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PREFACE

This book lets us listen to the voices of home health care nurses as
they pose the ethical questions they encounter in their work. The

cases presented in each chapter are fictionalized situations based on
interviews conducted with home health care nurses in both hospital—
sponsored and private agencies, in hospices, and in urban and rural
settings. We have attempted to avoid the use of gendered pronouns,
except in the discussion of cases, where their use reflects the fact that
the majority of nurses in home health care are women.

Home health care is an increasingly important venue for nursing as
advances in medical technology and cost-containing measures shift the
ill population from hospital to home. The decrease in the length of
hospital stays, with patients being discharged sooner and requiring
more complex care, together with the aging of the population, has
resulted in an increasing number of older, sicker, frailer patients being
cared for at home. The rise of specialties such as geriatric case man-
agers has also contributed to the possibility of more individuals being
able to access services at home. As a consequence of these changes,
home health care nurses may face a growing number of ethical ques-
tions and more complex ethical issues.

Not surprisingly, practicing nursing in the patient’ s home raises dif-
ferent kinds of ethical questions than are raised in hospital nursing.
The general nursing literature addresses ethical issues, but little atten-
tion has been paid to the special circumstances of home health care
and the fact that this kind of nursing requires different strategies for
effective ethical responses.

Each chapter of the book is devoted to one of the main areas of con-
cern for home health care nurses. Focusing on specific cases, it offers
analysis and discussion of the ethical issues, cites legal requirements
where relevant, and summarizes ethical criteria and practical strate-
gies. Whether student or seasoned professional, the reader is afforded
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the opportunity to gain increased sensitivity to what counts as an eth-
ical question and a better understanding of the critical thinking process
that leads to careful, reasoned decisions about what to do. At the same
time, reflection on the issues and attention to the reasoning process
can aid in communicating with patients and families about the often
emotion-laden decisions that constitute the core of home health care
ethics.

In this second edition, the text has been revised to reflect new devel-
opments in nursing ethics. The discussion of confidentiality and priva-
cy incorporates the requirements for safeguarding confidentiality of
medical records and patient information created by the Health Insur-
ance Portability and Accountability Act. The ethical requirements for
culturally competent nursing care have been addressed in the chapter
on respecting cultural differences. There is also an updated discussion
of the provisions of the revised American Nurses Association Code of
Ethics, including the Bill of Rights for Registered Nurses. In addition,
some cases have been rewritten to accord with changes in medical
technology and the term “patients” has been substituted for the earli-
er references to “clients.”

New material has been added in the form of two additional Appen-
dices. One appendix includes ten new cases which may be used for
discussion in groups or for individual practice in ethical analysis. The
second appendix discusses how to develop and use Ethics Committees
within home health care agencies. There are also a number of new
cases introduced within the various chapters.

There is one change in organization. The cases which introduce the
topic of each chapter are discussed and analyzed as the last section in
each chapter rather than being analyzed in a separate chapter at the
end of the book.

Ethical Issues in Home Health Careviii



ACKNOWLEDGMENTS

We are indebted to many individuals who both enriched our
work and made it possible, beginning with the nurses who

shared their stories with us and the agencies that provided us with
access. Special recognition should be given to the Rhode Island State
Nurses Association and to the nursing faculties at Rhode Island
College and the University of Rhode Island. Several nursing scholars
made unique contributions. From the project’s inception, Mary E.
Byrd’s inspiration and advice have proven instrumental in the design
and evolution of our research and the development of this book.
Joanne Costello, Ph.D., A.P.R.N.-B.C., and Jane Williams, Ph.D.,
R.N., have also contributed enormously by offering insights into the
nature of nursing practice in the home health care context. We are also
grateful to Trudy C. Mulvey, M.S.N., R.N., C.S., and Maureen New-
man, Ph.D., A.P.R.N., for their insights about home health care nurs-
ing. Professor Byrd, Ph.D., R.N., Professor Costello, and Professor
Williams, together with Carol Reagan Shelton, Ph.D., R.N., and
Patricia A. Thomas, Ph.D., R.N., assisted us by reading and comment-
ing on drafts of chapters. Their efforts improved the book consider-
ably, though any mistakes are, of course, our own. In addition, mem-
bers of the planning committee, Virginia Tougas Conway, R.N., B.S.,
Mary Ellen M. Januario, R.N., Pamela L. McCue, M.S.N., R.N., and
participants at the home health care conference “How Far Should We
Go? Practical Approaches to Ethical Dilemmas: Managed Care, Non-
compliance and End-of-Life Decisions” provided valuable feedback
on many of the case studies we developed.

We also appreciate the support of friends, colleagues, and family
members, whose encouragement was indispensable to us during the
process of research and writing. We hope they know the extent of our
gratitude.

ix



Finally, we want to thank Beatrice M. Price for her excellent skills
as an administrative assistant, which contributed to producing this
manuscript.

Ethical Issues in Home Health Carex



CONTENTS

Preface . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . vii 

Chapter

1. ETHICAL DECISION MAKING  . . . . . . . . . . . . . . . . . . . . . . . . . . . 3

2. PATIENTS’ DECISIONS, NURSES’ DILEMMAS  . . . . . . . . . . . 16

3. THE ROLE OF THE FAMILY . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 33

4. SAFEGUARDING SECRETS, PROTECTING PRIVACY . . . . . . 49

5. PATIENTS WHO DO NOT “FOLLOW ORDERS”  . . . . . . . . . . . 66

6. RESPECTING CULTURAL DIFFERENCES  . . . . . . . . . . . . . . . . 82

7. FACING THE END OF LIFE . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 103

8. NURSES’ RESPONSIBILITIES, NURSES’ RIGHTS  . . . . . . . . 129

9. CARING FOR THE MENTALLY ILL  . . . . . . . . . . . . . . . . . . . . . 152

10. CARING FOR CHILDREN  . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 174

Appendix A: Legal Rulings . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 199
Appendix B: Additional Cases . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 215
Appendix C: Ethics Committees in Home Health Care Agencies . . . . . . . . . . . 219

xi

Page



Glossary . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 227
Bibliography . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 233
Index . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 239
About the Authors . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 245

Ethical Issues in Home Health Carexii



ETHICAL ISSUES IN
HOME HEALTH CARE





Chapter 1

ETHICAL DECISION MAKING

Ethical issues arise in home health care, as in human lives general-
ly, in many diverse types of situations. Sometimes an issue arises

because there is an important disagreement with others about what is
right to do—a conflict that may have its origin in disagreement about
fundamental moral values and principles. Perhaps the most confound-
ing and most common issues, though, involve situations where it is ini-
tially unclear what is right, and individuals must resolve their own
moral uncertainty in order to reach a decision. In all of these instances,
ethical decision-making must have its foundation in a basic under-
standing of the nature of ethics and traditional moral ideas concerning
right and wrong. Case 1 provides an example of a situation in home
health care that raises a concern about what to do.

Case 1

I have a patient with cancer who is dying at home. Her two sisters are staying
with her to take care of her. Because she is on morphine, she has experienced
constipation, recently developed a partial bowel obstruction, and needs a
colostomy. Last week she told me she didn’t want the surgery because she did-
n’t think her sisters could deal with it. As her condition has worsened, her sis-
ters have noticed she is bloated and nauseated. They are pressuring me to tell
them what is happening. Should I support her decision to spare her fam-
ily?

General Issues

• What is ethics?
• How should claims about rights be used in making ethical

decisions?
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• What role should consequences have in ethical decision-
making?

• What other factors should be considered?

INTRODUCTION

In Case 1, the nurse faces a classic ethical dilemma, that is, a con-
flict between two moral ideals. One ideal holds that nurses should
respect a patient’s right to make decisions, but here that ideal conflicts
with the responsibility nurses also have to promote a patient’s health
and well-being. The decision the nurse must make in this situation is
different from the clinical decisions she confronts every day, for this
involves the kind of question that goes beyond facts. The uncertainty
about what it is right to do cannot be resolved by gathering more fac-
tual information or even through further assessment of a patient’s clin-
ical condition. Instead, answering ethical questions requires skill in
identifying the significant moral factors in a situation and then reason-
ing to a conclusion about the best course of action.

This case illustrates three important features of the special chal-
lenges home health care nurses face when ethical conflicts arise: First,
although they are part of an interdisciplinary team, home health care
nurses are usually the only professionals in the home when a decision
must be made. Second, the home setting itself may be the source of
moral concerns, for example, if obstacles exist that prevent ideal nurs-
ing interventions on behalf of a patient. Third, though their primary
responsibility is to care for patients, nurses must also respond to con-
cerns about family members or others who are caregivers. As a result,
the ethical dilemmas nurses face in home health care are not only
complex but also in some instances unique to the home setting.

Ideally, home health care nurses will be adept at thinking through
solutions to ethical problems, without the benefit of immediate advice
from professional colleagues, and they will be able to assist patients
and families in understanding and coping with difficult decisions.
These skills can be developed through thoughtful reflection on ethics
and practice in ethical decision-making.
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WHAT IS ETHICS?

Ethics involves critical reflection on fundamental moral beliefs, that
is, beliefs about how to live, what has meaning and value, and which
actions are morally right. The ultimate goal of careful reflection on
these issues is a decision or a claim about morality that is thoughtful
and well supported by reasons. Thus, reasonable answers to moral
questions and good ethical decisions will be the result of critical think-
ing.

Laws and nursing codes of ethics offer legal standards and moral
ideals for the practice of nursing, but they cannot substitute for ongo-
ing critical thinking about ethical issues. Laws, for example, are not
very helpful in determining what is ethically right to do, because they
state legal standards that are often vague and which need to be inter-
preted. Because legal standards are also subject to ethical evaluation,
the laws themselves could possibly be judged immoral and thus fail to
provide a reliable guide for ethical decisions. Moreover, many of the
circumstances that present ethical dilemmas are not covered by the
law. For these reasons, ethics requires going beyond the view known
as legalism, the idea that right and wrong are fully determined by the
legal requirements that apply to a situation.

Nursing codes of ethics outline the basic moral principles that
should guide the professional practice of nursing and serve to inspire
moral ideals for practice. However, codes of ethics, like laws, general-
ly offer vague statements that require interpretation in a specific case
to determine what to do. According to the American Nurses Associa-
tion Code of Ethics, for example, “the nurse promotes, advocates for,
and strives to protect the health, safety, and rights of the patient.” The
dilemma that arises when these moral requirements conflict is well
illustrated in the situation described in Case 1. Referring to the Code
of Ethics clearly does not resolve that dilemma. Instead, a resolution
calls for weighing these requirements against each other to determine
what should be done.

Finally, though religions are a common source of basic ethical prin-
ciples, neither ethical thinking nor ethical behavior requires a basis in
a religion or in religious beliefs. What good ethical thinking does
require is reflection on moral values and principles, that is, critical
evaluation of the reasons that support a decision. 
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