their own available resources. The guidelines provide a classification system of descend-

ing priority. The highest priority is given to those requiring continuous and aggressive

management in the face of ongoing instability (patients in shock or respiratory failure).

The second priority goes to patients who need increased monitoring because they are at

high risk for developing a life-threatening condition. The third priority is directed to

unstable patients who have underlying terminal conditions that might be successfully

stabilized but whose longevity is curtailed. Finally, there are those either too well to

require ICU care or those who are so sick that, despite aggressive care, death is most

likely imminent.

brain death

It would seem unnecessary to state that the threshold assessment of a patient newly

arrived in the ER is whether she is alive. Yet, determining that neurological function has

ceased down to below the brainstem is more involved than merely palpating for a pulse.

This institution’s policy requires an initial clinical assessment with subsequent con-

firmation by a physician credentialed by the Department of Neurology or Neurosur-

gery. A neurologist or neurosurgeon must then review the findings and, if necessary,

specify whatever lab tests he considers necessary before attesting in the chart to the

final outcome.

The state legislature, in recognizing that death can be defined as a permanent loss of

brainstem function, gives considerable discretion to the hospital in how this determi-

nation will be made. As busy as the ER can become, it is still realistic to assume that its

staff or others with appropriate credentialing could establish the necessary basis for a

neurologist or neurosurgeon to make a determination in the vast majority of cases.
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Because a patient who has likely suffered brain death is considered clinically and legally

dead, admission to the critical care setting is never appropriate. Such an admission would

ignore established criteria for ICU admission, which require that the patient be likely to

benefit from the critical care setting and, therefore, would be counterproductive to the

family’s acceptance of the death.

If a family has moral or religious objections to brain death as a determination of

death, state law allows hospital admission to reasonably accommodate the family as it

begins to accept the death or makes arrangements for transfer to a facility where cardio-

pulmonary support may be continued. These reasonable accommodations (e.g., not

disconnecting the ventilator, continuing nutrition and hydration, continuing medica-

tions) should take place after transfer from the ER to another location in the hospital,

but not to the critical care setting. The clinical staff should emphasize that the accom-

modations are for the benefit of the family, not the now-deceased patient.

limited aggressive treatment outside the icu

Acute Deterioration in a Patient with Irreversible Comorbid Conditions

The vast majority of terminally ill patients arriving in the ER are best described as

‘‘pre-hospice.’’ They are stricken with profound disease, such as metastatic cancer or

end-stage dementia, and often require substantial support to maintain life, including

nursing home care, tube feeding, and mechanical ventilation. They come to the ER on

multiple occasions with acute, often infectious, illness. Yet their families see the imme-

diate deterioration as an isolated event and seek ICU admission, anticipating recovery

sufficient to return them to their most recent setting.

On an informal basis, ICU admission rarely occurs. Critical care fellows and attend-

ings need only invite a family member to describe the patient’s previous six months in

order to elicit how frequent these admissions have become. When the fellow observes

that the patient appears to be at the end of life, most families see how easily this truth

arises from their own words. Even though the patient in the ER has now been intubated

and stabilized on vasopressors, families can appreciate that care on the general floor is

more appropriate because it is more accommodating. They are explicitly told that the

care plan is not to ‘‘do everything’’ and that floor nurses are not watching every patient

at every moment. Still, they can agree that limited treatment (e.g., antibiotics) along

with comfort measures can allow for the hope of recovery to be preserved while real-

istically letting ‘‘nature take its course.’’ The inclusion of a professional palliative care

service is invaluable in helping the family cope with whatever ensues. Nurses can turn

over micromanagement of the ventilators to respiratory therapists. Any titration of

infusions is handled by house staff. Thus, the general floor teams have become able to

handle this limited aggressive care, knowing that the critical care physicians are always

within reach.
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confirmation of a dire diagnosis

In unusual and compelling cases, a patient unknown to the hospital staff who is often

only recently symptomatic may arrive in the ER with a subacute complaint, only to be

found to have striking evidence of advanced terminal disease, usually a malignancy.

Work-up may reveal multiple highly suspicious masses in both lungs or masses in the

liver or scattered throughout the abdomen. For the family and patient, the news is

completely unexpected and can be devastating.

When the patient is unstable and otherwise headed for the ICU, diversion to the

floor because of a strongly suspected terminal diagnosis can further traumatize an al-

ready frightened family. Compassion would dictate that the patient be stabilized in the

ICU and that a rapid tissue diagnosis be sought confirming the worst. Not only will the

family be spared the immediate anxiety of the acute crisis, it will be possible to provide

irrefutable evidence necessary to face the painful truth squarely. Transfer to the floor

thereafter may be necessary for triage, especially if the patient has been stabilized hemo-

dynamically. By that point some relationship of trust should have been established that

would not otherwise have occurred had probability alone dictated the decision.

final authority for icu triage should rest with

the director of critical care medicine

When the family of a patient at life’s end stage becomes adamant in demanding ICU

admission, the process risks disrupting the hospital. Often, the family’s private physi-

cian may be asked to apply pressure on the ICU fellow or attending. Alternatively, the

ER physician may feel targeted by the family’s ire. Eventually, the case may reach the

level of the medical director, who may be called on to intervene.

Ultimately, the decision ceases to be a medical one. If, over the objections of the

director of critical care medicine, a patient is placed in the ICU, the decision invalidates

the specialty nature of managing critically ill patients. It creates an adversarial climate

and hinders the collaborative and trusting relationship essential for effective care. Most

of all, it puts the patient’s family in the role of physician, dictating the level and loca-

tion of care.

No right exists to an ICU bed for every person whose life might be prolonged by

unlimited medical care. Federal law, under the Emergency Medical Treatment and Ac-

tive Labor Act (EMTALA), requires only that patients be evaluated and stabilized in the

ER before the hospital transfers them elsewhere. Statutory and common law regarding

malpractice requires adherence to a physician’s general duty of care to a patient as

physicians so define it.

Just as a heart transplant team cannot be expected to rescue every patient with a

failing heart, the ICU staff cannot create beds where none exist. We risk denying a 30-
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year-old woman in eclampsia ICU admission because the last bed was just given to a 90-

year-old demented man septic from his third bout of aspiration pneumonia. Justifying

that decision to the husband of the pregnant woman is far more difficult than explain-

ing to the man’s daughter that critical care started in the ER will continue to a limited

degree on the floor and not in the ICU. The role of the hospital medical director is to

support the decision of the critical care medicine staff and explain to the family how the

institution can properly care for their loved one through medical and palliative services

consistent with the best standards of the profession.

ethical guidelines

The Medical Center Code of Ethics articulates the following overarching institutional

commitment: ‘‘We recognize that our primary mission is to ensure the provision of

high quality, ethically based patient care.’’

The fundamental ethical principle of respect for patients underlies the health care

institution’s commitment to patient well-being and confers organizational obligations

to promote clinical excellence, collaborative case management, and wise stewardship

of resources. These institutional responsibilities require that patients be cared for in the

most appropriate clinical setting, which, in the hospital, means the service with the

most targeted skills and resources.

≤ Clinical decisions, including determinations of the most appropriate plan and

locus of care, depend primarily on the patient’s care needs, the therapeutic

options, and the professional staff and technical resources available to provide

the needed care. Particular attention should be given to the interventions that

can and cannot be provided on each service.

≤ Triage criteria should be derived from evidence-based data about the clinical

resources necessary to maximize therapeutic outcomes.

≤ Triage decisions should recognize that critical care is a resource and a set of

clinical skills, not a location. Aspects of critical care can be delivered in non-ICU

settings.

≤ The therapeutic objective is to provide only care that benefits the patient,

without imposing unnecessary suffering or prolonging the dying process. When

cure is no longer possible, the patient’s comfort and dignity remain the focus,

requiring close collaboration with the palliative care service.

≤ Patient requests for critical care and family or surrogate advocacy on behalf of

patients should be considered but they are not dispositive in decisions about

placement in ICUs. Decisions about admission to and transfer from ICUs are not

to be dictated by patients or families. Care providers have an obligation to use

clinical judgment, establish boundaries, and provide guidance and support in

the triage process.
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≤ Budgetary and bureaucratic concerns, while important to deliberations about

resource allocation, must not impede or compromise the care of individual

patients.

≤ Patients and families must be helped to understand the changing clinical picture

and the goals, potential, and limits of critical care in order to prevent

misunderstanding, unrealistic expectations, disappointment, and

confrontation.
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justice and access to unreimbursed therapies

The following memorandum had its origins in discussions with the Medical Center

Heart Transplant Program about justice issues related to access to ventricular assist

devices (VADs). In researching these issues, however, it became apparent that VADs

were but one instance of the following generic problem confronting the Medical Center

and other health care institutions: an expensive technology that can potentially benefit

large numbers of people has recently received or is likely to receive Food and Drug

Administration (FDA) approval, but reimbursement for its use will be significantly de-

layed. How should the lack of reimbursement enter into organizational decision mak-

ing about providing the therapy? The same question arises for many new pharmaceuti-

cals that are awaiting or have recently received FDA approval. The issues and reasoning

in this memorandum, therefore, have much wider application than to VADs alone.

background

A recently completed study, Long-Term Use of a Left Ventricular Assist Device for End-

Stage Heart Failure—dubbed the REMATCH study (Randomized Evaluation of Mechani-

cal Assistance for the Treatment of Congestive Heart Failure)—compared the device

with the latest drugs for patients with the most severe heart failure. The study found

that the risk of death was 48 percent lower among patients who received the device,

compared with those who received the most potent cardiac drugs. Although mortality

was statistically reduced, few of the study patients who received the assist device sur-

vived longer than two years. The authors of the study conclude the following: ‘‘The use

of a left ventricular assist device in patients with advanced heart failure resulted in a

clinically meaningful survival benefit and an improved quality of life. A left ventricular

assist device is an acceptable alternative therapy in selected patients who are not candi-

dates for cardiac transplantation’’ (Rose et al., 2001, p. 1435).

Cardiac assist devices are extremely expensive. Associated costs are estimated to be

about $68,000 to $71,000 for the device itself and about $160,000 for the pre- and

postsurgical and medical care during the twenty-five- to thirty-day hospital stay re-

quired for left ventricular assist devices (LVADs). Balanced against the costs of the new

technology are the possible savings from factors like reduced need for hospital admis-

sions and years of life gained.

The FDA has approved the use of ventricular assist devices as a bridge to transplant

and, as of November 2002, as a destination therapy as well. The important distinction is

that a bridge therapy is used as a necessary support only until a more permanent or

destination therapy, in this case, heart transplant, is available. Prior to its FDA approval

as a destination therapy, the use of VADs for that purpose could not be reimbursed by

Medicare or private insurance. Now that the FDA has approved VADs as a destination
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therapy, the question will be whether Medicare will pay for them. This public policy

issue will likely be debated in Congress and it is unclear how long it will be before VADs

are approved for Medicare payment when used as destination therapy.*

VADs are but one example of a new generation of cardiac devices that hold out the

prospect of benefiting large numbers of patients. Two other recent examples are im-

plantable cardiac defibrillators (ICDs) and drug-eluting stents.

A recent study, entitled Multicenter Automatic Defibrillator Implantation Trial II

(MADIT II), found that the death rate in patients with a prior myocardial infarction and

advanced left ventricular dysfunction can be reduced by over 30 percent with small

devices called implantable defibrillators. The study also expanded considerably the

number of patients for whom ICDs could be indicated. Estimates of the number of

patients who meet the criteria of the MADIT II trial are between 400,000 and 600,000

(Moss et al., 2002). At the same time, the device itself costs about $20,000 and the

surgical costs are around $10,000. With the number of new patients each year who

could benefit from the device plus the three million patients who already have had

serious heart attacks and could be helped, the total potential costs are enormous. FDA

approval of the device for this large patient group is expected shortly and much of the

cost burden is likely to fall on Medicare.†

The newest device in this area is the drug-eluting stent. Studies seem to indicate that

this new type of stent is significantly better than bare-metal stents in preventing re-

stenosis. Hospital administrators and device manufacturers are predicting that there

will be a rapid conversion from bare-metal to drug-eluting stents and a slightly less

rapid conversion from coronary artery by-pass graft (CABG) to the new devices. These

next-generation stents are projected to cost between $3,000 and $4,000 each. FDA

approval is not expected until the third or fourth quarter of 2002, with Medicare fund-

ing expected to follow.‡

the problem of delayed reimbursement

LVADs, ICDs, and drug-eluting stents share a number of common features and raise

similar ethical problems. In each case, when the number of patients appropriate for the

device is multiplied by the costs of the device and the care associated with it, the total

expenditure is considerable. In each case, FDA approval has either recently been ob-

tained or has not yet been obtained but is expected in the near future.

Finally, in each case, there is a temporary issue of reimbursement because the decision

* Medicare reimbursement for LVADs as destination therapy was approved in 2003.

† In July 2002, the FDA approved the MADIT II indications for the first ICD, and, in June 2003, the

Centers for Medicare and Medicaid Services (CMS) approved coverage for a select subgroup of MADIT II

patients. The FDA has since approved several other ICDs, and CMS has expanded its coverage.

‡ Two drug-eluting stents received FDA approval for sale in the United States, one model in April

2003 and another in March 2004. Codes for Medicare funding became effective July 1, 2003.
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by Medicare to cover the device is not expected until after FDA approval. Even after FDA

approval, reimbursement is delayed because each new device is typically assigned a

unique ICD-9 billing code, which is used to compile one year of cost data in order to

determine appropriate coverage. As a result, hospitals must often wait a long time,

sometimes years, for reimbursement that adequately compensates for the costs asso-

ciated with these technological breakthroughs. This delay places hospitals in a finan-

cially precarious and ethically uncomfortable position. They must consider whether

and to what extent they are prepared to take a financial hit by providing patients with

FDA-approved devices before Medicare and other insurance reimburse for them.

ethical principles

The issue raised by VADs, ICDs, and drug-eluting stents is essentially one of responsible

and prudent stewardship of limited health care resources. In accordance with the prin-

ciple of responsible stewardship articulated in its Code of Ethics, the Medical Center

needs to consider how it should respond to these new technological breakthroughs, not

just one at a time but from a broader perspective. This task is made more difficult

because of the rapidity and frequency with which these new technologies become

available. Discussions of this memorandum by the Medical Center Bioethics Commit-

tee generated the following guidelines:

≤ When there is a time lag between FDA approval of a new therapy and its

coverage by public or private health insurance, the Medical Center should

evaluate on a program-by-program basis how and to what extent it can absorb

the cost of the new therapy.

Explanation: Every new decision involving nonreimbursable care has to be considered

on its merits and not merely as an adjunct to a decision that has already been made. For

example, providing VADs as a bridge to transplant does not obligate the Medical Center

to provide VADs as a destination therapy, if the latter is not reimbursable.

This guideline is compatible with the following:

≤ The Medical Center should take a proactive stance with insurance companies to

ensure speedy and adequate payment for new devices.

≤ The Medical Center should pursue creative strategies for making FDA-approved

devices available to patients who can benefit from them without having to take

a financial hit for doing so.

Finally,

≤ The principle of informed consent requires that patients be fully informed about

which cardiac devices are available to them and the conditions under which

they will be provided.
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conclusion

New and challenging ethical issues arise when new therapies become available but are

not yet reimbursable by public or private health insurance. The Medical Center will

need to decide whether and to what extent it will offer FDA-approved but not-yet-

reimbursed therapies. Such decisions necessarily involve trade-offs, specifically deter-

mining what other services and programs will need to be forgone or curtailed as a result

of providing these new treatments. The problem of reimbursement will become even

more pressing as new or modified devices improve upon the current generation of VADs

and other cardiac devices, such as ICDs and drug-eluting stents, receive FDA approval

and are clinically indicated for more patients.
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guidelines for transferring patients
between services

Patients are transferred between clinical services based on where their care needs will be

most effectively met. The determination of when, how, and where transfers take place

has been the subject of controversy in some instances when services have refused to

accept transfers that the original treating services considered to be in the patient’s best

interest. This type of dispute may result in compromised patient care.
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Because interservice transfer has both clinical and organizational ethical implica-

tions, the Bioethics Committee was asked to consider the issues, identify the relevant

principles, and propose a set of guidelines as a way to preempt disputes over patient

transfers and resolve conflicts if they occur.

ethical principles

The Medical Center Code of Ethics articulates the following overarching institutional

commitment: ‘‘Medical Center recognizes that its primary mission is to ensure the

provision of high quality, ethically based patient care.’’ The code expressly articulates

this commitment by recognizing that the institution’s responsibilities include:

≤ ‘‘promoting continuity of care by coordinating services among providers . . .

≤ promoting collaborative clinical management and supporting the authority of

specific multidisciplinary teams

≤ supporting attending physicians’ professional judgment and authority, while

requiring institutional oversight and joint clinical management and

implementing a plan of care that reflects the patient’s best interest, regardless of

financial compensation

≤ promoting cost-effective care through cooperative clinical decision making that

uses resources wisely . . .

≤ supporting a principled dispute resolution system that addresses treatment and

interpersonal conflicts, strives for consensus and is based on ethical, medical and

legal principles.’’

The fundamental ethical principle of respect for patients underlies the health care

institution’s commitment to patient well-being and confers organizational obligations

to promote clinical excellence, collaborative case management, and wise stewardship

of resources. These institutional responsibilities require that patients be cared for in the

most appropriate clinical setting, which, in the hospital, means the service with the

most targeted skills and resources. Because the delivery of high-quality patient care

requires institutional direction and support, the organization must take ownership of

facilitating appropriate interservice transfers.

≤ Clinical decisions, including determinations of the most appropriate plan and

locus of care, depend primarily on the care needs of the patient, the therapeutic

options, and the professional staff and technical resources available to provide

the needed care. Particular attention should be given to the interventions that

can and cannot be provided on each service.

≤ Transfer decisions should recognize that relocation between services or even

units within services may not be in the patient’s best interest and should not be

considered without compelling clinical reason(s).
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≤ Transfer criteria should be derived from evidence-based data about the clinical

resources necessary to maximize therapeutic outcomes.

≤ Budgetary and bureaucratic concerns, while important to deliberations about

resource allocation, must not impede or compromise the care of individual

patients.

≤ Physicians have a responsibility for the care of their hospitalized patients that

transcends financial considerations or length-of-stay imperatives.

≤ Plans of care that respond to patients’ treatment needs may require that

individual physician case management be replaced by collaborative case

management. This may require transfer to services that provide different types

of care.

interservice transfer guidelines — draft policy

Clinical Guidelines

≤ Transfers should be initiated with a request by the patient’s attending or house

staff for consultation by the service that is being asked to accept the patient. The

request should specify the patient’s clinical condition, diagnostic and/or

treatment needs, and the reasons why transfer is considered necessary, including

the resources and interventions that may be provided more effectively on the

receiving service (e.g., wound debridement, psychiatric treatment).

≤ Within twenty-four hours, the consultation request should be answered by a

physician who evaluates the patient for transfer, communicates with the

requesting physician, and enters a note in the chart reflecting the transfer

decision. If the clinical situation is urgent, the request should be answered

within one hour. Both the discussion and the note should address the patient’s

care needs, the transfer criteria, and the available resources. The note should

clearly explain why the patient will or will not benefit from transfer to a

different service.

≤ Upon transfer, further care of the patient becomes the responsibility of the

accepting service, including the determination of type, level, and location of

care.

≤ If, after discussion, there is disagreement about whether the patient should be

transferred—if the patient’s current service believes that transfer is appropriate

and the consulting service refuses to accept the patient—the matter should be

escalated to senior physicians on each service. The lines of communication

should be resident–resident, service attending–service attending, and service

chief–service chief. In this way, the matter is escalated to physicians of

comparable experience, expertise, and authority on each service.

≤ Additional consultations from other services should be requested at any point if

the deliberations would benefit from different perspectives and expertise.
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≤ If disagreement remains, the matter should be referred to the medical director

for resolution. If the clinical situation is urgent, the medical director’s decision

will be binding.

≤ The entire process of consultation, escalating discussion, and appeal should be

expedited as much as possible.

—If the situation is urgent, the question of transfer should be resolved within

two hours.

—If the situation is not urgent, the question of transfer should be resolved

within forty-eight hours.

Organizational Guidelines

≤ Institutional policy should recognize that interservice transfer decisions should

be based on (1) the patient’s best interest, and (2) whether specific services have

the clinical resources and skills to meet the patient’s health care needs.

≤ The institution should take steps to promote efficient and effective transfer

decisions, and to minimize administrative barriers, including length-of-stay

consideration and attribution.

≤ Institutional policy should articulate and support conflict resolution

mechanisms that address the care needs of patients and the resource needs of

clinical services.

decision-making protocol for the patient alone

Adult patients are presumed to have the capacity to make decisions about their health

care. In the clinical setting, decisional capacity consists of the ability to:

≤ understand the basic facts of one’s medical situation, including current

condition and prognosis

≤ weigh the benefits, burdens, and risks of the presented treatment options,

including the option of no treatment

≤ apply a set of personal values

≤ arrive at a decision that is consistent over time

≤ communicate the decision

Patients determined to lack decisional capacity need treatment decisions made for

them to promote their health and protect their rights of bodily integrity. Under most

circumstances, guidance in making decisions for the incapacitated patient may come

from an advance directive, expressing the wishes of the patient before losing capacity, or

from family or even close friends with knowledge of what the patient would want or

what would be in the patient’s best interest. The notion of patient best interest is specific

to the individual, but it is considered to include pain and symptom management,

maintenance or enhancement of comfort and function, and amelioration of suffering.
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ethical principles

Patients alone—those without capacity, advance directives, family, or friends—present

special challenges because their wishes are inaccessible and the usual sources of infor-

mation about them are unavailable. In the clinical setting, the responsibility for making

treatment decisions for this vulnerable population necessarily falls to the clinical and

administrative staff of the health care institution. This decision-making authority is

grounded in the following principles:

≤ The health care institution has an obligation to provide high-quality care that

responds to the patient’s medical needs. The institution assumes additional

fiduciary responsibilities to protect vulnerable patients who cannot act in their

own interest, have provided no expression of their wishes, and have no one to

advocate for them.

≤ The goals and plan of care are informed by the patient’s condition and

prognosis, the benefits, burdens, and risks of the therapeutic options, and an

assessment of what is in the patient’s best interest. These considerations receive

heightened scrutiny when the patient is without capacity or personal supports.

≤ The best interest of a patient, especially one at the end of life, does not always

require aggressive therapeutic or diagnostic intervention. The threshold

determination should be whether the overall goal of care is cure, improvement,

remission, maintenance, or comfort, and the plan of care should reflect the

indicated focus.

≤ It is the responsibility of the attending physician, in consultation with the

health care team, to make a medical assessment, including a determination

of whether the patient is dying, develop a plan of care, and make medical

recommendations.

≤ Respect for persons requires that their wishes about their own care be accorded

as much deference as possible. Patients with decisional capacity who understand

their treatment options and their implications should have their refusals of

treatment honored so long as they understand the consequences of their

decisions. Patients alone, although lacking the capacity to make care decisions

for themselves, should not be subjected to treatment over their active

objections. When the best interests of vulnerable patients are in tension

with their ‘‘spoken choice,’’ the institution has a heightened responsibility to

exercise protective clinical and administrative judgment.

≤ In its dual role as health care provider and surrogate decision maker, the

institution has a responsibility to use all appropriate clinical and administrative

resources in making and reviewing decisions that affect the treatment of

patients alone.
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protocol

There is no such thing as administrative consent. Consent that is provided by a surro-

gate or a health care agent when a patient is not able to make decisions for himself or

herself is a form of consent that is widely accepted as legitimate in a variety of situa-

tions. Administrative consent, however, is not a form of surrogate consent; indeed, it is

not really any type of consent. What is misleadingly labeled administrative consent is

actually a process of review by the medical director, or by a physician who is designated

by the medical director, to determine if the medical case meets certain criteria. These

criteria are discussed below.

The office of the medical director will perform the following functions:

≤ Consult with any attending physician who recommends that a patient without

capacity, advance directive, or identifiable surrogate (a patient alone) undergo a

specific procedure that requires signed informed consent. Review with the

attending the proposed procedure, including its indications, the potential risks

and benefits, and the alternatives, including no treatment.

≤ Request clinical consultations that may inform the decision by clarifying the

goals and plan of care.

≤ Review efforts to identify a surrogate for the patient and, if indicated, make

additional efforts, including contacting the patient’s nursing home or prior

treating physician(s).

≤ Ascertain whether

—the patient alone is refusing recommended treatment or is merely

unresponsive, especially the patient whose refusal appears focused and

consistent

—ethical, clinical, or legal concerns, uncertainties, or disagreements have been

raised by the patient’s care team

—the decision generates conflict with administrative and clinical goals related to

length of stay

—disagreement exists within the health care team regarding the necessity of the

intervention

In any of these circumstances, the office of the medical director will arrange for

multidisciplinary case review by the medical director or designee, the patient’s attend-

ing physician, another physician in the attending’s department, Risk Management, the

Legal Department, and Bioethics. This review may reveal the need for a dispute resolu-

tion process.

≤ Refer the decision to the medical director, or his or her designee when no

surrogate has been identified, no objections have been raised by the clinical
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team, and the attending physician wishes to proceed. The medical

director/designee reviews the patient’s medical record and examines the patient.

≤ If the medical director/designee concurs with the attending physician that the

proposed procedure is medically indicated and in the patient’s best interest,

based on the options available to the patient at the time, the medical

director/designee so indicates in the remarks section of the informed consent

form. Administrative authorization to proceed with treatment is provided in lieu

of the consent of the patient or surrogate.

≤ If the medical director/designee does not agree that the procedure is indicated

and/or in the patient’s best interests, he or she may discuss with the attending

physician consideration of an alternative approach to treating/caring for the

patient or request a multidisciplinary review, if needed, to clarify the issues

further.



part iv

Sample Policies and Procedures

Access to bioethics consultation

Advance directives

Determination of brain death

Do-not-intubate (DNI) orders

Do-not-resuscitate (DNR) orders

Forgoing life-extending treatment

The review of institutional policies and procedures is one of the ethics committee’s

most important functions. Because of its interdisciplinary membership and focus, the

committee brings a critical perspective to the analysis of the templates for clinical and

organizational action. Of particular ethics concern is whether the policies and pro-

cedures effectively implement the values and mission of the institution, while main-

taining the accepted standards of health care and business endeavor.

Policy and procedure documents can function in different ways, depending on their

objectives, the needs of the institution, and the laws and regulations of the state in

which the institution is located. All are intended to provide guidance for the staff in

responding consistently to specific situations. Some are sets of instructions about what

steps should be taken. Others list the forms that should be used in implementing a

process. Still others identify the health care professionals responsible for certain ac-

tivities. The most useful provide both education and direction, explaining the purpose

and underlying principles of the policy, as well as the institutionally agreed-upon plan

of action. Some policies begin with an abstract or statement of purpose that summarizes

the function, underlying reasoning, and, in some cases, the principles that ground their

analytic structure.

The following policies are presented as samples with the permission of several health

care institutions around the country. No attempt has been made to survey care-

providing organizations about their policies or to collect data on how they are drafted

or implemented. Rather, these policies were selected because they address clinical is-

sues that have ethical implications and because most health care organizations have

adopted some version of them, allowing for comparison of how different institutions
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address the same situations. In each instance, a policy from a particular institution

(‘‘Medical Center’’) has been annotated in boxed text to indicate its noteworthy fea-

tures, as well as those of similar policies from other institutions. As noted elsewhere in

this book, health care delivery is regulated by each state’s law, and these differences are

reflected in the policies that govern institutional procedures. Where the differences are

notable, they are highlighted in the annotations.

access to bioethics consultation

Several institutions have separate policies that address clinical ethics consulta-

tion. Others include ethics consultation in their policies on the function of

an ethics committee.

purpose

1. To ensure that patients, their families and designated representatives, and the

caregiving staff are provided the opportunity to participate in the deliberation of the

Bioethics Consultation Service and Bioethics Committee on issues that affect patient

care.

2. To establish a process for timely access to the Bioethics Consultation Service for

the analysis and resolution of ethical problems and conflicts in patient care.

3. To establish a process for access to the full Bioethics Committee when, in the

judgment of the Bioethics Consultation Service, patient care issues would benefit from

wider deliberation.

4. To establish a process whereby the Bioethics Committee is available to the Medical

Center caregiving and administrative staff for education and review of policies related

to bioethical issues.

One policy explains the purpose of the consultation service: ‘‘The Ethics

Consultation Service is primarily intended as a resource when patients, family

members or health professionals may feel that they have reached the limits of

their own personal or professional ability to address ethical questions.’’

scope

This policy extends to all Medical Center caregiving and administrative staff, patients,

families, and designated representatives throughout the integrated delivery system.
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function

1. All ethical issues in the clinical setting are appropriately addressed by the Bio-

ethics Consultation Service, comprised of members of the Division of Bioethics at the

Medical Center. Members of the Consultation Service are available whenever a consult

is requested to provide timely and continued assistance in clarifying and resolving

ethical dilemmas. A summary of the consult is documented in the patient’s chart.

Two institutions whose policies were reviewed have clinical ethics consultation

services staffed by trained ethicists. Most policies describe clinical consultation

as a responsibility of a consultation service, team, or subcommittee of the ethics

committee and staffed by committee members. As an example, ‘‘In order to

fulfill its mandate to facilitate ethical decision-making in specific cases, the

Ethics Committee provides an Ethics Consultation Service. The Ethics Consulta-

tion Service is staffed with Ethics Committee members in accordance with

guidelines put forth by the American Society for Bioethics and Humanities in its

most recent Core Competencies for Health Care Ethics Consultation (2000).’’

One policy distinguishes between two types of consultation:

‘‘Informal Consultation: one that can be handled by one or two committee

members and the individual seeking information by informal discussion and re-

ferral (as needed) to other appropriate resources or actions.’’

‘‘Formal Consultation: one that necessitates a formal meeting of the individ-

uals and health care providers who are most directly involved in the patient’s

situation in order to help resolve the ethical issue at hand. A minimum of two

members from the [ethics committee] shall be present during the consult. The

consult is formally documented in the patient’s medical record using the stan-

dard [institution] consultation form.’’

Most policies provide for ethics consultations to be documented in the medi-

cal record.

One policy states that members of the ethics committee will conduct the ini-

tial evaluation and consultation, and provide verbal and written recommenda-

tions to the party or parties requesting consultation. This policy provides that

medical ethicists are available on call twenty-four hours a day.
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One institution has six ethics committees—a hospital-wide committee of the

Medical Board and five multidisciplinary Departmental Ethics Committees. The

Medical Board Committee reviews any clinical, policy, or administrative matter

with interdepartmental or larger institutional implications. Other ethical issues

are referred to the respective Departmental Ethics Committees.

Ethical issues for which consultation might be sought include, but are not limited to:

≤ developing, signing, and honoring of advance directives

≤ participation in the health care decision-making process

≤ withholding and withdrawing life-sustaining treatment

≤ do-not-resuscitate orders

≤ informed consent to and refusal of treatment

≤ patient dignity, confidentiality, and privacy

≤ patient rights and responsibilities

2. The Bioethics Committee, including members of the Division of Bioethics, as well

as representatives of the caregiving and administrative staff, is available when a wider

ethical analysis would be helpful. The interdisciplinary committee meets on a regular

and ad hoc basis to:

≤ provide advisory and nonbinding recommendations for resolution of conflicts

in care decisions

≤ participate in developing and reviewing Medical Center policy when matters of

ethics are involved

≤ provide educational programs in bioethical issues, both within the Medical

Center and for the wider community.

One policy defines ethical problems: ‘‘In general, an ethical problem exists when

it is not clear what is the ethically sound action or course of action or when peo-

ple disagree about what is best for a patient.’’

One policy identifies the scope of ethics committee consultation: ‘‘The Ethics

Committee will provide consultative services when requested for assistance with

a patient-related problem identified as an ethical issue. The medical ethics con-

sult offers recommendations about patient care decisions that have an ethical

dimension. Often, this may also include aggressiveness of treatment, questions

of consent, alternative treatment options. In addition to consultative services,

the Ethics Committee establishes guidelines, policies, and procedures regarding

the withholding or withdrawal of life-sustaining treatments.’’
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access

Anyone involved in patient care associated with the Medical Center—patient, family

member or designated representative, or staff member, regardless of site—with an ethi-

cal concern or problem can access the Bioethics Consultation Service by contacting the

Division of Bioethics. This service is normally available Monday through Friday from

9:00 a.m. to 5:00 p.m. Requests for consultation may also be referred to the Bioethics

Consultation Service by the Office of the Medical Director. At other times, request for

ethics consultations requiring immediate attention will be handled by the appropriate

administrative nursing coordinator. If the patient care issue does not require immediate

attention, a message can be left at the offices of the Division of Bioethics and will be

responded to during the next working day.

One policy provides for the availability of an ethics committee member ‘‘24

hours a day, 365 days a year to initiate a consultation.’’ Other policies provide

the telephone numbers of the Bioethics office or service, the ethics committee

chair, the patient representative, or a bioethics pager number.

One institution assigns to other departments key functions that are usually in-

cluded within the responsibility of a bioethics consultation service. The patient

advocate is the party initially notified of an ethical issue. The patient advocate

interviews the patient and/or surrogate, speaks with the health care team, and

informs Risk Management that a bioethics meeting needs to be scheduled, in-

cluding a recommendation about the appropriate time. The risk manager re-

views the medical record and documentation, speaks with the health care team,

patient, and family as necessary, arranges the meeting, and notifies the bioethics

committee members about the time and location.

Requests for consultation will be responded to within twenty-four hours. Depend-

ing on the nature of the patient care issue, the bioethics consultant(s) may convene a

conference of the patient’s caregiving team and selected members of the Bioethics

Committee to evaluate relevant issues. On occasion, a case may also be presented to a

full meeting of the committee for review.
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Other policies require a response within seventy-two hours of a consultation re-

quest. One policy provides for ‘‘STAT’’ consultations when immediate attention

is required.

Caregiving and administrative staff members who wish to present bioethical issues,

policies, and educational matters to the Bioethics Committee should directly contact

the committee chair or co-chair through the Division of Bioethics.

One policy addresses the issue of attending physician permission: ‘‘If the Com-

mittee believes a consult is necessary and the attending physician declines to

permit Committee consultation with the patient or the patient’s family, the

Committee shall review this matter with the appropriate Director or Section

Chief.’’

notification of patient, family, or designated representative

When the request for bioethics consultation comes from a patient, family member, or

designated representative and the case will be presented to the full Bioethics Commit-

tee as part of the clinical consultation, those requesting will be notified and invited to

participate in deliberations.

One policy states, ‘‘The patient’s attending physician and, when appropriate,

the patient, or the patient’s family, health care proxy or surrogate, the nursing

staff, and other clinical staff caring for the patient will be advised that an ethics

consultation has been requested and will be given every reasonable opportunity

to participate in the consultation.’’

Permission of the patient, family, or designated representative is not required for

either a consultation or full committee review.

confidentiality

All deliberations of the Bioethics Consultation Service and the Bioethics Committee are

confidential, and all records and documentation are protected.
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advance directives

purpose

This policy informs associates and medical staff about federal and state laws that govern

patients’ rights to make advance health care decisions, including consent to or refusal

of medical, surgical, or diagnostic interventions. Staff members are required to provide

patients with (1) information about advance directives, (2) the opportunity to for-

mulate advance directives, and (3) the offer of assistance in doing so. Care providers

are required to be aware of and respect patient care wishes expressed in advance direc-

tives. Patients will not be discriminated against based on whether they have advance

directives.

Most policies amplify the last sentence above with some variation of ‘‘The hospi-

tal shall not condition the provision of care or otherwise discriminate against a

patient based on whether or not the patient has executed an advance directive.’’

scope

Applies to all Medical Center associates in the network and affiliated physicians and

their staffs in other clinical settings.

definitions

Most policies define the different types of advance directives and other relevant

terms. These definitions, taken together, provide a useful summary and com-

parison of the purpose, features, standards, and authority of the directives.

Advance directive: A written or oral expression of a capacitated individual’s health

care instructions, including general preferences and consent to or refusal of specified

treatments or interventions. These instructions, including living wills and health care

proxy appointments, are recognized by state law as constituting evidence of a person’s

health care wishes, stated in advance of decisional incapacity. They take effect only

when the individual is deemed to have lost the capacity to make health care decisions.

(Do-not-resuscitate [DNR] orders are considered a specific type of advance directive and

are covered in a separate Medical Center policy.)



≤∞∏ s a m p l e  p o l i c i e s  a n d  p r o c e d u r e s

Living will: A list of instructions, written by a capacitated individual, about thera-

peutic interventions that he or she does or does not want under specified conditions,

usually at the end of life. A living will is used as guidance in making health care deci-

sions for an incapacitated patient and is especially useful for those without other per-

sons who can make decisions for them. It may constitute clear and convincing evidence

of a patient’s wishes.

Health care proxy: A document in which a capacitated individual delegates health

care decision-making authority to another person (a health care agent), in accordance

with the Health Care Proxy Law.

One policy also defines ‘‘Documented Oral Instructions—An adult’s spoken

wishes concerning life-sustaining issues expressed in a clear and convincing

manner.’’

Health care agent: An adult, 18 years of age or older, who has been authorized through

a health care proxy appointment to make health care decisions on behalf of a tem-

porarily or permanently incapacitated patient, with exceptions listed below (see sec-

tion II—Provisions of the Health Care Proxy Law). An alternate agent is also appointed

by the patient to assume decision-making responsibilities in the event the primary

agent is unable or unwilling to do so.

Family members, even next of kin, do not automatically assume the responsibility or au-

thority of a health care proxy agent. Only the appointment by a capable individual authorizes a

person to be an agent and only a valid proxy document provides evidence of that appointment.

Not all policies include this important clarification, which alerts staff to the criti-

cal distinction between family members, whose decision-making authority may

be limited, and the health care agent, whose authority is the same as the patient’s.

Decision-making capacity: The ability to understand and appreciate the nature and

consequences of health care decisions, including the benefits, burdens, and risks of

therapeutic and diagnostic interventions, the alternatives to proposed health care, and

the ability to make and communicate an informed decision about treatment.

A helpful addition to this definition, which is referred to later in the policy,

would be that a lower level of capacity is required to appoint a health care agent

than to make the health care decisions the agent will be responsible for making.
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Reasonably available agent: A health care agent who can be contacted with diligent

efforts by the attending physician or someone acting on behalf of the attending or the

Medical Center.

I. Policy Implementation

Health care providers are responsible for the close scrutiny and interpretation of the

provisions of their patients’ advance directives. Patients who are currently incapable

of making their own decisions and have left explicit written or verbal instructions,

in a living will or in a health care proxy, depend on their care providers to be aware of

and respect their treatment wishes. The provisions of advance directives are acti-

vated only when patients have lost decisional capacity and are in specified condi-

tions. For this reason, it is essential to determine whether the incapacitated patient

meets those criteria before treatment decisions by others are based on the patient’s

advance directive.

Not all policies explicitly state the circumstances under which the authority of

advance directives is activated. These criteria provide important guidance for

care professionals in determining when to rely on and follow advance directives.

Some policies are limited to describing the process by which the execution of

advance directives is initiated and followed up. Others provide detailed explana-

tion of the purpose, scope, and implementation of directives, including how

care professionals evaluate and honor their provisions.

A. Medical Center associates are responsible for implementing this policy as follows:

1. Upon admission to the Medical Center or new patient registration in the

Ambulatory Care Network, other ambulatory care facility/program, or the

Home Health Agency, all capacitated adult patients will be given or otherwise

made aware of the following materials:

a summary of state law concerning advance directives

an explanation of the role of advance directives

a summary of patient rights in this state

2. For the Ambulatory Care Network, ‘‘Health Care Proxy—Appointing Your

Health Care Agent’’ or similar information from a nationally recognized source

is used for patient education.

If the patient lacks capacity upon admission/new patient registration,

these materials will be given to the person who makes health care decisions on
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behalf of the patient. If the patient regains capacity during the hospitaliza-

tion, he or she will be given the opportunity to execute an advance directive at

that time.

B. For hospitalized patients:

1. After the above, all patients or their decision makers will be contacted by the

admissions office before planned admission and reminded to bring copies of

any advance directive documentation they may have.

2. During the admission process on the units, the nurse (RN/LPN) will ask the

patient if he or she has executed a health care proxy or a living will or has a

nonhospital DNR. If the patient lacks decisional capacity, the family/ signifi-

cant other will be asked about the existence of advance directive(s).

3. The conversation with the patient (and others, as appropriate) requires sen-

sitivity to the patient’s values, culture, ethnicity, and religion when discussing

care issues, especially those related to end-of-life care.

4. If the patient has brought an advance directive to the hospital, the RN/

LPN will place a copy of it in the medical record and inform the attending

physician or designee. This includes a copy of a nonhospital DNR. If the

patient has an advance directive but the document is not immediately avail-

able, the RN/LPN will ask the patient/family to bring it to the hospital as soon

as possible.

5. If the patient does not have a health care proxy and indicates a desire to

execute one, the RN/LPN may answer questions and provide a blank proxy

form for the patient to complete. The patient should be advised of the impor-

tance of discussing the appointment with the persons he or she has selected as

proxy and alternate proxy. The patient/family should be advised to retain the

original advance directive and give copies to the proxy, alternate proxy, and

the patient’s PMD. A copy of the form should be placed in the patient’s medi-

cal record as soon as it is completed. If the patient needs additional assistance

completing a health care proxy form, the RN/LPN will refer the patient to

Social Services for assistance.

6. If there is any question about the patient’s decisional capacity to execute an

advance directive, a formal capacity determination should be made by the

attending or, if necessary, a psychiatric consult.

7. If there are conflicts or uncertainty about the patient’s wishes, contact Bio-

ethics or the Office of the Medical Director.

8. A patient who has no one to appoint as a health care proxy but wants to

articulate care wishes in advance of incapacity may want to complete a living

will. Social Services may review with the patient general issues about living

wills, but should also notify the attending to discuss medical specifics and

complete documentation with the patient.
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9. If the patient or family member has questions about DNR, DNI, or the clinical

substance of a living will, the social worker will clarify issues but should con-

tact the attending or designee for further discussion and a consideration of

medical appropriateness. Bioethics and the Office of the Medical Director are

available for assistance.

10. If the patient does not have an advance directive and does not wish to have

one, that preference must be respected. The RN/LPN will document in the

medical record the patient’s decision not to have an advance directive and will

notify the patient that assistance will be available in the future if requested. At

that point, no further follow-up is necessary.

11. If referrals are indicated to either the MD or Social Services, the RN/LPN will

complete the admission database and make the appropriate referrals.

12. When Social Services has followed up with a patient who decides not to pur-

sue a health care proxy appointment, Social Services will so document in the

medical record and no further follow-up is needed. The case will be closed

in CIS.

Institutions differ in terms of who assumes responsibility for initiating and fol-

lowing up discussions about advance directives. Some policies make inquiring

about and explaining advance directives the responsibility of the registrar at the

time of admission. Further information may be available from patient represen-

tatives, physicians, or nurses. Some policies make follow-up the responsibility of

social workers or nurses.

13. For patients admitted to the in-patient psychiatric unit, a copy of ‘‘Planning

for Your Mental and Physical Health Care and Treatment’’ is given. Questions

are answered and assistance provided.

C. Medical Group (Outpatient)

After receiving information about advance directives, the patient is asked to sign

a sticker stating that he or she has received information and that all questions

should be referred to the patient’s health care provider. Advance directives, when

known, will be honored.

D. Home Health Agency

On each new admission, the nurse or therapist must explain advance directives to

the patient and ask if the patient has a health care proxy or living will. If the

patient has one, then the nurse asks for a copy of the proxy or living will to be kept

in the patient’s medical record. If the patient is not able to provide a copy, the

clinician notes the names of the health care agents and their telephone numbers

and/or any specific wishes for artificial feeding and similar interventions. Some
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patients may have a nonhospital DNR order that is signed by the MD at the time

that the patient is coming onto the home care program. The nonhospital DNR

order must be reviewed every ninety days, so the home care nurse adds the order

‘‘DNR in effect’’ on the MD orders that are sent every sixty days. The patients are

also instructed that they may revoke these advance directives at any time.

E. Medical Center Physicians’ Responsibilities

1. Attending physicians and other licensed independent practitioners should

routinely discuss advance directives with capacitated patients and encourage

them to appoint health care agents or, if they have no one to appoint, to

complete living wills. (When clinically indicated, the risks, benefits, and bur-

dens of a do-not-resuscitate [DNR] order, another form of advance directive,

should also be discussed.)

2. The house staff should include discussion of advance directives in the history

and physical completed for all in-patient admissions.

3. When clinically indicated, the attending physician makes a capacity determi-

nation and documents the determination in the patient’s medical record.

4. Whenever a decision requiring informed consent is needed, the attending

physician must reevaluate the patient’s capacity to make that specific decision.

5. If the attending physician determines that the patient lacks the capacity to

make health care decisions but has sufficient capacity to appoint a health care

agent, he or she should encourage the patient to do so. The attending physi-

cian’s documentation should reflect the judgment that the patient has the

required level of capacity to appoint an agent. If the patient requires assistance

completing a health care proxy, a referral to Social Services should be made

through the computerized information system.

6. If the attending has determined that the patient lacks decisional capacity and

the patient has a health care agent, the attending will discuss with the health

care agent the benefits, burdens, risks, and the alternatives to any proposed

procedure. The agent has the right to receive any and all medical information

that the patient would have received if capacitated.

7. The physician is required to honor in good faith the health care agent’s deci-

sions as if made by the patient. If, however, the physician has concerns about

the health care agent’s understanding of the patient’s wishes, the agent’s ca-

pacity to make decisions on the patient’s behalf, or other questions about the

health care proxy decision process, Bioethics or the Medical Director’s Office

should be consulted.

8. When a physician becomes aware that the patient has revoked the proxy

appointment, the physician must document the revocation in the patient’s

medical record and, if appropriate, discuss this action with the agent.

9. If a physician is unable to honor a health care agent’s decision(s) based on the

physician’s sincerely held religious or moral beliefs, the physician must con-
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tact the medical director or designee, to transfer the patient to a physician

willing to abide by the agent’s decision(s), and so advise the agent.

The foregoing section provides a useful explanation of the physician’s respon-

sibilities for discussing, facilitating, and honoring advance directives. One pol-

icy adds language stipulating that the agent’s authority equals but does not

exceed that of the capable patient, here referred to as the principal:

‘‘The Hospital does not have to honor an agent’s decision:

1. if it would not have honored the decision had it been made by the prin-

cipal; and

2. if the Hospital would be permitted by law to refuse to honor the decision if

made by the principal; and

3. if the decision is contrary to a formally adopted policy of the Board of

Trustees . . .

4. if the Hospital informed the principal or the agent of the Hospital’s policy

at the time of admission, if reasonably possible; . . .’’

One policy includes a little gentle encouragement for staff to complete advance

directives: ‘‘The hospital provides in-service education to staff concerning

advance directives and related hospital policies and procedures. All staff mem-

bers are encouraged to consider completion of a health care proxy.’’

Care providers are encouraged to contact either or both of the following avail-

able resources with any questions or concerns about advance directives:

1. Bioethics

2. Office of the Medical Director

During evenings, weekends, and holidays, the associate director of nursing

(A.D.N.) should be contacted via the page operator.

II. Legal Authority

A. The Patient Self-Determination Act is a federal law that requires all Medical Cen-

ter staff to determine whether patients have advance directives, inform them of

their right to execute advance directives, and provide them with assistance in

doing so.

B. The Health Care Proxy Law is a state law that allows a capable patient to appoint a

health care agent with legal authority to make health care decisions for the pa-
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tient after capacity has lapsed. A health care agent’s decision-making authority

has priority over that of any other surrogate.

The Health Care Proxy Law permits a patient to delegate to another person

(health care agent) all or part of the patient’s authority to make health care

decisions in the event he or she loses decisional capacity. Unless specifically lim-

ited in the appointment document, the agent is authorized to make all decisions

the patient would make, including decisions about life-sustaining treatment. The

agent is required to make determinations consistent with what the patient would

have chosen if he or she had decision-making capacity or, when the patient’s

wishes are unknown, with what is in the patient’s best interest.

One policy specifies what the proxy appointment document must and may

include:

‘‘A. A properly executed proxy appoints the health care decision-making agent

without the need for further proceedings.

B. The proxy document must:

1. identify the principal and the agent

2. indicate that the principal intends to confer health care decision-making

authority to the agent to act on the principal’s behalf

3. be signed and dated by the competent adult principal in the presence of

two adult witnesses

4. be signed and dated by two adult witnesses (the person appointed agent

or alternate agent cannot be a witness)

5. include a statement from the witness that the principal completed the

proxy willingly and free from duress.

C. The proxy may:

1. include special wishes or instructions of the principal and/or

2. include limits on the agent’s authority and/or

3. contain an expiration date or specify that it expires upon the occurrence

of a stated condition and/or

4. provide for the appointment of an alternate agent and/or alternate(s)

5. include the principal’s wishes or instructions regarding organ and tissue

donation. Failure to state wishes or instructions shall not be construed to

imply a wish not to donate.’’

Decisions about artificial nutrition and hydration may be made by the agent,

but only if he or she knows or can ascertain the patient’s wishes about these

interventions.
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This state-specific limitation on the powers of the agent to make decisions about

artificial nutrition and hydration is not included in all policies.

An agent may not make decisions about autopsy or organ donation, unless he or

she is otherwise authorized to do so.

A living will can be used in conjunction with a health care proxy to provide the

agent with additional guidance about the patient’s wishes. In the event that the

agent’s decisions are inconsistent with the terms of the living will, Bioethics or

the Medical Director’s Office should be consulted.

One policy includes a section that addresses possible inconsistencies between a

patient’s previously stated wishes and the agent’s current decisions. This language

reflects the frequent need for agents to respond to circumstances not anticipated

by patients, which may be significant later when care decisions must be made.

‘‘The agent has no authority to rescind or override the principal’s prior

expressed wishes as memorialized in the proxy or expressed in another form,

unless the agent can substantiate this through

1. a conversation the agent had with the principal in which the principal told

the agent that he or she wanted different treatment than what he or she pre-

viously indicated; or

2. a change in medical circumstances, such as improvement in the principal’s

medical condition or the unexpected availability of a significant new treat-

ment option, that would suggest that the principal would reverse his or her

decision under the same circumstance.’’

If a patient has specified health care instructions in an advance directive and

neither the agent nor the alternate agent is available, Bioethics or the Medical

Director’s Office should be contacted for assistance in reviewing the patient’s

instructions.

A copy of the health care proxy should be placed in the patient’s medical record

upon admission/new patient registration or as soon thereafter as possible.

III. Health Care Proxies and Agents

A. Who May Appoint a Health Care Agent?

Any competent person 18 years old or older, any married person, or any parent

may appoint a health care agent. Adults are presumed competent to appoint a

health care agent, unless they have been deemed incompetent by a court.
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B. Who May Be Appointed a Health Care Agent?

Any competent adult (18 years of age or older) may serve as a health care agent,

with the following exceptions: a hospital employee may not serve as agent for

any patient at the hospital, unless he or she is related to the patient, or the patient

appointed the agent before admission to the hospital. Physicians are the only

exception to this rule.

A patient may appoint his or her physician as agent, but the physician may not

serve as both agent and attending physician once the agent’s decision-making

authority begins.

A physician who has been appointed as a patient’s agent may not determine

the patient’s capacity to make health care decisions.

A person not related to the patient may not be appointed as agent if, at the

time of the appointment, he or she is serving as health care agent for ten or more

other people.

C. Lack-of-capacity Determinations

Most policies include a detailed explanation of incapacity and the process for its

clinical assessment.

A patient may have the capacity to appoint an agent to make decisions on his or

her behalf, yet lack the capacity to make the more complex treatment decisions

the agent will make.

By stipulating that a relatively low level of capacity will suffice to appoint a

health care agent, the policy encourages the care team to consider the potential

for patients with diminished or fluctuating capacity to appoint agents while

they are still able to do so.

The decision-making authority of the health care agent is activated only when it is

determined that the patient is temporarily or permanently incapacitated and

ends when capacity is regained.

The policy emphasizes that, even if an advance directive has been executed

and even if a health care proxy agent has been appointed, decision-making

authority remains with the patient unless and until incapacity has been deter-

mined. Explicit mention of the permanent or temporary nature of the inca-
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pacity is an important safeguard against the misconception that decisional au-

thority, once assumed by the agent, remains with the agent. This reinforces the

important notion that the patient resumes decision making whenever sufficient

capacity is demonstrated.

A determination that the patient lacks the capacity to make specific health

care decisions must be made by the attending physician, with a reasonable degree

of medical certainty.

When the attending physician is also the patient’s proxy, another attending

physician must make the determination of capacity.

a. For a health care decision that does not require forgoing life-sustaining treat-

ment, the determination of incapacity need only be made by one attending

physician.

b. If the agent is to make a decision about forgoing (withholding or withdraw-

ing) life-sustaining treatment, the attending physician must consult with an-

other physician to confirm the patient’s lack of capacity. The consultation must be

recorded in the patient’s medical record.

Notice of a determination of incapacity must be given verbally to the agent. If

the patient is able to comprehend, verbal and written notice of an incapacity

determination must also be given to the patient. If the patient opposes the lack-

of-capacity determination or the health care decision(s) made by the agent, the

objection or decision of the patient prevails, unless a judge confirms that the

patient lacks capacity.

If family members or significant others object to the determination of inca-

pacity, or the health care decision(s) made by the agent, but the patient does not

object, the person objecting must obtain a court order to overturn the incapacity

determination or health care decision. Unless or until a court order is obtained,

the health care agent’s decisions prevail.

If and when the patient regains decision-making capacity, the agent’s author-

ity ceases. The physician should notify the agent and document the change in

the chart.

The attending physician’s determination of incapacity must be documented

in the patient’s medical record. The entry should describe the cause, nature,

extent, and probable duration of the incapacity, within a reasonable degree of

medical certainty.

Each time a major decision is to be made and consent is needed from the

agent, the patient’s lack of capacity to make that specific decision must be recon-

firmed by the attending physician and documented in the chart.
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Mentally Ill Patients

Mental illness does not by itself constitute or indicate decisional incapac-

ity. However, if lack of capacity is due to mental illness, the attending physician

making the incapacity determination must be (or consult with) a board-certified

psychiatrist. The consultation must be documented in the patient’s medical

record.

Mental illness (under the Health Care Proxy Law) does not include dementia,

such as Alzheimer’s disease.

Mentally Disabled Patients

If lack of capacity is due to mental retardation and/or developmental dis-

ability, the attending physician making the incapacity determination must be (or

consult with) a physician or clinical psychologist who is employed at a school for

the developmentally disabled; or has been employed for at least two years and is

qualified to render care in an Office of Mental Retardation and Developmental

Disabilities (OMRDD) facility; or has had special training or at least three years’

experience in treating developmental disabilities and meets other criteria to be

established in ORMDD regulations.

The consultation must be documented in the patient’s medical record.

Once lack of capacity has been determined, the physician must give notice to:

a. the agent, orally

b. the patient, orally and in writing, if there is any indication that the patient can

comprehend the notice

c. the mental health facility director, if the patient is a resident in or has been

transferred from such a facility

d. legal guardian, if applicable

Some policies require the attending physician to notify only the agent when the

patient has been determined to lack capacity.

D. The Health Care Agent’s Decision-making Authority

Some policies describe in detail the scope of the agent’s decision-making author-

ity, providing useful guidance to care professionals about the decisions the agent

is empowered to make.

When the patient is not capable, the decisions of an appointed agent take prece-

dence over the decisions of any other person (e.g., a surrogate appointed under

the DNR law), unless the health care proxy document indicates that the patient
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limited the agent’s authority at the time of appointment, or the court appoints a

guardian to make decisions about the patient’s health care. Unless otherwise

limited, the agent is authorized to make any and all health care decisions that the

patient would make if capacitated. If, however, forgoing of nutrition and/or

hydration is contemplated, the agent must have specific knowledge of the pa-

tient’s previously expressed wishes regarding nutrition and/or hydration.

Before making any decisions on behalf of an incapacitated patient, the agent

must consult with a physician, registered nurse, licensed psychologist, or cer-

tified social worker, as indicated by the nature of the decision to be made.

The agent must carry out the patient’s previously expressed specific wishes

and act in accordance with the patient’s religious or moral beliefs to the extent

that they are known or can reasonably be determined. If the patient’s previously

expressed instructions are inconsistent with the plan of care considered by the

treating team to be clinically appropriate for his or her current medical condi-

tion, the agent should confer with the attending physician and make decisions

consistent with what the patient would likely decide under the unanticipated

circumstances. If the patient’s wishes, religious beliefs, or moral beliefs cannot be

ascertained, the agent must act in the patient’s best interest.

To make informed decisions on behalf of an incapacitated patient, the agent

should be provided with all information about diagnosis, prognosis, and thera-

peutic alternatives that would normally be provided to the patient if capacitated.

The attending physician may share with the agent any relevant communications

he or she previously had with the patient.

E. Out-of-state Proxy

A health care proxy or similar document (e.g., a durable power of attorney for health

care) executed in another state is valid in this state as long as it complies with the

laws of the state in which it was executed. (Note: A power of attorney document is

authorization for legal and financial decision making and is not the same as a

health care proxy.) Any questions about the validity of out-of-state proxies or

other legal documents should be referred to the clinical assistant to the medical

director, who will review any questions with the Legal Department.

All policies reviewed state that their institutions will honor valid out-of-state

proxies, although they do not all make the important distinction between

powers of attorney and health care proxies.

F. Witnessing the Health Care Proxy Appointment

The proxy form is valid when signed by the patient before two witnesses, neither of

whom can be the person appointed to be the agent or the alternate. The witnesses

attest to the patient’s signature and willingness to execute the proxy. If requested,
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Medical Center employees are encouraged to witness health care proxies for ca-

pacitated patients.

Any concerns regarding witnessing or completeness of the health care proxy

form should be referred to the Medical Director’s Office as it sometimes pos-

sible to clarify matters sufficiently to honor the patient’s health care proxy

designation.

See section III-N for witnessing guidelines for a patient in a mental health

facility regulated by the Office of Mental Hygiene (OMH).

G. Revocation of a Proxy Appointment

1. Every adult is presumed competent to revoke a proxy appointment, unless he

or she is found incompetent by a court.

2. A patient may revoke the proxy designation at any time in writing, orally, or

with any other action that indicates a specific intent to revoke.

3. The execution of a second proxy appointment automatically revokes one exe-

cuted at an earlier time.

4. Divorce or legal separation renders the proxy invalid if the agent is the di-

vorced spouse, unless the proxy states otherwise.

H. Dispute Management

Disputes, such as those regarding determinations of capacity, between or among

the agent, family/surrogate, and doctor require consultation. Bioethics or the

Office of the Medical Director or Risk Management should be contacted. They

will contact the Legal Department if a legal opinion from a Medical Center coun-

sel is required.

I. Alternate Agent

The alternate agent takes the primary agent’s place under certain conditions

specified in the appointment document or when the patient’s attending physi-

cian concludes that the primary agent is not reasonably available, willing, or

competent to serve, and is not expected to become reasonably available to make

timely decisions.

If the alternate agent has begun to serve and the primary agent becomes

available, willing, and competent, the primary agent automatically replaces the

alternate.

J. Health Care Proxy and Do-not-resuscitate (DNR) Orders

When the patient lacks decisional capacity, the health care agent’s decision(s)

takes precedence over the decisions of any other person (e.g., a surrogate under

the DNR law). The existence of a health care proxy document does not negate the

need for a DNR order or for DNR attending physician documentation and con-

sent forms.

Before consulting a health care agent about DNR decisions, two physicians

must confirm and document the patient’s lack of capacity, utilizing the at-

tending physician’s DNR documentation form. Thereafter, the agent may be
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asked to consent to a DNR order in accordance with the do-not-resuscitate (DNR)

policy.

If the agent agrees to consent to a DNR order, the oral or written consent to

DNR form should also be completed and the DNR order (either electronic or

written) should be entered.

If conflict exists between a DNR form previously signed by the patient and the

agent’s current instructions, Bioethics or the Office of the Medical Director

should be consulted.

K. In the Emergency Department

If a delay in determining whether an agent has been appointed or in contacting

the agent will harm the patient, treatment should be provided in accordance

with accepted emergency medical standards.

Nevertheless, when an incapacitated patient’s diagnosis and prognosis can be

determined in the Emergency Department, the information should be provided

to the agent to allow an informed decision. Physicians should honor decisions by

a health care agent in the Emergency Department in the same way they would

honor the decisions of a capacitated patient.

L. Psychiatry

In a facility regulated by the Office of Mental Hygiene (OMH), when a patient

signs a health care proxy, one witness must be a person who is not affiliated with

the facility, and one witness must be a physician certified by the American Board

of Psychiatry and Neurology.

determination of brain death

An individual is dead if he or she has sustained irreversible cessation of circulatory

and respiratory function or irreversible cessation of all brain function, including the

brainstem.

One policy’s Background section describes the clinical and state-specific

legal context of brain death and ends by distinguishing brain death from other

forms of patient unresponsiveness: ‘‘Following the published guidelines assures

that a patient who is still alive will not be misdiagnosed as dead. The patient

in coma with some remaining brain-related bodily functions is not dead. Either

behavioral or brain stem reflexes indicate that brain death has not occurred. A

patient in a chronic vegetative state may remain in a prolonged coma indefi-

nitely, yet not meet the criteria for brain death.’’
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principles

≤ A patient determined to meet the clinical criteria for brain death as outlined in

this policy is both physiologically and legally dead.

This is the only policy reviewed to emphasize explicitly that brain death is both

a physiological and a legal definition of death.

≤ All religious or moral objections to the brain death standard as a basis for

declaring the individual dead will be treated with equal respect and, whenever

possible, reasonable accommodation.

≤ Families will be allowed a reasonable amount of time and support to reach

understanding and acceptance of the fact that the patient has died.

≤ Families may require supportive services provided by a multidisciplinary team to

help them understand the brain death determination.

procedure

The procedure for determining whether brain death has occurred should be initiated

when a patient has suffered such a severe and extensive brain injury as to cause irrevers-

ible brain damage. If brain death is suspected, the attending physician shall discuss with

the family:

≤ the procedures for determining brain death

≤ the meaning of brain death as death

≤ the futility of further treatment measures

≤ the consequent termination of all treatment measures if brain death is

determined and confirmed (see section VII on reasonable accommodation)

Families may need time to understand and accept the prognosis. The determination of

brain death is a multistep process. At each step, families are given adequate time to

understand and process information. As brain death is a medical determination, the

clinical evaluation does not require specific consent from the patient’s next-of-kin or

health care agent. However, reasonable efforts must be made to notify them.

≤ Whenever possible, the patient’s nurse, social worker, or other member of the

team is part of discussions with the family to promote continuity of support.

The attending physician shall maintain communication with the other

members of the team regarding discussions with the family.
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The team should contact the state Organ Procurement Organization (OPO) for possible

organ and tissue procurement. The law mandates that all death and imminent death be

referred to the OPO in a timely manner. Communication with the OPO should be

ongoing throughout the brain death determination process.

One policy begins by stating, ‘‘The Brain Death Protocol is applicable to all pa-

tients, whether they are or are not organ donors.’’ Such a statement provides clar-

ification and reassurance that no separate set of criteria or procedures are in

place to expedite the brain death determination of specific patients because they

are likely organ donors.

I. Determination of Brain Death in Adults (Age 18 Years Old)

The clinical evaluation of brain death is to be made by two attending physicians

credentialed to do brain death determination. At least one of the evaluations should

be done by a neurologist or neurosurgeon.

≤ Neither of the above physicians can participate in the procedure for the removal

or transplantation of organ or tissues.

Each attending evaluates the patient’s brain function and writes one of the two

required notes. The order of the evaluation is of no consequence provided both

evaluations conclude the patient meets the criteria and the documentation states

the patient is brain dead. The period of observation required to confirm the diag-

nosis will vary depending on clinical circumstances. For adults, a six-hour interval

between clinical evaluations is recommended but not required if there is a known

cause and ancillary testing is performed.

Most reviewed policies require that brain death be determined by two physi-

cians, one of whom must be a neurologist or neurosurgeon. One policy states

that brain death can be certified by a single physician but that two physicians

are necessary when the patient is a potential organ and/or tissue donor. This

provides another safeguard against the possibility or even the perception that

brain death might be determined more readily in potential organ donors.

A. Clinical Evaluation

This policy sets out the process for clinically determining brain death in adults

and children in considerably greater detail than the other policies reviewed.
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When there is a known cause for the patient’s condition, the determination of

brain death may be made if:

1. There is no clinical evidence of toxic or chemical depression of the nervous

system.

2. The patient is not in cardiovascular collapse. Shock, as defined as a mean

arterial blood pressure (MAP) less than 55 mm Hg, prohibits the declaration of

brain death. Pressors to support arterial blood pressure may be used (mean BP

= (2 * BP diastolic + BP systolic) / 3).

3. The patient is not hypothermic (T [ 90 degrees F/32.2 degrees C).

The neurologic examination consistent with brain death includes:

1. Coma or unresponsiveness—no cerebral motor response to pain in all ex-

tremities (no response to nail bed pressure and supraorbital pressure)

2. Absence of brainstem reflexes:

a. absence of pupillary light reflex

b. absence of oculocephalic reflexes

c. absence of oculovestibular reflexes

d. absence of corneal reflexes

e. absence of pharyngeal and tracheal reflexes

If, in the clinical judgment of the attending physician, an exogenous source of

intoxication is suspected, toxicological studies are mandatory. If the patient has

been on hypnotic/sedative type or other CNS depressant medication, it must be

determined that these drugs are not involved in producing the coma. When

neuromuscular blockers have been used, normal neuromuscular transmission

must be present.

≤ If the attending physicians do not agree that the criteria for brain death have

been met, the criteria are not considered met and appropriate ancillary studies

should be done to resolve the discrepancy.

B. Apnea Test

The apnea test can be performed after the first clinical evaluation. During the

apnea test, the patient must be on continuous oxygen saturation monitoring and

blood pressure monitoring. To perform the apnea test:

1. Perform a baseline arterial blood gas (ABG) and hypersaturation of blood,

giving 100 percent oxygen via the respirator for ten minutes.

2. Disconnect patient from the respirator, but supply 100 percent oxygen (6

liters/minute) via nasal cannula secured in the endotracheal tube.

3. Repeat ABG after approximately eight minutes and reconnect the respirator.

The apnea test is positive (supports diagnosis of brain death) if respiratory move-

ments are absent and the repeat arterial PCO2 is greater than 60mm or shows a

20mm increase from baseline.
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≤ If the patient becomes hemodynamically unstable or develops bradycardia, the

patient is reconnected to the respirator. A repeat ABG should be drawn

immediately and, if it meets the above criteria and a minimum of five minutes

has elapsed, the test is considered positive. If not, the apnea test should be

repeated or ancillary testing done.

In situations where apnea testing cannot be initiated, such as in hemodynamic/

respiratory instability (i.e., ARDS or hypoxemia), see use of ancillary studies

(below).

C. Ancillary Studies

When, in the judgment of one of the physicians performing the evaluation, the

clinical examination is not sufficient to make a declaration of brain death, there

is no known cause, and/or when apnea testing cannot be done, one of the follow-

ing tests should be considered:

≤ Nuclear medicine brain scan—No uptake of isotope in brain parenchyma. Writ-

ten consent is not required for a nuclear medicine brain scan.

≤ Cerebral angiography—No intracerebral filling at the level of the carotid bifurca-

tion or circle of Willis. Four-vessel intracranial angiography is definitive in

diagnosing cessation of circulation to the entire brain (both cerebrum and

brainstem). Written consent is required.

≤ Electroencephalogram (EEG)—The EEG can demonstrate electrocerebral silence.

Written consent is not required.

≤ Transcranial doppler—No diastolic or reverberating flow and documentation of

small systolic peaks in early systole. Written consent is not required.

The ancillary testing and determination of brain death can be performed even if

the family expresses religious, moral, or emotional objections to brain death. Con-

firmatory determination provides medical certainty about the clinical condition

of the patient. If the family refuses consent for ancillary testing, notify administra-

tion, which may seek guidance from Bioethics and the Legal Department.

This section emphasizes that confirmatory testing must be conducted—even

over families’ religious or moral objections. This is in contrast to the section be-

low, which discusses termination of treatment measures after brain death has

been confirmed, and which may require reasonably accommodating families’

sensibilities.

Note: Complete cessation of circulation to the normothermic adult brain for

more than ten minutes is incompatible with survival of brain tissue. Documenta-

tion of this circulatory failure is evidence of death of the entire brain.
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II. Determination of Brain Death in Children and Infants

The attending physicians must demonstrate that all of the following criteria have

been met to determine brain death:

1. Absence of confounding drug levels

2. Absence of clinical signs of cerebral responsiveness and brainstem activity

3. Apnea

4. Electrocerebral silence ([ one year old)

To fulfill the above criteria, the following procedures are required:

1. Demonstrated absence of confounding drug levels

2. Clinical examination to demonstrate absence of cerebral responsiveness and

brainstem activity

During all testing, the patient must be maintained normothermic and as normo-

tensive as possible. The examining physician must demonstrate:

1. Total unresponsiveness to verbal, auditory, and painful stimuli

2. No spontaneous vocalization and no voluntary activity

3. Fixed, dilated pupils, unresponsive to light

4. Absence of eye movements induced by oculocephalic and ice cold caloric irrita-

tion of the ear canals

5. Absence of facial and oropharyngeal responses to stimulation

6. Absence of corneal, gag, cough, sucking, and rooting reflexes

7. Tone is flaccid, with no spontaneous or induced movement (excluding spinal

cord movements such as reflex, withdrawal, or spinal myoclonus)

All examinations and tests must be documented in the medical record by each

attending. The age-related procedures are outlined below (see observation re-

quirements).

A. Determination of Apnea in Children:

These procedures must be administered jointly by a neurology or neurosurgery

attending physician and a pediatric critical care attending physician.

a. Determine that the patient is normocapnic by blood gas measurement.

b. Give 100 percent oxygen for ten minutes while the patient is on a respirator.

c. Remove the patient from the respirator while continuing 100 percent oxygen

by catheter to the endotracheal tube.

d. Obtain blood gases every five minutes.

e. Demonstrate that the patient does not breathe spontaneously during an eight-

minute test period, or that the PCO2 reaches a level greater than 59 torr.

If the patient becomes hemodynamically unstable or develops bradycardia, the

patient is reconnected to the respirator. A repeat ABG should be drawn imme-

diately and, if it meets the above criteria and a minimum of five minutes has

elapsed, the test is considered positive. If not, the apnea test should be repeated or

ancillary testing done.
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B. Electroencephalographic Testing for Electrocerebral Silence

The EEG testing is to be interpreted by an attending neurologist in accordance

with American Clinical Neurophysiology Society Guidelines.

C. Observation Requirements:

a. Below age 7 days: No determination of brain death may be made.

b. Age 7 days to 2 months: Two complete examinations (includes apnea testing)

and two EEGs separated by at least forty-eight hours are required.

c. Age 2 months to one year:

Either (1) or (2):

1. Two complete examinations and two EEGs separated by at least twenty-

four hours.

2. One complete examination and one EEG, and either one concomitant

cerebral-radionuclide angiographic study (CRAG), conducted by an attend-

ing nuclear medicine physician, or one contrast angiography study con-

ducted by an attending neuroradiologist, which study demonstrates arrest

of carotid circulation at the base of the skull and absence of intracranial

arterial circulation.

d. Over one year:

Either (1) or (2):

1. Two complete examinations separated by at least twenty-four hours.

2. When an irreversible cause exists, one complete examination and one EEG

and either a confirmatory CRAG study conducted by an attending nuclear

medicine physician or a contrast angiographic study conducted by an

attending pediatric radiologist, which study demonstrates arrest of ca-

rotid circulation at the base of the skull and absence of intracranial arterial

circulation.

III. Pronouncement of Death

After the attendings have determined and documented that the patient is brain

dead, the pronouncement of death is made and the family is notified.

IV. Informing the Family/Significant Other(s) of Final Determination of Death

The family/significant other(s) shall be notified as soon as the criteria for brain death

have been met. The unit clinical team and attending physician(s) should be avail-

able to provide support for the family.

Families will require multidisciplinary support:

≤ The nursing, social services, palliative care, and/or chaplaincy may provide be-

reavement support for the family.

≤ Families, including those who object to a brain death determination, will be

offered additional emotional support.

≤ An ethics consultation may assist family in accepting brain death.



≤≥∏ s a m p l e  p o l i c i e s  a n d  p r o c e d u r e s

Some policies require notifying the patient’s family, but do not explicitly address

the need for coordinated and ongoing communication with the family. For ex-

ample, ‘‘Whenever possible the family should be fully informed about the pa-

tient’s condition. Family members should be afforded a brief time to adjust to

the impending determination of death, the resultant removal of the respirator,

and have their questions answered.’’

V. Organ and Tissue Donation

The responsibility for discussing organ donation with the legal next of kin and

obtaining consent for donation rests with the procurement coordinator of the state

OPO. The coordinator collaborates with the clinical team throughout the brain

death determination and consent process. The explanation of brain death should be

understood and accepted by the family before any mention of organ donation.

VI. Management

1. Therapeutic modalities should be continued after the pronouncement of death

for organ support if organ/tissue donation is being considered. Unless there is a

need for reasonable accommodation (see section VII), if there is no possibility of

organ/tissue donation, upon pronouncement of death, all organ support inter-

ventions shall be discontinued on the unit upon the written order of the attending

physician.

2. If the patient is a potential organ donor and not already in an ICU setting, ar-

rangements may be made to transfer the patient to an ICU setting for appropriate

management.

3. The deceased patient’s family and significant other(s) should be treated with

sensitivity and respect and should be offered the opportunity to be present when

the ventilator is disconnected. If they wish to be present, they should be advised

of the possible occurrence of isolated spinal movements.

a. If the family requests a reasonable time delay before disconnecting the ven-

tilator, efforts should be made to accommodate the request.

b. The family should be informed that the ventilator will not be disconnected

immediately in the face of religious, moral, or other objection to brain death

determination unless continued utilization deprives other patients who re-

quire these resources (see section VII).

This is the only policy reviewed to detail the nature of and responsibility for

informing the family that brain death has been confirmed and that, therefore,

interventions will be discontinued. An important feature is the explanation that
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even temporary continuation of the ventilator will not be possible if it deprives

a patient who can benefit from the resource.

VII. Reasonable Accommodation of Moral or Religious or Other Objection to Brain Death

State-specific requirements that ‘‘reasonable accommodation’’ be made for fami-

lies’ religious or moral objections to brain death standards do not appear

in other policies. State policies address the accommodation in varying degrees

of detail.

Efforts shall be made to provide a sensitive compromise that balances respect for the

religious or moral beliefs, feelings of families and care providers, the legal and medi-

cal standard of care, and the interests of other patients.

If a family expresses objection to a brain death determination or there is knowl-

edge of the patient’s objection to a brain death determination prior to the loss

of decision-making capabilities, the attending physician shall immediately notify

the administration and Risk Management. An ethics and/or palliative care consul-

tation or a member of the chaplaincy may provide support and counseling for the

family and assist members in accepting the death of their loved one. The attending

physician informs the family that the following interventions may be withheld or

withdrawn:

a. treatment in an intensive care unit

b. medications or other treatment

c. blood or blood products

d. care by a private duty nurse paid for by the hospital

e. nasogastric or intravenous nutrition or hydration

If, in spite of bereavement support and ethics involvement, the family continues to

express religious, moral, or other objections to the brain death determination and

discontinuation of interventions, the attending physician shall fully inform the

family of the following:

a. The family may arrange for a second opinion by appropriate outside medi-

cal specialists and staff will make reasonable efforts to facilitate such

consultations.

b. The family may arrange for transfer to another facility willing to accept the

deceased patient. Reasonable efforts will be made to facilitate such a transfer.

A brief extension will be allowed if arrangements for transfer are being

completed.

c. The family may seek judicial review.
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If continuation of any treatment measures, including the use of the ventilator, causes

that treatment to be withheld from another patient, administration must be notified.

In such cases, all such measures, including the ventilator, may be withdrawn without

waiting for court authorization. The attending will so document in the medical

record. The deceased patient may be removed from the intensive care unit if the

medical staff determines that the bed is necessary to provide appropriate medical care

for other patients and the deceased patient is not a potential organ donor.

Three days after the final determination of brain death, if the family persists in

objecting to the brain death determination, the Legal Department may consider

whether to seek court authorization to withdraw the ventilatory support.

VIII. Medical Record Documentation

The results of the brain death evaluation shall be documented in the medical record

by both attendings. Discussion with family concerning the evaluation, the criteria

used, and the specific results of the tests done and the time of final brain death

declaration should be documented.

≤ The time of death is the time of the second note that states that the patient is

brain dead.

IX. Conscientious Exemption for Physicians/Associates

All reasonable efforts shall be made to reassign a nurse, physician, or other associate

who has a strongly held cultural, ethical, or religious objection to carrying out the

provisions of this policy.

This is the only policy reviewed that contains provisions to exempt physicians

and other staff who hold cultural, religious, or moral objections to participating

in the brain death protocol.

One policy reviewed addresses the matter of legal liability: ‘‘A physician who

makes a determination of death in accordance with this section and accepted

medical standards is not liable for damages in any civil action or subject to prose-

cution in any criminal proceedings for his acts or the acts of others based on that

determination.’’ The policy further states that any person who in good faith re-

lies on a medical determination of brain death is not civilly or criminally liable.
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do-not-intubate (dni) orders

purpose

To clarify the policy and procedure for forgoing (withholding) intubation for patients

at the Medical Center.

This is the only policy reviewed that deals separately with forgoing intubation

for adults in situations other than cardiopulmonary arrest. One institution has a

separate set of DNI Guidelines for Infants, Children and Adolescents. One in-

stitution addresses forgoing intubation in nonarrest situations in a separate sec-

tion in its policy on forgoing life-extending treatments.

scope

All Medical Center associates involved in providing patient care services.

I. Application: A do-not-intubate (DNI) order should be used to forgo intubation in

circumstances other than cardiopulmonary arrest.

One institution’s policy, DNI Guidelines for Infants, Children and Adolescents,

specifies what will and will not be done for a minor patient with a DNI order.

Some excerpts:

‘‘DNI - In the event of respiratory insufficiency or arrest, no endotracheal intu-

bation for the purpose of sustained mechanical ventilation or for the purpose of

establishing a patent airway will be initiated and/or continued.

Considerations:

1. The presence of a DNI order does not prohibit the use of an endotracheal

tube for:

a. Controlling the airway for surgical procedures

b. Use in suctioning

c. Use in acute reversible upper airway obstruction, i.e., choking

d. Use in temporary hypoventilation, i.e., narcotic overdose

e. As an adjunct for pain relief or relief of dyspnea

2. DNI does not prohibit the use of cardiopulmonary resuscitation (CPR). . . .

3. The concept of DNI is compatible with maximal therapeutic care. The patient



≤∂≠ s a m p l e  p o l i c i e s  a n d  p r o c e d u r e s

may be receiving vigorous support in all therapeutic modalities and yet justi-

fiably be considered DNI.‘‘ The last point, also emphasized in several DNR

policies, reinforces the notion that forgoing any intervention, even one that

is life-sustaining, does not determine the overall care plan or alter the team’s

attention to the patient.

II. Procedure for Entering a DNI Order

DNI orders are separate from DNR orders.

In a cardiac and/or pulmonary ARREST a DNR order includes not intubating

the patient.

≤ However, in NONARREST conditions requiring intubation, including moderate

to severe respiratory distress, a separate DNI order is required to forgo intubation.

Nonarrest situations are not covered by the DNR law.

The policy on forgoing life-extending treatments that addresses DNI orders

covers only ‘‘an adult patient without capacity and without a health care agent.’’

A. DNI Order for a Capacitated Patient

A patient WITH decisional capacity may choose not to be intubated at any time

in the future or only under certain specified conditions after full discussion with

the attending physician.

1. If the patient wants to be intubated in all circumstances except a cardiopulmonary

arrest, no separate DNI order is needed, and a DNR order will suffice.

2. If the patient has consented to a do-not-resuscitate (DNR) order and also

requests not to be intubated or reintubated for respiratory distress, a do-

not-intubate order should also be entered. The Attending Physician’s Do-Not-

Intubate (DNI) Documentation Form should be completed and a written or

electronic do-not-intubate (DNI) order entered. Note: When the patient already

has a DNR order, a separate DNI consent form is NOT needed.

3. In the rarer circumstance that a patient does not wish to have a do-not-

resuscitate (DNR) order but requests not to be intubated under any circum-

stance, both the Attending Physician’s Do-Not-Intubate (DNI) Documentation

Form and an additional form, Patient Surrogate Consent to Do-Not-Intubate

(DNI) Order, must be completed and a written or electronic do-not-intubate

order entered. The patient should be advised that having a DNI order without

an accompanying DNR order would severely limit the physicians’ ability to

provide effective resuscitation if CPR were required.
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B. DNI Order for an Incapacitated Patient with a Health Care Agent

If the patient has an appointed health care agent, the agent may request that the

patient not be intubated for significant respiratory distress or other noncardiac

and/or pulmonary arrest condition, just as the patient would if the patient had

decisional capacity. The attending physician must document the patient’s lack of

capacity, obtain a concurring attending’s opinion as to lack of capacity, and fully

document the discussion with the agent about the patient’s condition and prog-

nosis. The attending physician should then follow the instructions in A-1, 2, or 3

above as relevant to the patient.

C. DNI Order for Patient without Capacity, with Surrogate

When an incapacitated patient has a surrogate who is not an appointed health

care agent, the attending may ONLY enter a do-not-intubate (DNI) order to forgo

intubation for significant respiratory distress or in another NONARREST situation

under the following conditions:

1. A DNR order has been entered, based on one of the four medical conditions stipu-

lated in the DNR policy (i.e., terminal condition, permanent unconsciousness,

medical futility, or extraordinary burden) and

2. The patient’s family or other surrogate are in agreement about the patient’s

wishes and are able to clearly describe to the attending physician the patient’s

prior wishes. (This constitutes clear and convincing evidence of the patient’s

prior wishes not to be intubated in the present circumstances.) and

3. The attending physician completes his or her portions of the Attending Physi-

cian’s DNI Documentation Form.

4. A second attending physician, the concurring attending, completes the two

‘‘Concurring Attending’’ sections of the Attending Physician’s DNI Documen-

tation Form, entering a concurring opinion about the patient’s lack of deci-

sional capacity and the patient’s medical condition.

5. The attending physician should complete the required documentation and

enter either a written or an electronic DNI order.

(Note: If the above conditions for a DNI order have been met, there is NO need to obtain

written evidence from family/surrogate and/or review by the Legal Department and the

medical director.)

The policy on forgoing life-extending treatment that includes DNI orders stipu-

lates, ‘‘The attending shall ask family members and friends to document their

evidence in writing, when feasible, and enter such depositions in the chart.’’

III. Review, Modification, or Revocation of a Do-not-intubate (DNI) Order

A. The attending physician should review the DNI order every seven days for in-

patients and every sixty days for ALOC patients and whenever the patient’s con-
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dition materially changes, to determine if the order is still appropriate in light of

the patient’s condition. The review, however, does not require the physician to

obtain consent each time the order is renewed.

B. If a patient regains decisional capacity, the DNI order authorized by the agent or

other surrogate must be revoked and the attending must discuss treatment options

with the patient.

C. If the patient’s condition improves, the attending physician must reassess the pa-

tient’s prior declared choices in light of the patient’s changed condition to deter-

mine whether forgoing intubation is still indicated. The attending should discuss

this assessment with the patient/agent or other surrogate, as medically indicated.

D. If the patient, agent, or other surrogate revokes or otherwise modifies his or her consent

to a do-not-intubate order, any health professional who becomes aware of this

change must contact the attending physician immediately. The attending must

cancel the order and document in the medical record and on the Attending Physi-

cian’s DNI Documentation Form any modifications or revocation of the order

and the reasons given for the change. Thereafter, if indicated, dispute mediation

may be initiated by contacting Bioethics or the Medical Director’s Office.

IV. Contact for Assistance Regarding This Policy

Any questions concerning this policy should be directed to the Office of the Medical

Director or to the Division of Bioethics during the daytime from Monday through

Friday and to the on-call associate director of nursing (A.D.N.) at all other times. The

A.D.N. will involve the appropriate resource department.

do-not-resuscitate (dnr) orders

purpose

To set forth policies and procedures for deciding to forgo cardiopulmonary resuscita-

tion (CPR) in the event of a cardiac and/or respiratory arrest and entering a DNR order.

A DNR order does not limit any other care and can be consistent with aggressive treat-

ment. If there is no DNR order, the law assumes the patient wants and consents to CPR,

and a code must be called. (The extent and duration of the code are based on the

medical judgment of the physician(s) present.)

A policy, beginning with a statement of purpose, can be used to meet educa-

tional as well as compliance objectives. This policy articulates an institutional

philosophy about the purpose and procedures of do-not-resuscitate (DNR) or-

ders; establishes and explains standards for decision making about resuscitation;

and provides guidance in obtaining informed consent for, writing, and docu-

menting DNR orders.
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One policy, Do Not Attempt to Resuscitate, emphasizes in its title and its con-

tent that it is the attempt to resuscitate, not the successful resuscitation, that will

be forgone. The policy begins with an abstract that says, in part, ‘‘Resuscitation

may not benefit patients who are permanently unconscious, suffering with ter-

minal illness (if death is anticipated within a relatively short time), or who have

debilitating irreversible conditions. The primary principles that should govern

decisions to issue DNAR orders are self-determination, patient welfare, and the

futility of medical treatment.’’

This DNR policy meets medical, legal, ethical, and accreditation standards to help

Medical Center physicians and other associates provide optimal patient care and pro-

tect patients’ rights. Any questions concerning this policy should be directed to the

Office of the Medical Director or Bioethics. Attached to this policy are forms that must

be completed before a DNR order is issued.

Most DNR policies include the various forms that must be completed in dif-

ferent circumstances when DNR orders are authorized. Some policies also in-

clude a statement about the purpose of the paperwork, for example: ‘‘To simplify

compliance with the requirements of state law, eight documentation sheets

have been developed. These documentation sheets set forth the steps the re-

sponsible physician must take before he or she can issue a DNR order, and the

appropriate sheet for the patient must be completed before the responsible phy-

sician can issue a DNR order. Attached to each documentation sheet are any

consent forms that may be necessary before a DNR order is issued.’’

Note: DO-NOT-INTUBATE (DNI) orders are closely associated with but distinct

from DO-NOT-RESUSCITATE (DNR) orders. (See the Do-not-intubate (DNI) Policy.) In

summary:

In a cardiopulmonary arrest, a DNR order permits withholding both intubation and

other components of CPR. A separate DNI order is not needed.

In situations other than an arrest, a separate DNI order is needed to forgo intubation

since a DNR order only applies to cardiopulmonary arrest. A DNI order is appropriate

when a patient/surrogate chooses to forgo intubation or reintubation for present or

future moderate to severe respiratory distress or when a patient has requested not to be

intubated under any future circumstance.

Clear and convincing evidence of the patient’s wishes regarding resuscitation is

required if the patient lacks decisional capacity. DNI orders in nonarrest situations are

fully covered in the Do-not-intubate (DNI) Policy.
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No other DNR policy reviewed distinguishes and explains the relationship be-

tween do-not-resuscitate (DNR) and do-not-intubate (DNI) orders. One policy

on forgoing life-extending treatment, however, contains a separate section de-

voted to forgoing intubation by means of DNI orders. (See Forgoing Life-

extending Treatment Policy.)

table of contents: do-not-resuscitate (dnr) policy

Because the process of considering, executing, and implementing DNR orders in-

volves matters addressed in other policies (decisional capacity, advance directives,

informed consent), those matters are discussed in several DNR policies as well.
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E. Health Care Providers Objecting to a DNR Order

III. Consent for DNR Orders

A. Elements of Informed Consent to a DNR Order

B. DNR Consent for Adults with Capacity

C. Determination of Incapacity

D. Specific Requirements for Obtaining Consent for Patients without Decisional

Capacity

1. Patients without Decisional Capacity Who, When Capacitated, Previously

Consented to DNR

2. Patients without Capacity, with Health Care Proxies

3. Patients without Capacity, with a DNR Surrogate (NOT a Health Care Agent)

a. Surrogate Priority

b. Criteria for Surrogate Consent to DNR
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F. Concerns about Surrogate Decision Making

G. Procedure for Obtaining a DNR Order for Incapacitated Patients without Health

Care Proxies or DNR Surrogates When There is NO Objection

H. Procedure for Obtaining a DNR Order for Incapacitated Patients When Patient,

Agent, or Possible Surrogate Objects

I. Patients Who Are Minors

J. Special Situations: Patients with Mental Illness, Mental Retardation, and/or De-

velopmental Disability

Because of the complexity of the DNR process, including determination of deci-

sional capacity and decision-making authority, one policy includes two flow

charts, one for the adult and one for the minor patient.

IV. Notification of the Patient, Health Care Proxy, or DNR Surrogate and the Health

Care Team

V. Renewing DNR Orders

VI. Revoking Consent to a DNR Order

VII. Canceling DNR Orders

VIII. Nonhospital DNR Orders

IX. Transfers

A. To the Medical Center

B. From the Medical Center

C. To Another Attending Physician

X. Dispute Mediation and Judicial Review

A. Dispute Mediation Process and Judicial Review

B. Dispute Mediation Committee Membership

C. Mandatory Mediation

XI. Other Issues/Concerns about DNR Orders or DNR Policies and Procedures (P&P)

XII. Appendices: DNR Documentation and Consent Forms

A. DNR Documentation Form

B. Oral Consent to DNR Form
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C. Written Consent to DNR Form

D. Affidavit of Close Friend Consenting to a Do-Not-Resuscitate Order

E. Nonhospital DNR Order Form

(The five DNR order forms listed above are available on every unit.)

dnr policy and procedures

I. Definitions

Adult: Any person who is 18 years of age or older, has custody of a child, or has

married.

Attending physician: The physician with primary responsibility for the patient’s treat-

ment and care. More than one physician, sharing responsibility, may be the attend-

ing physician.

Capacity: Capacity to make a DNR decision means the ability to understand and

appreciate the nature and consequences of a DNR order, including the benefits,

burdens, and risks of CPR, and to reach an informed decision regarding a DNR order.

Every adult is presumed to have decisional capacity unless there has been a clinical

determination of incapacity or a legal determination of incompetence.

Cardiopulmonary resuscitation (CPR): Measures to restore cardiac function and/or to

support ventilation in the event of a cardiac or respiratory arrest. These measures

include manual chest compression, intubation, artificial respirations, direct cardiac

injection, intravenous medications, electrical defibrillation, and open-chest cardiac

massage. CPR excludes measures taken in the absence of an arrest, such as intuba-

tion to improve ventilation and cardiac function.

Close friend acting as surrogate: Any adult who knows the patient and presents a

completed affidavit (as set forth in Appendix D) to the attending physician.

Concurring physician: An attending physician, selected by the patient’s attending

physician, to provide a concurring opinion about the patient’s diagnosis, prognosis,

and/or decisional capacity.

Dispute mediation process: A mechanism for resolving conflicts arising between or

among health care professional(s), the patient, and/or patient’s family or surrogates.

Any disagreement about entering a DNR order must be referred to mediation, during

which time the order may not be written and an existing DNR order must be sus-

pended. If the patient (or someone purporting to speak on the patient’s behalf)

objects to the DNR order, the staff member hearing the objection should document

the objection in the patient’s medical record. The order should not be written with-

out consulting with the medical director/designee.
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DNR surrogate: An adult, other than a health care agent, selected in accordance with

the State Public Health Law and section III-D-2 of this policy, to make decisions

about a DNR order on behalf of an incapacitated patient. The list of potential surro-

gates and order of priority is found on both the oral DNR consent form, Appendix B,

and the written DNR consent form, Appendix C.

Do-not-resuscitate (DNR) order: An order not to attempt CPR in the event of a cardiac

or respiratory arrest. Such an order may include all CPR measures or may be limited

to specific procedures. A DNR order for an outpatient requires a separate order. (See

Nonhospital DNR Order, Appendix E.)

Emergency medical services personnel: The personnel of an agency providing initial

emergency medical assistance, including but not limited to first responders, emer-

gency medical technicians, and advanced emergency technicians. These personnel

are legally required to honor nonhospital DNR orders when called to attend a pa-

tient who has experienced a cardiopulmonary arrest in the field.

Extraordinary burden: In determining whether CPR would be an extraordinary bur-

den under section II-D-2 of this policy, factors to be considered include but are not

limited to whether CPR would cause more harm than benefit because of a patient’s

frailty, debility, or illness.

Health care agent: An adult to whom health care decision-making authority has been

delegated through a health care proxy, in accordance with the Medical Center’s

Administrative P&P, entitled Advance Directives: Health Care Proxies and Living

Wills. The agent’s powers are only activated by a determination that the patient

lacks decisional capacity. The decisions of the agent supersede those of any other

person. If, however, the agent’s decision seems contrary to the patient’s previously

expressed wishes, the agent must indicate what changed wishes of the patient sup-

port the agent’s decision. A copy of the Health Care Proxy Form should be placed in

the patient’s medical record.

Hospital emergency service personnel: The personnel of the Emergency Department of

the Medical Center, including but not limited to, attending physicians, registered

professional nurses, other nursing staff, and registered physicians assistants assigned

to the Medical Center’s Emergency Department.

DNR based on medical futility: The DNR law defines CPR medical futility as follows:

(1) CPR will be unsuccessful in restoring cardiac and/or respiratory function, or

(2) the patient will experience repeated arrests in a short period of time before death

occurs.
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These futility criteria, stipulated in the state law with its narrow physiologic defi-

nition of DNR futility, are not found in the reviewed policies from other states.

The policies of other states provide for physicians to assess resuscitation accord-

ing to the same futility criteria as other treatments. For example, one policy de-

fines futile treatment as one that has ‘‘no realistic chance of providing a benefit

that the patient has the capacity to perceive and appreciate, such as merely pre-

serving the physiological functions of a permanently unconscious patient or has

no realistic chance of achieving the medical goal of returning the patient to a

level of health that permits survival outside the acute care setting. . . .’’

Mental illness: An affliction manifested by a disorder or disturbance in behavior,

feeling, thinking, or judgment to such an extent that the patient requires care,

treatment, and rehabilitation. Mental illness does not include delirium or dementia,

such as Alzheimer’s disease, or other disorders related to delirium or dementia.

Minor: Any person under 18 years of age except one who has custody of a child or

who has married or is serving in the Armed Services.

Nonhospital DNR order: An order that directs emergency medical services personnel

and Medical Center Emergency Department staff not to attempt CPR if the patient

suffers a cardiac or respiratory arrest in the field or in the Emergency Department or

other ambulatory area.

Permanently unconscious: Irreversibly unconscious, without thought, sensation, or

awareness of self or environment, including an irreversible coma, persistent vegeta-

tive state, or the end stage of certain degenerative neurological conditions.

Terminal condition: An illness or injury from which there is no recovery and which

reasonably can be expected to cause death within three months to two years, de-

pending on the underlying diagnosis.

Witness: Any capacitated adult who attests to the validity of a verbal consent or

written signature.

II. General Guidelines

A. Overview

The DNR law established rules under which capacitated patients and, in appro-

priate circumstances, others speaking on behalf of the incapacitated patient, may

consent to issuing a DNR order. This policy describes the circumstances under

which DNR orders should be entered and reviewed.
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Every patient is presumed to consent to the administration of CPR in the

event of cardiac or respiratory arrest, unless a DNR order is written.

To forgo other life-sustaining treatments, see the Forgoing Life-sustaining

Treatment Policy. When patients/surrogates choose in advance to forgo intubation

in non-cardiopulmonary arrest situations, see the Do-not-intubate (DNI) Policy.

All patients, even those with DNR orders, should receive care that is appropri-

ate to their medical conditions. A DNR order refers only to cardiopulmonary

resuscitation (CPR) and does not limit any other care or treatment for the patient

or authorize denial or withdrawal of treatments other than CPR.

This type of overview, which establishes the clinical and legal context, the pre-

sumption of capacity, and the notion that DNR refers only to CPR and does not

limit other care, appears in some but not all DNR policies. One policy empha-

sizes the specificity of the order by stating, ‘‘Maximal therapeutic efforts in all

other areas of care, especially with regard to improving patient comfort, which

includes relief of pain and fear and supplying fluids and nutrition, will be pro-

vided as appropriate.’’

Under its state law, one policy permits DNR orders to be tailored to the individ-

ual needs of patients: ‘‘The diversity of patients, illnesses, and therapies requires

that DNR orders be adaptable to specific circumstances. To ensure flexibility,

three types of DNR orders may be given . . .

≤ ‘DNR Comfort Care’ orders activate the DNR Protocol at the time the

order is given. DNR Comfort Care orders permit comfort care only both

before and during a cardiac or respiratory arrest. . . .

≤ ‘DNR Comfort Care-Arrest’ orders activate the DNR Protocol at the time of

a cardiac or respiratory arrest. . . . Resuscitative therapies will be admin-

istered before an arrest but not during an arrest. . . .

≤ All other DNR orders are ‘DNR Specified’ orders. DNR Specified orders

modify the DNR Protocol in some respect, either in treatment modalities

or in the timing of the protocol activation.’’

This policy also requires that all patients with DNR orders wear DNR identifica-

tion bracelets to ‘‘facilitate communication and direct care to comply with DNR

orders previously given, especially in emergencies.’’
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Summary of Steps for Attending Physicians for Obtaining a DNR Consent and

Entering a DNR Order

1. Determine that the patient meets the criteria for a DNR order. (See Criteria for

Surrogate Consent to DNR, section III-D-3b, 1–4, below.)

2. Assess the patient’s decisional capacity to consent to or refuse consent to a

DNR order. (See Capacity.) The capacity assessment must be thoroughly docu-

mented in a progress note.

3. Procedure for Patients with Capacity:

a. Discuss the DNR order with the patient.

b. Obtain the patient’s oral consent (see Appendix B) or written consent (see

Appendix C) to a DNR order, and place the consent form in the medical

record.

c. Complete the Attending Physician’s Do-Not-Resuscitate (DNR) Documen-

tation Form and place it in the medical record. (See Appendix A.)

d. Enter a DNR order. This may be done by entering a written doctor’s order or

an electronic order on CIS.

4. Procedure for Patients without Capacity, with a Surrogate:

a. Discuss DNR with the health care agent or other DNR surrogate.

b. Obtain the health care agent’s or other surrogate’s oral consent (see Appen-

dix B) or written consent to a DNR order to a DNR order, and place the

consent form in the medical record. (See Appendix C.)

c. Complete the Attending Physician’s Do-Not-Resuscitate (DNR) Documen-

tation Form, which includes obtaining the required signatures of a concur-

ring attending physician as to the patient’s lack of capacity and medical

condition. Place the form in the medical record. (See Appendix A.)

d. Notify the patient of the lack of capacity determination and the consent of

the health care agent or other surrogate to the DNR order. (See section IV-A.)

e. Enter a DNR order. This may be done by entering a written DNR order or an

electronic DNR order on CIS.

5. Procedure for Patient without Capacity Who Has NO Surrogate to Consent to a DNR

Order

Consider whether the patient meets the criteria for a medical futility DNR (for

a patient who has no health care agent or DNR surrogate or when the agent or

potential DNR surrogate is unwilling or unable to consent but does not object

to a DNR order). If there is objection to entering a DNR order, see f-2 below.

a. No Available or Willing Health Care Agent or DNR Surrogate

If the patient has no health care agent or other DNR surrogate to consent to

a DNR order, or if the patient has a potential surrogate/relative who is un-

willing or unable to consent but does not object, a DNR order may be written,

based on medical futility. In order to enter a DNR based on medical futility,

the patient must meet one of the following criteria, as determined by the
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attending physician: either the patient would not survive an arrest or would

have multiple arrests in a short period of time, that is, that CPR would fail/

be medically futile. For a medical futility DNR order to be entered when there is

no one to consent to DNR, two additional concurring physician signatures are

required. Both a concurring attending physician and the medical director/

designee must sign the appropriate sections of the Attending Physician’s

DNR Documentation Form and document the rationale for their opinions

about capacity and futility in the progress notes. (See section III-D-3.)

b. Objection by Patient, Agent, or Other DNR Surrogate to a DNR Order Based on

Medical Futility

If the patient, the patient’s health care agent, or other potential DNR surro-

gate objects to the attending physician’s entering a DNR order based on

medical futility, the matter must be submitted to dispute mediation, and

the order may not be entered until the mediation is completed. (See Dis-

pute Mediation, section X.) If the Dispute Mediation Committee agrees

that a DNR order based on medical futility may be written, the steps in

section II-B-3-f-1, directly above, should be followed.

f. Other Considerations in Consent to DNR

≤ A DNR surrogate (who is not the health care agent) may consent to a

DNR order only if the patient is in one of the four medical conditions

listed in section III-D-b-1–4.

≤ A health care agent may consent to a DNR order under the same circum-

stances as the patient would, if the patient were capacitated.

≤ Consent to a DNR order may be authorized by a DNR surrogate, based

on instructions in the patient’s living will. If there is no health care

agent or DNR surrogate available, the attending should contact Bio-

ethics or the Office of the Medical Director for assistance in reviewing

the living will, to determine if the patient’s medical condition corre-

sponds with the information in the living will.

B. Role of House Staff in Obtaining Consent to and Entering DNR Orders

Other policies do not distinguish in such detail the DNR responsibilities of at-

tending physicians and house officers.

As described in section II-B above, obtaining consent to and entering a DNR order

is primarily an attending physician responsibility. However, the house staff, in

conjunction with the attending physician, may perform the following steps in

the policy and procedure: (House staff : See specific instructions to attending phy-

sicians in section II-B above for detailed instructions about each step in the DNR

procedure.)
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1. Discuss the patient’s suitability for a DNR order with the attending physician.

2. Request psychiatric consultation or involvement of a concurring attending

physician as requested by the patient’s attending physician.

3. Discuss risks, benefits, and burdens of CPR with the capacitated patient, health

care agent, or DNR surrogate, as appropriate.

In addition to the above delegated responsibilities, fellows and senior house

staff who are licensed in this state may serve as concurring physicians for DNR

orders on evenings, nights, weekends, or holidays when waiting for a concur-

ring attending physician to come to the hospital would be unrealistic in light

of the patient’s condition. Otherwise, house staff may not act in place of

attending physicians.

C. Limited DNR Orders

1. DNR orders may be limited to certain types of procedures or to specific condi-

tions if, after full explanation of the benefits and burdens, the patient or

surrogate will only consent to orders forgoing specific resuscitation measures

or under specific conditions.

2. DNR in the OR/PACU or other specific locations (e.g., the Dialysis Unit, Radi-

ology Department):

A DNR order is valid and must be respected by all health care providers even if

an arrest occurs away from the patient care unit, in a diagnostic and treatment

area such as the operating room, dialysis unit, or radiology department. The in-

volved physician(s) must discuss with the patient (or surrogate for an incapaci-

tated patient) whether the existing DNR order should be suspended for surgery

or another procedure and, if so, specify the duration of the suspension. The

attending surgeon, the attending anesthesiologist, and the patient or surrogate

must be in agreement. The joint decision either to continue or to suspend the

DNR order should then be documented in the progress notes, as well as in the

anesthesia documentation, and fully communicated to the health care team.

The importance of clarifying the DNR status during the perioperative period is

emphasized in most, but not all, policies.

D. Health Care Providers Objecting to a DNR Order

1. Attending Physicians: An attending physician who becomes aware of a patient

or family request for a DNR order and who objects to a DNR should promptly

make known to the person requesting the DNR order his or her objection to

the issuance of such an order and the reason(s) for this objection. The physi-

cian should either submit the matter to dispute mediation or make all reason-

able efforts to arrange to transfer the patient to another attending physician.
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2. Other Medical Center Physicians and Associates: If a Medical Center physician or

associate, other than the attending physician responsible for the care of a

patient with a DNR order, objects to providing care in accordance with the

DNR order, he or she should inform the attending physician and his or her

immediate supervisor, who will take reasonable steps, including adjusting

staff assignments, consistent with patient needs, to accommodate the staff

member’s objection.

III. Consent for DNR Orders

A. Elements of Informed Consent to a DNR Order

Before a DNR order may be entered, the attending physician or other responsible

physician must obtain either oral or written consent to a DNR order from the

patient or a legally authorized agent or other surrogate. The person consenting

should be provided with information about the patient’s diagnosis and prog-

nosis, the reasonably foreseeable risks and benefits of CPR for the patient, and the

consequences of a DNR order. Oral consent should be documented on the Oral

Consent to DNR Form, Appendix B. Written consent must be documented using

the Written Consent to DNR Form, Appendix C.

Note: An adult patient with capacity or a health care agent may consent to a DNR

order regardless of the patient’s medical condition. A DNR surrogate may only

consent if one of four medical conditions is present. (See section III-D-2-b-1–4.)

B. DNR Consent for Adults with Capacity

Consent to a DNR order must be obtained from the capacitated patient. Oral

consent requires the signatures of two witnesses, one of whom must be a physi-

cian affiliated with the Medical Center. The Oral Consent to DNR Form (Appen-

dix B) must be completed and placed in the medical record. If written consent is

obtained, the Written Consent to DNR Form (Appendix C) must be signed in the

presence of one witness, and the form completed and placed in the medical

record.

If the attending physician determines that the patient would suffer significant

and imminent harm from a discussion of CPR (‘‘therapeutic exception’’ to the

disclosure requirement), he or she should contact Bioethics or the Medical Direc-

tor’s Office for further direction before entering the DNR order. The signature of the

medical director/designee is required for a ‘‘therapeutic exception’’ to discussing a DNR

order with a capacitated patient.

Some policies provide a full and detailed discussion of the therapeutic exception,

including the criteria, strictness of the standards, and the procedure. For example:

‘‘If the attending physician determines that an adult patient with capacity

would suffer immediate and severe injury from a discussion of CPR, the attending
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physician may write a DNR order without first obtaining the patient’s consent,

but only after:

1. obtaining written concurrence of another physician who has personally

examined the patient; AND

2. ascertaining the wishes of the patient to the extent possible without sub-

jecting the patient to the risk of immediate and severe injury; AND

3. obtaining the consent of an available health care agent, or, if none, then

the consent of a surrogate, unless the order is entered based on the patient’s pre-

vious consent; AND

4. documenting the reasons for invoking the therapeutic privilege.

5. When the therapeutic exception provision is invoked, the attending physi-

cian shall reassess the patient’s risk of injury from a discussion of cardiopulmo-

nary resuscitation on a regular basis and shall consult the patient regarding resus-

citation as soon as the medical basis for not consulting the patient no longer exists.

6. ‘Immediate and severe injury’ is a strict standard and should only be in-

voked when serious medical consequences may reasonably be expected to result

from informing the patient, such as a heart attack or suicide attempt.‘‘

C. Determination of Incapacity

An attending physician and a concurring physician must determine that a pa-

tient lacks capacity and must document this opinion on the Attending Physi-

cian’s DNR Documentation Form (Appendix A). While house staff may not act in

place of the attending physician, fellows and senior house staff licensed in this

state may act as concurring physicians on evenings, weekends, or holidays when

delaying the DNR order to wait for a concurring attending physician would be

harmful in light of the patient’s condition.

‘‘Capacity’’ to make a DNR decision means the ability to understand and

appreciate the nature and consequences of a DNR order, including the risks and

benefits of CPR, and to reach an informed decision. Every adult patient is pre-

sumed to have decisional capacity unless there has been a clinical determination

of incapacity in accordance with this section, section III-C, or a court determina-

tion of incompetence. A finding that a patient lacks capacity to make a decision

about DNR does not necessarily mean that the patient lacks capacity for other

decisions since capacity is decision-specific.

Some policies limit the discussion of decisional capacity to the definition section

and provide steps for determining capacity on the appropriate documentation

sheet.
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D. Specific Consent Requirements for Patients without Decisional Capacity

1. Exception for Adults without Decisional Capacity Who (When Capacitated) Pre-

viously Consented to DNR

A DNR order may be written if a copy of the previously signed DNR consent

form is in the medical record and lack of capacity is documented on the

Attending Physician’s DNR Documentation Form (Appendix A).

Some policies also require that, before a DNR order may be written for a pa-

tient who previously consented to such an order, the responsible physician

must determine ‘‘the existence of any medical condition specified in the pa-

tient’s PREVIOUS CONSENT.’’

2. Patients without Capacity, with Health Care Agents

Once a health care agent has been identified and the health care proxy is in the

patient’s medical record, the agent has the same authority to make decisions

about CPR as would a patient with capacity. The Office of the Medical Director

or Bioethics should be contacted with any additional questions about the

authority of a health care agent to make CPR decisions.

3. Patients without Capacity, with a DNR Surrogate (Who is Not an Appointed Health

Care Agent)

a. Surrogate Priority

In order of priority, the following individuals, who must be reasonably

available, willing, and competent to make a decision about a DNR order,

may serve as a patient’s DNR surrogate:

(1) a court-appointed individual

(2) a spouse

(3) a son or daughter, 18 years or older

(4) a parent

(5) a brother or sister, 18 years or older

(6) a close friend (Close Friend Affidavit, Appendix D, must be completed)

This DNR surrogate hierarchy, specified in state law, is not found in other poli-

cies, which refer to surrogates in terms of their formal appointment (health care

agent, court appointment), oral appointment, or relationship to the patient

(next of kin, close friend).

b. Criteria for Surrogate Consent to DNR

A DNR order based on a surrogate’s consent may not be issued unless an

attending physician and concurring physician determine and document
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in the DNR order that the patient has at least one of the following medical

conditions (terms defined in section I):

(1) the patient has a terminal condition; or

(2) the patient is permanently unconscious; or

(3) CPR would be medically futile; or

(4) CPR would impose an extraordinary burden on the patient in light of

the patient’s medical condition and the expected outcome of the CPR

(e.g., the patient is so frail, debilitated, or ill that CPR would cause more

harm than benefit; however, advanced age and infirmity alone do not

constitute sufficient basis for this determination).

These state-specific criteria do not appear in other policies, which do not list the

conditions under which resuscitation would be considered nonbeneficial or

futile. For example, one policy states, ‘‘The medical conditions under which the

DNI/DNR order may be applicable shall be left to the judgment of the respon-

sible resident physician in conjunction with the assigned attending physician.’’

E. Physician Documentation of Surrogate Consent to DNR

A DNR order may be written for patients with surrogate consent if either the Oral

or the Written Consent to DNR Form is completed, and the Attending Physician’s

DNR Documentation Form (which includes determination of lack of capacity

and the patient’s medical condition by the attending and concurring attending)

is also completed and both forms are placed in the medical record.

An Affidavit of a Close Friend must be completed, only if the surrogate is a com-

mon law spouse, a nonrelated significant other, a niece, nephew, cousin, clergy

person, neighbor, or other friend.

F. Concerns about Surrogate Decision Making

The Office of the Medical Director or Bioethics should be contacted immedi-

ately if:

1. There is a question about whether a surrogate is available, willing, and compe-

tent to act.

2. There is any reason to question whether the surrogate’s decision is based on

the patient’s wishes, including a consideration of the patient’s religious or

moral beliefs.

3. There is any reason to question whether the surrogate is making the decision

based on the patient’s best interests if the patient’s wishes are not known and

cannot be ascertained.

4. There is any reason to believe that there is anyone higher on the surrogate list

who is available, willing, and competent to act on behalf of the patient.

5. The surrogate consents to a DNR order and the patient objects, in which case a
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DNR order should not be written and the Office of the Medical Director or

Bioethics should be contacted.

6. There is conflict about the DNR consent between or among the following

individuals: the patient, anyone on the surrogate list, and/or the care pro-

viders. (See Dispute Mediation, section VIII.)

G. Procedure for Entering a DNR Order Based on Medical Futility for Incapacitated

Patients Who Do Not Have an Available or Willing Health Care Agent or DNR

Surrogate and There is No Objection to a DNR Order

A DNR order may be entered for these patients in the following circumstances:

1. when lack of capacity is documented on the Attending Physician’s DNR Docu-

mentation Form; and

2. the attending physician has documented in the progress notes that he or she

has determined that no competent health care agent or DNR surrogate is

reasonably available and/or willing to make a DNR decision for the patient and the

reasons for this conclusion; and

3. the attending physician and the concurring attending physician have docu-

mented that, after personally examining the patient, they have determined

that CPR would be medically futile and their reasons for that conclusion and

signed the Attending Physician’s DNR Documentation Form; and

4. the medical director or his or her physician designee has also documented in

the progress notes that, after personally examining the patient, he or she has

determined that CPR would be medically futile and the reasons for that con-

clusion and has signed the Attending Physician’s DNR Documentation Form.

H. Medical Futility DNR Order for an Incapacitated Patient When Patient, Health

Care Agent, or Other Surrogate OBJECTS to a DNR Order

If a patient, health care agent, or DNR surrogate objects to a DNR order, the order

may not be written and the Office of the Medical Director or Bioethics or Risk

Management should be contacted. (See Dispute Mediation, section VIII.)

Some policies do not discuss the medical futility that can justify a DNR order,

other than to define it in the definitions section.

Other policies address DNR orders based on futility in greater detail, for example:

‘‘1. If the physician determines that CPR would be medically futile, as NAR-

ROWLY defined in the definitions section of this policy, the physician may,

BUT IS NOT OBLIGED TO, enter a DNR order on that basis, provided that he

or she takes the following steps:

a. the physician must discuss the DNR order with the patient, agent, or

surrogate, if possible;

b. the judgment of futility must be confirmed by a second physician, and;
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c. the physician enters the order in the patient’s chart and informs the pa-

tient, agent, or surrogate. The consent of the patient, agent, or surrogate is

not required; however, if there is an objection, follow the provision out-

lined in section VII2 below.

2. If the patient, health care agent, or surrogate refuses to consent to a

DNR order and the physician believes that CPR would be futile for the pa-

tient, the physician must seek a second opinion before issuing a DNR order. If

the second physician concurs that CPR will be futile, as futility is defined in

the definitions section of the policy, and the concurrence is written in the

chart, the attending physician shall inform the patient, agent, or surrogate of

this medical judgment. If the patient, agent, or surrogate continues to re-

quest CPR and the patient’s treatment team has exhausted all efforts to

achieve concurrence and understanding, the dispute mediation should be

convened.’’

I. Patients Who Are Minors

One institution provides a separate policy, DNR Guidelines for Infants, Children

and Adolescents.

In order to write a DNR order for a patient who is a minor, the following steps are

required:

1. The attending physician must determine that, to a reasonable degree of medi-

cal certainty, the patient is in at least one of the following categories (see

definitions in section I) and document this determination in the patient’s

medical record:

a. the patient has a terminal condition; or

b. the patient is permanently unconscious; or

c. resuscitation would be medically futile; or

d. resuscitation would impose an extraordinary burden on the patient in

light of the patient’s medical condition and the expected outcome of re-

suscitation for the patient.

This repeats the criteria that justify a DNR order for an adult lacking capacity.

2. After the attending physician has determined that a patient is in one of the

requisite categories, the attending will ask another attending physician to
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examine the patient personally and make an entry in the progress notes docu-

menting his or her judgment and the basis for that judgment. The attending

physician and the concurring attending will each complete the designated

sections of the Attending Physician’s DNR Documentation Form (Appendix

A), which also includes sections for capacity determination by both the at-

tending and the concurring attending.

3. A parent or legal guardian of the patient must consent to a DNR order before

the order may be issued. Consent may be either oral or written.

a. Oral consent must be witnessed by two adults, one of whom is a Medical

Center-affiliated physician, using the Oral Consent to DNR Form, which

must then be placed in the medical record.

b. Written consent must be witnessed by two adults, using the Written Con-

sent to DNR Form, which must then be placed in the medical record.

4. The parent or legal guardian of a minor shall consider the minor’s wishes and

religious and moral beliefs in making a decision about consenting to a DNR

order.

5. If the minor patient is able to understand the consequences of a DNR order

and expresses a preference, the assent of the patient should be obtained before

a DNR order is written. If it appears that the minor patient has capacity suffi-

cient to provide consent, the determination of capacity must be made by the

attending physician in consultation with the parent or guardian and must be

documented in the patient’s medical record. The parent(s) of a minor patient

must also consent if the minor is under 18 years of age. Written consent must

be witnessed by two adults, using the Written Consent to DNR Form, Appen-

dix B, which must be placed in the medical record.

Some policies do not address the characteristics or determination of decisional

capacity in minors, and consider only the informed consent of the parent(s) or

guardian(s).

6. Prior to entering the DNR order, the attending physician or a designee must

make diligent efforts to inform a noncustodial parent of the proposed DNR

order if that parent has maintained substantial and continuous contact with

the child. These efforts must be documented in the medical record.

7. If either parent or the minor OBJECTS to entering a DNR order, or the attend-

ing physician has questions about a parent or guardian’s authority to consent

to a DNR order, the order must not be written, and the Office of the Medical

Director, Bioethics, or Risk Management should be called. (See Dispute Media-

tion, section VIII.)
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J. Special Situations: Patients with Mental Illness, Mental Retardation, and/or De-

velopmental Disability

Bioethics or the Office of the Medical Director should be contacted for additional

special requirements for any patient who resides in a facility regulated by the

Office of Mental Hygiene (OMH) or who has mental illness, mental retardation,

and/or developmental disability.

IV. Notification of the Patient, Health Care Agent or DNR Surrogate, and the Health

Care Team

After the DNR consent has been obtained and documented, the attending physician

must complete the notification section of the Attending Physician’s DNR Documen-

tation Form, enter a written or electronic DNR order, and notify the patient, health

care agent, or DNR surrogate, as appropriate.

The attending physician (or designee) should notify the team caring for the pa-

tient as soon as a DNR order is in effect.

V. Renewing DNR Orders

The attending physician should review the DNR order whenever the patient’s medi-

cal condition materially changes to determine if the order is still appropriate in light

of the patient’s condition. Such review, however, does not require the physician to

obtain consent each time the order is renewed.

If there is concern about a possible delay in renewing the DNR order, the physician

in charge of the patient care unit/service should be consulted to expedite the matter.

Even without changes in the patient’s condition, the following renewal require-

ments apply:

A. Inpatients

1. Acute level of care patients: at least every seven days

2. Alternate level of care (ALC) patients: every sixty days

B. Outpatients

Nonhospital DNR order: Each time the attending physician examines the out-

patient. (See section VI below.)

Review of a nonhospital DNR order need not occur more than once every

seven days, but at least every ninety days. The attending physician (or a registered

nurse who provides direct care to the patient at the attending physician’s direc-

tion) must enter the review in the patient’s record on the DNR order. When the

nurse enters the review, the attending physician must enter a confirmation of the

review in the patient’s record within fourteen days of the nurse’s review. The

attending physician who issues the nonhospital DNR order need not be the same

physician who reviews the order, but the physician who issues the order should

give a copy of the order to the new physician (e.g., patient’s private physician or

physician affiliated with the home health agency).
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The patient/surrogate should be given a copy of the nonhospital DNR order

reflecting the current review each time the order is renewed and instructed to

keep the order in an easily accessible place at all times.

VI. Revoking Consent to a DNR Order

A capacitated patient, a health care agent, or a DNR surrogate who has consented to

a DNR order may revoke the consent at any time by notifying the attending physi-

cian or a member of the clinical staff orally or in writing or by any act evidencing a

specific intent to revoke the consent.

Any health care professional who becomes aware of a revocation must notify the

attending physician of the revocation.

However, if a health care agent or DNR surrogate for an incapacitated patient

wishes to revoke a DNR order to which the patient (when capacitated) had con-

sented, Bioethics or the Office of the Medical Director should be consulted.

Some policies do not address the authority of the DNR surrogate to revoke a

DNR to which the patient had previously consented.

Whenever a DNR consent has been revoked, the following steps should be taken by

the attending physician:

1. Confirm the intent to revoke.

2. Cancel the written or electronic DNR order.

3. Draw an ‘‘X’’ across the Attending Physician’s DNR Documentation Form and

write ‘‘Revoked as of’’ and print the date and sign below. (Do NOT remove the form

from the medical record.)

4. Document in the progress notes the reason for the revocation.

5. Notify the team caring for the patient.

6. If indicated, consult with Bioethics or the Office of the Medical Director.

VII. Canceling DNR Orders

A. General Rule

The attending physician is responsible for canceling any DNR order that should no

longer be in effect, whether because consent was revoked or the patient’s condition

changed. The attending physician must do the following to cancel a DNR order:

1. Cancel the written or electronic physician’s DNR order.

2. Draw an ‘‘X’’ across the Attending Physician’s DNR Documentation Form and

write ‘‘Canceled as of’’ or ‘‘Revoked as of’’ and print the date and sign below.

3. Document the reason for cancellation/revocation in the progress notes.

4. Notify the person who consented to the DNR order and the team caring for

the patient.
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B. Patient Who Regains Decisional Capacity after a Surrogate Consented for the

Patient to a DNR Order

Medical Center associates who believe that a patient (who had previously been

determined to be without capacity) has regained capacity should immediately

contact that patient’s attending physician. The attending physician should re-

view the patient’s condition and document any change in the patient’s decisional

capacity in the progress notes. If the patient has indeed regained capacity, the at-

tending physician should cancel the DNR order. If the patient’s medical condition

is such that a DNR order is still indicated, the attending physician should seek con-

sent to a DNR order from the now-capacitated patient, as set forth in section III-A.

VIII. Nonhospital DNR Orders

A. Honoring a Nonhospital DNR Order

A nonhospital DNR order is an order that directs emergency medical services

personnel and Emergency Department staff not to attempt CPR if the patient suffers

a cardiac or respiratory arrest in the community, in the hospital’s ambulatory de-

partments, including the Emergency Department, or in a nonhospital health

care facility.

A nonhospital DNR order should be honored as if it were a hospital-initiated

DNR or a DNR order for a patient transferred from another hospital or health

care facility. (See section IX-A—Transfers.) The Emergency Department attending

and/or the inpatient attending physician should evaluate the patient’s suitability

for a DNR order. The attending physician should honor the patient’s DNR deci-

sion unless ‘‘other significant and exceptional medical circumstances warrant

disregarding the order.’’

Other policies have additional exceptions to the imperative to honor a non-

hospital DNR, for example:

‘‘[emergency medical service personnel or hospital emergency service person-

nel] believe in good faith that the order has been revoked or canceled;

family members or others on the scene object to the order and physical con-

frontation appears likely.‘‘

To continue the DNR status, the attending physician should:

1. Attach a copy of the nonhospital DNR order to the Medical Center Attending

Physician’s DNR Documentation Form, with a notation reading ‘‘See attached

nonhospital DNR form.’’

2. Review the DNR status with the patient/surrogate, as indicated and document

any discussion.

3. Enter a written or electronic DNR order.
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B. Writing a Nonhospital DNR Order

A nonhospital DNR order may be issued in the hospital upon discharge or in the

community/ambulatory care setting. In either case, the attending physician must

enter the nonhospital DNR order on the State Department of Health Nonhospital Order

Not to Resuscitate (DNR) Form, which is available on all Medical Center inpatient

units and at the ambulatory care sites.

When the nonhospital DNR order is written in the inpatient setting by a

licensed physician, the order is effective upon discharge. If the order is initiated in

the hospital, consent should be obtained from the capacitated patient (or the

surrogate for an incapacitated patient), using a hospital consent to DNR form. The

physician must sign and date the order form and the consent form. The original

order should be sent home with the patient/surrogate and a copy of the order

and the completed consent form placed in the medical record.

When the nonhospital DNR order is issued in a physician’s office, ambulatory

care center, or elsewhere in the community, consent is governed by the same

sections of the DNR Law as apply to hospital-initiated consents as described in

this policy, provided that the adult patient with capacity may also consent to a

nonhospital DNR order orally to the attending physician.

C. Renewal Requirements for Nonhospital DNR Orders

The attending physician must review whether a nonhospital DNR order is still

appropriate in light of the patient’s condition each time he or she examines the

patient, whether in the hospital or elsewhere. The review need not occur more

than once every seven days but must be done at least every ninety days. A new

form is not required after such review. The attending physician should record the

review in the patient’s medical record. If, however, a registered nurse provides

direct care to the patient, the nurse may record the review in the medical record

at the direction of the physician. In such case, the attending physician must

confirm the review in the record within fourteen days.

Note: Once signed by a physician, a nonhospital DNR order is valid, even if not reviewed

within ninety days. Thus, if a signed nonhospital DNR order is presented, it must

be honored unless it is known that the order has been revoked or if the hospital

Emergency Department attending physician determines that other significant

and exceptional medical circumstances warrant disregarding the order. As with

patients transferred from another hospital with a DNR order in place, the non-

hospital DNR order remains effective until it is reviewed by a Medical Center

attending who either renews it or cancels it.
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IX.Transfers

A. To the Medical Center

Unless revoked by the person who consented, DNR orders for patients transferred to

the Medical Center from another facility or nonhospital DNR orders from the commu-

nity remain in effect until the attending physician examines the patient. Thereafter, the

attending must either: (1) issue a DNR order continuing the prior order (no

further consent is needed), or (2) cancel the order under exceptional medical

circumstances and immediately notify the person who consented to the order

and the hospital staff directly responsible for the patient’s care of the cancella-

tion. Such cancellation does not prevent entry of a DNR order at a later time. A

DNR order should accompany any patient who is reported to have a DNR order

upon transfer from another hospital or health care facility. (If evidence of the

DNR order does not accompany the patient, Medical Center physicians and staff

should make all efforts to obtain the order from the transferring facility.)

B. From the Medical Center

Whenever a patient with a DNR order is transferred from the Medical Center to

another location, the attending physician should inform EMS personnel (or oth-

ers transporting the patient) and the receiving hospital/facility of the patient’s

DNR status, and provide a copy of the DNR order to the transporter and the

receiving hospital/facility.

C. To Another Attending Physician

Any attending physician who transfers the care of a patient with a DNR order to

another physician must inform the new attending of the DNR order and ensure

that a copy of the order is part of the patient’s medical record.

X. Dispute Mediation and Judicial Review

A. Dispute Mediation Process

A dispute mediation process will be employed to resolve any conflict concerning

a DNR order. Any interested person may submit a DNR issue to dispute media-

tion. To submit a case to an ad hoc dispute mediation committee the person

requesting the dispute mediation should notify the Office of the Medical Direc-

tor, who must then notify the attending physician and Bioethics. Once notified,

the attending physician must ensure that no DNR is written or, if written, the

DNR is suspended, until: (1) the issue is resolved, (2) the mediation process has

concluded its efforts to resolve the dispute, or (3) seventy-two hours have elapsed

from the time the dispute is submitted, whichever occurs first. When the dispute

mediation process has been concluded, the decision should be implemented in

accordance with this policy.
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Policies in states that do not require dispute mediation have a different ap-

proach to consensus about DNR orders. For example, ‘‘In the absence of medical

futility, the principles of self-determination and informed consent shall apply to

the DNI/DNR decision-making process. When the patient has decision-making

capacity, the DNI/DNR decision shall be reached consensually by the patient

and resident and attending physician. If the patient is without decision-making

capacity, this decision shall be reached consensually by the family and the resi-

dent and attending physician. If the patient or family disagrees, the DNI/DNR

order shall not be implemented.’’

A representative of the committee should enter in the progress notes: (1) when

and by whom the request for dispute mediation was received; (2) when dispute

mediation occurred; and (3) the outcome of the dispute mediation process.

Persons participating in dispute mediation must be informed of their right to

judicial review at the conclusion of the process. If disagreements persist after the

above time frame, the Legal Department must be contacted to bring the matter to

resolution.

B. Dispute Mediation Committee Membership

1. The ad hoc dispute mediation committee should include representatives from

Bioethics, the Medical Director’s Office, Risk Management, and other re-

sources, as indicated. If required, the Medical Center’s Dispute Mediation

Committee will be convened and will be comprised of members of the Medi-

cal Center’s Bioethics Committee selected by the Medical Center president or

his or her designee, and must include an administrative representative, a phy-

sician, and a registered nurse. Special membership requirements obtain when

the case involves lack of capacity due to mental illness, mental retardation, or

developmental disability.

2. In situations involving patients with mental illness, mental retardation, and/

or developmental disability, the committee must also include a board-certified

psychiatrist.

Some policies describe the composition of the dispute mediation committee but

not its responsibility or scope of authority.

C. Mandatory Dispute Mediation

The following are situations in which the attending physician must submit the

matter to dispute mediation:

1. When the attending physician has actual notice that any persons on the sur-
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rogate list (or, if the patient is from an Office of Mental Hygiene–regulated

facility, the facility director) opposes a DNR decision by another surrogate,

even if the person objecting is lower on the surrogate list.

2. A physician or the Medical Center administration opposes a patient’s or surro-

gate’s DNR consent, and the physician has chosen not to transfer care of the

patient before dispute mediation.

3. One parent objects to a DNR order for a minor.

4. When the patient resides in a facility regulated by the Office of Mental Hy-

giene (OMH).

XI. Other Issues or Concerns about DNR Orders or the DNR Policy and Procedure

The Office of the Medical Director or Bioethics or should be contacted during the

daytime Monday through Friday for any other issues or concerns about DNR orders.

At all other times, the associate director of nursing (A.D.N.) should be contacted. The

A.D.N. will contact the appropriate resource department in a timely manner.

Other policies address issues of immunity, for example:

‘‘1. No physician, health care professional, nursing assistant, hospital, or

person employed by or under contract with the Hospital, shall be civilly or

criminally liable or be deemed to have engaged in unprofessional conduct

for carrying out any decision regarding CPR, or for applying standards and

procedures, if done in accordance with the requirements of this policy.

2. The same immunity applies to the above persons for performing CPR

when a DNR has been issued as long as the person reasonably and in good faith:

a. was unaware of the DNR order; OR

b. believed that consent to the order had been revoked or canceled.

3. No person shall be subject to civil or criminal liability for consenting

or refusing to consent in good faith to a DNR order on behalf of a patient.

4. No person acting in good faith as a participant in dispute mediation shall

be subject to civil or criminal liability or be deemed to have engaged in

unprofessional conduct.’’

forgoing life-extending treatment

Some policies begin with an abstract or statement of general guidelines that

summarizes their underlying philosophy and reasoning. For example, one pol-

icy explains the sometimes necessary departure from the presumption favoring
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the preservation of life: ‘‘Clearly, however, avoiding death should not always be

the preeminent goal. Not all technologically possible means of prolonging life

need be or should be used in every case.’’ The point is underscored by the title:

‘‘Policy on Forgoing Life-Sustaining or Death-Prolonging Therapy.’’

Another policy’s preamble includes the principles that ground its analytic

structure. ‘‘The primary principles that should govern decisions to issue with-

hold or withdraw orders are self-determination, patient welfare, and the futility

of medical treatment.’’

purpose

To delineate the roles of the physician and the members of the health care team in

guiding patients, their health care agents, or family or other surrogates in end-of-life

decision making. This policy summarizes procedures to follow when decisions to forgo

treatment are made by/for the following:

1. Patients with decisional capacity (section II-A)

2. Incapacitated patients with health care agents (designated in health care proxies)

(section II-B)

3. Incapacitated patients without health care agents but with family or other surrogate(s)

(section II-C)

4. Incapacitated patients who have NO known family or other surrogate decision maker

(section II-D)

5. Minor patients’ parent(s) and/or legal guardian(s) (section II-E)

Some policies begin with a section that defines relevant terms, including for-

going life-sustaining or life-extending treatment, decision-making capacity, sur-

rogate, futile treatment, and clear and convincing evidence. For example, one

policy defines life-sustaining treatment as ‘‘any medical intervention, technol-

ogy, procedure or medication that forestalls the moment of death, whether or

not the treatment affects the underlying life-threatening disease or biological

process.’’
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scope

All Medical Center associates involved in providing patient care services.

I. Principles

≤ Physicians and other providers have no medical, legal, or ethical obligation to offer or

provide treatment(s) that are not medically indicated.

One policy refers to the concept of medical futility to explain why certain treat-

ment should not be provided: ‘‘A physician has no ethical duty to continue

treatment once it has been judged to be futile and ineffective nor to initiate or

recommend futile treatment.’’

≤ Capacitated patients may refuse any treatment, including treatments that are life

sustaining.

One policy begins with a more expanded statement of its general underlying

principles:

‘‘A. All decisions about life-extending treatment shall be based on a careful de-

termination of what is in accordance with the patient’s declared choices and

best interests.

B. There is a presumption in favor of providing life-extending treatment.

C. Adults with mental capacity have a right to reject any life-extending

treatment.

D. Surrogates have the authority to reject life-extending treatment on behalf

of patients without mental capacity if acting in accordance with the declared

choices and the best interests of the patients.

E. Physicians and other health care providers should initiate discussions with

patients and family members regarding treatment preferences and executing

health care proxies or other written expressions of health care preferences before

decisional incapacity occurs. Patients should be encouraged to have open dis-

cussions with family members about treatment preferences.

F. A surrogate who has been authorized pursuant to this policy to make

health care decisions for the patient has the same right as the patient to receive

medical information and to access medical records necessary to make informed

decisions regarding the patient’s health.

G. Rejecting life-extending treatment is not suicide and complying with the

patient’s wishes is not assisting or aiding in suicide.
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H. The right to reject applies to all life-extending treatment, including artifi-

cial nutrition and hydration for adult patients.

I. There is no legal or ethical distinction among withholding and withdraw-

ing and limiting life-extending treatment.

J. An individual health care provider may be relieved from carrying out a

health care decision made pursuant to this policy if he or she has a ‘conscience

objection,’ that is, the decision is contrary to the individual’s religious beliefs or

moral convictions.’’

≤ Most treatment decisions for patients who do not have decisional capacity are

made by the attending physician in conjunction with the patient’s family, taking

into consideration the patient’s wishes and best interests.

II. Procedures for Responding to Requests to Forgo Life-sustaining Treatment(s)

Questions about forgoing life-sustaining treatment may be raised by a capacitated

patient, a health care agent, family member or other surrogate, the attending physi-

cian, or any other care provider. Any decision to forgo life-sustaining treatment,

either by a capacitated patient or on behalf of an incapacitated patient, should

trigger a process of discussion about the reasons for the decision, the consequences

of forgoing treatment, and the full range of therapeutic options, including palliative

care. A palliative care consult may be helpful to ensure that all measures to promote

comfort, including adequate pain and symptom management, have been addressed.

Several policies discuss the critical role of palliation, including management of

pain and other symptoms, in the care of patients who are dying or whose life-

sustaining treatment will be forgone.

One policy includes a detailed section on communication, including the physi-

cian’s obligation to elicit the patient’s values and avoid imposing his or her own

values, initiating a discussion of forgoing life-sustaining treatment soon after a

poor prognosis has been confirmed, communicating a terminal diagnosis while

the patient still has decisional capacity, and sharing with the patient or surro-

gate the responsibility for decision making.
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One policy establishes the criteria that must be met before life-sustaining treat-

ment may be forgone:

‘‘a. A patient may be considered an appropriate candidate for withholding or

withdrawing treatment if any one or more of the below-listed conditions are

present. The patient must be evaluated and documented evidence of at least

one of the following conditions must be present before consideration of

withholding or withdrawing life-sustaining treatment can be made:

i. In the attending physician’s opinion, the patient is irreversibly termi-

nally ill or,

ii. In the attending physician’s opinion, the patient is in a vegetative state

with no reasonable hope that the patient will return to a cognitive state,

or

iii. A patient with the capacity to make such decisions has expressed the

desire to have treatment withheld or withdrawn.

iv. The healthcare agent or guardian of an incompetent patient requests

withdrawal or withholding of treatment.

v. The patient has completed an advance directive providing clear and

convincing evidence of his or her wishes concerning treatment.

b. In cases where the prognosis is uncertain, consultation with a second phy-

sician is recommended. . . .’’

One policy individually addresses specific life-sustaining interventions, includ-

ing CPR, mechanical ventilation, dialysis, transfusion of blood and blood prod-

ucts, antibiotics and other medications, nutrition, and hydration. The

interventions are discussed in terms of their purposes, and how and why they

can be forgone.

One policy on forgoing life-extending treatment includes a section that deals

specifically with orders that authorize the forgoing of intubation in situa-

tions other than cardiopulmonary arrest. (See policy on Do-not-intubate [DNI]

orders.)

One institution has a separate policy, Terminal Withdrawal of Ventilator Sup-

port and Extubation, which begins with the following definition: ‘‘Terminal

Withdrawal of Ventilator Support (’TWVS’) refers to the process of withdrawing

ventilator support when the patient or surrogate has determined that continued
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or prolonged ventilation is not an acceptable outcome. The patient or surrogate

has chosen comfort over extending life. With regular ventilator weaning, death

is neither expected nor accepted. TWVS differs from traditional weaning in that

the withdrawal process proceeds regardless of the patient’s vital signs, and com-

fort measures such as anxiolytics or narcotics may be given regardless of adverse

impact on vital signs. The outcome of TWVS is often the patient’s natural death;

however, this is not always the case. This policy does not permit euthanasia, but

does permit allowing a patient to die when appropriate.’’

Several policies organize the discussion in terms of who assumes the responsibil-

ity for the decision to forgo life-sustaining treatment. For example, some policies

distinguish the decision-making process according to the following categories:

the adult patient has clear capacity, the adult patient’s capacity is unclear, or the

adult patient has a clear lack of capacity. Decisions about forgoing life-sustaining

treatment in the care of children are usually addressed in separate sections.

A. Patients with Capacity

1. Forgoing Treatment

A patient with capacity may refuse any life-sustaining intervention after full discus-

sion with the attending physician of condition and prognosis as well as the

benefits, burdens, and risks of the full range of medical interventions, includ-

ing the option of no treatment. If the patient refuses specific life-sustaining

treatment(s) and the attending physician has determined that forgoing the treat-

ment(s) is medically appropriate based on the patient’s condition and poor prog-

nosis, the attending should fully document the discussion(s) with the patient

and the medical assessment in the progress notes. The attending should pro-

ceed with the requested plan, including providing pain and other symptom

management.

2. Forgoing Medically Indicated Treatment

If a capacitated patient refuses life-sustaining treatment that the physician

believes to be medically indicated, further efforts should be made to ascertain

the patient’s understanding of the proposed treatment(s) and to provide assis-

tance when the patient indicates that there are family and other social con-

cerns that may be resolved. The risks and benefits of refusing treatment should

be clarified.

If there is any question about the patient’s capacity to make an informed

refusal, a psychiatric consult should be requested.
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When a capacitated patient who has been fully informed of the con-

sequences of refusal continues to refuse medically indicated life-sustaining

treatment, the patient’s decision must be honored. The patient should be

encouraged to sign the refusal of treatment section on the back of the Medical

Center informed consent form.

Oral refusal may be accepted but must be given to the attending in per-

son and before another adult witness. The attending should then thoroughly

document the refusal on the consent form and in the progress notes.

B. Patients without Decisional Capacity, with a Health Care Agent (Designated in a

Health Care Proxy) (Note: A copy of the health care proxy must be in the patient’s

record.)

1. Forgoing Treatment

A health care agent, designated by the patient to make all health care decisions

if the patient becomes incapacitated, may request that specific life-sustaining

treatment(s) be forgone. The agent’s decision to forgo treatment, if medically

indicated, must be honored after full discussion with the attending of the

benefits, burdens, and risks to the patient of such a decision. Before acting on

an agent’s request to forgo life-sustaining treatment(s), the attending physi-

cian should:

a. Obtain a concurring opinion as to lack of capacity from another attending,

and

b. Document the following information in the progress notes:

(1) the patient’s condition and prognosis

(2) the patient’s incapacity

(3) the fact that a copy of the health care proxy is in the chart

(4) the agent’s decision (based on knowledge of the patient’s wishes or the

patient’s best interest)

(5) the plan for implementing the agent’s decision, including provision for

pain and other symptom management

2. Forgoing Medically Indicated Treatment

Any decision to forgo life-sustaining or other medically indicated treatment(s)

should trigger a process of discussion about the reasons for the decision, the

consequences of forgoing treatment, and the range of therapeutic options,

including palliative care.

If a health care agent for an incapacitated patient refuses medically indicated

treatment and there is any question as to whether the agent’s decision is in ac-

cord with the patient’s wishes or best interest, the refusal of treatment should

be referred to Risk Management for multidisciplinary review, in accordance

with Medical Center’s Consent Policy.

All discussions about and decisions to forgo or continue treatment should

be appropriately documented.
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This is the only policy reviewed to discuss both forgoing treatment considered

medically indicated and forgoing treatment not considered medically indicated.

One institution has a separate Policy on Patient Refusal of Life-Sustaining Treat-

ment, which addresses the patient’s refusal of recommended treatment. The pol-

icy begins by setting out the ethical issue: ‘‘When a patient, or surrogate(s)

acting on behalf of a patient, refuses recommended treatment, a dilemma can be

created for health care professionals: respect for a patient’s wishes can conflict

with the obligation to help and not to harm the patient.’’ The policy also states

that the decision to refuse specific treatment(s), by itself, does not indicate lack

of capacity, a wish to die, or a refusal of any other treatment.

In contrast, another institution has a separate policy that deals with patient re-

quests for treatment that is not recommended. Managing Requests for Treatment

Judged Medically Futile or Harmful addresses the process for responding to re-

quests for interventions that are not clinically indicated. The policy distin-

guishes treatments that are medically futile (‘‘offer no reasonable possibility of a

meaningful extension of life or improvement of the patient’s quality of life or

other significant benefit for the patient’’) and medically harmful (‘‘reasonably

expected to produce significant suffering or other burdens for the patient, and

which offer no reasonable possibility of producing any benefit sufficient to jus-

tify the suffering or other burdens’’). It also emphasizes the balance between

honoring patient and family requests and promoting the best interests of the pa-

tient, and provides a ten-step process for interdisciplinary management.

C. Patients without Capacity, and without an Appointed Health Care Agent But

with Family or Other Surrogate

1. Physicians caring for an incapacitated patient who is terminally ill should

discuss a palliative care plan or limited trials of certain treatment modalities

(e.g., dialysis) with the family or other surrogate. This discussion should in-

clude review of the patient’s prior declared health choices as well as the pa-

tient’s condition and prognosis. A palliative care or a bioethics consult and/or

a family meeting may be helpful in clarifying the plan.

2. If family/surrogate for an incapacitated patient chooses to forgo life-sustaining

treatment that the attending physician believes is clearly medically indi-
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cated, the refusal should be referred to Risk Management for multidisciplinary

review.

3. If the family of an incapacitated patient (when there is no appointed health

care agent) asks to withdraw or withhold life-sustaining treatment, the family

must provide clear and convincing evidence of the patient’s prior wishes to

forgo such treatment(s). The Medical Director’s Office must be contacted and

will coordinate the steps in the process.

4. The following steps should be taken for family/surrogate’s requests to forgo

life-sustaining treatment(s) for an incapacitated patient:

a. Attending Physician’s Review of Patient’s Medical Condition and Prognosis

The attending physician must review and document the family’s request

and concur that forgoing the specific treatment is medically appropriate,

based on the patient’s medical condition and prognosis. If indicated, addi-

tional clinical consults (e.g., neurological or pulmonary consults) should

be obtained to clarify the prognosis. The attending should also document

the patient’s lack of capacity and obtain a concurring attending opinion as

to incapacity.

b. Identifying Surrogate(s) for Incapacitated Patients

The health care team should ascertain who is available, knowledgeable,

and willing to speak for the patient. While the DNR law does specify a

hierarchy for consenting to a DNR order, state law does not specify a hier-

archy of surrogates to make decisions about forgoing life-sustaining treat-

ment for the incapacitated patient. Therefore, the team may obtain infor-

mation from anyone who knows the patient’s preferences, including the

patient’s primary care physician or friends of the patient. There should

be agreement among family/surrogates as to the substance of the patient’s

wishes.

In states that provide for a hierarchy of surrogates who can make health care de-

cisions for patients without capacity, policies on forgoing life-sustaining treat-

ment may include a priority list such as the following:

‘‘Patient Without Decisional Capacity: In those instances in which the patient

lacks decisional capacity, the patient’s representative shall make the decision re-

garding forgoing life-sustaining treatment. In the usual order of priority, the fol-

lowing individuals may act as the patient’s representative:

1. In the case of a minor, the child’s parents or legal guardian.

2. In the case of an adult,

a. the individual designated by the patient in a health care directive as his

or her agent or a legal guardian appointed by a court;
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b. the spouse;

c. an adult son or daughter;

d. either parent;

e. an adult brother or sister;

f. other close family members; and

g. in some circumstances a close personal friend of the patient.’’

c. Supporting Family/Surrogate(s) in Making Treatment Decisions for the Patient

The attending physician must fully discuss with the patient’s family/surro-

gate(s) the patient’s condition, prognosis, and treatment options. It should

be emphasized that decisions to forgo life-sustaining treatment must be

based on the patient’s wishes. Family/surrogates should be reassured that

measures will be taken to ensure appropriate sedation and analgesia and all

necessary comfort measures for the patient and to provide emotional support for

the family/surrogate(s).

d. The medical director’s staff (or a member of the Bioethics Division) must be

contacted to coordinate the necessary steps in assisting the family and the health

care team if the family/surrogate wishes to forgo life-sustaining treatment.

All reviewed policies require the involvement of the Bioethics Committee or

Consultation Service when requests are made to forgo life-extending treatment.

For example, one policy includes a section that details the role of the Bioethics

Committee in decisions about forgoing life-sustaining treatment. In other sec-

tions, the policy states that the Bioethics Committee is to be contacted in cases

of disagreement between the capacitated patient and the physician, or when an

individual other than a health care agent requests that life-sustaining treatment

be withheld or withdrawn from a patient without capacity.

One policy details the role of the patient advocate, in addition to the ethics

committee, in the process of considering and making decisions about forgoing

life-sustaining treatment.

Another policy specifies the need to consider the patient’s spiritual values at the

end of life and recommends the involvement of the Pastoral Care Department

when requests are made to forgo life-sustaining treatment. ‘‘The spiritual values

of the patient at the end of life should be addressed and the consultative services

of the Pastoral Care Department utilized as appropriate.’’
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e. Family/Surrogate(s) Documentation of Patient’s Wishes

The family/surrogate(s) will be asked to provide written information about

the patient’s prior declared treatment wishes. Bioethics or the medical di-

rector’s staff may be asked to assist families and other surrogate(s) in docu-

menting the patient’s previous life choices and experiences.

If family/surrogate is unable to provide written documentation, an ad-

ministrative progress note may be substituted. This note documents the

family’s/surrogate’s verbal description of the patient’s wishes. The note

should include the names and relationship to the patient of all involved

family, as well as quotes or paraphrases of their description of the patient’s

prior declared wishes.

In order for the Medical Center to proceed with the request, all family/

surrogate(s) must be in agreement as to the substance of the patient’s prior

declared choices. The health care team should help family/surrogate(s) to

clarify their understanding of the patient’s wishes in the context of the

patient’s condition and prognosis. A bioethics consult may be helpful in

this regard.

f. Legal Department Review

The Legal Department, in conjunction with the Office of the Medical Di-

rector, reviews the documentation for clear and convincing evidence of the

patient’s wishes.

g. Administrative Note

An administrative note is entered in the medical record, documenting that

clear and convincing evidence of the patient’s wishes has been provided.

The surrogate letter(s) and/or any other written evidence is placed in the

medical record.

h. Medical Director/Physician Designee Review

The medical director or the medical director’s physician designee reviews

the attending physician’s (and consultants’) documentation of the pa-

tient’s condition and prognosis. If the medical director/designee agrees

that the decision is medically appropriate, he or she documents concur-

rence in the progress notes.

i. Implementing the Plan to Forgo Life-Sustaining Treatment

The attending physician is responsible for coordinating the timing of and

the activities related to withholding or withdrawing specific treatment(s)

with the family/surrogate(s) and the health care team. Provision should be

made for relieving any pain and managing other symptoms, including dyspnea,

by administering sedatives and/or analgesia. Consultation with Palliative

Care, Critical Care Medicine, and/or Respiratory Therapy may be helpful

for symptom management and certain technical aspects of withdrawal.
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j. Dispute Mediation Process

If there is disagreement between or among the patient’s family members,

surrogates, and/or care providers, the matter shall be referred to dispute

mediation by notifying the Office of the Medical Director or Bioethics.

Until the dispute has been mediated, no order to forgo life-sustaining treat-

ment may be written.

Some policies detail the dispute mediation function of the ethics committee

when disputes arise about forgoing life-sustaining treatment.

D. Incapacitated Patients with No Available or Willing Health Care Agent, Family, or

Other Surrogate Decision Maker

Incapacitated patients without family or other surrogate decision maker

should be identified early in their hospital stays. In the absence of surrogates, the

Medical Director’s Office coordinates the support required to make appropriate treatment

decisions. Multidisciplinary review, including a second opinion, when indicated,

is utilized to provide medically appropriate interventions.

For these ‘‘patients alone,’’ efforts are made to contact long-term care facilities

and previous and current health care providers to try to ascertain the patient’s

prior life and treatment choices. When necessary, particularly when an incapaci-

tated patient refuses medically indicated, life-sustaining treatment, a decision

may be made to apply for guardianship or to submit specific treatment decisions

for court-ordered decision making.

III. Conscientious Objection to Implementing a Request to Forgo

Life-Sustaining Treatment

Any attending physician or other health care provider who has strong moral or

religious objection to honoring the decision of a patient or surrogate to forgo life-

sustaining treatment must make his or her objections known immediately, to the

department chairperson for attending physicians and the immediate supervisor for

other associates. The attending physician may be excused from participating if a

medically adequate transfer of care can be arranged. All reasonable efforts will be

made to reassign other health care providers who have strongly held cultural, ethi-

cal, or religious objections to carrying out the provisions of this policy.

All policies reviewed contain provisions for physicians who have moral or re-

ligious objections to forgoing life-sustaining measures to transfer their patients

to other physicians who are more comfortable with the process. Continuity of

care and nonabandonment are emphasized. One policy notes, ‘‘There is a dis-
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tinction between treatment a doctor believes to be detrimental to a patient’s best

interest, and treatment to which a physician has a conscientious objection.’’

IV. Contact for Assistance Regarding this Policy

For assistance in responding to requests to withdraw life-sustaining treatment(s)

from an adult patient without decisional capacity and without a health care agent,

or from a minor patient at any Medical Center site, contact the Medical Director’s

Office. When indicated, Palliative Care, Bioethics, the Pediatric Ethics Program,

and/or the Legal Department will also be involved.

Any questions concerning this policy should be directed to the Office of the Medical

Director or to the Division of Bioethics during the daytime from Monday through

Friday and to the on-call associate director of nursing (A.D.N.) at all other times. The

A.D.N. will involve the appropriate resource department.
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Institutional Code of Ethics

Many health care institutions now have adopted codes or statements of organizational

ethics articulating the standards that govern behavior in the clinical, administrative,

and research settings. Some provide an institutional road map, integrating and refer-

encing the institution’s other relevant policies.

As part of its focus on organizational ethics, the Division of Bioethics at Montefiore

Medical Center developed a detailed code of ethics for the institution. The code repre-

sents the value framework for ethical decision making on the clinical and organiza-

tional levels, discussed in chapter 8. It is distinguished from the institution’s JCAHO-

mandated compliance code by its normative reach beyond the minimum demands for

adherence to legal and regulatory requirements. The code sets the bar at a higher level—

the ethical obligations of the institution as health care provider—and establishes

the desired rather than the required standard of behavior. It is presented here as a sug-

gested model for other ethics committees to modify in response to the needs of their

institutions.

montefiore medical center code of ethics*

Montefiore Medical Center strives to abide by the ethical principles embodied in this

Code of Ethics in all aspects of patient care, medical education, clinical research, and

community service, and in all aspects of administrative functions related to those ser-

vices. These ethical principles describe guidelines for honorable behavior for health

care providers, managers, and all other associates and volunteers. Montefiore strives to

realize these standards in all its clinical and organizational activities.

organizational principles

Montefiore Medical Center recognizes that managers and associates have ethical obli-

gations to patients, staff, and the community. Therefore:

1. Montefiore creates an ethical organizational environment by:

*Copyright 2001, Montefiore Medical Center. Reprinted with permission.
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≤ promoting ethical decision making through mechanisms that integrate ethical

analysis into clinical and administrative deliberation and policy development

≤ protecting the rights of human subjects and promoting the welfare of animals in

research protocols

≤ developing mechanisms for implementing the ethical principles in the code and

establishing a process for resolving ethical disputes

≤ involving staff in ethical decision making on the organizational and clinical

levels by promoting discussion of ethical issues, expression of ethical concerns

without fear of reprisal, and consideration of whether behavior is ethical

≤ listening and attending to the concerns of patients and families

≤ reducing institutional barriers to patients and families receiving information

and guidance from providers and making informed health care decisions

≤ creating effective, efficient, and confidential dispute resolution mechanisms to

address ethical conflicts and concerns on the organizational, administrative, and

clinical decision-making levels

2. Montefiore pursues a socially responsible agenda by:

≤ addressing the health of the community by working with individuals and

groups to identify public health care needs, establish priorities, and provide

adequate notice of available services

≤ promoting accessible, affordable, and convenient primary care

≤ building community alliances that work with community organizations and

individuals to promote public health and safety, and coordinate health care

delivery

≤ supporting teaching and research as important parts of its responsibility to the

community and the larger society

3. Montefiore engages in responsible stewardship by:

≤ conserving limited health care resources by using them efficiently and

responsibly, and distributing them beneficially and cost-effectively

≤ promoting cost-effective care through cooperative clinical decision making that

uses resources wisely, by avoiding both under- and overtreatment, and

encouraging patients to assume responsibility for monitoring and improving

their health

≤ maintaining continuous quality review to assess the effectiveness of resource

utilization and clinical outcomes

≤ incorporating ethical principles and reasoning into resource planning and

utilization review in order to promote financial accountability at all

organizational levels

≤ promoting measures, including incentive plans, to increase provider
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productivity, motivate effective resource utilization, provide high-quality

patient care, and enhance the work ethic

≤ providing the same standard of care, regardless of payment source, by enforcing

policies that define equity and prohibit discriminatory provision of care

≤ identifying and cultivating potential sources of public and private funding for

patient care, medical education and research

≤ devoting a portion of its institutional budget to funding uncompensated care for

the uninsured and underserved

4. Montefiore supports fair marketing and communication practices by:

≤ promoting realistic consumer expectations by accurately reflecting the

institution’s health care delivery record and capabilities, and limiting promises

to what the institution can actually provide

≤ promoting informed consumer choice by providing the public with accurate

and balanced information about existing and planned institutional resources,

treatment capabilities, and areas of specialization

≤ disclosing information to patients about institutional relationships that create

actual, potential, or apparent conflicts of interest

clinical principles

Montefiore Medical Center recognizes that its primary mission is to ensure the provi-

sion of high-quality, ethically based patient care. Therefore:

1. Montefiore monitors quality of care by:

≤ promoting best clinical practice by using measures of quality that reflect the

current research on clinical outcomes and practice guidelines

≤ including all departments and disciplines in system-wide continuous quality

improvement to improve the quality of care and promote clinical skills

≤ monitoring and reducing adverse clinical events by focusing on patient safety,

and identifying and eliminating practice patterns and systems that deviate from

accepted standards of care

≤ promoting continuity of care by sharing appropriate medical information,

coordinating services among providers, and developing discharge plans

that monitor the transition from hospital to the community or other care

facilities

≤ abiding by the principle of truth telling and requiring appropriate personnel to

disclose health-impairing mistakes to patients and, where indicated, their

families, in order to respect autonomy and prevent or mitigate harm
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2. Montefiore supports ethical clinical decision making by:

≤ stressing the importance of ethically based and informed health care decision

making by requiring that providers confirm the patient’s decisional capacity

and, if the patient lacks capacity, identify the appropriate surrogate

≤ supporting informed choice by clearly informing patients, proxies or other

surrogates about treatment options and their benefits, burdens, and risks, with

special attention to decision making for patients incapable of making health

care choices

≤ respecting the rights of all concerned parties by protecting patient and family

interests, providing clinical information for informed consent and refusal,

enhancing patient and family voice in clinical decision making, and addressing

patient and family concerns and complaints

≤ supporting a principled dispute resolution system that addresses treatment and

interpersonal conflicts, strives for consensus, and is based on ethical, medical,

and legal principles

≤ recognizing that mediator neutrality is essential in addressing and resolving

clinical disputes between and among staff, patients, families, and other

surrogates

3. Montefiore promotes multidisciplinary clinical consultation by:

≤ promoting collaborative clinical management and supporting the authority of

specific multidisciplinary teams

≤ supporting attending physicians’ professional judgment and authority, while

requiring institutional oversight and joint clinical management and

implementing a plan of care that reflects the patient’s best interest, regardless of

financial compensation

≤ continuing its long-standing commitment to readily accessible comprehensive

primary care services through its network of ambulatory care clinics,

supplemented by specialty care services

4. Montefiore protects patient privacy and confidentiality by:

≤ making the protection of patient information central to patient care and related

services

≤ creating mechanisms that provide authorized persons easy and timely access to

computerized patient information, while safeguarding patient privacy and

confidentiality

≤ restricting access to medical records and other health information, including

billing information, to those with a ‘‘need to know’’ in order to provide direct

patient care, review the quality of care, and pursue other legitimate clinical or

organizational goals
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≤ educating staff about their obligations regarding access to and disclosure of

patient information

≤ advising patients that medical information will not be disclosed to others,

including family and friends, without patient permission, except as permitted

by law

≤ establishing policies and practices that protect against breaches of

confidentiality and punish illegitimate access, use and/or disclosure of patient

information
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part vi

Key Legal Cases in Bioethics

By including this section in the handbook, we are not suggesting that, in addition to its

other responsibilities, your ethics committee should assume the functions of your in-

stitution’s Legal Department. As emphasized throughout this handbook, the unique

contribution of ethics committees is the application of ethical analysis to clinical and

organizational issues. Nevertheless, it is important to recognize that the provision and

assessment of health care takes place in a context shaped partly by the constraints of

statutory and case law. This legal landscape, in turn, reflects the evolution of soci-

etal norms, judicial philosophies, governmental pragmatics, and, sometimes, political

agendas. As noted in part I, almost all law governing health care is state-specific, and

your committee will benefit from familiarity with how the relevant laws and regula-

tions in your state affect the care provided in your institution.

This section, then, is intended not to teach law, but to provide an overview of key

legal developments that inform your work. The following cases have been selected

because they represent important legal rulings that have affected and, in some cases,

profoundly altered health care and bioethics. In some instances, they illustrate the ways

different courts address similar issues. In others, it is possible to see the disconnect

between law and ethics that creates tensions addressed in ethics committee delibera-

tion. Because of their historical significance, several of these cases are also referred to in

the relevant chapters of part I.

The cases have been summarized to highlight the ethical issues they raise, keeping

the legalese to a minimum. For those wishing to consult the original text, each case is

presented with its legal citation, as well as a brief parenthetical statement of the hold-

ing, the legal principle derived from the court’s opinion or decision. Further informa-

tion about these and other pertinent cases and statutes can be found in the references at

the end of this section. For example, a brief but very informative and accessible explana-

tion of the American constitutional structure, including the relationship between fed-

eral and state courts, appears in Law and Bioethics: An Introduction by Jerry Menikoff.
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informed consent

The doctrine of informed consent and refusal has its roots in the law of battery, which

holds that unconsented-to touching, even treatment intended to be beneficial, is un-

lawful. The earliest, most well-known and widely quoted expression of this philosophy

was by Justice Benjamin N. Cardozo, who said, ‘‘Every 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, 105 N.E.

92, 93 (N.Y. 1914)).

The signal case establishing the principle of informed consent was Canterbury v.

Spence, 464 F.2d 772 (D.C. 1969) (holding that the physician is obliged to provide

sufficient information about a procedure’s risks so that a reasonable patient can make an

informed decision). The case concerned a patient who underwent surgery for back pain,

fell out of bed during recovery, and suffered paralysis. Among the plaintiff’s claims was

that he had not been informed before surgery of the risk of paralysis. The court held

that, not only consent, but informed consent is necessary before medical treatment is

undertaken.

The issue before the court was the kind of risks that must be disclosed and here two

opposing philosophies were articulated. One camp believed that the doctor should

disclose risks considered standard by the medical community, a view that would require

expert medical testimony during trial. The other camp held that the standard should be

what the reasonable patient would consider a significant risk, requiring disclosure of a

far greater range of risks. The Canterbury court held that the reasonable patient standard

was more appropriate because it shaped the disclosure duty according to what the

patient needed to know. Controversy remains about whether the nature and content of

disclosure should be determined by the doctor’s duty to inform or the patient’s under-

standing of the disclosure. Although states are still about evenly split on which ap-

proach to follow, the medical community standard is the majority view.

More recently, two California cases further developed the doctrine of informed con-

sent. Moore v. Regents of the University of California, 793 P.2d 479 (Cal. 1990) (holding

that informed consent requires physician disclosure of ‘‘personal interests unrelated to

the patient’s health’’ but potentially affecting medical judgment) examined the doc-

tor’s conflict of interest. The case concerned the deliberate withholding from the pa-

tient of his doctors’ plans to use tissue removed from his body for likely profitable

research. Having made the diagnosis of hairy-cell leukemia and realizing the unique

properties of Mr. Moore’s tissue, the doctors applied for a patent on the cell line from

the tissue before removing his spleen. On appeal, the court found that, even if the

treatment had a therapeutic purpose, the patient’s ignorance of the doctors’ research
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and financial interest in his tissue, which may have affected their medical judgment,

impaired his ability to give truly informed consent.

Arato v. Avedon, 858 P.2d 598 (Cal. 1993) (holding that the duty to obtain informed

consent does not require a physician to disclose a patient’s statistical life expectancy)

concerned the nature of the patient’s health-related information that is necessary for

informed decision making. After being diagnosed with a virulent form of cancer, the

patient consented to chemotherapy and radiation treatment. The doctors explained to

the patient and his family the poor prognosis for this type of cancer and the experimen-

tal but promising nature of the chemotherapy; they did not, however, provide statisti-

cal information on his life expectancy. The suit brought following the patient’s death

claimed that, had he known the short life expectancy and the small chance of successful

cure, he would not have undergone the treatment, and thus he had not given fully

informed consent. The suit further claimed that his ignorance of his situation pre-

vented him from adequately ordering his affairs, resulting in his family suffering finan-

cial hardship.

The Arato court found that the physicians had provided the patient with what was

required to give an informed consent—sufficient information material to the treatment

decision to enable the patient to make a knowledgeable choice. The unreliability of

statistical morbidity data, plus the patient’s apparent reluctance to learn his life expec-

tancy, removed the physicians’ burden to disclose the information. Because of its em-

phasis on not imposing unwanted, potentially distressing information, it has been

suggested that Arato represents an expansion of the therapeutic exception to the dis-

closure obligation.

health care decision making

Withholding or Withdrawing Life-sustaining Treatment

Among the most difficult bioethical dilemmas are decisions to refuse or terminate

life-sustaining treatment, made either by capable patients or on behalf of patients with-

out capacity. In 1975, what became known as the ‘‘right to die’’ was brought to national

attention when 21-year-old Karen Ann Quinlan lapsed into a persistent vegetative state

(PVS). Although doctors determined that her condition was irreversible, they were

reluctant to accede to her family’s wishes and discontinue life support measures. In a

unanimous landmark decision, In re Quinlan, 355 A.2d 647 (N.J. 1976) (recognizing a

constitutionally protected right to refuse life-sustaining treatment and upholding the

exercise of that right by the family of a patient in PVS), the New Jersey Supreme Court

held that removal of the respirator necessary to keep Ms. Quinlan alive would not

constitute criminal homicide because death would result from existing natural causes.

In an analysis that weighed the interests of the state against the benefits and burdens

to the patient, the Quinlan court noted that ‘‘the State’s interest [in maintaining] life
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weakens and the individual’s right to privacy grows as the degree of bodily invasion

increases and the prognosis dims.’’ Note that the court based its protection of the right

to refuse treatment on the constitutionally protected right to privacy, what some com-

mentators have called ‘‘privacy as autonomy.’’

Courts that have found persuasive evidence of terminal illness or unbearable suffer-

ing plus decision-making capacity have held that patients’ decisions to terminate life-

sustaining treatment are reasonable and supportable. Satz v. Perlmutter, 362 S.2d 160

(Fla.App. 1978) aff’d 379 S.2d 359 (Fla. 1980) (upholding a competent individual’s right

to refuse unwanted life-sustaining treatment) concerned a 73-year-old patient with

amyotrophic lateral sclerosis, also known as Lou Gehrig’s disease, a progressively de-

bilitating and incurable disease. Although generally paralyzed and dependent on me-

chanical breathing assistance, he was alert, fully competent, and able to speak. He

understood that his condition was terminal and he wanted to have the breathing tube

removed from his trachea, knowing that this would cause almost immediate death.

Indeed, he had attempted, unsuccessfully, to remove the tube himself. He was sup-

ported in this decision by his family.

The hospital, fearing both civil and criminal liability, refused to honor his request.

The patient petitioned for a court order preventing the hospital from interfering with

his decision. The state intervened, citing four state interests in keeping a patient alive,

which had been articulated in an earlier case, Superintendent of Belchertown State School v.

Saikewicz. These four justifications were the state’s (1) interest in the preservation of life;

(2) duty to prevent suicide; (3) need to protect innocent third parties; and (4) need to

maintain the ethical integrity of the medical profession. The court found that ‘‘the

condition is terminal, the patient’s situation wretched, and the continuation of his life

temporary and artificial.’’ Accordingly, despite the state’s four interests in maintaining

life, the court held that the plaintiff’s decision to terminate his life-supporting treat-

ment was reasonable.

Refusal of life-sustaining treatment by a capable patient on religious grounds is

illustrated by Fosmire v. Nicoleau, 551 N.Y.S.2d 876 (1990), in which a Jehovah’s Witness

refused the blood transfusions necessary to save her life during childbirth. The court

held that, at the time of treatment, this patient was competent to express her wishes

and make a health care decision. The court considered the four state interests in keeping

a patient alive, especially the claim that preserving her life was for the benefit of her

children, and found that the state had failed to show paramount interest in preventing

the patient from exercising her right to refuse treatment.

A patient’s right to refuse nutrition and hydration was addressed in Bouvia v. Superior

Court of Los Angeles County, 225 Cal. Rptr. 297 (Cal.Ct.App. 1986) (holding that a deci-

sionally capable person may refuse artificial feeding enforced to sustain life, even if the

person is not terminally ill). Cerebral palsy and arthritis had slowly robbed the 28-year-

old patient of the use of her limbs and she was completely dependent financially as well

as physically. Nevertheless, she was intelligent and competent, and had graduated from
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college. When she tried to starve herself to death by refusing food, a nasogastric tube

was inserted through which she was force fed. Her request to have the tube removed

was denied by the lower court, which found that, because she was incurably but not

terminally ill, she could potentially live for years.

The appellate court, however, held that a competent person’s right to refuse un-

wanted life-sustaining treatment encompasses forced tube feedings, and that the ab-

sence of a terminal prognosis does not affect that right. The court emphasized that the

right to refuse treatment belongs to the competent patient and is not to be limited

or denied by physicians or courts. It is interesting that the concurring opinion fore-

shadowed the assisted suicide debate by saying that, rather than having to starve her-

self, Ms. Bouvia should have been able to call upon her doctors to help her achieve a

painless death.

Surrogate Decisions to Forgo Life-sustaining Treatment

The substituted judgment standard of decision making for an incapacitated patient

was first articulated in Superintendent of Belchertown State School v. Saikewicz, 370 N.E.2d

417 (1977) (holding that an individual incompetent from birth has the same right as

competent individuals to refuse medical treatment and is not required to undergo un-

wanted life-sustaining treatment). The case concerned Joseph Saikewicz, a profoundly

retarded 67-year-old man with the mental age of less than 3 years. The issue before the

court was whether to treat his leukemia with chemotherapy, which would cause him

considerable discomfort and had a 30 to 50 percent chance of extending his life for two

to thirteen months, or forgo therapy, in which case he would die within weeks.

In reaching its ruling, the Saikewicz court began by recognizing the patient’s lifelong

incapacity to make decisions and using an objective standard to consider what would

be in his best interest. But then the court proposed an alternative method of decision

making for this patient—substituted judgment—suggesting that the incompetent indi-

vidual’s choices could be inferred by a surrogate decision maker based on what is known

about his wishes and values. The court’s somewhat strained reasoning was that those

who are and have always been legally incompetent still have the same right as others to

refuse life-sustaining treatment, and to deny them that right just because they are

incompetent devalues their worth.

Despite the utility of the substituted judgment standard in surrogate decision mak-

ing, the way it was used by the Saikewicz court has been largely discredited by subse-

quent courts and commentators. Substituted judgment is typically reserved for those

situations in which previously capable patients have a known history of preferences

that can guide decision making on their behalf. Precisely because the profoundly re-

tarded have no such history, decisions for them must rely on the best interest stan-

dard, drawing on what others believe will promote their well-being. The Saikewicz court

blurred this distinction and relied on the fiction that the always-incompetent patient

has values and wishes that can be divined by surrogate decision makers, explaining that
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‘‘the decision . . . should be that which would be made by the incompetent person, if

that person were competent, but taking into account the present and future incompe-

tency of the individual. . . .’’ The risks of applying this contrived reasoning in the

clinical setting are discussed in chapter 3 and were pointed out later by the Storar court

considering a similar case.

The standards for making decisions on behalf of the never-competent and the for-

merly competent were more clearly distinguished in a pair of 1981 cases. In re Storar, 52

N.Y.2d 363 (N.Y. 1981) (holding that the guardian of a lifelong incompetent may not

withhold medical treatment in a belief that such withholding is in the incompetent’s

best interest) concerned a profoundly retarded 52-year-old man with terminal bladder

cancer whose mother petitioned for an order discontinuing the blood transfusions

necessary to keep him alive. The patient had been from birth incapable of making a rea-

soned determination about his health care and his mother rejected the recommended

transfusions because they caused him discomfort and would extend his life by only

three to six months. Here, the question was whether the patient’s best interests were

served by allowing his mother or the hospital to have decision-making authority.

In its ruling, the court analogized the patient to a child incapable of exercising his

autonomy, even though he was chronologically an adult. Note that, in contrast to the

earlier Saikewicz court, the Storar court relied on the notion of best interest, rather than

engaging in the fiction that the wishes of a never-competent person could be used to

guide decision making. In explaining why it declined to use substituted judgment, the

court said of the Saikewicz reasoning that asking what an incompetent person would

decide if competent ‘‘would be similar to asking whether if it snowed all summer would

it then be winter?’’ Relying on what it considered to be the patient’s best interest, the

Storar court held that, while a parent may consent to or refuse treatment on behalf of a

child, the parent may not deprive a child of life-sustaining treatment.

The companion case to Storar was Matter of Eichner, 52 N.Y.2d 363 (N.Y. 1981) (hold-

ing that the agent of an incompetent may authorize the termination of life-sustaining

measures if such termination is consistent with the prior wishes of the patient when

competent). Also known as the Brother Fox case, the matter concerned an elderly priest

who suffered brain damage and lapsed into a coma as a result of postoperative cardiac

arrest. Brother Fox’s guardian, Father Eichner, petitioned for an order discontinuing life

support in accordance with Brother Fox’s previously expressed wishes not to be kept

alive artificially if he were in a vegetative state. Finding that Brother Fox’s numerous

statements at the time of the Quinlan case constituted clear and convincing evidence of

his care preferences, the court held that the patient’s wishes to have life-sustaining

measures removed, as expressed through his representative, should be honored.

A pivotal case addressing both surrogate decision making and the right to refuse life-

sustaining treatment was In re Conroy, 486 A.2d 1209 (N.J. 1985) (holding that an

incompetent’s life support may be removed if doing so is demonstrably in the incompe-

tent’s best interest). The case concerned an 83-year-old nursing home resident with
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multiple, serious, and irreversible physical and cognitive impairments that left her

unable to do anything for herself and minimally responsive to her surroundings. Re-

gardless of treatment, she was expected to live less than a year.

The court permitted removal of her feeding tube, articulating a range of surrogate

decision-making standards for terminally ill patients. The court established three tests

for determining when life-sustaining treatment may legitimately be withheld or with-

drawn from an incapacitated patient: (1) subjective test—what is known about what the

patient wanted, based on her prior explicit verbal or written statements; (2) limited

objective test—‘‘trustworthy evidence’’ about what the patient would have wanted plus

clear indications that the treatment would only prolong suffering; and (3) pure objective

test—without knowledge of what the patient would have wanted, but with clear indica-

tions that the burdens of the treatment ‘‘markedly outweigh’’ the benefits and that

continuing treatment would be ‘‘inhumane.’’

Perhaps the most famous and precedentially important case of this kind was Cruzan

v. Director, Missouri Department of Health, 497 U.S. 261(1990) (holding that the Consti-

tution is not violated by a state statute requiring ‘‘clear and convincing evidence’’ of the

prior consent of a comatose patient before terminating life-sustaining measures). The

case concerned Nancy Beth Cruzan, a 25-year-old woman in PVS for seven years, whose

parents petitioned for an order to discontinue artificial nutrition and hydration. The

U.S. Supreme Court, in its only such decision, upheld Missouri’s right to insist on the

demanding ‘‘clear and convincing evidence’’ standard for determining the wishes of an

incompetent patient regarding the termination of life support. Because it is the only

Supreme Court decision regarding refusal of life-sustaining treatment, the Cruzan hold-

ing remains binding on all lower courts addressing these matters.

In a ruling with far-reaching implications, the Cruzan Court recognized the liberty

interest of a competent individual to refuse unwanted treatment, but found insufficient

evidence of the prior wishes of this patient. The Court noted that the grave and irrevers-

ible consequences of a decision to withdraw life-sustaining treatment justified refusing

such a request without certainty about the patient’s wishes when competent. The Court

held that imposing the stringent clear and convincing evidence standard did not vio-

late due process protections, partly because of the state’s interest in preventing abuse

when the family is unavailable, unable, or unwilling to act as surrogate decision maker.

The Court noted that, because due process did not require the state to give decision-

making authority for termination of life support to anyone but the patient, the state

was not required to give family members the right of substituted judgment. The ruling

permits but does not require states to insist that evidence of prior competent wishes to end

life support meet the demanding clear and convincing standard of proof. Presently,

Missouri and New York require application of this standard in the clinical setting,

significantly limiting the ability of nonappointed surrogates in those states to make

end-of-life decisions for incapacitated patients.

Finally, it is worth noting Justice O’Connor’s dissent, in which she said that the clear
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and convincing standard denies many people the opportunity to refuse treatment be-

cause so few leave explicit instructions or indicate their wishes in the event of inca-

pacity. Therefore, she predicted, the Cruzan decision did not foreclose the possibility

that the constitutionality of surrogate decision making might be considered in the

future. Indeed, it has been suggested that some state statutes authorizing health care

proxy appointments represented, in part, a response to the uncertainty created by the

clear and convincing evidence standard articulated in Cruzan.

Physician-assisted Suicide

Note that, while the Cruzan Court found that the Constitution protects an individ-

ual’s liberty interest in refusing unwanted medical treatment, it did not find a constitu-

tionally protected ‘‘right to die.’’ In 1997, the U.S. Supreme Court ruled in two cases that

sought to turn the right to refuse treatment into a right to assisted death. The plaintiffs

in Washington v. Glucksberg, 521 U.S. 702 (1997) claimed that the Fourteenth Amend-

ment Due Process Clause could encompass a protected right to determine the time and

manner of one’s death and to obtain physician assistance in doing so. The plaintiffs in

Vacco v. Quill, 521 U.S. 793 (1997) claimed that, under the Fourteenth Amendment

Equal Protection Clause, terminally ill patients not maintained on life support are

treated unequally compared to terminally ill patients who can discontinue life support.

The Supreme Court rejected both arguments in two rulings that have more to do

with palliative care than assisted suicide. The Court held that, while there is no consti-

tutionally protected right to assisted suicide, there is a protected interest in pain relief.

The Court reaffirmed the doctrine of double effect, saying that it is both legally and

ethically appropriate to give terminally ill patients as much medication as necessary to

relieve pain, even if the unintended effect is to hasten death. The Court also strongly

reaffirmed the distinction between forgoing life-sustaining treatment and assisted sui-

cide. Finally, the decisions indicated that, if states did not statutorily make it easier and

less threatening for physicians to provide adequate analgesia to patients who need it,

the Court would not rule out the possibility of revisiting the issue of assisted suicide in a

future case. These rulings have far-reaching implications for palliation throughout the

therapeutic continuum, especially at the end of life.

state action to protect public health

The authority of the state to safeguard the public health has traditionally been consid-

ered so vital that, in exchange for state protection, citizens have been required to

relinquish specific individual liberties. For example, Jacobson v. Massachusetts, 197 U.S.

11 (1905) (holding that a statute mandating vaccination was justified even though it

infringed on individual rights) established that, by its authority to safeguard public

welfare, the state may use its police power to compel vaccination. In its ruling, the U.S.
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Supreme Court also emphasized the state’s reciprocal obligation to use its power dis-

criminately, targeting its regulations to achieve only the identified state goal without

unnecessary abridgment of individual liberties.

confidentiality

The need to protect the public health has also been invoked to justify breaching the

professional duty of confidentiality, as in state laws requiring health care providers to

report suspected cases of child abuse and neglect; wounds that are the result of gun

shots, knives, or other pointed instruments; burn injuries of specified severity; and

cases of reportable communicable diseases.

More recently, courts have recognized a professional obligation to disclose informa-

tion that will protect identified third persons put at specific risk by patients’ ability and

intention to do harm. The legal duty to protect identified persons endangered by a

foreseeable harm was first recognized in a negligence suit brought by the parents of a

young woman murdered by her boyfriend. The case was Tararsoff v. Regents of University

of California, 551 P.2d 334 (Cal. 1976) (holding that a therapist who concludes that a

patient poses a foreseeable danger to a third person is under a duty to notify the poten-

tial victim). Even though Prosenjit Poddar had confided during his psychotherapy

session his intention to kill Tatiana Tarasoff and the psychologist subsequently alerted

the police, the therapist did nothing to warn the potential victim directly. The court

reasoned that ‘‘the public policy favoring protection of the confidential character of

patient-psychotherapist communications must yield to the extent to which disclosure

is essential to avert danger to others. The protective privilege ends where the public

peril begins.’’

The Tarasoff reasoning has been incorporated into the partner notification laws of

most states, which now require that sexual and needle-sharing contacts of HIV-positive

patients be informed that they have been exposed to the virus and should be tested.

Tarasoff is also noteworthy because it significantly broadened the scope of professional

duty to include not only the immediate patient, but an identified third party at risk who

had no direct clinical connection to the care provider.

medical decision making for minors

In general, the legal trend has traditionally favored the decisions of parents or guard-

ians concerning a child’s welfare. One landmark case illustrating this deference was

Parham v. J.R., 442 U.S. 584 (1979) (holding that a state may permit parents to have their

child institutionalized without a formal hearing). A borderline retarded child mani-

festing aggressive and antisocial behavior petitioned the court through an appointed

guardian, requesting that he be moved from Georgia’s Central State Hospital to a less

harshly restricted environment that would meet his needs. The court denied J.R.’s
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petition, holding that a minor’s substantial liberty interest in avoiding unnecessary

confinement is outweighed by the superior decision-making capacity of his parents

who are presumed to act in their child’s best interests.

In contrast was Custody of a Minor, 379 N.E.2d 1053 (Mass. 1979) (holding that,

when even well-intentioned parental conduct threatens the welfare of a child, the

interests of the child and the state may compel intervention). The case concerned

3-year-old Chad Green, a child suffering from acute lymphocytic leukemia. His parents

believed that his best chance of cure lay in discontinuing standard chemotherapy and

substituting metabolic therapy, including massive doses of vitamins and the drug lae-

trile. A lower court found that the child’s condition required conventional therapy and

warranted removing him from the legal custody of his parents. The appellate court

affirmed, finding that, despite the traditional legal presumption that parents are the

best judges of what is in their child’s best interest, the compelling evidence here showed

that Chad’s well-being was seriously threatened by his parents’ refusal to comply with

medically proven therapy. The court held that the health and safety of a child must be

the primary interest of the state, even when that interest overrides the authority of

parents to care for their child.

The continuum of ethical decisions related to endangered or severely handicapped

newborns is illustrated by two cases that captured national attention. At one end was

the 1982 case of Baby Doe, who was born in Bloomington, Indiana, with tracheo-

esophageal fistula, a defect preventing the oral ingestion of food. While the condition is

fatal, it is also easily remedied with surgery. However, the defect is more common in

infants with Down’s syndrome, as was true in this instance. Although Down’s syndrome

children run the gamut from profoundly retarded to educable and self-sufficient, the

referring obstetrician testified that the infant would have a ‘‘minimally acceptable qual-

ity of life.’’ The Indiana Supreme Court upheld the parents’ refusal to permit surgical

repair of the esophageal opening and the infant died. In this instance, the court did not

elect to override parental decision even though the infant’s life was at stake. Moreover,

the only acknowledged reason for withholding treatment was the Down’s syndrome.

The resulting public outcry was based at least partly on the perception that, by with-

holding life-sustaining treatment, the parents were meeting their own needs to be

relieved of the burden of a handicapped child.

The resulting Baby Doe regulations, issued in 1984, were intended to prevent se-

riously ill infants from being deprived of necessary medical attention. Drawing on

existing law that made it illegal for agencies receiving federal funds to discriminate on

the basis of handicap, these rules required hospitals to post notices stating that ‘‘nour-

ishment and medically beneficial treatment (as determined with respect to reasonable

medical judgments) should not be withheld from handicapped infants solely on the

basis of their present or anticipated mental or physical impairments’’ (Furrow et al.,

1991, p. 1184). The notices included a toll-free hotline number to facilitate reporting

violations of the regulations, which would trigger intervention by ‘‘Baby Doe squads’’
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of physicians, attorneys, and administrators. After several court challenges, the Baby

Doe regulations were struck down by the U.S. Supreme Court, which ruled that parents

had the right to refuse treatment for their children, regardless of handicap. Revised and

less stringent regulations appeared in 1987 as amendments to the Child Abuse Preven-

tion and Treatment Act.

At the other end of the spectrum was In re Baby K, 16 F.3rd 590 (4th Cir. 1994)

(holding that life-sustaining treatment is required in an emergency setting, even if the

treatment is medically futile). Baby K was an infant born with anencephaly, a condition

that left her with a functioning brainstem that kept her body alive, but no upper brain

function that would enable her to develop awareness or cognitive ability. In the opin-

ion of treating physicians, providing ventilatory assistance was inappropriate, given

the infant’s limited life expectancy and dismal quality of existence. Nevertheless, the

court upheld the mother’s wishes for the infant to receive breathing assistance in the

emergency room whenever she experienced respiratory distress. The court’s reasoning

was that, under the Emergency Medical Treatment and Active Labor Act (EMTALA), the

Rehabilitation Act of 1973, and the Americans with Disabilities Act (ADA) of 1990, life-

sustaining treatment is required in an emergency setting, even if that treatment is

deemed medically futile. In this case, Baby K’s breathing difficulty qualified as an emer-

gency medical condition, the diagnosis of which triggered the hospital’s duty to pro-

vide the infant with stabilizing treatment or transfer her to another facility in accor-

dance with the provisions of EMTALA.

reproductive rights

Privacy

Historical and religious prohibitions against interfering with procreation were at the

root of some states’ statutory criminalization of contraception. These statutes were

struck down in 1965 when the U.S. Supreme Court, in Griswold v. Connecticut, 381 U.S.

479 (1965), held that the constitutionally protected right to privacy of married persons

was violated by laws restricting the use of or dissemination of information about con-

traception. The executive director and a physician at a Connecticut planned parent-

hood clinic were convicted under a state law that made it a criminal offense to provide

counseling on contraception to married couples.

Griswold was a landmark case because it: (1) legalized the use of contraception by

married couples and the freedom of their doctors to counsel them regarding its use; and

(2) found in the Constitution a ‘‘penumbra’’ (or implication) of rights not specifically

articulated in the text, but emanating from fundamental constitutional guarantees.

These guarantees, according to the Court, included the very important zone of privacy

in marital relations. This reasoning gave rise to the concept of privacy as autonomy, the

protectable right to personal decision making. The far-reaching importance of this

approach is that it allowed the Griswold Court, and subsequent Courts, to find a gener-
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alized right to privacy capable of accommodating a broadened scope of protected per-

sonal interests. The interests found to be protectable under the expanding right to

privacy included those intimate areas of life related to personal decisions, such as mar-

riage, procreation, child rearing, family definition, and abortion.

Griswold thus created a zone of privacy, which it accorded a high degree of protec-

tion. According to constitutional interpretation, fundamental rights are those that are

so central to individual liberty that they can be abridged only when the state can

demonstrate a compelling interest in doing so. The difficulty of overcoming this very

high standard is the constitutional safeguard against arbitrary state intrusion in the

lives of individuals. The Griswold line of reasoning, however, lost much of its vitality in

Bowers v. Hardwick, 478 U.S.186 (1986) (holding that the right to privacy does not

include a fundamental right to engage in consensual sodomy, even within the privacy

of one’s home), a decision considered to restrict privacy as autonomy. Based on homo-

sexual activities, Hardwick was charged with violating the provisions of a Georgia state

sodomy law. When the district attorney chose not to pursue the matter, Hardwick sued,

challenging the constitutionality of a law that criminalized private, consensual sexual

behavior. The Court distinguished consensual sodomy from any constitutionally pro-

tected right and clearly signaled its reluctance to expand further the definition of fun-

damental rights.

Nineteen years later, however, the Court overturned Bowers in Lawrence and Garner v.

Texas, 539 U.S. 558 (2003) (holding that the Texas statute that criminalized sexual

intimacy by same-sex couples, while not criminalizing the same behavior by different-

sex couples, violates the Due Process Clause of the Fourteenth Amendment). The Court

upheld the privacy and liberty rights of adults, ruling, ‘‘The Texas statute furthers no

legitimate state interest which can justify its intrusion into the personal and private life

of the individual.’’ Nevertheless, in recent years, the Supreme Court has declined to

expand the scope of individual privacy rights.

Abortion

The case that legalized abortion in the United States was Roe v. Wade, 410 U.S.113

(1973) (holding that a state antiabortion statute that prohibits abortion except to save

the life of the mother, regardless of the stage of pregnancy or other factors, violates the

Due Process Clause of the Fourteenth Amendment and denies a woman’s right to pri-

vacy). The case was heard by the U.S. Supreme Court as the review of a challenge to a

Texas law banning all abortions except those necessary to save the life of the mother.

The Court held that the right of privacy ‘‘founded in’’ the Fourteenth Amendment’s

protection of ‘‘personal liberty and restriction of state action’’ was broad enough to

encompass a woman’s right to terminate her pregnancy under conditions limited only

by the state’s interest in her welfare and in the life of the unborn after viability. More-

over, the Court held these rights to be ‘‘fundamental’’ and ‘‘implicit in the concept of

ordered liberty.’’
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Roe represented a watershed in American legal, medical, and ethical thinking, and

has had consequences far beyond the abortion issue. Considered by many to be the

Court’s most controversial ruling, the case was perceived as both a landmark for wom-

en’s rights and an excessive level of judicial activism. To read the text of the remarkable

Supreme Court opinion and concurrences is to read an encapsulation of the divisive-

ness and soul searching that marked—and still marks—this emotional issue.

Ultimately, the Court chose not to address the difficult issue of when life begins and

declined to find that a fetus is a ‘‘person’’ within the meaning of the Fourteenth Amend-

ment. To do so would have accorded the fetus due process protections that would have

effectively invalidated the right to abortion. Instead, the Court referred throughout the

opinion to ‘‘potential life,’’ consistent with the trimester framework using viability as

its standard.

The Court based its reasoning on the right to privacy in personal decisions it found

in the Fourteenth Amendment and cited the inherent medical factors. Thus, the Roe

Court held that a statute criminalizing abortion except as a life-saving measure regard-

less of other considerations violates the Due Process Clause of the Fourteenth Amend-

ment. More specifically, the Court devised a regulatory scheme based on fetal develop-

ment and viability, holding that during the first trimester, the decision to abort was

within the zone of private decision making between the pregnant woman and her

doctor; during the second trimester, the state may regulate abortion only to protect the

health of the mother; and, during the third trimester, the state’s interest in promoting

life enables it to regulate and even prohibit abortion except to save the life of the

mother. The policy was that the state’s interest in promoting life and its associated right

to intervene increases as the development and viability of the fetus advances.

The sweeping scope of Roe was modified in two subsequent Supreme Court deci-

sions, although both reaffirmed a woman’s right to an abortion. Webster v. Reproductive

Health Services, 492 U.S. 490 (1989) (upholding a state’s right not to fund abortion and

to require viability testing) relaxed the rigid trimester framework, allowing states to

focus on fetal viability in regulating abortion. The case was heard as a review of an order

invalidating a Missouri state scheme to prohibit state-funded abortion. Finding that

states were under no obligation to subsidize health care of any kind, the U.S. Supreme

Court held that a state could refuse to fund any particular type of health care, such as

abortion. The Court also did not find unconstitutional a state requirement that life can

be protected after viability, the determination of which may be required as a condition

of permitting an abortion. Accordingly, the ruling upheld the right of a state to with-

hold funding for abortion as it might for any other health care and to require viability

testing prior to terminating any pregnancy of more than twenty weeks duration.

The second case was Planned Parenthood of Southeastern Pennsylvania v. Casey, 505

U.S. 833 (1992) (striking down state law provisions that unduly burden a woman’s right

to an abortion, discarding the trimester scheme entirely, and substituting the undue

burden test to regulate abortion). Responding to the challenge of a Pennsylvania stat-
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ute, the U.S. Supreme Court held that (1) it was necessary to reaffirm the essential

holding of Roe v. Wade recognizing the right of a woman to have an abortion prior to

the point of fetal viability; (2) the rigid trimester scheme adopted in Roe to regulate

abortion should be replaced by a test to determine whether the restrictions on abortion

placed an ‘‘undue burden’’ on a woman; (3) the medical emergency definition and the

requirements for informed consent, twenty-four-hour waiting period, parental noti-

fication, and reporting and record keeping did not impose an undue burden, and were

thus not invalid; and (4) the spousal notification provision did impose an undue bur-

den and was, therefore, invalid.

The issue of abortion remains not only highly controversial, but central to much of

the legal and political activity in this country. Opponents of abortion rights have as

their stated goal the overturning of Roe v. Wade and, toward that end, they lobby for or

against candidates for political and judicial positions. Seemingly unrelated matters,

such as child health regulations, drug enforcement policies, stem cell research restric-

tions, and protections against domestic violence are perceived by many as efforts to

chip away at the right to abortion without actually overturning Roe. Indeed, where one

stands on the issue of abortion has become a litmus test of where one’s social and

political sympathies lie.

Surrogate Parenting

The most famous surrogacy case, and one that embodies all the potential risks and

heartaches, was In re Baby M, 537 A.2d 1227 (N.J. 1988) (holding surrogate motherhood

contracts void as against public policy because they extract payment of money for the

termination of parental rights). Mr. and Mrs. Stern contracted with Mary Beth White-

head, a married woman already a mother, to be impregnated by artificial donor insem-

ination using Mr. Stern’s sperm. After delivery, Ms. Whitehead reluctantly surrendered

the baby, but then changed her mind, regaining the child and leaving the state. Al-

though the trial court upheld the agreement, the appellate court found the contract

void as a matter of public policy because it required payment of money for the termina-

tion of parental rights, and because it severed the relationship between a child and her

natural parents, which is not in the best interests of the child. Ultimately, the court

looked to the best interest of the child, as it would in any adoption, and awarded

custody to the Sterns, with visitation rights to Ms. Whitehead.

Maternal-fetal Conflict

On occasion, a pregnant woman’s assertion of autonomy brings her right to refuse

unwanted treatment into conflict with the state’s interest in protecting the life of the

unborn. Courts have generally opted to save the fetus where possible, as illustrated by

the case In re A.C., 573 A.2d 1235 (D.C. 1990) (holding that a terminally ill woman must

undergo a caesarean section to save her fetus). Although A.C. had agreed to a section at

twenty-eight weeks gestation, the court approved the hospital’s petition for surgery at
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twenty-six-and-a-half weeks. The baby died three hours after birth. The decision was

subsequently vacated when it was shown that neither A.C.’s rights nor her decisional

competence had been correctly evaluated because she had been so heavily medicated.

Rather than offering the patient’s dubious ‘‘informed consent’’ to authorize surgery, the

treatment decision should have been based on substituted judgment, drawing on what

was known of her prior wishes when she had unquestioned capacity.

Maternal-fetal conflict is also reflected in attempts to prosecute pregnant women for

behavior that puts the fetus at risk. Some cases have argued that child abuse and neglect

statutes include ‘‘fetus’’ within the meaning of the term child for purposes of finding

liability for failure to protect the health and safety of the unborn. For example, Jefferson

v. Griffin Spalding County Hospital Authority, 274 S.E.2d 457 (1981) held that rejection of

necessary medical care, including a caesarean section, rendered a fetus a neglected

unborn child. Likewise, Whitner v. State, 492 S.E.2d 777 (S.C.1997) found that the South

Carolina state abuse statute included fetuses within the meaning of the term child.

Although the ruling was subsequently reversed, this case represented the first time that

a state’s highest court upheld a woman’s conviction for criminal neglect of her unborn

child because she used cocaine while pregnant.

Sterilization

Perhaps the most egregious misuse of state power in the name of public protection

was Buck v. Bell, 274 U.S. 200 (1927) (upholding the state’s right to authorize forced

sterilization of institutionalized persons afflicted with hereditary forms of mental retar-

dation, provided that safeguards exist to prevent abuse). Carrie Buck, an 18-year-old

involuntary inmate of a state mental institution, was the first person to be sterilized

under the 1924 Virginia compulsory sterilization law. She was selected because of a

perceived familial pattern of mental deficiency: she, her mother, and her daughter were

all determined to be ‘‘feeble-minded.’’ The U.S. Supreme Court upheld the state’s invol-

untary sterilization of institutionalized mental defectives to prevent a future drain on

society’s resources. Justice Holmes’ chilling assessment that ‘‘three generations of im-

beciles are enough’’ is especially tragic in view of the later-suggested possibility that

both Carrie Buck and her daughter were, in fact, mentally normal.

health care reimbursement

The shifting of responsibility for treatment decisions was the focus in the first cost

containment-related malpractice ruling in Wickline v. State of California, 228 Cal. Rptr.

661 (Cal.App. 1986) (holding that discharge decisions are the responsibility of the

physician rather than the insurer). A patient sued the California state Medicaid pro-

gram for injuries allegedly resulting from a premature hospital discharge following the

program’s refusal to authorize additional hospital days. The court held against the

treating doctor for not challenging Medicaid’s refusal to fund the necessary further
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hospitalization. Because the court did not specifically address the issue of how cost

containment does or should affect medical judgment, this decision presented little

guidance for physicians struggling with the balance of patient care and economics.
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part vii

An Ethics Committee Meeting

The ethical principles, concepts, and strategies discussed in the preceding sections of

this handbook can be seen in action during meetings of institutional ethics commit-

tees. Whatever the size and sophistication of your committee’s membership, the fre-

quency of its meetings, the scope of its responsibilities, and the complexity of the issues

on its agenda, the utility of its work depends on the quality of committee deliberation.

The effectiveness with which clinical and organizational matters are addressed is deter-

mined by the content and process of the committee meeting, including the engage-

ment of its members and the expertise of its leadership.

This final section of the book illustrates how a committee might apply ethical theory

and skills, awareness of organizational and legal imperatives, and sensitivity to group

dynamics. What follows is an account of what a committee might sound like as it

reviews a hypothetical clinical case and an institutional policy. As you listen in on this

meeting, pay particular attention to how

≤ the issues are introduced and given context

≤ the members are provided with information and encouraged to consider

different perspectives

≤ the group interacts

≤ the committee chair and vice chair clarify and reframe the issues, refocus the

discussion, summarize the key points, and identify how the deliberations will

inform future committee work

■

LEVIN: Because we have some guests at today’s meeting, let’s go around quickly and

introduce ourselves. I’m Josh Levin, bioethicist in the Division of Bioethics.

KELLER: Dr. Sam Keller, physician liaison for Medical Center management. We’re put-

ting together a new initiative on end-of-life care for hospitalized patients, and

we’re looking at some of the ethical issues.

NORMAN: Dr. Peggy Norman, medical director of the Home Health Agency.

ROWAN: Gail Rowan, attorney.

SILVER: Ellen Silver, director of education.
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POWELL: Dr. Eric Powell, Pediatrics.

MARTINEZ: Reva Martinez, social worker in Palliative Care.

CARRELTON: Rev. Ben Carrelton, chaplain.

BARNETT: Dr. Greg Barnett, Nuclear Medicine.

DOYLE: Barbara Doyle, nurse manager, Oncology.

RICE: Dr. Harriet Rice, Medicine and Hematology.

PRINCE: Abby Prince, community member.

WALTERS: Carol Walters, director, Division of Bioethics.

SEEGER: Dr. Michael Seeger, Cardiology.

LEVIN: Okay, I thought we would start with a case that Jill Carver called to discuss with

me a couple of weeks ago. She is clinical director of nursing for Oncology and I

hope she will join us during the meeting.

Jill called about a patient and a clinical situation that I thought raised some interest-

ing ethical questions. Even though I understand that the problems have been

resolved, it would be useful to think through some of the ethical issues and some

of their implications.

Let me ask Barbara Doyle to present the case. And Dr. Barnett, maybe you could add

anything you feel is pertinent, and then we could open it up for discussion.

DOYLE: We called Bioethics because we had a 68-year-old patient with metastatic thy-

roid cancer who was receiving radioactive therapy. He had undergone spinal

fusion and radiation, and then presented with spinal cord compression and para-

plegia. The only treatment Endocrinology felt would have any impact on his

disease was radioactive iodine.

Prior to the patient’s admission to our unit, we had a meeting with the head of

nuclear medicine, Dr. Sandler, Dr. Rogers from Endocrinology, the nurse man-

ager, the nurse taking care of the patient, Jill, and myself.

We met for one reason. We were concerned about giving radioactive iodine to a

patient who wasn’t able to take care of himself. He was dependent for all ADLs

[activities of daily living]. Because of his disease, he was on a bowel regimen, had

a Foley [catheter to collect urine], was immobile, and had a stage II pressure ulcer.

In short, he needed full care for all his medical and personal needs. We were going

to give him radioactive iodine and this would expose nursing staff to radioactive

material in the course of their caring for the patient. We were concerned about

the safety of the staff because there is an exposure limit, which, at that time was

between six and ten minutes per person per shift.

WALTERS: Could you say more about why you were concerned?

DOYLE: Because spending any amount of time with a patient who has ingested radio-

active iodine exposes you to the radioactive material.

LEVIN: Tell us a little bit more about the nature of the risk.

DOYLE: Our concern was about both the risk to staff and the possible effect on patient

care. Jill called Bioethics because we thought, if staff are worried enough about
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the risk that they refuse to take care of the patient, then what happens? We

weren’t at that point yet, but we had to think ahead about possible problems.

LEVIN: This is how I saw the issue: the right of staff to decline to participate in the

care of a patient out of concern for their own well-being or threats to their own

health, when declining could jeopardize the patient’s care. So there were two

parts to the issue—the rights of staff and the well-being of the patient—that could

be in conflict.

CARRELTON: Can I ask why he needed the treatment? Was it so that he wouldn’t be

paralyzed anymore?

DOYLE: No. His paralysis could not be changed. He will remain paralyzed.

NORMAN: So it wasn’t curative?

DOYLE: It wasn’t curative, but palliative, intended to slow down the progression of the

disease. That was the only reason that he was getting the therapy.

LEVIN: In what way was it palliative?

DOYLE: Because the growth of the tumor eventually could lead to his death. So by

slowing it down—this man wanted to live.

LEVIN: That’s not really palliative, but aimed at arresting or slowing the disease. Pallia-

tive treatment is focused on managing pain and other symptoms, even while the

disease progresses, which is very different.

BARNETT: We did refer to palliation, but probably incorrectly. We really questioned the

efficacy of this plan. We gave him one of the highest doses we’ve ever given. We

questioned whether what we were doing would really help him. But it was the

only option left to him and he knew it. This is what he and his doctors wanted to

do. This was his one shot. We knew we would not repeat it, and we wanted to

make it count, so we gave the highest dose we felt we could give.

SEEGER: These are technical issues. We accept risk as caregivers in many different ways,

some of which are better defined than others. There is a risk of blood contamina-

tion in any patient who has a transmissible disease in the blood. There is a risk of

aerosol transmission from respiration. Even if you have gowns and masks, errors

occur. People get stabbed with their own needles in the cath [cardiac catheteriza-

tion] lab.

[TECHNICAL QUESTIONS ABOUT RADIATION DOSAGES]

BARNETT: First, Dr. Seeger, you’re educated in dealing with radiation in the cath lab, so

you’re taking an educated risk. Your physicians and nurses are as well. The nurses

on the medicine floors who don’t deal with this every day are at an in-between

level. They’re knowledgeable, but they certainly don’t have the risk-benefit

understanding of radiation that you all have. That’s why we spent time talking

with them.

[TECHNICAL ANSWERS ABOUT RADIATION DOSAGES AND PROTECTIONS]

SILVER: Are we asking our nursing staff to expose themselves beyond the ten-minute

recommendation?
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DOYLE: We actually set the limit at six minutes. I got authorization to hire addi-

tional staff because of our concern that the patient is bed-bound and not able to do

anything for himself. So we hired additional aides, who knew what was going on,

to be on every shift and we clocked everyone to be sure no one exceeded six

minutes.

[TECHNICAL DISCUSSION ABOUT THE RATE AT WHICH RADIOACTIVE MATE-

RIAL IS ELIMINATED FROM THE BODY]

LEVIN: Barbara, let me say two things just to clarify the issue that was presented to me.

First, if the patient were not turned and given other routine care by the nurses, his

care would be compromised. I was told that a number of the nurses were very

uneasy about doing this. The second point is that giving the radiation in the first

place was something that was thought to have some benefit for the patient. I

don’t think we’ve yet clarified what that benefit was expected to be. Then we can

look at the benefit-risk analysis.

DOYLE: We had one nurse who was breast feeding. A lot of nurses on my staff are in

childbearing years, one who is actively seeking to get pregnant. I told them all

that I didn’t want them on that side of the hall. Anybody else who felt uncom-

fortable, I gave the option of not being assigned to care for the patient.

POWELL: Was there actually a risk to someone who is breast feeding or potentially

pregnant? Is that risk real?

DOYLE: I wasn’t willing to take it. One woman has been trying to get pregnant for a

couple of years. I didn’t want to put her in that position.

POWELL: But if you’re telling them not to go to one side of the hall, what about all the

other patients on that side of the hall? You’re setting up parameters that may

disadvantage other patients whose care may suffer if there is not enough staff.

DOYLE: I don’t disagree with you.

[TECHNICAL DISCUSSION COMPARING RISKS AND PROTECTIONS WHEN PA-

TIENTS RECEIVE OUTPATIENT TREATMENT FOR HYPERTHYROIDISM]

MARTINEZ: What about breast feeding?

[TECHNICAL DISCUSSION ABOUT RADIATION EXPOSURE AND THE LACK OF

RISK TO BREAST-FEEDING WOMEN]

BARNETT: A breast-feeding nurse takes out a Foley bag full of urine with the hottest

iodine there is, she’s going to lactate pure breast milk. Being around the patient is

not going to put radiation into her milk.

POWELL: So telling someone not to be in the room if she’s lactating is more a comfort

matter. It’s not based on scientific evidence.

BARNETT: No, that’s something that I didn’t say.

KELLER: Just one more question. What’s the medical evidence that this treatment was

appropriate?

[TECHNICAL DISCUSSION OF THE MEDICAL JUSTIFICATION FOR THE TREAT-

MENT, INCLUDING EVIDENCE THAT IT IS EFFECTIVE IN SLOWING THE DISEASE]
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LEVIN: Was this symptom control? Was the patient in pain?

DOYLE: He was not in pain.

WALTERS: How old is this patient?

BARNETT: Sixty-eight.

WALTERS: Did he make the decision to have this treatment?

DOYLE: He did. He wanted the treatment.

WALTERS: You mean as debilitated as he was, he was still capable of making this choice?

DOYLE: Absolutely.

WALTERS: You’ve just defused all the arguments I was going to make. That’s really

interesting. What did the patient expect to get from this treatment?

DOYLE: He wanted to live and he thought this would enable him to live longer. He

understood very clearly that he would remain paraplegic and that the treatment

might have no effect on his cancer, but he wanted to take the chance. For that

reason alone, I believe my staff was so supportive of the treatment.

KELLER: And you’re saying that this kind of dose does prolong survival in studies.

BARNETT: Yes. But I don’t know yet its effectiveness in this particular patient.

PRINCE: But for his stage of disease it was an appropriate option for him to consider

and choose?

MARTINEZ: Perhaps the only option.

BARNETT: I think it was his only option.

POWELL: So it would possibly affect survival, but not quality of life. He’s going to

remain bed-bound, paralyzed, all those things.

DOYLE: Yes.

POWELL: Who determines the quality of the benefit and whether it justifies the risk? Is

that what we’re asking?

SEEGER: What I was going to raise was his capacity to participate in a decision about a

Hail Mary therapy, a treatment of last resort. We take risks at our end, for exam-

ple, radiation exposure in the cath lab, knowing that there is a concrete benefit

for our patients.

SILVER: Sometimes. Sometimes we discover later that there might not be a benefit.

SEEGER: But we don’t know that initially. We operate on our best information at the

time. We’re educated, but so is the staff. What often determines the difference is

that some people are willing to take that risk. That’s why they’re in the cath lab

and not up on the floors. I think what counts ethically about their participation is

their perspective and their values as to the risk they take and why they choose to

take it when they’re in this profession.

LEVIN: Could you say more?

SEEGER: Because radiation injury or damage is a cumulative insult over a lifetime

depending on tissue and type of radiation, any exposure is an increase in risk.

Now if it’s a particularly small risk, then some staff are able to say, ‘‘That is a risk I’m

willing to take for the concrete benefit of this patient.’’ But I view the professional
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integrity and commitment of the caregiver as highly as I do the autonomy of the

patient. I think we have to value the professional’s commitment to a specific

situation when it is outside normal practice, which, by all standards, this is.

WALTERS: I want to pick up on what Michael just said. I have argued that caregivers

don’t have autonomy, they have standards of professional conduct. Within those

standards, they may disagree with or opt out of something. I would suggest that

within professionalism there isn’t a total lack of self-interest. But the professional

cannot have the same degree of self-interest as the patient with full autonomy to

consent or refuse or act in ways that are appropriate for him or her. I don’t think

professionals have that unlimited option to put their interests first because their

professional obligations may conflict with what they personally would choose.

LEVIN: But you can make the point another way. If a patient is given a high dose of

radioactive iodine and then has a cardiac arrest, that patient is going to be resusci-

tated. That’s the training that nuclear medicine people and EMS and ER staff and

other caregivers get. They are still required to take care of patients regardless of

the risk. If that’s what you’re saying, then I understand.

WALTERS: I agree and I wondered if this therapy was so out of the line of general

practice that it was exempt from caregiver obligations.

LEVIN: I think the question of whether, given this patient’s particular medical condi-

tion, this was an appropriate treatment is a medical question. But the ethical

question concerns the risk to the health professionals taking care of him. We

might frame the question in terms of a benefit-risk analysis. Now, we usually talk

about benefit, burden, and risk in terms of what the patient will experience. Here,

we are asking whether the treatment is one whose benefit to the patient is suffi-

cient to justify the risk it poses to the professionals.

I know a number of the nurses had questions and misgivings about the plan and

were reluctant to participate in this patient’s care. We should be clear, however,

that these concerns were prospective. Despite their reluctance, none of the nurses

actually refused and the patient’s care was not compromised.

PRINCE: Outside the medical context, individuals are free to say, ‘‘No, I’m not going to

endanger my health or safety by doing things that might harm me.’’ But as a

health professional, that right seems limited by obligations. One of the things

that occurred to me in this case is what if most of the nurses had refused? What if

they said, ‘‘Even though it’s only a six-minute exposure, we’re not going to do it’’?

What would you do then?

WALTERS: I’m just wondering if there are some other cases in the history of health care

that are useful analogies. I’m thinking of two. For principled reasons, a nurse

refuses to be involved in abortion cases.

ROWAN: Conscience clause cases.

WALTERS: Yes. And in the early 1980s, some health care providers didn’t want to take



a n  e t h i c s  c o m m i t t e e  m e e t i n g ≥≠π

care of AIDS patients because of what we didn’t know about the disease and the

risks. Is it useful to look back historically and find analogies?

KELLER: Actually, TB is a better example.

POWELL: SARS.

CARRELTON: Leprosy—the nuns used to put themselves at risk to care for people with

leprosy.

MARTINEZ: Six or seven years ago, we had a family with two kids who had malaria. It

was during the Ebola scare. There were some decisions made in our ER as far as

who did and did not go to the floor because the care of patients in the ER would

be compromised if the kids would have been quarantined there. So this isn’t that

far away.

PRINCE: Yes, and I would even expand the analogy to different professions, as Michael

suggested. People who work with asbestos or wash those windows on the outside

of skyscrapers are taking those risks, knowing that they come with the job they

signed up for.

KELLER: The argument, I guess, is there are some people who said, ‘‘Yes, I want to be a

nurse, but I didn’t sign up for this one.’’

LEVIN: I’m not sure where this discussion is going. Perhaps someone can refocus us.

SILVER: Let me try. I think it’s critical to educate the people involved in patient care

about just what risks they face. I find that when nurses or doctors are exposed and

they feel that people are giving them facts, they make informed decisions and

they’re more apt to cooperate. And when they feel they’re not getting enough

information and the issues are not being dealt with, then they feel that people are

holding out on them and that’s when rumors start and bad decisions are made.

LEVIN: For me, the central question here is, ‘‘What are the limits of professional obliga-

tion to take care of patients in light of what is thought to be risk to self?’’ Now this

is a question we’ve visited before. It’s not new, although it presents a bit dif-

ferently here.

This was not actual caregiver refusal to give care. It wasn’t based on religious values

or ethics. It was reluctance based on concern about threat to self that seems,

under the circumstances, to have been unfounded. I mean, there was no real

threat to self, right? I guess that’s a question, not a statement.

WALTERS: Can I just summarize? I think Josh clearly framed the issue. We’ve had

certain analogous situations. Caregivers who have principled, philosophical, and

religious objections to abortion do not participate in that procedure. When we

started to withdraw and withhold life-sustaining treatment thirty years ago, peo-

ple who had principled objections did not participate.

This case falls into a different category where the refusal or reluctance has to do with

protecting one’s health and safety rather than protecting one’s values and princi-

ples. Here, there is an analogy to the AIDS epidemic, when we were very clear that
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the obligation was to care for patients and that the answer to caregiver risk was

universal precautions, not opting out. It’s worth noting that, as Reva pointed out,

this is not confined to the past. When SARS patients in Toronto were intubated,

100 percent of the staff who were in the room during intubation got SARS. 100

percent. We’re going to face these situations and these issues in the future. We

thought that this case presented an interesting variation on a familiar issue: the

limits of professional choice in the face of risk and professional obligations.

LEVIN: So, Dr. Barnett, could you clarify whether there really was a risk to the nurses

under these circumstances?

[TECHNICAL DISCUSSION EXPLAINING THAT STAFF HAD BEEN EXPOSED TO

A VERY LOW LEVEL OF RADIATION]

[TECHNICAL DISCUSSION ABOUT HOW LEVELS OF EXPOSURE WERE

MONITORED]

LEVIN: This is Jill Carver. Jill, I’m glad you’re here. In light of the fact that the nurses

were ultimately found not to have been at significant risk, do you feel that their

reluctance to participate was reasonable?

CARVER: We had quite a few meetings with the nurses. Our approach was to give them

all the information we had. If somebody was uncomfortable with the care plan,

we had no problem saying, ‘‘We’ll make sure you don’t take care of the patient.’’

Essentially, we asked for volunteers.

Many of the senior nurses were quite funny. They said, ‘‘Well, my ovaries don’t work

anymore anyway, so it’s not a problem.’’ We had staff on the floor volunteer to

work overtime and then we got approval to hire extra staff.

PRINCE: What if your extra staff was not available?

DOYLE: They were available because we had them booked in advance. My fear was that

everybody’s six minutes would be up and there would be nobody to care for the

patient.

WALTERS: Let me see if I can reframe the ethical question. First of all, I think you guys

did a terrific job in taking a difficult circumstance and planning so that patient

care would not be compromised.

But now I want to look at this in terms of bioterrorism, which we haven’t talked

about much in this committee but which is one of the big ethical debates. It

seems inevitable that we will face a bioterror attack or an epidemic of avian flu.

So, going forward, there are going to be situations in which staff will be asked to

do things that may make them uncomfortable. It seems to me that this example

of one patient in a difficult circumstance that was handled sensitively and effec-

tively may not be a very good precedent for the uncertain times ahead.

POWELL: It sounds like the people part was handled beautifully. But if you’re analyzing

it in terms of a major disaster, I have questions about the decisions.

WALTERS: Because of their implications for other similar and not-so-similar circum-

stances?
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POWELL: Yes. For example, in a mass attack, we would not have the luxury of planning

ahead, asking for volunteers, or letting people who were uncomfortable opt out.

KELLER: Exactly. The concern with biochemical and nuclear terrorism is that it won’t

be one person coming into the hospital for elective treatment. The problem will

be the masses of injured people who will need immediate and unanticipated

attention. So it’s easy to see how we’d deplete our staff very quickly, especially if

they’re only allowed ten minutes in a protective suit where the temperature gets

up over 120 degrees. That type of training in those mock disasters is really very

important.

WALTERS: I think that questioning the obligations of health care professionals to deal

with very difficult circumstances that require personal sacrifice is high up on the

list of things we need to do. I think we have to do this because hospitals will be

the first responders.

KELLER: Just one last point about this case. Wouldn’t it be useful to share this informa-

tion with Janet Mandel in Occupational Health so that, if this ever comes up

again in a similar or even different way, they don’t have to rewrite the whole

chapter? They’ll already know.

WALTERS: That’s a terrific suggestion.

KELLER: Janet probably wouldn’t know more than you guys know about this, but at

least she and her staff should learn from the body of information that you’ve

developed.

WALTERS: This has been a very useful discussion. Thank you. I think the structural note

that Sam just brought in of always involving Dr. Mandel in decisions about staff is

an excellent one.

LEVIN: Let me bridge now to Sophia Lawrence, Office of the Medical Director. As you

know, many of the requests for bioethics consults are triggered by end-of-life

issues. We’ve had numerous discussions recently in this committee about our

DNR order. But it’s become clear that the larger context of the discussion really is

our policy about forgoing life-sustaining treatment. Because Sophia is about to

begin work on revising this policy, we thought we’d bring the matter to the ethics

committee and ask her to open up the discussion.

LAWRENCE: The issue that I have been running up against—we’ve all been running up

against—is the inconsistencies between the policy and the clinical situations it’s

intended to address. It’s a very elegant policy but I think it does not always apply

to the straightforward clinical situations.

As I’ve been thinking about the policy, it appears that we have two issues to address—

one having to do with technology and the other, perhaps more challenging,

having to do with decision-making authority. First, the cases that many of us get

called on involve recent technologies, like ventricular assist devices and pace-

makers, that are not addressed here because they were not in use when the origi-

nal policy was drafted. A lot of things that we’re able to do now were not included
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in the category of ‘‘life-sustaining treatment.’’ Moving forward, it seems impor-

tant to be organizationally consistent in how we counsel a care team. It’s not

helpful to say, ‘‘It’s okay to do this with this equipment, but not okay to do that

with that equipment.’’ At the very least, we should have some consensus on the

definition of life-sustaining treatment.

In terms of decision-making authority, I think we also need to step back and look at

whether the policy provides useful guidance. It seems that, during the past sev-

eral years, we have responded to constraints in the law and increasingly compli-

cated cases by adding layers to our decision-making process. We now have a fairly

elaborate and cumbersome protocol, involving the clinical team, the family, and

administration. The result is somewhat counterproductive from a bedside per-

spective. When you’re looking at a patient who is actively dying and we’re inter-

vening with seemingly complicated administrative steps, it’s just not useful. So

that’s some of the context. I would appreciate feedback.

KELLER: I went through this policy last night. For the last three months, I have been

looking at patients who have been in the hospital for more than three weeks.

Many of the problems in those cases are end-of-life issues. Having had that expe-

rience, I find that it’s very difficult to take what’s in this policy, as Sophia said, and

try to apply it to real-life situations. I think it has to be totally revised to make it a

little more user-friendly.

I think that the average physician dealing with a difficult situation wouldn’t know

where to go with this policy and what to do with it. One way of reading it is that

patients can’t simply die anymore without having a medical director involved. I

mean, I read that and I thought to myself, ‘‘Well, can’t people just die, or do I have

to call a medical director to discuss whether I have to intubate every single pa-

tient who is actively dying?’’

LAWRENCE: That is the heart of the problem.

MARTINEZ: Is there something specific that you can point to in the policy that leads

you to think that?

KELLER: Let’s see. I highlighted something on page 5D. ‘‘The medical director’s staff (or

a member of the Bioethics service) must be contacted to coordinate the necessary

steps in assisting the family and the health care team if the family/surrogate

wishes to forgo ventilatory support, dialysis, artificial nutrition, and/or hydra-

tion.’’ Why is that necessary?

WALTERS: From an ethics perspective, I don’t think the law requires that strict a read-

ing because you need to look at the context in which the law was developed and

how it is customarily applied in the clinical situation. A most narrow reading, I

would argue, is unnecessarily restrictive to physicians when patients are actively

dying. A good example would be a patient in the pulmonary care unit. Let’s say

that he’s in multiorgan system failure with end-stage AIDS. His kidneys are fail-



a n  e t h i c s  c o m m i t t e e  m e e t i n g ≥∞∞

ing, and the decision is made not to start him on dialysis because he’s dying. He

has no advance directive and he’s either alone in this world or he’s never dis-

cussed his care wishes with his family. The fact that we don’t know what he

would want about dialysis is irrelevant because he’s dying.

KELLER: I hear you saying we have no medical, legal, or ethical obligation to offer a

treatment if it’s not medically indicated.

RICE: How do you decide that something is not medically indicated?

KELLER: Because, in this hypothetical situation, it’s not life-sustaining. That’s one of

the things that I find is difficult with this policy. Some of the terms that you guys

use and are comfortable with, the average clinician finds confusing. ‘‘Capacity’’ I

understand, but ‘‘life-sustaining’’ or ‘‘medically indicated,’’ I don’t know what

those mean.

CARRELTON: Is there a difference between keeping alive and life-sustaining?

ROWAN: They are the same thing.

NORMAN: Are they? I don’t know. I’m trying to think about a patient who is dying. It

seems to me that there is a life that could be sustained versus a person who is

dying. I guess I’m also thinking of ventricular assist devices. I’m thinking about

what Sophia said. And it’s going to get worse, not better. There are going to be

more expensive, high-tech, invasive ways of postponing death.

SILVER: I think it’s important to emphasize that we’re trying to keep a balance between

the requirements of the law and the clinical needs of dying patients. This is not a

matter of seeing how we can get around the law. This is a matter of providing

guidance to clinicians who want to practice well within the standard of medical

care, the requirements of the law, and the ethical imperatives. Somehow, the

policy has to convey that.

KELLER: I have to agree. The problem is that ‘‘life-sustaining’’ as a phrase applies to the

case we discussed earlier. That radioactive iodine was a life-sustaining therapy. Yet

at the other end we have the patient who, without dialysis, would be dead within

two or three days. Well, you put him on dialysis and I bet I could stretch that time

frame. We can keep tissue going for weeks in people with no viability. That’s life-

sustaining, but is it rational?

ROWAN: Well, for the legislature and the courts, the presumption is that people would

want to be kept alive unless you have evidence of their wishes to the contrary.

Because of that presumption, we always err in favor of providing life-sustaining

treatment.

SEEGER: But the law also requires an understanding that patients know the burdens

of what we’re going to do them against the potential benefits. What we do is

often abusive and painful and absolutely magnificent at prolonging dying and

suffering.

POWELL: What’s the difference between prolonging dying and prolonging life?
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LAWRENCE: Where I have trouble as a frontline resource person is saying to profes-

sionals, who are inherently risk averse anyway, ‘‘You have no clinical, ethical,

legal obligation to provide care that’s not indicated.’’

RICE: I don’t know how to define this, but I think that we are trying to decide whether

patients are living or alive. I’m not quite sure about the semantics or whether

we’re getting too philosophical, but we are sustaining people who really aren’t

living. I don’t know how we make that distinction. We have patients who are

almost brain dead and we’re forced by technology to sustain them. Is that really a

life? Is that really what the patient would want? That’s obviously a slippery slope

and we’re stuck.

WALTERS: What you have done is frame the discussion that usually takes place under a

rubric of quality of life. That, I think, is a very different matter about which

people of good will and intelligence can disagree.

I think what we’re trying to grapple with is that people don’t understand what this

policy means. What about our pulmonary care unit [PCU] patient? What if he

had told his family he would want everything done? At a certain point, the PCU

people would say, ‘‘His kidneys are going. It would be crazy to dialyze a patient

who is moribund, who has all of these other organ system failures and is crashing

on 100 percent oxygen.’’

LAWRENCE: But the reason he isn’t started on dialysis is not because he told us he

didn’t want it. It’s because it doesn’t make any clinical sense.

KELLER: But for patients who clearly fall into that actively dying category, isn’t there a

way to interpret the phrase ‘‘life-sustaining treatment’’ that permits us not to

provide it?

POWELL: The problem is that, if you specify this in the policy and say that something

doesn’t make clinical sense, there is a danger that it will be interpreted in a

quality-of-life sense, which is something we don’t want.

KELLER: I think the real problem we have is not just the law or us or the wording of the

policy, but that society hasn’t come to grips with the reality of death. We have a

nation that can’t recognize that death is the inevitable consequence of birth.

Sooner or later, it’s going to happen. If society wants, we can allocate resources

indefinitely. We can put LVADs in every one of the patients who has end-stage

heart failure. We can then put them all on transplant lists and we can put them in

ICUs and on ventilators.

What I’m saying is that we have to be able to define a group of patients who are

actively dying. This is not somebody with COPD who you are going to intubate

and prolong life or not, or somebody with end-stage dementia who you’re going

to feed or not. The patients we are talking about have multiorgan system failure.

They are dying and they will be dead within a matter of days to a week.

RICE: Maybe it’s like the judge said about pornography, ‘‘I can’t define it, but I know it
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when I see it.’’ I know a dying patient when I see one. But what do we or don’t we

have to do to a patient who is actively dying?

SEEGER: For those patients, I would say that nothing is life-sustaining.

POWELL: It’s palliation.

PRINCE: But who decides that?

NORMAN: It’s not like a definitive point. It’s often a continuum and sometimes we’re

wrong. I have to tell you, just to humble myself, I made a home visit to a patient

with a systolic pressure of 80. His mouth was open, he hadn’t eaten in thirty-six

hours. I called the family and said, ‘‘I just want to let you know it’s going to

happen soon.’’ I don’t usually say that and I don’t say it lightly. Twenty-four

hours later he woke up. He was diabetic and his sugars were all over the place. He

woke up and two weeks later he is eating and his sugars are fine. I don’t know

what happened, but I was humbled.

RICE: But that’s the slippery slope. That’s the problem.

SEEGER: I know, but we’ve got to start somewhere. If somebody raised the issue in that

kind of patient, ‘‘Should we intubate?’’ and we didn’t have this policy, we would

have a tube in that patient, which I think is not what we’re trying to do here.

KELLER: The other thing about the policy is that most of it deals with patients or

families wanting to abuse treatment, as opposed to the team’s questions about

how aggressive to be. The policy doesn’t really deal with that issue, which is, I

think, much more common.

WALTERS: Say a little bit more.

KELLER: The typical scenario concerns the desperately ill patient whose family wants

to continue aggressive measures, usually antibiotics. Again and again recurrent

sepsis, resistant organisms, more antibiotics, and it just goes on and on. At some

point, the physicians say, ‘‘We just can’t keep doing this forever,’’ and the family

says, ‘‘Oh yes you can.’’ Is there some way to address that issue? Does that fall

under the rubric of life-sustaining?

WALTERS: That falls under the rubric of futility and, if we ever solve this problem, we’ll

get to that problem.

KELLER: Well, we have a patient in the hospital for five months now. That’s our current

long stay. Recurrent infections, different antibiotics, round and round—it’s just

very difficult to watch.

MARTINEZ: The only reason that we’re doing this is because the family wants it, not

because it makes clinical sense.

KELLER: The son, who is having a very difficult time with his father’s illness, keeps

insisting that we need to go forward. The attending physician is finding the

situation hard to negotiate, and the hospital is stuck.

CARRELTON: Would it be helpful for me to spend some time with the family? Some-

times a new face who just wants to listen can be comforting.
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KELLER: It’s certainly worth a try.

WALTERS: Sam, if you think it would be helpful to have Bioethics consult on your case,

let us know.

We haven’t explicitly addressed the futility issue, which is lurking at the edges of

these cases. Other states accord families more authority to make treatment deci-

sions for their dying relatives, which makes a significant difference in how these

situations are handled.

LEVIN: That’s a great segue into something that I hope will be useful in our discussion.

Because states differ, sometimes significantly, in how they deal with end-of-life

issues, I thought it might be worth looking at how forgoing life-sustaining treat-

ment is handled elsewhere. Keeping in mind that this is an ethics discussion, not

a legal one, it seemed useful to look at policies in some other states to enrich our

thinking about the ethical issues involved. We’ve said many times here that we

don’t want policy to drive the ethical analysis, but reflection on how other in-

stitutions deal with these issues might reveal ways of thinking about end-of-life

issues that could benefit us.

In that spirit, I asked four committee members to do a little research and give us a

brief sketch of what happens in four states: California, New York, Oregon, and

Texas. To keep the discussion moving and prevent us from getting bogged down,

I’ve asked that these summaries focus just on the key issues that have the greatest

relevance to our policy discussion, with the understanding that the statutes and

the policies reviewed are much more detailed. So, Abby, please start us off with a

picture of what happens in Texas.

PRINCE: I reviewed the relevant Texas statute and one hospital’s policy on forgoing life-

sustaining treatment. They both clearly lay out the decision-making process and

the underlying philosophy, beginning with an acknowledgment of the right of

patients to consent to or refuse any treatment, and the recognition that, under

certain circumstances, life-sustaining treatment may impose more burden than

benefit.

The Texas structure authorizes health care decision making under a wide range

of circumstances. Decisions, including the withholding or withdrawing of life-

sustaining treatment, may be made in any of the following ways:

≤ by a competent adult after consultation with a physician

≤ by a written or verbal advance directive, previously executed by a competent

patient

≤ by a spokesperson designated by the competent patient in an advance directive

≤ by the attending physician and either the patient’s legal guardian or agent under

a medical power of attorney, the latter previously designated by the competent

patient

≤ in the absence of patient competence or ability to communicate, advance
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directive or appointed medical power of attorney, by a spokesperson selected

from the following in order of priority:

≤ the patient’s spouse

≤ the patient’s reasonably available adult children

≤ the patient’s parents; or

≤ the patient’s nearest living relative

MARTINEZ: What about the patient who is incompetent, has not left an advance

directive, and has no family or friends to act as decision maker?

PRINCE: In that case, a treatment decision can be made by the responsible physician as

long as it is concurred in by another physician who has not been involved in the

patient’s care.

SEEGER: Well, that pretty much covers all the possibilities in a clear and orderly manner.

PRINCE: Let me tell you a few other noteworthy features of this policy.

≤ It focuses attention on two categories of patients especially likely to need

decisions made about life-sustaining treatment: those in terminal conditions

and those in irreversible conditions.

≤ The policy makes a point of addressing the broader issues of deciding about any

and all life-sustaining treatment, rather than specific interventions.

≤ Physicians are strongly and repeatedly encouraged to initiate timely discussions

with patients about advance care planning, including life-sustaining treatment.

≤ Decisions on behalf of an incapacitated patient are to be based on the patient’s

wishes, if known, or on an assessment of the patient’s best interest.

≤ The institutional ethics committee is either encouraged or required to be

involved in several parts of the process, especially when conflict exists.

≤ Decisions about life-sustaining treatment for children have additional

safeguards, but I imagine that’s pretty standard in all states.

WALTERS: Does the policy address futility?

PRINCE: Not directly, but the law and the policy have one really interesting and de-

tailed section dealing with decisions that physicians consider inappropriate.

These are decisions by or for patients that either request or refuse life-sustaining

treatment. When the patient or surrogate refuses treatment the doctor considers

medically indicated, the policy lays out a process for review, discussion, and, if

consensus is not possible, transfer of the patient’s care to another provider. When

the patient or surrogate insists on life-sustaining treatment that the doctors con-

sider not medically indicated, the policy sets up an even more elaborate eight-

step process, including medical review, mediation, efforts to transfer the patient,

and extensive ethics committee review.

All told, the Texas law, reflected in this policy, seems to provide consistent and

helpful guidance for clinicians dealing with a set of difficult issues.
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LAWRENCE: It certainly provides a useful model, assuming it would be consistent with

law in this state.

LEVIN: Next up, let’s look at California. Eric, did you research that?

POWELL: Yes. California has a specific Health Care Decisions Law, which includes

several of the same features that Abby just described. The statute also begins by

affirming the patient’s right to refuse treatment, the inappropriateness of pro-

longing the dying process when treatment will not benefit the patient, and the

importance of keeping health care decision making out of the courts when there

is no controversy.

Similar to Texas, the California law lists several ways in which health care decisions,

including the withholding or withdrawing of life-sustaining treatment, may be

made, including:

≤ by a competent adult

≤ by an individual health care instruction, previously written by a competent

adult

≤ by an agent authorized by a power of attorney for health care, previously

designated by a competent adult

≤ by a surrogate designated by a competent patient only for the duration of

current treatment, illness, or stay in the health care institution, or sixty days

≤ by a court-appointed conservator with the authority to make health care

decisions

KELLER: Except for decisions by the competent patient, all of these require advance

authorization, usually by the patient when competent. What happens if that

hasn’t been done? Is there a default priority list that includes family, as in Texas?

POWELL: I found that curious, too. Neither the statute nor the policy I reviewed specifi-

cally mentions family. Yet the statute does say that a domestic partner can make

decisions with the same authority as a spouse, although the authority of spouses

is not described. Fact sheets about the decision-making law, however, explain

that, when a patient lacks capacity and has not delegated decision-making au-

thority, care professionals do what they do in most of these situations—turn to

close family or friends who are most likely to know the patient’s wishes and

values. This informal appointment of a decision maker has apparently been cus-

tomary in California for years, even though it does not appear in the statute.

NORMAN: What are the criteria for decision making on behalf of incapacitated

patients?

POWELL: Similar to Texas, the agent or surrogate bases decisions on the patient’s in-

structions or wishes, if known, or on an assessment of the patient’s best interests,

considering personal values.

LEVIN: Any other questions about California? Thanks, Eric. Sam, what can you tell us

about Oregon?
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KELLER: You might expect that a state that has worked through an assisted suicide law

has given a lot of thought to end-of-life issues, and it shows in the legislation and

the policy that I reviewed. As in Texas and California, Oregon provides several

ways that treatment decisions, including those about life-sustaining treatment,

can be made, including:

≤ by a competent adult

≤ by a written health care instruction

≤ by a health care representative, who can be one of the following:

≤ an attorney-in-fact for health care, designated by a previously competent

adult

≤ a person who has authority to make health care decisions for the patient,

selected from a priority list when the patient is in specified clinical conditions

≤ a guardian or other person appointed by a court to make health care

decisions for a patient

As in Texas and California, when a patient lacks capacity, the health care representa-

tive must base decisions on the patient’s wishes, if known, or an assessment of the

patient’s best interest. But Oregon goes further and builds in additional safe-

guards. For example, the health care representative may only make decisions

about life support or tube feeding in the following circumstances:

≤ the capable patient had expressly initialed the relevant permission sections in

the directive, or

≤ the patient has been medically confirmed to be in one of the following

conditions:

—a terminal condition

—permanent unconsciousness

—a condition in which life-sustaining treatment would not benefit the patient

and would cause severe and permanent pain

—the advanced stages of a progressive, debilitating illness that will be fatal,

prevents the patient from swallowing nourishment or water safely or

recognizing family, and it is extremely unlikely that this condition will improve

An additional list of safeguards covers the withholding or withdrawing of artificial

nutrition and hydration, which can only be done by a statement of the capable

patient, an authorized health care representative, or the confirmation that the

patient is in one of the specified conditions that I just listed.

The instructions section of the advance directive described in the statute is very

specific in explaining conditions under which decisions about life support can be

made. These conditions include close to death, permanently unconscious, ad-

vanced progressive illness, and extraordinary suffering, all of which are defined.

The instructions even explain the phrase ‘‘as my physician recommends’’ to



≥∞∫ a n  e t h i c s  c o m m i t t e e  m e e t i n g

mean that the patient wants the physician to try life-sustaining treatment as long

as the physician believes it will be beneficial, after which it should be discon-

tinued. This level of explanation would seem to address concerns about people

consenting to things in advance directives without knowing what they mean and

care professionals misinterpreting what directives intend. I know I would find

clear definitions like this helpful, as I indicated earlier in the discussion about our

policy.

NORMAN: You mentioned a priority list for selecting a health care representative. Is

that similar to the ones in Texas and California?

KELLER: Yes, thanks for reminding me. If the patient has been confirmed to be in one of

the four specified conditions and has not appointed a health care representative

or left an advance directive, a representative is named in order from the following

list:

≤ a guardian authorized to make health care decisions

≤ the patient’s spouse

≤ an adult designated and agreed to by the other people on the list

≤ a majority of the patient’s adult children

≤ either parent of the patient

≤ the patient’s adult siblings

≤ an adult relative or friend

And, if none of those people is available, life-sustaining treatment can still be with-

held or withdrawn under the direction of the attending after consultation with

appropriate people, such as the patient advocate or another physician who is not

involved in the patient’s care.

The bottom line seems to be that, in Oregon, decisions to forgo life-sustaining treat-

ment can be made in most circumstances, but specified conditions and safe-

guards have to be met.

LEVIN: Thanks, Sam. Any other questions about Oregon? Ellen, I think you looked at

New York.

SILVER: New York’s situation is more similar to what we have in this state. Because no

decision-making law governs these issues, there is no clear statutory structure

for making health care decisions, including those regarding life-sustaining treat-

ment, on behalf of patients without capacity. The legislature has provided some

targeted regulation and laws, including a statute authorizing the appointment of

health care proxy agents and a statute creating a hierarchy of surrogates who may

consent to do-not-resuscitate orders for incapacitated patients. The legislature

has also authorized surrogate health care decision making on behalf of specific

vulnerable patient populations, including incompetent adults who may have

court-appointed guardians, the mentally ill and developmentally retarded, resi-

dents of mental hygiene facilities, and minors.
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The lack of a surrogate decision-making statute in New York means that health care

decision making is governed almost entirely by case law. A line of New York cases

has held that, when a patient lacks capacity, a decision to withhold or withdraw

life-sustaining treatment requires ‘‘clear and convincing evidence’’ that the pa-

tient would have chosen to forgo the treatment in question in the patient’s

current circumstances. Missouri also requires this rigorous evidentiary standard

in the clinical setting. Because the clear and convincing standard is very demand-

ing, it is often very difficult for families to provide the level of evidence neces-

sary when patients may not have explicitly articulated their wishes about life-

sustaining treatment. A statement of patient wishes, such as a written living will or

oral instructions, is considered to meet the clear and convincing standard.

The fact is that most patients without capacity are not part of specified vulnerable

populations, have not appointed health care agents, and may not have articu-

lated their wishes orally or in writing. They are vulnerable just because they need

decisions made for them. As Eric pointed out, common practice is for care profes-

sionals to turn to family or close friends to make decisions for incapacitated

patients. Unlike most states, however, there is no clear surrogate authority in

New York for those who can provide insight into their wishes and values. As a

result, the customary but informal practice in New York is for family members to

consent to treatment but, unless they have clear and convincing evidence of a

patient’s wishes about life-sustaining treatment, they are unable to make deci-

sions about withholding or withdrawing these measures. The legislature is con-

sidering a family health care decision-making bill, which would create a hier-

archy of surrogates, similar to the ones in Texas and Oregon.

MARTINEZ: So what happens now in most cases when the patient lacks capacity and

has not appointed a proxy agent or left clear instructions? How do policies deal

with that?

SILVER: The policy I reviewed focused on the right to reject unwanted treatment,

authority of appointed surrogates, the importance of initiating early discussions

with patients and families about care wishes, and the process for eliciting and

documenting clear and convincing evidence of the patient’s wishes. It is my

understanding that most institutions have mechanisms for addressing cases that

don’t meet these criteria, including exhaustive review by the clinical team, medi-

cal director, legal office, and bioethics.

LEVIN: Thanks to all of you for researching and presenting this material. Let’s return to

discussing our own policy.

LAWRENCE: We have another important resource that we haven’t mentioned. The

integration of palliative care is an important fact for bioethics, critical care, geri-

atrics, pediatrics—clinical care in general. So if we have questions about whether a

patient is dying, we have this other valuable resource—a team of people who are

experts in determining when a patient is dying and how best to arrive at the most
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appropriate plan of care. In these situations, we should routinely bring in those

experts and try to get some kind of consensus that we’re dealing with a patient

in the process of dying, a patient who would be appropriate for palliative or hos-

pice care.

WALTERS: Excellent point. If a patient moves from curative treatment to hospice care,

my argument is that we’re not withdrawing or withholding care from the pa-

tient. Although we are withholding what may be life-sustaining care, we’re pro-

viding appropriate aggressive palliative care for a patient who is dying.

LEVIN: I think part of the problem with the policy is that it defines life-sustaining

treatment in terms of specific interventions, rather than the broader context that

we heard about in other policies. Specific interventions in some cases may indeed

be life-sustaining, but in your example, the very same intervention would not be

life-sustaining. So I wonder if there is a way to address the fact that we’re not just

focusing on the intervention in isolation from the patient’s overall prognosis, but

that it has to be looked at in context.

LAWRENCE: What would that mean? How would you frame it?

LEVIN: Well, we would have to frame it without actually getting into the slippery slope

problem. Without talking about the dying patient, how do we define that cate-

gory? How do you do it clinically? I don’t know.

POWELL: Something like an APACHE or an Apgar score, something that gives specific

and clear criteria?

MARTINEZ: I think that might be too specific. But can we leave it nonspecific and yet

have something that’s meaningful? I’m sorry, I interrupted you.

LAWRENCE: No, just one possible thought. As I was looking at these procedures, the

palliative care medicine consult seemed helpful. It seemed to me in some cases,

there should be a presumption when you’re considering forgoing life-sustaining

treatment that a palliative care consult would automatically be part of the plan.

Maybe that would help to convince families that you’re not abandoning the

patient. It’s just a different kind of care. I don’t know if that’s practical.

KELLER: Can I just point out on page 4, that C2 already acknowledges the point that

we’re making about the importance of palliative care? But somehow that gets lost

when we focus on specific interventions.

[TECHNICAL DISCUSSION OF HOW AND WHEN VARIOUS INTERVENTIONS ARE

LIMITED OR WITHDRAWN]

LAWRENCE: Clinically also in terms of palliative care, it’s not a yes/no thing. I mean,

it’s often a time line where we say, ‘‘Let’s try one course of antibiotics,’’ thinking

of your patient at home. We’ll do that once or twice. Then after twice we’ll stop

because we’ll know we’re in the territory where nothing is working. It’s a process,

not an event.

WALTERS: Just let me make one comment and then Michael, you’ve been very patient

again. One of the things we do in bioethics when we negotiate plans is time-
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limited trials, similar to what Sophia is describing. We say, ‘‘For the next thirty-six

or forty-eight hours, we’re going to do X. Then we’ll come back and reevaluate

whether X is right, or X plus 1 or X minus 1.’’ I like the idea of having a policy that

reflects a process, rather than specifics. Maybe that would help. Michael?

SEEGER: That’s actually a very interesting concept. Then it puts in something that

could be defined in the documentation—that we have a process of testing a ther-

apy and determining whether it was effective, promising, or futile. We set a

parameter and define by these criteria, and at the end of X we will evaluate it

accordingly. Thus, we can determine that it’s futile.

MARTINEZ: Isn’t that similar to the section of the Oregon statute that Sam mentioned?

Something about the advance directive providing for the attending physician to

try life support as long as it was beneficial and then, when it was no longer

helping the patient, being able to discontinue it. That sounds like the policy is

able to build in the idea of trials.

WALTERS: This is what people argue in the ethics literature. You try something and see

if it works. If it doesn’t work, you are justified in stopping it.

RICE: While I agree with what you said about people, families, and the world thinking,

‘‘Oh, life will go on forever,’’ I think that in the hospital, it’s more a sense of,

‘‘You’re going to abandon me because I’m dying.’’ Patients and families fear that.

So this approach, this process really mitigates that fear. It says, ‘‘No, you’re in-

volved with me. You’re dying, but we’re in this together.’’

CARRELTON: I think you’re on to something. There are a lot of problems coming to

terms with clinical reality. But I do find that often what’s necessary is helping

people realize that they’re still part of the process.

KELLER: I want to go back to your palliation concept. When you have an engaged

family with an active dialogue and an understanding of the situation, you don’t

even need to go through the palliative care consult. They’re already on board.

They get it.

The problem with palliation as required policy for this is that it’s most useful for the

families that are either not understanding the clinical situation or not dealing

with it in a way we view as rational. We say, ‘‘Difficult family, difficult doctor.’’

Palliative care is for dying patients whom we are not able to treat adequately

within the limits of what society allows. If you want to go to hospice, you have to

specifically say, ‘‘I accept the following limits on the kinds of treatments that will

be available to me.’’

PRINCE: Not any longer. Under new hospice interpretations, patients can continue to

receive some kinds of care that used to be considered strictly curative and not

appropriate for hospice. You don’t have to make the same kinds of stark decisions

about treatment.

LEVIN: Could I bring us back to a suggestion on the policy? I find an inconsistency in it.

There are all these really good things here, like principle 1, the very first bullet on
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page 2. ‘‘Physicians and other providers have no medical, legal, or ethical obliga-

tion to offer or provide treatment(s) that are not medically indicated.’’ Then there

is that other statement, C2 on page 4, which repeats the same thing. That, I think,

is all fine and should remain.

WALTERS: Yes, I understand what you’re saying. When I sat down to read this policy for

the first time in a long time, I thought, ‘‘What a lot of words!’’ By the time you get

through it, you don’t know where you’ve been. The first thing I’d like to see is

a two-page policy. You’ve got to get it in two pages or it’s not helpful in the

trenches.

Second, I think it should have a different starting point. I love this discussion we’ve

been having. It’s been very clarifying. When patients are actively dying, the focus

should be on their physical, emotional, and spiritual comfort, and the comfort of

their families. When a patient is not clearly dying—when there is potential for

clinical improvement—we have a different discussion and different decisions.

But, in the presence of active dying, we want to focus on what will benefit this

patient most at this time. Then we need a process that gets us to that decision and

a policy that speaks to that goal.

LEVIN: I would argue ethically and legally that we need a policy that helps caregivers

figure out what they’re supposed to do.

Unfortunately, we are just about out of time. We knew when we began this discus-

sion that we couldn’t hope to resolve these difficult issues in one session. But

we’ve made a start and I know that this matter will come back to this committee

again. Sophia, as the point person on this policy, you had the first word and now

you get the last.

LAWRENCE: Someone asked before what the purpose of the policy is. My understand-

ing is that hospital policies are intended to provide structure, information, and

guidance to help clinicians and administrators through a set of consistent pro-

cesses. This is an especially difficult policy because it deals with hard issues, which

are made harder by the constraints of state law.

My goal—and this discussion has been enormously helpful—is to develop a policy

that reflects the clinical realities of end-of-life care, the professional and ethical

obligations we have to dying patients, and the legal realities that shape to some

extent what we do. I will take my notes of this meeting and try to do a first draft of

a revised and simplified policy that captures what has been said here. Again,

thank you so much for your thoughtful comments and suggestions.
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